Upper Tract
Urothelial Carcinoma
Questions to Ask

Questions to help you have informed
discussions with your medical professionals
at every step.

Investigating Symptoms

» What diagnostic tests/procedures do | require?
« How soon should | have these tests/procedures?
» Who will arrange these tests/procedures?
« If a Ureteroscopy/Pyeloscopy procedure is required, will | need a stent put in?
o What are the side effects of having a stent in?
» When will the results of the imaging, pathology & histology be available? Who will

contact me?

Diagnosis

» What type of upper tract tumour do | have?
o Low grade / high grade
o Non-invasive / invasive
» What is the location of the tumour?
» What is the size of the tumour?
» What is the stage of the tumour (Ta, Tis, T1, T2, T3, T4)?
» Do | require any further imaging? (MRI, PET scan or bone scan)
» Has the cancer spread to lymph nodes or anywhere else?

» Could genomic testing (molecular profiling) the cancer guide treatment options?
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Treatment
» What are the treatment options for me?
o Laser ablation
o Chemotherapy (before / after surgery)
o Immunotherapy
o Surgery
» Relocation/removal of the ureter
= Will the distal cuff of the bladder be included
= Will the kidney also be removed
o Radiation therapy
» Have you treated this type of cancer before?
» What do you recommend and why?
» What are the possible risks of this treatment plan?
» What side effects may | experience and how will they be managed?

« Is there a clinical trial available for my type and stage of cancer?

Renal Function
(only applicable when the kidney is removed)

« What is the present status of my renal function?
« Do I need to book a nephrology appointment?

« What are the impacts when the kidney is removed (lifestyle, diet etc.)?
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Surgery
(if required to remove the ureter/kidney)
« What is the experience of the surgeon and the team with this type of surgery?

« Is there a high-volume centre for this type of surgery?

« What hospital will the surgery be performed in?

« How is the surgery done? (robotic, laparoscopic, open)

« What is the duration of the surgery?

« Will | have any stents, drains or catheters, and if so for how long?

« How soon after surgery will the histology results be available?

Hospital
« How many days will I be in hospital?
« How soon will | be able to get out of bed?
« What will my diet plan look like (light meal, low salt etc)?

« What pain management will be required/given?

Recovery
« How long will the recovery take?
« When will I be fit for full duties?
« Which activities are allowed during my recovery?
« When will | be able to drive?
« Who will be responsible for wound management?
» Explain catheter and drain management post-surgery.
« When and where will my stent be removed?
« What pain management will be required after discharge from hospital?
« What post-surgery appointments will | require?
o nurse
o urologist / surgeon / nephrologist / oncologist
« Will | require any post-surgery scans?

« What post-surgery treatment may | require depending on the histology results?
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Surveillance

« What is the frequency of surveillance and type of surveillance?
o Ultrasound
o CT scan
o Cystoscopy
o Urine samples (test on what, including renal function)
o Blood tests (including renal function)

« Which tests will be ordered?
o Is renal function included?

« Who will be doing the surveillance? (urologist, GP, nephrologist, oncologist)

« What should I look out for that may indicate the cancer has returned?

Expenses
« For any treatment | require, what will Medicare cover?
« | do/do not have private health insurance
o What is the impact financially?

o What is the impact on expediency of treatment?
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