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Key results
Cancer Dashboard questions
The Cancer Dashboard, developed by Public Health England and NHS England and
Improvement highlights a number of core questions.1 The below table presents the
results to these questions for the 2019 survey.
Respondents reported positive experiences for most of these questions. However,
when asked if GPs and nurses at their general practice did everything they could to
support them through their cancer treatment, 1 in 7 respondents said no, they could
have done more.

Respondents gave an average
rating of 8.8 for their overall
care.

92% of respondents said that
they were given the name of a
Clinical Nurse Specialist who
would support them through
their treatment.

1

Results presented in the key results section of this report do not include neutral responses in the
denominator as per the Cancer Dashboard.
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85% of respondents said that it
had been ‘quite easy’ or ‘very
easy’ to contact their Clinical
Nurse Specialist.

81% of respondents said that
they were definitely involved as
much as they wanted to be in
decisions about their care and
treatment.

94% of respondents said that
hospital staff told them who to
contact if they were worried
about their condition or
treatment after they left hospital.

58% of respondents said that
they think the general practice
staff definitely did everything
they could to support them
during treatment.
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88% of respondents said that,
overall, they were always
treated with respect and dignity
while they were in hospital.

Changes from last year
Compared to last year’s survey2, scores significantly3 improved on eight questions.
The 2018 and 2019 scores for these eight questions are listed below. Some of the
largest differences were seen in the proportion of respondents saying they were
given information on financial help or possible benefits, and the proportion of
respondents that said they were given a care plan.
Question

2018

2019

Q1. Saw GP once or twice before being told they needed to go to hospital

77%

79%

Q11. Patient felt they were told sensitively that they had cancer

85%

86%

Q19. Patient given the name of a CNS who would support them through
their treatment

91%

92%

Q22. Hospital staff gave information about support or self-help groups for
people with cancer

86%

88%

Q23. Hospital staff discussed or gave information about the impact
cancer could have on day to day activities

83%

84%

Q24. Hospital staff gave information on getting financial help or possible
benefits

60%

63%

Q27. Beforehand, patient had all the information needed about the
operation

96%

96%

Q57. Patient given a care plan

35%

38%

2

The detailed statistical methodology for undertaking these year-on-year significance tests is included
in the Technical Document for this survey, which is published at www.ncpes.co.uk
3 For differences between survey iterations, we use the word “significant” to mean statistically
significant differences at the 99% confidence level using England results only.
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Compared to last year, scores deteriorated significantly on five questions, as
presented below. Whilst these differences appear small, most of these questions
were around communication with hospital staff which is key for ensuring patients are
informed and involved at every step of their cancer care pathway.
Question

2018

2019

Q10. Patient told they could bring a family member or friend when first
told they had cancer

78%

77%

Q20. Patient found it very or quite easy to contact their CNS

85%

85%

Q21. Patient got understandable answers to important questions all or
most of the time

88%

87%

Q55. General practice staff definitely did everything they could to support
patient during treatment

59%

58%

Q60. Someone discussed with patient whether they would like to take
part in cancer research

31%

30%
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Introduction
The National Cancer Patient Experience Survey 2019 is the ninth iteration of the survey first
undertaken in 2010. It has been designed to monitor national progress on patient experience
of cancer care; to provide information to drive local quality improvements; to assist
commissioners and providers of cancer care; and to inform the work of the various charities
and stakeholder groups supporting cancer patients.
The survey was overseen by a national Cancer Patient Experience Advisory Group. This
group advises on the principles and objectives of the survey programme and supports
questionnaire development. The survey was commissioned and managed by NHS England
and Improvement. The survey provider Picker is responsible for technical design,
implementation and analysis of the survey.

Methodology
Eligibility, fieldwork and survey methods
The sample for the survey included all adult (aged 16 and over) NHS patients, with a
confirmed primary diagnosis of cancer, discharged from an NHS Trust after an inpatient
episode or day case attendance for cancer related treatment in the months of April, May and
June 20194. The fieldwork for the survey was undertaken between December 2019 and
March 2020.
As in the previous four years, the survey used a mixed mode methodology. Questionnaires
were sent by post, with two reminders where necessary, but also included an option to
complete the questionnaire online. A Freephone helpline and email was available for
respondents to opt out, ask questions about the survey, enable them to complete their
questionnaire over the phone and provide access to a translation and interpreting facility for
those whose first language was not English.

Scoring methodology
Fifty-two questions from the questionnaire are scored as these questions relate directly to
patient experience. For all but one question (Q61), scores are presented as the percentage
of positive responses out of all scored responses. For Q61, respondents rate their overall
care on a scale of 0 to 10, of which the average was calculated for this question’s presented
score.

Statistical significance
Significance testing was conducted when analysing differences in scores between groups of
patients or between survey iterations. Significance testing shows how likely the obtained

4

The patients included in the sample had relevant cancer ICD10 codes (C00-99 and D05, excluding
C44 and C84) in the first diagnosis field of their patient records, applied to their patient files by the
relevant NHS Trust, and were alive at the point at which fieldwork commenced. Deceased checks
were undertaken on up to three occasions during fieldwork, to avoid questionnaires being sent to
patients who had died since their treatment where possible.
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results were given that there were no underlying differences in experience. For differences
between survey iterations, we use the word “significant” to mean statistically significant
differences at the 99% confidence level using England results only. For sub-group
differences, statistically significant differences are based on a 95% confidence level using
national results.

