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Thank you for taking part in this study.
This UK-wide studyis supported by Macmillan Cancer Support andled by researchers based at the University of
Southampton.

Your participation will help us to understand the impact of cancer diagnosis and treatment on everyday life and
how this changes overtime. This information will help inform support services in the future.

This questionnaire is divided into 7 parts. It asks for information about you, your health, and how well you have
beensince youwere diagnosed with cancer. It also covers topics such as howyouare copingand managing your
health, your lifestyle and interests, as well as the support you have available to you. Information and treatment
details from your medical records will be gathered separately by a research nurse andincluded in our analyses.

We understandthat the guestionnaire islong but we need to ask arange of questions to help us understand the
impact of cancer diagnosis and treatment. Some guestions may seem repetitive but each aims to measure
slightly different things.

WewoutdHike to RMowWaboUt yOUr ONPOME EXPETIeNCes, espeCiaity Tow they Chanee dur me and fotfowmne treatmeTnt

How to fill in this questionnaire

TS qUESTONTAITE a5KS ab0Ut yOUur TeaitiTand TOW Wett yoU 'Tave DEETTSTICE YyOU WeTE OTagnoSed WitiTCancer- 1 11e

STOQy 1S SUPPOTted Dy MacmitarmCarcer SUpportand 15 Carmed out Dy tearms atover the Ok ardtied by Tesearchers

basedat the Omiversity of Souttamptor.
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—— T e qUesHonTaTe Witt take SOMTE tITe to COMpIete. T 15 divided o eigt parts Wit cover aifferent

JSPECTS dD0UTyOU, yOUT (TeditiT, and yOUT CaTCeT eXpeTerCe.
— Pleasereadtheinstructionseactiand questions carefully armdf

— Fillintheanswerwhich best describes howyoufeel-most questionsask youtotickaboxorcircleanumber.

— Please try to answer all the questions in all the sections=some Of these Ty SEeTT repetitive but they af
Mmeasure stightydifferentthmgs. If you do not wish to answer the question, please leave this blank.

— Donotspendtoolongoneachquestion -thefirstanswerwhich comestoyouis probably the best one.

— Therearenoright orwronganswers. If you are unsure about how to answer a question please put the best

answeryou can.
——Youmay wish to take breaks whilst completing the questionnaire.
— The information you provide will remain strictly confidential and will not be seen by your clinical
team.
— Tremformatoryouprovidewittrermamstricty confiaentiatPlease return your completed questionnaire

inthe FREEPOST envelope provided.
WE ARE
MACMILLAN.

CANCER SUPPORT
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Part1-YouAnd Your Background

Firstly, we would like to knowallittle about you. This information helps us to build a picture of your background,
the health services you may have accessed and other conditions andillnesses you may have had.

TS Sector, we woutd ke tokmow a fttfeabout yoursett.

How oldare you?

yearsold

Are you: (Please tick one)(pfeaseticky:

[] Male
[ ] Female

[] Other, please specify:

WHTatTsyour weight?

St tos
or kg
WatTsyour frefgte?

feet mctes
or Tm
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How would you describe yourself? (Please tick one)
White:

]

OO O

English/Welsh/Scottish/Northernrish/
British

Irish

Gypsy orlrish Traveller

Any other white background, please
specify:

Asian [ Asian British:

[

O oo o

Indian

Pakistani

Bangladeshi

Chinese

Any other Asian background, please
specify:

Mixed [ multiple ethnic groups:

[[] WhiteandBlack Caribbean
White and Black African

White and Asian

OO O

Any other Mixed/multiple ethnic
background, please specify:

Black / African [ Caribbean / Black British:

[] African

[] Caribbean

[ ] AnyotherBlack/African/Caribbean
background, please specify:

Other ethnic background:

[] Arab

[1 Anyotherethnic background,please
specify:

Which of the following options best describes how you think of yourself? (Please tick one)
[ ]Heterosexual or Straight
[ ]GayorLesbian

Bisexual

[ 10ther (please specify):
[ liprefernottosay

Whatis your current domestic status? (Please tick one)

[_] Never marriedand/or never inaregistered same-sex civil partnership
[ ] Married

