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EXECUTIVE SUMMARY

Background 
Carcinoma of Unknown Primary, usually referred to simply as cancer of unknown primary or CUP by patients and public, is a highly prevalent cancer with a dismal prognosis.  Internationally, very little is known about the experiences of people diagnosed with this disease. Recently, the National Health Service (England) commissioned a National Cancer Patient Experience Survey (CPES) programme conducted by Quality Health on four occasions in 2010, 2012, 2013 and 2014. Patient experience usually refers to patients’ self-evaluation of the quality of care received, based on patients’ perceptions of what happened to them.  By extracting the 2013 data from this publically available resource, we explored how UK patients diagnosed with CUP experienced their care in comparison with patients who have metastatic cancer of a comparable known primary.  

Method
The CPES instrument was broadly based on eight key areas for measuring patient experience which include:  access to care; respect for patients’ preferences; information and education; physical comfort; emotional support; involvement of family and friends; continuity and transition; coordination of care. Preliminary analyses revealed that the known primary sample was overly enriched with patients who had a diagnosis of breast and prostate cancer, whereas the unknown primary sample was overly enriched with patients who had a favourable sub-type of CUP.  A detailed matching procedure was undertaken to ensure that the samples were comparable. Given the very large sample, the likelihood of finding statistically significant associations at p<0.05 was high. Hence, it was determined apriori that a phi coefficient (a measure of effect size) greater than 0.1 would be classified as a meaningful difference in responses between known and unknown primary respondents.

Results
Using 1:1 frequency matching, the final matched sample comprised 2992 patients. Of the 60 comparisons conducted, only five were classified as meaningfully different. These items were:

· Beforehand, were you given written information about your test(s)?
CUP patients were more likely to respond ‘No, but I would have liked written information about the test/s’ or ‘I did not need written information’ and less likely to respond ‘Yes, and it was easy to understand’
· Who first told you that you had cancer?
CUP patients were more likely to respond ‘A GP’ and less likely to respond ‘A hospital nurse’.
· Did you understand the explanation of what was wrong with you?
CUP patients were less likely to answer ‘Yes, I completely understood it’ and more likely to respond ‘Yes, I understood some of it’ or ‘No, I did not understand it’.
· During the last 12 months, have you had an operation (such as removal of a tumour or lump) at one of the hospitals in the covering letter?
CUP patients less likely to report having surgery.
· Have you had treatment from any of the following (cancer specialists) for your cancer? 
CUP patients were more likely to report having received treatment from a lymphoedema specialist.
Conclusions
This study clearly showed that the patient reported experiences for those with CUP and for those with advanced metastatic cancer are very similar.  The reliability of the ICD coding and classification of CUP cases was identified as a limitation.  Biographic responses suggests that the CUP sample is overly enriched with those who have a better prognosis, hence findings should be interpreted with caution. Given these limitations, a prospective observational study is recommended.   


INTRODUCTION

[bookmark: _GoBack]Carcinoma of Unknown Primary (CUP) is ranked the 6th most common cause of cancer death in Australia and, with a median survival of under a year, the prognosis for most patients worldwide is dismal (Abbruzzese et al, 1994; AIHW, 2010; Pavlidis et al, 2009). CUP is not a single disease but rather a heterogeneous collection of cancers that are hypothesised to share a common tendency to metastasise early. Patients are considered to have CUP if no anatomical primary site is identified after extensive clinical evaluation. Patients in this heterogeneous group have a wide variety of clinical presentations and histologic tumour types however most have metastatic carcinoma (Greco & Hainsworth, 2014).  CUP has received very little clinical or research attention compared with the magnitude of the problem. The situation is similar worldwide.

Each year in the UK about 10,000 people are diagnosed with Cancer of Unknown Primary (Cancer Research UK, 2012).  The latest available data from the UK show that CUP is the 10th most common form of cancer diagnosis and the 5th highest cause of cancer mortality after lung, bowel, breast and prostate cancers (Cancer Research UK, 2012). 

Psychosocial impact of CUP
There is very little published research on the quality of life, communication experiences or psychosocial aspects of CUP. Few patients diagnosed with CUP have heard of the term ‘cancer of unknown primary’: the most widely used description of the condition or its acronym CUP. Most patients rapidly become aware of the diagnostic and therapeutic uncertainty and poor prognosis of their disease, creating unique psychological problems for patients and their carers (Richardson et al, 2013).  
A small qualitative psychosocial study of CUP (n=10) revealed that patients struggle with great uncertainty and distress, felt that there was an inability to effectively treat the cancer if the primary site was unknown, and that the experts “did not have any answers” (Boyland & Davis, 2008). Investigators Richardson, Wagland, and Symons recently published a larger qualitative study of UK patients with CUP which found that patients experienced uncertainty regarding prognosis, possible recurrence and the primary's hereditary potential and that common problems with care continuity were amplified for CUP patients relating to coordination, accountability and timeliness of care (Richardson et al, 2103). Investigator Schofield and colleagues (unpublished) conducted a pilot study with 12 Australian patients with CUP (6 females and 6 males) assessing their psychological distress, quality of life and unmet needs and compared findings to reference data. Compared to heterogeneous cancer sample reference groups, CUP patients appeared to have higher levels of anxiety and depression, and had worse physical, emotional, role and cognitive functioning. Additionally, CUP patients experienced more nausea, insomnia and appetite loss.  A recent study from Greece found that patients with CUP experienced higher depression, higher anxiety and poorer quality of life compared with those who have a metastatic disease of either breast or colorectal cancer (Hyphantis, et al 2013).  
While the research effort is embryonic at this stage, collectively findings suggest that people with CUP may have unique psychosocial and supportive care needs that are likely to require the development of targeted supportive care interventions. Internationally, the routine assessment of patient experiences of care is being used to drive targeted service quality improvements.  Patient experience usually refers to patients’ self-evaluation of the quality of care received, based on patients’ perceptions of what happened to them, rather than how satisfied they were with what happened.  It is critical that the experiences of care people with CUP are accurately quantified to develop these interventions.  

England’s unique data set
The Department of Health in England (and since the 2012 restructure, NHS England) has commissioned an extensive programme of research in cancer patients’ experience of their care, since 2010.  The National Cancer Patient Experience Survey programme, carried out by Quality Health, is the biggest survey programme of its kind in the world, and has now been carried out four times: in 2010, 2012, 2013 and 2014. The 2013 survey analysed questionnaires returned from 68,737 patients: a 64% response rate was achieved from a  sample that included every cancer patient (inpatient and day case) who were discharged between 1st September and 30th November 2012 in all 155 NHS Trusts treating adult cancer patients in England. The data set produced as a result provides a unique insight into the experiences of cancer patients in England: across all patients but also broken down by NHS Trust; by time since diagnosis; by age, gender, sexuality and ethnicity; and, most importantly for this study, by ICD-10 code.  There is no discrete ICD code for Carcinoma of Unknown Primary but the number of cases of confirmed Carcinoma of Unknown Primary that are diagnosed each year can be estimated using the International Classification of Disease (ICD) codes ICD-10 C77-80 (NICE, 2010).   Cancers of unknown primary that are not morphologically identified as carcinoma are not included in these codes.  By comparing reported outcomes from patients with metastatic disease from a known primary, we can identify the issues unique to CUP.   