Understanding the results
The ‘National results’ section of this report presents the proportion of responses out of all
possible responses.5 This means answers like ‘Don’t know / Can’t remember’ are included in
the calculation and therefore the proportion shown is not necessarily the score given to that
question. There is at least one question from each section of the questionnaire presented in
a bar chart, displaying the proportion of responses for each response option.
In the ‘Sub-group comparisons’ section of this report, the number of questions (if less than
20) that were found to have statistically significant differences are listed for each of the
following sub-groups: gender, age, ethnicity, sexual orientation, deprivation and tumour
group. A graph has been presented for Q61 (overall experience) where appropriate.
The percentages in the above two sections of this report have been rounded to the nearest
percentage. Therefore, in some cases the figures may not add up to 100%.
Frequency tables for each question (including non-scored questions) are presented in the
Appendix. The proportion of responses to each response option is included in these tables
for 2019 and 2018.

Notes on specific questions
As described in the Technical Document, several changes were made to the questionnaire
during the development of the 2019 survey. Six scored questions (Q5, Q18, Q30, Q35, Q56
and Q60) and one non-scored question (Q29) was amended, impacting the comparability of
questions Q30 to Q41. Of all questions changed or impacted by change, only Q60 is
presented with historical comparisons; though the results should be interpreted with caution.

Further information
This research was carried out in accordance with the international standard for organisations
conducting social research (accreditation to ISO20252:2012; certificate number
GB08/74322). The 2019 survey data has been produced and published in line with the Code
of Practice for Official Statistics.
For more information on the methodology, please see the Technical Document. It can be
viewed along with the 2019 questionnaire and survey guidance on the website at
www.ncpes.co.uk. For all other outputs at National, Trust, CCG and Cancer Alliance level,
please see the PDF reports, Excel tables and dashboards at www.ncpes.co.uk.

In previous National Reports for CPES, scores were presented in the ‘National Results’ section
instead of proportions therefore this section is not comparable to the same section of previous
reports.
5
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Response rates
Overall response rate
Out of 111,366 people, 67,858 people responded to the survey, yielding a response rate of
61%. The original sample size comprised of 119,855 patients from 143 participating NHS
Trusts; however 7,351 patients had died since the sample was drawn, 559 questionnaires
were returned undelivered and 579 patients were identified as ineligible during fieldwork.
Thus, these 8,489 patients were not included in the denominator of the response rate
calculation.

Respondents by survey mode
Response mode
Paper
Online
Phone
Translation service

Number of
respondents
61,392
6,463
0
3

Proportion of
respondents
90.5%
9.5%
0.0%
0.0%

Historic response rates
The response rate (61%) has slightly declined in comparison to previous iterations of the
survey (64% in 2018, 63% in 2017, 66% in 2016, 66% in 2015, 64% in 2013 and 2014, 68%
in 2012, and 67% in 2010). However, the response rate remains high compared to the
response rate for other NHS surveys. As in previous years, because of the very large
sample, high response rate, and high completion levels for each question, the data are
highly robust from a statistical point of view.

About the respondents
Based on responses given in the ‘About You’ section of the questionnaire:
54% of respondents were female; 90% were heterosexual or straight; 85% were White
British; and 90% spoke English as their first language.
56% of respondents had at least one long-term condition and of these, 19% said their longterm condition(s) reduce their ability to carry out day-to-day activities a lot.
55% of respondents were first treated for their current cancer less than one year ago and
21% had their cancer spread to other organs or parts of their body at the time they were first
told about their cancer.
76% of respondents agreed to being sent a survey in the future to ask about their health and
healthcare.
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National results
Seeing your GP
Respondents were asked about what happened before they went into hospital about their
cancer.
79% of respondents first thought something might be wrong with them less than three
months before they first saw a GP or other doctor.
More than half (58%) said that they saw their GP only once or twice about the health
problem caused by cancer before being told they needed to go to the hospital. 16% said
they saw their GP three or more times.

When asked how they felt about the length of time they had to wait before their first
appointment with a hospital doctor, 84% of respondents said they were seen as soon as
they thought was necessary. 10% said it should have been a bit sooner and 6% said it
should have been a lot sooner.
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Diagnostic tests
The majority of respondents (88%) said that they had diagnostic tests for cancer (such as an
endoscopy, biopsy, mammogram or scan) in the last 12 months.
Of these respondents, a high proportion (92%) said that they had all the information they
needed about their test beforehand. 5% said they would have liked more information.
When asked how they felt about the length of the time they had to wait for their test to be
done, 87% said it was about right and 12% said it was a little or much too long.

79% of respondents that had a test said that the results of their tests were explained to them
in a way they could completely understand.
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Finding out what was wrong with you
Respondents were asked about when they were told they had cancer, 89% of which were
told by a specialist or consultant at hospital. The majority (86%) were first told about their
cancer more than six months prior to completing the questionnaire.
71% of respondents said that they were told that they could bring a family member or friend
with them when they were first told they had cancer; 19% said that they were not told this.
When asked how they felt about the way they were told they had cancer, 86% said it was
done sensitively.

73% said they completely understood the explanation of what was wrong with them; 2% said
they did not understand it and 25% said they understood some of it.
66% said they were given easy to understand written information about the type of cancer
they had whereas 13% said they were not given written information and 9% said they were
given written information but it was difficult to understand.
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Deciding the best treatment for you
75% of respondents said their treatment options were completely explained to them before
their cancer treatment started; 2% said they were not explained beforehand.

