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ABSTRACT  

Background Many advanced cancers are managed as chronic diseases, yet there are currently no international 

guidelines for the support of patients living with chronic cancer. It is important to understand whether care 

and service arrangements meet the needs of this rapidly growing patient group. This study aimed to develop 

ĂŶĚ ǀĂůŝĚĂƚĞ Ă ƋƵĞƐƚŝŽŶŶĂŝƌĞ ƚŽ ĐĂƉƚƵƌĞ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ůŝǀŝŶŐ ǁŝƚŚ ĐŚƌŽŶŝĐ ĐĂŶĐĞƌ ĂŶĚ ƚŚĞŝƌ ǀŝĞǁƐ ŽĨ 
clinical and support services.  

Methods The research began 1 July 2010 and finished 21 February 2013. A conceptual framework and initial 

item-bank were derived from prior interviews with 56 chronic cancer patients. Items were reviewed by four 

oncologists and one clinical nurse specialist and during two focus groups with nine patients. Pilot 

questionnaires were completed by 416 patients across five cancer units. Item selection and scale reliability 

was explored using descriptive data, exploratory factor analysis, internal consistency analyses, multi-trait 

scaling analyses, and known-groups comparisons. 

Results The final Chronic Cancer Experiences Questionnaire (CCEQ) includes 75 items. Sixty-two items 

ĐŽŶƚƌŝďƵƚĞ ƚŽ ϭϰ ƐƵďƐĐĂůĞƐ ǁŝƚŚ ŝŶƚĞƌŶĂů ĐŽŶƐŝƐƚĞŶĐǇ ďĞƚǁĞĞŶ ɲϬͼϲϴ-0·88 and minimal scaling errors. Known-

groups comparisons confirmed subscale utility in distinguishing between patient groups. Subscales were 

labelled: Managing Appointments, Co-ordination of Care, GP Involvement, Clinical Trials, Information and 

Questions, Making Treatment Decisions, Symptom Non-reporting, Keyworker, Limitations, Sustaining 

Normality, Financial Advice, Worries and Anxieties, Sharing Feelings With Others, and Accessing Support. 

Thirteen items assessing symptom experiences were retained as single items.  

Conclusions The CCEQ has the potential to be used as a clinical instrument to assess patient experiences of 

chronic cancer or to screen for patient needs. It may also be used as an outcome measure for evaluating 

programmes and models of care and may identify areas for service development that could ultimately improve 

the care and support received by chronic cancer patients. 

 

Keywords: Chronic cancer; advanced cancer; metastatic cancer; patient-reported outcome 

measures; experience of care. 

 

 

Background 

Approximately 50% of people diagnosed with cancer are predicted to survive their disease for at least 

ten years1 and a substantial proportion will be living with advanced disease.2 Chronic cancer is a 

unique phase of the advanced cancer trajectory and is defined as ͞a diagnosis of active, advanced or 

metastatic cancer that cannot be cured but can be managed through long-term continuous or cyclical 

treatment and/or on-going clinical observation͟.3 A key finding from the 2014 National Cancer Patient 

Experiences Survey (NCPES)4 was that patients who had a cancer recurrence were least likely to report 

that their care and treatment had been good and patients whose cancer was still present after 

treatment were least likely to be positive about their care. The report calls for a greater focus on 
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understanding the different needs and concerns of patients with recurring cancer and those where 

treatment has not been effective.4  

IŵƉƌŽǀŝŶŐ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ĐĂƌĞ ƌĞƋƵŝƌĞƐ Ă ŐŽŽĚ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ ĞůĞŵĞŶƚƐ ŽĨ ĐĂƌĞ 
that matter most to patients.5 VĞƌǇ ůŝƚƚůĞ ŝƐ ŬŶŽǁŶ ĂďŽƵƚ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ĐŚƌŽŶŝĐ ĐĂŶĐĞƌ͘ For 

women with advanced breast cancer, research has shown that satisfaction with experience of care is 

poor, that care is predominantly in the hospital setting, and there is little evidence of involvement of 

general practitioners or palliative care services.6 Prior research by the authors, interviewing 56 

patients living with chronic cancer (breast, gynaecological, colorectal, renal, and prostate cancers), 

identified that patients experience a range problems, including: difficulty managing treatment 

schedules and frequent hospital appointments; a lack of integration between hospital and 

community/general practice services; difficulty coping with multiple and changing symptoms 

alongside the cyclical nature of chronic cancer; and difficulty dealing with uncertainty.3  

To gain a betteƌ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ůŝǀŝŶŐ ǁŝƚŚ ĐŚƌŽŶŝĐ ĐĂŶĐĞƌ͕ ǁĞ 
wished to administer a survey across our region. We reviewed the content of existing validated 

instruments but concluded that no single instrument assessed the key areas important to patients 

living with chronic cancer. For example, the NCPES focuses on early diagnosis and treatment and 

predominantly inpatient care experiences. The Patient Assessment of Chronic Illness Care7 assesses 

ƉĂƚŝĞŶƚƐ͛ ƐĞůĨ-management in a community setting and assumes that patient behaviour will influence 

their disease outcomes.8 The EORTC outpatient Satisfaction with Care Questionnaire (OUT-

PATSAT35)9,10 is potentially useful but it is not yet validated. We felt there was an opportunity to gain 

insight into this area by translating the outcomes of our prior interview study into a new patient 

questionnaire. This article reports the development and preliminary validation of this new 

questionnaire, named the Chronic Cancer Experiences Questionnaire (CCEQ).   

 

Methods 

A mixed-methods approach to questionnaire development was undertaken through four phases: 

Phase 1 ͚ CŽŶĐĞƉƚƵĂů Ĩramework and item-bĂŶŬ͛ generated questionnaire structure and content based 

on previous patient interviews; Phase 2 ͚FĂĐĞ ĂŶĚ content vĂůŝĚŝƚǇ͛, clinicians and patients reviewed 

and suggest amendments to the item-bank; Phase 3 ͚PŝůŽƚ tĞƐƚŝŶŐ͛ tested the clarity of items and 

feasibility of administration; and Phase 4 ͚Psychometric properties͛ administered the instrument 

across multiple cancer units and psychometric analysis determined subscale structures, internal 

consistency, and construct validity. The development stages of the questionnaire, summarised in 

Figure 1, align with best practice guidelines in questionnaire development.11  

 

Phase 1: Conceptual framework and item-bank 

Semi-structured interviews with 56 patients living with chronic cancer were reviewed to establish a 

conceptual framework for the questionnaire.3 A framework approach12 to thematic analysis was 

undertaken, which utilised a priori themes from the Department of Health Generic Choice Model for 

