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Summary

Background
Little UK-based research has investigated the potential for community pharmacists to
promote earlier detection of cancer. Audits conducted by the Royal Pharmaceutical
Society demonstrated that some people with signs and symptoms, suggestive of lung
and colorectal cancer, present to community pharmacies, and are referred to a GP based
on the type and number of presenting symptoms. However patients were not followed
up to explore whether these referrals resulted in a confirmed cancer diagnosis. The
percentage of cancer patients attending a pharmacy during the pre-diagnosis period is
not known which limits our understanding of the overall potential contribution of
community pharmacy to earlier cancer diagnosis. This cross-sectional, retrospective
study aimed to investigate what actions patients with lung and colorectal cancer took to
manage their early cancer symptoms and to inform any potential role for community

pharmacists in promoting earlier diagnosis.

Methods
A self-completed, postal questionnaire, using both structured and open questions and
addressing the study aims, was developed. Questionnaires (N=608) were mailed to
eligible patients, identified from relevant oncology clinics, in three health board areas:
Grampian, Tayside and Greater Glasgow and Clyde, between November 2013 and
February 2014. Inclusion criteria were: aged OL8 years; confirmed diagnosis of lung or
colorectal cancer within the previous year, and well enough to participate as assessed
by the attending oncology consultant. Data was entered into an SPSS (v.23) database
and analysed. Descriptive statistics were used toillustratepar t i ci pant s 6
actions taken in the pre-diagnosis period and simple univariate tests (chi-squared, t-test
or non-parametric equivalents as appropriate) were used to explore associations of
independent variables with these outcomes. Ethical approval was obtained from the

North of Scotland Research Ethics Committee.

Results
Two hundred and twenty questionnaires were returned completed (38% response rate,

allowing for those who had died gone away or were too sick to participate): 145 colorectal

experie



cancer/75 lung cancer participants: 53% respondents were male, more males had
colorectal cancer (59%), and more females lung cancer (57%). The majority of
respondents were between 50-79 years (88%), with the highest frequency for each
cancer in the 70-79 age group. Self-treating with medicines was the most popular action
taken by both cancer groups to manage their symptoms (n=61/96, 63.5%); a small
minority bought the medicine in a pharmacy (n=12/96, 12.5%,); only four of these
received symptom-management advice from the pharmacist or their staff before the

purchase; and six were counselled regarding action to take if their symptoms persisted.

Conclusion
Only a small minority of participants purchased medicines from a pharmacy, and of these
even fewer actually spoke to a member of staff. There is a need to further promote the
advisory role of the pharmacist to the general public and more thought is required to

elucidate the best role for community pharmacy in early detection of cancer.

When pharmacists and their staff are sked for advice they must adopt a more pro-active
approach when di scussing patientsd symptoms with the
present with potential cancer warning symptoms. This could facilitate earlier appropriate
referral and earlier detection rather than delaying the diagnosis by selling medicines to

them, which may mask their symptoms.
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1 Background

Reducing delay in the diagnosis of cancer has been identified as a priority! and new
strategies are needed to achieve this. Much of the existing delay occurs pre-diagnosis,
including time taken to consult with a doctor (recently characterised as a combination of
bapprai sabkée&ndgdd eherpisagapdn csrrent knowledge about what
actions people take to manage symptoms associated with cancer prior to seeking

medical advice.

Earlier diagnosis of cancer improves performance status® and survival rates®. UK
patients are diagnosed with more advanced disease than those in other European
countries and this may partly explain poorer UK survival®. Delays occur at almost every
stage of the cancer journey, but one study using data from the National Survey of NHS
Patients: Cancer found that two-thirds of the time before a pati ent 6 s

appointment was accounted for by the time between them first noticing symptoms and
consulting their GP®. The mean time for this was estimated at 80 days for colorectal

(median 20 days) and 52 days for lung cancer (median 10 days). This, however, may

underestimate the problemb ecause patients dondét al ways

they are experiencing may be related to cancer. In an interview study with lung cancer
patients, participants reported that symptoms, indicative of lung cancer, were usually
present for many weeks before the patient linked them to a potential cancer diagnosis.
The median time between experiencing these lung cancer symptoms and GP
consultation was 21 days but this rose to 99 days when using a checklist to report
symptoms’. How symptoms are managed prior to medical consultation, however, was

not explored.’

A 2008 systematic review of delays in diagnosis of colorectal cancer included 54 papers,
some of which report patient delays of up to five months®. A significant body of research
has investigated the reasons for and factors influencing patient delay. These include lack
of awareness of the warning signs for cancer and underestimation of seriousness of
symptoms 14 Patients with nonspecific symptoms of cancer seek medical help much

less rapidly than those with more recognisable symptoms such as haemoptysis’. Many

r st h
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early cancer symptoms resemble common minor illnesses and people describe
managing them-aunsd nge ead Ranpapareo avar-the-couster |((GTC)
medicines, lay advice, or a combination of these!? > 16, Use of coping strategies for
illness in general is well recognised (e.g. L e v e n tCbnamodSense Model of lliness?!’)
and self-care for common symptoms is encouraged by UK Government strategy -2,
While this is usually appropriate, prolonged use of OTC medicines, and a culture that
discourages medical consultation for seemingly trivial symptoms, may lead to delayed
recognition of cancers, more emergency admissions and late stage disease at diagnosis.
There is, however, a paucity of evidence quantifying the specific strategies that cancer

patients adopt to manage symptoms prior to their cancer diagnosis.

It is not yet known how often patients, in general, use different self-care strategies. In a
recent study using a discrete choice experiment, in the pre-diagnosis phase,
respondentsod6 preferences for managing a
bleeding were explored. It was found that people place high value on shorter waiting
times and may, therefore, elect to self-manage symptoms if the wait for a GP
appointment is long, even when symptoms are potentially serious?. It is, however, not
known if self-care actions are related to poor prognostic features at cancer diagnosis
(e.g. emergency late stage presentation??). Another research study showed that OTC
medicines are used commonly (45% of the general population in a 2 week period in one
study?®). The most common sources of OTC medicines are community pharmacies®,
so if self-care activities are being used to manage symptoms prior to a cancer diagnosis,

then opportunities may exist for an intervention in the community pharmacy setting.

Lung and colorectal cancer are two of the three most common cancers in Scotland; lung
(16.4%), colorectal (13.5%)* and are the most common causes of cancer death
accounting for 27% (lung) and 10% (colorectal) respectively?*. These cancers are also

often diagnosed late which contributes to their associated poor survival rates.

Some early symptoms of lung and colorectal cancer (e.g. persistent cough and faecal
blood, respectively), can be associated with common minor illnesses (e.g. minor
respiratory conditions, and haemorrhoids) which patients may manage by self-care or

using OTC medicines.

sympt on



Two audits conducted by the Royal Pharmaceutical Society of Great Britain (RPSGB),
which aimed to provide evidence for the role of pharmacy in earlier detection of lung and
bowel cancer suggested that some people with signs and symptoms of potential lung or
bowel cancer present to community pharmacies. These symptoms are recognised by
pharmacists and, based on the type and number of these symptoms, people are advised
to seek a GP consultation.?® 2 However, these audits did not follow up patients to
establish if they then consulted their GP as advised or if the symptoms they presented
with in the community pharmacy, lead to a subsequent diagnosis of cancer. It is also
unclear from these audits, what percentage of cancer patients attends a pharmacy during
the pre-diagnosis period. This limits our understanding of the overall potential
contribution of community pharmacy to earlier cancer diagnosis. Ways to improve both
the sensitivity and specificity of targeting interventions are needed to avoid unnecessary

GP appointments and minimize patient anxiety.

A successful pharmacy intervention, which would have a meaningful effect at a
population level, requires a substantive proportion of the target group to interact with
pharmacy staff. The results of a previous study (funded by Pharmacy Research UK
through The Sir Hugh Linstead Fellowship and conducted by the applicant), suggested
that a minority of patients, with a confirmed diagnosis of lung, gastro-oesophageal or
colorectal cancer, had visited a community pharmacy for advice or OTC medicines to
relieve their symptoms beforehand. In fact, the majority presented with atypical
symptoms or sudden onset Afal ar mo s gt .oms such
This, however, was a qualitative study with a small sample size. The methods and results
generated from this qualitative study were used to inform the data collection tool for the
current study (a self-completed questionnaire), incorporating a landmark calendar

instrument 2-3° and symptoms lists 31-%7,

In accordance with the early stages of developing a complex intervention using the
staged approach recommended by the Medical Research Council (MRC) guidance®?, the
aim of this study was to characterise and quantify the specific actions lung and colorectal
cancer patients take to manage their symptoms prior to their cancer diagnosis. This
knowledge, will be key if successful interventions are to be ultimately developed and

implemented for the earlier detection of cancer symptoms.



2 Aim and Objectives

This was the second stage of a programme of planned research which sought to

generate the scientific evidence required to inform future policy, training and service

development for early detection of potential cancer symptoms and appropriate referral in

community pharmacies.

2.1 Aim

This quantitative study aimed to investigate what actions patients with lung and colorectal

cancer took to manage their early cancer symptoms and to inform any potential role for

community pharmacists in promoting earlier diagnosis.

2.2 Specific Research Questions

1

What action did lung and colorectal cancer patients, diagnosed in the previous
12 months, take to manage their symptoms in the time period between first
noticing symptoms and seeking medical advice?

Is there potential for a community pharmacy-based service intervention to

facilitate earlier diagnosis of lung or colorectal cancer?

2.3 Objectives

In a sample of people diagnosed with lung or colorectal cancer, to:

1

identify and quantify what action patients took to manage their early cancer
symptoms

identify what health services or resources, if any (NHS or other), patients
accessed, when seeking to manage their symptoms e.g. primary care, A&E,
community pharmacy, alternative practitioners, health-related literature, phone-
lines, and websites.

identify if there are time points in the pre-diagnostic pathways where opportunities
exist to deliver interventions to facilitate earlier medical consultation prompting
earlier diagnosis of lung or colorectal cancers.

explore whether such interventions could be delivered by community pharmacy

and propose what format such interventions could take.



3 Method

3.1 Literature search

A literature search was carried out to establish what is known about: the actions patients
take to manage their early cancer symptoms prior to diagnosis; the role of community
pharmacy in the early detection of cancer; and the factors that influence patientséactions

with regard to cancer symptoms.

The databases searched and the search terms used are presented in a table in Appendix Formatted
J1Appendix-1. Articles published up to October 2011 were included. The literature search | Formattec

. . . . F tted
informed the background for this report and the questionnaire content. gﬁ’;’ﬂ,ia?

3.2 Study design

This was a retrospective quantitative study using a self-completion, postal questionnaire
sent to patients, diagnosed with lung or colorectal cancer within the previous 12 months,
attending cancer outpatient clinics. Quantitative methods are the maost appropriate method
for the proposed investigation to describe pat i ent sé management of sy

diagnosis.

3.3 Setting

Data was collected in three health board areas: Grampian, Tayside and Greater Glasgow

and Clyde between December 2013 and February 2014

3.4 Inclusion and exclusion criteria

Patients who were 18 years old or over and had been diagnosed with lung or colorectal
cancer in the previous 12 months were eligible for inclusion in the study. Patients were
excluded if they did not meet the inclusion criteria or were assessed by their oncology
consultant as having any medical or psychological problem that would prevent them

participating.

3.5 Sample size

Around 4,800 and 4,000 cases of lung and colorectal cancer respectively, were diagnosed
in Scotland in 2010%. In the three target Health Board areas, the combined number of new
diagnoses for that year was 3,666 (2,154 for lung and 1,512 for colorectal cancer) **. Not
all of those cases would be eligible for invitation to this survey (e.g. too ill to participate or
not being treated by participating clinicians). Overall, for people diagnosed with all types of
lung cancer at all stages, about 28% of people will live for at least one year after diagnosis®®.
For bowel cancer the survival rate at 5 years is 50%3’. Assuming similar case numbers for

2013, the target sample size was 1400 patients with a confirmed diagnosis of lung or
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colorectal cancer: 700 of each. A minimum of 250 responses (17.9% response rate) was
needed to be able to estimate a prevalence of visiting a community pharmacy of 20% +/-
5% (95% confidence interval). Data collection started in October 2013 and finished in
February 2014.

3.6 Data collection and a nalysis

3.6.1 Development of data collection tools

Development of the questionnaire (Appendix 2Appendix-2), which included symptom Formatted
lists for lung and colorectal cancer was informed by the aims of the research, the

published literature,8710.28-33.3637.39-45 gnd the findings from previous research?’. A
landmark calendar instrument 2-3 was included at the start of the questionnaire to
aid participantso6 rsgmpmrhsl The questiomnbira tomprised t o t h e
seven sections. Section A was about the participantsécancer diagnosis. Section B
focused on participantsbawareness, interpretation and reporting of symptoms. A list
of symptoms associated with each cancer was also included as a prompt for
participants to identify if and when they had experienced each listed symptom.
Section C investigated the action participants took to manage their symptoms and
Section D concentrated specifically on the interaction participants had with friends
and family or any healthcare professional (i.e. nurse, pharmacy staff, GP, or out of
hours services) related to their symptoms. Specific data relating to any interaction
with a pharmacist/pharmacy staff and their GP were collected in Sections E and F
respectively. The final section of the questionnaire collected demographic data and
details of the particip®detCarterBandr eaeg®i ghsan
The Participant Information Sheet (PIS)and consultantsdé | etters v
examples developed in the Centre of Academic Primary Care for other studies

exploring issues around cancer diagnosis.

3.6.2 Pilot questionnaire

The questionnaire was pre-piloted in the Department of General Practice of the
university. Both the colorectal cancer and lung cancer questionnaires were then
piloted in the University of Aberdeen colorectal cancer patient group (n=12) and lung
cancer patients (n=10) in Grampian, respectively. The pilot study revealed no issues
with the content and structure of the questionnaire but a few minor changes were
made to the formatting and the language used in some parts. Patients who
participated in the pilot were not included in the main study sample. The limited pool
of patients meant that a larger pilot, to assess response rates, was not considered

possible.