70% of respondents said the possible side effects of treatment(s) were definitely explained in
a way they could understand whereas 23% said they understood the explanation to some
extent and 3% said side effects were not explained to them.
92% of respondents said they either definitely or to some extent were offered practical
advice and support in dealing with the side effects of the treatment(s). 5% said they were not
offered such advice or support.
52% of respondents said that before their treatment(s) started, they were definitely told
about any side effects that could affect them in the future rather than straight away. 13% of
respondents said future side effects were not explained.
When asked if they were involved as much as they wanted to be in decisions about their
care and treatment, 81% said yes definitely, 16% said yes to some extent and 3% said no.
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Clinical nurse specialist
89% of respondents said that they were given the name of a Clinical Nurse Specialist (CNS)
who would support them through their treatment. 8% said they were not given a name.
Of these respondents, 76% said it was quite easy or very easy to contact their CNS whereas
5% said it was quite difficult and 2% said it was very difficult.

When asking their CNS important questions, 76% of respondents said they were able to get
answers they could understand all or most of the time. 2% said they rarely or never got
answers they could understand to important questions.
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Support for people with cancer
70% of respondents said yes, they were given information about support or self-help groups
by hospital staff whereas 9% said no, but they would have liked information.
57% of respondents said hospital staff discussed or gave them information about the impact
cancer could have on their day to day activities. 11% said hospital staff did not discuss or
give them this information, but they would have liked it.

When asked whether or not hospital staff gave them information about financial help or any
benefits they might be entitled to, 33% of respondents said yes and 20% said no, but they
would have liked it.

38% of respondents said hospital staff told them that they could get free prescriptions; 8%
were not told.
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Operations
At the time of receiving the questionnaire, more than half of respondents (53%) said that
they had had an operation during the previous 12 months.
Of these respondents, 95% said they had all the information they needed about their
operation beforehand; 4% said they would have liked more information.

After the operation, 78% of respondents said that a member of staff explained how it had
gone in a way they could completely understand. 17% said they understood the explanation
to some extent and 4% said a member of staff did not explain how it had gone, but they
would have liked them to.
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Hospital care as an inpatient
In the 12 months prior to receiving the questionnaire, 49% of respondents said that they had
stayed overnight for cancer care.
Of these respondents, 84% said hospital staff did not talk in front of them as if they weren’t
there. 12% said that this sometimes happened and 4% said that this often happened.
84% of respondents said they had confidence and trust in all of the doctors treating them
whereas 16% said only in some of them.

61% of respondents said family or someone else close to them were definitely able to talk to
a doctor if they wanted to. 3% said family or someone else close to them were not able to
talk to a doctor.
74% of respondents said they had confidence and trust in all of the ward nurses treating
them whereas 25% said they only had confidence and trust in some of them.

64% said there were always or nearly always enough nurses on duty to care for them in
hospital; 28% said there were sometimes enough on duty; 8% said there were rarely or
never enough on duty.
©2020 Picker. All Rights Reserved.
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71% of respondents said while they were in hospital, all hospital staff asked them what name
they prefer to be called by whereas 11% said none of the staff asked this.
85% of respondents said they were always given enough privacy when discussing their
condition or treatment and 3% said they were not.
During their hospital visit, 38% of respondents said they could definitely find someone on the
hospital staff to talk to about their worries and fears; 24% said they could to a certain extent.

73% of respondents thought the hospital staff definitely did everything they could to help
control their pain; 13% thought they did to some extent; 3% thought they did not do enough.
88% of respondents felt overall that they were always treated with respect and dignity while
they were in the hospital whereas 11% said they were only sometimes.

When asked whether they were given clear written information about what they should or
should not do after leaving hospital 80% of respondents said yes and 13% said no.
91% of respondents said hospital staff told them who to contact if they were worried about
their condition or treatment after they left hospital; 6% were not told.
©2020 Picker. All Rights Reserved.
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Hospital care as a day patient / outpatient
At the time of receiving the questionnaire, 91% of respondents said that they had been
treated as an outpatient or day case for cancer care within the previous 12 months.
Of these respondents, 58% of respondents said they definitely found someone on the
hospital staff to talk to about their worries and fears while they were being treated as an
outpatient or day case.

92% of respondents said the last time they had an outpatient appointment with a cancer
doctor, the doctor had the right documents; 4% said they did not.
30% of respondents that had been treated as an outpatient or day case had radiotherapy in
the 12 months prior to responding. Of these respondents, 86% said they completely had all
of the information they needed about their radiotherapy treatment beforehand. Once their
radiotherapy had started, 51% said they were completely given enough information about
whether their radiotherapy was working in a way they could understand.
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In the 12 months prior to receiving the questionnaire, 54% of respondents that had been
treated as an outpatient or day case had chemotherapy. Of these respondents, 84% said
they completely had all of the information they needed about their chemotherapy treatment
beforehand. Once their chemotherapy had started, 62% said they were completely given
enough information about whether their chemotherapy was working in a way they could
understand.
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Home care and support
50% said the doctors or nurses definitely gave their family or someone close to them all the
information they needed to help care for them at home. 13% said they were not given this
information.