[ ] Separated, but still legally married

[] Divorced

[ ] widowed

[] Inaregistered same-sexcivil partnership

[ ] Separated, but still legally inasame-sex civil partnership

[ ] Formerlyinasame-sexcivil partnership which is now legally dissolved
L] Surviving partner fromasame-sexcivil partnership
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Which of the following people usually live inyour household with you? (Please tick all that apply)
[ ] wife/husband/partner/civil partner

[] Child(ren)

[ ] Parent(s)

[ ] Friend(s)

[ ] Other, please specify

[ ] None ofthe above, I live alone

Which of the following best describes your current household accommodation (home)? (Please tick one)
[ ] Owner-occupied (home is owned outright or is being bought through a mortgage /loan)

[] RentedfromaCouncil or Housing Association

[] Rentedfroma private landlord

[] Temporaryaccommodation

[] Other (please specifydescribe):

Doyou,ordoesanyone inyour household, own or have regular use of acarorvan?

[]Yes [ ]No

Doyou usetheinternet, for example to check emails or shop on-line? (Please tick one)
[ Yes,regularly [] Yes,occasionally [ ]1No

Do yoUtave cCarmg responsioiities for chitdrermaged e 18 years:

Fyes o

Do yoUtooRafteT, or give any Tetp Or SUPPOT L Lo ATy, (TeTTds, el g TbouTs OT OtTeTs DeCause Of eiter tong-term

PHySICator Tenta TeatTaiSaniity, OT probems Teratmg to Ofd age:

Fles +~o

DOESanyoTe fTave Carmg Tesporsibitities foryou:

Fyes o

—fSthisformmatpadcare: (e 8. TTUTSE, [TOMe-etp et

Flves o
— IS thismformatonpadcare: (e g Teative, Teig oo, frerd et

Fyes o
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Which of the following best describes your highest level of education completed? (Please tick one)
[ ] stillincompulsory school education

[ ] Lessthancompulsoryschool education

[ ] Compulsory schooleducation

[ Apprenticeship

[] Furthereducation (e sixth form college or equivalent)

[] Higher education -undergraduate degree

[] Higher education - postgraduate degree

[] Professional qualification (e.g. accountancy, nursing)

[] Othervocational/work-related qualifications

[ ] None oftheabove
[] Other, please specify:

Which of the following best describes your current employment? (Please tick all that apply)
[ ] Employed, full-time

[ ] Employed, part-time

[ ] Self-employed

[ ] Onsick-leave

[] Lookingafter home or family

[ ] Voluntary work

[] Disabled orlong-termsick

[ ] Unemployed

[ ] Retired

[ ] Infull-time education/training

[ ] Inpart-time education/training

[] Other, please specify:

How many hours per week do you currently work in your job/business? Please exclude breaks

hours [[INotapplicable

In the last 3 months, approximately how many days have you taken off work due to your health?

days

mcuw CRATTPTC TO THeCrerams of >m
I:'—I TS, 1 cﬁf’y i:l—l TS, occastottany i:lﬁ

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425

Page 6



We would now like to ask you some questions related to finances. Please remember that all of the information
we collectis entirely confidential and we do not share your details with anyone.

We are collecting this information to try to explore the financial impact of cancer and cancer treatment. You do
not need to answer any of these questions if you do not wish to - please select the option ‘| prefer not to say’ and

continue tothe next page.

Approximately what is your current total yearly gross/pre-taxsalary orincome? (Please tick one)

[ ]Lessthan£5199

[ ]£5200and upto£10,399

[ ]£10400andupto£15599

[ ]1£15600and upto£20,799

[ ]£20,800and upto£25999

[ ]£26,000andupto£31,199

[ ]£31.200and upto£36,399

[ 1£36.400andupto£51,999

[ ]£52,000andabove

[ ]lprefernottosay

Dovyou (yourself orjointly) receive any of the following types of payments? (Please tick all that apply)

[ ]Unemployment-related benefits, or National Insurance Credits

[ ]Income Support

[ ]Sickness, disability orincapacity benefits (including Employment and Support Allowance)
[ ] Child Benefit
[ ] Taxcredits,suchasthe Working Tax Credit or Child Tax Credit

[ ]Anyotherfamily related benefits or payment

[ ]Housing or Council TaxBenefit other than the single-person council tax discount

[ ]Incomefrom any other state benefit

[ ]None ofabove

[ llprefernottosay

Areyou currently receivinga pension? (Please tick all that apply)

[ ]Yes,througha private pension (e.g.an employer’s pension scheme or a personal pension scheme)

[ ]Yes,throughagovernment state pension

[INo

[ ]lprefernottosay

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 7



Do you have caring responsibilities for children aged under 18 years?

