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...toour’KidneyCancer& You -Surgery&Recovery’booklet

To help you understand kidney cancer and the journey you are on, we have
specifically designed this booklet for you to read at your leisure. We
hopethisbookletwillhelpinformyouandyourlovedoneswhenyouneed  guidance
and information about surgery and recovery. This provides easy to
understandscientific knowledge on kidney cancer, alongside practical
information on living day-to-day with the disease and the range of emotions
you may experience.

We understand that your experiences and treatments will be unique to you.

We hope the information and insights provided in this booklet will help you
makeinformedchoicesinallareasofyourjourneyandhelpyoufindsupport
if, and when, you require it.

Ifyourequiresupportorhaveanyquestionsonanyaspectofkidneycancer

care,please ring our Support Line on 0800 002 9002. In addition, we also
run the following support services:

* FreeCounsellingservice;pleasecall08000029002 or

01223 870 008 to arrange a consultation.
* WeprovideclosedFacebookGroups;findthesebysearching

‘kidneycanceruk followed by: supportgroup’ or
metastaticgroup’ or ‘surgerygroup’or‘carersgroup’

Wepresentfreewebinars on Zoom

Kidney cancer UK online support groups, to find out more visit:

o Rywksuk.arg MYERAIONlRSSYBRRIY around the UK
please call 01223 870008 or visit:
www.kcuk.org.uk/patient-support-grougsefindoutmore.

Weare ‘heretolisten,informandsupport’
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Typesofkidneycancersurgery

Partial Nephrectomy Your notes
Removingpart of the kidney containing the tumour is called a
partialnephrectomyorkidney/nephronsparingsurgery.Theaim of this
surgery is to remove the whole tumour whilst leaving as
muchnormaltissueaspossible. Thisensuresthatasmuchkidney
function as possible is preserved. For this reason, a partial
nephrectomy may be performed for people who only haveone
kidney, who have pre-existing kidney disease or who have
tumoursinbothkidneys.Specialistsurgeons(urologists)nowtreat most
early stage (stage 1) kidney tumours that are less than 7cm in size
with partial nephrectomy, if possible1. Partial nephrectomies are
often carried out in regional centres.

Radical Nephrectomy
Duringaradicalnephrectomythetumourbearingkidneytissueis
removed completely. Usually this involves removal of thefatty
tissue surrounding the kidney and sometimes the adrenal gland
andnearbylymphnodes.However,theextentofaradical nephrectomy
can vary between patients. You can live perfectly well with just
one working kidney. If both kidneys are removed because of
tumours in both kidneys (bilateral renal cell
carcinoma),orbecausethekidneysdonotwork,youwillneeda  formof
renalreplacementtherapysuchaslife-longdialysisora kidney
transplant. A radical nephrectomy may be carried out using
keyhole (laparoscopic)surgery,oropensurgery,duringwhichthe
surgeon usuallymakesalargeincisionorcutbelowthelowerribs on the
side of the affected kidney. The kidney and surrounding tissues
are removed through this incision.

Keyhole (Laparoscopic) and robotic surgery
Themajority ofradical surgery and partialnephrectomies
areperformedLaparoscopically. Thiswillinvolveareferralto

a specialist urological surgeon with particular experience in
laparoscopickidneysurgery.Somespecialistcentresnowuse

a robot to assist with this surgery.
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Laparoscopic nephrectomy is generally the operation of choice
unlessthesurgeonbelievesthatanopenapproachwouldbesafer or
more effective in your case. The operation is carried out using

Thesequestions are
likely to be asked

severalsmallincisionsorcutsintheskinofthetummy(abdomen), If you are taking
ratherthanonelargeincision.Oneincisionismadelargerthanthe anymedication
other in order to retrieve the kidney in one piece. andatwhatdose
Athintubewithacameraandalightattheendisinsertedinto the «YourGP'sdetails
abdomenthroughoneofthecuts.Thisinstrumentiscalleda andarelativeor
laparoscope,anditenablesthedoctortoseeinsideyourtummy. friend’'scontact
Othersmallinstrumentsareinsertedthroughtheothercutsand information

used to remove the kidney or part of the kidney containing the * If you smoke you
tumour 1. maybeasked to

trytocutdown, or

There are some advantages to having keyhole surgery. For example, stop smoking, to

youwillexperiencelesspainaftertheoperation,needa shorter stay help your recovery
in hospital, recover faster and have smaller scars.However, keyhole from the

surgery, like any operation, has some risks, whichwillbediscussed anaestheticand
withyoubeforeyouareaskedtoagreeto surgery. surgery

Ifyouhaveany

Robot-assistedsurgeryisatypeoflaparoscopicsurgeryinwhicha
allergies

special machine or robot is used by the surgeon to help carry out
the surgery. The surgeon has a 3D view of the inside of your
tummy,and the area can be magnified 10-12 times. Robotic
surgeryisonlyavailableatafewspecialistcentresintheUK1.The

size and position of the tumour in the kidney will determine if
robotic surgery is an option.

Ablation (CryotherapyandRadiofrequencyablation)
Cryotherapy can be used to treat early stage (stage T1a) kidney
tumours that are less than four cm in size. Because it is less invasive
thanothersurgicalproceduresforkidneycancer,itcanbe usedon
olderpatientswhoarenotwellenoughtohavesurgery.It can also

be used to treat multiple small kidney tumours, and tumoursin
bothkidneys(bilateraldisease),whichcanbefoundin patients with

an inherited condition called von Hippel-Lindau syndrome. You will
require a general anesthetic. If you would like more information on
Cryotherapy, you can find our Cryotherapy factsheet on our
website.
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Admissiontohospital

Before going into hospital

Pre-assessment

Your overall health will be checked to assess if you are well
enough tohaveageneralanaesthetic.Youwillusuallybe
askedtoattenda pre-assessmentclinicbeforeyoursurgery
date.Sometimesthis assessmenttakes placewhenyouarein
hospitalforyouroperation. Youwillbeaskedseveralguestions
andhave aphysicalassessment.