During their cancer treatment, 26% of respondents said they were definitely given enough
care and support from health or social services. 13% said they were not given enough care
and support.

Once their cancer treatment was finished, 14% of respondents said they were definitely
given enough care and support from health or social services. 10% said they were not given
enough care and support. Most respondents did not need care and support (40%) or were
still having treatment (28%).

©2020 Picker. All Rights Reserved.
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Care from your general practice
78% of respondents said that as far as they knew, their GP was given enough information
about their condition and the treatment they had at the hospital.

When asked whether or not they thought GPs and nurses at their general practice did
everything they could to support them while they were having cancer treatment, 39% said
yes definitely whereas 18% said yes to some extent and 10% said no they could have done
more.
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Your overall NHS care
Respondents were asked whether the different people treating and caring for them (such as
GP, hospital doctors, hospital nurses, specialist nurses, community nurses) worked well
together to give them the best possible care. 71% said this was always the case; 24% said
this was the case some of the time.
30% of the respondents said they had been given a care plan that sets out their needs and
goals for caring for their cancer; whereas 50% said that they had not.

When asked overall how they would rate the administration of their care (getting letters at
the right time, doctors having the right notes/tests results, etc.), 88% of respondents said it
was good or very good.
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When asked overall how they felt about the length of time they had to wait when attending
clinics and appointments for their cancer treatment, 69% of respondents said it was about
right. 30% of respondents said it was a little too long or much too long.

When asked to rate their overall care on a scale of 0 (very poor) to 10 (very good), 95% of
respondents gave rating of 7 or higher.
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Sub-group comparisons
This section summarises the response proportions of various sub-groups and lists the
questions that were found significantly different6. Not all sub-groups were calculated from the
demographic questions asked within the questionnaire and therefore may have slightly
different response proportions to those presented in the Response rates section of this
report. For details on how these variables were derived, please see the link to the Technical
Document in the Further information section of this report.
For reference, the text to all questions are listed in the Appendix of this report or see the link
to the full questionnaire in the Further information section of this report.
Significance tests were done across sub-groups as follows:







Gender: between male and female
Age: across eight age groups: 16-24, 25-34, 35-44, 45-54, 55-64, 65-74, 75-84, 85+
Ethnicity: across five ethnicity groups: Asian, Black, Mixed, Other and White
Sexual orientation: between heterosexual and non-heterosexual
Deprivation: between those living in the most deprived areas and those living in the
least deprived areas
Tumour group: each of the 13 tumour groups were compared to the national
average for each question

Gender
47% of respondents were males and 53% of respondents were females.
Scores between males and females were statistically significantly different for 40 questions.
Females scored lower than males on 36 questions. Males scored lower than females on
four questions: Q1, Q6, Q19 and Q24.

Age
The majority of respondents were aged between 55 to 84 years old and a small proportion
respondents were aged 16 to 44 or older than 85 (see graph below).

6

For sub-group differences, statistically significant differences are based on a 95% confidence level
using national results.
©2020 Picker. All Rights Reserved.

National Cancer Patient Experience Survey 2019 National Results Summary

23

Statistically significant differences were found across age groups for 51 questions, including
Q61 presented in the chart below.
Respondents aged 16-24 scored lowest on four questions: Q1, Q12, Q27 and Q28.
Respondents aged 25-34 scored lowest on 20 questions: Q2, Q5, Q7, Q10, Q11, Q22, Q31,
Q32, Q34, Q36, Q37, Q38, Q43, Q46, Q54, Q55, Q56, Q57, Q58 and Q59.
Respondents aged 35-44 scored lowest on 17 questions: Q6, Q13, Q14, Q16, Q18, Q20,
Q21, Q30, Q33, Q35, Q39, Q40, Q44, Q50, Q51, Q52 and Q53.
Respondents aged 45-54 scored lowest on one question: Q25.
Respondents aged 55-64, 65-74 or 75-84 did not score the lowest on any question.
Respondents aged 85+ scored lowest on eight questions: Q15, Q17, Q19, Q23, Q24, Q41,
Q49 and Q60.

Note: Groups with an asterisk (*) indicates the score is statistically significant with national score.
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Ethnicity
Most respondents were from a White ethnic background (see graph below).

For 39 questions (including Q61 presented below), statistically significant differences were
found across ethnicity groups.
Asian respondents scored the lowest on 15 questions: Q6, Q7, Q14, Q15, Q20, Q21, Q22,
Q30, Q37, Q38, Q43, Q44, Q46, Q55 and Q56.
Black respondents scored the lowest on five questions: Q1, Q5, Q12, Q52 and Q53.
Mixed respondents scored the lowest on three questions: Q23, Q31 and Q33.
Respondents that identified as ‘Other’ scored lowest on 13 questions: Q2, Q11, Q13, Q16,
Q18, Q19, Q24, Q28, Q35, Q39, Q41, Q54 and Q59.
White respondents scored the lowest on one question: Q57.
Respondents that did not state their ethnicity group scored the lowest on one question: Q60.

Note: Groups with an asterisk (*) indicates the score is statistically significant with national score.
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Sexual orientation
90% of respondents were heterosexual and only 1% of respondents were non-heterosexual.
Sexual orientation was unknown for 9% of respondents.
Statistically significant differences were found between heterosexual and non-heterosexual
respondents on 22 questions, including Q61 presented in the chart below. Between the two
groups, heterosexual respondents scored lowest for one question: Q607. For the remaining
21 questions, non-heterosexual respondents scored the lowest.

