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hea l th .  
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The Life After Prostate Cancer Diagnosis (LAPCD) study was designed to investigate 
the quality of survival of men living in the UK 18-42 months after diagnosis of prostate 
cancer. The survey was distributed to men managed by a multidisciplinary team (MDT) 
within English NHS Hospital Trusts, Welsh Health Boards, Scottish Cancer Networks 
and Northern Irish MDT-Led areas between October 2015 and November 2016. 
 
A sample of men who completed the survey also took part in interviews along with a 
small number of spouses/partners. A summary of results from the qualitative research 
can be found in section 8 of the report and highlights men's experiences of treatment 
decision making and psychological distress. Section 8 also reports on Black men with 
prostate cancer, men with advanced disease, men on a monitoring pathway, younger 
couples with prostate cancer and sexual aids.   
 
82% of NHS Trusts in England participated (n=111) and 100% of all Health Boards in 
Northern Ireland (n=5), Scotland (n=14) and Wales (n=6) participated. In Scotland, due 
to privacy restrictions, men were identified through hospital activity data and verified 
through the cancer registry.  

Executive summary

A total of 35,810  men from England, 
Scotland, Northern Ireland or Wales 
responded to the survey (58,930 
men invited - response rate 60.8%). 
 
Across the UK, the average age of 
the men who responded to the 
survey was 71 years 7 months. 
 
The survey included questions on 
health related quality of life and 
functional outcomes as well as 
emotional wellbeing and social 
difficulties. The Study Protocol can 
be found via:  
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58

 
34%

 
8%

Main messages 
 
Functional outcomes 
 
Functional outcome scores tended to be high (indicating good function) for bowel 
function, urinary irritation and urinary incontinence (mean UK-wide scores 89.0, 86.0 and 
82.7 out of 100 respectively). The sexual function scores were considerably lower (mean 
= 25.2 out of 100) and just under half of men reported experiencing moderate or big 
problems with poor sexual function (45.3%). Smaller proportions of men reported 
moderate or big problems with their bowel or urinary function (9.0%; 13.1%). Just under 
a quarter of men reported moderate or big problems with lack of energy (23.3%) and 
10% of men reported problems with depression.   

The majority of men (58.0%) 
received a diagnosis of prostate 
cancer after attending their GP with 
symptoms. However, a third of men  
(33.9%) were diagnosed without 
symptoms after receiving a PSA 
test.  
Of men where cancer registration 
records had information on stage at 
diagnosis, 63.8% were diagnosed 
with localised (stage I or II) disease, 
23.5% had locally advanced disease 
(stage III) and 12.7% had stage IV 
prostate cancer.
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Asymptomatic 
 and PSA tested

The most common treatments were 
combined external beam radiotherapy 
(EBRT) and androgen deprivation 
therapy (ADT) (20.9%), surgery alone 
(19.7%), ADT alone  (8.7%) and active 
surveillance (AS) (8.2%).  

Symptomatic 

8%
34%

58%

Other
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Intervention(s) to aid sexual function 
 
Just over half of men report they were not offered intervention(s) to help with sexual 
function such as medications, devices, or specialist services (55.8%). Of those who were 
offered (44%), men were most likely to have been offered medications (41.3%) and were 
least likely to have been offered specialist services such as counselling, psychosexual 
clinics, psychology  (14.8%). 
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Any sexual intervention:



Health-related quality of life 
 
Men were asked to rate their overall health on a scale of 0-100. Across the UK 
the average self-assessed health score was 76.6. 
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Men most commonly reported problems with pain/discomfort (42.0%), usual activities 
(37.7%), mobility (36.1%) and anxiety/depression (33.6%), and were least likely to report 
problems with self-care (14.3%). Just over 60% of men reported at least one problem on 
any of these five domains (62.0%). 
 
Patients had some level of difficulty with: 
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Social distress and emotional wellbeing 
 
A minority of men reported experiencing overall social distress (9.4%) in the past month. 
Social distress comprises three subscales as follows: Everyday Living (e.g. domestic 
chores, caring for family), Money Matters (e.g. problems with finances or welfare 
benefits) and Self and Others (e.g. body image, communicating with those closest to 
you). Just over 10% of men reported problems with Self and Others or with Money 
Matters (11.7% and 11.2% respectively). Around 14% of men reported problems with 
everyday living.  
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SECTION 1: SURVEY 
OVERVIEW
Prostate cancer is one of the most common cancers in men in the United Kingdom (UK) 
and the number of men living with this disease is increasing. The treatments used can have 
physical, psychological and social impacts, affecting the health-related quality of life 
(HRQL) of men and their partners/spouses. In addition to improving the effectiveness of 
treatment, increasing attention is now being given to understanding the patient's 
perspective of how prostate cancer affects their everyday lives. 
 
Presented here are the results of the first Life After Prostate Cancer Diagnosis survey. 
Survey participants from throughout the UK completed a range of generic, cancer specific 
and prostate cancer specific outcome measures, which assessed a variety of health and 
quality of life domains, including urinary, bowel and sexual function; psychological and 
emotional well-being; and social difficulties. Additional items covered treatments received, 
socio-demographic characteristics and the patient perspective i.e. decision regret and 
patient empowerment. 
 
The survey design was informed by the International Consortium for Health Outcomes 
Measurement (ICHOM) recommendations and the study was overseen by a Clinical & 
Scientific Advisory Group and a User (patient) Advisory Group.  A copy of the full survey 
can be found at www.lifeafterprostatecancerdiagnosis.com. If you would like further 
information on the outcome measures used or the study in general, please see the study 
protocol published in BMJ Open at http://bmjopen.bmj.com/content/6/12/e013555. 
 
About the Study 
 
The Life After Prostate Cancer Diagnosis study was funded by the Movember Foundation, 
in partnership with Prostate Cancer UK, as part of the Prostate Cancer Outcomes 
programme, grant number BO26/MO. The programme was delivered in partnership 
between the University of Leeds, Queen's University Belfast, University of Southampton, 
Oxford Brookes University and Public Health England. 
 

1
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Ethical approval 
 
The study received the following approvals: Newcastle and North Tyneside Research 
Ethics Committee (15/NE/0036), Health Research Authority Confidentiality Advisory Group 
(15/CAG/0110), NHS Scotland Public Benefit and Privacy Panel (0516-0364), Office of 
Research Ethics Northern Ireland (16/NI/0073) and NHS R&D approval from Wales, 
Scotland and Northern Ireland. 
 
About the report 
 
This report includes tables for each question in the survey detailing the number of 
responses and the proportion at a UK level. 
 
Within the forthcoming weeks, we plan to release individual provider reports which will 
show results for your Trust/MDT-led area/Cancer Network/Health Board. Individual provider 
reports will include proportions for the corresponding nation (i.e. Proportions for England 
will be included in reports containing results for Trusts. Proportions for Northern Ireland will 
be included in reports containing results for MDT-led areas). Please note that in order to 
maintain patient confidentiality when response numbers were low, data reporting on two 
Trusts (13 men) were excluded.   
 
Following these study reports, the team will work with the Movember Foundation and 
Prostate Cancer UK to produce a public facing toolkit to disseminate the results to the 
wider public. 
 
We hope these results can be used to inform the development of health care policy and 
service delivery in ways which better meet the needs of such men and their families. 
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SECTION 2: 
HOW THE SURVEY WAS 
CONDUCTED 

Men who had received a diagnosis of prostate cancer in the previous 18-42 months were 
identified through cancer registration systems. In Scotland, men were identified by having 
both hospitalisation and cancer registration records for prostate cancer and being alive and 
living in Scotland at the time of the survey. Men managed by a multidisciplinary team within 
England, Wales, Scotland or Northern Ireland were eligible for the study. Men diagnosed at 
the four English hospitals participating in the True NTH Supported Self-Management and 
Follow Up Care Programme were excluded. 
 
Eligible men were mailed a survey pack by an NHS approved survey provider, Picker 
Institute Europe.  Those who returned a completed survey were deemed to be responders. 
Those who did not return the survey, or returned a blank survey, were deemed to be non- 
responders, together with those who phoned the free helpline to opt out. Address and 
death checks were carried out prior to each mailing (the initial mailing and two reminders). 
A total of 35,810  men from England, Scotland, Northern Ireland or Wales responded to the 
survey (58,930 men invited - response rate 60.8%). The survey provider collated the 
results into a single dataset and the anonymised responses were transferred to the study 
teams in Queen's University Belfast and The University of Leeds for analysis. 
 
The dates of the survey dates showing their respective diagnosis periods were as follows: 
 
 
--------------------------------------------------------- 
England                       21/04/2016                        
Northern Ireland          18/10/2016                        
Scotland                      01/11/2016                      
Wales                          09/11/2016                       
 
Men were diagnosed between 2012-2014.  
 
 

Survey nation            Survey close date          
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Provider Participation 
 
All National Health Service (NHS) Hospital Trusts/Health Boards treating 
Prostate Cancer were approached. All Trusts/Health Boards in Northern Ireland 
(n=5), Scotland (n=14) and Wales (n=6) participated. In England, 111 of 136 
Trusts participated; 21 declined and 4 were involved in True NTH Supported 
Self-Management and Follow Up Care Programme.  A breakdown of participation 
within England is detailed in the table below and a full list of participating 
healthcare providers can be found in section 6.  
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SECTION 3: 
INTERPRETATION AND 
DATA LIMITATIONS
The results presented in this report are subject to a number of limitations and their 
interpretation should take these into account.  We present these results in the spirit of 
transparency but must emphasise that numerous factors influence outcomes. Most of 
these are unrelated to performance of teams or institutions. We therefore urge caution in 
interpretation of the data and discourage making direct comparisons between provider 
organisations. 
 
Case ascertainment 
Surveys were mailed between October 2015 and November 2016 to men still alive 18-42 
months post-diagnosis of prostate cancer. Hence these results apply to a particular 
population diagnosed and treated during a specific time period. Survival rates may vary 
across the country, depending on the characteristics of the underlying population. Some 
Trusts did not participate in the study (25 out of 136 in England) because they were 
already involved in prostate cancer outcome studies or they chose not to be involved. 
 
Response bias 
The overall survey response rate was 60.8%. However, as is generally the case with 
surveys, there were significant differences in the characteristics of the men who did and 
did not respond. The elderly, those living in more socio-economically deprived areas and 
those with more advanced disease were less likely to respond.  Evidence suggests these 
individuals have worse outcomes. In addition, response rates varied by provider 
organisation (39.9-72.5%). Please note that individual provider reports will inform 
individual providers of their organisation's response rate.  
 
Lack of baseline data 
No information was available from men on their health-related quality of life prior to being 
diagnosed with prostate cancer. This makes it difficult to assess the underlying health of 
the population and determine the true impact of prostate cancer. In addition, the survey 
responses represent a snapshot of men's experiences on one particular day, rather than 
over time. 
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Diagnosing vs. treating Trust/Health Board/MDT 
The initial identification of men for survey was based on where they received their 
prostate cancer diagnosis and this is how the results are reported. For many men this 
will also have been where they received their treatment; however, it is important to note 
that some men will have received some of their treatment in a different Trust/health 
board/MDT-led area. This will be more common for some treatment types than others; 
for example, radiotherapy maybe delivered in larger centres with appropriate facilities. 
 
Differences in casemix and treatment 
The results presented in this report have not been adjusted for any differences in 
patient and treatment factors. The characteristics of populations managed by different 
NHS organisations are known to be significantly different and will vary, for example, by 
age, level of deprivation, ethnic mix etc. Men with prostate cancer can be treated using 
a variety of different treatment types. 
 
Choice of treatment will depend on factors including disease severity, presence of 
other long-term conditions, frailty, patient choice and availability of treatment by 
location.   
 
Additional notes 
The Number of responses - represents the number of men who ticked a response for a 
particular question. 
 
For the response categories, the denominator includes all men who ticked one of the 
responses for a particular question and excludes those who did not answer or left it 
blank. For those that 'did not answer' the question, the denominator is all those who 
responded to the survey. 
 
From section 4.2, question numbers are marked matching those used in the survey. 
 

12

Warning: results are subject to data limitations, see section 3 for guidance 

CONFIDENTIAL: 
 do not share



SECTION 4: DATA FROM 
MEN IN THE UNITED 
KINGDOM

This section includes information on marital and employment status, ethnicity, long term 
health conditions, Body Mass Index (BMI), access to mental health services and carer 
responsibilities. 
 
Questions sourced from the Office for National Statistics[1]. 
 
Most men who completed the survey were over 65 years old, married or in a civil 
partnership, were retired and were not recently or currently looking after or supporting 
someone else with ill health. 35% of men had a single long-term condition or co-morbidity 
and 47.8% were classed as “overweight”. The majority of men had not consulted with a 
healthcare professional for problems with emotions or nerves or use of alcohol or drugs. 
94.8 percent of respondents had completed the survey themselves. The majority of men 
(93.8%) were of white ethnicity (see below).  

4.1: Who responded
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Ethnicity

Ethnic group 
White 
Mixed 
Asian 
Black 
Other 
Unknown 
Total 

Frequency 
33,598 

136 
347 
553 
57 

1,119 
35,810 

Proportion (%) 
93.8 
0.4 
1.0 
1.5 
0.2 
3.1 

100 

Interviews with Black 
men to explore their 

experiences are 
detailed in Section 8: 
Qualitative Findings
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Table 3. Employment status at time of diagnosis (Q80)

Number of responses 
10,560 

597 
23,719 

206 
35,082 

728 

Proportion (%) 
30.1 
1.7 

67.6 
0.6 

100.0 
2.0 

Employment status 
Full/part time/self  employment 
Unemployed (seeking work/unable to work) 
Retired 
Other 
Total 
Did not answer 

Table 4. Current employment status (Q81) at time of survey 

Number of responses 
6,900 

746 
26,709 

277 
34,632 
1,178 

Proportion (%) 
19.9 
2.2 

77.1 
0.8 

100.0 
3.3 

Employment status 
Full/part time/self  employment 
Unemployed (seeking work/unable to work) 
Retired 
Other 
Total 
Did not answer 

Table 5. Number of long-term conditions/co-morbidities (Q84) 

Number of responses 
12,521 
7,152 
3,174 
2,562 

10,401 
35,810 

Proportion (%) 
35.0 
20.0 
8.9 
7.2 

29.0 
100.0 

Number of long-term conditions/co-morbidities 
1 condition 
2 conditions 
3 conditions 
4 or more conditions 
no conditions/did not answer 
Total 

Table 2. Marital status (Q79)

28,044 
2,612 
2,858 
1,371 

483 
35,368 

442 

Marital status Number of responses Proportion (%) 
79.3 
7.4 
8.1 
3.9 
1.4 

100.0 
1.2 

Married/civil partnership 
Separated/divorced/dissolved civil partnership 
Widowed/surviving partner from civil partnership 
Single (never married/never in civil partnership) 
Other 
Total 
Did not answer 

Table 1. Age at TIme of Survey (Q78)

Age group 
<65 
65-74 
75+ 
Total 
Did not answer 

Number of responses 
6,255 

16,629 
12,920 
35,804 

6 

Proportion (%) 
17.5 
46.4 
36.1 

100.0 
0.0 

The impact of prostate cancer 
on younger men is detailed in 

Section 8: Qualitative 
Findings



Table 7. Have you ever in your lifetime seen a health care professional (such as a GP, psychiatrist, 
psychologist, social worker, counsellor, psychotherapist, mental health nurse, or any other such 
professional) for problems with your emotions or nerves or your use of alcohol or drugs?[2] (Q87)

15

Table 9. Please would you tell us who filled in this survey?