Ifanyhealthconditionsarehighlightedbythepre-assessmentyou

mayneedmoretests.Thetimetakentodothesemaydelayyour
surgeryforashortwhile. Althoughyoumightfeelanxiousabout
anydelay,itshouldnotmakeadifferencetotheoutcomeofyour
treatment.Inmostcasesafteryourkidneysurgeryyouwillstill
haveoneremainingfunctioningkidney,andmaybeaportionof

the kidney that has been operated on, which will continue to

work.

Before your operation to remove your kidney tumour, you will

undergosometeststocheckthefunctionofthekidneys. Thiswill
enable you to be offered the right level of support after the
operation.Patientswhoarehavingbothkidneysremoved,orwho
have poor kidney function, are usually referred to a Consultant
Nephrologist (medical doctors specialising in kidneys) before
surgery, to talk about renal dialysis. Renal dialysis is the artificial
cleansing of blood to replace the basic function of the kidney.

What to take with you

Youmaybegivenalistofessential items to bring into hospital
withyou.Whetheryouaregivenalistofitemstobringornot, the
followingmaybehelpfulifyouarestayingovernightinhospital. A
Factsheet on the Publications page of the website includes tips
which might be useful 7.

Clothes
[fpossible,chooseloose-fittingnightwearthat'ssimpletoputon
and take off, and which allows easy access to your back and
abdomen, as a nurse will need to check your dressings after
surgery.Youmayhaveatemporaryplastictubing,calledadrain,
running from your tummy (where you had your surgery) into
drainage bottles or bags.
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The physical
assessmentmay
include

* Bloodtests
*Electrocardiogram

or ECG (a test
thatmeasuresthe
electricalactivity

of the heart

and detects any
possible problems)

* Bloodpressure
* Urinetest
* Chest x-ray

« Screeningfor
MRSA (a type of
bacterial infection)

* Pulse

* Temperature



Drains are sometimes left in place after the operation to collect

anyexcessfluidthatmightbuilduparoundthewound.ltmight be
helpful if you have a dressing gown with pockets to put the
drainage bag/bottle in so you can be more mobile on the ward
after surgery.

As with nightwear, it is helpful to choose clothes that are loose,

comfortable and easy to put on and take off. A pair of close-fitting
slippers may also be useful.

Toiletries

Take all your usual toiletries and a towel (sometimes these are
provided). Wetwipesmayalsobeuseful.ltisbesttoavoidusing
deodorant, talcum powder or body lotion immediately before
surgery.ltisalsoimportantnottoapplythesetotheareawhere
you have had surgery, until your wounds are fully healed.

Money and valuables

Most hospitals have policies about taking money and valuables
onto patient wards. In some hospitals, you will have access to a
lockable bedside cabinet for small valuable items that only staff
haveaccessto.ltisagoodideatocheckwiththehospitalbefore

the operation. Generally, it is sensible to leave valuables such as
jewellery athome.Youwillusuallybeabletoleaveawedding

ring on during your operation; it will be taped over before you
have your surgery.

Tousethebedsidephone, TVoraccesstheinternet, therewillbea

costdependentonthehospital.Inmanycasesyouwillbeableto

use your mobile phone, but you may need to put it on silent and
avoidusingitifitcoulddisturbotherpeople.Remembertotakea
charging cable.

Food and drink

You can usually take some of your own food and drinks into
hospital with you. Drinks and snacks are also available in most
hospitalshops.Mostspecialdietsarecateredforinhospitals but

let the ward staff know your needs. Sometimes visitors will be
allowedtobringintakeawayorhome-cookedfoodforyou but
again discuss this with the ward staff first. Inmediately after
surgery you may not feel like eating.
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Admissiontohospital

Books,magazinesandmusic Your notes
Somepeopleliketobringsomething to read. Newspapers and
magazinesarealsooftenavailabletopurchaseinahospitalshop
andsometimesfromatrolleyservice.Youmayalsowanttobring a
device to listen to music or to watch a film. If you do, please take
headphones so you do not disturb others.

Medicines

Bring anymedication you are taking into hospital with you.
You should discuss any medicines, or herbal supplementsyou
aretakingwithyourspecialistteambeforeyouareadmittedto
hospital.Askatpre-assessmentwhich,ifany,ofyourmedications
you should take on the morning of your operation. Some
medications will need to be taken, while others are best taken
after your surgery.

Additional Information

You may need to telephone the ward before going to the
hospital to make sure there is a bed available. You should be
given details of where to go and who to speak to on yourarrival.
Ifyoustillhavequestionsaboutyouroperation, itisbesttospeak

to your urology nurse specialist. If you are not able to do this for
any reason, write your questions down and take them with you
to ask your consultant on the day of your operation. Each ward
has its own policy on visiting and how many people can visit at a
time. You will need to check your hospital’s visiting policy, with
the ward staff, when you are admitted.

Before surgery

You will usually be admitted to the hospital on the morning

of your operation, or occasionally the day before. A doctor from
the surgical team will talk to you about your operation and
discuss what has been planned. This is a good time to ask
questionsandtalkaboutanyconcernsyouhave.lfyouhave

not already signed a consent form, you will be asked for your
written consent. This confirms that you understand the benefits
and risks of your surgery, and what you are agreeing to. If you
are unsure, do not be afraid to ask the doctor to explain further.
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If you have not had any tests done in advance (see 'Pre-
assessment’), they will be done once you have been admitted.
The aim is to check that you are fit for surgery and for a general
anaesthetic.Followanyinstructionsyouaregiven,suchas

when you can last have something to eat or drink before the
operation. You will usually be asked to remove any nail varnish
and makeup before surgery. If there is anything you are unsure
about, ask your doctor, ward nurse or urology nurse specialist.

It is common for the surgical team to use a marker pen to draw
on your skin to mark the site of the operation. You might be
givenanti-embolismstockings(elasticatedsupportstockings)

to wear during, and for a short time after, your operation. They
reduce the risk of harmful blood clots forming.

Your anaesthetist will also usually visit you on the ward

before your surgery. If you are feeling anxious and would like
something to relax you before the operation, this is the time to
ask. If you are wearing any jewellery, the staff will discuss with
you whether it can be secured with tape, or will need to be
removed before the operation and possibly placed in the

ward safe.