Note: Significance test was done between heterosexual and non-heterosexual. Asterisk indicates statistical
significance.

Deprivation
A quarter of respondents were from the least deprived areas whereas only 12% were from
the most deprived areas (see graph below).

7

For Q60, the lowest score was actually from respondents that did not give their sexual orientation;
however this group of respondents were not included in the significance tests.
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Statistically significant differences were found between most and least deprived on 29
questions, including Q61 presented in the chart below.
Respondents from the most deprived areas scored the lowest on 16 questions: Q1, Q5,
Q7, Q12, Q18, Q21, Q22, Q28, Q30, Q34, Q52, Q53, Q54, Q55, Q60 and Q61.
Respondents from the least deprived areas scored the lowest on 13 questions: Q10, Q11,
Q14, Q15, Q16, Q17, Q32, Q35, Q37, Q47, Q57, Q58 and Q59.

Note: Significance test was done between the most deprived and least deprived. Asterisk indicates statistical
significance.

Tumour group
Of the 13 tumour groups, most respondents (nearly a quarter) had breast cancer and small
proportion of respondents had Brain/CNS and Sarcoma cancers (see graph below).

Respondents with Brain/CNS cancer scored statistically significantly lower than the national
average on 15 questions (Q1, Q2, Q7, Q11, Q12, Q13, Q21, Q36, Q40, Q50, Q52, Q54,
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Q56, Q59 and Q61) and higher than the national average on four questions (Q10, Q22, Q24
and Q60).
Respondents with Breast cancer scored statistically significantly lower than the national
average on 10 questions (Q20, Q33, Q35, Q39, Q43, Q49, Q50, Q51, Q53 and Q59) and
higher than the national average on 25 questions.
Respondents with Colorectal/LGT cancer scored statistically significantly lower than the
national average on nine questions (Q1, Q2, Q13, Q30, Q33, Q34, Q39, Q46 and Q50) and
higher than the national average on 24 questions.
Respondents with Gynaecological cancer scored statistically significantly lower than the
national average on 24 questions and higher than the national average on 6 questions (Q14,
Q15, Q16, Q19, Q24 and Q49).
Respondents with Haematological cancer scored statistically significantly lower than the
national average on 21 questions and higher than the national average on 19 questions (Q6,
Q13, Q20, Q21, Q25, Q32, Q33, Q36, Q37, Q39, Q41, Q43, Q44, Q50, Q51, Q56, Q58, Q60
and Q61).
Respondents with Head and Neck cancer scored statistically significantly lower than the
national average on 10 questions (Q2, Q5, Q10, Q13, Q38, Q41, Q49, Q50, Q54 and Q60)
and higher than the national average on 11 questions (Q12, Q14, Q16, Q17, Q24, Q25,
Q31, Q36, Q51, Q52 and Q53).
Respondents with Lung cancer scored statistically significantly lower than the national
average on 11 questions (Q1, Q11, Q13, Q21, Q30, Q40, Q41, Q52, Q53, Q54 and Q55)
and higher than the national average on 10 questions (Q12, Q16, Q19, Q20, Q24, Q25,
Q33, Q34, Q35 and Q60).
Respondents with Prostate cancer scored statistically significantly lower than the national
average on 8 questions (Q6, Q16, Q19, Q20, Q24, Q25, Q52 and Q58) and higher than the
national average on 26 questions.
Respondents with Sarcoma cancer scored statistically significantly lower than the national
average on 7 questions (Q1, Q2, Q5, Q6, Q10, Q12 and Q13) and higher than the national
average on 1 question (Q60).
Respondents with Skin cancer scored statistically significantly lower than the national
average on 3 questions (Q10, Q25 and Q60) and higher than the national average on 26
questions.
Respondents with Upper Gastro cancer scored statistically significantly lower than the
national average on 23 questions and higher than the national average on 3 questions (Q25,
Q35 and Q60).
Respondents with Urological cancer scored statistically significantly lower than the national
average on 23 questions and higher than the national average on 8 questions (Q1, Q2, Q12,
Q31, Q33, Q35, Q39 and Q59).
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Respondents with any Other cancer scored statistically significantly lower than the national
average on 42 questions and higher than the national average on 1 question (Q60).

Note: Groups with an asterisk (*) indicates the score is statistically significant with national score.
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Appendix: Frequency tables
Please note non-scored questions are in light blue.
** No results available for 2018 due to questionnaire changes in 2019.
Q1. 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?

2018

2019

None – I went straight to hospital

10.5%

11.2%

None – I went to hospital following a cancer screening appointment

11.7%

12.5%

I saw my GP once

43.0%

43.6%

I saw my GP twice

15.2%

14.5%

I saw my GP 3 or 4 times

11.0%

10.2%

I saw my GP 5 or more times

6.0%

5.3%

Don’t know / can’t remember

2.6%

2.7%

Q2. How do you feel about the length of time you had to
wait before your first appointment with a hospital doctor?

2018

2019

I was seen as soon as I thought was necessary

83.6%

83.9%

I should have been seen a bit sooner

9.6%

9.7%

I should have been seen a lot sooner

6.8%

6.4%

Q3. How long was it from the time you first thought
something might be wrong with you until you first saw a
GP or other doctor?