Aim and hypotheses 
The aim of this study is to describe the experiences of care reported by patients diagnosed with Carcinoma of Unknown Primary compared to the experiences of care reported by patients diagnosed with metastatic disease of a comparable known primary using an existing data set.  It is hypothesised that patients with CUP will report less positive experiences of their care than patients diagnosed with metastatic cancer from a comparable known primary.  



METHODS

The English Cancer Patient Experience Survey (CPES) is a national project to describe cancer patients’ experience of care while undergoing inpatient or day-case treatment.  Quality Health administered CPES in England in 2010; 2012, 2013 and 2014 with the 2015 survey currently underway. For each survey, Quality Health publishes a national report and each English Trust receives the findings from patients for whom they acted as the primary provider of cancer care.  This study is a secondary analysis of data collected as part of the English 2013 CPES, to assess differences in responses between patients with unknown primary cancer and metastatic known primary cancer. 

CPES study design and procedure
A cross-sectional survey methodology was used. A questionnaire, written in English only, was posted to all eligible patients with a reply-paid envelope and covering letter from the relevant hospital trust. An enclosed language leaflet offered translation services and a helpline for any queries or to record responses to the questionnaire over the telephone. Non-responders were sent one reminder letter and then another reminder letter with questionnaire if necessary. The overall response rate for the 2013 CPES was 64%.  This survey received ethical approval from the Ethics and Confidentiality Committee of the National Information Governance Board.

2013 CPES participants
Patients were eligible if they were aged 16 or over, had been admitted to an NHS hospital in England, had a discharge date between 1 September and 30 November 2012 and had a confirmed primary diagnosis of cancer. 

Survey instrument	
NHS CPES instrument was broadly based on the PICKER Institute’s eight key areas for measuring patient experience.  These include:  access to care; respect for patients’ preferences; information and education; physical comfort; emotional support; involvement of family and friends; continuity and transition; coordination of care. Consumers were involved in both establishing the principles and developing the items relating to each principle across the care continuum.  The instrument is updated for each survey round. The 2013 instrument contained 79 items, of which 63 measured patient experience across the care trajectory from diagnosis to leaving hospital and 7 are routing questions to navigate the questionnaire. The remaining items collected demographic or clinical data or were clinical indicators. The majority of the items were closed questions with categorical or nominal response options, although some were ordinal. Respondents could provide free-text comments at the end of the questionnaire.  Findings from these data are published in a separate report (Wagland et al, 2015). See Appendix 1 for the survey instrument.

Matching procedure
The data for all patients with a diagnosis of CUP, as defined by International Statistical Classification of Diseases and Related Problems (ICD-10) codes C77, C78, C79 and C80, were matched with patients diagnosed with metastatic disease in specific tumour types (colorectal, breast, head and neck, kidney/adrenal, prostate, pancreas, and upper and lower gastrointestinal).  These sites were selected as the primary sites from which CUP is most commonly thought to have arisen (Pentheroudakis, 2007). 

Data were provided as separate files for unknown and known primary respondents. All patients were assigned IDs and known primary patients were assigned random numbers using Excel’s random number allocation formula. The age band variable provided was considered inappropriate, so age was calculated at 1 January 2013, and for matching purposes, recoded into deciles (except for 0-19 years). The number of unknown primary patients in each combination of matching variables was determined, and the corresponding number of known primary patients was selected, based on the lowest random numbers, using 1:1 frequency matching. Both datasets were then combined to create one analysis dataset.

Matching variables
Preliminary descriptive analysis of the two provided datasets indicated that there were key differences between the two groups that would need to be considered in the matching process. The original plan was to match the two groups on three variables: age group in deciles, sex and type of admission (ordinary admission, day case admission or regular day case admission). After exploration of the data, two further variables were added: tumour type and time since treatment start. 

Tumour type
The tumour types in the known primary sample did not seem appropriate to match to unknown primary patients, given estimates of likely site of origin in unknown primary cases from autopsy and biomarker studies (Pentheroudakis, et al 2007).  See Table 1. While direct comparisons were not always achievable because of the differing categories used, of note, breast and prostate cancer patients were overrepresented in the known primary sample, and for this reason the dataset was restricted so these two types made up only 5% each in the known primary sample.

Table 1: Percentage likely site of origin of CUP cases from autopsy and biomarker studies compared to known primary provided sample and reduced sample.

	Site
	Autopsy
	Biomarker
	Full CPES sample
	Reduced CPES sample

	Lung
	27
	12
	10
	18

	Head and neck
	--
	--
	6
	10

	Kidney/ adrenal
	8
	6
	3
	6

	Breast
	0.007
	15
	34
	5

	Genitals
	7
	9
	--
	--

	Prostate
	--
	--
	15
	5

	Pancreas
	24
	13
	2
	3

	Bladder/ ureter
	0.01
	5
	--
	--

	Upper and Lower GI
	--
	--
	30
	53

	Liver/ bile duct
	8
	8
	--
	--

	Bowel
	7
	12
	--
	--

	Stomach
	6
	3
	--
	--

	Other
	10
	18
	--
	--



Time since treatment start
There was a marked difference between the CUP and known primary samples in regards to the time since they began treatment for their cancer, as measured by Question 76 in the survey (“How long has it been since you were first treated for this cancer?”); Figure 1 shows this difference. There are a disproportionately large number of CUP patients who commenced treatment more than one year prior to the survey (34% of CUP patients began treatment less than 1 year ago versus 73% of known primary patients).  This suggests that the sample was overly enriched with patients who had a favourable sub-type of CUP.  Because of this, an attempt was made to match patients on their responses to Question 76 but this proved difficult as there were comparatively few patients in the known primary group who responded that it had been longer than one year since they began treatment. In many cases, there were no known primary patients who could be matched on all four variables, particularly for responses ‘1 to 5 years’ and ‘More than 5 years’. The final sample therefore was not matched on response to Q76, but only participants who responded ‘less than 1 year’ were included in the final sample.

Figure 1:  The percentage of CUP and non-CUP cases for each response category of question 76
[image: ]

Statistical Analyses
Chi-squared tests were used to assess the associations between diagnosis type (CUP vs non-CUP) and responses to each item.  Given the large sample size involved, the likelihood of finding statistically significant associations at p<0.05 was high. In order to assess which items showed a meaningful difference in responses between known and unknown primary respondents, the phi-coefficient, as a measure of effect size, was used instead. An effect size is a quantification of the size or strength of an observed association or difference.  It was determine a priori that a phi coefficient greater than 0.1 was classified as a meaningful difference, as this corresponds to a small or greater effect (Cohen, 1992). 

RESULTS

Sample:
The original sample of unknown primary cancer patients contained 4535 respondents. Using only patients who began treatment in the past year and who had no missing data in the matching variables left 1496 respondents. The original sample of known primary patients contained 38062 respondents. Using a reduced sample to limit the number of breast and prostate patients, the number of known primary patients who began treatment in the past year and who had complete data for the matching variables was 20562. Patients were matched 1:1 and the final sample contained 2992 respondents. Demographic and clinical characteristics of the sample are shown in Table 2. 

Table 2: Characteristics of respondents
	
	CUP
	Non CUP

	Age
	(n=1496)
	(n=1496)

	Mean (SD)
	66.5 (11.7)
	66.6 (11.5)

	Median (IQR)
	67 (59, 75)
	67 (59, 75)

	Range
	20, 98
	23, 94

	Sex
	n
	%
	n
	%

	Male
	583
	39.0
	583
	39.0

	Female
	913
	61.0
	913
	61.0

	Diagnosis
	
	
	
	

	CUP
	1496
	100
	--
	

	Breast
	--
	
	111
	7.4

	Head and neck
	--
	
	185
	12.4

	Lung
	--
	
	271
	18.1

	Pancreatic
	--
	
	44
	2.9

	Prostate
	--
	
	52
	3.5

	Renal
	--
	
	89
	5.9

	Upper and lower GI
	--
	
	744
	49.7

	How has your cancer responded to treatment?
	