Long Term Conditions (GCM).13 The GCM was used in the development of coding themes as it 

establishes universal factors that are hypothesised to be pertinent to all persons living with a long-

term condition: self-care and self-management; clinical support; supporting independence; 

psychological support; and social and economic factors. These factors combined with emerging 

themes from the interviews to establish a broad theoretical framework for the questionnaire. The 

methods and outcomes of this analysis have been previously reported.3  

Questionnaire items were generated by grouping similar interview extracts and deriving 

composite statements. Statements were based on direct patient quotes, aiming ƚŽ ƌĞƚĂŝŶ ƚŚĞ ͞ ƉĂƚŝĞŶƚ 
ǀŽŝĐĞ͟, such that items remained a true representation of the original data.14,15 This method 

generated a large initial item-bank covering every aspect of ƉĂƚŝĞŶƚƐ͛ ƌĞƉŽƌƚĞĚ experiences. The item-

bank was reviewed and iteratively refined by the research team until each item reflected a single 
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experience or opinion as a brief statement. Each statement was operationalised to reflect a 

preference (e.g., ͞I would prefer to have fewer hospital appointments͟), an experience (e.g., ͞Having 

cancer and treatment has caused me financial difficulty͟), or question (e.g., ͞Do you get 

constipated?͟). For each statement a five-point Likert-scale was devised to allow respondents to 

demonstrate their agreement with each statement (e.g., ͞Strongly Agree͕͟ ͞AŐƌĞĞ͕͟ ͞Neither Agree 

ŶŽƌ DŝƐĂŐƌĞĞ͕͟ ͞Disagree͕͟ ͞“ƚƌŽŶŐůǇ DŝƐĂŐƌĞĞ͟), tŚĞ ƌĞƐƉŽŶƐĞ ŽƉƚŝŽŶ ͞NŽƚ AƉƉůŝĐĂďůĞ͟ ǁĂƐ ŝŶĐůƵĚĞĚ 

for most items. Items that addressed similar issues were grouped as discrete sections within the 

conceptual framework.  

 

Phase 2: Face and content validity 

Clinician review 

The first-draft questionnaire was distributed in paper form to oncology practitioners, who had 

previously participated in interviews to discuss the definition of chronic cancer and patients͛ 
experiences. Practitioners reviewed the items and provided free-text feedback on content and 

phrasing. Feedback was reviewed and tabulated and items were refined accordingly. 

 

Patient focus groups  

Patients reviewed the second-draft questionnaire during two focus groups using discourse methods 

similar to cognitive interviews.14 Eligible patients were: attending outpatient oncology clinics at a 

cancer unit for treatment, review, or follow-up assessments; had breast, colorectal/gastrointestinal, 

renal, prostate, or gynaecological disease that met the chronic cancer definition.3 All were conversant 

and literate in English. All patients were initially approached by clinical staff and the research team 

provided study information and consented patients to the study. Leeds Central NHS Ethics Research 

Committee approved the particulars of this programme of research (reference: 10/H1313/28) and all 

patients provided written informed consent prior to participation. Focus groups were conducted in a 

private room at the cancer unit, were audio recorded, and lasted 120-minutes. Participants reviewed 

the questionnaire in groups of two or three and provided written and verbal feedback on each item 

and response option. Audio files were transcribed and comments were tabulated against individual 

items. Questionnaire items were refined ǁŚĞƌĞ ƐƵŐŐĞƐƚĞĚ ĂŵĞŶĚŵĞŶƚƐ ŐĂŝŶĞĚ ƉĂƌƚŝĐŝƉĂŶƚƐ͛ 
consensus. 

 

Phase 3: Pilot testing  

For the third-draft questionnaire, free-text sections were added to allow respondents to provide 

additional comments on their symptoms, information preferences, or completing the questionnaire. 

Free-text feedback was used to verify the content of items (to ensure important content was not 

missing) and applicability of the questionnaire. The questionnaire was administered at a cancer unit 

on paper alongside a brief demographics questionnaire which included questions about social 

support (marital status, living arrangements), current employment, and educational attainment. 

Patients completed and returned the questionnaires during their hospital visit or from home via pre-

paid postal return. Questionnaire responses were tabulated and feedback was reviewed. Ethical, 

governance, and eligibility criteria were as reported for the focus groups. 

 

Phase 4: Psychometric properties  

The fourth and final draft of the questionnaire (plus demographics questionnaire) was administered 

to patients attending one of five Cancer Units in District General Hospitals across the North of 

England. Ethical, governance, eligibility criteria, and recruitment procedures were as above with the 

addition that patients had not completed the pilot questionnaire and were attending one of five 

Cancer Units. Descriptive and psychometric analyses explored individual item performance and 

subscale reliability and validity. Positively phrased items were reverse scored so that a higher score 
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represented a poorer/negative experience and response data was linearly transformed to a 0-100 

scale. Items endorsed ͞NŽƚ AƉƉůŝĐĂďůĞ͟ ǁĞƌĞ classified as missing data for analysis purposes. Items 

were grouped according to the six domains of the conceptual framework and subjected to principal 

axis factoring (PAF) with promax rotation allowing for correlation between factors. Standard 

diagnostic tests were carried out to ensure suitability for PAF (Kaiser-Meyer-Olkin measure and 

BĂƌƚůĞƚƚ͛Ɛ ƚĞƐƚ ŽĨ ƐƉŚĞƌŝĐŝƚǇͿ͘ TŚĞ ŶƵŵďĞƌ ŽĨ ĨĂĐƚŽƌƐ ĞǆƚƌĂĐƚĞĚ ďǇ ƚŚĞ models was restricƚĞĚ ƚŽ KĂŝƐĞƌ͛Ɛ 
Eigen values >1. Factors were labelled according to item content, variance accounted for by each 

factor was recorded, and item loading values (>±0.3) were tabulated. Emergent factors were explored 

for optimal item reduction and internal consistency reliability (CƌŽŶďĂĐŚ͛Ɛ ĂůƉŚĂ ĐŽƌƌĞůĂƚŝŽŶ 
coefficients)16 ĂďŽǀĞ ɲшϬ.7 was considered acceptable.17 Multi-trait scaling analyses examined 

optimal item placement across subscales. Item-convergent validity was confirmed by a correlation of 

r ш0.4 between an item and its own scale, corrected for overlap.18 Item-discriminant validity was 

confirmed by item-own scale correlations greater than item-other scale correlations and scaling 

errors were recorded.  

Subscale scores were calculated as the mean of contributing items, where there was less than 

50% missing data from subscale items. One-way analysis of variance (ANOVA) and independent 

samples t-tests examined the statistical significance of any group differences in subscales between: 

clinic group (breast, gastro-intestinal/colorectal, gynaecological, prostate, and renal); chronic disease 

duration (0-35, 36+ months); age (above and below mean age of sample: 41-67, 68-90 years); and 

education level (up to compulsory school level, beyond compulsory school level). Bonferroni 

corrections were applied to multiple post-hoc comparisons.19  

 

Role of the funding source 

Dimbleby Cancer Care, who funded this research, had no role in study design, data collection, data 

analysis, data interpretation, or writing of the report. The corresponding author had full access to all 

the data in the study and had final responsibility for the decision to submit for publication.  