2018

2019

Less than 3 months

79.2%

79.2%

3-6 months

10.4%

10.2%

6-12 months

3.4%

3.3%

More than 12 months

2.6%

2.6%

Don't know / can't remember

4.3%

4.6%

Q4. 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?

2018

2019

Yes

87.9%

87.6%

No

12.1%

12.4%
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Q5. Beforehand, did you have all the information you
needed about your test?

2018

2019

Yes

**

91.9%

No, I would have liked more information

**

4.9%

No, I did not need any information

**

1.6%

Don't know / can't remember

**

1.6%

Q6. Overall, how did you feel about the length of time you
had to wait for your test to be done?

2018

2019

It was about right

86.7%

87.2%

It was a little too long

9.4%

9.2%

It was much too long

2.9%

2.6%

Don’t know / can’t remember

1.1%

1.0%

Q7. Were the results of the test explained in a way you
could understand?

2018

2019

Yes, completely

78.5%

79.1%

Yes, to some extent

18.9%

18.4%

No, I did not understand the explanation

0.8%

0.7%

I did not have an explanation but would have liked one

0.9%

0.9%

I did not need an explanation

0.4%

0.5%

Don’t know / can’t remember

0.4%

0.4%

2018

2019

Less than 6 months ago

**

12.9%

At least 6 months ago but not more than twelve months ago

**

41.9%

More than twelve months ago

**

44.2%

Don't know / can't remember

**

1.0%

Q8. How long ago were you told that you had cancer?
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Q9. Who told you that you had cancer? (Cross ALL that
apply)

2018

2019

A specialist doctor or consultant at hospital

**

89.2%

My GP

**

8.5%

A Clinical Nurse Specialist (CNS)

**

12.7%

Someone else

**

1.8%

Don't know / can't remember

**

0.5%

Q10. When you were first told that you had cancer, had you
been told you could bring a family member or friend with
you?

2018

2019

Yes

71.6%

71.2%

No

18.2%

19.1%

I was told by phone or letter

2.6%

2.3%

Don't know / can't remember

7.7%

7.4%

Q11. How do you feel about the way you were told you had
cancer?

2018

2019

It was done sensitively

84.5%

85.8%

It should have been done a bit more sensitively

10.5%

9.6%

It should have been done a lot more sensitively

5.0%

4.6%

Q12. Did you understand the explanation of what was
wrong with you?

2018

2019

Yes, I completely understood it

73.2%

73.0%

Yes, I understood some of it

24.6%

24.8%

No, I did not understand it

1.7%

1.8%

Don't know / can't remember

0.4%

0.4%
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Q13. When you were told you had cancer, were you given
written information about the type of cancer you had?

2018

2019

Yes, and it was easy to understand

65.0%

66.1%

8.8%

9.4%

14.1%

13.3%

I did not need written information

7.0%

6.3%

Don't know / can't remember

5.1%

4.9%

Q14. Before your cancer treatment started, were your
treatment options explained to you?

2018

2019

Yes, completely

73.9%

74.8%

Yes, to some extent

13.4%

13.2%

1.7%

1.6%

10.3%

9.8%

0.7%

0.6%

Q15. Were the possible side effects of treatment(s)
explained in a way you could understand?

2018

2019

Yes, definitely

70.4%

70.2%

Yes, to some extent

Yes, but it was difficult to understand
No, I was not given written information about the type of cancer I had

No
There was only one type of treatment that was suitable for me
Don't know / can't remember

22.3%

23.1%

No, side effects were not explained

3.6%

3.2%

I did not need an explanation

2.6%

2.5%

Don't know / can't remember

1.1%

1.0%

Q16. Were you offered practical advice and support in
dealing with the side effects of your treatment(s)?

2018

2019

Yes, definitely

64.9%

65.4%

Yes, to some extent

25.9%

26.4%

No, I was not offered any practical advice or support

5.9%

5.5%

Don’t know / can’t remember

3.3%

2.7%
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Q17. Before you started your treatment(s), were you also
told about any side effects of the treatment that could
affect you in the future rather than straight away?

2018

2019

Yes, definitely

51.4%

52.4%

Yes, to some extent

26.4%

26.9%

No, future side effects were not explained

13.8%

13.0%

I did not need an explanation

4.6%

4.3%

Don’t know / can’t remember

3.7%

3.3%

2018

2019

Yes, definitely

**

81.0%

Yes, to some extent

**

16.4%

No

**

2.5%

Q19. Were you given the name of a Clinical Nurse
Specialist who would support you through your treatment?

2018

2019

Yes

88.4%

89.1%

No

8.4%

7.7%

Don’t know / can’t remember

3.2%

3.1%

Q20. How easy or difficult has it been for you to contact
your Clinical Nurse Specialist?

2018

2019

Very easy

47.0%

46.4%

Quite easy

29.2%

29.9%

Neither easy nor difficult

7.1%

7.6%

Quite difficult

4.4%

4.6%

Very difficult

1.4%

1.5%

10.8%

10.0%

Q18. Were you involved as much as you wanted to be in
decisions about your care and treatment?

I have not tried to contact my Clinical Nurse Specialist
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Q21. When you have had important questions to ask your
Clinical Nurse Specialist, how often have you got answers
you could understand?

2018

2019

All or most of the time

75.4%

75.6%

Some of the time

8.7%

9.0%

Rarely or never

1.6%

1.8%

I have not asked any questions

14.3%

13.6%

Q22. Did hospital staff give you information about support
or self-help groups for people with cancer?

