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Z Gemcitabine

® paclitaxel

* Docetaxel

* IFN-a

® Thermochemotherapy
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EORTC QLQ-C30 (version 3)

We are interested in some things about vou and yowr health Please answer all of the questions yourself by circling the
number that best applies to you. There are no "nght” or "wrong" answers. The information that you provide wall
remain strictly confidential

Please fill m vour mmfials: 111
Your birthdate (Day, Month, Year): I I |
Today's date (Day, Month, Year): ) T I
Very
a Tuch
1. Do you have any trouble doing strenmous activities,
like carrying a heavy shopping bag or a suitcase? 4
2. Do you have any trouble talang a lons walk? 3 4
3. Do you have any trouble takang a short wall: outside of the house? 3 4
4. Do you need to stay in bed or a chair denng the day? 3 4
5. Do vou need help with eating. dressing.
yourself or using the toilet? 2 3 4
During the past weel: Not at A Quite  Very

Al Little aBit Much

6. Were you limited in or other daily activities? 1 2 3 4

7. Were you limited 1

leisure time activities? 1 2 3 4
8 1 2 3 4
9. 1 2 3 4
10. 1 2 3 4
11. 1 2 3 4
12 1 2 3 4
13. Have you lacked appetite? 1 2 3 4
14. Have you felt nanseated? 1 2 3 4
15. Have you vomited? 1 2 3 4
16. Have you been constipated? 1 2 3 4

FPleasze go on to the next page

v



During the past week: Notat A Quite  Very
All Little aBit Much

17. Hawve you had diarthea? 1 2 3 4
18. Were you tired? 1 2 3 4

19. Did pain interfere with your daily activities?

20. Have you had difficulty in concentrating on things,
like reading a newspaper or watching television?

21. Did you feel tense?

22. Did you worry?

23, Did you feel irritable?

24, Did you feel depressed?

25, Have you had difficulty remembering things?

26. Has your physical condition or medical
interfered with vour family life?

27

28.

For the followin circle the number between 1 and 7 that

hest applies to

% it during the past weelk?

29. How
2 5 3 7
Very Excellent
30. How rate your overall guality of life dunng the past week?
1 2 3 4 5 3 7
Very poor Excellent

Oleslo (F035 CeiS plad o mailed aazlie 5 Cole a4 T 2l 5 5 Sledlbl oS (6l
http://groups.eortc.be/qol s ,w oyloys 5 Giogh 2bs)

A
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(pom a5ud) (o VY ailie  mlans Gl jo — oy loyo g (g5 2Lyl Glojle (Sai; CudsS anlidon »

Q

EORTC QLOQ - BL524

Patients sometimes report that they have the following symptoms or problems. Please indicate the extent
to which you have experienced these symptoms or problems during the past week Please answer by
circling the number that best applies to you.

During the past week: Not A Quite  Very
atall  little abit  much

3l. Have you had to urinate frequently during the day? il 2 3 4
32.  Have you had to urinate frequently at night? 1 2 3 4
33,  When you felt the urge to pass urine,

did you have to hurry to get to the toilet? 1 2 3 4
34, Was it difficult for vou to get enough sleep, becanse

vou needed to get up frequently at night to nrinate? 1 2 3 4
33.  Have you had difficulty going out of the hounse,

because you needed to be close to a toilet? 1 2 3 4
36. Have you had any unintentional release (leakage) of urine? 1 2 3 4
37. Have you had pain or a burning feeling when vrinating? 1 2 3 4
38. Did vou have a fever? 1 2 3 4
39.  Did you feel ill or powell? 1 z 3 4
40. Did you have trouble arranging ywour life around

the repeated bladder treatment appointments

(Ccystoscopies or instillations)? 1 2 3 4
41.  Didyou worry about having repeated bladder

treatments (cystoscopies of instillations)? 1 2 3 4
42, Were you worried about vour health in the future? 1 2 3 4
43,  Did you worry about the results of examinations and tests? 1 2 3 4
44, Did you worry about possible future treatments? 1 2 3 4
45.  Did you have a bloated feeling in vour abdomen? 1 2 3 4
46. Have you had flatulence or gas? 1 2 3 4

Please go on to the next page
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During the past 4 weeks: Not A Quite  Very
atall  little a bit much