Number of responses 
32,424 
1,779 

34,203 
1,607 

Proportion (%) 
94.8 
5.2 

100.0 
4.5 

Response 
The person to whom this survey was sent 
A representative of the person to whom this survey was sent 
Total 
Did not answer 

Number of responses 
8,255 

25,981 
34,236 
1,574 

Proportion (%) 
24.1 
75.9 

100.0 
4.4 

Response 
Yes 
No 
Total 
Did not answer 

Table 8. Do you look after, or give any help or support (not part of your paid employment) to family
members, friends, neighbours or others because of either: long term mental or physical disability or
problems relating to ill health (Q88)

Number of responses 
5,999 

28,761 
34,760 
1,050 

Proportion (%) 
17.3 
82.7 

100.0 
2.9 

Response 
Yes 
No 
Total 
Did not answer 

Warning: results are subject to data limitations, see section 3 for guidance 

15

Table 6. Body Mass Index (BMI) (derived from Q85-86) 

Number of responses 
10,196 
15,728 
6,953 

32,877 
2,933 

Proportion (%) 
31.0 
47.8 
21.1 

100.0 
8.2 

BMI category 
Under & healthy weight (0-24.9) 
Overweight (25-29.9) 
Obese (30+) 
Total 
Not calculated/Did not answer 

Note: Body Mass Index calculated from self-reported data. 



This section includes information on mobility, self-care, usual activities, pain and 
discomfort, and anxiety and depression. Along with a score for overall health. Questions 
1-5 measured using EQ5D-5L[3]. These measure the men's health 'today'.  
 
Men most commonly reported some level of problems with pain/discomfort (42.0%), usual 
activities (37.7%), mobility (36.1%) and anxiety/depression (33.6%), and were least likely 
to report problems with self-care (14.3%). Just over 60% of men reported at least one 
problem on any of these five domains (62.0%). 

4.2: Overall health 

Warning: results are subject to data limitations, see section 3 for guidance 

Table 10. Mobility (Q1)

Number of responses 
22,650 
5,838 
4,601 
2,147 

162 
35,398 

412 

Proportion (%) 
64.0 
16.5 
13.0 
6.1 
0.5 

100.0 
1.2 

Mobility 
No problems walking about 
Slight problems walking about 
Moderate problems walking about 
Severe problems walking about 
Unable to walk about 
Total 
Did not answer 

Table 11. Self-care(Q2)

Number of responses 
30,385 
2,703 
1,813 

423 
133 

35,457 
353 

Proportion (%) 
85.7 
7.6 
5.1 
1.2 
0.4 

100.0 
1.0 

Self-care 
No problems washing or dressing 
Slight problems washing or dressing 
Moderate problems washing or dressing 
Severe problems washing or dressing 
Unable to wash or dress 
Total 
Did not answer 

Table 12. Usual activities (Q3)

Number of responses 
22,048 
6,940 
4,324 
1,502 

589 
35,403 

407 

Proportion (%) 
62.3 
19.6 
12.2 
4.2 
1.7 

100.0 
1.1 

Usual activities 
No problems doing usual activities 
Slight problems doing usual activities 
Moderate problems doing usual activities 
Severe problems doing usual activities 
Unable to do usual activities 
Total 
Did not answer 
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Table 13. Pain/discomfort (Q4)

Number of responses 
20,474 
8,802 
4,420 
1,420 

220 
35,336 

474 

Proportion (%) 
57.9 
24.9 
12.5 
4.0 
0.6 

100.0 
1.3 

Pain/discomfort 
No pain or discomfort 
Slight pain or discomfort 
Moderate pain or discomfort 
Severe pain or discomfort 
Extreme pain or discomfort 
Total 
Did not answer 

Table 14. Anxiety/depression (Q5)

Number of responses 
23,449 
8,226 
2,994 

464 
165 

35,298 
512 

Proportion (%) 
66.4 
23.3 
8.5 
1.3 
0.5 

100.0 
1.4 

Anxiety/depression 
Not anxious or depressed 
Slightly anxious or depressed 
Moderately anxious or depressed 
Severely anxious or depressed 
Extremely anxious or depressed 
Total 
Did not answer 

Figure 1. Health related quality of life: Proportions reporting any difficulty
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Figure 2. Overall health

Warning: results are subject to data limitations, see section 3 for guidance 

Men were also asked to rate their health ‘today’ out of 100, where a score of 
100 indicated the best possible health. 97% of men who completed the survey 
answered this question and on average men reported their health at 76.6. 

Table 15. We would like to know how good or bad your health is TODAY (Q6), 0= worst health, 
100=best health.

Result 
35,810 
34,990 

76.6 
70-90

Statistic 
Number of participants that answered survey 
Number of participants that answered this question 
Mean/Average 
Interquartile range (IQR) 
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This section includes information on how patients were diagnosed, types of treatment 
received (surgery, radiotherapy, hormone treatment and monitoring) and how patients felt 
about the decisions made about their treatment. 
 
The majority of men (58.0%) received a diagnosis of prostate cancer after attending their 
GP with symptoms. However, a third of men  (33.9%) were diagnosed without symptoms 
after receiving a PSA test.  

4.3: Diagnosis and Treatment  

Warning: results are subject to data limitations, see section 3 for guidance 

Table 16. How were you diagnosed? (Q7)

Number of responses 
19,755 
11,558 
2,767 

34,080 
1,730 

Proportion (%) 
58.0 
33.9 
8.1 

100.0 
4.8 

Response 
GP attendance with urinary and other symptoms 
Asymptomatic and PSA tested 
Other 
Total 
Did not answer 

Of men where cancer registration records had information on stage at diagnosis, 63.8% 
were diagnosed with localised (stage I or II) disease, 23.5% had locally advanced 
disease (stage III) and 12.7% had stage IV prostate cancer.

Table 17. Stage at diagnosis

Number of responses 
19,595 
7,208 
3,919 

30,722 
5,088 

Proportion (%) 
63.8 
23.5 
12.8 

100.0 
14.2 

Response 
Stage I-II 
Stage III 
Stage IV 
Total staged 
Unknown 

Table 18. Have you had surgery (prostatectomy)? (Q8ai)

Number of responses 
24,049 
9,069 

33,118 
2,692 

Proportion (%) 
72.6 
27.4 

100.0 
7.5 

Response 
No 
Yes 
Total 
Did not answer 
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More on men's 
experiences of 

living with 
advanced 

disease can be 
found in Section 

8: Qualitative 
Findings



Warning: results are subject to data limitations, see section 3 for guidance 

Table 19. What type of surgery? One option only. (Q8aii)

Number of responses 
2,369 
2,534 
3,753 
1,333 
9,989 

Proportion (%) 
23.7 
25.4 
37.6 
13.3 

100.0 

Response 
Open prostatectomy 
Laparascopic prostatectomy 
Robotic prostatectomy 
Type of surgery not known 
Total 

Table 22. Have you had any of the below treatments? (Q8c)

Number of responses 
1,230 

201 
15,273 
1,763 

Proportion (%) 
3.4 
0.6 

42.7 
4.9 

Treatment 
High intensity focused ultrasound (HIFU) 
Cryotherapy 
Hormone treatment (either continuous or on/off treatment) 
Chemotherapy inc. Abiraterone and/or Enzalutamide 

Note: numbers reported here may sum up to a higher total than the number reported saying 'Yes' in 
question 8ai.

Table 20. Have you had radiotherapy? (Q8bi)

Number of responses 
18,022 
15,980 
34,002 

Proportion (%) 
53.0 
47.0 

100.0 

Response 
No 
Yes 
Total 

Table 21. What type of radiotherapy? (Q8bii)

Number of responses 
12,836 
1,455 

546 
181 

1,338 
16,356 

Proportion (%) 
78.5 
8.9 
3.3 
1.1 
8.2 

100.0 

Response 
1. External beam RT only 
2. Permanent seed (low dose) 
brachytherapy only 
3. Temp (high-dose) brachytherapy only 
Combination of the three RT types 
Type of RT not known 
Total 

Note: numbers reported here may sum up to a higher total than the number reported saying 'Yes' in 
question 8ai.
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Warning: results are subject to data limitations, see section 3 for guidance 

Table 24. What type of monitoring? (Q8dii)

Number of responses 
5,634 
7,199 

14,429 
2,676 

29,938 

Proportion (%) 
18.8 
24.0 
48.2 
8.9 

100.0 

Response 
Active surveillance 
Watchful waiting 
Clinical follow-up after treatment 
Type of monitoring not known 
Total 

The most commonly reported treatments were combined external beam radiotherapy 
(EBRT) and androgen deprivation therapy (ADT) (20.9%), surgery alone (19.7%), ADT 
alone (8.7%) and active surveillance (AS) (8.2%). 
 
 Figure 3. Treatment summary for the UK
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Note: We believe that men misunderstood what HIFU (High Intensity Focused Ultrasound) is 
and therefore there were men who selected yes from providers where this treatment was not 
available. For each type of treatment the denominator includes all participants who answered 
the survey.

Table 23. Are doctors and nurses currently monitoring your prostate cancer? (Q8di)

Number of responses 
3,378 

28,216 
31,594 

Proportion (%) 
10.7 
89.3 

100.0 

Response 
No 
Yes 
Total 
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___________________________________

More about men's experience of 
being on a monitoring pathway 

can be found in 
Section 8: Qualitative Findings



Warning: results are subject to data limitations, see section 3 for guidance 

Table 25. Treatment summary table 

Number of responses 
7,485 
7,053 
3,113 
2,927 
2,536 
2,349 
2,292 
1,208 
1,141 
5,706 

35,810 

Proportion (%) 
20.9 
19.7 
8.7 
8.2 
7.1 
6.6 
6.4 
3.4 
3.2 

15.9 
100.0 

Response 
EBRT & ADT 
Surgery alone 
ADT alone 
Active surveillance 
EBRT alone 
Surgery & EBRT/ADT 
watchful waiting 
Brachytherapy  
Systemic & EBRT/ADT 
Other* 
Total 

Notes: 
Denominator includes all participants who answered the survey.  
EBRT = external beam radiotherapy and ADT = androgen deprivation therapy (ADT) 
*Includes unknowns, other combinations, HIFU (High intensity focused ultrasound), no treatment.  
  

 
The treatment summary table includes the number and proportion of patients broken down by the following 
categories: 
 
1.Surgery only – ticked yes to surgery (any type) but nothing else. 
2.External beam radiotherapy (EBRT) only – ticked the external beam subcategory but nothing else.  
3.Brachytherapy only – ticked either of the permanent seed or temporary seed subcategories but nothing else.  
4.Hormone treatment (androgen deprivation therapy (ADT)) only – ticked the hormone therapy option but 
nothing else.  
5.Active surveillance only – ticked the active surveillance option and nothing else.  
6.Watchful waiting only – ticked the watchful waiting option and nothing else.  
7.EBRT & hormones – ticked EBRT AND hormone therapy but nothing else.  
8.Surgery & EBRT/hormones – ticked surgery (any type) AND EBRT OR hormone therapy OR BOTH but nothing 
else.  
9.Systemic & EBRT/hormones – ticked chemotherapy (any type) AND EBRT OR hormone therapy OR BOTH but 
nothing else.  
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Table 26. Do you think your views were taken into account when the team of doctors 
and nurses caring for you were discussing which treatment you should have? (Q9a)

Number of responses 
24,542 
6,447 
1,349 
1,333 
1,366 

35,037 
773 

Proportion (%) 
70.0 
18.4 
3.9 
3.8 
3.9 

100.0 
2.2 

Response 
Yes, definitely 
Yes, to some extent 
No, not taken into account 
Not aware my treatment was discussed 
Not sure 
Total 
Did not answer 

70% said 
YES, 

definitely.

___________________________________

___________________________________



Warning: results are subject to data limitations, see section 3 for guidance 

Table 27. Please answer the following questions whether or not you were actively involved in 
the decisions made about your treatment. Please think about the decisions you made about 
your treatment for prostate cancer after talking to your doctor, surgeon, nurse, health care 
professional etc(Q9b). Measured using Decision regret scale[4].

Number of responses 
20,394 
11,240 
2,071 

259 
96 

34,060 
1,750 

Response 
Strongly agree 

Agree 
Neither agree nor disagree 

Disagree 
Strongly disagree 

Total 
Did not answer 

Proportion (%) 
59.9 
33.0 
6.1 
0.8 
0.3 

100.0 
4.9 

Statement 
It was the right decision 

___________________________________________________
Number of responses 

796 
1,433 
2,709 
7,532 

14,884 
27,354 
8,456 

Response 
Strongly agree 

Agree 
Neither agree nor disagree 

Disagree 
Strongly disagree 

Total 
Did not answer 

Proportion (%) 
2.9 
5.2 
9.9 

27.5 
54.4 

100.0 
23.6 

Statement 
I regret the choice that was
made 

___________________________________________________
Number of responses 

16,787 
9,385 
2,592 

728 
420 

29,912 
5,898 

Response 
Strongly agree 

Agree 
Neither agree nor disagree 

Disagree 
Strongly disagree 

Total 
Did not answer 

Proportion (%) 
56.1 
31.4 
8.7 
2.4 
1.4 

100.0 
16.5 

Statement 
I would go for the same
choice if I had to do it over
again 

___________________________________________________
Number of responses 

484 
1,189 
3,180 
7,959 

14,730 
27,542 
8,268 

Response 
Strongly agree 

Agree 
Neither agree nor disagree 

Disagree 
Strongly disagree 

Total 
Did not answer 

Proportion (%) 
1.8 
4.3 

11.5 
28.9 
53.5 

100.0 
23.1 

Statement 
The choice did me a lot of
harm 

___________________________________________________
Number of responses 

16,387 
9,762 
2,916 

412 
339 

29,816 
5,994 

Response 
Strongly agree 

Agree 
Neither agree nor disagree 

Disagree 
Strongly disagree 

Total 
Did not answer 

Proportion (%) 
55.0 
32.7 
9.8 
1.4 
1.1 

100.0 
16.7 

Statement 
The decision was a wise
one 

___________________________________________________
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Decision Regret scores range from 0-100 where a higher score indicated 
worse regret.  Of the men who responded to all items on the scale and 
therefore had a score calculated (74% of men), the mean score was 15.9 and 
the median score was 10.