3.6.3 Participant Identification and Recruitment

Consultants in Grampian, Glasgow and Tayside, who had responsibility for the care
of lung or colorectal cancer patients, were invited to support the study. Following a
meeting with the researcher, they agreed to support this research in their NHS board
area. Recruitment packs containing a PIS, a questionnaire, a letter from the
appropriate consultant and a reply paid envelope were prepared. A list of potentially
eligible patients was compiled by members of the medical team at each NHS site.
The consultant screened the list against the study inclusion and exclusion criteria and
removed those patients from the list that they assessed as ineligible or unable to
participate. The researcher assigned a unique ID number to each patient and
recorded this on both the list and the questionnaire. Eligible patients were sent a
recruitment pack. The patient lists were retained in a locked cupboard in the hospital
site at which they were generated. All addressed questionnaire packs were posted
through the hospital mailing system. The researcher kept a note of the participantsd
codes on the completed questionnaires and also on those that were returned as @one
awayobor @eceasedd A month later, the patients associated with these codes were
removed from the original list. The list was re-examined by the consultant or a
member of their team and patients who had subsequently died or become too ill to
participate were again from the list: reminder questionnaires were sent to those
remaining. At the request of the ethics committee only one round of reminders was

sent.

3.6.4 Informed consent

Consent was assumed when participants returned a completed questionnaire.

3.6.5 Data Entry

The data from all the completed questionnaires was entered into an SPSS v.23
database, developed by the researcher and checked by one supervisor. The data
was entered exactly as the participants answered the questionnaire. A 10% sample

was checked for accuracy and consistency by one supervisor.

3.6.6 Data cleaning

The database was cleaned to ensure that the dnissing§ dnvalidéand dot applicabled

codes had been applied accurately and consistently across the database.

T The&Nod Ap p todecwvastappéed when participants did not provide an answer

where it was not required



i Data was recorded as 6 Mi s dfipartgipants did not provide an answer for a
specific question where a response was expected, given their previous answers.
i Data was recorded as 6 | n v whleri tHedanswer provided did not answer the

guestion asked or it contradicted a previous answer.

The questionnaire contained several filter questions. In many cases participants
completed the follow-up questions in these sections despite indicating in the filter
question that the section did not apply to them or in some cases omitting to answer
the filter question.. In cases where more than one of the follow up questions had been
answered and these answers provided relevant data and were not 6 i n \ thdir initlab
answer to the filter question was changed. This ensured that the par t i ci pant s

responses to the follow up questions were counted in the analysis.

In addition a small amount of qualitative data was collected. This was entered into the
SPSS database verbatim as a text string.

3.6.7 Data Analysis

Data analysis was carried out using SPSS v.23 to produce frequencies and
descriptive statistics and comparisons of outcomes where appropriate.

The data collected using the questionnaires was mainly categorical. The two cancer
groups were independent therefore chi squared tests were used to explore

differences between the colorectal and lung cancer groups.

For Chi square analysis the Pearson chi squared value was used. However, for 2x2
tables the continuity correction statistic was used. Where more than 20% of the cells
had an expected value of <5 cases, categories were combined (e.g. for age band) or
the Fischer 6s e x avastused (e.g. edudatmm). A2-gsided P \albel ok
<0.05 demonstrates a significant difference between the groups.

When analysing paired binary data e.g. awareness of symptoms before and after

prompting with a symptoms list, Mc Nemar 6 s test fowaspsad red bi na

The qualitative information was coded into common themes and is reported in the

results section.



3.7 Ethics and R and D approval

Appropriate study documentation was submitted using the IRAS system, for Ethical and
NHS Research and Development approval for the three health board areas: Greater
Glasgow and Clyde, Tayside and Grampian, on 25th June 2013. A research passport
application for the researcher was also submitted to each Health Board area. A
proportionate ethical review was appropriate for this research and approval was received
from NRES Committee London - Queen Square on 16™ July 2013 following a minor
alteration to the Patient Information Sheet relating to the approving Ethics committee. A
minor amendment to reflect a similar changetot he consul tant so i
patients was submitted and approved by ethics. A further minor amendment was submitted
requesting an extension to the data collection period and changing the formatting of the
guestionnaire. This was also approved on 15T October 2013. Letters of access, from each
NHS board, were provided for the researcher to support data collection activities in the 3
hospitals: Aberdeen Royal Infirmary, Glasgow Royal Infirmary and NinewellséHospital. All

Ethics and R & D activities are documented in Error! Reference source not

found.Appendix4

nvitat



4 Results

4.1 Response Rates

Overall there was a 38.3% response rate (220/ (608-33)) allowing for the patients who
responded not wishing to participate (n=102) and those who died, were no longer eligible
or had moved away (n=33). After agreeing to participate, numerous attempts, using
different strategies failed to engage the lung consultant in Tayside in the research.
However, despite failing to recruit any lung cancer patients from Tayside, the response rate

for each cancer group was similar (Table 1)

Table 1 Details of Questionnaires sent and returned

Total Total % Number Number Numbe %
sent  number returned returned deceased completec response
returned not no longer

wanting tc eligible or
participate moved

away
Colorectal Glasgow 151 77 51 28 9 40 28.2%
Grampian 154 91 59.1 21 0 70 45.5%
Tayside 78 46 59 11 0 35 44.9%
Total 383 214 55.9 60 9 145 38.8%
Lung Glasgow 132 79 59.9 22 19 38 33.6%
Grampian 93 62 66.7 20 5 37 42.1%
Total 225 141 62.7 42 24 75 37.3%
Grand 608 355 58.4 102 33 220 38.3%

Total
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4.2 Participant Demography

Participants were mainly white, elderly, living with a partner or spouse (Table 2). There was
no significant difference between cancer groups for these participant characteristics. More
than half of the participants had entered some information into the Landmark Calendar.

Unless otherwise stated all the percentages in the results tables are column percentages.

There was a significant difference in the gender of participants with the two cancer types:
a greater proportion of the colorectal cancer participants were male, compared to female

but for lung cancer the greater proportion were female.

More than 75% of participants rated their overall health before experiencing their symptoms
as good or better. There was a significant difference in how the two cancer groups rated
their health (p<0.001): more colorectal than lung cancer participants rated their health as

good to excellent. [X?= 15.1, (continuity correction for 2x2 table) 1df]

There was also a significant difference in the level of education achieved between the two
cancer groups (p<0.001): more colorectal cancer than lung cancer participants achieved
qualifications beyond school (SVQ or above) [X?= 12.6, (continuity correction for 2x2 table)
1df] (Table 2)
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Table 2 Demographic characteristics of respondents

All Survey Colorectal Lung p value
Respondents Cancer Cancer for Chi
(N=220) (N=145) (N=75) squared
n n(row %) n(row %)
Sex Male 116 85(73.3)  31(26.7) 0.028
Female 103 60(58.3) 43 (41.7)
Missing 1 0 1(100)
Age Range * 18-29 1 1(100) 0(0) 0.649
30-39 2 2(100) 0(0)
40-49 7 4(57.1) 3(42.9)
50-59 41 34(82.9) 7(17.1)
60-69 71 43(60.6) 28 (39.4)
70-79 82 50(61) 32 (39)
80+ 15 11(73.3) 4 (26.7)
Missing 1 0 1(100)
Health Board Grampian 107 70 (65.4) 37(34.6) <0.001
Area Greater Glasgow and 78 40(51.3) 38(48.7)
Clyde
Tayside 35 35(100) 0(0)
Missing 0 0(0) ©)
Ethnic group White 217 143(65.9) 74(34.1) 1.000
Asian or Asian British 1 1(100) 0
Missing 2 1(50) 1(50) 0.986
*Home Living alone 56 37 (66.1) 19(33.9)
circumstance With a partner or spouse 149 99(66.4) 50(33.6)
With other family 11 6(54.5) 5 (45.5)
other 3 3(100) 0(0)
Missing 1 0(0) 1(100)
***Description Excellent 34 27(79.4) 7 (20.6) <0.001
of health Very good 67 53(79.1) 14(20.9)
before Good 69 43(62.3) 26(37.7)
symptoms Fair 36 14(38.9) 22(61.1)
Poor 9 4(44.4) 5 (55.6)
Missing 5 4(80) 1(20)
****Education School leaving certificate 69 47(68.1) 22(31.9) <0.001
O-levels or standard 51 45(88.2) 6(11.8)
grades
Highers or A levels 42 40 (95.2) 2(4.8)
GSVQ or SVQ 13 10 (76.9) 3(23.1)
Professional or technical 60 50(83.3) 10(16.7)
qualification
HNC or HND 19 15(78.9) 4(21.1)
University degree 28 26(92.9) 2(7.1)
None of the above 55 26(47.3) 29(52.7)
Other qualification 23 20(87) 3(13)
Missing 1 0 1(100)
Completed Yes 148 101(68.2) 47(31.8) 0.370
calendar No 72 | 44(61.1) 28(38.9)
% in this table are row percentages
*Age was recoded into bands for analysis [(18-49), (50-69), and (70 and over)],
*Home <circumstances was recoded as 6living alonebd, 6wit
*»**Description of health was recoded as 6good to excellent
*»* ** Fducation was recoded as 6School 6 and 6More than scho

A significant difference also existed in the number of participants with each type of cancer from each Health
Board area. This is due to the lack of recruitment at the Tayside site of Lung cancer participants, however when
Tayside is excluded from the analysis there is no significant difference in the number of patients with each
cancer participating from the other two sites (p=0.075). [X2= 3.178, (continuity correction for 2x2 table) 1df]
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Further statistical analysis was conducted to determine if demographic factors affected how

participants rated their health prior to them being aware of symptoms.

Gender and education influenced how participan
any symptom. A larger proportion of males rated their health as good to excellent compared
to females. Also a larger proportion of participants who had received a higher level of

education rated their health as good to excellent. (Table 3)

Table 3 Effect of demographics on how participants rated their health prior to
noticing their symptoms

How they described their p Value
health before they noticed for Chi

their first symptom squared
(N=215)
Good to Poor to Fair
Excellent n (row %)
n (row %)
Age 18-49 9 (90) 1(10) 0.611
50-69 85 (77.3) 25 (22.7)
70 and over 76 (80) 19 (20)
Gender Male 97 (85.1) 17 (14.9) 0.033
Female 73 (72.3) 28 (27.7)
Education School 91 (73.4) 33 (26.6) 0.026
More than school 79 (86.8) 12 (13.2)
Home On your own 38 (69.1) 17 (30.9) 0.069
circumstances With a partner or spouse 122 (83.6) 24 (16.4)
Other family or other 10 (71.4) 4 (28.6)
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Less than one third of patients knew the stage of their cancer. There was no significant
difference between the two cancer groups in their knowledge of their stage of cancer

(p=0.76) nor in the stages of cancer between the 2 groups (p=0.57) (Table 4).

Table4dPar t i c ingpviedge of stagdof cancer

All Survey Colorectal Lung p Value
Respondents Cancer Cancer  for Chi
(N=220) (N=145) (N=75) squared
n(%) n(%) n(%)
Did they know Yes 81(36.8) 54(37.2) 27(36) 0.76
the stage of No 132(60) 84(58) 48(64)
their cancer Missing 7(3.2) 7(4.8) 0(0)
Stage of Stage 1 19(8.6) 10(6.9) 9(12) 0.57*
cancer Stage 2 18(8.2) 11(7.6) 7(9.3)
Stage 3 17(7.7) 14(9.7) 3(4)
Stage 4 11(5) 5(3.4) 6(8)
Total 65 (29.5) 40(27.6) 25(33.3)
Can 10(4.6) 9(6.2) 1(1.3)
remember
N/A 139(63.2) 91(62.8) 48(64)
Missing 6(2.3) 5(3.4) 1(1.3)

*p value calculated by combining stage 3 and 4 due to the small counts in the cells

4.3 Symptom Knowledge, Awareness and Assessment

More than half the participants had noticed symptoms before their diagnosis but there was
no significant difference between the cancer groups (p=0.44). Those who did notice
symptoms appraised them as moderately or slightly serious (64.4%), but again, there was
no difference between the cancer groups (p=0.47).

