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Online resource 1. Full questionnaire

Reference Number


Life After Prostate Cancer Diagnosis:


Patient Reported Outcomes Survey



             
             



 not     


 0808 801
0678

 Have you ever been told by a doctor that you have prostate cancer?


Yes
No


 

 

 

 The survey
 
 
 Who should complete the questionnaire?
                


 
 
 Completing the questionnaire
 
 
          
       
      
      


 
 

    securely   confidence   
              
 

 
0808 801 0678

 







1. MOBILITY
 











 




















2. SELF-CARE
















3. USUAL ACTIVITIES 
















4. PAIN / DISCOMFORT
















5. ANXIETY / DEPRESSION
















 Are there any additional HEALTH issues that are of concern to you?
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6. We would like to know how good or bad your health is TODAY.









































7. Pleasetick all that apply













 


























8.
Please tick all the options that apply.

A. Have you had surgery (prostatectomy)?






no B

yes

Open prostatectomy

Operation performed through a cut in the abdomen above the pubic bone area
(retropubic prostatectomy) or a cut in the area between the testicles and back passage
(perineal prostatectomy).
Laparoscopic (keyhole) prostatectomy

Operation performed through small incisions in the abdominal wall.
Robotic prostatectomy

Operation performed with the assistance of a surgical robot (Da Vinci prostatectomy).
I don't know what kind of operation I had




B. Have you had radiotherapy?




noC



yes


External beam radiotherapy (with or without hormone treatment)
Radiotherapy uses high-energy X-ray beams to treat the whole prostate. This form of
treatments includes both 3-dimensional conformal radiotherapy (3D-CRT) and intensity
modulated radiotherapy (IMRT).
Permanent seed (low-dose) brachytherapy
This involves implanting radioactive seeds into the prostate gland.





Temporary (high-dose) brachytherapy (with or without external beam
radiotherapy or hormone treatment)
This involves inserting a source of high-dose radiation into the prostate gland for a few
minutes.





C. Have you had any of the following treatments?
Please tick all that apply.

High intensity focused ultrasound (HIFU)
This treatment uses ultrasound waves to heat and destroy
cancer cells in the prostate.

Cryotherapy
This treatment uses freezing and thawing to kill the cancer
cells in the prostate.









Chemotherapy 





Hormone treatment 


Abiraterone and/or Enzalutamide











D. Are doctors and nurses currently monitoring your prostate cancer?


no9

yes










Active Surveillance
Surveillance is monitoring of low risk, slow growing localised prostate cancer with
the aim of avoiding or delaying curative treatment (e.g. surgery, radiotherapy).This
involves having regular tests.



Watchful waiting



symptoms or problems. The aim is to keep an eye on the cancer over the long term and
only having treatment if the cancer deteriorates or the patient gets symptoms. This
involves fewer tests than in active surveillance.

Clinical follow-up during or after one of the treatments mentioned above in 8A,
B or C
I am unsure about the type of monitoring I am currently having





9a.



Yes, definitely
Yes, to some extent
No, my views were not taken into account



9b. 





Please show how you feel about these statements by ticking one box on each row.





  





































































Please add anything else you would like to tell us about your diagnosis, treatment, and
the decision making process.






Please tick one box for each question.

10.

Over the past 4 weeks, how often have you leaked
urine?

More than once a day



About once a day



More than once a week



About once a week



Rarely or never



11.

Which of the following best describes your
urinary control during the last 4 weeks?

No urinary control
whatsoever
Frequent dribbling



Occasional dribbling



Total control



12.

How many pads per day did you usually use to
control leakage during the last 4 weeks?

None



1 pad per day



2 pads per day



3 or more pads per day


















13.

a. Dripping or leaking urine

How big a problem, if any, has each of the
following been for you during the last 4 weeks?
Please tick one box on each line.


 



  







b. Pain or burning on
urination
c. Bleeding with urination





















d. Weak urine stream or
incomplete emptying
e. Need to urinate
frequently during the day























14.

No problem

Overall, how big a problem has your urinary
function been for you during the last 4 weeks?
Please tick one box.


Very small problem



Small problem



Moderate problem



Big problem





15.

a. Urgency to have a bowel
movement
b. Increased frequency of
bowel movements
c. Losing control of your
stools
d. Bloody stools

How big a problem, if any, has each of the
following been for you during the last 4 weeks?
Please tick one box on each line.


 



  




































e. Abdominal/ Pelvic/Rectal 
pain












16.