Warning: results are subject to data limitations, see section 3 for guidance 

Table 28. Score for decision regret

Result 
35,810 
26,586 

15.9 
0.0 

25.0 
25.0 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 
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Over a third of men 
reported that they had 

no decision regret 
relating to their 

treatment (36.6%).

4.4: Urinary, Bowel, Sexual Function, Hormones and Vitality 

This section includes information on bladder and bowel function, sexual function, 
medications or devices to improve sexual functioning and utilisation of specialist services 
for sexual functioning. 
 
Questions 10-22 were measured using the Expanded Prostate Cancer Index Composite 
(EPIC-26[5]). For these questions, five separate domain scores are calculated (urinary 
incontinence, urinary irritation, bowel function, sexual function, hormones and vitality). 
For each of these function domains, the maximum score is 100 and a greater score 
indicates better functioning. 
 
Urinary function 
Total scores for urinary incontinence (sum q10-q13a) and urinary irritation (q13b-q13e) 
were calculated. The mean score of urinary incontinence was 82.7 and for urinary 
irritation was 86.0 indicating that men typically had good urinary function. A minority of 
men (13.1%) reported that their urinary function was either a moderate or a big problem 
for them over the past four weeks. 

Further details on men's experiences of 
treatment decision making can be found in 
Part 2: Qualitative Findings. 

__________________________________



Warning: results are subject to data limitations, see section 3 for guidance 

Number of responses 
4,606 
3,161 
2,413 
3,610 

21,427 
35,217 

593 

Proportion (%) 
13.1 
9.0 
6.9 

10.3 
60.8 

100.0 
1.7 

Response 
More than once a day 
About once a day 
More than once a week 
About once a week 
Rarely or never 
Total 
Did not answer 

Table 29. Over the past 4 weeks, how often have you leaked urine? (Q10)

Number of responses 
678 

2,076 
14,244 
18,179 
35,177 

633 

Proportion (%) 
1.9 
5.9 

40.5 
51.7 

100.0 
1.8 

Response 
No control 
Frequent dribbling 
Occasional dribbling 
Total control 
Total 
Did not answer 

Table 30. Which of the following best describes your urinary control during the last 4 weeks? (Q11)

Number of responses 
30,474 
2,868 

915 
700 

34,957 
853 

Proportion (%) 
87.2 
8.2 
2.6 
2.0 

100.0 
2.4 

Response 
None 
1 pad per day 
2 pads per day 
3+ pads per day 
Total 
Did not answer 

Table 31. How many pads per day did you usually use to control leakage during the last 4 weeks? (Q12)
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Table 32. How big a problem, if any, has each of the following been for you during the 
last 4 weeks? (Q13)

Number of responses 
18,415 
8,154 
3,366 
1,838 

752 
32,525 
3,285 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
56.6 
25.1 
10.3 
5.7 
2.3 

100.0 
9.2 

Statement 
Dripping or leaking urine 

___________________________________________________

___________________________________________________

Number of responses 
26,200 
2,283 

992 
620 
246 

30,341 
5,469 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
86.4 
7.5 
3.3 
2.0 
0.8 

100.0 
15.3 

Statement 
Pain or burning on 
urination 

___________________________________________________



Warning: results are subject to data limitations, see section 3 for guidance 

CONFIDENTIAL: 
 do not share

Number of responses 
29,026 

531 
241 
140 
119 

30,057 
5,753 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
96.6 
1.8 
0.8 
0.5 
0.4 

100.0 
16.1 

Statement 
Bleeding with urination 

___________________________________________________
Number of responses 

16,068 
6,774 
4,207 
2,896 

864 
30,809 
5,001 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
52.2 
22.0 
13.7 
9.4 
2.8 

100.0 
14.0 

Statement 
Weak urine stream or
incomplete emptying 

___________________________________________________
Number of responses 

12,807 
7,715 
5,542 
4,705 
1,470 

32,239 
3,571 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
39.7 
23.9 
17.2 
14.6 
4.6 

100.0 
10.0 

Statement 
Need to urinate frequently
during the day 

___________________________________________________
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Table 33. Overall, how big a problem has your urinary function been 
for you during the last 4 weeks? (Q14)

Number of responses 
16,065 
9,921 
4,685 
3,529 
1,094 

35,294 
516 

Proportion (%) 
45.5 
28.1 
13.3 
10.0 
3.1 

100.0 
1.4 

Statement 
No problem 
Very small problem 
Small problem 
Moderate problem 
Big problem 
Total 
Did not answer 

Warning: results are subject to data limitations, see section 3 for guidance 

45.5% 
reported no 

problem

__________________________________



Warning: results are subject to data limitations, see section 3 for guidance 

Table 34. EPIC score for urinary incontinence

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 35. EPIC score for urinary irritation

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range _____________________________________

_____________________________________

Result 
35,810 
31,817 

82.7 
71.0 

100.0 
29.0 

Result 
35,810 
29,264 

86.0 
81.3 

100.0 
18.8 
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Urinary function 
bother 

13.1% had a moderate 
or big problem 



Warning: results are subject to data limitations, see section 3 for guidance 

Table 36. How big a problem, if any, has each of the following been for you during the last 4 weeks? (Q15)

Number of responses 
21,335 
6,042 
3,512 
2,512 

811 
34,212 
1,598 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
62.4 
17.7 
10.3 
7.3 
2.4 

100.0 
4.5 

Statement 
Urgency to have a bowel 
movement 

___________________________________________________
Number of responses 

22,066 
4,430 
2,540 
1,855 

496 
31,387 
4,423 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
70.3 
14.1 
8.1 
5.9 
1.6 

100.0 
12.4 

Statement 
Increased frequency of 
bowel movements 

___________________________________________________
Number of responses 

25,970 
2,520 
1,169 

906 
439 

31,004 
4,806 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
83.8 
8.1 
3.8 
2.9 
1.4 

100.0 
13.4 

Statement 
Losing control of your 
stools 

___________________________________________________
Number of responses 

28,105 
1,331 

735 
558 
300 

31,029 
4,781 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
90.6 
4.3 
2.4 
1.8 
1.0 

100.0 
13.4 

Statement 
Bloody stools 

___________________________________________________
Number of responses 

25,243 
2,994 
1,508 
1,121 

325 
31,191 
4,619 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
80.9 
9.6 
4.8 
3.6 
1.0 

100.0 
12.9 

Statement 
Abdominal/ Pelvic/Rectal 
pain 

___________________________________________________

Bowel function
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Warning: results are subject to data limitations, see section 3 for guidance 

Table 37. Overall, how big a problem has your bowel habits been for you during the 
last 4 weeks? (Q16)

Number of responses 
21,821 
7,175 
3,240 
2,488 

710 
35,434 

376 

Proportion (%) 
61.6 
20.2 
9.1 
7.0 
2.0 

100.0 
1.0 

Statement 
No problem 
Very small problem 
Small problem 
Moderate problem 
Big problem 
Total 
Did not answer 

The total bowel function score was calculated (sum q15a-16). The mean score was 89.0, 
indicating that men typically had good bowel function (Table 38). Fewer than 10% of 
respondents reported that their bowel function had been a moderate or big problem for 
them over the past four weeks (9.0%).

Result 
35,810 
29,264 

86.0 
81.3 

100.0 
18.8 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 38. EPIC score for bowel function
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Bowel 
function 
bother 

9.0% had a 
moderate or 
big problem

__________________________________

__________________________________



Warning: results are subject to data limitations, see section 3 for guidance 

Table 39. How would you rate each of the following during the last 4 weeks? Q17) 
__________________________________________________________________________________________ 
_

Table 40. How would you describe the usual QUALITY of your erections during the last 4 weeks? (Q18)

Number of responses 
21,960 
5,075 
3,651 
2,338 
1,004 

34,028 
1,782 

Response 
Very poor to none 

Poor 
Fair 

Good 
Very good 

Total 
Did not answer 

Proportion (%) 
64.5 
14.9 
10.7 
6.9 
3.0 

100.0 
5.0 

Statement 
17a. Your ability to have an 
erection 

___________________________________________________
Number of responses 

19,165 
4,431 
4,121 
3,004 
1,309 

32,030 
3,780 

Response 
Very poor to none 

Poor 
Fair 

Good 
Very good 

Total 
Did not answer 

Proportion (%) 
59.8 
13.8 
12.9 
9.4 
4.1 

100.0 
10.6 

Statement 
17b. Your ability to reach 
orgasm (climax) 

___________________________________________________

Number of responses 
19,296 
5,328 
4,532 
4,335 

33,491 
2,319 

Proportion (%) 
57.6 
15.9 
13.5 
12.9 

100.0 
6.5 

Response 
None at all 
Not firm enough for sexual activity 
Firm enough for masturbation and foreplay 
Firm enough for intercourse 
Total 
Did not answer ___________________________________________________

Table 41. How would you describe the FREQUENCY of your erections during the last 4 weeks? (Q19) 
__________________________________________________________________________________________ 
_ Number of responses 

22,517 
3,025 
1,949 
2,157 
3,068 

32,716 
3,094 

Proportion (%) 
68.8 
9.2 
6.0 
6.6 
9.4 

100.0 
8.6 

Response 
Never when I wanted one 
Less than half the time I wanted one 
About half the time I wanted one 
More than half the time I wanted one 
Whenever I wanted one 
Total 
Did not answer 
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Sexual function 
 
The sexual function domain was where men reported the majority of problems. The 
overall score for sexual function was 25.2 and 45.3% of men reported that their sexual 
function over the past four weeks had been either a moderate or big problem.  



Table 42. Overall, how would you rate your ability to function sexually during the last 4 weeks? (Q20) 
__________________________________________________________________________________________ 
_ Number of responses 

21,782 
4,131 
3,559 
2,452 

936 
32,860 
2,950 

Proportion (%) 
66.3 
12.6 
10.8 
7.5 
2.8 

100.0 
8.2 

Response 
Very poor to none 
Poor 
Fair 
Good 
Very good 
Total 
Did not answer ___________________________________________________

Table 43. Overall, how big a problem has your sexual function or lack of sexual function been for you 
during the last 4 weeks? (Q21) 
 _________________________________________________________________________________________Number of responses 

10,235 
3,676 
4,101 
4,892 

10,024 
32,928 
2,882 

Proportion (%) 
31.1 
11.2 
12.5 
14.9 
30.4 

100.0 
8.0 

Response 
No problem 
Very small problem 
Small problem 
Moderate problem 
Big problem 
Total 
Did not answer ___________________________________________________

Warning: results are subject to data limitations, see section 3 for guidance 

Result 
35,810 
32,513 

25.2 
4.2 

36.2 
32.0 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 44. EPIC score for sexual function
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Sexual 
function 
bother 

45.3% had a 
moderate or 
big problem

More on men's 
experiences of 
sexual aids can 

be found in 
Section 8: 
Qualitative 
Findings



Warning: results are subject to data limitations, see section 3 for guidance 

CONFIDENTIAL: 
 do not share

Number of responses 
21,163 
3,110 
3,000 
3,695 
2,113 

33,081 
2,729 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
64.0 
9.4 
9.1 

11.2 
6.4 

100.0 
7.6 

Statement 
Hot flushes 

___________________________________________________
Number of responses 

25,552 
2,316 
1,597 
1,178 

518 
31,161 
4,649 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
82.0 
7.4 
5.1 
3.8 
1.7 

100.0 
13.0 

Statement 
Breast 
tenderness/enlargement 

___________________________________________________
Number of responses 

20,409 
5,108 
3,464 
2,445 

825 
32,251 
3,559 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
63.3 
15.8 
10.7 
7.6 
2.6 

100.0 
9.9 

Statement 
Feeling depressed 

___________________________________________________
Number of responses 

12,670 
7,053 
5,732 
5,057 
2,673 

33,185 
2,625 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
38.2 
21.3 
17.3 
15.2 
8.1 

100.0 
7.3 

Statement 
Lack of energy 

___________________________________________________
Number of responses 

20,184 
4,171 
3,408 
3,135 
1,716 

32,614 
3,196 

Response 
No problem 

Very small problem 
Small problem 

Moderate problem 
Big problem 

Total 
Did not answer 

Proportion (%) 
61.9 
12.8 
10.4 
9.6 
5.3 

100.0 
8.9 

Statement 
Change in body weight 

___________________________________________________

Table 45. How big a problem during the last 4 weeks, if any, has each of the following been for you? (Q22)

Hormones, depression and fatigue
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Warning: results are subject to data limitations, see section 3 for guidance 

Result 
35,810 
31,735 

80.1 
70.0 

100.0 
30.0 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 46. EPIC score for hormone function

The total hormonal function score was calculated (sum q22a-22e). The mean score 
was 80.1, indicating that men typically had good hormonal function (Table 46).

Table 47. Questions 23-24 measured using the EORTC Sexual activity subscale[6]. During the past 4 
weeks: 
__________________________________________________________________________________________ 
_

Number of responses 
13,658 
9,770 
7,917 
2,923 

34,268 
1,542 

Response 
Not at all 

A little 
Quite a bit 
Very much 

Total 
Did not answer 

Proportion (%) 
39.9 
28.5 
23.1 
8.5 

100.0 
4.3 

Statement 
23. To what extent were 
you interested in sex? 

Number of responses 
18,715 
8,436 
4,479 
1,032 

32,662 
3,148 

Response 
Not at all 

A little 
Quite a bit 
Very much 

Total 
Did not answer 

Proportion (%) 
57.3 
25.8 
13.7 
3.2 

100.0 
8.8 

Statement 
24. To what extent were 
you sexually active (with or 
without intercourse)? 