2018

2019

Yes

66.7%

70.1%

No, but I would have liked information

10.4%

9.5%

It was not necessary

18.5%

16.4%

4.4%

4.0%

Q23. Did hospital staff discuss with you or give you
information about the impact cancer could have on your
day to day activities (for example, your work life or
education)?

2018

2019

Yes

55.6%

57.1%

No, but I would have liked a discussion or information

11.5%

10.9%

It was not necessary / relevant to me

29.0%

27.8%

4.0%

4.2%

Q24. Did hospital staff give you information about how to
get financial help or any benefits you might be entitled to?

2018

2019

Yes

31.0%

32.8%

No, but I would have liked information

20.3%

19.5%

It was not necessary

45.6%

44.5%

3.1%

3.2%

Q25. Did hospital staff tell you that you could get free
prescriptions?

2018

2019

Yes

36.9%

37.9%

Don't know / can't remember

Don't know / can't remember

Don't know / can't remember

No, but I would have liked information
It was not necessary
Don't know / can't remember
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Q26. During the last 12 months, have you had an operation
(such as removal of a tumour or lump) at one of the
hospitals named in the covering letter?

2018

2019

Yes

53.6%

52.6%

No

46.4%

47.4%

Q27. Beforehand, did you have all the information you
needed about your operation?

2018

2019

Yes

95.1%

95.4%

No, I would have liked more information

4.2%

3.7%

Don't know / can't remember

0.7%

0.8%

Q28. After the operation, did a member of staff explain how
it had gone in a way you could understand?

2018

2019

Yes, completely

77.9%

78.4%

Yes, to some extent

17.2%

17.0%

No, but I would have liked an explanation

3.7%

3.5%

I did not need an explanation

1.2%

1.1%

2018

2019

Yes

**

49.1%

No

**

50.9%

2018

2019

Yes, often

**

3.9%

Yes, sometimes

**

12.5%

No

**

83.7%

Q29. During the last 12 months, have you stayed overnight
for cancer care at one of the hospitals named in the
covering letter?

Q30. Did hospital staff talk in front of you as if you weren’t
there?
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Q31. Did you have confidence and trust in the doctors
treating you?

2018

2019

Yes, in all of them

**

83.8%

Yes, in some of them

**

15.5%

No, in none of them

**

0.7%

2018

2019

Yes, definitely

**

61.3%

Yes, to some extent

**

20.7%

No

**

2.9%

No family or friends were involved

**

5.6%

My family did not want to talk to a doctor

**

7.3%

I did not want my family or friends to talk to a doctor

**

2.1%

2018

2019

Yes, in all of them

**

74.2%

Yes, in some of them

**

24.8%

No, in none of them

**

1.0%

2018

2019

There were always or nearly always enough on duty

**

64.5%

There were sometimes enough on duty

**

27.8%

There were rarely or never enough on duty

**

7.8%

2018

2019

Yes, all of them did

**

70.8%

Only some of them did

**

18.6%

None of them did

**

10.6%

Q32. If your family or someone else close to you wanted to
talk to a doctor, were they able to?

Q33. Did you have confidence and trust in the ward nurses
treating you?

Q34. In your opinion, were there enough nurses on duty to
care for you in hospital?

Q35. While you were in hospital did hospital staff ask you
what name you prefer to be called by?
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Q36. Were you given enough privacy when discussing your
condition or treatment?

2018

2019

Yes, always

**

84.6%

Yes, sometimes

**

12.4%

No

**

2.9%

2018

2019

Yes, definitely

**

38.3%

Yes, to some extent

**

24.5%

No

**

11.0%

I had no worries or fears

**

26.2%

2018

2019

Yes, definitely

**

73.1%

Yes, to some extent

**

12.7%

No

**

2.5%

I did not have any pain

**

11.8%

2018

2019

Yes, always

**

87.8%

Yes, sometimes

**

10.8%

No

**

1.4%

2018

2019

Yes

**

80.2%

No

**

13.1%

Don’t know / can’t remember

**

6.7%

Q37. During your hospital visit, did you find someone on
the hospital staff to talk to about your worries and fears?

Q38. Do you think the hospital staff did everything they
could to help control your pain?

Q39. Overall, did you feel you were treated with respect and
dignity while you were in the hospital?

Q40. Were you given clear written information about what
you should or should not do after leaving hospital?
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Q41. Did hospital staff tell you who to contact if you were
worried about your condition or treatment after you left
hospital?

2018

2019

Yes

**

90.7%

No

**

5.5%

Don’t know / can’t remember

**

3.7%

Q42. During the last 12 months, have you been treated as
an outpatient or day case for cancer care at one of the
hospitals named in the covering letter?

2018

2019

Yes

91.1%

91.0%

No

8.9%

9.0%

Q43. While you were being treated as an outpatient or day
case, did you find someone on the hospital staff to talk to
about your worries and fears?

2018

2019

Yes, definitely

57.7%

57.6%

Yes, to some extent

18.0%

18.3%

5.6%

5.8%

I did not have any worries or fears

18.6%

18.4%

Q44. The last time you had an outpatients appointment with
a cancer doctor, did they have the right documents, such
as medical notes, x-rays and test results?