Participants commonly associated their symptoms with minor ailments or age, but more

than a quarter indicated they didndoherekwasaw what

significant difference between the two cancer groups for those who thought their symptoms
were caused by smoking or diet: more lung cancer patients thought smoking was causing
their symptoms p<0.001[X?= 42.26, (continuity correction for 2x2 table) 1df], and more
colorectal cancer participants thought their diet was causing their symptoms p=0.017
Fishers exact test [X?= 4.01 (continuity correction for 2x2 table) 1df]. Question 8 in the
questionnaireas k ed t he [Beford youwwen aware sf yaur symptom(s) did you
know any of the warning symptoms for colorectal/lung cancer6There was a statistically
significant difference between the two cancer groups for their knowledge of warning
symptoms (p=0.037): more colorectal cancer participants than lung cancer participants
definitively answer ed 0y avwa@ oftwarning symptans for their type of cancer
(Table 5)
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Table 5 Awareness and assessment of initial symptoms

All Survey Colorectal Lung p Value
Respondents Cancer Cancer for Chi
n(%) n(%) n(%) squared
Did they notice Yes 143(65) 98(67.6) 45(60) 0.44
any symptoms Not sure 6(2.7) 3(2.1) 3(4.0)
before No 70(31.8) 43(29.7) 27(36)
diagnosis Missing 1(0.5) 1(0.7) 0(0)
(N=220) Total 220 145 75
How serious Extremely serious 6(4.2) 4(4.1) 2(4.4) 0.47
they rated Very serious 16(11.2) 11(11.2) 5(11.1)
these Moderately 40(28) 26(26.5) 14(31.1)
symptoms serious
(N=143) Slightly serious 52(36.4) 40(40.8) 12(26.7)
Not at all serious 27(18.9) 16(11.2) 11(24.4)
Missing 2(1.4) 1(1) 1(2.2)
Total 143 98 45
What they Age 53(37.1) 34(34.7) 19(42.2) 0.497
thought was Cancer 22(15.4) 14(14.3) 8(17.8) 0.773
causing their Busy lifestyle 24(16.8) 19(19.4) 5(11.1) 0.32.3
symptoms * Smoking 23(16.1) 2(2.0) 21(46.7) <0.001
(N=143) Change in diet 11(7.7) 11(11.2) 0(0) 0.017
CC (N=98) Another 27(18.9) 15(15.3) 12(26.7)  0.167
LC (N=45) diagnosed iliness
A minor iliness 62(43.4) 45(45.9) 17(37.8) 0.465
Another cause 36(25.2) 28(28.6) 8(17.7) 0.241
Didnot 42(29.4) 30(30.6) 12(26.7) 0.777
Didnot 11(7.7) 7(7.1) 4(8.9) 0.741
anything
Knowledge of Yes 70(49) 55(55.6) 15(34.9) 0.037**
warning Not sure 13(9.1) 7(7.1)  6(13.9)
symptoms No 59(39.9) 37(37.4) 22(51.2)
before Total 142 99 43
diagnosis
(N=142 )**

* Participants selected more than one option, therefore this adds up to >100%

**No and not sure answers were combined to compare definitive yes answers and eliminate small cell counts
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Question 9 in the questionnairea s k e d p a rPease listm@alatme tcadoredal/lung cancer
symptoms you were aware of.60ne third of colorectal cancer participants (Table 6) and
20% of lung cancer participants (Table 7) indicated on the list of symptoms provided that
they could name some warning symptoms associated with their type of cancer before they
were diagnosed. The most common for colorectal cancer participants were blood in stools,
change in bowel habit, abdominal, rectal and back pain and weight loss, and for lung cancer
participants the most common were persistent cough, breathlessness and coughing up
blood.

Table 6 Warning symptoms colorectal cancer patients had knowledge of
before diagnosis (N=55)

Number of % of colorectal
Warning Symptoms colorectal cancer patients
cancer patients who knew about
aware of this warning
warning symptoms and
symptom identified this one
(N=55%) %
n
Blood in stools 39 70.9
Change in bowel habit/constipation/diarrhoea 25 45.5
Pain: abdominal , back and rectal 11 20.0
Weight loss 8 14.5
Anaemia 4 7.3
Tiredness/fatigue/lack of energy 3 55
Bloating/wind 2 3.6
Previous history of bowel cancer 2 3.6
Nausea/ vomiting 1 1.8
Mucus in stools 1 1.8
Loss of appetite 1 1.8
Other symptoms 3 55
Missing 1 1.8

(*Ref Table 5Table-5: 37.9 % of total colorectal cancer participants. Some participants knew about more than
one symptom, therefore this adds up to >100%)
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Table 7 Warning symptoms lung cancer patients had knowledge of before

diagnosis (N=15)

Warning Symptom

Number of lung cancer
patients aware of this
warning symptom (N=15%)

% of lung cancer patients
who knew about warning
symptoms and identified
this one

n %
Cough (persistent) 5 33.3
Breathlessness 4 26.7
Coughing up blood 3 20.0
Change in cough 1 6.7
Chest pain 1 6.7

Weight loss 1 6.7

Lack of energy 1 6.7
Sickness 1 6.7
Other answers i.e. smoking, 3 20.0

bad working conditions

Missing 4 26.7

(*Ref Table 5Table-5: 20% of total lung cancer participant. Some participants knew about more than one
symptom therefore this adds up to >100%)

Statistical analysis was carried out to examine the effect of demographic characteristics on

participantsbknowledge of warning symptoms for their type of cancer. Gender, level of

educati

on

Formatted

a n dliving @ircumistancep avastnet@associated with par t i ci pant s

knowledge of warning symptoms for their cancer (Table 8).

Table 8 Demographic factors and their association with t he par t
knowledge of warning symptoms (N=141)
Knowledge of Total p Value
warning symptoms for Chi
for their type of squared
cancer before they
were aware of any
symptoms
Yes No and
n(row%) Not sure
n(row%)
Gender Male 30(42.9) 40(57.1) 70 0.152
(N=141)* Female 40(56.3) 31(43.7) 71
Level of School  34(42.5) 46(57.5) 80 0.076
Education More than school 36(59) 25(41) 61
(N=141)*
Living On theirown  22(56.4) 17(43.6) 39 0.055
arrangements With a partner or spouse  40(43.5) 52(56.5) 92
(N=141) With other family or other 8(80) 2(20) 10

*Of the 142 participants who had knowledge of symptoms, one did not complete the demographics section
therefore for gender and living arrangements (N=141)
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In question 4 of the questionnaire the participants were asked if they noticed having any

symptoms before they were diagnosed. Those t hat answered O0yesd wer
any symptoms they remember experiencing before they were told they had cancer. In
question 10 of the questionnaire, al | particip
sured or O6énod t ekedgtwiedgdte, anra sydptoms kist; whichasymptoms

they had experienced before they were told they had cancer. Three participants (1

colorectal and 2 lung cancer) reported noticing symptoms in question 4 but missed out q.10

(participant number 20, 173 and 175).

There was no difference between the cancer groups for having noticed symptoms before

their diagnosis. There was also no difference between the two cancer groups for awareness

of symptoms before their cancer diagnosis after being shown a symptoms list specific to

their cancer. (Table 9)

Table 9 Experience of symptoms: Prompted versus unprompted (N=220)

All Survey Colorectal Lung p Value
Respondents Cancer Cancer for Chi
(N=220) (N=145) (N=75) squared
n(%) n(%) n(%)
Did they notice Yes 143(65) 98(67.6) 45(60) 0.299*
any symptoms Not sure 6(2.7) 3(2.1) 3(4.0)
before No 70(31.8) 43(29.7) 27(36)
diagnosis* Missing 1(0.5) 1(0.7) 0(0)
Experienced Yes 178(80.9) 116(80) 62(82.7) 0.411
one or more No 38(17.3) 28(19.3) 10 (13.3)
Symbroms from Missing 4(1.8) 1(0.7) 3(4)

*No and not sure answers were combined to compare definitive yes answers and eliminate small cell counts

Statistical analysis was carriedoutt 0 c omp ar e gxperiende of symptams mefre
diagnosis before and after prompting with a symptoms list for the whole sample and for
individual cancer groups. Since the same individuals were surveyed for their experience of
symptoms before and after prompting, the data is paired. The appropriate test for this is
McNemarbs test for p@able#dd bi nary dat a.

Table 11Fable-11 and Table 12) Five participants did not answer both questions so were
excluded from this analysis so the number of valid cases is N=215

For the total sample and for both of the cancers individually there is a difference in the
participantsd awareness onfiore Payticigantso wese: aware that they had
experienced symptoms when prompted with a symptoms list [colorectal cancer N=143

(number of valid cases) p<0.001; lung cancer N=72 (number of valid cases) p<0.001]
These findings are further illustrated in Figure 1
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Table 10 Comparison of all participants stating awareness of symptoms
before diagnosis before and after seeing symptom prompt list (N=215)

All Participants Aware of symptoms before list Total p value
Yes No and not sure Mc Ne ma
n(row%) n(row%) test
Selected any Yes 138 (77.9) 39 (22.1) 177 <0.001*
pymprom from the No 2(5.3) 36(94.7) 38
Total 140 75 215

*binomial distribution

Table 11 Comparison of colorectal cancer participants stating awareness of
symptoms before diagnosis before and after seeing symptom prompt list

Colorectal Cancer Aware of symptoms before list Total p value
Yes No and not sure Mc Ne ma
n(row%o) n(row%o) test
Selected any Yes 96(83.5) 19(16.5) 115 <0.001*
symprom from the No 1(3.6) 27(96.4) 28
Total 97 46 143

*binomial distribution

Table 12 Comparison of lung cancer participants stating awareness of
symptoms before diagnosis before and after seeing symptom prompt list

Lung Cancer Aware of symptoms before list Total p value
Yes No and not sure Mc Ne ma
test
Selected any Yes 42(67.7) 20(32.3) 62 <0.001*
symptom from the No 1(10) 9(90) 10
Total 43 29 72

*binomial distribution
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Figure 1 Participants6 awareness of experiencing Ssymptoms prior

to

diagnosis- unprompted versus prompted with a symptoms list (N=220)
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The symptoms that participants identified from the list only are shown in

Fable-13, Figure 2 and Figure 3. Colorectal cancer participants most often experienced

changes to function of their bowel, including diarrhoea, constipation, passing blood or

abdominal pain. Lung cancer participants most commonly experienced breathlessness,

cough, and pain in the chest, shoulders or back. Tiredness and weight loss were symptoms

identified by both cancer groups.

Table 13 Symptoms participants identified from the symptoms lists as

experienced before diagnosis (N=178)

(Filtered for those participants who identified symptoms from list. Participants could select all the symptoms
they experienced therefore >100%)

Yes Not sure

n(%) n(%)
Symptoms Identified Loose stool diarrhoea or constipation 59(50.9) 3(2.6)
Lrgl':rte';fa’f?a?g;r”“ by Change in bowel habit 50(43.1) 5(4.3)
patients Tiredness 46(39.7) 4(3.4)
(N=116) Blood in stools 45(38.8) 5(4.4)
Abdominal pain 38(32.8) 1(0.9)
Bleeding from the back passage 32(27.6) 1(0.9)

Feeling bloated 29(25) 0(0)
Breathlessness 28(24.1) 2(1.7)
Weight loss 27(23.3) 5(4.3)
Anaemia 21(18.1) 3(2.6)

Vomiting 21(18.1) 0(0)
Pain in back passage 11(9.5) 4(3.4)

Symptoms Identif_ied Shortness of breath 43(69.4) 1(1.6)
ES% tgg bro rmp":ti"esnttgy Tiredness 29(46.8) 2(3.2)
(N=62) Cough 28(45.2) 0(0)
Coughing up phlegm 28(45.2) 1(1.6)

More shortness of breath than normal 28(45.2) 2(3.2)

Pain in chest , shoulders or back 25(40.3) 1(1.6)

Weightloss 20(32.3) 3(4.8)

Loss of appetite 20(32.3) 2(3.2)

Hoarse voice 12(19.4) 3(4.8)

Change in cough they had for a while 11(17.7) 1(1.6)

Coughing up phlegm with blood in it 11(17.7) 1(1.6)

Difficulty swallowing 5(8.1) 1(1.6)

Changes in fingers and nails 4(6.5) 2(3.2)

Swelling in face or neck 0(0) 1(1.6)

(Ref Table 9Fable 9 : 42 participants (29 colorectal and 13 lung) did not select any symptoms from the list)
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Figure 2 Percentage of colorectal cancer participants experiencing

symptom(s) from the prompt list (N=116)
(Filtered for those participants who identified symptoms from list- Participants could select all the symptoms
they experienced therefore>100%)

Pain in back passage mm 9.5
Vomiting meeessss—— 5.1
Anaemia e 8.1
Weight loss maeeeeeesss———— 3.3
Breathlessness me——————— 24 1
Feeling bloated meeesssssssss———— 25
Bleeding from the back passage eeessssssssss——— 77.6
Abdominal pain  eeessssssss———————— 32 3
Blood in stools meeessssssssssssssss—— 32 3
Tiredness mee——————sssssssssssssssssss 39 7
Change in bowel habit 13.1
Loose stool diarrhoea or constipation 50.9

Symptomsfrom the prompt list
experienced by
colorectal cancer participants

0 10 20 30 40 50 60

% colorectal cancer patients N=116

(RefTable 9Fable-9 : 29 colorectal participants did not select any symptoms from the list)

Figure 3 Percentage of lung cancer participants experiencing symptom(s)

from the prompt list (N=62)
(Filtered for those participants who identified symptoms from list- participants could select all the symptoms
they experienced therefore>100%)
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(Ref,Table 9Fable-9 : 13 lung cancer participants did not select any symptoms from the list)
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4.4 Actions Taken By Patients

99 participants answered §esbor ot suredto the question @id you take any action(s) to

manage your symptoms in the period before you were told you had cancer6 In response to

the subsequent targeted question, three of the five participants who had answered ot sured

specified an action they had taken, the remaining two did not answer the question. In

addition one person who stated they had taken action did not specify which action they

took. The total number of participants specifying what action they took is therefore 96.

There was no significant difference between the two cancer groups regarding whether they

took any action to manage their symptoms (p=0.176) [X?=2.617 (Continuity correction for
2x 2 table) 1df] or specifying what action they took (p=1.00) Fishers Exact Test [X?=0.000
(Continuity correction for 2x 2 table) 1df (Table 14)

Table 14 Frequency distribution of participants who took action and specified

what action they took to manage their symptoms (N=220)

AllSurvey Colorectal Lung p- Value
Respondents Cancer Cancer
(N=220) (N=145) (N=75)
n(%) n(%) n(%)
Took action to Yes 94(42.7) 56(38.6) 38(50.7) 0.176
manage
symptoms Not sure 5(2.3) 3(2.1) 2(2.7)
No 78(35.5) 57(39.3) 21(28)
N/A 36(16.4) 25(17.2) 11(14.7)
Missing 7(3.2) 4(2.8) 3(4)
Specified what Yes 96(43.6) 56(38.6) 40(53.3) 1.0
action the
oo Y No 3(1.4) 1(0.7) 0(0)
N/A 114(51.8) 83(57.2) 32(42.7)
Missing 7(3.2) 5(3.5) 3(4)

When asked 6 Wh a t

actiond diind ryeluattiakre ?t o

managing t

participants in both cancer groups most frequently selected self-treating with medicines .