___________________________________________________

___________________________________________________
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23.3% 
reported a 
moderate or 
big problem
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Table 48. Have you used any medications to aid or improve erections since your prostate cancer 
diagnosis? (e.g. tablets, penis injections, gels) (Q25)

Number of responses 
19,794 
3,353 
1,933 
3,910 
1,028 
2,300 
1,446 

33,764 
2,046 

Proportion (%) 
58.6 
9.9 
5.7 

11.6 
3.0 
6.8 
4.3 

100.0 
5.7 

Response 
Not offered 
Offered but not wanted 
Offered but not used 
Offered and tried, but not helpful 
Offered and helped, but no longer used 
Offered and helped, used sometimes 
Offered and helped, used often 
Total 
Did not answer 

Response 
Not offered 
Offered but not wanted 
Offered but not used 
Offered and tried, but not helpful 
Offered and helped, but no longer used 
Offered and helped, used sometimes 
Offered and helped, used often 
Total 
Did not answer 

_______________________________________

Questions 25-27 derived from Miller et al[7].

Number of responses 
26,103 
2,944 
1,073 
1,450 

609 
1,058 

487 
33,724 
2,086 

Proportion (%) 
77.4 
8.7 
3.2 
4.3 
1.8 
3.1 
1.4 

100.0 
5.8 

Table 49. Have you used any devices to aid or improve erections since your prostate cancer 
diagnosis? (e.g. vacuum pump, penile prosthesis) (Q26)

Table 50. Have you used any specialist services to help with your sex life following your 
diagnosis of prostate cancer? (e.g. counselling, psychosexual clinics, psychology) (Q27)

Response 
Not offered 
Offered but not wanted 
Offered but not used 
Offered and tried, but not helpful 
Offered and helped, but no longer used 
Offered and helped, still using 
Total 
Did not answer 

Number of responses 
28,656 
2,595 

850 
596 
548 
395 

33,640 
2,170 

Proportion (%) 
85.2 
7.7 
2.5 
1.8 
1.6 
1.2 

100.0 
6.1 

77-85% of 
men report 
not being 
offered 
devices or 
specialist 
services for 
sexual 
function

_______________________________________

_______________________________________
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Over half of men were not 
offered any type of 
intervention to improve their 
sexual function (56.5%). 
 
Of the men offered any of 
the three types of 
intervention, 37.2% reported 
they did not want them or 
did not try the intervention, 
23.8% reported that they did 
not help and 39.0% 
reported that at least one of 
them was helpful.

Figure 4. Treatment for sexual 
function, UK

Table 51. Questions 28-30 measured using the EORTC fatigue subscale[8]. During the past 4 weeks: 
___________________________________________________________________________________________

Number of responses 
11,697 
14,289 
5,571 
1,757 

33,314 
2,496 

Response 
Not at all 

A little 
Quite a bit 
Very much 

Total 
Did not answer 

Proportion (%) 
35.1 
42.9 
16.7 
5.3 

100.0 
7.0 

Statement 
28. Did you need to rest? 

Number of responses 
14,745 
11,415 
4,172 
1,579 

31,911 
3,899 

Response 
Not at all 

A little 
Quite a bit 
Very much 

Total 
Did not answer 

Proportion (%) 
46.2 
35.8 
13.1 
4.9 

100.0 
10.9 

Statement 
29. Have you felt weak? 

___________________________________________________

___________________________________________________
Number of responses 

8,233 
15,296 
6,947 
2,666 

33,142 
2,668 

Response 
Not at all 

A little 
Quite a bit 
Very much 

Total 
Did not answer 

Proportion (%) 
24.8 
46.2 
21.0 
8.0 

100.0 
7.5 

Statement 
30. Were you tired? 

___________________________________________________
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Table 52. Questions 31-48 measured using the Social Difficulties Inventory[9]. During the last 4 weeks: 
__________________________________________________________________________________________ 
_ Number of responses 

30,661 
3,134 
1,115 

498 
35,408 

402 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
86.6 
8.9 
3.1 
1.4 

100.0 
1.1 

Statement 
31. Have you had any
difficulty maintaining your
independence? 

Number of responses 
24,846 
6,553 
2,726 
1,252 

35,377 
433 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
70.2 
18.5 
7.7 
3.5 

100.0 
1.2 

Statement 
32. Have you had any
difficulty in carrying out
your domestic chores? 

___________________________________________________

___________________________________________________
Number of responses 

30,719 
3,320 

990 
398 

35,427 
383 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
86.7 
9.4 
2.8 
1.1 

100.0 
1.1 

Statement 
33. Have you had any
difficulty with managing
your own personal care? 

___________________________________________________
Number of responses 

30,812 
2,520 

715 
465 

34,512 
1,298 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
89.3 
7.3 
2.1 
1.3 

100.0 
3.6 

Statement 
34. Have you had any
difficulty with looking after
those who depend on you? 

___________________________________________________
Number of responses 

31,544 
1,700 

582 
385 

34,211 
1,599 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
92.2 
5.0 
1.7 
1.1 

100.0 
4.5 

Statement 
35. Have any of those
close to you had any
difficulty with the support
available to them? 

___________________________________________________
Number of responses 

31,438 
2,593 

766 
393 

35,190 
620 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
89.3 
7.4 
2.2 
1.1 

100.0 
1.7 

Statement 
37. Have you had any
financial difficulties? 

___________________________________________________

 
This section includes information on levels of social distress in relation to 
everyday problems. It looks at issues from the patient perspective rather than 
the more functional and symptom focus found in earlier sections. 

4.5: Everyday life
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Table 52 continued 
__________________________________________________________________________________________ 
_ Number of responses 

32,839 
1,334 

494 
315 

34,982 
828 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
93.9 
3.8 
1.4 
0.9 

100.0 
2.3 

Statement 
38. Have you had any 
difficulties with financial 
services? (e.g. loans, 
mortgages, pensions, 
insurance) 

Number of responses 
31,497 
1,170 

467 
386 

33,520 
2,290 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
94.0 
3.5 
1.4 
1.2 

100.0 
6.4 

Statement 
39. Have you had any 
difficulty concerning your 
work? (or education if you 
are a student) 

___________________________________________________

___________________________________________________
Number of responses 

32,121 
1,845 

501 
340 

34,807 
1,003 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
92.3 
5.3 
1.4 
1.0 

100.0 
2.8 

Statement 
40. Have you had any 
difficulty with planning for 
your own or your family’s 
future? 

___________________________________________________
Number of responses 

30,907 
3,145 

785 
316 

35,153 
657 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
87.9 
8.9 
2.2 
0.9 

100.0 
1.8 

Statement 
41. Have you had any 
difficulty with 
communicating with those 
closest to you? 

___________________________________________________
Number of responses 

31,880 
2,681 

523 
231 

35,315 
495 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
90.3 
7.6 
1.5 
0.7 

100.0 
1.4 

Statement 
42. Have you had any 
difficulty with 
communicating with 
others? 

___________________________________________________
Number of responses 

30,406 
241 
103 
476 

31,226 
4,584 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
97.4 
0.8 
0.3 
1.5 

100.0 
12.8 

Statement 
43. Have you had any 
difficulty concerning plans 
to have a family? 

___________________________________________________
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Table 52 continued 
__________________________________________________________________________________________ 
_ Number of responses 

29,160 
4,369 
1,019 

299 
34,847 

963 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
83.7 
12.5 
2.9 
0.9 

100.0 
2.7 

Statement 
44. Have you had any 
difficulty concerning your 
appearance or body 
image? 

Number of responses 
29,092 
4,124 
1,228 

483 
34,927 

883 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
83.3 
11.8 
3.5 
1.4 

100.0 
2.5 

Statement 
45. Have you felt isolated? 

___________________________________________________

___________________________________________________
Number of responses 

28,154 
4,038 
1,959 
1,020 

35,171 
639 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
80.0 
11.5 
5.6 
2.9 

100.0 
1.8 

Statement 
46. Have you had any 
difficulty with getting 
around? (e.g. transport, car 
parking, your mobility) 

___________________________________________________
Number of responses 

24,247 
6,598 
2,744 
1,539 

35,128 
682 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
69.0 
18.8 
7.8 
4.4 

100.0 
1.9 

Statement 
47. Have you had any 
difficulty in carrying out 
your recreational activities 
(e.g. hobbies, pastimes, 
social pursuits) 

___________________________________________________
Number of responses 

25,398 
4,936 
2,496 
2,004 

34,834 
976 

Response 
No difficulty 

A little difficulty 
Quite a bit of difficulty 

Very much difficulty 
Total 

Did not answer 

Proportion (%) 
72.9 
14.2 
7.2 
5.8 

100.0 
2.7 

Statement 
48. Have you had any 
difficulty with your plans to 
travel or take a holiday? 

___________________________________________________
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Social Distress 
There are three subscales: everyday living (q31-34; q46-47); money matters (q36-40); 
and self and others (q35; q41-42;q44-45). The scores of these subscales are summed to 
produce an overall social distress score, where a higher score indicates greater social 
distress. An overall score of equal to or greater than 10 indicates significant social 
distress. 
 
Around 10% of men reported significant social distress. Fewer than 15% of men reported 
significant social distress on each of the subscales, with the greatest proportion of men 
reporting problems with everyday living (e.g. independence/domestic chores/personal 
care) and the smallest proportion reporting problems with money matters (11.2%: e.g. 
financial services, planning for the future (Table 54 and Figure 5).

 
88%

 
12%

Everyday 
Living

Self 
and others

Money 
matters

86%

 
86%

 
14%

14%

12%

86%

88%

 
89%

 
11%

11% 89%

Within subscales,  
less than 15% of men 
reported high social 

distress 

 
90%

 
10%

Overall 
Social 

Distress

10% 90%

10% of men reported 
 high social distress

Figure 5. Most common factors patients report (quite a bit or very much) 
difficulty with, UK
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Result 
35,810 
34,745 

3.1 
0.0 
4.0 
4.0 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 53. Score for social distress

Table 54. High/not high social distress, everyday living, money matters, and self and others score 
__________________________________________________________________________________________
_ Number of responses 

31,209 
3,536 

34,745 
1,065 

 

Category 
Not high 

High 
Total 

Missing 

Proportion (%) 
89.8 
10.2 

100.0 
3.0 

Domain 
High social distress score 

Number of responses 
30,488 
5,026 

35,514 
296 

 

Category 
Not high 

High 
Total 

Missing 

Proportion (%) 
85.8 
14.2 

100.0 
0.8 

Domain 
high everyday living score 

___________________________________________________

___________________________________________________
Number of responses 

31,081 
3,919 

35,000 
810 

Category 
Not high 

High 
Total 

Missing 

Proportion (%) 
88.8 
11.2 

100.0 
2.3 

Domain 
high money matters score 

___________________________________________________
Number of responses 

31,128 
4,103 

35,231 
579 

Category 
Not high 

High 
Total 

Missing 

Proportion (%) 
88.4 
11.6 

100.0 
1.6 

Domain 
high self and others score 

___________________________________________________

Table 55. In the past week, on how many days have you done a total of 30 minutes or more of physical 
activity, which was enough to raise your heart rate? (Q49)

Number of responses 
9,206 
3,061 
4,571 
5,121 
3,181 
3,323 
1,505 
4,852 

34,820 
990 

Proportion (%) 
26.4 
8.8 

13.1 
14.7 
9.1 
9.5 
4.3 

13.9 
100.0 

2.8 

Response 
None 
1 day 
2 days 
3 days 
4 days 
5 days 
6 days 
7 days 
Total 
Did not answer ___________________________________________
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Questions 50-56 measured using Short Warwick-Edinburgh Mental Wellbeing Scale 
(SWEMWBS)[10]. Men were asked to indicate their feelings and thoughts over the last 2 
weeks. 
 
The seven items were summed with a total score is out of 35. A higher score indicates 
greater emotional wellbeing. On average, men scored 25.7 indicating that they had 
generally good emotional wellbeing in the past two weeks. 
 
A cut-off of 19.25 was also used where individuals scoring less than this indicated poor 
wellbeing; fewer than 10% of men reported poor emotional wellbeing in the past two 
weeks. 
  

4.6: Emotional wellbeing   

Warning: results are subject to data limitations, see section 3 for guidance 

Table 56. Questions 50-56 measured using Short Warwick-Edinburgh Mental Wellbeing Scale (SWEMWBS) 
[10]. Below are some statements about feelings and thoughts. Please tick the box on each line that best 
describes your experience of each over the last 2 weeks. 
__________________________________________________________________________________________ 
_

Number of responses 
2,759 
3,357 
9,172 
9,968 
9,337 

34,593 
1,217 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
8.0 
9.7 

26.5 
28.8 
27.0 

100.0 
3.4 

Statement 
50. I've been feeling 
optimistic about the future 

___________________________________________________
Number of responses 

2,084 
2,458 
8,097 

11,060 
10,693 
34,392 
1,418 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
6.1 
7.1 

23.5 
32.2 
31.1 

100.0 
4.0 

Statement 
51. I've been feeling useful 

___________________________________________________
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This section includes information 
on how men have been feeling and 
thinking, how they have coped with 
and managed their prostate cancer 
and the support they have had from 
healthcare professionals, family 
and friends.

More about men's experience 
of psychological distress can 
be found in Section 8: 
Qualitative Findings. 
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Table 56 Continued 
__________________________________________________________________________________________ 
_

Number of responses 
1,622 
2,389 
9,281 

11,960 
9,230 

34,482 
1,328 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
4.7 
6.9 

26.9 
34.7 
26.8 

100.0 
3.7 

Statement 
52. I've been feeling 
relaxed 

___________________________________________________
Number of responses 

1,569 
1,206 
7,170 

11,968 
12,698 
34,611 
1,199 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
4.5 
3.5 

20.7 
34.6 
36.7 

100.0 
3.3 

Statement 
53. I've been dealing with 
problems well 

___________________________________________________
Number of responses 

1,331 
888 

5,319 
11,024 
16,036 
34,598 
1,212 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
3.8 
2.6 

15.4 
31.9 
46.3 

100.0 
3.4 

Statement 
54. I've been thinking 
clearly 

___________________________________________________
Number of responses 

1,499 
1,824 
6,286 

10,776 
14,105 
34,490 
1,320 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
4.3 
5.3 

18.2 
31.2 
40.9 

100.0 
3.7 

Statement 
55. I've been feeling close 
to other people 

___________________________________________________
Number of responses 

1,366 
668 

3,359 
9,097 

20,333 
34,823 

987 

Response 
None of the time 

Rarely 
Some of the time 

Often 
All of the time 

Total 
Did not answer 

Proportion (%) 
3.9 
1.9 
9.6 

26.1 
58.4 

100.0 
2.8 

Statement 
56. I've been able to make 
up my own mind about 
things 

___________________________________________________
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The seven items were summed with a 
total score is out of 35. A higher score 
indicates greater emotional wellbeing. 
 