	
	

	My cancer has fully responded to treatment
	318
	21.3
	652
	43.6

	My cancer has been treated but is still present
	497
	33.2
	316
	21.1

	My cancer has not been treated at all
	38
	2.5
	30
	2.0

	My cancer has come back after it was originally treated
	47
	3.1
	7
	0.5

	My original cancer has responded but I now have a new cancer
	91
	6.1
	27
	1.8

	I am not certain what is happening with my cancer
	389
	26.0
	385
	25.7



Item differences:
The criterion of a Phi value >0.1, seven items showed differences between the known and unknown primary respondents.  These items are as follows. 




Q8. Beforehand, were you given written information about your test(s)?
(Patients who answered ‘Yes’ to the following question- In the last 12 months, have you had diagnostic test(s) for cancer such as an endoscopy, biopsy, mammogram or scan at one of the hospitals named in the covering letter?, then went on to answer Q8)

	
	CUP n (%)
	Known Primary n (%)
	Phi

	Yes, and it was easy to understand
	808 (59)
	917 (68)
	0.102

	Yes, but it was difficult to understand
	37 (3)
	32 (2)
	

	No, but I would have liked written information about the test(s)
	127 (9)
	73 (5)
	

	I did not need written information
	250 (18)
	219 (16)
	

	Don't know / can't remember
	116 (9)
	88 (6)
	



CUP patients were more likely to respond ‘No, but I would have liked written information about the test/s’ or ‘I did not need written information’ and less likely to respond ‘Yes, and it was easy to understand’

Q10. Who first told you that you had cancer?

	
	CUP n (%)
	Known Primary n (%)
	Phi

	A hospital doctor
	1191 (80)
	1199 (80)
	0.103

	A hospital nurse
	44 (3)
	91 (6)
	

	A GP
	155 (10)
	104 (7)
	

	Another health professional
	40 (3)
	51 (3)
	

	A friend or relative
	5 (0.3)
	3 (0.2)
	

	Nobody- I worked it out for myself
	30 (2)
	17 (1.1)
	

	Missing
	31 (2)
	31 (2)
	


CUP patients were more likely to respond ‘A GP’ and less likely to respond ‘A hospital nurse’.

Q13. Did you understand the explanation of what was wrong with you?

	
	CUP n (%)
	Known Primary n (%)
	Phi

	Yes, I completely understood it
	1006 (67)
	1162 (78)
	0.126

	Yes, I understood some of it
	438 (29)
	313 (21)
	

	No, I did not understand it
	32 (2)
	9 (1)
	

	Can't remember
	8 (0.5)
	6 (0.4)
	

	Missing
	12 (1)
	6 (0.4)
	


CUP patients were less likely to answer ‘Yes, I completely understood it’ and more likely to respond ‘Yes, I understood some of it’ or ‘No, I did not understand it’.


Q14. When you were told you had cancer, were you given written information about the type of cancer you had?

	
	CUP n (%)
	Known Primary n (%)
	Phi

	Yes, and it was easy to understand
	670 (45)
	834 (56)
	0.123

	Yes, but it was difficult to understand
	104 (7)
	91 (6)
	

	No, I was not given written information about the type of cancer I had
	466 (31)
	326 (22)
	

	I did not need written information
	153 (10)
	158 (11)
	

	Don't know / can't remember
	70 (5)
	57 (4)
	

	Missing
	33 (2)
	30 (2)
	


CUP patients less likely to answer ‘Yes, and it was easy to understand’ and more likely to answer ‘No, I was not given written information about the type of cancer I had’

Q32. During the last 12 months, have you had an operation (such as removal of a tumour or lump) at one of the hospitals in the covering letter?

	
	CUP n (%)
	Known Primary n (%)
	Phi

	Yes
	824 (55)
	1004 (67)
	0.124

	No
	635 (42)
	469 (31)
	

	Missing
	37 (3)
	23 (2)
	


CUP patients less likely to report having surgery

Q57. Did hospital staff do everything they could to control the side effects of radiotherapy?
For this question, there was a significant difference between the CUP and non-CUP samples but included patients who did not have radiotherapy, or did not have any side effects from radiotherapy. Once these patients are excluded, no differences exist between the known and unknown primary patients.

Q66. Have you had treatment from any of the following (cancer specialists) for your cancer (Patients were asked to tick as many as apply from the following list:  physiotherapist; occupational therapist, dietitian, speech and language therapist; lymphoedema specialist) 

·  Lymphoedema specialist?

	
	CUP n (%)
	Known Primary n (%)
	Phi

	Yes
	132 (9)
	37 (3)
	0.138


CUP patients were more likely to have received treatment from a lymphoedema specialist.

No other meaningful differences were detected.  Appendix 2 shows the list of all comparisons. 

DISCUSSION

To our knowledge, this is the first, large-scale study quantifying the experiences of people with CUP compared to people with metastatic known primary cancers.  The findings clearly showed that the patient reported experiences for those with CUP and for those with advanced metastatic cancer are very similar, at least amongst the samples represented in these data.

A major limitation of this study is that the sample of unknown primary patients responding to the survey is unusual. During 2006-2010, the one year relative survival for CUP patients in the UK was 16% (NCIN, 2014) yet in this sample, 62% of respondents with CUP had begun treatment for their cancer more than one year previous to their diagnosis. Potentially, those CUP patients responding to the CPES were patients with a favourable sub-type of CUP: those with likely primary sites that have greater survival rates and reliable treatments, who may be still receiving follow up care at hospital in the years that followed their original diagnosis. We attempted to control for this potential bias by restricting the CUP sample to those who were first treated for their cancer less than one year previously.  Nevertheless, these people were still well enough to complete the CPES several months post-discharge.   Speculatively, the CUP sample used in this analysis may be more like patients with advanced known cancer than a CUP sample which had been recruited prospectively after diagnosis of confirmed CUP, which would include those with poorer prognoses.  Potentially, a prospectively recruited sample of CUP patients may have less positive experiences than the CUP sample included in this analysis.   Moreover, as we selected patients with a known primary for non-CUP sample to approximate proportions of likely site of origin in unknown primary cases from autopsy and biomarker studies (Pentheroudakis, et al 2007); we have enriched the non-CUP sample with patients who have poorer prognoses, such as those with pancreatic and lung cancers.  These patients may have less positive experiences than a more omnibus sample of patients with advanced known primaries.   