[ ]Yes [ INo

If *Yes’ how many children (aged under 18 years) doyou care for?

children

Dovyou look after, or give any help or support to family, friends, neichbours or others? This may be because of either
long-term physical or mental health disability, or problems relatingto old age.

[ ]Yes [ INo

Does anyone look after, or give you help or support? This may be because of either along-term physical or mental
health disability, or problems relatingto old age.

[ ]Yes [ INo

If Yes’:
— Isthisformal paid care? (e.g. nurse,home-help etc):

[ 1Yes [ INo

— Isthisinformal unpaid care? (e.g. relative, neighbour, friend etc):

[ 1Yes [ INo

Have you had contact with aseerryour GP in the last 3 months?

[]vYes []No

If‘yYes’ wieredidyousee your how did you contact the GP? (Please tick all that apply)
[ ] GPpractice

— Ifyes,howmanytimesinthelast 3months?
[ ] Athome

— Ifyes,howmanytimesinthelast3months?

[ ] overthetelephone
— Ifyes,how manytimesinthelast3months?

Haveyouattended A&ZEA&E or an emergency department in the last 3 months?

[ ] Yes,for myself
[ ] Yes,accompanying family, friends or other—————

[ ]No

Have you ever used mental healthand/or emotional support services?

[]Yes [ ]No

Have yOU DEETTIESted{oT any geTTe fautts tHat gt MCTease yOUT TiSK Of BEttME CanCeT (BENELT LEStME):

Hres o
Hfyouamswered *Yes™ to the above qQUESTOT, WAt was te testoT?
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Hfyourarmswered “Yes™ tothe above qUestoT, WHat was HTE TeSUt Of tTE tEst:

Have any frStaegree Tetativets )y of yOurs (parent, SIotmg or Thifd Jever beemdfagmosed Wit TCarTceT :

Fles [ +~o [ omkmown

fyoTarmswered “Yes* to the ab0OvVe qUESTIOT, PIEaSE ETMLeT {07 EaCTelative af feCted WAt Ty Pe Of CanCer itwas ard

WITETTWaS TATagosed?

RECATIVET RECATIVEZ RECATIVES

Dateof aragnosTs
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The following questioms table/grid refers toareabout other ffesses conditions or illnesses that you may have.

Please work through both parts A &B:

A. Fromthefollowinglist of conditionsinthe table below, please select those which a health professional has

told you that you have.

AB. From the conditions you have indicated you have, please let us know how severely the condition
has limited the activities you do on atypical day? For example, but not limited to: work, working around the

house or garden, bathing or dressing yourself, social activities. (Please choose anumber from @, whichisno

limitation,to 7 whichis severely limited).

FOT EaC TCOMATONT PIEaSE arSWeT “Y@s O “TT0° 35 L0 WHELTET S QOCTOT/MTUTSE 135 EVeT o yoUu tTat yoU tTave the

COTTATtOTTand WHeEtHeT ary Of yOUT COTTETt aCtvIties ar e fimted Dy the condition?

A.
Hasa
goctormursehealth

professional evertold
you thatyou have this

condition?
(Pleasetick if ‘yes”)

tyes*iHow severely flasdoes the condition limited

theactivities you do onatypical day? Forexampfe; bt

TTOt Tt tOTWOT K, WOT RITTE ar OUTTd tHE [TOUSE Of

DardeTT, Dathimg OT Aress Mg yoursett, Social activities.