If you have false teeth,you will probably need to remove these
beforegoingtotheoperatingroom.lfyouwearglassesoruse

a hearing aid, you may be able to wear these to the anaesthetic
room,whereyouwillbeaskedtoremovethem.ltisagood

idea to have these items clearly labelled with your full name.

You will be taken to the anaesthetic room where the theatre

checklist will be carried out again, this time by the theatre staff.
Next you will be given a combination of drugs (usually
anaesthetic, pain relief and anti-sickness drugs) into a vein
(intravenously) and oxygen to breathe through a face mask.You
will usually be asked to take deep breaths and as the anaesthetic
takes effect, you will fall into a deep sleep. Once you are fully
anaesthetised you will be taken into the theatre.

Beforegoinginto
the operating
theatre for your
surgery, the
nursing staff will
check

* Your name band
* Whetheryou
have any allergies

*Whenyoulast
ateanddrank
That you have a
theatre gown on

*Whetheryou
havejewelleryor
bodypiercings

« Thatyou are not
wearing any nail
varnishormake-up

* Whetheryou
haveanycrowned
or capped teeth

*Whetheryouare
wearingcontact
lenses
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After surgery

Everyonereactsdifferentlytosurgery,butmostpeoplerecover

well with few major side-effects. The same goes for having

an anaesthetic:some people wake up very quickly and others
can feel very sleepy for several hours afterwards. While you are
waking up from the anaesthetic you may be wearing an oxygen
mask or nasal cannula (short, soft tipped tubes in the nostrils) to
give you extra oxygen. You may have a blood pressure cuff on
your arm and a small device clipped to your finger so your blood
pressure, pulse and oxygen level in your blood can be checked.
Youmayalsobegivenfluidsviaanintravenousdripuntilyouare

able to drink normally. Although you might find this equipment
restricting, you will usually only have it for a short time.

You will also have a urinary catheter inserted into your bladder

throughyourwaterpipe(urethra),whichisusedtocollecturine.

This will have been inserted during the operation whilst you
areasleeptoemptyyourbladderforyou.Aftertheoperation,

the amount of urine collected in a bag, via the catheter, will
bemeasured overa period oftime. This willallow the medical
staff to check that your remaining kidney/s are producing urine
after the operation. The catheter may drain bloodstained urine
for a day or two, which is not unusual after this type of surgery.
The tube will then be taken out once the urine clears. After the
catheterisremoved, thenursingstaffwillcheckthatyoucanpass
urine and empty your bladder normally. Occasionally it may be
necessary to keep the catheter in for longer (maybe 10 days) to
allow the bladder to heal. If you have had the kidney and ureter
removed a cystogram will be performed to check the bladder
andyoumayberequiredtohaveasmalldoseofChemotherapy
inserted into the bladder.

Following your surgery, and when you feel able, you can drink
some water. The staff on the ward will advise you about this. It is
best to start by taking a few sips and gradually drink more. Once
youaredrinkingwithoutanyproblems,youcanthenusuallystart
eating. The nursing staff will check your wound/s and general
health regularly. You will be encouraged to get out of bed and
gently mobilise as soon after surgery as you feel able.

8 Kidney Cancer & You -Surgery & Recovery



People can feel dizzy immediately after their operation because Your notes

theymayhavelostsomebloodduringtheoperation,orbecause
theirbloodpressureislow,whichcanbeatemporarysideeffect of the
anaesthetic drugs as it wears off. The nursing staff will
beabletoadviseyouonwhetheryoushouldcallforhelpifyou need to
get out of bed and how far you should walk.

Dealing with drains

Fluid can build up around the wound after the operation. You may
have wound drains inserted during the operation. These are tubes
that drain blood and bodily fluids from the wound
intoabottleorsmallbag.Youcanwalkaroundwiththedrains in. Drains
are usually removed before you are discharged from hospital.
However, some people are required to go home with
theirdrainsinandeitherreturneachdaytohavethemchecked
andthecontentmeasured,or,insomehospitals,patientsortheir  carers
will be taught how to do this. These drains may stay in for a few
days after surgery and will then be removed by a nurse.

ManyhospitalsacrosstheUKsendyouhomewithaself-injection
ofbloodthinningmedicationfor28daystoreducethechanceof
blood clots. You will be provided withinformation from the
hospital on how to do this.

After the operation you will be given an intravenous drip of fluid
andsaltsuntilyoucaneatanddrinknormally. Tubesmaybeused

to drain excess fluid from your wound to assist healing. These
will usually be taken out before you go home. You will probably
have a catheter fitted to drain your urine into a bag. This is
usually taken out after a day or two2.

Most people go home between one to five days after their

operation, depending on the type of surgery they had. The time
ittakesforyoutofeelfitenoughtogetbacktoleadinganormal

active life will vary. It may help to talk to your doctor or clinical
nurse specialist (specialist nurse) about this 2.

Kidney Cancer & You -Surgery & Recovery 9



After surgery

Apartialorradicalnephrectomyisamajoroperationand,aswith Your notes
any operation, there can be some risks, such as infection, urine
leaks and blood clots (thrombosis) in the legs, arms or chest. If
you are concerned by any of these, or if you have any symptoms
of an infection (fever, feeling generally unwell) or a wound
infection (redness, pain, swelling and oozing from the wound),
please see your doctor 1.

Somepeoplemayfindthescarringorchangestotheirbodyand

how it worksdifficult to deal with. Some may have concerns
about the effects of the operation on relationships. You may
need support to enable you to cope with such changes. Please
talktoyourdoctorornurseabouthowyoufeel, andtheywillbe

able to put you in touch with somebody who can help.

You should receive a follow-upoutpatient appointment to check
your recovery around six weeks after your surgery where your
consultant will discuss with you your prognosis and/or treatment
optionsandfollow-upschedule.Somehospitalswillrefertotheir
oncology departments if research studies are open.

Listedbelowaresomeofthecommonaftereffectsofsurgery.