Compounding these issues, the diagnoses used in this study were not self-reported or clinician-reported but based on administrative data. The ICD classification system does not differentiate between Malignancy of Undefined primary Origin (MUO), provisional Carcinoma of Unknown Primary origin (pCUP) and confirmed Carcinoma of Unknown Primary (cCUP).  NICE have established definitions for each of these terms to facilitate the management of CUP patients (NICE 2010).  MUO is defined as “metastatic malignancy identified on the basis of a limited number of tests, without an obvious primary, before comprehensive investigation”.  pCUP is “metastatic epithelial or neuro-endocrine malignancy identified on the basis of histology or cytology, with no primary site detected despite a selected initial screen of investigations, before specialist review and possible further specialised investigations”.  cCUP is “metastatic epithelial or neuro-endocrine malignancy identified on the basis of final histology, with no primary site detected despite a selected initial screen of investigations, specialist review, and further specialised investigations as appropriate”.  For CPES, the ICD code was extracted directly from each Trust’s administrative data records. Two errors may occur with this method.  First, as ICD code is generated by the multidisciplinary team administrator, not a medical clinician, there may be errors in coding.  The second, more serious, issue is that because no distinction is made in the data capture between MUO, pCUP and cCUP, it is possible that if a primary site is confirmed later the coding is not updated in the administrative file.   Errors in classifying CUP are likely to be more pronounced for the CUP sample because the uncertainty of whether or when a primary might be found, and because patients with MUO can pass between several multidisciplinary teams managing different cancer types (Richardson, et al 2013).

Finally, using this administrative data to define the CUP sample also does not take into account the patient’s perception of their disease.  Indeed, the limited research that exists indicates that patients are often very confused about a diagnosis of CUP and some are provided with a ‘best guess’ primary site by clinicians (Boyland & Davis, 2008).  What and how they are told of their diagnosis may influence their questionnaire responses.  

Recognising the limitations of these data, results suggest that people with CUP report quite similar experiences of the health system to those who have metastatic disease of a comparable unknown primary.  Collectively, these findings indicate firstly that the NICE recommendations for the diagnosis and management of CUP (NICE 2010), particularly the introduction of multidisciplinary teams and specialist nurses dedicated to patients with CUP, may have been successful in providing equivalent standards of care irrespective of whether or not the primary was located.

Only half the proportion of patients within the CUP sample believed their cancer had fully responded to treatment as non-CUP patients. This is consistent with what is known about the difficulties in successfully treating CUP and the poor prognostic outlook (Abbruzzese, 1994; AIHW, 2010; Pavlidis, 2009).  Also, a comparatively higher proportion of the CUP sample reported their cancer had come back after it was originally treated, or that while their original cancer had responded to treatment, a new cancer had been identified. While some of these CUP patients may be accurately reporting themselves as having a recurrence of cancer or a ‘new’ cancer identified, others may have misunderstood their disease trajectory and actually have received a diagnosis of new metastases as opposed to a recurrence or a new primary cancer after successful treatment.  

Findings showed that CUP patients were significantly more likely to have wanted more information about investigations. A lack of information and patient preparation for investigations was an important overarching theme that emerged from analysis of free-text responses from CUP patients to the CPES (Wagland et al 2015). Patients with CUP frequently undergo a greater number of investigations than patients with a known primary, as clinicians ‘chase the primary’ (James & Symons, 2010). Moreover, treatment complexity can be expected to be greater for patients with CUP, where the number and diversity of health professionals is often greater as patients are moved between multidisciplinary clinical teams (Richardson et al 2013).  This can result in confusion and anxiety for patients (Richardson et al 2013; Boyland & Carol, 2008).  The provision of timely and CUP-specific information about investigations is a simple mechanism to alleviate this anxiety and confusion. 

Similarly, patients in the CUP sample were significantly more likely to answer that they would have liked more written information than the non-CUP sample, about the type of cancer they had. Again, the experience of being informed of their diagnosis was an important theme in the free-text analysis of the CUP patients’ experiences in the CPES (Wagland et al 2015). Providing accurate and helpful information and preparing patients with CUP for their treatment trajectory is especially difficult given the uncertainty that pervades this diagnosis. The location of the primary tumour is the main reference point for treatment decisions and prognostic information (Ryan et al. 2010), and treatment regimens may change several times during a patient’s illness trajectory (Richardson et al 2013). 

Closely linked is the finding that CUP patients were significantly less likely to understand the explanations of what was wrong with them. Ryan et al (2010) identified the challenges doctors encountered with CUP patients where communication was tainted by uncertainty.   Symons and James (2009) reported the discomfort experienced by doctors when communicating uncertainty to CUP patients. Furthermore, previous research has also found that CUP patients often received conflicting information from clinicians (Richardson et al 2013; Wagland et al 2015). It is not surprising that the inherent uncertainty associated with the diagnosis and treatment of CUP and doctors’ discomfort when communicating this information to patients result in patients with CUP finding it difficult to understand their conditions.  Patient educational material about CUP may ameliorate this situation to some extent, however, the provision of greater diagnostic and treatment certainty is required to assist both clinicians and patients to understand and manage the condition.

CUP patients were significantly less likely to have surgery. This is likely to be because by definition patients with CUP have been diagnosed once the primary has metastasised when surgery is usually not an option.  Whereas, those with an advanced known primary may well have had prior to the discovery of metastases.   

It is difficult to interpret the finding that CUP patients were significantly more likely to be first told they have cancer by their GP compared to the non-CUP sample. CPES free-text analysis found that patients with CUP were more likely to report negative rather than positive experiences of interactions with GPs (ratio of 2.4 : 1), but this often related delayed referrals were delayed as a consequence of GPs attributing symptoms to conditions other than cancer or reports that did not take patients concerns of their health sufficiently seriously (Wagland, et al 2015).  It may be that those with a known primary were referred to specialists for investigation of symptoms whereas those with CUP had their symptoms investigate by GPs who eventually diagnosed CUP.  

Finally, the finding that patients with CUP are more likely to have seen a lymphedema specialist is difficult to explain and may be an artefact of the limitations of the sample as discussed above.  

Conclusion 

CUP is a heterogeneous disease.  In order to obtain sufficient numbers of patients within the sub-types of CUP, it is critical to be able to conduct prospective, observational cohort studies and  international trials of interventions targeting disease control and supportive care outcomes. A more complete understanding of the quality of life issues and psychosocial issues faced by people with CUP is necessary if we are to establish randomised controlled trials of psycho-educational and supportive care interventions. Despite the serious limitations of this study, these findings suggest that patients with CUP may experience greater uncertainty with regards understanding their diagnosis and be less prepared for what to expect with regards diagnostic investigations. These might be specific areas in which targeted interventions could be developed to improve the experience of this patient group.   The long-term focus of future work in this arena should be directed at new models of care and patient psycho-educational programs demonstrated to improve the outcomes of this under-researched and vulnerable group.
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APPENDIX 2: Full results
	SEEING YOUR GP
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	1. Before you were told you needed to go to hospital about cancer, how many times did you see your GP (family doctor) about the health problem caused by cancer?

	None- I did not see my GP before going to hospital
	272
	18.2
	285
	19.1
	0.041

	I saw my GP once
	511
	34.2
	548
	36.6
	

	I saw my GP twice
	267
	17.8
	263
	17.6
	

	I saw my GP 3 or 4 times
	254
	17.0
	238
	15.9
	

	I saw my GP 5 or more times
	141
	9.4
	115
	7.7
	

	Don't know / can't say
	26
	1.7
	22
	1.5
	

	Missing
	25
	1.7
	25
	1.7
	

	
	
	
	
	
	

	2. How do you feel about the length of time you had to wait before your first appointment with a hospital doctor?
	

	I was seen as soon as I thought was necessary
	1129
	75.5
	1189
	79.5
	0.052

	I should have been a bit sooner
	165
	11.0
	144
	9.6
	

	I should have been seen a lot sooner
	151
	10.1
	129
	8.6
	

	Missing
	51
	3.4
	34
	2.3
	

	
	
	
	
	
	

	3. How long was it from the time you first thought something might be wrong with you until you first saw a hospital doctor?