Fewer than 10% of men reported poor 
emotional wellbeing in the past two 
weeks. 
  

Result 
35,810 
33,315 

25.7 
21.5 
30.7 
9.2 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range ______________________________

Table 57. Score for SWEMWBS metric
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Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer ___________________________________________________

Number of responses 
352 
784 

4,692 
8,260 

20,589 
34,677 
1,133 

Proportion (%) 
1.0 
2.3 

13.5 
23.8 
59.4 

100.0 
3.2 

Statement 
57. nervous? 

Statement 
58. hopeless? 

___________________________________________________

Proportion (%) 
1.2 
2.2 
8.0 

13.4 
75.1 

100.0 
3.6 

Number of responses 
428 
757 

2,774 
4,625 

25,942 
34,526 
1,284 

Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer 

___________________________________________________

Number of responses 
519 

1,304 
5,660 
9,339 

17,677 
34,499 
1,311 

Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer 

Proportion (%) 
1.5 
3.8 

16.4 
27.1 
51.2 

100.0 
3.7 

Statement 
59. restless or fidgety? 

Table 58. Q57-62a. During the past 30 days, how often did you feel:

Statement 
60. so depressed that 
nothing could cheer you 
up? 

Number of responses 
321 
565 

2,273 
4,531 

26,916 
34,606 
1,204 

Proportion (%) 
0.9 
1.6 
6.6 

13.1 
77.8 

100.0 
3.4 

Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer 

Questions 57-62a measured using the Kessler Psychological Distress Scale (K6) [11]. Men were asked to 
indicate how often over the past 30 days they had experienced six different psychological symptoms. Men 
tended to report that they had experienced each of the symptoms either ‘none of the time’ or ‘a little of the 
time’.  

___________________________________________________
Warning: results are subject to data limitations, see section 3 for guidance 



Number of responses 
743 

1,750 
4,719 
9,464 

18,033 
34,709 
1,101 

Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer 

Proportion (%) 
2.1 
5.0 

13.6 
27.3 
52.0 

100.0 
3.1 

Statement 
61. that everything was an 
effort? 

___________________________________________________
Number of responses 

513 
752 

2,137 
3,382 

27,807 
34,591 
1,219 

Response 
All of the time 

Most of the time 
Some of the time 
A little of the time 
None of the time 

Total 
Did not answer 

Proportion (%) 
1.5 
2.2 
6.2 
9.8 

80.4 
100.0 

3.4 

Statement 
62a. worthless? 

___________________________________________________

_____________________________________________________________

Result 
35,810 
35,810 

26.8 
25.0 
30.0 
5.0 

Statistic 
Number of participants that answered survey 
Number of participants that answered these questions 
Mean/Average 
Lower quartile 
Upper quartile 
Interquartile range 

Table 57. Score for K6 Psychological Distress 
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12%

Emotional 
wellbeing 

91%

9% of men reported poor 
emotional wellbeing 

Psychological 
distress 

6% 94%

6% of men reported 
 psychological distress 

Warning: results are subject to data limitations, see section 3 for guidance 
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More about men's 
experience of 
psychological 

distress can be 
found in Section 8: 

Qualitative 
Findings.

Figure 6: Emotional wellbeing and psychological distress summary 



Questions 62b-76 measured using the Patient Empowerment Scale[12]. This scale 
asked men to answer, even if they were now free from prostate cancer. Men tended to 
report that they ‘strongly agreed’ or ‘agreed’ with each of the statements, indicating that 
they had a high level of empowerment. An overall score was not calculated due to two 
items with very high levels of missing data (q75: 39% missing and q73: 25% missing). 
  

4.6: Looking to the future 

14%

Warning: results are subject to data limitations, see section 3 for guidance 

___________________________________________________
Number of responses 

16,039 
15,114 

774 
150 

32,077 
3,733 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
63. I have all the 
information I need to 
manage my prostate 
cancer 

Statement 
64. I am capable of helping 
health professionals reach 
decisions related to my 
prostate cancer 

___________________________________________________
Number of responses 

24,166 
8,655 

471 
239 

33,531 
2,279 

Proportion (%) 
42.7 
49.2 
7.0 
1.1 

100.0 
9.9 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
72.1 
25.8 
1.4 
0.7 

100.0 
6.4 

Number of responses 
13,762 
15,874 
2,264 

353 
32,253 
3,557 

Statement 
65. My family are very 
supportive 

___________________________________________________
Number of responses 

12,251 
14,412 
3,355 
1,474 

31,492 
4,318 

___________________________________________________

Statement 
62b. I am capable of 
coping with my prostate 
cancer 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
50.2 
47.2 
2.2 
0.4 

100.0 
8.2 

Proportion (%) 
38.9 
45.8 
10.7 
4.7 

100.0 
12.1 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
66. I need the support of 
my family and friends 

Number of responses 
16,499 
15,527 

712 
132 

32,870 
2,940 

___________________________________________________

Proportion (%) 
50.0 
47.1 
2.4 
0.5 

100.0 
10.4 

Table 59. Questions 62b-76. Please read the statements carefully and tick your responses to them
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14%

Warning: results are subject to data limitations, see section 3 for guidance 

___________________________________________________
Number of responses 

13,038 
15,363 
1,407 

378 
30,186 
5,624 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
68. I can adapt to the 
changes in my lifestyle 

Statement 
69. Health professionals 
are happy to include me in 
decisions related to my 
prostate cancer 

___________________________________________________
Number of responses 

13,395 
14,747 
2,779 

793 
31,714 
4,096 

Proportion (%) 
38.9 
56.6 
3.7 
0.8 

100.0 
9.8 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
42.2 
46.5 
8.8 
2.5 

100.0 
11.4 

Number of responses 
12,556 
18,284 
1,188 

263 
32,291 
3,519 

Statement 
70. I want my family and 
friends to continue to rely 
on me 

___________________________________________________
Number of responses 

14,645 
16,463 

932 
224 

32,264 
3,546 

___________________________________________________

Statement 
67. My family and friends 
still rely on me 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
37.0 
47.9 
11.6 
3.5 

100.0 
11.2 

Proportion (%) 
45.4 
51.0 
2.9 
0.7 

100.0 
9.9 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
71. My friends are always 
supportive 

Number of responses 
11,783 
15,248 
3,680 
1,102 

31,813 
3,997 

___________________________________________________

Proportion (%) 
43.2 
50.9 
4.7 
1.3 

100.0 
15.7 

Table 59. Continued
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Warning: results are subject to data limitations, see section 3 for guidance 

___________________________________________________
Number of responses 

6,501 
15,986 
6,080 
2,342 

30,909 
4,901 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
73. My spiritual beliefs help 
me cope with my prostate 
cancer 

Statement 
74. I accept that I have to 
change my lifestyle 

___________________________________________________
Number of responses 

2,196 
5,930 
8,062 
5,810 

21,998 
13,812 

Proportion (%) 
24.2 
32.9 
23.7 
19.2 

100.0 
24.9 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
10.0 
27.0 
36.6 
26.4 

100.0 
38.6 

Number of responses 
6,502 
8,842 
6,369 
5,173 

26,886 
8,924 

Statement 
75. Complementary 
therapies help me cope 
with my prostate cancer 

___________________________________________________
Number of responses 

14,564 
15,299 
2,474 

811 
33,148 
2,662 

___________________________________________________

Statement 
72. I still feel useful in my 
daily life 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Proportion (%) 
49.3 
44.2 
5.4 
1.1 

100.0 
5.5 

Proportion (%) 
43.9 
46.2 
7.5 
2.4 

100.0 
7.4 

Response 
Strongly agree 

Agree 
Disagree 

Strongly disagree 
Total 

Did not answer 

Statement 
76. I have a lot of 
confidence in my local GP 

Number of responses 
16,669 
14,964 
1,835 

373 
33,841 
1,969 

___________________________________________________

Proportion (%) 
21.0 
51.7 
19.7 
7.6 

100.0 
13.7 

Table 59. Continued
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14%Response 
No impact 
A little impact 
Quite a bit of impact 
Very much impact 
Total 
Did not answer 

Proportion (%) 
11.4 
44.1 
30.1 
14.4 

100.0 
3.0 

Number of responses 
3,955 

15,308 
10,455 
5,000 

34,718 
1,092 

Table 60. How much of an impact has prostate cancer had on your life? (Q77)

Warning: results are subject to data limitations, see section 3 for guidance 

88.6% of men reported some impact (ranging from a little impact to very much impact) of their life 
from prostate cancer (Table 60).
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Figure 7: The impact of prostate cancer on men
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SECTION 5: 
USEFUL LINKS 

 
The Study Protocol can be found via  https://bmjopen.bmj.com/content/6/12/e013555 
 
LAPCD study website: http://www.lifeafterprostatecancerdiagnosis.com/ 
The study website includes links to our publications 
 
Prostate Cancer UK  https://prostatecanceruk.org/ 
 
Movember https://uk.movember.com/ 
 
National Cancer Registration and Analysis Service (NCRAS) 
http://www.ncin.org.uk/home 
 
The Welsh Cancer Intelligence & Surveillance Unit (WCISU) 
 
http://www.wcisu.wales.nhs.uk/home 
 
The Scottish Cancer Registry http://www.isdscotland.org/Health-Topics/Cancer/Scottish- 
Cancer-Registry/ 
 
The Northern Ireland Cancer Registry http://www.qub.ac.uk/research-centres/nicr/ 
 

49



SECTION 6: 
PARTICIPATING 
PROVIDERS

ENGLAND - TRUSTS 
 
AINTREE UNIVERSITY HOSPITALS NHS FOUNDATION TR 
AIREDALE NHS FOUNDATION TR 
BARKING, HAVERING & REDBRIDGE UNIVERSITY TR 
BARNSLEY HOSPITAL NHS FOUNDATION TR 
BARTS HEALTH NHS TR 
BASILDON & THURROCK UNIVERSITY HOSPITAL TR 
BEDFORD HOSPITALS NHS TR 
BLACKPOOL TEACHING HOSPITALS NHS FOUNDATION TR 
BOLTON NHS FOUNDATION TR 
BRADFORD TEACHING HOSPITALS NHS FOUNDATION TR 
BRIGHTON & SUSSEX UNIVERSITY HOSPITAL TR 
BUCKINGHAMSHIRE HEALTHCARE NHS TR 
BURTON HOSPITALS NHS FOUNDATION TR 
CALDERDALE & HUDDERSFIELD NHS FOUNDATION TR 
CAMBRIDGE UNIVERSITY HOSPITALS NHS FOUNDATION TR 
CENTRAL MANCHESTER UNIVERSITY HOSPITAL TR 
CHELSEA & WESTMINSTER HOSPITAL NHS FOUNDATION TR 
CHESTERFIELD ROYAL HOSPITAL NHS FOUNDATION TR 
CHRISTIE NHS FOUNDATION TR 
CITY HOSPITALS SUNDERLAND NHS FOUNDATION TR 
COLCHESTER HOSPITAL UNIVERSITY NHS FOUNDATION TR 
COUNTESS OF CHESTER HOSPITAL NHS FOUNDATION TR 
COUNTY DURHAM & DARLINGTON NHS FOUNDATION TR 
CROYDON HEALTH SERVICES NHS TR 
DERBY HOSPITALS NHS FOUNDATION TR 
DONCASTER & BASSETLAW HOSPITALS NHS FOUNDATION TR 
DORSET COUNTY HOSPITAL NHS FOUNDATION TR 
DUDLEY GROUP NHS FOUNDATION TR 
EAST & NORTH HERTFORDSHIRE NHS TR 
EAST CHESHIRE NHS TR 
EAST KENT HOSPITALS UNIVERSITY NHS FOUNDATION TR 
EAST LANCASHIRE HOSPITALS NHS TR 
EAST SUSSEX HEALTHCARE NHS TR 
EPSOM & ST HELIER UNIVERSITY HOSPITAL TR 
FRIMLEY HEALTH NHS FOUNDATION TR 
GEORGE ELIOT HOSPITAL NHS TR 
GLOUCESTERSHIRE HOSPITALS NHS FOUNDATION TR 
GREAT WESTERN HOSPITALS NHS FOUNDATION TR 
GUY'S & ST THOMAS' NHS FOUNDATION TR 
HARROGATE & DISTRICT NHS FOUNDATION TR 
HULL & EAST YORKSHIRE HOSPITALS NHS TR 
IMPERIAL COLLEGE HEALTHCARE NHS TR 
IPSWICH HOSPITAL NHS TR 
ISLE OF WIGHT NHS TR 
JAMES PAGET UNIVERSITY HOSPITALS NHS TR 
KETTERING GENERAL HOSPITAL NHS FOUNDATION TR 
KING'S COLLEGE HOSPITAL NHS FOUNDATION TR 
KINGSTON HOSPITAL NHS FOUNDATION TR 
LANCASHIRE TEACHING HOSPITALS NHS FOUNDATION TR 
LEEDS TEACHING HOSPITALS NHS TR 
LONDON NORTH WEST HEALTHCARE NHS TR 
MAIDSTONE & TUNBRIDGE WELLS NHS TR 
MEDWAY NHS FOUNDATION TR 
MID YORKSHIRE HOSPITALS NHS TR 
MILTON KEYNES HOSPITAL NHS FOUNDATION TR 
NORFOLK & NORWICH UNIVERSITY HOSPITAL TR 
NORTH BRISTOL NHS TR 
NORTH MIDDLESEX UNIVERSITY HOSPITAL NHS TR 
NORTH TEES & HARTLEPOOL NHS FOUNDATION TR 
NORTHAMPTON GENERAL HOSPITAL NHS TR 
NORTHERN DEVON HEALTHCARE NHS TR 
NOTTINGHAM UNIVERSITY HOSPITALS NHS TR 
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ENGLAND - TRUSTS CONT. 
 