Not everyone will have them, and they are usually temporary
orabletobecontrolled.Talktoyourspecialistteamorurology
specialist nurse if you have any concerns about these.

Pain and discomfort
Youarelikelytohavesomepainordiscomfortaftersurgery,

but everyone's experience is different. Deep breathing and
coughingmaybepainfulbecausetheincisionisclosetothe
diaphragm.However,aphysiotherapistwilladviseyouonhowto

do breathing exercises after surgery and these will be important
to prevent a chest infection. Following a laparoscopic (keyhole)
operation, it is usual to have some shoulder or stomach pain for
a couple of days. This pain is often described as ‘wind-like’ pain
andis due to the surgeon using gas to inflate your abdominal
cavity so thathe can seethe kidney betterduringthe operation.
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Many people experience pain, numbness and a burning Your notes

sensation as a result of temporary damage to the minor nerves
inthewoundarea.Thisshouldsettlewithinthefirstfewweeks

or months after surgery. However, for a few people the pain
continues. Contact your urology nurse specialist if you have
continued concerns about your level of pain.

Therearedifferenttypesandstrengthsofpainreliefavailable,

and they can be given as tablets, suppositories (waxy pellets
placed into your back passage (rectum), or injections. What

you are given will vary according to your needs.

Sometimes pain relief may be given via a device called a PCA
(patient-controlled analgesia). This is a pump designed to give
painreliefstraightintoyourveinwhenyoupressabutton.ltis

usually removed a day or two after surgery.

If you are in any pain while in hospital,tell the ward staff, as you
mayneedastrongerdoseofpainrelief,oradifferenttype.lfyou

do not feel your pain is controlled when you are back at home,
contact your hospital team or GP.

Nausea
Noteveryonewillfeelsick(nauseous)aftersurgery.Somepeople

are more likely to do so than others, for example people having
longer operations. Any sickness is usually only short term. Anti-
sickness drugs (anti-emetics), given as a tablet or injection, can
help to relieve nausea, so tell the nursing staff ifyou feel sick.

Bruising and swelling
Theremaybesomepurplebruisingaroundthewoundwhich
spreadsdownwardswithgravityandfadestoayellow colour.
Theremaybesomeswellingofthesurroundingskin, which
yourtreatmentteammaycalloedema.Bruisingandswellingisa
normal part of the healing process and should improve over
time.
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After surgery

Wound infection Your notes
Awoundinfectioncanhappenanytimeaftersurgery,untilthe
woundiscompletelyhealed.ltusuallytakesabouttwotothree
weeksforskintohealandaroundsixweeksfortheinternal stitches
todissolve.ContactyourGPorurologyspecialistnurse straightawayif
youthinkyoumayhaveawoundinfection.Anyof thefollowing
symptoms could mean you have a wound infection:

° thewoundfeelstender,swollenorwarmtotouch

o rednessinthearea
o dischargefromthewound
o feeling generally unwell with a raised temperature

Ifyouhaveanyofthesesymptomsyoumayneedacourseof
antibiotics,whichshouldstoptheinfectionanddiscomfort.

Change in sensation
Somepeopleexperiencepinsandneedles,burning,numbnessor
dartingsensationsinthelowerbackareaontheoperatedside.
Thesesymptomsarequitecommonandmaygoonforafew weeks
orevenmonths.Thesesymptomsareusuallytemporaryand improve
withtime orcompletelydisappearoverafewmonths.

Scars

Whateversurgeryyouhavewillleavesometypeofscar.
Laparoscopic(keyhole)surgerywillleavesmallerscars.Lookingat
andfeelingthescarforthefirsttimecanbedifficult.Scartissueis
producednaturallybythebodyduringhealing.Atfirstyourscar will
feeluneventothetouchandmayfeeltightandtender.Scars are
ofteninitiallyred butwillfadeandbecomelessobviousover time.
Youmaywishtouseaspecialistskincareproducttoimprove the
appearanceofscars,suchasbio-oil, followingconsultationwith your
specialist nurse or consultant.

Hernias

Aftersurgerythereisasmallriskofdevelopingaherniadueto the
weakeningoftheabdominalmusclesaroundthesurgicalsite. A
herniaoccurswhentissue,suchaspartoftheintestinepushes
throughthisweakenedarea.Tohelppreventthis,avoidheavy lifting
and follow your doctor’s advice on physical activity post-surgery. If
younoticeanyunusualswellingorpainneartheincision,contact

your doctorfor advice.
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Recoveringfromyoursurgery

Recoveryaftersurgeryinvolveshealing,bothphysicallyand
emotionally,andthetimethistakesvariesfrompersontoperson.
Goinghomecanbringmixedemotions.Youmayfeelreliefthatthe
operationisover,butconcernaboutneedingtogobackforyour
results.Youmayfeelvulnerablebecauseyounolongerhavethe
immediatesupportofthenurses,doctorsandthehospitalteam.
Youwillbegivenacontactnumberforthewardandurology
specialistnurseincaseyouwanttotalkthroughanyissues.You
canalsocallourKidneyCancer UK'sfreeHelplineon0800002
9002 orvisitourwebsitewww.kcuk.org.ukforinformationand
support. YoucanalsojoinourclosedFacebooksite,justsearch
'kidney cancer UK support group’ for peer-to-peer support
from people who have gone through similar experiences.

[tisimportantyoudonotsufferinsilenceasthereishelpand

supportavailableforyoufrommanydedicatedsourcesand
resources.

Physical recovery

Onceyougethomefromhospital,youshouldtrytodoalittle
morephysicalactivityeachday.Donotsetyourselfenormoustasks
andremembertorestbetweenthem;yourbodyneedstimeand
energytorecover.Eatingwellwillalsohelpyourbodyrecoverand
yourwoundtoheal.Ahealthydietwithfoodsyouenjoyisbest. .
Drinkplentyoffluidsandpassurineregularly;thiswillhelptokeep  your I
remaining kidney healthy.

Youmayhavesleepingdifficultiesforthefirstcoupleofweeksdue

todiscomfort,usepainkillersifneededandextrapillowstomake
you feel more comfortable.