	Less than 3 months
	1129
	75.5
	1085
	72.5
	0.061

	3-6 months
	169
	11.3
	201
	13.4
	

	6-12 months
	80
	5.3
	70
	4.7
	

	More than 12 months
	45
	3.0
	55
	3.7
	

	Don't know / can't remember
	21
	1.4
	39
	2.6
	

	Missing
	52
	3.5
	46
	3.1
	

	
	
	
	
	
	

	4. Did your health get worse, get better or stay about the same while you were waiting for your first appointment with a hospital doctor?

	My health got worse
	374
	25.0
	327
	21.9
	0.044

	My health got better
	15
	1.0
	10
	0.7
	

	My health stayed about the same
	1060
	70.9
	1116
	74.6
	

	Missing
	47
	3.1
	43
	2.9
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	DIAGNOSTIC TESTS
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	5. In the last 12 months, have you had diagnostic test(s) for cancer such as an endoscopy, biopsy, mammogram, or scan at one of the hospitals named in the covering letter?

	Yes --> Q6, 7, 8, 9
	1364
	91.2
	1356
	90.6
	0.025

	No --> skip to Q10
	89
	5.9
	104
	7.0
	

	Missing --> skip to Q10
	43
	2.9
	36
	2.4
	

	
	
	
	
	
	

	6. Beforehand, did a member of staff explain the purpose of the test(s)?
	
	
	
	
	

	Yes, completely
	999
	73.2
	1080
	79.6
	0.079

	Yes, to some extent
	253
	18.5
	192
	14.2
	

	No, but I would have liked an explanation
	26
	1.9
	27
	2.0
	

	I did not need an explanation
	51
	3.7
	30
	2.2
	

	Don't know / can't remember
	15
	1.1
	15
	1.1
	

	
	
	
	
	
	

	7. Beforehand, did a member of staff explain what would be done during the test procedure(s)?
	
	
	

	Yes, completely
	1104
	80.9
	1164
	85.8
	0.071

	Yes, to some extent
	185
	13.6
	147
	10.8
	

	No, but I would have liked an explanation
	18
	1.3
	13
	1.0
	

	I did not need an explanation
	30
	2.2
	14
	1.0
	

	Don't know / can't remember
	10
	0.7
	6
	0.4
	

	
	
	
	
	
	

	8. Beforehand, were you given written information about your test(s)?
	
	
	
	
	

	Yes, and it was easy to understand
	808
	59.2
	917
	67.6
	0.102

	Yes, but it was difficult to understand
	37
	2.7
	32
	2.4
	

	No, but I would have liked written information about the test(s)
	127
	9.3
	73
	5.4
	

	I did not need written information
	250
	18.3
	219
	16.2
	

	Don't know / can't remember
	116
	8.5
	88
	6.5
	

	
	
	
	
	
	

	9. Were the results of the test(s) explained to you in a way you could understand?
	
	
	
	

	Yes, completely
	961
	70.5
	1042
	76.8
	0.083

	Yes, to some extent
	322
	23.6
	259
	19.1
	

	No, but I would have liked an explanation
	48
	3.5
	28
	2.1
	

	I did not need an explanation
	11
	0.8
	4
	0.3
	

	Don't know / can't remember
	6
	0.4
	7
	0.5
	

	
	
	
	
	
	

	FINDING OUT WHAT WAS WRONG WITH YOU
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	10. Who first told you that you had cancer?
	
	
	
	
	

	A hospital doctor
	1191
	79.6
	1199
	80.1
	0.103

	A hospital nurse
	44
	2.9
	91
	6.1
	

	A GP
	155
	10.4
	104
	7.0
	

	Another health professional
	40
	2.7
	51
	3.4
	

	A friend or relative
	5
	0.3
	3
	0.2
	

	Nobody- I worked it out for myself
	30
	2.0
	17
	1.1
	

	Missing
	31
	2.1
	31
	2.1
	

	
	
	
	
	
	

	11. When you were first told that you had cancer, had you been told you could bring a family member or friend with you?
	

	Yes
	873
	58.4
	921
	61.6
	0.045

	No
	353
	23.6
	332
	22.2
	

	It was not necessary
	171
	11.4
	140
	9.4
	

	I was told by phone or letter
	21
	1.4
	28
	1.9
	

	Don't know / can't remember
	56
	3.7
	54
	3.6
	

	Missing
	22
	1.5
	21
	1.4
	

	
	
	
	
	
	

	12. How do you feel about the way you were told you had cancer?
	
	
	
	
	

	It was done sensitively
	1203
	80.4
	1230
	82.2
	0.035

	It should have been done a bit more sensitively
	197
	13.2
	163
	10.9
	

	It should have been done a lot more sensitively
	75
	5.0
	81
	5.4
	

	Missing
	21
	1.4
	22
	1.5
	

	
	
	
	
	
	

	13. Did you understand the explanation of what was wrong with you?
	
	
	
	
	

	Yes, I completely understood it
	1006
	67.2
	1162
	77.7
	0.126

	Yes, I understood some of it
	438
	29.3
	313
	20.9
	

	No, I did not understand it
	32
	2.1
	9
	0.6
	

	Can't remember
	8
	0.5
	6
	0.4
	

	Missing
	12
	0.8
	6
	0.4
	

	
	
	
	
	
	

	14. When you were told you had cancer, were you given written information about the type of cancer you had?
	

	Yes, and it was easy to understand
	670
	44.8
	834
	55.7
	0.123

	Yes, but it was difficult to understand
	104
	7.0
	91
	6.1
	

	No, I was not given written information about the type of cancer I had
	466
	31.1
	326
	21.8
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	I did not need written information
	153
	10.2
	158
	10.6
	

	Don't know / can't remember
	70
	4.7
	57
	3.8
	

	Missing
	33
	2.2
	30
	2.0
	

	
	
	
	
	
	

	DECIDING THE BEST TREATMENT FOR YOU
	
	
	

	15. Before your treatment started, were you given a choice of different types of treatment?
	
	
	

	Yes
	372
	24.9
	429
	28.7
	0.068

	No, but I would have liked a choice
	108
	7.2
	75
	5.0
	

	I was not given a choice because only one type of treatment was suitable for me
	947
	63.3
	944
	63.1
	

	Not sure / can't remember
	43
	2.9
	28
	1.9
	

	Missing
	26
	1.7
	20
	1.3
	

	
	
	
	
	
	

	16. Do you think your views were taken into account when the team of doctors and nurses caring for you were discussing which treatment you should have?

	Yes, definitely
	848
	56.7
	951
	63.6
	0.075

	Yes, to some extent
	343
	22.9
	284
	19.0
	

	No, my views were not taken into account
	112
	7.5
	82
	5.5
	

	I didn't know my treatment was being discussed by a team of doctors/ nurses
	91
	6.1
	80
	5.3
	

	Not sure / can't remember
	67
	4.5
	62
	4.1
	

	Missing
	35
	2.3
	37
	2.5
	

	
	
	
	
	
	

	17. Were the possible side effects of treatment(s) explained in a way you could understand?
	
	
	

	Yes, definitely
	1004
	67.1
	1055
	70.5
	0.058

	Yes, to some extent
	339
	22.7
	284
	19.0
	

	No, side effects were not explained
	66
	4.4
	55
	3.7
	

	I did not need an explanation
	40
	2.7
	55
	3.7
	

	Not sure / can't remember
	15
	1.0
	18
	1.2
	

	Missing
	32
	2.1
	29
	1.9
	

	
	
	
	
	
	

	18. Before you started treatment, were you given written information about the side effects of treatment(s)?
	
	

	Yes, and it was easy to understand
	1087
	72.7
	1102
	73.7
	0.040

	Yes, but it was difficult to understand
	83
	5.5
	62
	4.1
	

	No, I was not given written information about side effects
	220
	14.7
	210
	14.0
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	Don't know / can't remember
	56
	3.7
	69
	4.6
	

	Missing
	50
	3.3
	53
	3.5
	

	
	
	
	
	
	

	19. Before you started your treatment, were you also told about any side effects of the treatment that could affect you in the future rather than straight away?