47.  Towhat extent were you interested in sex? 1 2 3 4
43 To what extent were you sexually active

(with or without sexual intercourse)? 1 2 3 4
49 For men only: Did vou have difficulty

ZAIMNg OF maintaining an erection? 1 2 3 4
50.  For men only: Did yvou have ejaculation problems

(e.g. dry ejaculation)? 1 2 3 4
Please answer the following 4 questions only if vou Not A Quite  Very
have been sexually active during the past 4 weeks: atall  little a bit much
51. Have vou felt uncomfortable about being

sexually intimate? 1 2 3 4
52, Hawe you worried that you may contaminate

vour partner during sexual contact with the

bladder treatment vou have been receiving? 1 2 3 4
53. Towhat extent was sex enjoyable for yon? 1 2 3 4
54, For Women only: did vou have a dry vagina

or other problems during intercourse? 1 2 3 4

Slosle ( Sai; cuiS Hled )b radles anxle py cole 4 T b0 g 5t Sledlbl S sl
http://groups.eortc.be/qol -\l ,w oyloys 5 Siogh 2l
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S Sl aalw (Beck Depression Inventory) BDI e

(oI Su; 5l culs, Jssle (Fragenzur zur Lebenszufriedenheit Module) FLZ e

Sl e (So bl g Olhlsl lie (Hospital Anxiety and Depression Scale) HADS e

(o)D) fige S; olal cuw é (Munich Life Dimension List) MLDL e

Sals oYl olaxis (Profile of Mood States) PMS e

S sladsly ead oligS slasS Y2 6,3 (Medical Outcomes Study 36-1tem Short Form) SF-36 e
& o 5 lasezw (Sickness Impact Profile) SIP o

ol yw polas! gla )yl

European Organization for Research and Treatment of Cancer ) EORTC QLQ-C30 e
oleyd g sgh 2oyl lejle Swi; cuaS Lol asliiw , (O Life Core Questionnaire Quality

oty
- b leye s0,Skee b, (Functional Assessment of Cancer Therapy - General) FACT-G o
[

alo oyl pw G.olm;&'ﬂ sl

European Organization for Research and Treatment of Cancer ) EORTC QLQ-BLS24
cuinS Lol asliiw , (Quality of Life Core Questionnaire — Bladder Cancer Superficial
alie b Gl -l Gleys 5 Giooh (2bs)l Olesbe b (S5
European Organization for Research and Treatment of Cancer ) EORTC QLQ-BLM30 e
bl bz » (Quality of Life Core Questionnaire — Bladder Cancer Muscle Invasive
Shas w2l b alie by -l by 5 ook (2bs)l Glosle b (S5 CeiS
s Ske b, (Functional Assessment of Cancer Therapy — Bladder Cancer) FACT-BL o
aile b — b ylo o
(Functional Assessment of Cancer Therapy — Vanderbilt Cystectomy Index) FACT-VCI e
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Susanne Vahr, RN PhD student (DK), Chair

Works as a Clinical Nurse Specialist, Urological Department, Rigshospitalet,
University Hospital of Copenhagen, Denmark.

Board member of EAUN. Member of the Danish Association of Urology
Nurses and board member of the Danish Educational Council.

Mrs. Vahr has worked in the field of urology since 1992. Her primary focus has
been competence development to secure updated and qualified care for
urological patients.

Special interests: nursing interventions in bladder cancer patients, and
prevention of UTI in patients treated with urinary catheters

Bruce Turner RN, BN (Hons), MSc (UK)

Consultant Nurse Uro-oncology / Urology, Homerton University Hospital,
London, UK and Nurse Practitioner, Bart’s Health Hospitals, London, UK.
Professional Development Group Lead and Council Member, British
Association of Urological Nurses.

Graduated from the University of Wales, Swansea in 2001. Graduated from City
University with MSc Advanced Nursing Practice and is an Independent Nurse
Prescriber. Initially worked in critical care and general surgery. Established role
of trainee uro-oncology nurse practitioner in London, 2004 and has developed
and leads a comprehensive nurse led

service in uro-oncology including haematuria, prostate cancer management,
metastatic bone disease, Intravesical therapy, prostate biopsy and transperineal
template biopsy.