OXFORD UNIVERSITY HOSPITALS NHS TR 
PENNINE ACUTE HOSPITALS NHS TR 
PETERBOROUGH & STAMFORD HOSPITALS NHS TR 
PLYMOUTH HOSPITALS NHS TR 
POOLE HOSPITAL NHS FOUNDATION TR 
PORTSMOUTH HOSPITALS NHS TR 
PRINCESS ALEXANDRA HOSPITAL NHS TR 
ROTHERHAM NHS FOUNDATION TR 
ROYAL BERKSHIRE NHS FOUNDATION TR 
ROYAL BOURNEMOUTH & CHRISTCHURCH HOSP TR 
ROYAL DEVON & EXETER NHS FOUNDATION TR 
ROYAL FREE LONDON NHS FOUNDATION TR 
ROYAL LIVERPOOL & BROADGREEN UNIVERSITY TR 
ROYAL SURREY COUNTY HOSPITAL NHS FOUNDATION TR 
ROYAL WOLVERHAMPTON NHS TR 
SALISBURY NHS FOUNDATION TR 
SHEFFIELD TEACHING HOSPITALS NHS FOUNDATION TR 
SHERWOOD FOREST HOSPITALS NHS FOUNDATION TR 
SHREWSBURY & TELFORD HOSPITAL NHS TR 
SOUTH DEVON HEALTHCARE NHS FOUNDATION TR 
SOUTH TEES HOSPITALS NHS FOUNDATION TR 
SOUTH WARWICKSHIRE NHS FOUNDATION TR 
SOUTHEND UNIVERSITY HOSPITAL NHS FOUNDATION TR 
SOUTHPORT & ORMSKIRK HOSPITAL NHS TR 
ST GEORGE'S HEALTHCARE NHS TR 
STOCKPORT NHS FOUNDATION TR 
TAUNTON & SOMERSET NHS FOUNDATION TR 
UNITED LINCOLNSHIRE HOSPITALS NHS TR 
UNIVERSITY COLLEGE LONDON HOSPITALS NHS TR 
UNIVERSITY HOSPITAL OF SOUTH MANCHESTER TR 
UNIVERSITY HOSPITAL SOUTHAMPTON NHS FOUNDATION TR 
UNIVERSITY HOSPITALS BIRMINGHAM NHS FOUNDATION TR 
UNIVERSITY HOSPITALS BRISTOL NHS FOUNDATION TR 
UNIVERSITY HOSPITALS COVENTRY & WARWICK 
UNIVERSITY HOSPITALS OF LEICESTER NHS TR 
UNIVERSITY HOSPITALS OF MORECAMBE BAY NHS TR 
UNIVERSITY HOSPITALS OF NORTH MIDLAND NHS TR 
WALSALL HEALTHCARE NHS TR 
WEST MIDDLESEX UNIVERSITY HOSPITAL NHS TR 
WEST SUFFOLK NHS FOUNDATION TR 
WESTON AREA HEALTH NHS TR 
WIRRAL UNIVERSITY TEACHING HOSPITAL NHS TR 
WORCESTERSHIRE ACUTE HOSPITALS NHS TR 
WRIGHTINGTON, WIGAN & LEIGH NHS FOUNDATION TR 
WYE VALLEY NHS TR 
YEOVIL DISTRICT HOSPITAL NHS FOUNDATI.. 
YORK TEACHING HOSPITAL NHS FOUNDATION. 
 
 
 
 

SCOTLAND - CANCER NETWORK 
&  BOARD 
 
NORTH OF SCOTLAND 
NHS GRAMPIAN 
NHS HIGHLAND 
NHS ORKNEY 
NHS SHETLAND 
NHS TAYSIDE 
NHS WESTERN ISLES 
 
SOUTH EAST SCOTLAND 
NHS BORDERS 
NHS DUMFRIES AND GALLOWAY 
NHS FIFE 
NHS LOTHIAN 
 
WEST OF SCOTLAND 
NHS AYRSHIRE AND ARRAN 
NHS FORTH VALLEY 
NHS GREATER GLASGOW AND CLYDE 
NHS LANARKSHIRE 
 
 
WALES - HEALTH BOARD 
 
CWM TAF UNIVERSITY HB 
CARDIFF & VALE UNIVERSITY HB 
ABERTAWE BRO MORGANNWG UNIVERSITY HB 
ANEURIN BEVAN UNIVERSITY HB 
HYWEL DDA UNIVERSITY HB 
BETSI CADWALADR UNIVERSITY HB 
 
 
NORTHERN IRELAND - MDT-LED AREA TO 
TRUST 
 
BELFAST AND SOUTH-EASTERN  
BELFAST HEALTH AND SOCIAL CARE TR 
SOUTH-EASTERN HEALTH AND SOCIAL CARE 
TR 
 
SOUTHERN  
SOUTHERN HEALTH AND SOCIAL CARE TR 
 
NORTHERN AND WESTERN  
NORTHERN HEALTH AND SOCIAL CARE TR 
WESTERN HEALTH AND SOCIAL CARE TR 

Please note that in order to maintain patient confidentiality when 
response numbers were low, data reporting on Clatterbridge Cancer 
Centre NHS Foundation Trust and Mid Essex Hospital Services NHS 
Trust were excluded. 



SECTION 7: 
REFERENCES

1. Office for National Statistics http://www.ons.gov.uk/ons/index.html 
 
2. Kessler RC, Zhao SY, Katz SJ, Kouzis AC, Frank RG, Edlund M, et al. Past-year use of outpatient 
services for psychiatric problems in the national comorbidity survey. American Journal of Psychiatry. 1999 
Jan;156(1):115-23 http://www.hcp.med.harvard.edu/ncs/ncs_data.php 
 
3. Herdman M, Gudex C, Lloyd A, et al. Development and preliminary testing of the new five-level version of 
EQ-5D (EQ-5D-5L). Qual Life Res 2011;20:1727-36. 
 
4. Brehaut JC, O'Connor AM, Wood TJ, Hack TF, Siminoff L, Gordon E, et al. Validation of a decision regret 
scale. Medical Decision Making. 2003 Jul-Aug;23(4):281-92. 
 
5. Wei JT, Dunn RL, Litwin MS, Sandler HM, Sanda MG. Development and validation of the expanded 
prostate cancer index composite (EPIC) for comprehensive assessment of health-related quality of life in 
men with prostate cancer. Urology. 2000 Dec;56(6):899-905. 
 
6. van Andel G, Bottomley A, Fosså SD, Efficace F, Coens C, Guerif S, et al. An international field study of 
the EORTC QLQ-PR25: A questionnaire for assessing the health-related quality of life of patients with 
prostate cancer. European Journal of Cancer.44(16):2418-24. 
 
7. Miller DC, Wei JT, Dunn RL, Montie JE, Pimentel H, Sandler HM, et al. Use of medications or devices for 
erectile dysfunction among long-term prostate cancer treatment survivors: Potential influence of sexual 
motivation and/or indifference. Urology. 2006 Jul;68(1):166-71. 
 
8. Aaronson NK, Ahmedzai S, Bergman B, Bullinger M, Cull A, Duez NJ, et al. The European Organization 
for Research and Treatment of Cancer QLQ-C30 - A quality of life instrumentfor use in international clinical 
trials in oncology. Journal of the National Cancer Institute. 1993 Mar 3;85(5):365-76. 
 
9. Wright P, Marshall L, Smith A, Velikova G, Selby P. Measurement and interpretation of social distress 
using the social difficulties inventory (SDI). European Journal of Cancer. 2008 2008;44:1529-35 
 
10. Stewart-Brown S, Tennant A, Tennant R, Platt S, Parkinson J, Weich S. Internal construct validity of the 
Warwick-Edinburgh Mental Well-being Scale (WEMWBS): a Rasch analysis using data from the Scottish 
Health Education Population Survey. Health and Quality of Life Outcomes. 2009 Feb 19;7. 
 
11. Kessler RC, Barker PR, Colpe LJ, Epstein JF, Gfroerer JC, Hiripi E, et al. Screening for serious mental 
illness in the general population. Arch Gen Psychiatry. 2003 Feb;60(2):184-9. 
 
12. Bulsara CE, Styles I. Development of a Cancer Related Patient Empowerment Scale Using the 
Polytomous Rasch Measurement Model. Cancer and Clinical Oncology 2013;2:87-102. 
 

51



52

PAGE

METASYNTHESIS                                                                                                      53 

INTERVIEWS: WHO WE CONTACTED                                                                     54 

 

1. THE EXPERIENCE OF TREATMENT DECISION-MAKING                                  56  

2. THE EXPERIENCE OF MEN ON A MONITORING PATHWAY                             59 

3. THE EXPERIENCE OF PSYCHOLOGICAL DISTRESS                                        61 

4. THE EXPERIENCE OF SEXUAL DYSFUNCTION AND THE USE OF SEXUAL   

XXAIDS/MEDICATIONS                                                                                             63 

5. THE EXPERIENCE OF BLACK MEN                                                                     67 

6. THE EXPERIENCE OF MEN LIVING WITH ADVANCED DISEASE                     70 

7. THE EXPERIENCE OF YOUNGER COUPLES                                                     72  

8. THE EXPERIENCE OF PARTNERS                                                                      75 

9. APPENDIX                                                                                                              79 

10. REFERENCES                                                                                                      81 

SECTION 8: 
QUALITATIVE WORK
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SYSTEMATIC REVIEW OF PREVIOUS 
QUALITATIVE STUDIES (METASYNTHESIS)

Prior to conducting interviews a comprehensive review was conducted of existing qualitative 
literature exploring the experiences of men with prostate cancer and their partners and the 
factors that impact upon their health-related quality of life.  The purpose of the review was to 
identify existing knowledge gaps, and to inform the interview topic guides and analysis of 
interview data. Key themes for men with prostate cancer included: a sense of uncertainty over 
the threat of death, the transformational nature of a prostate cancer diagnosis, adopting 
strategies to cope (such as regaining control, accommodating or hiding the disease etc.), 
coming to terms with a new identity, dealing with emotions, and issues with seeking information 
from health professionals.



54

METASYNTHESIS RESULTS

Increasing information provision should be accompanied by 
effective communication that helps men trust the clinician 
and the evidence base as well as their own capacities for 
dealing with the situation. 

Prostate cancer was more disruptive to the identities and 
lives of younger men (Matheson et al., 2017) and those with 
terminal prognoses.   

Men from Black, Asian and minority ethnic (BAME) groups 
(Rivas et al., 2016) focused on the need for culturally 
competent staff.  Spirituality, the desire to increase other 
men’s awareness of prostate cancer, and a pretence at 
continued sexual activity were all more common in BME 
groups (Rivas et al., 2016) than among men in this sample. 

Psychological or emotional support should be offered to 
men throughout the care pathway, even if they initially 
refuse it.   

It is important that service providers employ a couple- 
focused approach when highlighting support services that 
may be useful for men and their partners to move forward 
together.  
 
 



INTERVIEWS: WHO 
WE CONTACTED

55

146 men with a prostate cancer diagnosis and 33 partners of survey 
responders from across the UK were interviewed by telephone. Twelve 
months later, follow-up interviews were then conducted with 38 of these 
men (see Table 61 below).  A total of 217 interviews were conducted.

Table 61. LAPCD Telephone interviews conducted across the UK 
__________________________________________________________________________________________ 
_

Follow up interviews  
38 
0 
0 
0 

38 

Interviews with men  
96 
18 
15 
17 

146 

Interviews with partners  
23 
2 
5 
3 

33 

Nation  
England   
Scotland 
Wales 
Northern Ireland 
Total ___________________________________________________

Total   
157 
20 
20 
20 

217 

Table 62. Socio-demographic, clinical and treatment characteristics 
of men with prostate cancer interviewed

Characteristic  
 

Total  (n=146, 100%)

The average age of the 146 men with a prostate cancer diagnosis interviewed was 
66.7 years, with the youngest 46 years and the oldest 94 years. Most men were 
married (67%, n=98), heterosexual (87%, n=127) and white (88.4%, 129). External 
Beam Radiotherapy (EBRT) with Androgen deprivation therapy (ADT) was the most 
frequent treatment pathway (21.2%, n=32), followed by surgery (15.7%, n=23), and 
active surveillance (14.4%, n=21) (see Table 62).

Age Mean (range)
England 
Wales 
Scotland 
Northern Ireland 
I/II 
III 
IV 
Missing 
Married 
Unmarried partner 
Single 
Heterosexual 
Homosexual 
White 
Black British 
British Asian 
 

 
Nation 
 
 
 
Stage at diagnosis 
 
 
 
Marital Status  
 
 
Sexual Orientation 
 
Ethnicity 
 
 
 

66.7 (46-94) 
96 (65.7) 
15 (10.2) 
18 (12.3) 
17(11.6) 
75 (51.3) 
25 (17.2) 
25 (17.2) 
31 (21.2) 
98 (67.1) 
12 (8.2) 
36 (24.7) 
127 (87.0) 
19 (13.0) 
129 (88.4) 
14 (9.6) 
3 (2.0) 
 

________________________________
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Table 62. Continued 

Characteristic  
 

________________________________

Total  (n=146, 100%)

Surgery 
Surgery alone 
Brachytherapy only 
EBRT + ADT 
Brachytherapy + ADT 
Surgery + ADT 
ADT only 
Abiraterone/ Enzalutamide 
Active surveillance 
Watchful waiting 
HIFU 
Chemotherapy  

Treatment 23 (15.7) 
6 (4.1) 
4 (2.7) 
32 (21.9) 
5 (3.4) 
13 (8.9) 
13 (8.9) 
9 (6.2) 
21 (14.4) 
11 (7.5) 
4 (2.7) 
5 (3.4) 

________________________________

Note: ADT: androgen deprivation therapy; HIFU: high intensity focussed ultrasound; 
EBRT = external beam radiotherapy

INTERVIEW FINDINGS
Further details of the methodology used to conduct and analyse the interviews are 
provided at the end of this report in Section 9: Appendix. 
 

Men’s experiences of treatment decision making were explored within the 
interviews, and several themes were identified: 
 Where clinicians promoted a shared approach to decision making, men reported feeling 
comfortable with their final treatment decisions. Factors which influenced patient involvement 
in decision making included men’s preferences for decision-making responsibility or clinical 
direction, relative treatment intrusiveness or desire for excision, and work, personal and 
social life priorities.  