	Yes, definitely
	661
	44.2
	706
	47.2
	0.070

	Yes, to some extent
	355
	23.7
	317
	21.2
	

	No, future side effects were not explained
	305
	20.4
	258
	17.2
	

	I did not need an explanation
	62
	4.1
	91
	6.1
	

	Not sure / can't remember
	69
	4.6
	68
	4.5
	

	Missing
	44
	2.9
	56
	3.7
	

	
	
	
	
	
	

	20. Were you involved as much as you wanted to be in decisions about your care and treatment?
	
	
	

	Yes, definitely
	978
	65.4
	1036
	69.3
	0.055

	Yes, to some extent
	371
	24.8
	332
	22.2
	

	No, but I would like to have been more involved
	87
	5.8
	61
	4.1
	

	Not sure / can't remember
	27
	1.8
	28
	1.9
	

	Missing
	33
	2.2
	39
	2.6
	

	
	
	
	
	
	

	CLINICAL NURSE SPECIALIST
	
	
	

	21. Were you given the name of a Clinical Nurse Specialist who would be in charge of your care?
	
	
	

	Yes --> Q22, 23, 24
	1204
	80.5
	1290
	86.2
	0.081

	No --> skip to Q25
	203
	13.6
	132
	8.8
	

	Don't know/ not sure --> skip to Q25
	56
	3.7
	43
	2.9
	

	Missing --> skip to Q25
	33
	2.2
	31
	2.1
	

	
	
	
	
	
	

	22. How easy is it for you to contact your Clinical Nurse Specialist?
	
	
	
	
	

	Easy
	811
	67.4
	868
	67.3
	0.056

	Sometimes easy, sometimes difficult
	254
	21.1
	239
	18.5
	

	Difficult
	37
	3.1
	35
	2.7
	

	I have not tried to contact her/him
	98
	8.1
	142
	11.0
	

	
	
	
	
	
	

	23. The last time you spoke to your Clinical Nurse Specialist, did he/she listen carefully to you?
	
	
	

	Yes, definitely
	1041
	86.5
	1115
	86.4
	0.019

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	Yes, to some extent
	104
	8.6
	111
	8.6
	

	No
	17
	1.4
	13
	1.0
	

	
	
	
	
	
	

	24. When you have important questions to ask your Clinical Nurse Specialist, how often do you get answers you can understand?

	All or most of the time
	959
	79.7
	1024
	79.4
	0.016

	Some of the time
	91
	7.6
	91
	7.1
	

	Rarely or never
	11
	0.9
	11
	0.9
	

	I did not ask any questions
	107
	8.9
	124
	9.6
	

	
	
	
	
	
	

	SUPPORT FOR PEOPLE WITH CANCER
	
	
	

	25. Did hospital staff give you information about support or self-help groups for people with cancer?
	
	

	Yes
	915
	61.2
	906
	60.6
	0.055

	No, but I would have liked information
	235
	15.7
	201
	13.4
	

	It was not necessary
	237
	15.8
	291
	19.5
	

	Don't know / can't remember
	75
	5.0
	70
	4.7
	

	Missing
	34
	2.3
	28
	1.9
	

	
	
	
	
	
	

	26. Did hospital staff discuss with you or give you information about the impact cancer could have on your work life or education?

	Yes
	456
	30.5
	490
	32.8
	0.066

	No, but I would have liked a discussion or information
	235
	15.7
	184
	12.3
	

	It was not necessary/ relevant to me
	703
	47.0
	737
	49.3
	

	Don't know / can't remember
	45
	3.0
	49
	3.3
	

	Missing
	57
	3.8
	36
	2.4
	

	
	
	
	
	
	

	27. Did hospital staff give you information about how to get financial help or any benefits you might be entitled to?
	

	Yes
	529
	35.4
	471
	31.5
	0.096

	No, but I would have liked information
	408
	27.3
	344
	23.0
	

	It was not necessary
	489
	32.7
	606
	40.5
	

	Don't know / can't remember
	27
	1.8
	44
	2.9
	

	Missing
	43
	2.9
	31
	2.1
	

	
	
	
	
	
	

	28. Did hospital staff tell you that you could get free prescriptions?
	
	
	
	
	

	Yes
	492
	32.9
	462
	30.9
	0.045

	No, but I would have liked information
	172
	11.5
	159
	10.6
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	It was not necessary
	779
	52.1
	818
	54.7
	

	Don't know / can't remember
	8
	0.5
	17
	1.1
	

	Missing
	45
	3.0
	40
	2.7
	

	
	
	
	
	
	

	29. Have you seen information (such as leaflets, posters, information screens etc.) about cancer research in your hospital?
	

	Yes
	1221
	81.6
	1212
	81.0
	0.012

	No
	241
	16.1
	245
	16.4
	

	Missing
	34
	2.3
	39
	2.6
	

	
	
	
	
	
	

	30. Since your diagnosis, has anyone discussed with you whether you would like to take part in cancer research?
	

	Yes -->Q31
	339
	22.7
	421
	28.1
	0.076

	No --> skip to Q32
	1055
	70.5
	965
	64.5
	

	Don't know / can't remember  --> skip to Q32
	63
	4.2
	82
	5.5
	

	Missing --> skip to Q32
	39
	2.6
	28
	1.9
	

	
	
	
	
	
	

	31. If yes, did you then go on to take part in cancer research?
	
	
	
	
	

	Yes
	203
	59.9
	250
	59.4
	0.003

	No
	130
	38.3
	162
	38.5
	

	
	
	
	
	
	

	OPERATIONS
	
	
	

	32. During the last 12 months, have you had an operation (such as removal of a tumour or lump) at one of the hospitals in the covering letter?

	Yes --> Q33, 34, 35
	824
	55.1
	1004
	67.1
	0.124

	No --> skip to Q36
	635
	42.4
	469
	31.4
	

	Missing --> skip to Q36
	37
	2.5
	23
	1.5
	

	
	
	
	
	
	

	33. Before you had your operation, did a member of staff explain what would be done during the operation?
	
	

	Yes, completely
	685
	83.1
	855
	85.2
	0.035

	Yes, to some extent
	112
	13.6
	124
	12.4
	

	No, but I would have liked an explanation
	5
	0.6
	8
	0.8
	

	I did not need an explanation
	9
	1.1
	11
	1.1
	

	Don't know / can't remember
	1
	0.1
	4
	0.4
	

	
	
	
	
	
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	34. Beforehand, were you given written information about your operation?
	