Fatigue
Fatigueisdifferentfromnormaltiredness:itismoreextremeand
unpredictableandisoftennotimprovedbyagoodnight'ssleep.
Mostpeopleexperiencefatigueatsomepointduring,orafter, their
treatmentanditcanlastforweeksorevenmonths.ltcanmakea
lotofdifferencetohowyoufeelandhowyoucopewitheveryday
life. Wherepossible,trytotakethingseasyanddonotbehardon
yourselfifyouareunabletodoasmuchasyouusedto.Pace
yourselfifyoucan;forexample,bytakingupoffersofhelpand
supportwithshopping,transport,childcareorhousework.Gentle
exercise can also help improve fatigue.
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Recoveringfromyoursurgery

Youcangetmoreinformationaboutcopingwithfatiguefrom
your urology nurse specialist, or by calling our Kidney Cancer

Support Line: 08000029002.

Returning to normal activities
Youwillbeadvisednottoliftorcarryanythingheavyuntilyour
woundshavefullyhealed.Youshouldbeabletoreturntomost

of your normal activities after six weeks of your operation, but
this will vary from person to person. It can help to take things
gently at first. You may have more discomfort and stiffness as
you bend and move your back more, but this usually improves
naturally over time.

Driving
Yourspecialistteamwillusuallyofferadviceonwhentoreturn

to driving. You need to feel comfortable and safe to do so, as
wellasbeingconfidentthatyouareabletodrivenormally.ltis
likelythatyouwillbeadvisednot todriveforafewweeks.You

may also want to check with your insurance provider that you
are covered.

Sexual activity

You can begin sexual activity whenever you feel comfortable.
However,afterkidneysurgerytheareasaroundwhereyouwere
operated onmay continue to feel sore and your back may feel
stiff for several weeks or longer.

Returning to work

When you return to work will depend on the type of job you
have, the extent of your surgery and any additional treatments
you will be having. Your urology nurse specialist or GP will be
abletogiveyoumorespecificadvice. Theteamlookingafteryou

can give you a sick certificate for the time you are in hospital.
Your GP can then supply you with any further sick certificates.
Ifyouwork,youmaywishtodiscussreturningtoworkwithyour
occupational health or human resources department, or your
manager. Many people are able to arrange a phased return to
work, or to work part-time for a while, to help in managing
their recovery.
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Sport and leisure

It can be useful to begin some gentle forms of exercise, such as
walking, to help you maintain a good level of fitness. You may
need to gradually build up the amount of exercise you
do,asitisnormaltofeeltiredaftersurgery.Beforestartingor re-
startinganytypeofactivity, it willhelptoseekguidancefrom
yourspecialistteamorGP,anditisbesttostartslowlyandwith  caution,
particularly if the activity is new to you.

Emotional recovery

Peoplewillexperiencedifferent emotions at different phases
oftheirrecovery.Thereisnorightorwrongwaytofeel. Those
aroundyoumayexpectyoutobewellwhenyouleave hospital, or once
you are able to do most of the things you used to.
However,theremaybetimeswhenyoufeelyouarestruggling
oronyourown.Thisiscommonandtherearepeoplewhocan help and
support you.

You can let your family know how you feel so they can support

you.ltcanalsohelptodiscussyourfeelingsorworrieswithyour
specialist or urology nurse specialist. If you want to talk through
your feelings in more depth over a period of time, your GP or
specialist can usually arrange counselling,or you can speak to
the Kidney Cancer UKcounsellor on,0800 002 9002.

You might find it easier to share your feelings with someone

whohashadasimilarexperiencetoyou.Youcandothiseither
one-to-oneorinasupportgroup.Formoreinformationonour
individual support, or support group services in your area, call
our free Kidney Cancer Support Line on 0800 002 9002.

JKldney Cancer UK

Support line
s Counselling booking

Joso0 002 9002

Your notes
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Recovering from your surgery

Leaving hospital Your notes

When can you leave?

Thelength of your hospital stay will depend on what sort of

operation you have had, how you recover and the support
available athome.Yourspecialistteamwilladviseyouonthe

amountof time you can expect to stay in hospital after your

surgery. Youwillprobablyremaininthehospitalforonetofive
days;generally open surgery takes longer to recover from than

laparoscopic (keyhole) or ablative surgery.

Thenursesonthewardmayarrangeforadistrictnursetovisit

youathomewhilstyouarerecovering,tocareforwoundsand
drains.

YouwillbegivenaletterforyourGP,andyoushouldhavea
week'ssupplyofanymedicationsyouhavebeenprescribed.

Checkbeforeyouaredischargedwhoyoushouldcontactif

you have any of the after-effects listed in this booklet, and
make sure you have their contact details.

Follow-up appointment

Beforeyouleave hospital,you may be given, or be told when to

expect,anappointmenttoattendtheoutpatientclinictodiscuss
your pathology results after surgery. At this appointment, you

will usually be told if further treatment or follow-up is

recommended. If you have not received this after 4 weeks,then
please contact your specialist nurse.
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Questionsyoumaywanttoaskyour Your notes

specialist team

What will my scars look like?

Will | have any drains and when will they be removed?

How long will I need to stay in hospital?

Who should | contact if | have a problem or concern?

When will | get my pathology results?

Howsooncanlhaveabathorshowerafterthe
operation?

Howsoonwilllbeabletopickupmychildren/
grandchildren?
When can | drive again?

What household chores can | do when | go home?

When can | play sport or go to the gym again?

Canlgoawayonholiday?IsitOKtofly?Whatabout
travel insurance?

Whatsupportisavailableforpeoplewithkidneycancerin
my area?
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Recoveringfromyoursurgery

Lookingafteryourdrainsandwound Your notes

When youleave hospital followany instructions you are given
about caring for your wound. This will vary from hospital to
hospital and depends on the kind of surgery you have.

If you have questions about caring for your wound, or what kind

of follow-up care you will receive, contact your urology nurse
specialist.