Nora Love, MS, RN, CURN, OCN® (USA)

Registered Nurse at a National Comprehensive Cancer Center (Memorial Sloan-
Kettering Cancer Center) for 27 years.

Present position is a Clinical Nurse Specialist practising in the department of
Urology for the past 16 years. Certified in Urology by CBUNA (Certification
Board for Urologic Nurses and Associates) for the past 6 years. OCN (Oncology
Certified Nurse) certified.

Worked on and chaired the Evidence-based Committee for > 12 years and
produced a significant portion of the Policy and Procedure Manual at the Center
which is updated every 3 years. Significant guidelines she has written include:

* CAUTI (Catheter Associated Urinary Tract Infection) Prevention Guidelines

* Patient Education for the Care of a Continent Urinary Diversion

* Care of the Indwelling Foley Catheter

+ Safe Handling of Intravesicle Cidofovir
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* Intermittent Catheterization

As a Clinical Nurse Specialist she has experience giving intravesical therapy as
well as teaching it to new nurses. The Center averages about 400 instillation per
year.

Giulia Villa, RN, MNS (IT)

Registered Nurse, Critical Care Nurse Specialist, Master Degree in Nursing
Sciences.

Clinical Nurse at the Urology Department of San Raffaele Hospital, Milan, Italy
from 2005 to 2008. Since 2008 Mrs. Villa has been a Clinical Tutor and
Lecturer in Evidence-based Practice and Nursing Research. Her main activities
are tutoring of clinical students in the Department of Surgery, Vice Director of
the Bachelor School of Nursing Vita-Salute San Raffaele University from
September 2012, member of different committees for the National Conference
of Health Professional Schools.

She is involved in developing several research projects in urology related to
bladder cancer, prostate cancer and UT]I in collaboration with clinical nurses
and clinicians. Mrs. Villa is a member of the Italian Association of Urology
Nurses, and a member of the Board of the European Association of Urology
Nurses.

Special interests: bladder and prostate cancer, urinary diversion, UTI, nutrition,
fast track surgery, robotic surgery

Willem De Blok, Rn, Ma ANP, clinical nurse specialist urology-oncology
(NL)

Works as a Clinical Nurse Specialist, Antoni van Leeuwenhoek, Amsterdam,
the Netherlands.

Board member of EAUN. Member of the Dutch Association of Urology Nurses
(VenVN Urologie)

He has worked in the field of urology since 2001. His focus is on all urological
oncological treatments but with a special interest for bladder cancer, prostate
cancer and robotic surgery.

Mr. De Blok was co-chair of the guideline group that developed the Dutch
guidelines for intravesical instillation of BCG and MMC in NMIBC published
in 2012 by the IKNL and the VenVN Urologie.

Bente Thoft Jensen, RN-MPH, PhD (DK, USA)
Research Nurse, Department of Urology, Aarhus University Hospital &
Department of Clinical Institute, Centre of Research in Rehabilitation, Aarhus
University
Mrs. Jensen has been working in urology for 20 years both in Copenhagen and
at Aarhus University Hospital, Denmark.
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In 2015 she accepted a position at the Memorial Sloan Kettering Cancer Centre
in New York (US). She has an ongoing interest for developing clinical practice
in urological nursing.

Apart from her research related to uro-oncology cancer and survivorship
aspects, Mrs. Jensen has also been involved in innovative educational initiatives
such as: the “European Bone Health Programme™ in cooperation with the
European Oncology Nursing Society (EONS) and the Skeletal Care Academy
(SCA), the online Bone Health course (EAUN), the

European Specialist Nurse Organisation (ESNO) and recently the “European
School of Urology Nursing” (ESUN).

Jan Hrbacek, MD, PhD (CZ, UK)

Graduated from Charles University in Prague, 3rd Faculty of Medicine, Czech
Republic in 2007. Worked as a urologist in Motol Teaching Hospital and as a
researcher and lecturer for the 2nd Faculty of Medicine, Charles University in
Prague.

Currently practises in the UK.

Special interests include diagnosis and treatment of prostate cancer and non-
muscle invasive bladder cancer. He is a section co-editor for urological
oncology in the Central European Journal of Urology.
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