 

Results 

The study was carried out between 1 July 2010 and 21 February 2013,  

 

Phase 1: Conceptual framework and item-bank 

TŚĞ ƋƵĞƐƚŝŽŶŶĂŝƌĞ͛Ɛ ĐŽŶĐĞƉƚƵĂů ĨƌĂŵĞǁŽƌŬ included six themes: clinical services; self-care and self-

management; needs for independent living; work, finances, and benefits; psychological experiences; 

and support pathways.3 Interview extracts were organised within each theme and the range and 

frequency of topics that patients discussed are shown in Table 1. Questionnaire items were derived 

by reducing ƉĂƚŝĞŶƚƐ͛ interview statements into succinct quotes, which resulted in an initial bank of 

271 items that described the entire content of the interviews. The item-bank was reviewed by the 

research team and iteratively refined until 169 items summarised the content of the original data 

without exact duplication. Similar items were retained in an attempt to identify the best item 

phrasing. 

 

Phase 2: Face and content validity 

Clinician feedback 

The 169 items were distributed to clinicians for review and feedback. Five oncologists and six clinical 

nurse specialists (CNS) were approached and four oncologists and one CNS provided feedback. 

Clinicians identified 67 items for removal: 36 were ambiguous and 31 duplicates. Alternative phrasing 

was suggested for five items to improve comprehension. Additional items relating to patients͛ 
symptom experiences and participating in clinical trials were requested.  The research team drafted 

twelve new items. The revised item-bank contained 114 items.  
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Patient focus groups  

Forty-nine patients were approached about participation in the focus groups, of these 30 were 

interested and took study information. Once the session dates were booked 12 patients were 

unavailable and 4 did not feel well enough to participate. Of the 14 patients who agreed to 

participate, five subsequently dropped out; 2 due to changes in treatment schedule and 3 did not feel 

well enough to participate on the day. Nine patients participated in one of the two focus group 

sessions (renal (n=3), colorectal/gastrointestinal (n=3), gynaecological (n=2), and breast (n=1)). Of the 

114 items, 81 were retained unchanged. Seven ambiguous items ǁĞƌĞ ĚĞůĞƚĞĚ ;Ğ͘Ő͕͘ ͞ŝƚ ŚĂƐ ŽŶůǇ ďĞĞŶ 
my insistence that has ensured I ŚĂǀĞ ƌĞĐĞŝǀĞĚ ƚŚĞ ƌŝŐŚƚ ĐĂƌĞ͟); 26 items were amended to improve 

ĐůĂƌŝƚǇ ;Ğ͘Ő͕͘ ͞I ǁŽƵůĚ ƉƌĞĨĞƌ ƚŽ ŚĂǀĞ ĨĞǁĞƌ clinic ĂƉƉŽŝŶƚŵĞŶƚƐ͟ ǁĂƐ ĂŵĞŶĚĞĚ ƚŽ ͞I ǁŽƵůĚ ƉƌĞĨĞƌ ƚŽ 
have fewer hospital ĂƉƉŽŝŶƚŵĞŶƚƐ͟Ϳ; and 15 new items were suggested for clinical trials, finance and 

benefits, GP role in care, information and support needs.  

 

Phase 3: Pilot testing  

The third-draft questionnaire included 122 items plus three free-text sections. 103 patients 

completed the questionnaire from a sample of 127 (81% response rate). Patients self-reported 

marital, employment, and educational status. Clinical details (diagnosis, disease free duration, 

ĐŚƌŽŶŝĐ ƉŚĂƐĞ ĚƵƌĂƚŝŽŶ͕ ŶƵŵďĞƌ ŽĨ ŵĞƚĂƐƚĂƚŝĐ ƐŝƚĞƐͿ ǁĞƌĞ ĞǆƚƌĂĐƚĞĚ ĨƌŽŵ ƉĂƚŝĞŶƚƐ͛ ĐůŝŶŝĐĂů ƌĞĐŽƌĚƐ͘ 
Patient clinical and demographic information are summarised in the second column (Phase 3) of Table 

2. Reviewing patient questionnaire responses identified one ƉŽƚĞŶƚŝĂůůǇ ĂŵďŝŐƵŽƵƐ ŝƚĞŵ͗ ͞ I ǁŽƵůĚ ůŝŬĞ 
ƚŽ ƵƐĞ ƐƵƉƉŽƌƚ ƐĞƌǀŝĐĞƐ ͬ ĐĞŶƚƌĞƐ ďƵƚ I ĚŽŶ͛ƚ ŬŶŽǁ ŝĨ ƚŚĞƌĞ ŝƐ ĂŶǇƚŚŝŶŐ ůŽĐĂů ƚŽ ŵĞ͘͟ TŚŝƐ ŝƚĞŵ ǁĂƐ 
ƐŝŵƉůŝĨŝĞĚ ƚŽ͗ ͞I ǁŽƵůĚ ůŝŬĞ ƚŽ ƵƐĞ ƐƵƉƉŽƌƚ ƐĞƌǀŝĐĞƐ ͬ ĐĞŶƚƌĞƐ͘͟ A new item was added to the clinical 

trials section ͞I have ƚĂŬĞŶ ƉĂƌƚ ŝŶ Ă ĐůŝŶŝĐĂů ƚƌŝĂů͟ ǁŝƚŚ ƚŚĞ ƌĞƐƉŽŶƐĞ ŽƉƚŝŽŶƐ ͞YĞƐ͕͟ ͞NŽ͕͟ ĂŶĚ ͞NŽƚ 
“ƵƌĞ͘͟  
 

Phase 4: Psychometric properties 

The fourth-draft questionnaire was administered to 342 patients across five cancer units and 313 

patients returned completed questionnaires (92% response rate). As the questionnaires administered 

during phases 3 and 4 were very similar, response data was pooled to maximise sample size (N=416) 

for psychometric exploration of subscale structure and internal reliability. Missing data was low (item 

response rate range 91.59-99.76%). Demographic details of the phase 4 sample are summarised in 

the third column (Phase 4) of Table 2. Respondent-to-item ratios for Principal Axis Factoring (PAF) for 

each of the six questionnaire domains ranged from 9.7:1 (Clinical services, 43-items) to 69.5:1 

(Finances and Benefits, 6-items).  

 

Internal Scale Structure 

Symptom items were not entered into PAF as they are typically ͚ĐĂƵƐĂů͛ ŝŶĚŝĐĂƚŽƌƐ of patient 

experiences20,21 and we did not wish to develop symptom subscales. Thirteen subscales were 

identified from PAF that achieved acceptable internal consistency (CƌŽŶďĂĐŚ͛Ɛ ĂůƉŚĂ 0.71-0.88) and 

one subscale ;AĐĐĞƐƐŝŶŐ “ƵƉƉŽƌƚͿ ĂƚƚĂŝŶĞĚ ũƵƐƚ ďĞůŽǁ ƚŚĞ ƚŚƌĞƐŚŽůĚ ;ɲϬ.68). Item fit for all subscales 

was evaluated using multi-trait analyses (see Table 3). Two items from ͚Managing Appointments͛ and 

one item from ͚Accessing Support͛ subscales had item-convergent correlations below r=0.40 (r=0.35, 

r=0.39, and r=0.36 respectively), however none of these items correlated more strongly with any 

other subscale so were retained for further analysis. Sixty-one single items remained after analysis: 

13 items assessing common side-effects of cancer treatments were deemed useful to the 

questionnaire and were retained, the remaining 48 items were removed. 