	
	
	

	Yes, and it was easy to understand
	472
	57.3
	649
	64.6
	0.076

	Yes, but it was difficult to understand
	36
	4.4
	30
	3.0
	

	No, I was not given written information about my operation
	229
	27.8
	234
	23.3
	

	Don't know / can't remember
	69
	8.4
	75
	7.5
	

	
	
	
	
	
	

	35. After the operation, did a member of staff explain how it had gone in a way you could understand?
	
	

	Yes, completely
	611
	74.2
	764
	76.1
	0.055

	Yes, to some extent
	153
	18.6
	188
	18.7
	

	No, but I would have liked an explanation
	28
	3.4
	30
	3.0
	

	I did not need an explanation
	19
	2.3
	10
	1.0
	

	
	
	
	
	
	

	HOSPITAL DOCTORS
	
	
	

	36. During the last 12 months, have you had an operation or stayed overnight for cancer care at one of the hospitals named in the covering letter?

	Yes --> Q37-56
	1050
	70.2
	1147
	76.7
	0.074

	No --> skip to Q57
	412
	27.5
	318
	21.3
	

	Missing --> skip to Q57
	34
	2.3
	31
	2.1
	

	
	
	
	
	
	

	37. When you had important questions to ask a doctor, how often did you get answers you could understand?
	
	

	All or most of the time
	768
	73.1
	896
	78.1
	0.064

	Some of the time
	179
	17.0
	148
	12.9
	

	Rarely or never
	20
	1.9
	16
	1.4
	

	I did not ask any questions
	72
	6.9
	79
	6.9
	

	
	
	
	
	
	

	38. Did you have confidence and trust in the doctors treating you?
	
	
	
	
	

	In all of them
	846
	80.6
	979
	85.4
	0.065

	In some of them
	191
	18.2
	158
	13.8
	

	In none of them
	4
	0.4
	2
	0.2
	

	
	
	
	
	
	

	39. Did the doctors talk in front of you as if you weren't there?
	
	
	
	
	

	Yes, often
	36
	3.4
	38
	3.3
	0.007

	Yes, sometimes
	161
	15.3
	172
	15.0
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	No
	842
	80.2
	929
	81.0
	

	
	
	
	
	
	

	40. If your family or someone close to you wanted to talk to a doctor, did they have enough opportunity to do so?
	

	Yes, definitely
	573
	54.6
	658
	57.4
	0.061

	Yes, to some extent
	274
	26.1
	257
	22.4
	

	No
	65
	6.2
	60
	5.2
	

	No family or friends were involved
	47
	4.5
	56
	4.9
	

	My family did not want or need information
	55
	5.2
	80
	7.0
	

	I did not want my family or friends to talk to a doctor
	25
	2.4
	23
	2.0
	

	
	
	
	
	
	

	WARD NURSES
	
	
	

	41. When you had important questions to ask a ward nurse, how often did you get answers you could understand?
	

	All or most of the time
	653
	62.2
	759
	66.2
	0.041

	Some of the time
	229
	21.8
	231
	20.1
	

	Rarely or never
	36
	3.4
	35
	3.1
	

	I did not ask any questions
	118
	11.2
	111
	9.7
	

	
	
	
	
	
	

	42. Did you have confidence and trust in the ward nurses treating you?
	
	
	
	
	

	In all of them
	691
	65.8
	752
	65.6
	0.011

	In some of them
	337
	32.1
	375
	32.7
	

	In none of them
	12
	1.1
	11
	1.0
	

	
	
	
	
	
	

	43. Did the ward nurses talk in front of you as if you weren't there?
	
	
	
	
	

	Yes, often
	23
	2.2
	28
	2.4
	0.016

	Yes, sometimes
	138
	13.1
	140
	12.2
	

	No
	869
	82.8
	953
	83.1
	

	
	
	
	
	
	

	44. In your opinion, were there enough nurses on duty to care for you in hospital?
	
	
	
	

	There were always or nearly always enough on duty
	597
	56.9
	675
	58.8
	0.026

	There were sometimes enough on duty
	311
	29.6
	335
	29.2
	

	There were rarely or never enough on duty
	121
	11.5
	116
	10.1
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	HOSPITAL CARE & TREATMENT
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	45. While you were in hospital did you ever think that the doctors or nurses were deliberately not telling you certain things that you wanted to know?

	Often
	12
	1.1
	10
	0.9
	0.059

	Sometimes
	115
	11.0
	91
	7.9
	

	Only once
	20
	1.9
	17
	1.5
	

	Never
	887
	84.5
	1018
	88.8
	

	
	
	
	
	
	

	46. While you were in hospital, did it ever happen that one doctor or nurse said one thing about your condition or treatment, and another said something different?

	Often
	24
	2.3
	15
	1.3
	0.057

	Sometimes
	141
	13.4
	136
	11.9
	

	Only once
	71
	6.8
	101
	8.8
	

	Never
	796
	75.8
	882
	76.9
	

	
	
	
	
	
	

	47. While you were in hospital did the doctors and nurses ask you what name you prefer to be called by?
	
	

	Yes, all of them did
	597
	56.9
	668
	58.2
	0.027

	Only some of them did
	239
	22.8
	235
	20.5
	

	None of them did
	198
	18.9
	224
	19.5
	

	
	
	
	
	
	

	48. Were you given enough privacy when discussing your condition or treatment?
	
	
	
	

	Yes, always
	842
	80.2
	940
	82.0
	0.033

	Yes, sometimes
	146
	13.9
	157
	13.7
	

	No
	49
	4.7
	39
	3.4
	

	
	
	
	
	
	

	49. Were you given enough privacy when being examined or treated?
	
	
	
	
	

	Yes, always
	964
	91.8
	1067
	93.0
	0.040

	Yes, sometimes
	70
	6.7
	58
	5.1
	

	No
	7
	0.7
	12
	1.0
	

	
	
	
	
	
	

	50. Were you able to discuss any worries or fears with staff during your hospital visit?
	
	
	
	

	As much as I wanted
	547
	52.1
	622
	54.2
	0.052

	Most of the time
	217
	20.7
	225
	19.6
	

	Some of the time
	99
	9.4
	108
	9.4
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	Not at all, but would have liked to
	45
	4.3
	30
	2.6
	

	I did not have any worries or fears
	125
	11.9
	151
	13.2
	

	
	
	
	
	
	

	51. Do you think the hospital staff did everything they could to help control your pain?
	
	
	
	

	All of the time
	769
	73.2
	838
	73.1
	0.006

	Some of the time
	135
	12.9
	146
	12.7
	

	Not at all
	16
	1.5
	18
	1.6
	

	I did not have any pain
	101
	9.6
	114
	9.9
	

	
	
	
	
	
	

	52. Were you treated with respect and dignity by the doctors and nurses and other hospital staff?
	
	
	

	Always
	827
	78.8
	917
	79.9
	0.030

	Most of the time
	163
	15.5
	169
	14.7
	

	Some of the time
	30
	2.9
	28
	2.4
	

	Never
	3
	0.3
	1
	0.1
	

	
	
	
	
	
	

	53. Were you given clear written information about what you should or should not do after leaving hospital?
	
	

	Yes
	750
	71.4
	871
	75.9
	0.056

	No
	214
	20.4
	195
	17.0
	

	Can't remember
	60
	5.7
	51
	4.4
	

	
	
	
	
	
	

	54. Did hospital staff tell you who to contact if you were worried about your condition or treatment after you left hospital?
	

	Yes
	926
	88.2
	1002
	87.4
	0.019

	No
	69
	6.6
	71
	6.2
	

	Don't know / can't remember
	31
	3.0
	41
	3.6
	

	
	
	
	
	
	

	55. Did the doctors or nurses give your family or someone close to you all the information they needed to help care for you at home?