At some hospitals, and depending upon the type of surgery
you have had, you may be discharged with a wound drain in
place, andinothers youaredischarged oncetheyhavebeen
removed. The amount of fluid your wound drains have
collected, will be measured every day. When they are draining
only a small amount, they will be removed. They are usually
removed after about a week, even if they continue to drain, to
reduce the riskof infection. If you are discharged with your
drains still in place, they may be regularly checked at home by
a nurse, or you maybe asked to telephone or return to the
hospital each day sothat the drainage can be checked. This
may sound frightening, but if your treatment team suggests it,
they will give you all the information and support you need.

Some people find the removal of the drains a little

uncomfortable; you may want to take some pain relief before
this. The stitch (which holds the drain in place) is cut and
removed and then the tube itself is taken out.

You are usually able to bathe and shower normally following
surgery (if you have a waterproof dressing covering the
wound), but it is advisable not to use any soaps or deodorant
products on, or around, the area of your wound. The nursing
staff on the ward will give you specific advice on caring for
your wound and any dressings. They will also make any
arrangements forthe removal of your skin staples or stitches
if they are not dissolvable. Your wound/s should heal within six
to eight weeks. However, it maytake several months for your
lower back areato feel 'normal’ again.
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Careofyourremainingkidneyifyouhavehad Your notes

your kidney removed

Most people are able to function with one kidney instead of
two, but tests will be done on a regular basis to check how well
your remaining kidney/s is/are working. A urine test and blood
pressure check should be carried out every year. Depending on
the stage and grade of your kidney tumour, the hospital will
arrange follow ups accordingly.

If you have one kidney you should avoid sports that involve
higher risks of heavy contact or collision. This includes, but is
not limited to, boxing, hockey, football, lacrosse, martial arts,
football and wrestling. This may also include extreme activities
such as skydiving. If you have a single kidney and decide to
participate in these sports you should be extra careful and wear
protective padding.

Pathologyresultsandcheckup

You willseeyoursurgeon usually two to approximately six weeks
after surgery. This is to check on your recovery and give you
your pathology results. You will be given the stage and grade of
your tumour andfollow up will be based on something called
the Leibowich score. Please see next pagefor more details:
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Follow-up after surgery

Thefrequencyoffollow-upwillbedeterminedaccordingtoyour Your notes
riskofhavingrecurrenceofkidneycancer.Thisisoftenpredicted  using
the Leibovich score which is calculated from your pathology
results. This allows us to know whether your kidney tumour was
classed low, medium or high risk for recurrence.
Frequencyoffollow-upisaccordingtorisk.Yourdoctor/specialist nurse
will advise you. Follow-up incorporates a combination of imaging
(CT and ultrasound scans) and blood tests 3.

Minimumrecommendedimagingstrategyaftersurgery(basedon
synthesis of EAU 2022, AUA 2021, NCCN and CAU Guidelines)

Intermediate High

Discharge | CT every 2Yr* (T every 2¥r*

CT — CT chest, abdomen and pelvis *After 5 years a shared
decision should be reached with the patient regarding ongoing
surveillance taking into account their fitness and wishes

Scanxiety
'Scanxiety'isthestressandworrythatmanypatientsfeelbefore
getting their scan results. It is normal to feel anxious about the
results, fearing potential changes in the disease. Thesefeelings
can affect daily life but talking to your healthcare team, using
relaxation technigues and staying informed can help manage
the anxiety. Remember you are not alone -many patients
experience Scanxiety,and support is available.
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Supportandinformation

Money matters
Financial advice

For financial advice please contact your
local Citizens Advice Bureau who will be
very happy to support you. Search
‘Citizens Advice Bureaux' in your web
browser for your local office.

Advice regarding Personal
IndependencePayment(PIP)
PatientswholiveinNorthernlrelandshould
consult:www.nidirect.gov.uk/
information-and-services/benefits-and-
money/benefits-and-financial-support

A specialist nurse or health professional
will be able to advise you about other
grants that are available for you. These
can be for mobility aids or to help with
heating costs or household expenses
related to your illness. A specialist nurse
or health professional will also help you
claim any benefits you are entitled to. A
number

of means tested and non-means tested
benefits might be available, depending
on your circumstances. Many hospital
departments also have a social worker
who can provide helpful information.

Support
Family and friends

People who are close to you may find it
difficulttodiscussyourillness.Youmaybe
afraidthatifyoutalktopeopleabouthow you
really feel they will be upset, or
disappointedatyourlackofstoicism,or
embarrassedbecausetheydon’tknowwhat
tosay.Butitisimportanttobeable to
expressyourfeelingswhenyouneedto. It
canalsobedifficulttalkingtochildren  about
cancer. How much should you tell them?
How honest should you be?

Other support
Sometimesitcanbeeasiertotalkthings
throughwithsomeoneoutsidethefamily.
Thiscouldbeaspecialistadviserorsomeone
whohasgonethroughasimilar situation and
knows how you are feeling.
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Supportandinformation

Kidney Cancer UK offers a dedicated

free to call telephone Support Line

(0800 002 9002), where you can talk
tooneofourHealthProfessionalnurses

with experience of kidney cancer. If you
leave a message out of hours someone will
callyouback.

Youcouldalsojoinalocalsupportgroupif
there is one in your area, call:
01223870 008 or visit
www.kcuk.org.uk/patient-support-

groups/to find out.

Self-help

Regular exercise can help you feel better
both physically and emotionally. Ask your
doctor or nurse what kind of exercise
would be suitable for you. Many people
findthatcomplimentarytherapies,suchas
massage, aromatherapy, meditation or
visualisation, can also lift the spirits, ease
tensionandrestoreafeelingofwellbeing.
You could look at our website:
www.kcuk. org.uk under patient
information where we have many free
useful resources.

Wheretofindmoreinformation

and support

Kidney Cancer UK and Kidney Cancer
ScotlandaretheUK'sleadingkidneycancer
charities.

22 Kidney Cancer & You -Surgery & Recovery

Weofferinformationandsupporttokidney
cancer patients, their families and carers
not only via a comprehensive website and
closed Facebook support group, but also
from our regular online Kidney Cancer UK
support groups on Zoom.