1. TREATMENT DECISION-MAKING

"I got quite a lot of information from the hospital on 
diagnosis, treatment and stuff which was very 
useful, but just speaking to the nurse and the 
consultant, very very comprehensive explanation, 
sharing information, discussing the pros and cons 
of surgery and any other interventions. And really it 
was a general agreement. ... So most of my 
information was a combined effort really from 
everybody. The choice was ultimately mine, but I 
feel I’m doing what is an appropriate course of 
action."  
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i

However, respondents frequently undertook greater 
responsibility for deciding their treatment pathways than they 
felt comfortable with, often reporting that no clinical 
recommendations were offered while others reported receiving 
conflicting clinical recommendations which they found 
challenging.  

ii

I was annoyed that I wasn’t advised the best treatment, [and] that I 
had to decide. The decision should have been made for me in the 
best treatment and for me to go in and [the consultant] say, right 
this is the treatment you are going to get, rather than being asked 
what treatment I would prefer. So I don’t know whether it’s been 
the right treatment or not. 

One [consultant] was very much open it up, get rid of it and cut it 
out and then you know it’s gone, … and the other was more 
gentle and he said well actually, radiotherapy has a pretty high 
success rate and in your case I don’t think there’s any need for 
surgery. …. That’s how it was, being passed from one consultant 
to another.  

The only thing is we found that different specialists seemed to 
say slightly different things.  And then when you see another 
specialist they seem to recommend something else.  So that’s 
confusing.  We just have to keep asking, how come you’re 
saying this but the other person said that?  And they’re a bit 
cagey because they don’t were to criticise each other.  So you 
feel a bit as though they don’t quite know what to do. 
 Sometimes you feel like that, as if they are not really the experts 
they purport to be.  



Findings indicate men are not empowered during the treatment
decision-making process when:  
 
a) they are expected to take more responsibility for their treatment
decision than desired;  
 
b) they receive conflicting clinical recommendations about which
treatment is most appropriate for them,  
 
c)  they are not provided with full information regarding the potential
side effects, or  
 
d) when the potential disadvantages of men’s initial ‘gut’ preference
for a particular treatment are not discussed by clinicians.  
 
The process of deciding between treatment options should
involve clinicians and patients exchanging information, each
detailing treatment preferences, and decisions being mutually
agreed. This is in line with NICE guidance (NICE 2012). 
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i

Men who were unhappy with the treatment decision-making 
process frequently described not being fully informed of 
potential treatment effects, and were thus unprepared to 
manage them.

iii

I wasn’t prepared at all. I wasn’t. I just thought it was, you know, it 
will be done and everything will be OK. ... I think I made the wrong 
decision definitely. I think there should be a lot more explanation 
of, you know, what’s actually happening and what can happen 
before you’re actually having your surgery or you’ve had your radio 
treatment, whatever, it should be explained a lot, a bit clearer. Not 
just a pamphlet and say, ‘Read that’. You should be sat down and 
said ‘This is what can happen’.
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As increasing numbers of men now go on an active surveillance (AS) or watchful 
waiting (WW) pathway following a prostate cancer diagnosis, understanding the 
psychological implications of not receiving active treatment is important. We explored 
this with twenty-five interviewees with Stage I or II disease, who were on active 
surveillance or watchful waiting.   
 
Most of these men had adjusted well, with few psychological issues:   

2. THE EXPERIENCE OF MEN ON A 
MONITORING PATHWAY

The prostate cancer, it was really 
very much a side issue.

Good communication with and confidence in their health care helped men adjust: 

I’ve got confidence in the consultant. 
I think he’s very good and he 

explains things quite well so, no, I’m 
fairly confident that we’ll get to the 

bottom of it. And if I need treatment, 
I’ll get the treatment.

Emotionally I don’t have a problem… 
Because I feel that the NHS are 

paying attention to me and are doing 
their job.  If they dismissed me at any 
point then that would be different, but 
they haven’t done that.  They have 
stuck to what they have said and 
each time I have been they have 

listen to me, talked to me and 
advised me of where we go… 

communication is the important 
thing to me

I’ve kind of grown to accept it.  As 
time’s gone on, you just sort of 
accept it more.  …..so put it to the 
back of your mind as much as you 
can
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A minority of men 
had adjusted less 
well: I think the area that needs to be 

improved is the psychological 
support.  Not everybody will 
want it or need it, but I do think it 
needs to be more proactive.

They often described 
receiving insufficient 
information and 
support, and a lack of 
confidence in their 
health-care 
professionals. 

I’ve been left to my own devices for 
best part of a year, nine/ten months, 
seeing nobody at all and having no 

information at all.  

Men with poorer 
emotional well-being 
were generally less 
able to accept and 
normalise the 
diagnosis: 

It’s in the back of your mind where before it 
wasn’t so it’s kind of any little ache or pain you 
get you start thinking it’s something more 
serious…. So it does affect your confidence in 
your health I think in a way.

Findings indicate the importance of ensuring men on a monitoring pathway receive 
adequate information and support, for instance:   
 
a) clinicians should ensure men diagnosed with localised prostate cancer fully understand the 
potentially indolent trajectory of the disease;  
b) patients should have a clear plan of action regarding their monitoring protocol and should 
know when to expect investigations;   
c) men should be screened for anxiety at monitoring appointments, and; 
d) anxious men should be offered an opportunity to discuss their concerns and offered 
information and support, including psychological support for some.  
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3. THE EXPERIENCE OF PSYCHOLOGICAL 
DISTRESS

Psychological distress is experienced by some men with a prostate cancer diagnosis. 
 
Within the sample of men who were interviewed for LAPCD, 18.8% (28 men) scored 
above established cut-points on at least one of two measures of psychological 
distress (K6, SWEMWBS).   
 
Factors contributing to psychological distress were explored and found to centre 
around a theme of ‘loss’:  

Loss of self: men were distressed over a loss of their former sense of 
themselves, their self-image, identity, masculinity and self-confidence. 
 
"But it’s hard coming to terms with it mentally, that you’re not what you used 
to be... I’ve been reasonably fit and active all my life. And then to be hit with 
this bombshell, it makes you become a different person… and a lot of the 
days when you have your down days you don’t like this person you’ve now 
become." 

Loss of function: the impact that a lack of control over bowel and 
urinary functioning on men’s daily activities, and no longer being able 
to participate in valued physical activities such as sex. 
 
"I had a very active sex life before the surgery and when I mean very active 
….to go from that to nothing is big for me." 

Loss of connection: a diminished sense of connection with others, 
including partners, friends and family, and a reduced social life. 
 
"[Wife] goes out a lot more nowadays than she used to. I’m beginning to 
think maybe I’m becoming unbearable …. when I had a job I was out all 
day, I was important, I was bringing in [£x wage] and I’m now a fat bloke 
who sits around, I’ve put on about two/three stone ..So we don’t go 
shopping together anymore, we don’t do a lot together." 

i

ii

iii
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Loss of control: a perceived lack of control over their 
lives and their futures.   
 
"You’ve kind of lost your… shield, and you do feel 
vulnerable. You say once it’s happened to you once you 
think it can happen again." 

Psychological vulnerability was exacerbated by: pre-existing conditions of greater significance 
than the prostate cancer (e.g. physical or psychological comorbidities), the ongoing burden of 
prostate cancer and treatment, feeling alone and unsupported, the man’s existing personality 
and perceptions, being restricted (financially, physically, socially), and being younger. 
 
Strategies of emotional concealment, help-seeking avoidance and withdrawal also appeared 
to contribute to psychological distress. 

iv

Findings indicate that: 
 
a) it may be helpful to screen men with prostate cancer for distress, and prostate 
cancer nurse specialists or peer-led support interventions could then provide 
greater emotional support to men with distress to help them manage feelings of 
loss and provide reassurance; 
 
b) health professionals should be aware that men who are unpartnered, younger, 
have existing comorbidities (physical or psychological), experiencing ongoing 
symptoms or those with financial difficulties may be particularly vulnerable to 
distress; 
 
c) men should be given the opportunity to talk openly about their feelings and 
signposted to sources of professional support, where appropriate.  

"I have to watch my emotions at times, they can take over... I can 
walk around and look as tough as anybody, but inside I’m 

probably falling apart."
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4. THE EXPERIENCE OF SEXUAL DYSFUNCTION AND 
USE OF SEXUAL AIDS/ MEDICATIONS

Both the interviews (n=61) and open-ended survey responses of men who reported 
they had poor sexual function and moderate or high levels of sexual bother were 
explored (n=3849). Themes included: 

Psychosocial impact of sexual dysfunction - the detrimental impact to 
relationships, loss of masculinity and self-esteem as well as distress 
due to a lack of preparation for sexual dysfunction.   

"An inability to fulfil a relationship sexually had made me depressed and 
drained my confidence. My libido has vanished and I feel little optimism 
about prospects for finding a new partner." 
 
"I had a lovely relationship with my wife but now we are like brother and 
sister, in hindsight I now realise that my operation was a cruel one, and if I 
could turn back the clock I would refuse the op. Quality of life is far better 
than quantity." 
 
 

i

"It was never made 
clear enough that if I 

had my nerves 
removed, that I would 
be unable to have an 
erection, or would be 
unable to take Viagra. 
This has had a huge 
impact on my life."
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"I was not offered any assistance with erectile dysfunction.  I think doctors 
considered it very little if at all because of my age!!!  When I requested 
advice/help none was offered." 

"Sexual problems were never discussed and this questionnaire has come as 
a surprise as I was not aware help was available. I was told there may be 
problems but it was left that it was to be expected and I would have to live 
with it." 

"The urology department discussed my erectile dysfunction and offered 
medication and vacuum pump which I accepted. However, total lack of 
communication with my GP practice has meant that I am unable to obtain a 
prescription for these, I have been trying for weeks to get the urology 
department to talk to me GP practise but to no avail." 

Inadequacies in the way that men’s sexual needs are 
addressed: 
 

ii

Some men reported partial successes with medication / device use and 
a few men reported positive experiences:

"Use pump as part of daily treatment as recommended specialist nurse." 
 
 
"I could not get full erections, use pump and it works." 
 
 
"Counselling post-surgery was excellent and use of Cialis plus a V.E.D. 
was actively encouraged. I do achieve amazing climaxes still and I am 
completely continent and pain-free." 
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Barriers to using sexual aids (patient and health 
professional related) - e.g. pain during sex, penile 
shrinkage, loss of libido, negative beliefs, 
polypharmacy, side effects, health professionals didn’t 
offer sexual aids or ask about sexual functioning: 
 

"Ejaculations are so intense they are painful.  Not hard enough for 
intercourse.  Medication not helpful, don’t like needles, pumps off putting..." 
 
 
"I was using Cialis, but I have developed mild glaucoma and my consultant 
eye specialist advised that i stop using it.  Cialis was an effective solution for 
my erectile dysfunction problem." 
 
 
"Never been offered sexual advice and too embarrassed to ask for help." 
 
 
"Since treatment, penis has shrunk to the extent that I have very little left to 
aim with - hence vacuum therapy." 

"It was about 2 years after my operation before I got my vacuum pump 
which I had to fight for and was given recently.  Even though it probably 
does work its use is very planned and mechanical, not spontaneous and 
with years without sex it’s difficult to break that cycle." 
 
 
"The vacuum pump was the only device that gave me an erection, but I find 
it incompatible with a romantic session." 

iii

iv
Experiences of using sexual aids – negative and positive 
e.g. sexual aids reduce pleasure of intercourse, limited/no 
effectiveness, sex lacks spontaneity, positive experiences 
of sexual aids:
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"Currently achieve an erection by using 3 systems together - 
Viagra (not very effective), penis injection and pump. There 
together work well. But I do not ejaculate." 
 

 
"We tried the Viagra, the Cialis, the Levitra or whatever it’s called, and 
nothing really had that much effect.  But with the pump, that was only about 
12, 15 months ago, and that seems to have salvaged something, and now 
the testosterone is back again, I’m coming off the Prostat injections, 
everything is beginning to go back to where it was, rather than dying away. 
 So I’m quietly pleased about things at the moment."

a) discuss the implications on sexual 
functioning around the time of treatment 
decision making, giving patients realistic 
expectations of post prostate cancer recovery; 
 
b) provide men greater information and advice 
 on ways of maintaining sexual functioning 
such as penile rehabilitation, as well as ways of 
maintaining intimacy; 
 
c) offer men a variety of sexual 
medications/devices/referral to sexual 
counselling soon after treatment completion;  
 
d) discuss patient related barriers to the use of 
different sexual aids and; 
 
e) support patients with the psychosocial 
impact of sexual dysfunction providing 
signposting to further support for the patient/or 
couple if needed.

Findings suggest that it would 
be helpful to  
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5. THE EXPERIENCE OF BLACK MEN WITH 
PROSTATE CANCER

As a group who experience higher rates of prostate cancer and poorer outcomes, we 
sought to specifically include Black African and Black Caribbean men in the interview 
sample, and to explore their experiences. Fourteen men were interviewed about how 
they coped living with and beyond prostate cancer, and the following themes were 
identified:  

Strong faith beliefs were evident amongst many participants from 
which they drew comfort and emotional strength.   

"I believe in whatever challenges that are thrown to you is thrown to you 
because God felt--- he wanted to use it to see you in a position to handle it 
otherwise he wouldn’t have thrown it at you. And I believe strongly that my 
faith will--- my faith that it’s going to be cured. Strongly, I still hold onto that." 
 
 

i

"You don't confess the negative, so you’re not taught to say: oh, 
I’m having a headache. Yeah? Say: Oh, it is well with me rather 
than say: oh I have a splitting migraine, can you do something 
about that? … They have to be positive always, … without actually 
analysing what is happening and doing what is right."

Men sometimes wanted to portray 
themselves to others as resilient, 
adopting an outwardly positive 
outlook despite how they might feel 
privately.

ii
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Some men had a strong disinclination to disclose their 
diagnosis to others, even to close family members, or to 
discuss problems associated with treatment that 
emerged: 
 

"People from my culture, they’re very reticent about discussing medical 
issues in any great detail. I find even amongst my own relatives, some of 
whom are very, very well educated, they’re not very forthcoming when it 
comes to discussing health issues." 