PTease COOSE aNUIMDeT (TOMT O, WITCI IS TTO TTTtatioTT,

TO 7 WHITCITIS SEVETEly fiTTTited:

Porrt
row

Nolimitations Severelylimited

(@) 1 2

6

5| B

Anaemia

Arrhythmia/irregular
heartbeat (e.g. AF oratrial
fibrillation)

Rheumatoid Arthritisor
THeumTatsm

Other Arthritis (e.g.
osteoarthritis, psoriatic
arthritis)

Asthma, chronic lung disease,
bronchitis,emphysema,
chronic obstructive
pulmonary disease (COPD)

I I R I I

[]
[
[

Cancer previous toyour
currentdiagnosis. Type of
cancer, please state:

[]
[
[

Chest pain orangina

Dementia

O O
O O M
O O O

Depression oranxiety

Diabetes or high blood sugar

1B H
(Typel)
HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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[]
[]
[]
[]
[]
[]

[]
[]
[]
[]
[]
[]

O O O
O O O
O O O O
O O O O
O O O O
O O O O

[]
[]
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Diabetes or high blood sugar
(TypelD

[

[

[

[]

[]

[

[

[

Yes

g

No limitations

Severelylimited

(@)

—_

N

W

~

(@)

—_

~

Heartattack or myocardial
infarction

Heart failure

High blood pressure or
hypertension

HIV / AIDS

Inflammatory bowel disease,
colitisor Crohn’s disease

Kidney / renal disease

Liver disease or cirrhosis

Neurological condition; (e.g.
multiple sclerosis, Parkinson’s
disease)

Osteoporosis, osteopenia, or
fragile/brittle bones

Over-orunder-active thyroid
Pancreatitis

Stomach ulcers

Stroke / transient ischemic
attack (TIA) orbrain
haemorrhage

Venous Bdisease (DVT:deep
veinthrombosis / PE:
pulmonary embolism)

Other condition, please state:

OO0 b0 o od oo o0oodgao

[l

O D0 Dh 0O O o Do
O 0D 0O O 0o oo

[
[

[
[

Ooo0od b0 o oo oo dodaog

[]
[]
[]

[]
[]
[]

Ooo0od b0 o oo oo dodaog

Ooo0od b0 o oo oo dodaog

Ooo0od b0 o oo oo dodaog

[]

[]

Oood b0 o oo oo dodaog

[]

[]

Ooo0od b0 o oo oo dodaog

[]
[]

[]

OO0 b0 o od oo oodgaoo

Ooo0od b0 o oo oo dodaog

[]

[]
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Parcz="Your tifcstyie

TTthiSSECTo, We WwouldiRe tTo a5k yOU SOME qUESHOTS aboUt youT T estye. Remermber that aftthedatawe cottect

SentTety Confiaentiarand We do TTot SHTare your detaifs WithTanyore efse Meitd Mg your TeatTtare proviaers. We

areCoteCtME thiS M{oTMato to Ty to DUd Up S PIeture Of WO TTEedS SUPPOT LT LET CaNCeT TECOVeTy and witat

thiSSUppOTtTTg Tt DE.

Whittrof the fottowmg bestaescribes you:
HHraverreversmoked
Hrammamex-smoker

——Dateyoustoppedsmokmg (momtTard year ; 7

YO COTT ey STTORE O ar e aITEX=STTTORET, oW ToNg TTave did you sToke fore

YO COTT ey STTTORE O ar e aITEX=STTITORET, TOW TNy CIgarettes a day doydid youstoke?

Have your STTOKME TaDtS CHaNged SITTCE your diagnoss Of CarceT

E|—Y TS E|—NU

F¥Yes’ please teftusmore detaifs..

Have yOUTECEIved, OT DEETTOf {eTed; Tetp to Stop STTTOKITE:

Ehves Cho [ ~orappticante
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ThiCHof the fotfowmg bestaescribes you:
HaveweverusedarretecronicoigaretteteCigarete)vapg
- reurrenttyuseare-cigarertefvapmg
Havepreviousty usedare-Cigarettefvapmg

ATEyOU ST/ Tave yOU USEU E-CIgaTELtes a5 A TTet ot Of qUittig OT TEQUTITTE yOUT tODacCO SITTORTE?