 

Known-Groups 
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“ƵďƐĐĂůĞ ƐĐŽƌĞƐ ͚MĂŶĂŐŝŶŐ AƉƉŽŝŶƚŵĞŶƚƐ͕͛ ͚CŽ-ŽƌĚŝŶĂƚŝŽŶ ŽĨ CĂƌĞ͕͛ ͚GP IŶǀŽůǀĞŵĞŶƚ͕͛ ͚KĞǇǁŽƌŬĞƌ͕͛ 
͚WŽƌƌŝĞƐ ĂŶĚ AŶǆŝĞƚŝĞƐ͕͛ ĂŶĚ ͚“ŚĂƌŝŶŐ FĞĞůŝŶŐƐ WŝƚŚ OƚŚĞƌƐ͛ ǁĞƌĞ ƐŝŐŶŝĨŝĐĂŶƚůǇ ĚŝĨĨĞƌĞŶƚ ďĞƚǁĞĞŶ ĐůŝŶŝĐ 
groups (P<0.05), with patients from breast clinics reporting the highest (poorest) scores (Table 4). 

Higher scores for ͚GP IŶǀŽůǀĞŵĞŶƚ͛ ĂŶĚ ͚MĂŬŝŶŐ TƌĞĂƚŵĞŶƚ DĞĐŝƐŝŽŶƐ͛ were reported by patients with 

ĐŚƌŽŶŝĐ ĚŝƐĞĂƐĞ ĚƵƌĂƚŝŽŶ шϯϲŵŽŶƚŚƐ ĐŽŵƉĂƌĞĚ ƚŽ ƉĂƚŝĞŶƚƐ ǁŝƚŚ ĐŚƌŽŶŝĐ ĚŝƐĞĂƐĞ ĚƵƌĂƚŝŽŶ чϯϱ ŵŽŶƚŚƐ 
(P<0.05). Younger patients (41-67 years) reported ŚŝŐŚĞƌ ƐĐŽƌĞƐ ĨŽƌ ͚GP IŶǀŽůǀĞŵĞŶƚ͕͛ ͚FŝŶĂŶĐŝĂů 
AĚǀŝĐĞ͕͛ ĂŶĚ ͚ WŽƌƌŝĞƐ ĂŶĚ AŶǆŝĞƚŝĞƐ͛ ĐŽŵƉĂƌĞd to older patients (68-90 years) (P<0.01), whereas older 

ƉĂƚŝĞŶƚƐ ƌĞƉŽƌƚĞĚ ŚŝŐŚĞƌ ƐĐŽƌĞƐ ƚŚĂŶ ǇŽƵŶŐĞƌ ƉĂƚŝĞŶƚƐ ĨŽƌ ͚CůŝŶŝĐĂů TƌŝĂůƐ͛ ;P<0.05). Patients who were 

not educated beyond compulsory ƐĐŚŽŽů ůĞǀĞů ƌĞƉŽƌƚĞĚ ŚŝŐŚĞƌ ƐĐŽƌĞƐ ĨŽƌ ͚ CůŝŶŝĐĂů TƌŝĂůƐ͕͛ ͚ LŝŵŝƚĂƚŝŽŶƐ͕͛ 
͚“ƵƐƚĂŝŶŝŶŐ NŽƌŵĂůŝƚǇ͕͛ ĂŶĚ ͚“ŚĂƌŝŶŐ FĞĞůŝŶŐƐ WŝƚŚ OƚŚĞƌƐ͕͛ ĂŶĚ ͚AĐĐĞƐƐŝŶŐ “ĞƌǀŝĐĞƐ͛ ;P<0.05). There 

ǁĞƌĞ ŶŽ ĚŝĨĨĞƌĞŶĐĞƐ ďĞƚǁĞĞŶ ŐƌŽƵƉƐ ĨŽƌ ƐƵďƐĐĂůĞ ƐĐŽƌĞƐ ͚IŶĨŽƌŵĂƚŝŽŶ ĂŶĚ QƵĞƐƚŝŽŶƐ͛ ĂŶĚ ͚“ǇŵƉƚŽŵ 
Non-ƌĞƉŽƌƚŝŶŐ͛ ;P>0.05). The final questionnaire items are presented in Table 5. 

 

Discussion 

This study developed a questionnaire to capture patientƐ͛ experiences of living with chronic cancer 

and their views on clinical and support services. The rationale for developing the CCEQ was that 

existing instruments, particularly the NCPES4, do not capture the range of experiences relevant to 

patients living with chronic cancer. The CCEQ is intended to support clinicians and researchers to 

develop a better understanding of this rapidly growing yet under-studied patient group. 

Robust methods for developing psychometrically valid multidimensional patient experience 

instruments are yet to be established. The methods used in the current study combine two 

approaches taken from needs-based quality of life (NB-QoL)22 and health-related quality of life 

(HRQL)15 instrument development. Grounding the questionnaire in a conceptual framework based on 

patient-reported experience and deriving items directly from patient interview quotes is aligned with 

NB-QoL methods. NB-QoL instruments, however, are unidimensional measures ŽĨ ƉĂƚŝĞŶƚƐ͛ ƋƵĂůŝƚǇ ŽĨ 
life needs. The CCEQ was designed to assess multidimensional cŽŵƉŽŶĞŶƚƐ ŽĨ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ 
and views on clinical services. Therefore HRQL methods such as exploratory factor analysis and classic 

psychometric methods were used to derive subscales and multi-trait scaling and known-groups 

analyses were used to validate the subscale constructs. 

The CCEQ covers a broad range of experiences, which have been identified as important to 

patients living with chronic cancer.3,6 The CCEQ assumes that patients with chronic cancer have an 

ongoing and predominantly outpatient relationship with hospital-based oncology services, with 

supplementary involvement from primary care and community or palliative care services, as 

described in previous research.3,6 The importance of hospital-based outpatient services is reflected 

in the new instrument, which devotes 21 items (28% of questionnaire) to this area, including: 

managing frequent and lengthy hospital appointments (͚Managing Appointments͕͛ ͚Co-ordination of 

Care͛); receiving information about prognosis and diagnosis and the opportunity to ask questions 

(͚Information and Questions͛); support for treatment decisions (͚Making Treatment Decisions͛); and 

participating in clinical trials (͚Clinical Trials͛). The remainder of the survey reflects that away from the 

cancer unit, patients predominantly ͚ƐĞůĨ-ŵĂŶĂŐĞ͛ ƐǇŵƉƚŽŵƐ ĂŶĚ ƐŝĚĞ-ĞĨĨĞĐƚƐ ;͚“ǇŵƉƚŽŵ 
EǆƉĞƌŝĞŶĐĞƐ͛Ϳ ďǇ ĚĞĐŝĚŝŶŐ ǁŚĞƚŚĞƌ ĂŶĚ ǁŚĞŶ ƚŽ ƐĞĞŬ ĂĚĚŝƚŝŽŶĂů ƐƵƉƉŽƌƚ ;͚“ǇŵƉƚŽŵ NŽŶ-ƌĞƉŽƌƚŝŶŐ͕͛ 
͚KĞǇǁŽƌŬĞƌ͕͛ ͚FŝŶĂŶĐŝĂů AĚǀŝĐĞ͕͛ ͚AĐĐĞƐƐŝŶŐ “ƵƉƉŽƌƚ͕͛ ĂŶĚ ͚“ŚĂƌŝŶŐ FĞĞůŝŶŐƐ WŝƚŚ OƚŚĞƌƐ͛Ϳ and develop 

strategies for managing their daily activities and social responsibilities around the effects of disease 

and treatment (͚Limitations͛; ͚Sustaining Normality͕͛ ͚WŽƌƌŝĞƐ ĂŶĚ AŶǆŝĞƚŝĞƐ͛).  
Given the lack of existing validated measures, the construct validity of the subscales was explored 