(Table 15 and Error! Reference source not found.Figure-4) Participants tended to act

within the first 12 weeks of noticing symptoms but 15 participants reported waiting until

after 24 weeks before taking the specified action. A quarter of the participants that

specified what

action

t hey had

stated that they had gone to their doctor (Table 16)
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Table 15 Number of weeks participants waited before taking specified action

(N=96)
(Filtered to participants who specified what action they took. Participants could select more than one, .therefore
>100%)
Number of weeks All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
Stopped 0-4 6(30) 0 6(30)
smoking 5-8 1(5) 0 1(5)
(N=20) 9-12 0 0 0
13-24 2(10) 0 2(10)
25-32 2(10) 0 2(10)
33-40 0 0 0
More than 41 1(5) 0 1(5)
Missing 8(40) 0 8(40)
Changed diet 0-4 7(41.2) 7(41.2) n/a
(N=17) 5-8 3(17.6) 3(17.6) n/a
9-12 2(11.8) 2(11.8) n/a
13-24 1(5.9) 1(5.9) n/a
25-32 0 0 n/a
33-40 1(5.9) 1(5.9) n/a
More than 40 1(5.9) 1(5.9) n/a
Missing 2(11.8) 2(11.8) n/a
Rested more 0-4 8(36.4) 4(18.2) 4(18.2)
(N=22) 5-8 1(4.5) 1(4.5) 0
9-12 1(4.5) 1(4.5) 0
13-24 0 0 0
25-32 1(4.5) 1(4.5) 0
33-40 1(4.5) 0 1(4.5)
More than 40 4(18.2) 3(13.6) 1(4.5)
Missing 6(27.3) 4(18.2) 2(9.1)
Used medicines 0-4 18(29.5) 8(13.1) 10(16.4)
(N=61) 5-8 5(8.2) 5(8.2) 0
9-12 3(4.9) 3(4.9) 0
13-24 4(6.6) 3(4.9) 1(1.6)
25-32 1(1.6) 1(1.6) 0
33-40 1(1.6) 1(1.6) 0
More than 40 1(1.6) 1(1.6) 0
Missing 28(45.9) 11(18.0) 17(27.9)
Checked internet 0-4 4(57.1) 4(57.1) 0
(N=7) 5-8 0 0 0
9-12 2(28.6) 2(28.6) 0
13-24 1(14.3) 1(14.3) 0
Missing 0 0 0
Other action 0-4 8(25) 6(18.8) 2(6.2)
(N=32) 5-8 2(6.2) 2(6.2) 0
9-12 1(3.1) 1(3.1) 0
13-24 0 0 0
25-32 11(3.1) 1(3.1) 0
Missing 20(62.5) 19(59.4) 1(3.1)




Figure 4 Percentage of participants taking named action to manage their
symptoms (N=96)

(Filtered to participants who specified what action they took. Participants could select more than one, .therefore
>100%)
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%6 participants
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Table 16 Other action taken by cancer participants to manage symptoms
before diagnosis (N=32)
(Filtered for patients who had specified the action they had taken ref Table 10Table 14Fable14-

Participants listed more than one action therefore >100%)

Specified 6ot herd act i NumberofColorectal Cancer participants

cancer participants (N=29)
n %
GP Wentto GP 21 72.4
Multiple visits to GP 5 17.2
Blood tests 1 3.5
Examined in surgery 1 35
Prescribed pain killers 2 6.9
Prescribed indigestion remedies 1 35
Asked to be referred privately 1 3.5
Locum referred for cat scan and x-ray 1 3.5
Referred to colorectal surgeon 1 3.5
Gave stool sample 1 3.5
Told it wa 1 35
Told it was IBS, and was refused further tests 1 35
Admitted same day 1 3.5
Other action taken Bowel screening kit 6 20.7
Wentto A& E 3 10.3
Out of Hours Doctor 1 3.5
NHS 24 1 35
Bought activated charcoal 1 3.5
Specified 6otherd acti Number of lung cancer participants
participants (N=3)
n %
Went to GP 2 66.7
Went to hospital 1 33.3
Total 3 100
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4.4.1 Action Taken: Use of medicines

Statistical analysis was carried out to examine the effect of demographic characteristics on

t he parti cinedicmessodmanageaheinsiymptoms (Table 17). Type of cancer,
age, gender , living circumstance and | evel of
choice to use medicines to manage their symptoms. One participant did not complete the
demographic section of the questionnaire, but had indicated the type of cancer they had
therefore the total number of participants for the demographic questions is 95 rather than
96 (for type of cancer).
Table 17 Demographic factorsandtheira s s oci at i on wi tuse t he
of medicines (N=61)
(Filtered to participants who specified what action they took.)
Did they use medicines to p-value
manage their symptoms Total
Yes* No
n(row%) n(row%)
Type of cancer Colorectal 33(58.9) 23(41.1) 56 0.370
Lung 28(70) 12(30) 40
Gender Male 25 (56.8) 19 (43.2) 44 0.237
Female 36 (70.6) 15(29.4) 51
Age band** 18-49 2(66.7) 1(33.3) 3 0.721*
50-69 34(66.7) 17(33.3) 51
70 and over 25(61) 16(39) 41
Do they live On their own 19(73.1) 7(26.9) 26 0.386
With someone 42(60.9) 27(39.1) 69
Level of Education Only school 34(69.4) 15(30.6) 49 0.383
More than school 27(58.7) 19(41.3) 46

*Ref Table 15: 61 participants reported using medicines to manage their symptoms
**33.3% cells had an expected count less than 5 so the p-value calculated is based on merging the age band

data for 18-49 with 50-69
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The medicines taken by colorectal and lung cancer participants are shown in Table 18 and
Figure 5 and Table 19 and Figure 6 respectively. The majority of medicines use by
participants with colorectal cancer were available without a prescription and were mainly to
treat symptoms associated with the stomach, bowel or rectum and to manage pain.
However, for lung cancer participants, other than paracetamol, co-codamol and cough
mixtures, the medicines they stated they were using were only available on prescription and

most of these were inhalers.

Table 18 Medicines taken by colorectal cancer participants to manage their

symptoms before diagnosis
(Filtered for patients who had specified the action they took. Participants mentioned more than one medicine,
therefore >100%)

Medicines Taken Number of Colorectal Cancer
patients that specified they took
this medicines

(N=33)
n %
Medicines used to treat dyspepsia and PPI 8 24.2
acid related conditions (BNF1.1 and
1.3)
Gaviscon 5 15.2
H2 antagonists 2 6.1
Antacids 3 9.1
Total 18 54.6
Laxatives Lactulose 3 9.1
Fibre drinks 3 9.1
Senna 2 6.1
Movicol 1 3.
Dulcolax 1 3.
Laxatives and stool softener 1 3.
Total 11 33.3
Other stomach products Colpermin 3 9.1
Antiemetic 2 6.1
Metoclopramide 2 6.1
Alverine 1 3.
Hyoscine butyl bromide 1 3.
Kaolin and morphine 1 3.
Total 10 30
Haemorroid treatment 7 21.2
Total 7 21.2
Pain Kkillers Paracetamol 5 15.2
Tramadol 1 3.
Total 6 18.2
Other Iron 4 12.1
Piriton 1 3.
Deep heat 1 3.
Candét re 1 3.
Total 7 21.2
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Table 19 Medicines taken by lung cancer participants to manage their

symptoms before diagnosis (N=26)

(Filtered for patients who had specified the action they had taken. Participants mentioned more than one
medicine, therefore >100%). Two participants who indicated they had taken medicine did not provide
information about medicines they had taken therefore N=26

Medicines Taken Number of Lung Cancer patients that specified
they took this medicines
(N=26)
n %
Antibiotics 9 34.6
Total 9 34.6
Pain killers 1 3.9
Paracetamol 3 115
Co-dydramol 1 3.9
Co-codamol 1 3.9
Tramadol 1 3.9
Total 7 26.9
Cough medicines 3 115
Benylin 1 3.9
Covonia 1 3.9
Pholcodeine 1 3.9
Total 6 23.1
Inhalers 1 3.9
Salbutamol 4 154
Seretide 3 115
Tiotropium 4 15.4
Symbicort 1 3.9
Total 13 50
Oral steroids 2 7.7
Total 2 7.7
Other Stomach medicine 3 115
Rx drugs 1 3.9
Other meds 3 115
Total 7 26.9
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Figure 5 Percentage Colorectal cancer participants that specified taking this

type of medicine (N=33)
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Figure 6 Percentage Lung cancer participants that specified taking this type
of medicine (N=26)

-«

30

m Antibiotics

® Pain Killers

= Cough Medicines
= Inhalers

m Oral Steroids

m Other




4.4.2 Action Taken: Speak to someone

More than half of the participants had spoken to someone about their symptoms (Table
20Fable-20). Type of cancer, age, gender, living circumstance and level of education did

not influence whether participants spoke to someone (Table 20Fable-20 and Table 21)

Table 20 Number of participants who spoke to someone about their
symptoms prior to diagnosis (N=220)

All Survey Colorectal Lung p-value
Respondents Cancer Cancer
(N=220) (N=145) (N=75)
n(%) n(%) n(%)
Spoke to Yes 118(53.6) 84(57.9) 34(45.3) 0.099
someone Not sure 5(2.3) 3(2.1) 2(2.7)
about their
symptoms No 53(24.1) 30(20.7) 23(30.7)
before their Valid Total 176 (80) 117(80.7) 59(78.7)
Missing 9(4.1) 4(2.8) 5(6.6)
Total 220(100) 145(100) 75(100)

Table 21 Demographic factors and their association with participants

speaking to someone (N=175)*
*One participant did not answer the demographic questions therefore N=175 rather than 176

Did they speak to anyone p-value
about their symptoms Total
Yes/Not No
sure n(row%)
n(row%)
Gender Male 60(65.9) 31(34.1) 91 0.333
Female 62(73.8) 22(26.2) 84
Age band 18-49 6(66.7) 3(33.3) 9 0.442
50-69 68(73.9) 24(26.1) 92
70 and over 48(64.9) 26(35.1) 74
Living On their own 36(76.6) 11(23.4) 47 0.310
circumstances With someone 86(67.2) 42(32.8) 128
Level of Education Only school 67(67) 33(33) 100 0.462
More than school 55(73.3) 20(26.7) 75

Of the five participants that stated they were 6 n o t if sheyrhad @poken to anyone (Table
20Fable-20) four of them entered responses in the subsequent question, therefore the
number of valid cases is 123 for analysis of who the participants chose to speak to. The
majority of participants who spoke to someone about their symptoms spoke to their doctor,
half to their friends and family, with very few participants speaking to anyone else.
Participants tended to follow advice when it was given by their GP, out of hours care and

their friends and family. Very few participants reported that they spoke to a pharmacist or
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their staff (n=4), but in each of these cases suggestions were made to the participant

regarding their symptoms (Table 22)
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Table 22 Frequency distribution of the identity of the person participants

chose to speak to about their symptoms before diagnosis (N=123)
(Filtered for those participants who stated they spoke to someone about their symptoms- Participants could
select all that applied)

All Survey Colorectal Lung
Respondents Cancer Cancer
(N=123) (N=87) (N=36)
n(%) n(%) n(%)
Friends Participant spoke to them 63(51.2) 46(52.9) 17(47.2)
and family Participants did not choose to 60(48.8) 41(47.1) 19(52.8)
speak to them
They made suggestions 50(40.6) 34(39.1) 16(44.4)
Participant did what was 41(33.3) 27(31) 14(38.9)
suggested
Local Participant spoke to them 4(3.3) 3(3.5) 1(2.8)
Chemist or  Participants did not choose to 119(96.8) 84(96.6) 35(97.2)
their staff speak to them
They made suggestions 4(3.3) 3(3.5) 1(2.8)
Participant did what was 2(1.6) 1(1.2) 1(2.8)
suggested
A doctor at Participant spoke to them 103(83.7) 71(81.6) 32(88.9)
their Participants did not choose to 20(16.3) 16(18.4) 4(11.2)
practice speak to them
They made suggestions 85(69.1) 60(69) 25(69.4)
Participant did what was 81(65.9) 57(65.5) 24(66.7)
suggested
Practice Participant spoke to they 5(4.1) 4(4.6) 1(2.8)
nurse Participants did not choose to 118(95.9) 83(95.4) 35(97.2)
speak to them
They made suggestions 3(2.4) 2(2.3) 1(2.8)
Participant did what was 1(0.8) 1(1.2) 0(0)
suggested
OOH , Participant spoke to 14(11.4) 11(12.6) 3(8.3)
NHS24 or Participants did not choose to 109(88.6) 76(87.4) 33(91.7)
A&E speak to them
They made suggestions 13(10.6) 11(12.6) 2(5.6)
Participant did what was 13(10.6) 11(12.6) 2(5.6)
suggested
Other* Participant spoke to 4(3.3) 2(2.3) 2(5.6)
Participants did not choose to 119(96.8) 85(97.7) 34(94.4)
speak to them
They made suggestions 1(0.8) 0(0) 1(2.8)
Participant did what was 0(0) 0(0) 0(0)

suggested

*The four d@therdwere: consultant surgeon, hospital doctor, hospital nurse and dospitald
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The data shown in Table 23 and Table 24 has been filtered for those participants who stated
they spoke to someone about their symptoms (N=123). However, as mentioned previously,
one participant did not answer the demographic questions therefore for Type of Cancer the
number of valid cases is 123 but for gender, age band, living circumstances and level of
education the valid number of cases is 122. Type of cancer, gender, age band, living
circumstances and | evel of education did

doctor at their GP practice (Table 23) or their friends and family (Table 24).