Fves o

HyoUCaTemtiy USE OT Tave USed e-CIBaTeLLES, WAt SUTENg O THCOLTTE Q0 yOU Ty USe:

E|—|\io MCOtTE O TTE/ )

Fhvorettam Zommg/mt
HHdomrrirmow

E|—fv'|oreLhdfumi,up toZTm

E|—fv'|oreLhdr14mi,upLoomi
E|—fv'|oreLhdnomi,upwmni

Fhvoretharrs ML OptoToTT

Fvoretharmmom
HHdorrrmow

HaS yOUT USE Of E-CIBaTettes CHANEed SITCE your diagos s Of CarTCeT

Fles +~o
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HOWOTtemTqO yOU Tave 2 TR CoTTtamMg afcoTo (Please tekome)
Efeever
H-z=3tmmespermonth

E|—ume OT TWICE aWeeK

Hsztmesaweek
Hzormoretimesaweek

of . .

HeTeTSaguide tOUTts Of arcoTor:

A ST BIaSS (25 T Of TEd, WHTE OT TOSE WiTTe

A ST Blass (T/5 T Of Ted, WHtE OT TOSE WiTTe

ATaTEE BiasS (250 T Of TEd, WHItE OT TOSE WiTTE

APMCOf TOWET-SITengT{AB Y 36% ) fageT, beeror craer

APMCOf MBeT=SrengtTAB Y5296 ) TageT, beer or CiaeT

ADottieof tageT, Deeror ciaer

ACATTO {ageT, DEeT oT CieT

Z75mtbotteofatcopop

- A M-{IUJMUJEIJ-‘%%

5T SME e SpITCarTdTTTiXeT

Fxor Appicabte, o otarmRaconot
o
Hsorz

Hsors
H7soro

EHroormore

HaS yOUT AiCoNOHMtake CHanged STTCE youT iagros’s Of CaTTeeT

Fles +~o

FYes® prease teftusmore detaits-
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formore tham 15 Tutes duT g your (Tee e (WIte OMTeaC e the appropTiate TTuTToeT )

STRENUOUS EXERCISE (HEART BEATS RAPIDLY)

(€, TaTming, JOEgME, TOCKEY, footbat, SOCTET, SquastT, ——fTourS ——TImuteS

DaskRetDat, Tross CoumTtry SR, JUdo, Tofer Skatmg,

VIgOTOUS SWITTITTTITE, VIEOTOUS fOMNg OiStartce DiCyTimg)

MODERATE EXERCISE (NOTEXHAUSTING)

(&g, fastwatking, basebatt, tenmis, easy bicyTing, voteyat, ——fTouTS ——TImuteS

DadTITTCOT, €35y SWITTTTTITE, APITTe SKIME, poputar amd otk

darcmg)

LD EXERCISE(MINIMAL EFFORT)

(€8, YOus, archery, (IShmg fromTiver bank, Dowimg; ——ourS ——TTITUteS

HOTSESTTOES, Zotf, STOW-MOo DN, £asy Wwatking)

ETTOUGTTO WOTR UP d SWeat {Teart DEarS Tapiaty )2
Hoften

[ -sorretimes

- everfrarety

Have yOUQONTE any SUTETEHTERETTISES ) (SUT TS Werg Tt tg, SItups, and pust=ups e tast ot

Fles +~o

fyes wharmode (s yof StengHTexerTisets ) fTave you dome?

TS aweeR

EaCTtime yoUdo StrengHTeExeTCISE, TOW Ty TTTTOLES 40 yOU do tHeTTT OoT?

RRIAISIESS
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HeTefsa guide to poTtons Of {TUit,

Oreportonof frot s equarto-.

ZOTTTTOTE STTTatt preces of

frestrroit

ZPIOTTTS, SatsuTmas Of KW Tait

edromTsized restTroit

targesized frestTrait

TAPPIE, Darana, pear, OTarge

TSitceof papayaor meton

ZSiCesOf TTTango

(D TS =5 TrTthick)

TeapedtabtespooTTOf TalS TS Or CUTTarTts

Carmedfrottmmatara

Smtarquantity of (Tutas a TeSTPOT HOTT(E B, Z PEaTS OT PEacHTTaives)

Please tICR T answeT tat Destaescribes you

Nome

T p 3 pa SOTITIoTE

]

& & & & &

Fratypicat day, rovw ey poTtions of vegetables coyou eatr

HeTeTSagUIde tO POTtiONSIZes Of VEREtabies,

OmMe poTtioNOf VEgetaDies s equal to.-..