ƚŚƌŽƵŐŚ ͚ŬŶŽǁŶ-groups͛ analysis, which compares subscale scores across demographic and clinical 

factors that are hypothesised to influence patientƐ͛ experiences of care and services. We identified 

that patients attending breast cancer clinics had the highest scores (worse experiencesͿ ĨŽƌ ͚ MĂŶĂŐŝŶŐ 
AƉƉŽŝŶƚŵĞŶƚƐ͕͛ ͚CŽ-ŽƌĚŝŶĂƚŝŽŶ ŽĨ CĂƌĞ͕͛ ͚GP IŶǀŽůǀĞŵĞŶƚ͕͛ ͚KĞǇǁŽƌŬĞƌ͕͛ ͚WŽƌƌŝĞƐ ĂŶĚ AŶǆŝĞƚŝĞƐ͕͛ ĂŶĚ 
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͚“ŚĂƌŝŶŐ FĞĞůŝŶŐƐ ǁŝƚŚ OƚŚĞƌƐ͕͛ ĐŽŵƉĂƌĞĚ ƚŽ ƉĂƚŝĞŶƚƐ ĂƚƚĞŶĚŝŶŐ ŽƚŚĞƌ ĐůŝŶŝĐƐ͘ TŚŝƐ ĨŝŶĚŝŶŐ is 

corroborated by broader literature which reports that breast cancer patients tend to report poorer 

quality of life and greater unmet psychological needs compared to patients from other cancer 

groups.23-25 Patients with longer chronic disease duration reported poorer scores for ͚ GP IŶǀŽůǀĞŵĞŶƚ͛ 
ĂŶĚ ͚MĂŬŝŶŐ TƌĞĂƚŵĞŶƚ DĞĐŝƐŝŽŶƐ͛, which potentially reflects increased dependence on cancer units 

but reduced treatment choices with advancing cancer. Interestingly, we identified that patients with 

ůŽǁĞƌ ĞĚƵĐĂƚŝŽŶĂů ĂƚƚĂŝŶŵĞŶƚ ƌĞƉŽƌƚĞĚ ůĞƐƐ ŝŶƚĞƌĞƐƚ ŝŶ ͚CůŝŶŝĐĂů TƌŝĂůƐ͕͛ ŐƌĞĂƚĞƌ ͚LŝŵŝƚĂƚŝŽŶƐ͕͛ ŐƌĞĂƚĞƌ 
ĚŝĨĨŝĐƵůƚǇ ͚“ƵƐƚĂŝnŝŶŐ NŽƌŵĂůŝƚǇ͕͛ ŐƌĞĂƚĞƌ ĚŝĨĨŝĐƵůƚǇ ͚“ŚĂƌŝŶŐ FĞĞůŝŶŐƐ ǁŝƚŚ OƚŚĞƌƐ͛ ĂŶĚ ŐƌĞĂƚĞƌ ĚŝĨĨŝĐƵůƚǇ 
͚AĐĐĞƐƐŝŶŐ “ƵƉƉŽƌƚ͛ ĐŽŵƉĂƌĞĚ ƚŽ ƉĂƚŝĞŶƚƐ ǁŝƚŚ higher educational attainment. These findings make 

intuitive sense but contradict previous research which found no relationship between educational 

status and support needs in women with advanced breast cancer.26 Two subscales did not vary by 

ƉĂƚŝĞŶƚ ĐůŝŶŝĐĂů Žƌ ĚĞŵŽŐƌĂƉŚŝĐ ĨĂĐƚŽƌƐ͕ ͚IŶĨŽƌŵĂƚŝŽŶ ĂŶĚ QƵĞƐƚŝŽŶƐ͛ ĂŶĚ ͚“ǇŵƉƚŽŵ NŽŶ-ƌĞƉŽƌƚŝŶŐ͛͘ 
Scores for these subscales were comparatively low, showing that patients generally did not report 

problems in these areas. As such, the discriminative utility of these scales needs to be confirmed in 

future work. Overall, the data suggests that the 14 subscales are psychometrically valid and subscale 

mean scores should be derived rather than analysing individual item responses. Multi-item scales 

have the advantage over single items by reducing bias, misinterpretation, and measurement error in 

assessments27 and verify the significance of the underlying constructs.28 

The results of this study should be considered within the context of several limitations. The 

early-stage development of the instrument was carried out in a single cancer unit and only the final 

fourth-draft version of the survey was administered to patients attending different cancer units. 

Limiting the earlier stages of the work to one cancer unit may have introduced biases in the nature 

and range of experiences that were included in the questionnaire. It is important to recognise that 

this manuscript presents preliminary psychometric data. Further work is needed to determine the 

reproducibility or stability of scores over time (test-retest reliability) and the unidimensionality of the 

new subscales needs to be confirmed, for example using Rasch analysis.29 Some of these limitations 

could be addressed by reviewing instrument performance following a trial period of use in clinical 

practice or through a clinical audit. Collecting data during routine practice may allow the inclusion of 

a more diverse patient sample than can be captured during research and would allow exploration of 

how useful the instrument may be in supporting the evaluation of services and identifying areas for 

improvement. Another issue that may be explored by use of the questionnaire in routine practice is 

acceptability of the instrument to patients. At 75 items, clinicians may be concerned that the 

questionnaire is overly long or burdensome to patients. The responses from patients during the 

development of this questionnaire suggests that the questionnaire would be well received. Patients 

commented that the questionnaire was simple and straightforward to complete and although there 

are a large number of questions, they felt the instrument positively reflects the complexity and far 

reaching consequences of living with chronic cancer. As such, we anticipate that the questionnaire 

will be acceptable to the majority of patients with chronic cancer, particularly if it is used sparingly 

such as part of an annual review or one off service evaluation.  

Despite these limitations, the methodological approach undertaken in developing the 

instrument thus far has been robust, has been driven by the experiences of a large number of 

patients, and has resulted in a questionnaire that captures pertinent data about patients͛ experiences 

of living with chronic cancer and their perspective of clinical and support services. The CCEQ and 

scoring guidelines are freely available from the authors. 