	Yes, definitely
	497
	47.3
	568
	49.5
	0.040

	Yes, to some extent
	210
	20.0
	210
	18.3
	

	No
	163
	15.5
	179
	15.6
	

	No family or friends were involved
	53
	5.0
	59
	5.1
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	My family did not want or need information
	76
	7.2
	75
	6.5
	

	I did not want my family or friends to talk to be given information
	19
	1.8
	13
	1.1
	

	
	
	
	
	
	

	ARRANGING HOME SUPPORT
	
	
	

	56. After leaving hospital, were you given enough care and help from health or social services (for example, district nurses, home helps or physiotherapists)?

	Yes, definitely
	387
	36.9
	413
	36.0
	0.052

	Yes, to some extent
	157
	15.0
	164
	14.3
	

	No
	120
	11.4
	124
	10.8
	

	I did not need help from health or social services
	338
	32.2
	406
	35.4
	

	Don't know / can't remember
	9
	0.9
	3
	0.3
	

	
	
	
	
	
	

	HOSPITAL CARE AS A DAY PATIENT/OUTPATIENT
	
	
	

	57. Did the hospital staff do everything they could do control the side effects of radiotherapy?
	
	
	

	Yes, definitely
	428
	28.6
	343
	22.9
	0.107

	Yes, to some extent
	102
	6.8
	74
	4.9
	

	No, they could have done more
	25
	1.7
	14
	0.9
	

	I have not had any side effects from radiotherapy
	59
	3.9
	37
	2.5
	

	I have not had radiotherapy
	750
	50.1
	891
	59.6
	

	Missing
	132
	8.8
	137
	9.2
	

	
	
	
	
	
	

	58. Did the hospital staff do everything they could do control the side effects of chemotherapy?
	
	
	

	Yes, definitely
	617
	41.2
	634
	42.4
	0.053

	Yes, to some extent
	130
	8.7
	111
	7.4
	

	No, they could have done more
	16
	1.1
	19
	1.3
	

	I have not had any side effects from chemotherapy
	24
	1.6
	44
	2.9
	

	I have not had chemotherapy
	592
	39.6
	581
	38.8
	

	Missing
	117
	7.8
	107
	7.2
	

	
	
	
	
	
	

	59. While you were being treated as an outpatient or day case, did hospital staff do everything they could to help control your pain?

	Yes, definitely
	716
	47.9
	649
	43.4
	0.077

	Yes, to some extent
	140
	9.4
	122
	8.2
	

	No, they could have done more
	37
	2.5
	20
	1.3
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	I did not have any pain
	493
	33.0
	569
	38.0
	

	Missing
	110
	7.4
	136
	9.1
	

	
	
	
	
	
	

	60. While you were being treated as an outpatient or day case, were you given enough emotional support from hospital staff?

	Yes, definitely
	654
	43.7
	645
	43.1
	0.074

	Yes, to some extent
	283
	18.9
	218
	14.6
	

	No, I would have liked more support
	90
	6.0
	79
	5.3
	

	I did not need emotional support from staff
	365
	24.4
	425
	28.4
	

	Missing
	104
	7.0
	129
	8.6
	

	
	
	
	
	
	

	OUTPATIENTS APPOINTMENTS WITH DOCTORS
	
	
	

	61. In the last 12 months, have you had an outpatients appointment with a cancer doctor at one of the hospitals named in the covering letter?

	Yes --> Q62
	1341
	89.6
	1370
	91.6
	0.036

	No --> skip to Q63
	103
	6.9
	78
	5.2
	

	Missing --> skip to Q63
	52
	3.5
	48
	3.2
	

	
	
	
	
	
	

	62. The last time you had an appointment with a cancer doctor, did they have the right documents, such as medical notes, x-rays and test results?

	Yes
	1226
	91.4
	1266
	92.4
	0.027

	No
	69
	5.1
	56
	4.1
	

	Don't know / can't remember
	34
	2.5
	31
	2.3
	

	
	
	
	
	
	

	CARE FROM YOUR GENERAL PRACTICE
	
	
	

	63. As far as you know, was your GP given enough information about your condition and the treatment you had at the hospital?

	Yes
	1087
	72.7
	1153
	77.1
	0.056

	No
	80
	5.3
	64
	4.3
	

	Don't know / can't remember
	279
	18.6
	246
	16.4
	

	Missing
	50
	3.3
	33
	2.2
	

	
	
	
	
	
	

	64. Do you think the GPs and nurses at your general practice did everything they could to support you while you were having cancer treatment?

	Yes, definitely
	710
	47.5
	676
	45.2
	0.063

	Yes, to some extent
	242
	16.2
	220
	14.7
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	No, they could have done more
	124
	8.3
	108
	7.2
	

	My general practice was not involved
	362
	24.2
	443
	29.6
	

	Missing
	58
	3.9
	49
	3.3
	

	
	
	
	
	
	

	YOUR OVERALL NHS CARE
	
	
	

	65. Did the different people treating and caring for you (such as GPs, hospital doctors, hospital nurses, specialist nurses, community nurses) work well together to give you the best possible care?

	Yes, always
	817
	54.6
	883
	59.0
	0.053

	Yes, most of the time
	411
	27.5
	357
	23.9
	

	Yes, some of the time
	146
	9.8
	127
	8.5
	

	No, never
	23
	1.5
	27
	1.8
	

	Don't know
	60
	4.0
	58
	3.9
	

	Missing
	39
	2.6
	44
	2.9
	

	
	
	
	
	
	

	66. Have you had treatment from any of the following for your cancer? (multiple responses allowed)
	
	

	Physiotherapist
	262
	17.5
	190
	12.7
	0.067

	Occupational therapist
	128
	8.6
	84
	5.6
	0.057

	Dietician
	215
	14.4
	315
	21.1
	0.088

	Speech and language therapist
	61
	4.1
	93
	6.2
	0.048

	Lymphoedema specialist
	132
	8.8
	37
	2.5
	0.138

	
	
	
	
	
	

	67. How much information were you given about your condition and treatment?
	
	
	
	

	Not enough
	214
	14.3
	144
	9.6
	0.092

	The right amount
	1193
	79.7
	1289
	86.2
	

	Too much
	20
	1.3
	23
	1.5
	

	Missing
	69
	4.6
	40
	2.7
	

	
	
	
	
	
	

	68. Have you been offered a written assessment and care plan?
	
	
	
	
	

	Yes
	257
	17.2
	295
	19.7
	0.052

	No
	998
	66.7
	931
	62.2
	

	Don't know / can't remember
	173
	11.6
	180
	12.0
	

	Missing
	68
	4.5
	90
	6.0
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	CUP (n, %)
	Non-CUP (n, %)
	PHI

	69. Sometimes people with cancer feel they are treated as "a set of cancer symptoms" rather than a whole person. In your NHS care over the past year, did you feel like that?

	Yes, often
	61
	4.1
	51
	3.4
	0.053

	Yes, sometimes
	276
	18.4
	227
	15.2
	

	No
	1117
	74.7
	1184
	79.1
	

	Missing
	42
	2.8
	34
	2.3
	

	
	
	
	
	
	

	70. Overall, how would you rate your care?
	
	
	
	
	

	Excellent
	720
	48.1
	807
	53.9
	0.062

	Very good
	528
	35.3
	485
	32.4
	

	Good
	153
	10.2
	132
	8.8
	

	Fair
	49
	3.3
	38
	2.5
	

	Poor
	13
	0.9
	9
	0.6
	

	Missing
	33
	2.2
	25
	1.7
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