GTEENTVEREtabies

CookedVegetabies

Safadvegetantes

Fmmedandrozen

vegetantes

PUseSandbeans

ZDTOCCONSPears Or 4 Tedped tabieSpO0TTS Of COORET KA, SPITTactT, SPring

DTeeTS Or greerTpears

IHeapedtablespooTTs Of COOREd VEBEtabies, SUC TS CarTots, Peds ot

SWEEtCOTTT, Or S Cautiftower fforets

ISUCRS Of CEeTy, 50T PIECE Of COCUTTIDET, TTEd U tomato o 7 CHETTy
ROUGHY e SarTTe qUartity a5 yOU WOUTd €at {oT S TESTpOoTtomn

IHeaped tablespooTTs Of baked bearTs, fTarcot Dears, Kidney bears, carmettirT

Deams, DOtter DEans O CHICRPESS

&DU NOTCOUNT POLALOES, YdITI5, Cds5>dvVd Of pid[ TCT 1)

’

Pleasetickthearswer that Destaescribes you

Nome

T 7 3 s Sormmore

=]

& ] ] ] ]
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Part32- Your General Health amd& Well-Being

We would now like to ask some questions about your current health and quality of life.

By pfacmg a tiCk TTOIE BOX TTEaCTEroup DEfOwW, PIease MATtate WHICHT STatements DeSt UesTIDe yOUr OWIT TeaitiT
Statetoday. Piedse do ot teRTToTE tharrone poxmeacgroup. Under each heading, please tick the ONE box that

best describesyour health TODAY.

MobitityMOBILITY

Ihave no problemsinwalkingabout

I have slight problemsin walking about
lhave moderate problemsinwalkingabout
| have severe problemsinwalkingabout
lam unable towalkabout

HEnn.

Seif-CareSELF-CARE

Ihave no problems washing or dressing myself

I have slight problems washing or dressing myself
Ihave moderate problems washing or dressing myself
Ihave severe problems washing or dressing myself
lam unable towash or dress myself

HmmIn.

UsualActivitiesUSUAL ACTIVITIES (e g work, study, housework, family or leisure activities)
Ihave no problems doing my usual activities

Ihave slight problems doing my usual activities

Ihave moderate problems doing my usual activities

Ihave severe problems doing my usual activities

lam unable to do my usual activities

HmmIn.

Paimr/ DiscomfortPAIN / DISCOMFORT

Ihave no pain or discomfort

Ihave slight pain or discomfort
Ihave moderate pain or discomfort
Ihave severe pain or discomfort
Ihave extreme pain or discomfort

HNm

Anxiety [ DepressionANXIETY / DEPRESSION

lam notanxious or depressed

lam slightly anxious or depressed

lam moderately anxious or depressed
lam severely anxious or depressed
lam extremely anxious or depressed

HEmN.

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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We would like to know how good or bad your healthis TODAY. The best health

youcan
. . imagine
Thisscaleis numberedfromo to100. 8
—— 100
100 means the best health you canimagine. + o5
0 meansthe worst health you canimagine. T
—— 90
Markan X on the scale to indicate how your health is TODAY. 1
T 85
Now, please write the number you marked onthe scalein the boxbelow. I %6
TohetppeopieSay TOWgo0T O Dad a TeatTState 15, We Tave ArawiTa SCae (Tt eT (1Re a CHeTTToTTeteT) : 79
e DeStState yoUu Can Mg me 15 Tar Ked To0 and tTE WOTSTState yOU CaNT Mg me (S Tarked o, T
—— 70
. . . I tor-bad T
. . . + 65
hreattiristoday, myooropmom: T
. i i . —— ¢
pointomthe scate indicates tow good or bad your healthrstateis + 5
today. 1
—— 5°
+ 45
— 40
YOURHEALTHTODAY T
T 35
YOURHEALTHTODAY = T 20
+ 2
—— 20
+ 5
T+ 0
+ 5
—1 _ 0
Theworst health

you canimagine

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Wewould like toask youabout some things that can affect the quality of people’s lives. Some of these
questions may sound similar, but please be sure toanswereach one.