We also assist with establishing local
patientgroups,bringingpatientstogether
to share their experiences.

Call Kidney Cancer UK 01223 870 008
(9am —5pm Monday to Friday)

Or visit www.kcuk.org.uk

Maggie’s Centres
Maggie'sofferfreepractical,emotionaland
social support to people withcancer and
their families and friends.

www.maggiescentres.org

MacmillanCancerSupport

Call Macmillan nurses on 0808 808 0000
(9am —-8pm, Mon —Fri) or visit
www.macmillan.org.uk

MarieCurieCancerCare runs hospices
throughout the UK and provides a
nationwide Marie Curie nursing service.
Marie Curie nurses provide free nursing care
to cancer patients and those with
otherterminalillnessesintheirownhomes.
Callthehelplineforpatientsandcarerson

0800716146 o Visit
www.mariecurie.org.uk

Help, information and support can also be
found at local hospital-based support
groups.Pleaseaskyourdoctorornursefor
more information.
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Glossary

Anti-angiogenic agents
Agentswhichinterferewiththedevelopment
of blood vessels.

Arterial embolisation
Aprocedureinwhichthebloodsupplytothe
area of the kidney containing the tumour is
blocked causing it to shrink.

Assisted robotic surgery
Atypeofkeyhole(laparoscopic)surgerythat
uses a robot to help the surgeon.

Bilateral renal cell carcinoma/
kidney cancer
Renalcellcarcinomaorkidneycancer
affecting both kidneys.

Biopsy

Removal of a small piece of body tissue
sothatthecellscanbelookedatundera
microscope.

Birt-Hogg-Dubé (BHD) syndrome
Arareinherited geneticcondition that is
characterisedby skin lesions on the face and
neck.ltiscausedbyageneticmutationinthe
folliculingene. Patients may also develop
lungcystsorexperienceacollapsedlung,and

a few develop kidney cancer.

Bone scan

A diagnostic test using a mildly radioactive
materialtoseewhetherthecancerhasspread
to your bones.

Catheter

Tubethatispassedintothebodytodrain
fluid.
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Cells

Every part of the body is made up of
specialised,individualcells.Cancerstartswith
one cell becoming cancerous.

Chromophobe RCC
Asubtypeofrenalcellcarcinoma,which
accounts for 5% of RCC cases.

Clear cell RCC

Themost common subtype of renal cell
carcinoma,whichaccountsfor75%ofRCC
cases. The cancer cells appear clear under
the microscope and have large nuclei.

Clinical Nurse Specialist (CNS)
Anadvancedpracticenursewithagraduate
qualification; clinical experts in the diagnosis
and treatment of illness.

Clinical Oncologist
Adoctorwhospecialisesinradiotherapy
treatment for cancer.

Clinical trial

Arigorouslycontrolled research study that
finds new ways to prevent, diagnose or treat
disease. Clinical trials test new treatments in
peoplewithcancertomakesuretheyaresafe
and effective at treating cancer.

Collecting duct carcinoma

Asubtype of renal cellcarcinoma, which
developsinthecellsthatlinethecollecting
ducts in the kidney cortex.

Computerised Tomography (CT)

A special typeof X-rayexamination in which

a series of X-ray pictures of your body are
takenfromdifferentanglesandputtogether
byacomputertogiveadetailedimageofthe
inside of your body.



Contrast agent
AspecialdyewhichisgivenduringanX-ray,
CT or IVU/IVP as an injection or in a drink.
Contrast agents are opaque to X-rays and
areusedtogivesofttissuesandbloodvessels
contrast on an X-ray so that they can been
seen.

Cryotherapy (Cryoablation)
Killsthecancercellsbyfreezingorheatingthe
tumour.

Cyberknife (gamma knife) cystoscopy An

investigationofthebladder.Asurgeonputsa
tube(orcystoscope)intothebladderanduses
it to look inside the bladder and urethra to
check if there is anything wrong.

Diagnosis Finding out what is wrong.

Dialysis

Anartificialway of filtering waste products
andexcesswaterfromyourbloodwhenyour
kidneys can't.

Fuhrman system
Asystemusedforgradingrenalcellcancerto
indicatehowquicklyorslowingthecanceris likely
to grow and spread.

Full Blood Count (FBC)

Abloodtest which provides important
information about the type, number and
appearanceofcellsintheblood,especiallyred
blood cells, white blood cells, andclotting
cells.

Grade
Doctorsgradecancerstoindicatehowquickly

or slowly a cancer is likely to grow and spread.

Cells from a sample of the cancer (a biopsy)
arelookedatunderthemicroscope or tested
in other ways.

Haematuria
The presence of blood in the urine

Haemoptysis
Coughing-up blood.

High
(HIFU)
Amethodofkillingcancercellsbydirecting
astrongbeamofsoundatthetumour.This
technique is done using a probe through the
skin thereby avoiding open surgery.
Hypercalcaemia

High levels of calcium in the blood.

Intensity Focused Ultrasound

Hypertension
High blood pressure.

Leibovich score
Aprognostictoolinkidneycancertopredict
the risk of recurrenceafter surgery.

Lymph nodes or glands
Glandswhichfightinfectionandfilter
body fluid (lymph).

Magnetic Resonance Imaging (MRI)
Atypeofscanthatusesmagnetisminstead ofX-
raystoconstructadetailpictureofthe inside of
your body.

Medical Oncologist
Adoctorwhospecialisesinmedical treatment
of cancer.

Metastases or secondaries
Areas of cancer spread.

Multidisciplinary Team (MDT)

A group of health care and social care professionals
who provide different services forpatientsina
coordinatedway.Members oftheteammayvaryand
willdependonthe patient’sneedsandthecondition
disease being treated.
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Glossary

Nephrectomy

Surgical removal of a kidney. Either radical (the
whole kidney and surrounding tissues) or partial.

Nephroureterectomy
Removalofakidneyandthetube(ureter) that
connects it to the bladder.

Neuropathic pain
Painthatcomesfromproblemswiththe
signalling from nerves.

Oncology and Oncologist

Thestudy and treatment of cancer. An
oncologistisadoctorwhospecialisesinthe
diagnosis and treatment of cancer.