Table 23 Demographic factors and their association with participants
speaking to a GP from their practice

Did they speak to a doctor at p-value
their GP practice about their Total
symptoms
Yes/Not sure Not Selected
n(row%) n(row%)
Type of cancer Colorectal 71(81.6) 16(18.4) 87 0.319
(N=123) Lung 32(88.9) 4(11.2) 36
Gender Male 48(80) 12(20) 60 0.416
(N=122) Female 54(87.1) 8(12.9) 62
Age band 18-49 4(66.7) 2(33.3) 6 0.503
(N=122) 50-69 57(83.8) 11(16.2) 68
70 and over 41(85.4) 7(14.6) 48

Living On their own 28(77.8) 8(22.2) 36 0.413
circumstances  With a partner or spouse 67(87) 10(13) 77
(N=122) Other 7(77.8) 2(22.2) 9
Level of Only school 57(85.1) 10(14.9) 67 0.812
Education More than school 45(81.8) 10(18.2) 55

(N=122)
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Table 24 Demographic factors and their association with participants
speaking to friends and family

Did they speak to friends p-value
and family about their Total
symptoms
Yes/Not Not Selected
sure n(row%)
n(row%)
Type of cancer Colorectal 46(52.9) 41(47.1) 87 0.710
(N=123) Lung 17(47.2) 19(52.8) 36
Gender Male 34(56.7) 26(43.3) 60 0.362
(N=122) Female 29(46.8) 33(53.2) 62
Age band* 18-49 5(83.3) 1(16.7) 6 0.653
(N=122) 50-69 32(47.1) 36(52.9) 68
70 and over 26(54.2) 22(45.8) 48
Living On their own 16(44.4) 20(55.6) 36 0.406
circumstances*  With a partner or spouse 44(57.1) 33(42.9) 77
(N=122) Other 3(33.3) 6(66.7) 9
Level of Only school 32(47.8) 35(52.2) 67 0.445
Education More than school 31(56.4) 24(43.6) 55

(N=122)
*33.3% cells had an expected count less than 5 so the p-value calculated is based on merging the data (i.e. For
age band 18-49 with 50-69 , For living circumstances 6 o t tvas cotnbined witho wi t h a parfyner or sp

Participants were asked to estimate the number of weeks they waited between the start of
their symptoms and first speaking to their chosen person. Those participants who chose to
speak to someone, most often did so within four weeks. The majority spoke to their chosen
person within 12 weeks from first experiencing their symptoms. Nineteen participants
(19/123=15.5%) stated they took 13 weeks or more before speaking to their chosen person
(Table 25)

35



Table 25 Number of weeks participants waited before speaking to chosen

person
(Filtered for those participants who stated they spoke to someone about their symptoms)
All Survey Colorectal Lung
Number of weeks Respondents Cancer Cancer
n(%) n(%) n(%)
Friends and 0-4 37(58.7) 27(58.6) 10(15.9)
family 5-8 4(6.3) 4(8.7) 0(0)
(N=63) 9-12 4(6.3) 3(6.5) 1(1.6)
13 or more 1(1.6) 1(2.2) 0(0)
Missing 12(19) 7(15.2) 5(7.9)
Invalid 5(7.9) 4(8.7 1(1.6)
Total 63(100) 46 17
Local 0-4 1(25) 1(33.3) 0(0)
Chemist or 5-8 1(25) 1(33.3) 0(0)
. 9-12 1(25) 1(33.3) 0(0)
(N=4) Missing 1(25) 0(0) 1(100)
Total 4(100) 3 1
A doctor at 0-4 43(41.7) 29(40.9) 14(43.8)
their 5-8 17(16.5) 14(19.7) 3(9.4)
practice 9-12 10(9.7) 6(8.5) 4(12.5)
(N=103) 13 or more 12(11.7) 9(12.7) 3(9.4)
Missing 15(14.6) 8(11.3) 7(9.9)
Invalid 6(5.8) 5(7) 1(3.1)
Total 103(100) 71 32
Practice 16 2(40) 1(25) 1(100)
nurse 23 2(40) 2(50) 0(0)
(N=5) Missing 1(20) 1(25) 0(0)
Total 5(100) 4 1
OOH , 0-4 5(35.7) 4(36.4) 1(33.3)
NHS24 or 5-8 1(7.1) 1(9.1) 0(0)
ASE 9-12 0(0) 0(0) 0(0)
(N=14) 13 or more 2(14.3) 2(18.2) 0(0)
Missing 5(35.7) 3(27.3) 2(66.7)
Invalid 1(7.1) 1(9.1) 0(0)
Total 14(100) 11 3
Other 10 1(25) 1(50) 0(0)
(N=4) Missing 3(75) 1(50) 2(100)
Total 4(100) 2 2
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Participants were also asked why they chose to speak to each of the people they chose to

speak to. The results for this are shown in Table 26. Several participants did not provide

answers for this question. The most frequently reported reason was concern about the

symptoms and seeking advice/help/opinion or reassurance.

Table 26 Reasons participants chose to speak to particular person

(Filtered for those participants who stated they spoke to someone about their symptoms)

All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
Friends and Advice/help/ opinion/ 13(20.6) 11(23.9) 2(11.8)
family reassurance
(N=63) Own concern about symptoms 15(23.8) 11(23.9) 4(23.5)
Always share/ talk to family 8(12.7) 6(13) 2(11.8)
Family concern about 5(7.9) 4(8.7) 1(5.9)
symptoms
Other 8(12.7) 6(13) 2(11.8)
Missing 14(22.2) 8(17.4)) 6(35.3)
Total 63 46 17
Local Own concern about symptoms 2(50) 1(33.3) 1(100)
Chemist or Find a solution 1(25) 1(33.3) 0
their staff Confidence in their 1(25) 1(33.3) 0
(N=4) knowledge/experience
Total 4 3 1
A doctor at Advice/help/ reassurance 9(8.7) 6(8.5) 3(9.3)
their Own concern about symptoms 34(33) 23(32.4) 11(34.4)
practice Confidence in their 6(5.8) 6(8.5) 0
(N=103) knowledge/experience
Diagnosis 4(3.9) 4(5.6) 0
Referral/screening/tests 5(4.9) 4(5.6) 1(3.1)
First point of contact 3(2.9) 3(8.5) 0
To get medicine 3(2.9) 2(2.8) 1(3.1)
Recommended to go 3(2.9) 1(1.4) 2(6.3)
Other 4(3.9) 3(8.5) 1(3.1)
Missing 32(31.1) 19(26.7) 13(40.6)
Total 103 71 32
Practice Advice/help/ reassurance 1(20) 1(20) 0
nurse Own concern about symptoms 1(20) 1(20) 0
(N=5) Routine health check 2(40) 2(40) 0
Missing 1(20) 0 1(20)
Total 5 4 1
OOH, Advice/help/ reassurance 1(7.1) 1(9) 0
NHS24 or Own concern about symptoms 12(85.7) 10(91) 2(75)
A&E Missing 1(7.1) 0 1(25)
(N=14) Total 14 11 3
Other Advice/help/ reassurance 1(25) 1(25) 0
(N=4) Missing 3(75) 1(25) 2(50)
Total 4 2 2
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Half of the participants who spoke to a doctor or a pharmacist or their staff were given
medicines compared to one third of those

Pharmacists referred half and nurse referred one third of participants who spoke to them to
their GP. GPs initially referred just over a half of the participants, who spoke to them, for
further tests. (Table 27).

Table 27 Advice participants received from person they chose to speak to
(Filtered for those participants who stated they spoke to someone about their symptoms) *some participants
stated more than one answer.

All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
Friends and Go to GP 42(84) 27(79.4) 15(93.8)
family Do screening test 1(2) 1(2.9) 0(0)
(N=50)* Do test and visit GP 1(2) 1(2.9) 0
Change diet 1(2) 1(2.9) 0(0)
Go private 1(2) 1(2.9) 0(0)
Go to A&E 1(2) 1(2.9) 0(0)
Wait 1(2) 1(2.9) 0(0)
Missing 2(4) 1(2.9) 1(6.2)
Local Referred to GP 2(50) 1(33.3) 1(100)
&Z?Insltsz;f?r Take OTC antacid medicine 2(50) 2(66.6) 0(0)
(N=4)
A doctor at Prescribed medication 44(51.8) 33(55) 11(44)
their Antibiotics 7(8.2) 1(1.7) 6(24)
practice Pain killers 5(5.9) 3(5) 2(8)
(N=85) Haemorrhoid preparations 7(8.2) 7(11.7) 0(0)
Other meds 25(29.4) 22(36.7) 3(12)
Sent for tests/scans 45(52.9) 31(51.7) 14(56)
Chest x-ray 18(21.2) 6(10) 12(48)
Colonoscopy/ endoscopy 11(12.9) 11(18.3) 0(0)
Blood tests 6(7.1) 5(8.3) 1(4)
Screening test 3(3.5) 3(5) 0(0)
Other tests 7(8.2) 6 (10) 1(4)
Examined participant 3(3.5) 3(5) 0(0)
Referred to clinic 15(17.6) 11(18.3) 3(12)
Admitted to hospital 3(3.5) 2(3.3) 2(8)
Other 7(8.2) 6(10) 1(4)
Missing 3(3.5) 2(3.3) 1(4)
Practice Examined patient and 1(33.3) 0(0) 1(100)
nurse Referred to GP 1(33.3) 1(50) 0(0)
(N=3) Suggested IBS medication 1(33.3) 1(50) 0(0)
OOH, Prescribed medication 5(38.5) 5(45.5) 0(0)
22224 or Admitted to hospital 5(38.5) 4(36.4) 1(50)
(N=13)" Follow up at GP 4(30.8) 3(27.3) 1(50)
g\lthf)r Chemotherapy 1(100) 0(0) 1(100)
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4.4.3 Action Taken: Interaction with community pharmacy

Fourteen participants chose to buy medicines from a pharmacy, (Table 28) (i.e. almost 8%
of participants who were aware of symptoms before and after prompting). However only
four of these participants had previously indicated that they had chosen to speak to a
pharmacist or their staff. (Q.14 Table 22).

Of the 14 participants who purchased a medicine from a pharmacy, four received advice

and six did not. All six of these participants indicated that they did not ask for advice.

Three of the four participants that spoke to a pharmacist were given advice to see their

doctor.

Whenaskedo Who di d you s peak(QL7) nineparticigaets ingibated thed c y ?
they had spoken to someone (i.e. five more than had previously indicated that they spoke
to a pharmacist or their staff Q 14- (Table 22). Four of these had spoken to a pharmacist,

four to a counter assistant and one was unsure.

Six participants that bought a medicine from the pharmacy were given advice on what to
do if their symptoms persisted (Table 28); all six were advised to go to the doctor if their
symptoms persisted

Only two patients stated why they did not buy a medicine in the pharmacy. One colorectal
cancer patient had a prescription and one lung cancer patient thought they had a chest

infection.

Participants were not consistent in answering all questions in this section and the numbers
are very small. Most of those who bought medicines from a pharmacy visited their doctor

within 4 weeks of their pharmacy visit.
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Table 28 Participant interaction in the pharmacy

(Filtered for those who were aware of symptoms before or after prompting

All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
Did they buy Yes 14(7.6) 11(9.2) 3(4.6)
medicines from a
pharmacy to treat No 20(10.8) 14(11.8) 6(9.1)
symptoms Missing 3(18.4) 1(0.8) 2(3.0)
(N=185)
N/A 148(80.0) 93(78.2) 55(83.3)
Total 185 119 66
What medicines did  Medicine to regulate the 7(50) 7(63.6) 0(0)
they buy from the bowel
pharmacy ** Haemorrhoid 3(21.4) 3(27.3) 0(0)
(N=14)* preparations
Gaviscon/rantidine 5(35.7) 4(36.4) 1(33.3)
Cough medicines 2(14.3) 0(0) 2(66.7)
Paracetamol 1(7.1) 0(0) 1(33.3)
Other 2(14.3) 2(18.2) 0(0)
Did they receive Yes 4(28.6) 3(14.3) 1(33.3)
advice in the
pharmacy ** No 6(42.9) 5(45.5) 1(33.3)
(N=14) Missing 4(28.6) 3(27.3) 1(33.3)
Total 14 11 3
What advice did Referred to Dr 3(75) 2(66.7) 1(100)
1 *%
E:Iiﬁ)rece"’e They didnot 1(25) 1(33.3) 0(0)
cancer
Who did they speak Counter staff 4(28.6)) 3(27.3) 1(33.3)
to in the .
pharmacy** Pharmacist 4(28.6) 3(27.3) 1(33.3)
(N=14) Not sure 1(7.1) 1(9.1) 0(0)
Missing 5(35.7) 4(36.4) 1(33.3)
Received advice on Yes 6(42.9) 3(27.3) 3(100)
what to do if their
symptoms did not no 5(35.7) 5(35.7) 0(0)
go away ** Missing 3(21.4) 3(27.3) 0(0)
(N=14)
No of weeks after 0-4 5(25.7) 30 2(66.7)
1st pharmacy visit
that they went to Dr S 1(7.1) 0(0) 1(33.3)
**(N=14) 13 or more 2(14.3) 2(18.2) 0(0)
Missing 6(42.9) 6(54.5) 0(0)

*some participants gave more than one answer. **Filtered for those who bought medicines from a pharmacy
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Figure 7 Flow chart for participant interaction with pharmacists and their staff
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4.4.4 Action Taken: Interaction with their GP

In Q.14 (Table 22) 103 participants indicated they had spoken to a doctor at their practice.
However, nine of these participants did not answer the questions relating to speaking to or
visiting a GP about their symptoms. An additional 47 participants answered at least one of
these questions without previously indicating they had spoken to a GP. Therefore the
number of valid cases is 141 ([103-9] +47 = 141). Just over half of the participants that
answered this section were referred within four weeks of their first visit to their GP and more
than three quarters of these participants were referred after three or less visits (Table 29,
Error! Reference source not found.Figure—8 and Error! Reference source not
found.Figure-9) with a third being referred after their first visit