2018

2019

Yes

92.2%

92.4%

No

4.2%

4.0%

I did not have an appointment with a cancer doctor

1.7%

1.7%

Don’t know / can’t remember

1.9%

1.9%

Q45. During the last 12 months, have you had radiotherapy
at any of the hospitals named in the covering letter?

2018

2019

Yes

29.0%

30.3%

No

71.0%

69.7%

No
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Q46. Beforehand, did you have all of the information you
needed about your radiotherapy treatment?

2018

2019

Yes, completely

85.7%

85.9%

Yes, to some extent

12.2%

12.0%

No

1.5%

1.5%

I did not need any information

0.6%

0.6%

Q47. Once you started your treatment, were you given
enough information about whether your radiotherapy was
working in a way you could understand?

2018

2019

Yes, completely

50.6%

51.5%

Yes, to some extent

22.9%

23.0%

No

11.4%

11.5%

It is too early to know if my radiotherapy is working

11.8%

10.1%

3.3%

3.9%

Q48. During the last 12 months, have you had
chemotherapy at any of the hospitals named in the
covering letter?

2018

2019

Yes

55.1%

54.2%

No

44.9%

45.8%

Q49. Beforehand, did you have all of the information you
needed about your chemotherapy treatment?

2018

2019

Yes, completely

83.9%

83.9%

Yes, to some extent

14.2%

14.3%

No

1.4%

1.3%

I did not need any information

0.5%

0.5%

Q50. Once you started your treatment, were you given
enough information about whether your chemotherapy was
working in a way you could understand?

2018

2019

Yes, completely

61.8%

62.3%

Yes, to some extent

23.1%

23.6%

No

6.3%

6.3%

It is too early to know if my chemotherapy is working

7.1%

6.2%

I did not need any information

1.6%

1.7%

I did not need any information
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Q51. 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?

2018

2019

Yes, definitely

50.0%

49.8%

Yes, to some extent

20.1%

20.5%

No

12.9%

13.0%

No family or friends were involved

7.2%

6.8%

My family or friends did not want or need information

7.6%

7.6%

I did not want my family or friends to be involved

2.3%

2.3%

Q52. During your cancer treatment, were you given enough
care and support from health or social services (for
example, district nurses, home helps or physiotherapists)?

2018

2019

Yes, definitely

26.3%

26.0%

Yes, to some extent

11.4%

11.3%

No

12.3%

12.6%

I did not need help from health or social services

49.5%

49.7%

0.5%

0.5%

Q53. Once your cancer treatment finished, were you given
enough care and support from health or social services (for
example, district nurses, home helps or physiotherapists)?

2018

2019

Yes, definitely

13.7%

14.2%

6.8%

6.9%

No

10.1%

10.4%

I did not need help from health or social services

38.5%

39.8%

I am still having treatment

30.3%

28.1%

0.5%

0.5%

Q54. As far as you know, was your GP given enough
information about your condition and the treatment you
had at the hospital?

2018

2019

Yes

78.5%

78.5%

Don’t know / can’t remember

Yes, to some extent

Don’t know / can’t remember

No
Don't know / can't remember
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Q55. Do you think the GPs and nurses at your general
practice did everything they could to support you while you
were having cancer treatment?

2018

2019

Yes, definitely

39.9%

39.1%

Yes, to some extent

18.1%

18.3%

9.4%

9.7%

My general practice was not involved

32.5%

32.9%

Q56. Did the different people treating and caring for you
(such as GP, hospital doctors, hospital nurses, specialist
nurses, community nurses) work well together to give you
the best possible care?

2018

2019

Yes, always

**

70.5%

Yes, some of the time

**

23.8%

No, never

**

2.5%

Don't know / can't remember

**

3.2%

Q57. Have you been given a care plan?

2018

2019

Yes

28.1%

29.8%

No

51.9%

49.6%

I do not know / understand what a care plan is

11.5%

11.5%

8.5%

9.1%

Q58. Overall, how would you rate the administration of your
care (getting letters at the right time, doctors having the
right notes/tests results, etc.)?

2018

2019

Very good

57.9%

58.3%

Good

30.2%

30.1%

Neither good nor bad

7.5%

7.4%

Quite bad

2.9%

2.8%

Very bad

1.1%

1.1%

Don’t know / can’t remember

0.4%

0.4%

No, they could have done more

Don’t know / can’t remember
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Q59. Overall, how do you feel about the length of time you
had to wait when attending clinics and appointments for
your cancer treatment?

2018

2019

It was much too long

7.9%

7.8%

It was a little too long

22.8%

22.6%

It was about right

68.6%

68.9%

0.6%

0.6%

Q60. Since your diagnosis, has anyone discussed with you
whether you would like to take part in cancer research?

2018

2019

Yes

29.7%

24.9%

Don’t know / can’t remember

Yes, but I was not eligible to take part

**

3.7%

60.9%

59.5%

No, but I would have liked them to

4.9%

6.4%

Don’t know / can’t remember

4.5%

5.4%

2018

2019

0

0.1%

0.1%

1

0.2%

0.1%

2

0.2%

0.2%

3

0.4%

0.4%

4

0.7%

0.6%

5

1.8%

1.8%

6

2.4%

2.3%

7

6.8%

6.8%

8

19.7%

22.2%

9

29.6%

26.3%

10

38.1%

39.2%

0-6

5.8%

5.5%

7-10

94.2%

94.5%

No

Q61. Overall, how would you rate your care? (scale from 0
to 10)
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