Belowisascaleratingfrom ‘never’to “always’. Please indicate how often each of these statements has been true
foryouinthe past four weeks. (Please tickoneanswer foreach question)

Some Aboutas Ver
Never Seldom oftenas  Frequently Y Always
times often
not

Youhadtheenergytodothe
things youwantedto do. L] L] L] L] L] L] L]
You had difficulty doing activities
that require concentrating. L] L] L] L] L] L] L]
Youwere bothered by havinga
shortattentionspan. L] L] L] L] L] L] L]
You had trouble remembering
e O O o O 0O 0O O
Youfelt fatigued. [] [] [] [] [] [] []
Youfelthappy. [] L] L] [] [] [] []
Youfelt blue or depressed. [] [] [] [] [] [] []
You enjoyed ife. L] [] [] [] [] [] []
Youworriedaboutlittle things. [] [] [] [] [] [] []
Youwere bothered by being
unable tofunction sexually. L] L] L] L] L] L] L]
Youdidn'thave energytodothe
things youwantedto do. L] L] L] L] L] L] L]
You were dissatisfied with your sex
s O O O O O 0O O
Youwere bothered by pain that
keptyou from doing the things [] [] [] [] [] [] []
youwantedtodo.
Youfelttiredalot. L] [] [] [] [] [] ]
Youwere reluctant tostart new
relationships. L] L] L] L] L] L] L]
Youlackedinterestinsex. [] [] [] [] [] [] []
Your mood was disrupted by pain
oritstreatment. L] L] L] L] L] L] L]
Youavoided social gatherings. [] [] [] [] ] [] []
Youwere bothered by mood

! O 0O O O O O O

swings.

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Some Aboutas

\%
Never Seldom oftenas  Frequently ey

Always
times often Y

Youavoidedyour friends. []

] [
] [

Youhadaches or pains.
You hada positive outlook onlife.

Youwere bothered by forgetting
what you startedto do.

Youfeltanxious.

You were reluctantto meet new
people.

Youavoided sexual activity.

Pain oritstreatmentinterfered
withyour socialactivities.

I I N 0 e I I O I
I [ O (O A
I O I I 0 A
O 000 00000e
et I I I
I I I Y

You were content withyourlife.

TTeOtTa, Tt TeT Satist e ToT aissatis ied (Please tickome answeT for eacTquestony.

No Comptetety
A o
raft

T T 2 3 7 5 ® 7 8 T TO

FHmRMEg aboutyour owr e ad persomat CircamStarces,

e A i

mowsatisfiedare youwitiryour tifeasawhote?

Howsatisiedare youwitiryour stamdard of tiving? e A s i A i i
Howsatistiedare youwitiryour teattin? i S e e A O e A
Howsatisiedare youwitirwitatyouare achievingimn

et o e e e e e s e
Howsatsfredare yorwitiryour persormat

B =R=R=R=R=A=E=N=R=R=2=
Howsatsfiedare youwithrhiow safeyou feet? i e e s
Howsatstedare youwitirfeeting partof your

B sl=l=f=i=i=i=A==0=0=
Howsatisiiedare youwittryour future security? i e e s
Howsatistedare youwitiryour spirituatity or

o =i=l=f=0=0=R=R=1=1=1=

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Part34 -7ZAbourYour Symptoms & How You Are Feeling

In this section, we would like to know more about any symptoms you might be experiencing and how you have

beenfeeling.

Please answerall of the questions yourself by circlingthe number that best applies to you. There are no“right” or

“wrong”answers. The information that you provide will remain strictly confidential.

Notat A Quite Very
all little  aBit much
1.Doyouhaveany trouble doing strenuous activities like : )
carryinga heavy shopping bag orasuitcase? 3 4
2.Doyou haveany trouble takingalong walk? 1 2 3 4
3.Doyouhaveany trouble takingashort walk outside of the : X
house? 3 4
4.Doyouneedtostayinbedorachairduringthe day? 1 2 3 4
5.Doyou need help with eating, dressing, washing yourself or : )
usingthe toilet? 3 4
Duringthe past week:
Notat A Quite Very
all little  aBit much
6. Wereyou limited in doing either your work or other daily : X
activities? 3 4
7.Were youlimitedin pursuing your hobbies or other leisure : X
time activities? 3 4
8.Were youshort of breath? 1 2 3 4
9.Haveyouhad pain? 1 2 3 4
10.Didyouneedtorest? 1 2 3 4
11.Have you had trouble sleeping? 1 2 3 4
12.Have youfelt weak? 1 2 3 4
13.Have youlacked appetite? 1 2 3 4
14.Have you felt nauseated? 1 2 3 4
15. Have youvomited? 1 2 3 4
16.Have you been constipated? 1 2 3 4
17.Haveyou haddiarrhea? 1 2 3 4
18.Were youtired? 1 2 3 4
19.Did paininterfere with your daily activities? L 2 3 4

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical

Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425

Page 21




20.Have you had difficulty in concentratingonthings, like
readinganewspaper or watchingtelevision?