Table 29 Participant interaction with their GP (N=141)

(Filtered for those who were aware of symptoms with or without prompting)

All Survey Colorectal Lung
Respondents Cancer Cancer
(N=141 (N=87) (N=54)
n(%) n(%) n(%)
Did the GP say Yes 84(59.6) 53(60.9) 31(57.4)
what might be
causing their Not sure 17(12.1) 10(11.5) 7(12.9)
symptoms No 40(28.4) 24(27.6) 16(29.6)
How many times 0 1(0.7) 1(1.2) 0(0)
did they visit GP
before being 1 54(38.3) 40(46) 14(25.9)
referred 2 32(22.7) 18(20.7) 14(25.9)
3 21(14.9) 10(11.5) 11(20.4)
4 3(2.1) 1(1.2) 2(3.7)
5 5(3.5) 3(3.4) 2(3.7)
6 5(3.5) 4(4.6) 1(1.9)
12 1(0.7) 1(1.2) 0(0)
Missing 19(13.5) 9(10.3) 10(18.5)
How many weeks 0 14(9.9) 10(11.5) 4(9.3)
after their first GP
visit were they 1 18(12.8) 7(8.1) 11(20.4)
referred 2 16(11.3) 10(11.5) 6(11.1)
3 13(9.2) 5(5.8) 8(14.8)
4 11(7.8) 6(6.9) 5(9.3)
5 3(2.1) 2(2.3) 1(1.9)
6 10(7.1) 8(9.2) 2(3.7)
7-12 21(14.9) 14(16.1) 7(12.9)
13-24 4(2.8) 4(4.6) 0(0)
More than 25 6(4.2) 6(6.9) 0(0)
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Missing  25(17.7) 15(17.2) 10(18.5)

Figure 8 Number of visits participants made to their GP before being referred

(N=141)

(Filtered for those who were aware of symptoms with or without prompting)
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Figure 9 Number of weeks after first GP visit before participants were referred

(N=141)

(Filtered for those who were aware of symptoms with or without prompting)
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Table 30 GP suggestions as to cause of symptoms (N=91)

(Filtered for those who answered yes or unsure to the GP saying what may be causing their symptoms (Table Formatted
29Fable-29))
The number of valid cases is 91 Mhengyaudist when

visited the GP did he/she say what might have been causing your symptoms?6 f i ve of t}
participants who answered 6 y @&ns84) did not provide ananswerf or qu e Whatdidn 21 6
the GP say might have been causing your symptoms?8An additional five participants who

stated they were unsure to question 20 (n=17) were not obliged to provide an answer to

question 21
All Survey  Colorectal Lung
Respondent Cancer Cancer
s (N=56) (N=35)
(N=91) n(%) n(%)
n(%)
what the GP Chest Infection/ 17(18.7) 1(1.8) 16(45.7)
suggested pneumonia/bronchitis
might be Haemorrhoids ~ 12(13.2) 12(21.4) 0(0)
causing the GP did not /would not/could not ~ 17(18.7) 10(17.9) 7(20)
symptoms* commit
IBS / bowel 8(8.8) 8(14.3) 0(0)
abnormality/diverticulitis
Excess acid /reflux/ulcer 6(6.6) 6(10.7) 0(0)
Bowel blockage/constipation 3(3.3) 3(5.4) 0(0)
Cancer 7(7.7) 4(7.1) 3(8.6)
Anaemia 8(8.8) 7(12.5) 1(2.9)
Muscular problems/trapped nerve 5(5.5) 2(3.6) 3(9.7)
nerve/wear and tear
Virus/bug/food poisoning 5(5.5) 3(5.4) 2(5.7)
Prostate enlargement 2(2.2) 2(3.6) 0(0)
Polyps 2(2.2) 2(3.6) 0(0)
Renal problems 2(2.2) 2(3.6) 0(0)
Other suggested causes 9(9.9 4(7.1) 5(14.3)

(smoking, COPD, age, depression,
Fluid on lung, stress, appendicitis,
ADR to prescribed medication,
thyroid)

*Participants sometimes listed more than one suggestion they were given by the doctor

It was common (approximately 19%) for the GP not to commit to a diagnosis. For colorectal

cancer t he mo s t common GP suggestions for t
haemorrhoids, IBS and anaemia. (Figure 10Figure 10Figure—10).For lung cancer

participants almost 50% were given a diagnosis of a chest infection (Table 30 and Figure

11)
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Figure 10 GP suggestions as to the cause of the symptoms for colorectal
cancer participants (N=56)

30Fable-30). *Participants sometimes listed more than one suggestion they were given by the doctor)
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Figure 11 GP suqggestions as to the cause of symptoms in lung cancer
participants (N=35)

30Fable-30). *Participants sometimes listed more than one suggestion they were given by the doctor)
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4.5 Awareness of Cancer Media Campaigns
There wasa significant di fference éneptar€Cacceants
campaigns: colorectal cancer participants were more aware of these media campaigns than

lung cancer participants (Table 31 and Figure 12)

Table 31 Participants' awareness of media campaigns to detect any type of
cancer early (N=220)

All Survey Colorectal Lung P Value
Respondents Cancer Cancer
(N =220) (N =145) (N=75)
n(%) n(%) n(%)
Are you aware of Yes 160(72.7) 119(82.1) 41(54.7) P<0.001
any me;dla Not sure 13(5.9) 8(5.5) 5(6.7)
campaigns for No  39(17.7) 15(10.3) 24(32.0)
detecting any e
Missing 8(3.6) 3(2.1) 5(6.7)

type of cancer
early

Figure 12 Awareness of any media campaigns for detecting cancer early

(N=220)
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To determine if other demographic factors were
of media campaigns, X? statistical analysis was carried out. It was found that age and
level of education affectedpar t i ci pant sd awareness of media ¢c
type of cancer early; 18 to 69 year olds were more likely than participants aged over 70 to
be aware of media campaigns detecting cancer early. Also participants with a higher level
of education were more likely to be aware of detecting cancer early campaigns (Table
32).
Table 32 Demographic factors and their association with participants'
awareness of media campaigns for detecting any cancer early (N=212)
p-value
Are they aware of any media Total
campaigns for detecting any type of
cancer early (N=212)
Yes Not sure No
n(row%) n(row%) n(row%)
Gender Male  87(77) 8(7.1) 18(15.9) 113 0.541
Female 73(73.7) 5(5.1) 21(21.2) 99
Age band* 18-49  7(70) 1(10) 2(20) 10 0.034
50-69  90(83.3) 5(4.6) 13(12.1) 108
70 and over  63(67) 7(7.5) 24(24.5) 94
Living On theirown  36(69.2) 4(7.7) 12(23.1) 52 0.484
circumstances With someone 124(77.5) 9(5.6) 27(16.9) 160
Level of Only school  83(66.9) 8(6.5) 33(26.6) 124 0.001
Education More than  77(87.5) 5(5.7) 6(6.8) 88
school

*22.2% cells had an expected count less than 5 so the p-value calculated is based on merging the data (i.e.

for age band 18-49 with 50-69)
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Participants were also asked to s t a\Which type of cancer(s) were highlighted by the
media campaign(s) ? The cancers most commonly listed by the participants were
colorectal, breast, lung and prostate (Table 33 and Error! Reference source not

found.Figure-13).

Table 33 Early Detection of Cancer campaign information (N=173)
(Filtered to those who answered yes or not sure to awareness of d&arly Detection of Cancerécampaigns (Table | Formatted
31Table-31).-*Participants could state /select all that applied)

All Survey Colorectal Lung
Respondents Cancer Cancer
(N=173) (N=127) (N=46)
n(%) n(%) n(%)
Which type of Colorectal 116(67.1) 97(76.4) 19(41.3))
cancer(s) were Lung 54(31.2) 31(24.4) 23(50)
mggi'gghwd by the Breast  78(45.1) 54(42.5)  24(52.2)
campaign(s)* Prqstate 35(20.2) 26(20.5) 9(19.6)
Testicular 10(5.8) 9(7.1) 1(2.2)
Ovarian 4(2.3) 3(2.4) 1(2.2)
Cervical 6(3.5) 3(2.4) 3(6.5)
Skin 6(3.5) 5(3.9) 1(2.2)
Pancreatic 2(1.2) 2(1.6) 0(0)
Brain 1(0.6) 1(0.8) 0(0)
Mouth 1(0.6) 1(0.8) 0(0)
Throat 1(0.6) 0(0) 1(2.2)
Liver 1(0.6) 1(0.8) 0(0)
Non-specific 5(2.9) 3(2.4) 2(4.3)
Missing 19(10.9) 11(8.7) 8(17.4)

Figure 13 Awareness of campaigns for each cancer (N=173)
(Hlustrating the top five named cancers)

Testicular 2.2

3

7.1

19.6
20.5

Prostate

52.2
Breast 425

Lung 24.4

Colorectal 76.4

(=]

10 20 30 40 50 60 70 80 90
% participants that were aware of any campaigns

Detecting cancer campaigns partcipants
were most aware of

® Lung Cancer (n=46) m Colorectal Cancer (n=127)



Whenj2anal ysi s

wa s

conducted,

a

significant

Detect Cancer Early campaigns for their type of cancer was identified: more colorectal

cancer than lung cancer participants were aware of media campaigns for their type of

cancer (Table 34). In addition more men than women were aware of campaigns for their

type of cancer (Table 36)

Table 34 Participants awareness of campaiqgns for their cancer (N=154)

19 participants did not state which type of cancers were highlighted by the media

Colorectal Lung Total P Value
Cancer Cancer
(N =116) (N=38)
n(%) n(%)
Were they aware of Yes 97(83.6) 23(60.5) 120 0.006
media campaigns No 19(16.4) 15(39.5) 34
for their type of Total 116 38 154

cancer

A j 2test was carried out to establish whether awareness of media campaigns influenced

participantso

k nowl e dQuteof apbdssibledl 20mparticigantswhovpeteo ms .

aware of media campaigns for their type of cancer, 43 did not answer the question about

knowledge of warning symptoms. Of the 34 participants that answered dNoéto the campaign

awareness question, 12 did not answer the warning symptom question therefore the

number of valid cases is 99 (154-(43 +12). This analysis found that awareness of media

campaigns for their type of cancer did not influence a participants6knowledge of warning

symptoms (Table 35).

Table 35 Influence of knowledge of media campaign for their cancer on

participants knowledge of warning symptoms (N=99)

Were they aware of a Total P Value
media campaign for their
type of cancer

Yes No
Did they know the Yes 46 12 58 0.849
warning symptoms No 31 10 41
for their type of Total 77 29 99

cancer before they
were aware of
symptoms
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Table 36 Demogr aphi c factors and their as
awareness for their type of cancer (N=154)
p-value
were they aware of any media Total
campaigns for detecting their type of
cancer early (N=154)
Yes No
n(row%) n(row%)
Gender Male 73(88) 10(12) 83 0.002
Female 47(66.2) 24(33.8) 71
Age band* 18-49 7(100) 0(0) 7 0.332
50-69 67(77.9) 19(22.1) 86
70 and over 46(75.4) 15(24.6) 61
Living On their own 26(74.3) 9(25.7) 35 0.720
circumstances With someone 94(79) 25(21.0) 119
Level of Only school 60(76.9) 18(23.1) 78 0.914
Education More than 60(78.9) 16(21.1) 76
school

Participants were most aware of cancer awareness campaigns delivered through the

television (Table 37 and Figure 14). Colorectal cancer participants more frequently reported

posters as being the source of knowledge of the campaign than lung cancer participants.

There was no significant difference between the cancer groups regarding knowledge of

other campaign media. Almost three quarters of those participants who had been aware of

campaigns had seen or heard about them before their diagnosis, but colorectal cancer

participants reported more frequently being aware of the campaigns before their diagnosis

than lung cancer participants (Table 37 and Figure 15).

Table 37 Awareness of media campaign: method and timing (N=173)

(Filtered to those who answered yes or not sure to awareness of Early Detection of Cancer campaigns.)