No problem

Overall, how big a problem have your bowel
habits been for you during the last 4 weeks?
Please tick one box.


Very small problem



Small problem



Moderate problem



Big problem







17.

a. Your ability to have an
erection
b. Your ability to reach
orgasm (climax)



How would you rate each of the following
during the last 4 weeks? Please tick one box on
each line.























18.

How would you describe the usual QUALITY of
your erections during the last 4 weeks?
Please tick one box.

None at all



Not firm enough for any
sexual activity
Firm enough for
masturbation and foreplay
only
Firm enough for intercourse






Please tick one box for each question.

19.

How would you describe the FREQUENCY of
your erections during the last 4 weeks?

I NEVER had an erection
when I wanted one



I had an erection LESS THAN
HALF the time I wanted one



I had an erection ABOUT
HALF the time I wanted one



I had an erection MORE
THAN HALF the time I
wanted one
I had an erection WHENEVER
I wanted one



20.

Overall, how would you rate your ability to
function sexually during the last 4 weeks?

Very poor



Poor



Fair



Good



Very good










21.

Overall, how big a problem has your sexual
function or lack of sexual function been for you
during the last 4 weeks?

No problem



Very small problem



Small problem



Moderate problem



Big problem



22.

How big a problem during the last 4 weeks, if
any, has each of the following been for you?
Please tick one box on each line.


 

    







Hot flushes
Breast
tenderness/enlargement
Feeling depressed





















Lack of energy











Change in body weight











During the last 4 weeksPlease tick one box on each line.





23. 



24




Quite
a bit

Very
much



25. Have you used any medications to aid or improve erections since your
prostate cancer diagnosis? (e.g. tablets, penis injections, gels) Please tick one
box.






I was not
offered
this



























 









  






26. Have you used any devices to aid or improve erections since your prostate
cancer diagnosis? (e.g. vacuum pump, penile prosthesis) Please tick one box.

I was not
offered
this









































 







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

Please tick one box.

I was not
offered
this









































During the past week:Please tick one box on each line.



28.


29 

30.







Quite
a bit

Very
much







Please
add anything else you would like to tell us about your symptoms or the side

effects of your treatment.













does not apply to you











32.  




33. 




34. 



During the past month:

31. 













































35. 












36. 

















37. 










38. 















39. 















40. 




























42. 



















43. 










44. 










45. 










46. 











47. 











48. 










41. 


During the past month:



49.

past

week

(This may include sport, exercise and brisk walking or cycling for recreation or to get to and
from places, but should not include housework or physical activity that is part of your
job.)
Please tick one box.

None


I day

2 days

3 days

4 days

5 days

6 days

7 days

 Please add anything else you would like to tell us about how your prostate cancer has
 had an impact on your everyday life.














the last 2 weeks. 

None
of the
time

STATEMENTS
50.

Rarely

Some
of the
time

Often

























































All of
the
time


51.



52.



53.



54.



55.

56.



past 30 days



All of
Most of
the time the time



Some of
the time


A little of
the time










































None of the
time

nothing could cheer you up?
effort?

 to tell us about


 cancer has had an
Please add anything else you would like
how your
prostate

impact on your emotional well-being.





Please tick one box on
each line. If a question does not apply to you please leave it blank

62. 


63.


64.



65.


66.



67.


68.



69.



70.


71.

Strongly Agree
agree



Disagree Strongly
disagree




















































































































72. 


73. 

74. 

75.


76.



77.






















78. 







79. legal Please tick one box.













 
 









80.
 Please tick
one box. 



















What have been the most important issues that you have faced since your prostate cancer
81.
If on sick leave answer in relation to your
diagnosis?
usual employment status. Please tick one box. 
 


 

 















82.
Please tick one box. 

























































83.







Please tick one box. 









84.
Please tick all the boxes that
apply. 



































85.

86.













87. 






88. 








 Is there anything else you would like to tell us about what life has been like for you
following
 your prostate cancer diagnosis?


















Please tick one box.

 






Follow-up survey

contacting you again in a years time






Follow-up interview

























































very much appreciate the time and thought you have put into completing this
survey. If reflecting on your situation has caused anxiety or uncertainty in any way,
please do not hesitate to contact your specialist cancer nurse or call one of the
specialist n
0800 074 8383
(Free from UK landlines)
(Monday Friday 9-6pm, Wednesday 10-8pm).

They are there to listen to your concerns, and offer support and helpful information