Palliative care
Treatmentgiventocontrolsymptomsand
improvequalityofliferatherthantocure.
Includes support for social, spiritual and
psychological issues.

Partial nephrectomy or kidney/ nephron
sparing surgery

Surgical removalof part ofthekidney
containingthetumourtokeepasmuch

normal kidney tissue as possible.

Papillary (or chromophilic) RCC
Asubtypeofrenalcellcarcinoma,which
accountsforabout10-15%0ofRCCcases. The
tumourshavecharacteristicpapillaeor nodules
on the surface.

Percutaneous
Amedicalprocedurecarriedoutoroccurring
through the skin.

Physical examination
Theprocessbywhichadoctorinvestigates the
body of a person for signs of disease.
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Polycythaemia
Thickeningofthebloodcausedbyanincrease inred
bloodcellsduetoanabnormalityinthe bonemarrow,
adecreaseinthevolumeof plasma, the fluid which
carries the red blood cells.

Primary cancer (primary tumour) Wherethecancer

started.Thetypeofcell that has become cancerous wi
be the

primary cancer; for example, if a biopsy from the liver
lung contains cancerous kidney cells,thentheprimary
canceriskidneycancer.

Prognosis
The likely outlook for someone with a disease.

Quality of life
Thismeanslooking at how a treatment is affectingyo
life,notjusttheeffectonyour cancer.

Radical nephrectomy
Removalofthewholekidneyandsurrounding fatty
tissue, the adrenal gland, and nearby lymph nodes.

Recurrence
Cancerthathascomebackagainafter treatment.

Remission

Ifacancer is in remission, there is no sign of itonscan
orwhenthedoctorexaminesyou. Doctors use the w
‘remission’ instead of curewhentalkingaboutcanc
becausethey cannotbesurethattherearenocancer ce
at all in the body. Renal Cell Carcinoma (RCC) A ty,
of kidney cancer that originates
theliningoftheproximalconvolutedtubule, the very sm
tubes in the kidney that filt
thebloodandremovewasteproducts..



Second-line treatment

Treatment  given  when first-line
treatment doesn’t work, or stops
working,orcauses severe side effects.

Secondary cancer
Cancerthathasspreadtoanotherpartofthe
bodyfromtheplaceinwhichitstarted

(primary cancer). Secondary cancers (tumours)
arethesametypeofcancerastheprimary

cancer. Also called secondaries or metastases.

Staging
Asystemusedbydoctorstodescribehowbiga
cancerisandhowfarithasalreadyspread.

SABR (Stereotacticablative body
radiotherapy)

This is a highly precise formofradiotherapy
used to treat kidney cancer.

Tuberous sclerosis
Ageneticdisordercharacterisedby
abnormalities of the skin, brain, kidney
and heart.

Tumour
Aswellingorlesionformedbyanabnormal
growthofcells. Tumourisnotsynonymous
withcancerandatumourcanbebenign(not
cancerous) or malignant (cancerous).

TNM staging
Asystemforstagingcancerbasedon

the presence of tumours(T), lymph node
involvement(N)andmetastases(M).

Transitional Cell Carcinoma (TCC)
Atypeofcancerthatdevelopsintheliningof

the bladder, urethra and renal pelvis. Treated as
bladder cancer.

Ultrasound scan

Areal-time, moving test which uses sound
waves to detect and differentiate between
tumoursandcysts.Asmallprobeproducing
sound waves is rubbed over the area of
interest and the sound wave echoes are
detected by the probe and turned into a
picture of the organs and structures inside
your body by a computer.

UreaandElectrolytes(U&E)
Abloodtestwhichteststhefunctionof
the kidneys.

Ureter
Thethintubeorductthatcarriesurinefrom
thekidneytothebladder,whereitisstored.
There are two ureters, one attached to each
kidney.

Urology and urologist

Thestudy and treatmentof the urinary tract
in women and the urogenital system in men.
Anurologistisadoctorwhospecialisesinthe
diagnosis and treatment of diseases of the
urinary and sex organs in males and the
urinary organs in females.

UrologySpecialistNurse
Refers to Clinical Nurse Specialist.

Wilms' tumour
Averyrarekidneycancerwhichaffects
children.

X-ray

Atype of electromagnetic radiation used to
make images. The image is recorded on a film,
called a radiograph. The parts of your
bodyappearlightordarkduetothedifferent rates
that your tissues absorb the X-rays.
CalciuminbonesabsorbsX-raysthemost,so
bones look white on the radiograph. Fat and
other soft tissues absorb less and look grey.
Air absorbs least, so lungs look black.
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Hospital appointments
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Yourdonation is essential to
the work we carry out

We receive no government funding and are dependent on your
donations whilst also raising money from other sources. How
could you orsomeone you know help us and make a difference?

SETUP A MONTHLYDONATION
LEAVE US A GIFTINYOURWILL

ORGANISE A FUNDRAISING EVENT
TAKE PART IN ONE OF OUR CAMPAIGNS
VOLUNTEER

Withyourgeneroussupportwecancontinueto
invest in patient support and research. Without
research, the treatment patients receive today

will be the treatment they receive tomorrow.
Pleasevisitourwebsiteformoreinformationabouthowyoucan

support our work www.kcuk.org.uk/donateor return the form
below via Freepost by writing ‘Freepost Kidney Cancer UK’ on the
envelope or ring 01223 870 008 where we will be happy to help you.

Name Please tell me more about

Address O Donating

Town O Making a gift in my will
Postcode O Volunteering

Email O Add me to your mailing list

Telephone

b



Kidney Cancer UK

THE UK’S LEADING KIDNEY CANCER CHARITY

Website: www.kcuk.org.uk

Our Free Support Line: 0800 002 9002
(open Mon-Fri, 10am-2pm)

Our mission:

Kidney Cancer UK is the UK’s leading charity dedicated to
kidney cancer. Our mission is to minimise the impact of the
disease by raising awareness, providing vital patient
information, and supporting research into its causes,
prevention, and treatment.
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Follow us @kidneycanceruk
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