 

Conclusions 

IŵƉƌŽǀŝŶŐ ƉĂƚŝĞŶƚƐ͛ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ĐĂƌĞ ƌĞƋƵŝƌĞƐ Ă ŐŽŽĚ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ ĞůĞŵĞŶƚƐ ŽĨ ĐĂƌĞ ƚŚĂƚ 
matter most to patients. Very little research has examined the needs and experiences of patients 

living with chronic cancer. The CCEQ captures unique information about patients͛ experiences of this 
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disease phase, it has the potential to be used as a clinical instrument to assess patient experiences or 

to screen for patient needs. It may also be used as an outcome measure for evaluating programmes 

and models of care and may help to identify areas for service development that could ultimately 

improve the care and support received by chronic cancer patients.  
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Figure 1. Study profile showing the development phases of the Chronic Cancer Experiences Questionnaire 
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Table 1. Patient interview coding framework, summarising the thematic content of the interviews and the 
frequency by which each issue was raised by patients per clinic group. 
 

  

Renal 

(n=11) 

Breast 

(n=11) 

Gynaecological 

(n=12) 

Prostate 

(n=10) 

Colorectal 

(n=12) 

Total 

(N=56) 

Clinical services       

Hospital appointments 26 32 18 46 19 141 

Nurse role (keyworker) 24 29 36 27 20 136 

Continuity between care providers 44 13 19 11 16 103 

GP role 14 30 15 22 19 100 

Regular care provider 20 25 3 9 8 65 

Multiple care providers 18 31 8 3 4 64 

Co-morbidities 13 4 8 6 15 46 

Oncologist role 8 6 3 1 4 22 

Out of hours contact 13 0 4 0 0 17 

Contacting services 2 8 3 0 4 17 

        

Self-care and self-management       

Side-effects 82 66 62 49 63 322 

Side-effect management 34 36 24 20 25 139 

Prognosis information 5 11 6 13 22 57 

Change in side-effects 36 1 11 4 4 56 

Asking questions 10 12 9 11 10 52 

Treatment expectations 10 12 5 12 8 47 

Treatment options 14 8 2 10 8 42 

Clinical trials 5 5 19 6 7 42 

Treatment type 8 19 1 4 2 34 

Diagnosis information 5 7 8 5 8 33 

Treatment cycle 11 7 3 2 6 29 

PĂƚŝĞŶƚ͛Ɛ ƌŽůĞ ŝŶ ŵĂŶĂŐŝŶŐ ŵĞĚŝĐŝŶĞƐ 9 5 9 0 3 26 

Access to information 1 11 0 1 7 20 

Treatment breaks 9 0 0 5 4 18 

Patient tenacity 1 8 4 0 2 15 

Treatment dosages 9 0 1 1 2 13 

Patient as information carrier 4 1 4 1 0 10 

        

Needs for Independent Living       

Limited activities 41 51 37 32 46 207 

Supportive networks 34 34 43 12 43 166 

Social activities 17 19 11 14 17 78 

Need for independence 15 13 13 8 11 60 

Planning activities 11 7 13 1 6 38 

        

Work, Finances, Benefits       

Benefits 27 40 29 12 29 137 

Work 22 15 22 7 19 85 

Getting advice 34 19 16 4 8 81 

Getting by financially 8 25 13 14 21 81 

Future planning 5 5 0 0 9 19 
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Psychological Experiences       

Attitude towards illness 21 48 39 23 50 181 

Worries 25 32 16 21 16 110 

Emotions 12 26 22 7 24 91 

Acceptance 8 16 11 14 25 74 

Individual perspective 11 23 7 13 18 72 

Burdening others 6 19 9 6 21 61 

Faith and trust 3 24 9 10 12 58 

Experiences 8 16 8 1 11 44 

Coping strategies 8 18 12 3 2 43 

Sustaining normality 5 5 4 13 4 31 

Uncertainty 7 4 6 7 5 29 

        

Support Pathways       

Support from services 31 47 30 17 24 149 

Attitude to services 19 21 14 2 11 67 

Hospice 1 32 8 7 6 54 

Patient peer support 6 10 11 8 7 42 

Domestic support/services 11 8 6 4 6 35 

Patient as carer 2 14 2 4 9 31 

Access/barriers to services 3 10 10 0 4 27 

Transport 9 4 1 9 1 24 

Suggestions for services 4 14 0 2 2 22 

Social network 4 13 0 0 4 21 

Drug delivery + prescriptions 9 5 1 0 3 18 

Self-care support 10 3 0 1 2 16 

Nutritionist 2 2 0 0 0 4 

Faith healer 0 1 2 0 0 3 

The frequency of an issue reported in this table reflects the number of times that each issue was recorded as a ‘unit of meaning’ 
across all interviews. A unit of meaning may have been derived from a few words, a sentence, or a paragraph. The frequencies 
indicate the number of times that each issue was raised across all interviewees and may include repetition of an issue by 
participants. 
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Table 2. Patient Demographic and Clinical Data 

 Phase 3 Phase 4 

 N=103 N=313 

Age in years mean (range) 65 (41-90)  67 (41-88) 

Gender, n (%) 

Male 

 

50 (48.5)  

 

157 (50) 

Disease free duration in months*, mean (range) 33.2 (0-377)  31.4 (0-307) 

Chronic phase duration in months, mean (range) 41.4 (2-191)  35.0 (0-178) 

Number of metastatic sites, mode (range) 1 (0-4) 2 (1-5) 

Clinical Groups, n (%) 

   Breast  

   Colorectal/Gastrointestinal 

   Gynaecological 

   Prostate  

   Renal 

 

25 (24.5) 

19 (18.5) 

18 (17.5) 

19 (18.5) 

22 (21.5) 

 

73 (23.2) 

53 (16.9) 

61 (19.4) 

98 (31.2) 

29 (9.2) 

Marital Status, n (%) 

Married 

Cohabiting 

Widowed 

Separated/divorced 

Single 

Missing 

 

70 (68) 

6   (5.8 ) 

16 (15.5) 

5   (4.8) 

3   (2.9) 

3   (2.9) 

 

221 (72.7) 

17 (5.6 ) 

26 (8.6) 

25 (8.2) 

15 (4.9) 

10 (3.2) 

Employment Status, n (%) 

Retired 

Working full time 

Working part time 

Unable to work due to illness 

At home and not looking for work 

Other 

Missing 

 

70 (68) 

10 (9.7) 

7   (6.8) 

8   (7.8) 

3   (2.9) 

2   (1.9) 

3   (2.9) 

 

206 (69.6) 

19 (6.4) 

21 (7.1) 

37 (12.5) 

9   (3.0) 

4   (1.4) 

18   (5.7) 

Education level, n (%) 

Continued education after school 

Degree or professional qualification  

 

47 (45.6) 

33 (32) 

 

139 (47.9) 

90 (31.8) 

*Disease free duration calculated as time between date of primary diagnosis and date of advanced 

diagnosis in months 
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Table 3. Subscale internal reliability, item-convergent validity, item-discriminant validity, and validity 

scaling errors 

ɲ CƌŽŶďĂĐŚ͛Ɛ ĂůƉŚĂ ĐŽƌƌĞůĂƚŝŽŶ ĐŽĞĨĨŝĐŝĞŶƚ 

ICV Item-convergent validity, item to own scale correlation corrected for overlap 

IDV Item-divergent validity, item to other scale correlation 

 

 