All Survey Colorectal Lung P-value
Respondents Cancer Cancer
(N=173) (N=127) (N=46)
n(%) n(%) n(%)
How they Television 146 (84.4) 106(83.5) 40(86.9) 0.512
knew about Radio 27(15.7) 22(17.3) 5(11.1)  0.453
the Newspaper 72(41.9) 52(40.9) 20(44.4) 0.820
campaign* Magazines 31(18) 23(18.1) 8(17.8)  1.000
Posters 47(27.3) 42(33.1) 5(11.1)  0.008
Other 37(21.5) 31(24.4) 6(13.3) 0.177
Not sure 2(1.2) 1(0.8) 1(2.2) N/A
Missing 5(2.9) 3(2.4) 2(4.4)
First saw or Before diagnosis 124(71.7) 98(77.2) 26(56.5) <0.001
heard about After diagnosis 27(15.6) 16(12.6) 11(23.9)
the Not sure 9(5.2) 2(1.6) 7(15.2)
campaign Missing 13(7.5) 11(8.7) 2(4.3)
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Figure 14 Source of the campaign (N=173)
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Figure 15 When participants first heard about the detecting cancer
campaigns (N=173)
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Table 37 shows that 47 participants had been aware of cancer campaigns through
posters and 37 participants had suggested other media sources for these campaigns. The
detail as to where these posters were situated and the other sources for the media
campaigns is shown in Table 38. The most common places for seeing posters were the
GP surgery and on public transport. The bowel screening programme was the most
frequently cited medium for raising awareness of colorectal cancer.
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Table 38 Awareness of media campaigns: location of posters and other

sources
(*Participants could state /select all that applied)

All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
Where they GP surgery 12(25.5) 12(25.5) 0(0)
saw the Public transport/stations etc 10(21.3) 8(17) 2(4.3)
p,\?fgs* Pharmacy 4(8.5) 4(8.5) 0(0)
E:C"(N:) 42) _ Hospital 4(8.5) 4(8.5) 0(0)
LC(N=5) Bill boards 3(6.4) 3(6.4) 0(0)
Shopping mall 2(4.3) 2(4.3) 0(0)
Work 2(4.3) 2(4.3) 0(0)
Public toilets 1(2.1) 1(2.1) 0(0)
Coffee shop 1(2.1) 1(2.1) 0(0)
All over 2(4.3) 2(4.3) 0(0)
Various 1(2.1) 1(2.1) 0(0)
Not sure 1(2.1) 1(2.1) 0(0)
Missing 14(29.8) 11(23.4) 3(6.4)
Other sources Bowel screening programme 19(51.4) 18(48.7) 1(2.7)
for the doctors 4(10.8) 3(8.1) 1(2.7)
campaign Work 2(5.4) 2(5.4) 0(0)
g:NC_(?\l?:) 31) Previous personal/family 2(5.4) 0(0) 2(5.4)
LC(N=6) Family and friends 2(5.4) 1(2.7) 1(2.7)
Pharmacy 1(2.7) 1(2.7) 0(0)
Word of mouth 1(2.7) 1(2.7) 0(0)
Participant is a HCP 2(5.4) 2(5.4) 0(0)
Internet 1(2.7) 0(0) 1(2.7)
Aberdeen 1(2.7) 1(2.7) 0(0)
Embarrassing bodies 1(2.7) 1(2.7) 0(0)
Missing 1(2.7) 1(2.7) 0(0)

For participanty® t9Na& u raatewiestiendd AG e y o ofamywar e
media campaigns for detecting any type of cancer early?6and also indicated that they were

aware of campaigns about their type of cancer (N=120), statistical analysis was done to
determine if there was any difference between the cancer groups in their awareness of the
campaigns before their diagnosis and also whether other demographic factors influenced

when the participants became aware of the campaigns. Six participants did not provide an

answer therefore the number of valid cases is 114. Demographic factors did not influence

when participants became aware of campaigns for their type of cancer, but more colorectal

than lung cancer participants were aware of these campaigns before their diagnosis (Table

39)
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Table 39 Demographic factors and their association with the timing of
participantséd awareness of f(eldd)a campai ¢

p-value
When were they aware of media Total
campaigns (N=114)
Before diagnosis  After diagnosis
n(row%) and Not sure
n(row%)
Type of cancer Colorectal 79(86.8) 12(13.2) 91 0.003
Lung 13(56.5) 10(43.5) 23
Gender Male 54(78.3) 15(21.7) 69 0.565
Female 38(84.4) 7(15.6) 45
Age band 18-49 6(85.7) 1(14.3) 7 0.251
50-69 49(75.4) 16(24.6) 65
70 and over 37(88.1) 5(11.9) 42
Living On their own 19(79.2) 5(20.8) 24 1.000
circumstances With someone 73(81.1) 17(18.9) 90
Level of Only school 44(78.6) 12(21.4) 56 0.742
Education More than 48(82.8) 10(17.2) 58

school

All 124 participants who acknowledged awareness of the media campaigns before they
were diagnosed, had been aware of symptoms (question 4) or had selected at least one
symptom from the symptom list in question 10. Three participants did not answer the
guestion about whether awareness of campaigns before their diagnosis influenced what
they did about their symptoms. Therefore the number of valid cases is 121.
Demographic factors did not impact on what participants did about their symptoms if they
were aware of the media campaign before their diagnosis (Table 40).

Table 41 highlights how the media campaign influenced what participants did to manage
their symptoms, for participants who were aware of media campaigns before their

diagnosis
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Table 40 Demographic factors and their association with whether awareness

of the campaign before their diagnosis influenced what they did about their

symptoms (N=121)

p-value
Did awareness of the campaign Total
before their diagnosis influence what
they did about their symptoms
(N=121)
Yes Not Sure No
n(row%) n(row%) n(row%)
Type of cancer colorectal 38(39.6) 5(5.2) 53(55.2) 96 0.227
lung 6(24) 2(8) 17(68) 25
Gender Male 27(42.2) 4(6.3) 33(51.6) 64 0.222
Female 17(29.8) 3(5.3) 37(64.9) 57
Age band* 18-49 2(33.3) 0(0) 4(66.7) 6 0.201
50-69 28(42.4) 4(6.1) 34(51.5) 66
70 and over 14(28.6) 3(6.1) 32(65.3) 49
Living On their own 10(37) 2(7.4) 15(55.6) 27 0.908
circumstances With someone 34(36.2) 5(5.3) 55(58.5) 94
Level of Only school 22(37.3) 3(5.1) 34(57.6) 59 1.000
Education More than 22(35.5) 4(6.5) 36(58.1) 62

school

P values were calculated by merging the data for the no and not sure columns to ensure all cells had an
expected count >5. Age bands 18-49 were merged with 50-69 to ensure expected count was not <5

Table 41 Influence of campaign on participants' action

(Filtered for those who saw or heard about the campaign prior to their diagnosis)

All Survey Colorectal Lung
Respondents Cancer Cancer
n(%) n(%) n(%)
How did the Ensured | did bowel 13(28.9) 11(29) 2(28.6)
campaign screening
L”;:‘tji‘z?p"aen < Went to GP with 11(55.6) 11(29) 0(0)
action (N=45) symptoms earlier
CC(N=38) Raised awareness of 7(15.6) 5(16.2) 2(28.6)
LC(N=7) symptoms
Immediately went to Dr 3(6.7) 2(5.3) 1(14.3)
when had unexplained
bleeding
Raised awareness of 2(4.4) 2(5.3) 0(0)
screening
Persisted at GP 2(4.4) 1(2.6) 1(14.3)
surgery until referred
Checked breasts 1(2.2) 1(2.6) 0(0)
Other answers not 6(13.3) 5(13.2) 1(14.3)
applicable
missing 0(0) 0(0) 0(0)
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5 Discussion

5.1 Main Findings

This research examinedt he patientsd journey from when tF
symptoms until they received their cancer diagnosis. It specifically examined what action
patients took to manage these symptoms, with a particular emphasis on community
pharmacy involvement.

The main findings in this study were that participants were aware of having experienced
symptoms, particularly when prompted with a symptoms list, but did not appraise their
symptoms as serious. Self-treating with medicines was the most popular action taken to
manage symptoms. The participants rarely sought advice from the pharmacist or their staff
when purchasing medicines from the pharmacy and only a minority bought their medicine
in a pharmacy. The majority of participants who spoke to someone about their symptoms
chose to speak to their doctor, half to their friends and family, with very few participants

choosing to speak to anyone else.

5.2 Actions taken by lung and colorectal cancer patients to manage their

symptoms prior to seeking medical advice
This study demonstrated that although participants were aware of having experienced

symptoms, they did not always appraise their symptoms as serious nor take any action to
manage them. Failure to appraise symptoms as serious has been shown to be a factor
contributing to patient delay®447“8 and can act as a barrier to seeking help. Even when
participants in the current study took action to manage their symptoms, this was not always
appropriate. Preferences for managing symptoms consisted, predominantly, of two
pathways: using OTC medicines, which is unsurprising since the participants tended to
associate their symptoms with treatable minor ilinesses; or seeking advice. This suggests
that there would appear to be opportunities to facilitate earlier medical consultation at the
point where patients are self-medicating and when they are seeking advice or support. In a
qualitative synthesis of published research evidence examining patientso help seeking
experiences and delay in cancer presentation, Smith et al found that patients tended to
attribute their symptoms to physical injury, their age or other medical conditions*’. This
strongly suggests that lack of recognition and awareness of symptoms and their
seriousness are key factor s Inthis gudyt alneostthieed del ay
guarters of the participants were aware of media campaigns to detect cancer early and
more than half of them were aware of campaigns highlighting their own cancer, before their

diagnosis. However, only 20% of participants stated that the campaign had influenced their
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actions. In other words, although the public are aware of the media campaigns this does
not lead to appropriate strategies for managing symptoms suggestive of cancer. This
suggests that, in addition to cancer awareness campaigns, further measures are needed
to educate the public about cancer warning symptoms with the aim of facilitating more

accurate symptom appraisal and expediting more timely medical consultation.

5.3 Potential for a community pharmacy based service intervention to

facilitate earlier ca ncer diagnosis
This study showed that the time between the patient first experiencing symptoms and

attending their f i r wds the petiad cof ldrgest al@lgy,ovhicht imme n t
consistent with the published literature*®. There are opportunities at this stage in the

diagnostic journey for interventions to promote early detection of cancer.

Although evidence shows that pharmacies are the most common source for OTC
medicines?®, less than a quarter of the participants who purchased medicines to manage
their symptoms, purchased them from a pharmacy. This may be due to the wider availability
of medicines from supermarkets following P to GSL status switches and convenience of
accessing medicines with the weekly shopping. However, this means that most participants
purchased medicines from a site where there was no opportunity to receive advice or
support about the appropriateness of the purchased medicine for managing their
symptoms. Even when patrticipants did purchase medicines from a pharmacy, they usually

self-selected the medicines without engaging with the pharmacy staff or a pharmacist.

This is a missed intervention opportunity on two fronts. Firstly, pharmacists and their staff
should be more pro-active in engaging patients in discussion about their symptoms, to
ensure that the medicines are being purchased appropriately. Evidence shows that few
pharmacists and their staff ask all the WWHAM gquestions®. With appropriate questioning
at the point of sale of medicines, the pharmacist would be able to intervene and refer
patients with symptoms suggestive of cancer to their doctor at an earlier stage. This could
facilitate earlier detection, rather than delaying the diagnosis and potentially masking their
pat i symptdns with inappropriate use of medicines.

Secondly, other research has shown that community pharmacists can refer patients based
on the type and number of presenting symptoms 2° 26 although the appropriateness of these
referrals was not established. However, the number of participants purchasing medicines
from a pharmacy in this study was low so the potential for this having an impact at the
population level, in the current context, is small. Work is also needed at an earlier stage in
the process, to highlight the advisory role of the pharmacist to the general public. If the

public were aware of p h ar ma c i st sl krewlqogerarid iresognised their role as a
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frontline healthcare provider, capable of recognising red flag symptoms and making
appropriate referral, this could potentially encourage more pharmacy consultations instead
of inappropriate self-selection of medicines for symptomatic relief of potentially serious
symptoms. This could, therefore, result in earlier referral and earlier detection. Further work
raising the public awareness of the role of the pharmacists as a frontline healthcare
professional is needed before additional funds are invested researching potential pharmacy
interventions in this area and piloting new services in pharmacies designed to detect cancer

early.

The par tGPawvaspusualy teid first choice of healthcare professional. A further delay
in diagnosis occurred in some participants (Table 29) when they were treated by their GP
for symptom management rather than being referred for further examination, which is

consistent with the literature'?, but the majority were referred within the first 3 months of

consulting their GP when symptoms did notresolve.| n addi ti on, parti

with what the GP suggested was high (Table 22), suggesting participants have confidence
in their doctor. However, pressure on GP appointments is rising and could lead to further
delays in patients being investigated for their early cancer symptoms so other routes for
patients to access urgent attention for such symptoms should be investigated. This could
involve direct referral from other suitably trained healthcare professionals, such as

community pharmacists and would require raising public awareness of such a service.

5.4 Strengths and Limitations of study
5.4.1 Strengths

This was a retrospective quantitative study investigating, what patients, with a
diagnosis of lung or colorectal cancer did about their early symptoms, particularly in
relation to their interaction with pharmacy services. This is novel as previous studies
investigating the role of pharmacy in early detection of cancer did not involve
patients with a confirmed cancer diagnosis. The study was conducted across three
Scottish health boards and is therefore potentially generalizable across Scotland,
(although possibly not across the UK). Using a self-completion postal questionnaire
i's an appropriate method to gather I
actions to manage their early cancer symptoms and to determine if viable
opportunities exist for community pharmacy intervention in the early detection of
cancer. Accuracy of retrospective data collected in this way relies heavily on

participant recall therefore, a landmark calendar instrument which has been
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validated for use in interviews was integrated into the questionnaire to help minimise
recall bias 2830, Using a landmark calendar in this way, in a self-completion
guestionnaire, was a novel approach that had not been previously validated. There
was some variation in engagement with the landmark calendar and in the degree to
which it was completed by those who did use it suggesting further validation of the

approach is needed.

5.4.2 Limitations

This focus of this study was colorectal and lung cancer. The results here may not
be generalizable to all cancers. Taking into account the survival rates from all types
of cancers we had estimated that there would be sufficient eligible patients to send
out 1400 questionnaires: 700 to each patient group. Unfortunately, the final lists
generated for us and vetted by the consultant, allowed for less than half the
predicted number of questionnaires to be sent to patients with these cancers. i.e.
608 in total. Although the response rate was 38% this may not be sufficient to
guarantee that the results are generalizable to the lung and colorectal cancer
populations being studied. In addition, the low response rate lead to low the

numbers in the sub samples, rendering them too small for any meaningful analysis

There were recruitment issues at one site with regard to the lung cancer patients
and unfortunately, despite several attempts to resolve the issue and having all the
appropriate approvals and agreements in place, recruitment of lung cancer patients
at that site did not proceed. Pat i ent s 0 irpactet éntrecraitment at the
time of sending reminders patients were excluded from the study on the grounds of
deteriorating health, resulting in a further reduction in the pool of potential

participants

A formal pilot of the questionnaire was not conducted as we did not wish to further
reduce the sample available for inclusion in the study. Although a pre-pilot of the
questionnaire was carried out, and only a few changes were made to the formatting
of the questionnaire, a pilot in a larger sample may have highlighted the areas of
the questionnaire which were not completed or which were open to some
misinterpretation. For example question 10 and 14 were often only partially

answered. Due to this absence of data in question 10, it has been difficult to reach
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any conclusions about the length of time participants had their symptoms before
diagnosis. In addition, section G asked about participantséa wa r e n eDetectingf 0
Cancer Ea r I(DCB) campaigns. The DCE campaigns in Scotland, was a specific
initiative which targeted specific cancers, but when the participants were asked
which type of cancers were highlighted by the campaign(s), they mentioned cancers
that had not been included in the DCE campaign at that point in time. Also at the
time of the research, all community pharmacies in Scotland were obliged by their
contract to display a poster raising awareness of colorectal cancer which may have

bi ased the participantsd awareness of <col or
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6 Conclusion

Patient awareness or recognition of symptoms and attribution of these symptoms to
an illness are key tseekingrbehavioar.tFailurgyto gp@ardise e nt s 6
symptoms correctly results in delay in help-seeking behaviour. Although patients
were confident purchasing OTC medicines to treat their symptoms, there was a lack
of awareness of red flag symptoms, OTC purchases may have been inappropriate

and pharmacy advice was not generally sought.