"West Indian men associate hospitals with death. It’s just one of those, I 
don’t know where that’s come from but they do.  They won’t even go and 
see their doctors until it’s too far gone, I’m not just talking about cancer I’m 
talking about other things, they have a propensity not to see the doctor, 
they think they can cope." 

iii

iv
Men often sought and received the psychological and 
practical support they needed from their own families and 
their community links, rather than through health and 
social care agencies:

Reasons for reticence to disclose and discuss issues related to their 
prostate cancer among the men interviewed included stigma of 
cancer and sexual dysfunction and a fear of hospitals and health 
professionals: 
 

"We have a [West African Country] Community Association and we meet up 
regularly …and discuss issues, for example issues on prostate cancer, 
diabetes, on health issues in general. … we have three or four who have 
had [prostate cancer] and who have gone successfully for the treatment. 
We meet up and have a chat and a discussion about it." 
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Men were often motivated to become engaged in 
awareness-raising in their communities about prostate 
cancer and to encourage their peers to request a PSA test 
from their GP. This occurred especially when men were 
surprised to learn that prostate cancer had a high 
prevalence amongst black men: 
  

"When I went to the clinic for the first diagnosis and the surgeon explained 
to me Asian, West Indian [men] have a higher propensity to prostate 
cancer than other people which was quite a shock because I didn’t know 
that and that’s why I tried to get the word out to as many people as I can to 
have that simple blood test. So I’ve got no qualms about speaking about 
it."

a) there may be a 
disinclination amongst some 
black men to disclose 
problems associated with 
prostate cancer, and; 
 
b) that they may desire to 
appear positive and optimistic 
to others despite problems 
being experienced. In this 
way support-seeking might be 
encouraged in those who 
need it. 

Findings suggest that it 
would be helpful for 
health professionals to 
be aware that: 

v
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6. THE EXPERIENCES OF MEN LIVING WITH 
ADVANCED DISEASE

Twenty five men in the interview sample had stage IV disease.  In these men, quality 
of life and adjustment was found to be influenced by the following factors:   

Having a sense of meaningfulness 
 
Men who were able to adjust well were often supported by strengthened 
spousal/family relationships and were able to make the most of the 
present, and to engage in valued activities (gardening, walking etc.), even if 
this was in a limited capacity due to physical restrictions of prostate cancer 
and treatment: 

"I’m still almost as active as I’ve always been.  I still do DIY around the 
house, some gardening, play golf. You know, so I’m still active.  I’m hoping 
to be so for some years to come." 
 
 

i

"Well yeah, I have, I have no, nothing like the amount of stamina that I used 
to have, and strength, and I get incredibly tired, but I’m also 57 but I mean... 
 It’s, I’ve had to tell myself that I’ve got to stand back and as a result I’ve had 
to change the way I, what I do and how I do it to quite a large degree."

Having a sense of manageability 
 
Men found supportive health care professionals, and using active coping 
strategies were helpful in giving them confidence to manage the illness and 
its effects: 

ii
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"I think would feel so great if you got one call, even once a month, to say 
how are you?  Any new symptoms?  Or how do you feel?  Instead of deal 
well with it at the time ..., because you’re seeing me in two months. You think 
two months?" 
 
 
"I haven’t really got anybody backing me up for any mental issues if you like, 
or anything that’s troubling me. …Maybe just somebody that was 
knowledgeable of the subject and of the problems that the prostate cancer 
can cause it men.  And maybe just, even if it was once a year or twice a 
year, just to have a sit down talk with them.  Even if, even if you go and you 
haven’t got any issues, and you could just talk, almost like a counselling 
session really." 

Some men, however, felt they would welcome greater 
support as they could struggle to manage in between 
follow-up consultations: 
 

"He’s [consultant] extremely good, yes, he has a tremendous manner and 
he doesn’t beat about the bush, he tells you the truth.  Which is what you 
want to hear, you don’t want to get a load of, well flannel if you like.  I 
suppose he tells you as it is.  If you ask him a question you will get a 
straight answer. Which is what I appreciate anyway."  

iii

Having a sense of understanding the disease 
 
Effective communication and information from health care 
professionals, particularly surrounding prognosis, helped men feel 
able to make sense of uncertainties following prostate cancer:   
 

Men with poorer quality of life often reported a greater severity of 
prostate cancer symptoms and/or comorbid conditions and a 
subsequent impact on feelings of restriction and loss, and had fewer 
resources (e.g. social, financial). 
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a) interventions should be available that 
encourage men to engage in meaningful 
activities despite their physical limitations 
and employ effective coping strategies to 
help them manage prostate cancer; 
 
b) health professionals should offer men 
clear information on prognosis and 
treatment, and men who are struggling 
should be offered further support.   

Findings indicate key elements of positive 
adjustment in men living with advanced 
prostate cancer that have implications for 
the supportive care of men who are 
struggling: 

7. THE EXPERIENCE OF YOUNGER COUPLES WITH 
PROSTATE CANCER

With the prevalence of prostate cancer rising in younger men (aged ≤65), we included 28 
younger couples (where the man with prostate cancer was <65 years) in our interviews. 
Findings highlighted that the diagnosis of prostate cancer and treatment side effects often led 
to disruption on family functioning and parental roles, work life and to the intimate 
relationships of couples.

When he got diagnosed our children were young. I can remember coming 
home and thinking gosh this is really really stressful…it's all ya know, 
you're gonna die type of scenario running through your mind and I think it 
probably was because we were younger as well, you know (Wife).
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"I (wife) felt very isolated, and our children were all coming to me with 
their grief and pain and because they're so young I don't really feel I can 
dump my feelings on them, you know, sort of 21 year old at university 
doesn't want to see their Dad going through cancer, they don't want to see 
mum falling apart as well. So I did feel like I had to hold onto it all for 
everybody right the way through and it was very hard actually (Wife)."

"Yeh, I mean we talk about it a 
lot but she's still got a sex drive, 
I haven't and it's very awkward 
to explain to her what it's like 
not to have one. I tried to explain 
it and I think she got hold of the 
wrong end of the stick all the 
time, and she thought I was 
pushing her away, whereas 
really that was the last thing I 
wanted but um, I just thought 
that I was wasting her time. 
(Man with prostate cancer)." 
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"I have lost so much confidence in my job. […] I'm looking over my 
shoulder the whole time. I'm always scared, ultimately of losing my 
husband (Wife)".

"I have reduced my working hours. I was just finding it so hard because the 
hormone tablets do take it out of me, I do feel tired in the afternoon’, so I 
don’t recoup as much money as I used too (Man with prostate cancer)".

Each couple’s particular relationship dynamics and the quality of the relationship were 
important factors in determining how well couples manage these impacts. Couples 
affected by advanced prostate cancer not surprisingly reported more distress 
associated with their experiences than couples with earlier stage disease.   

Findings indicate that it may be helpful to offer: 
 
1) age-specific support, e.g. ‘buddying systems’ through engaging 
with other younger couples affected by prostate cancer;   
 
2) more tailored information of what to expect and self- 
management strategies; 
 
3) greater couple-focused support to facilitate couple adjustment, in 
particular counselling and psychosexual therapy, and; 
 
4) greater support in handling parental roles (e.g. communicating 
with children about diagnosis and treatment).
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8. THE EXPERIENCES OF PARTNERS OF MEN 
DIAGNOSED WITH PROSTATE CANCER 

The ways in which a prostate cancer diagnosis impacted upon partners was explored 
during interviews. Partners’ experiences and needs were explored during interviews, 
which highlighted:

The important role of partners in supporting the man with prostate 
cancer, both emotionally and practically, as well as the emotional 
burden on some partners. 
 
 
"It certainly brought us closer together at the time, you know, because of 
anxiety. You know, and I’m--- literally having to deal with his toileting--- 
(laughing) brings you closer. That certainly brings you closer to someone 
when you have to deal with his toilet after surgery,  and issues like that." 
 
 
"So that makes it hard for me to see him at times down, but we’re quite a 
strong partnership, so we talk about everything, which I think helps". 

i

ii

Partners sometimes expressed unmet support needs.  For example, 
some respondents would have liked to have been better prepared 
for the side effects of treatment, would have welcomed the 
opportunity to ask questions without the man present, and to have 
been given access to information sharing / support groups for 
couples with prostate cancer, or in some cases for partners alone. 

"[…] I think sometimes they don't direct it, the information to the partner 
enough. They direct it to the person suffering it, but it isn't always there for 
the partner. And the things they've got to expect, not all husbands are 
open and honest? They don't always tell them all of the information 
because of their own fears about how it will affect the partners. But it may 
be helpful if there was information for families because it affects my sons 
too [...] my boys are reliant on what my husband and I pass on to them [..] 
Be nice if you had a book, said maybe you need to read that or have a 
look at that, just familiarise yourself with that [...] because you do get fed 
up of repeating yourself." 
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"I think it might be, as I say, nice to have an outreach support 
group, perhaps have a nurse come along and talk to you every 
now and then, just explain some of the things that you want to 
ask, that you haven’t got, you don’t like to ask in front of your 
partner.  Because you don’t get a chance on your own to see 
the consultant.  You’re shown in with him, and they don’t ever 
say is there anything that you would like to ask me without him 
sitting there.  And that is tricky.  …  Because otherwise feel bad 
about saying negative things, or pointing out the problems."   

 
 
"I think if I had been more aware of how it would have affected 
him emotionally I think I could have been better prepared you 
know. Because seeing your husband cry is no, it's horrible 
really". 

Partners appreciate being kept informed about their husband or 
partner’s disease progression and care, and to be included in 
decision-making. 

iii

 
"I think being included with things makes you feel empowered to be 
able to talk openly about what’s going on.  When you’re not, you feel 
like you’re in the dark.  I think that way yes, I think it would be better to 
be included."

"Yeah well actually, he [consultant] actually, he referred to me and things 
as well. He asked me sort of what do you feel about that and what do 
you think? So yeah, he was really good."
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"I mean we had this phone number if you wanted to call them 
up we could do, I mean we had the Macmillan nurse in the 
hospital and she said anytime you want to give us a ring you 
must, you know don't did there worrying you can ring us, but 
we never did. I think it's because we coped with it very well."

iv
The sexual dysfunction many men experienced as a side effect of 
treatment could have a negative impact on some partners. 
 

"very upset about it and we did have quite an active sex life 
beforehand and now it’s a case of he has more loves and 
cuddles to show each other you still love each other."

"No sex.  But his way of dealing with that is no cuddling as 
well.  That’s what I miss, the cuddling.  [Crying] .. Doctors I 
know a have on one occasion said to him, you should 
attempt to try and have a normal sex life, but he finds it too 
painful, or he did find it too painful.  That was that."

"Sex, of course, is a huge impact after the removal of 
prostate. That’s a huge problem. But, no, I shouldn’t say 
huge. It’s not a huge problem but it’s obviously an issue." 
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However, partners would often accept that the impact of 
treatment on their sex lives was the price to pay for 
their man’s survival. 

v

"Yes it probably has decreased but we knew this would happen 
after the treatment but this is something we accepted because we 
knew it was just part of the effect that the treatment was going to 
have and we were fully warned about that and it’s been not very, it 
hasn’t affected us much at all." 

 
"I think he worries about it much more.  It’s lowered his self-esteem, he 
keeps worrying about it.  I just say to him it doesn’t matter, we know it’s 
the medication that’s done it, and I just keep saying to him I’d sooner 
have him alive and on the medication.  It doesn’t bother me, we’re very 
close in other ways."

Findings indicate that partners have a pivotal role in helping the 
patient self-manage the impact of prostate cancer and treatment side 
effects. 
 
 It is important health care professionals strive to: 
 
 a) Ensure partners are included in consultations and are given adequate 
information and support to help them better support the patient to self- 
manage effectively (e.g. what they can expect in terms of treatment effects, 
emotional support); 
 
b) Provide couples with a point of contact in between clinical appointments 
should they require information or support, and; 
 
c) Direct them to additional sources of support, such as non-profit 
organisations as well as official sources of information (e.g. Prostate Cancer 
UK toolkits).



How the interviews were conducted: 
 
Participants 
Survey respondents indicated on the questionnaire if they were willing for the research 
team to contact them and / or their partner regarding being interviewed. Of those who 
indicated willingness, participants were purposively sampled  to ensure a range in terms 
of treatment pathways (e.g. active surveillance, surgery, Androgen Deprivation Therapy, 
radiotherapy, brachytherapy). We also sought to specifically include participants who 
identified themselves as members of Black, Asian and minority ethnic (BAME) groups, 
those who identified with different sexual orientations, and those who reported they 
experienced problems in the questionnaire, such as urinary, bowel or sexual function, 
decision-regret, depression, psychological distress or information needs.  Semi-structured 
telephone interviews were then conducted in all four UK nations with participants, 
approximately 3 months following completion and return of the survey. Telephone 
interviews were conducted between January-November 2016. A sub-sample of 
interviewees were invited to participate in follow-up interviews 12 months later. 
 
Meta-analysis   
In order to inform the interviews, a systematic review and meta-synthesis was conducted 
of published literature exploring the experiences of men and their partners following 
diagnosis of prostate cancer. The review was conducted using the Preferred Reporting 
Items for Systematic Reviews and Meta-Analysis (PRISMA) guidelines, using a modified 
form of Noblit and Hare’s meta-ethnography approach (Noblit & Hare 1988). Qualitative 
literature was systematically searched between Jan 2000-March 2016 (since updated) in 
seven electronic medical, sociological, and psychological databases. We included 105 
papers. 
A paper describing the overall metasynthesis method and findings is currently in 
preparation (Rivas et al. in preparation). Three further papers reporting findings from the 
metasynthesis have already been published: one that summarizes black and minority 
ethnic (BME) patients' and partners experiences (Rivas et al. 2016); a second that reports 
the impact of prostate cancer and its management on younger, unpartnered and gay men 
(Matheson et al. 2017), and a third reporting the experiences of couples affected by 
prostate cancer (Collaco et al. 2018). 
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SECTION 9: 
APPENDIX (QUALITATIVE)
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Materials 
An interview topic guide was developed, in collaboration with clinical colleagues and the 
LAPCD  User Advisory Group. It was also informed by previous evidence from a 
systematic review. The guide comprised open-ended questions, each with several 
prompts. The issues discussed included: 
 
• The physical and psychological impact of prostate cancer and its treatment, both on the 
participant and his family and friends; 
• Men’s experience of health services and the care received, including the treatment 
decision-making process; 
• The support received by men from family, friends, community and voluntary services; 
• Any aspects of their treatment and care men thought should be changed or improved; 
• The impact of the diagnosis and treatment upon their partners, either as perceived by 
the men or reported by partners during their interviews. 
 
Analysis 
Interviews were transcribed verbatim and analysed using the computer programme 
NVivo10 (QSR 2012) for assistance in structuring a framework analysis (Ritchie & Lewis 
2003; Gale et al 2013). 
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