Subscale label Number 

of items 

ɲ ICV IDV Number of  

scaling errors 

Clinical Services      

1. Managing Appointments 7 0.71 0.35 - 0.58 -0.08 - 0.36 2 

2. Coordination of Care 2 0.88 0.79 -0.02 - 0.20 0 

3. GP Involvement 4 0.78 0.41 - 0.72 -0.11 - 0.20 0 

4. Information and 

Questions 

5 0.77 0.44 - 0.64 -0.07 - 0.43 0 

5. Making Treatment 

Decisions 

3 0.82 0.61 - 0.72 -0.02 - 0.45 0 

6. Clinical Trials 3 0.80 0.63 - 0.68 -0.11 - 0.22 0 

Self-care and Self-management      

7. Symptom Non-reporting 2 0.71 0.56 -0.01 - 0.33 0 

8. Key Worker 4 0.78 0.49 - 0.71 -0.03 - 0.36 0 

Needs for Independent Living      

9. Limitations 4 0.88 0.60 - 0.84 -0.17 - 0.56 0 

10. Sustaining Normality 4 0.77 0.46 - 0.69 -0.10 - 0.62 0 

Work, Finances, and Benefits      

11. Financial Advice 5 0.79 0.44 - 0.70 -0.07 - 0.31 0 

Psychological Experiences      

12. Worries and Anxieties 7 0.83 0.47 - 0.69 -0.07 - 0.58 0 

13. Sharing Feelings With 

Others 

6 0.81 0.46 - 0.67 -0.06 - 0.54 0 

Support and Services      

14. Accessing Support 5 0.68 0.36 ʹ 0.50 -0.14 ʹ 0.27 1 
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Table 4. Differences in subscale scores by clinic group, chronic disease duration, age group, and education level. 

 

 

 

Clinic group Chronic disease duration Age group Educated beyond 

compulsory school level 

Breast CR/GI Gynae Prostate Renal  0-35 

months 

36+ 

months 

 41-67 

years 

68-90 

years 

 no Yes  

 n=98 n=72 n=78 n=117 n=51  n=271 n=145  n=211 n=205  n=202 n=186  

Subscale Label Mean  

(SD) 

Mean  

(SD) 

Mean  

(SD) 

Mean  

(SD) 

Mean  

(SD) 

P Mean  

(SD) 

Mean  

(SD) 

P Mean 

(SD) 

Mean 

(SD) 

P Mean  

(SD) 

Mean  

(SD) 

P 

Managing   

Appointments 

20.45 

(14.60) 

15.81 

(10.49) 

14.21 

(11.81) 

16.09 

(10.58) 

16.12 

(12.95) 

0.013 16.06 

(11.89) 

17.90 

(12.93) 

0.154 17.03 

(13.37) 

16.35 

(12.19) 

0.583 16.49 

(13.17) 

16.94 

(11.58) 

0.728 

Coordination of 

Care 

65.32 

(28.50) 

65.67 

(24.17) 

66.28 

(27.92) 

59.93 

(27.03) 

48.25 

(26.61)* 

0.001 60.71 

(28.33) 

64.26 

(25.88) 

0.225 64.01 

(28.18) 

59.63 

(26.68) 

0.114 62.57 

(27.91) 

61.36 

(27.20) 

0.677 

Information    

and Questions 

18.30 

(14.54) 

14.33 

(13.17) 

14.47 

(10.75) 

15.81 

(11.52) 

16.96 

(9.86) 

0.181 15.22 

(11.90) 

17.56 

(12.96) 

0.065 15.32 

(12.25) 

16.79 

(12.37) 

0.223 15.83 

(12.79) 

16.32 

(11.96) 

0.697 

Making 

Treatment 

Decisions 

15.26 

(20.36) 

13.15 

(20.16) 

9.04 

(15.39) 

13.80 

(19.89) 

9.64 

(13.14) 

0.159 10.97 

(17.07) 

15.74 

(20.94) 

0.021 10.93 

(18.04) 

14.40 

(19.08) 

0.061 13.51 

(19.56) 

11.64 

(17.80) 

0.328 

GP Involvement 60.59 

(25.06) 

56.31 

(25.20) 

66.22 

(24.82) 

51.94 

(26.19) 

56.09 

(22.51) 

0.003 55.88 

(25.82) 

61.55 

(24.39) 

0.031 61.74 

(23.43) 

53.87 

(26.84) 

0.002 56.56 

(25.85) 

58.97 

(24.89) 

0.355 

Clinical Trials 41.30 

(30.82) 

37.31 

(28.88) 

38.49 

(31.94) 

31.82 

(28.16) 

45.07 

(29.70) 

0.070 37.06 

(30.07 ) 

39.27 

(29.99) 

0.483 34.60 

(29.21) 

41.40 

(30.57) 

0.024 41.34 

(30.51) 

33.20 

(28.62) 

0.008 

Symptom Non-

reporting 

28.55 

(23.25) 

23.35 

(22.12) 

25.73 

(20.21) 

23.47 

(19.80) 

25.53 

(17.67) 

0.446 23.96 

(20.82) 

28.03 

(21.01) 

0.070 26.30 

(22.49) 

24.32 

(19.11) 

0.354 25.81 

(20.90) 

24.64 

(20.97) 

0.598 

Key Worker 32.95 

(24.41)* 

29.46 

(17.69)* 

19.26 

(17.66) 

22.47 

(14.88) 

16.05 

(16.06) 

0.000 23.65 

(18.08) 

26.62 

(21.67) 

0.145 24.56 

(20.12) 

24.83 

(18.74) 

0.891 24.96 

(18.84) 

23.50 

(20.00) 

0.467 

Limitations 56.10 

(26.14) 

50.35 

(26.01) 

54.11 

(27.04) 

46.99 

(30.17) 

56.41 

(25.75) 

0.098 53.59 

(27.48) 

49.67 

(27.57) 

0.174 54.53 

(27.48) 

49.83 

(27.47) 

0.086 55.75 

(27.90) 

47.88 

(27.12) 

0.006 

Sustaining 

Normality 

25.19 

(17.99) 

23.93 

(16.02) 

22.18 

(16.91) 

23.47 

(19.00) 

29.98 

(16.76) 

0.144 25.24 

(18.21) 

23.19 

(16.63) 

0.262 23.10 

(17.32) 

26.01 

(17.96) 

0.094 27.05 

(18.01) 

21.77 

(17.45) 

0.004 

Financial Advice 42.14 

(22.15) 

39.03 

(20.94) 

40.89 

(21.31) 

36.93 

(21.19) 

37.85 

(21.40) 

0.564 38.76 

(21.32) 

40.09 

(21.58) 

0.584 42.88 

(21.58) 

35.18 

(20.50) 

0.001 40.89 

(21.79) 

37.13 

(20.80) 

0.111 

Worries and 

Anxieties 

65.83 

(17.63)* 

53.62 

(19.40) 

63.17 

(21.28)* 

50.14 

(19.63) 

54.97 

(20.90) 

0.000 58.56 

(20.22) 

55.37 

(21.08) 

0.136 61.63 

(21.24) 

53.06 

(18.88) 

0.000 57.18 

(20.00) 