There are therefore three main conclusions to be drawn from our findings. Firstly,
raising public awareness of p h a r ma advisoty sofe in symptom management
could encourage more consultations by patients with early cancer symptoms.
Secondly we need to ensure that when patients do seek advice, that pharmacists
and their staff optimise these consultations by asking appropriate questions. Such
proactive interventions by pharmacists and/or staff, at the point of sale of OTC
medicines, could help to raise p at i ewateseds of red flag symptoms, could
assist patients in making the transition from recognition of symptoms to
acknowledgement of iliness, and could prompt appropriate earlier medical referral
thus facilitating earlier detection.

Thirdly, a wider public health campaign to raise further awareness of red flag
symptoms and risk factors for cancer is also needed. Alternative ways of raising the
public awareness of symptoms suggestive of cancer, beyond current campaign
approaches, and of helping people interpret their own symptoms in the light of that
knowledge need to be explored. It is possible that pharmacists could play a key role
in such developments, given the frequency with which the public visit a pharmacy,
and recent calls for them to be the NHS access point for symptoms of minor

illness®9,

7 Areas for Further Research

Although this research provides some understanding of what patients do about their
early cancer symptoms, and helps to characterise and quantfy cancer pati en
specific actions pre-diagnosis, particularly in relation to their use of community

pharmacies, further work is required to understand why a large proportion of the
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public do not use the pharmacist as a first line resource for health advice. This

knowledge could then be used to develop behaviour change interventions.

While this research has demonstrated some potential for pharmacy involvement in
early detection of cancer, further work is also required to encourage pharmacists to
adopt a more proactive role in supporting patients with symptoms potentially
indicative of early cancer. There is already considerable research literature on why
pharmacists and their staff do not always follow guidelines when selling OTC
medicines, 5! but more needs to be done focussing specifically on early warning/red
flag signs of significant disease. Future research should, therefore, include
developing and evaluating community pharmacy based interventions to facilitate
earlier medical consultation with the goal of reducing patient delay. Finally, the role
of pharmacists as health educators in raising public awareness of cancer symptoms
should be investigated further .This could include poster campaigns or discussion
of symptoms during patient consultations. As with all service developments, the
perspectives of the patient, the pharmacist and the doctors should all be considered

when developing such interventions.
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9 Publication and dissemination of Results

9.1 Proposed Conference presentations (Oral)

Health Services Research and Pharmacy Practice Conference, Reading 2016.
Under st andi ngmapamemereg of éagycansee dyrhptoms and exploring
the potential role of community pharmacy in earlier diagnosis. F. Notman, T.
Porteous, P. Murchie C. Bond, (Abstract submitted Oct 2015)

9.2 Publications

| aim to seek publication of this work in a peer reviewed Journal (to be decided e.g.
British Journal of Cancer or British Journal of General Practice)

Is there a role for community pharmacy in early detection of cancer? A quantitative
studyo

9.3 Other Presentations

Presentation: A role for community pharmacy in the early detection of cancer- a
quantitative study to Centre of Academic Primary Care University of Aberdeen
internal seminar (TBA)
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Appendix 1: Literature search

Literature search questions

1. What is known about the EEHIBIE patients take to manage their Ealjcancer
BYMPIOMS prior to diagnosis?
2. What is known about the role of community pharmacy in the Ealiideiection

3. What is known about which factors influence patientsoEiGHONS With regard

to cancer symptoms?

| checked Medline and Embase for the terms which encompased the highlighted
words in the research questions. This helped me to identify the following search

terms for both databases as they are both OVID so have very similar descriptive

terms :
Early diagnosis Early detection of cancer
Pharmacist/pharmacy Community pharmacy services
Neoplasms Cancer
non-prescription drugs Health behaviour
Attitude to health Patient compliance
lliness behaviour Self care
Patient compliance coping behaviour
Factors
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The searches performed to date and their related out put are shown in the table below.
After limiting the search to English each title was checked for relevance to this research and if not relevant the paper was
rejected. The abstracts for each of the remaining titles were read and papers were excluded if they were irrelevant or duplicates

of a previous search.

Database Search terms Number Combine with | Limit to | Excluded | Excluded Papers
of papers | 6 AND O English | by title by abstract | kept for
identified or apprais

duplicate al

Medline 1948 1. Community pharmacy services or pharmacy or pharmacists 28462 Searchland2 | 1 1

to October 2. Early diagnosis or early detection of cancer 11574 3 papers

week 1 2011

Embase 1974 3. Pharmacy or pharmacist 66892 Search3and 4 | 52 43 7 2

to October 14 4. Early diagnosis 51613 56 papers

2011

Medline 1948 5.  Community pharmacy services or pharmacy or pharmacists 28462 Search5and 6 | 433 380 30 23

to October 6. neoplasm 2313465 | 486 papers

week 1 2011

Embase 1974 7. Pharmacy or pharmacist 66987 Search7and 8 | 1214

to week 42 8. neoplasm 2807500 Llimit to | 719 14 27

2011 1390 human

760

Embase 1974 9. non-prescription drug or health behaviour or attitude to health | 337633 Search 9 and

to week 42 or patient compliance or illness behaviour or self care or patient 11 836 775 1 60

2011 compliance or coping behaviour

10. neoplasm 2807500 | 2294
11. Early diagnosis 51697 And 10
925

Medline 1948 12. non-prescription drug or health behaviour or attitude to health | 377397 Search 12 and

to October or patient compliance or illness behaviour or self care or patient 14 560 15 39

week 2 2011 compliance or coping behaviour

13. neoplasm 2314825 | 1000 614
14. Early diagnosis 11619 And 13
654
Scopus Cancer Symptoms 1484 1246 1173 11 62
Patient delay




Appendix 2: Data Collection Tools

A. Colorectal Cancer Questionnaire
B. Lung Cancer Questionnaire



% UNIVERSITYoF ABERDEEN

Patient’s Management of Early Colorectal
Cancer Symptoms

This study aims to find out about the actions you took to
manage any symptoms you experienced BEFORE you were
diagnosed with colorectal cancer. We are particularly
interested in the period of time from when you first noticed
any symptoms to when you first sought medical help.

Before starting the main questionnaire, please complete the personal
landmark calendar on pages 2 and 3, as it will help you answer the
questions that follow.

All the information that you provide in this questionnaire will be treated
in the strictest confidence. You will not be identifiable from any of the
answers that you give.

If you have any gquestions regarding this questionnaire that are not answered in
the Participant Information Sheet or you would like to know more about this
research please contact:

Mrs Frances Notman, Research Assistant, Academic Primary Care, University of
Aberdeen, Polwarth Building, Foresterhill, Aberdeen, AB25 27D. Tel: (01224)
437214 or email: f.notman@abdn.ac.uk

Research study funded by Pharmacy Research UK and conducted in collaboration
with NHS Grampian, MHS Tayside and NHS Greater Glasgow and Clyde

NHS

Pharmacy Research N

SCOTLAND
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Personal Landmark Calendar

How to complete the calendar-This will help you answer the questions that follow.
1. In column 2 record dates that are important to you e.g. important birthdays, anniversaries, holidays etc.
2. Use these dates as prompts to record the following information in column 3 that is applicable to you
s when were you diagnosed with your cancer?

« whendid you first notice any symptoms and what were they?
+« when did you notice other symptoms and what were they?
e whendid you first speak to or visit a doctor at your practice about your symptoms?
* whendid you first speak to a pharmacist or the pharmacy staff or visit a pharmacy about your symptoms?
Column 1 Column 2 Column 3
Public landmarks Personal Landmarks Symptoms and Diagnosis

Jun 2013 Father's Day

May 2013 2 Public Holidays

Apr2013 Easter
Mar 2013 Mother's day
Feb 2013

Jan 2013 New Year

Dec 2012 Christmas
Nov 2012 Remembrance Sunday

St Andrew’s day
Oct 2012 School holidays
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Column 1 Column 2 Column 3
Public landmarks Personal Landmarks Symptoms and diagnosis

Sep 2012
Aug 2012 London Olympics
Jul 2012
Jun 2012 Father's Day

May 2012 2 public holidays

Apr2012 Easter
Mar 2012 Mother’'s day
Feb 2012

Jan 2012 New Year

Dec 2011 Christmas

Nov 2011 Remembrance Sunday
St Andrew’s day

Oct 2011 School holidays

Sep 2011

Aug 2011

Jul 2011
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Section A

Please tell us about your cancer

1. When were you diagnosed? {(approximate date)

2. Did the doctor tell you the stage of your colorectal cancer? (Please tick one
box.)

YES MO

3. If Yes, please circle the stage your colorectal cancer

Stage 1 Stage 2 Stage 3 Stage 4
(Duke’'s 4) (Duke’s B) (Duke’s C) (Duke's D)

Section B

Please tell us about your symptoms

Before answering any of the following questions please refer to your
completed personal landmark calendar as it will help you answer the
questions that follow.

4. BEFORE you were told you had colorectal cancer did yvou notice having
any symptorms? (Please tick one.)

YES Goto Q.5 MOT SURE Goto Q.10 MO Goto Q.10

5. Please list any symptomis) you remember experiencing BEFORE yvou
were told vou had colorectal cancer.

6. Overall, at that time, how serious did you think these symptoms were?
(Please circle one.)

Extremely Very Moderately  Slightly Mot at all
serious serious serious serious Serious

Colorectal Cancer questionnaire Vs Page 4 200813



Please tell us more about your symptoms

a. Age

c. Busy lifestyle

e. Change in diet

f. anotherillness you
had already had
diagnosed

g. Aminorillness e.q.
piles, constipation

h. Some other cause

i. Didn't know

J.  Didnt think
anything

warning symptoms for col

YES Goto Q.9

b. Cancer

d. Smoking

Please indicate what other
diagnosedillness you thought
rmight have been causing your
symptoms.,

7. What did you think was causing yvour symptormi{s)? (Please tick all that apply)

Please indicate which minorillness
yvou thought might have been
Causing your syrmptoms.

Please indicate what else vou
thought rmight have been causing
vour symptoms

orectal cancer? (Please tick one)

MOT SURE Goto Q.10 MO

8. Before you were aware of yvour symptorni(s) did you know any of the

Goto Q.10

9. Please list all the colorectal cancer warning symptoms you were aware of.
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Please tell us about any other symptoms you may have had

10 Did yvou experience any of the following symptorms BEFORE yvou were told you had
colorectal cancer? (Please tick all that apply, include the symptomis) yvou
described in question & (if any), and estimate for how many MONTHS you had
each symptom before your diagnosis). As before, please refer to your

completed landmark calendar to help you answer this question

Number of
Symptom YES MONTHS NO NOT
before SURE
diagnosis
Approx
a. Achange in bowel habit
lasting maore than & weeks months
b. Loose stool, diarrhoea or
constipation months
c. Abdorminal pain
months
d. Bloodinthe stoaol
months
&. Bleeding from the back
passaae (rectum) maonths
f. Painin the back passage
{rectum) months
g. Loss of weight
months
h. Anaemia
months
i. Tiredness
months
j. Breathlessness
months
k. Feeling bloated
months
l. Vorniting
months
If you answered YES to ANY of the above symptoms Go to Q.11.
Otherwise Goto Q.24
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Section C

Please tell us how you managed your symptoms

11. Did you take any action(s) to manage your symptoms in the period before you
were told vou had colorectal cancer?

YES Goto Q.12 MNOT SURE Goto Q.12 NO Goto Q.13

12.What action(s) did vou take? (Please tick all that apply and estimate, to the
nearest WEEK, how long after you first experienced your symptomis) that you
took this action). As before, please refer to your completed landmark
calendar to help you answer this question.

Action(s) taken Number of WEEKS after your
symptom(s) started

a. Stopped smoking

weeks
b. Changed diet

weeks
c. Rested more

weeks
d. Used medicine

weeks

If you used any medicines, please state which ones.

e. Checkedinternet

weeks
f. Otheraction

weeks

If other, what other action(s) did you take?
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Section D

Please tell us who you spoke to about your symptom(s)

13. Did you speak to anyone about your symptom(s), in the period BEFORE you were told you had colorectal cancer?

YES D Goto Q.14

NOT SURE D Goto Q.14

14. Complete the table below for everyone that you spoke to about your symptom(s). As before, please refer to your
completed landmark calendar to help you answer this question

NO D Go to Section E

Friends or Family Local Chemist or A doctor at your A practice Out of hours | Other
their staff GP practice nurse Dr, A&E or (please
NHS 24 state)
Who did you speak to? (Please
tick all that apply.)
When did you speak to them?
(Approx. number of WEEKS
after your first symptom.)
*Why did you choose to speak
to each of these people?
Did they suggest you do YES YES YES YES YES YES
anything about your
symptom(s)? (Please circle.) NO NO NO NO NO NO
*What did they suggest you
do?
Did you do as they suggested? | YES YES YES YES YES YES
(Please circle.)
NO NO NO NO NGO NO

*If you need more space to record your answer please use the bottom of page 10 of the questionnaire.
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