57.73 

(20.95) 

0.791 

Sharing Feelings 

With Others 

50.38 

(21.08) 

40.24 

(19.85) 

47.29 

(20.39) 

39.92 

(21.26) 

43.35 

(18.25) 

0.001 44.70 

(20.79) 

44.17 

(20.91) 

0.807 46.06 

(21.29) 

42.88 

(20.21) 

0.123 47.15 

(19.81) 

41.15 

(21.30) 

0.005 

Accessing 

Support 

49.98 

(23.08) 

55.05 

(18.34) 

45.27 

(19.39) 

48.60 

(19.26) 

49.64 

(17.48) 

0.092 47.41 

(20.36) 

54.38 

(18.59) 

0.003 48.59 

(21.08) 

50.86 

(18.75) 

0.305 51.55 

(19.16) 

47.13 

(20.71) 

0.050 
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Table 5. Wording of the final 75 items organised according to the six themes of the theoretical framework. 
Theme 1: Clinical Service 

Managing Appointments 

1. I find it reassuring to have regular hospital appointments 

2. I would prefer to have fewer hospital appointments 

3. My hospital appointments are straightforward and easy to manage 

4. My hospital appointments interfere with my work / domestic duties 

5. The number of appointments I have causes problems for my family / carer 

6. I find getting around the hospital difficult 

7. I get annoyed by how much waiting around there is at the hospital 

Co-ordination of Care 

8. I want to choose which doctor I see in clinic 

9. I would rather wait to see my preferred doctor than see the next available doctor in clinic 

Information and Questions 

10. The staff at the hospital are friendly and make me feel at ease 

11. I feel there is enough time to ask questions when I come to clinic 

12. The doctors are very open and will tell you anything you need to know 

13. I am content with the information I have received about my diagnosis 

14. I am content with the information I have received about my prognosis 

Making Treatment Decisions 

15. I am given the opportunity to discuss my treatment plan with the doctors 

16. My decisions about care and treatment are respected by the doctors and nurses 

17. If I have questions about new treatments my doctor is happy to discuss these with me 

GP Involvement 

18. My GP is involved in my cancer care 

19. MǇ GP ĚŽĞƐŶ͛ƚ ŬŶŽǁ ĞŶŽƵŐŚ ĂďŽƵƚ ĐĂŶĐĞƌ ƚŽ ƐƵƉƉŽƌƚ ŵĞ during treatment 

20. My GP organises my referrals to other specialists (i.e. hospice, psychologist, community nurse) 

21. If I have a cancer or treatment-related problem I contact the GP before getting in touch with the hospital 

Clinical Trials 

22. I have taken part in a clinical trial 

23. I would consider taking part in a clinical trial even if it did not benefit me directly 

24. I would consider travelling to another hospital to take part in a clinical trial 

25. I would like to be kept informed about clinical trials for which I may be eligible 

Theme 2: Self-care and Self-management 

Symptom Experiences 

26. Do you feel sick (nauseous)? 

27. Do you vomit (sick)? 

28. Do you have trouble breathing (feel breathless, short of breath)? 

29. Do you have pain? 

30. Do you feel fatigued or tired (or have weak or heavy arms or legs)? 

31. Do you have trouble sleeping (falling asleep, staying asleep, waking early)? 

32. Do you get constipated? 

33. Do you have difficulty concentrating? 

34. Do you have difficulty remembering things? 

35. DŽ ǇŽƵ ůĂĐŬ ĂƉƉĞƚŝƚĞ ;ĚŽŶ͛ƚ feel hungry)? 

36. Do you have diarrhoea (loose watery stools)? 

37. Do you have skin problems (such as areas of dry skin, sore skin, sore hands/feet, rashes, skin infections)? 

38. Do you have a sore mouth/tongue? 

Symptom Non-Reporting 

39. I ĚŽŶ͛ƚ ĂůǁĂǇƐ ƚĞůů ƚŚĞ doctors the full extent of my symptoms as I am concerned that they will stop treatment 

40. I don't tell the doctors the full extent of my pain because I do not want to take pain medication 

Keyworker 

41. I know who my keyworker is (e.g. specialist nurse) 

42. I know who to contact if I have questions about my symptoms 

43. I ĚŽŶ͛ƚ ŬŶŽǁ ǁŚŽ ƚŽ ĐŽŶƚĂĐƚ ĨŽƌ ĂĚǀŝĐĞ ďĞƚǁĞĞŶ ƚƌĞĂƚŵĞŶƚƐ 

44. At times I have felt abandoned by the medical staff 

Theme 3: Needs for Independent Living 
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Limitations 

45. The cancer / treatment limits what I can do physically 

46. The cancer / treatment limits my ability to do social activities / hobbies 

47. I get frustrated by not being able to do what I used to do 

48. I ĐĂŶ͛ƚ ƉůĂŶ ďĞĐĂƵƐĞ I ĚŽŶ͛ƚ ŬŶŽǁ ŚŽǁ I͛ŵ ŐŽŝŶŐ ƚŽ ĨĞĞů ĨƌŽŵ ŽŶĞ ĚĂǇ ƚŽ ƚŚĞ ŶĞǆƚ 

Sustaining Normality 

49. I feel that I lead a pretty normal life 

50. I get out and about most days 

51. I try to live today like I have every other day of my life 

52. I find keeping active and busy is a good way to cope 

Theme 4: Work, finances, and Benefits 

Financial Advice 

53. Having cancer and treatment has caused me financial difficulty 

54. I'd like to talk to someone about my finances 

55. I don't know who to go to for financial advice 

56. I would like advice about my entitlement to benefits (social security) or grants 

57. I am worried about paying bills or getting into debt 

Theme 5: Psychological Experiences 

Worries and Anxieties 

58. The uncertainty of what's going to happen is the hardest part 

59. I don't think about my illness that much 

60. I worry about how my family will cope in the future 

61. I often feel anxious or worried 

62. I find waiting for test / scan results a very difficult time 

63. If I get an ache or pain I think it is the cancer growing 

64. I am scared of dying 

Sharing Feelings with Others 

65. I don't cope that well, I just bury my head in the sand 

66. There are times when I feel isolated and alone 

67. I have lost confidence in social situations 

68. I ĚŽŶ͛ƚ ĂůǁĂǇƐ ƚĞůů ƚŚŽƐĞ ĐůŽƐĞ ƚŽ ŵĞ ŚŽǁ ďĂĚ I Ăŵ ĨĞĞůŝŶŐ ĂƐ I ĚŽŶ͛ƚ ǁĂŶƚ ƚŽ ǁŽƌƌǇ ƚŚĞŵ 

69. I worry that I am burdening people if I ask for help 

70. I tend to bottle up my emotions 

Theme 6: Support Pathways 

Accessing Support 

71. I have been given  information about how I can access recommended support services (e.g. home care, Macmillan, or 

hospice) 

72. Things would have to get really bad before I got involved with support services / centres 

73. Macmillan are only for people who are very ill or near end of life 

74. I am in regular contact with a community nurse (e.g. palliative, Macmillan or Sue Ryder nurse) 

75. I get support from my local hospice 

 

 

  

 

 