Duringthe past week:

Notat A Quite Very

all little  aBit much

21.Didyoufeeltense? 1 2 3 4
22.Didyouworry? 1 2 4
23.Didyoufeelirritable? 1 2 3 4
24.Did youfeel depressed? 1 2 3 4
25.Have you had difficulty remembering things? 1 2 3 4
26.Has your physical condition or medical treatment

interfered with your family life? 1 g 3 4
27.Has your physical condition or medical treatment

interfered with your social activities? 1 g 3 4
28.Has your physical condition or medical treatment caused : ) ; .

youfinancial difficulties?

For the following questions please circle the number between 1and 7 that best applies to you

29.Howwouldyourate your overall health during the past week?

1 2 3 4 5 6 7
Very Excellent
Poor

30.Howwouldyou rate your overall quality of life during the past week?

1 2 3 4 5 6 7
Very Excellent
Poor

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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FOT e fOOWIME qUeSTOTTS, PIease Oy arTSWeT THE SECtoyoU DEeve (S TEevant to you.

TMETTERCSECTIOTT.

Patients sometimes report that they have the following symptoms or problems.

Please indicate the extent to which you have experienced these symptoms or problems, please answer by circling
the number that best appliestoyou.

During the past week:

Notat A Quite  Very

all little  aBit much
31.Have you had crampsinyourabdomen? 1 2 3 4
32.Have youhad difficulty in controlling your bowels? 1 2 3 4
33.Haveyouhadblood inyourstools (motions)? 1 2 3 4
34.Did you pass water/urine frequently? 1 2 3 4
35.Have you had pain ora burning feeling when passing 1 2 3 4
water/urinating?
36.Have you had leaking of urine? 1 2 3 4
37.Have you had difficulty emptying your bladder? 1 2 3 4
38.Have you had swellingin one or both legs? 1 2 3 4
39.Have you had paininyour lower back? 1 2 3 4
40.Have you hadtingling or numbness in your hands or feet? 1 2 3 4
41.Have you hadirritation or soreness inyour vagina or vulva? 1 2 3 4
42.Have you had discharge fromyour vagina? 1 2 3 4
43.Have you had abnormalbleeding fromyour vagina? 1 2 3 4
44.Have you had hot flushes and/or sweats? 1 2 3 4
45.Have youfelt physically less attractive asaresult of your 1 2 3 4
disease ortreatment?
46.Haveyoufeltlessfeminineasaresult of your disease or 1 2 3 4
treatment?
47.Have youfelt dissatisfied with your body? 1 2 3 4
48.Have you had aches or pains in your muscles orjoints? 1 2 3 4
49.Did you have headaches? 1 2 3 4

Duringthe past four weeks:

Notat A Quite  Very

all little  aBit much
5078. Have you worried that sexwould be painful? 1 2 3 4
5179. Have you been sexually active? 1 2 3 4

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Answer these questions only if you have been sexuallyactive during the past four weeks:

Notat A Quite  Very
all little  aBit much
5250. Has your vagina felt dry during sexual activity? 1 2 3 4
535T.Has yourvaginafelt short? 1 2 3 4
5452.Has your vaginafelt tight? 1 2 3 4
5553. Have you had pain during sexual intercourse or other 1 2 3 4
sexualactivity?
5657. Was sexual activity enjoyable foryou? 1 2 3 4
Duringthe past four weeks:
Notat A Quite  Very
all little  aBit much
57.Have you worried about your healthin the future? 1 2 3 4
58.How much hasyour disease beenaburden toyou? 1 2 3 4
5o.If applicable: Have you been concernedabout your 1 2 3 4
ability to have children?
60.If applicable: Have you had problemsat yourwork or 1 2 3 4
place of study due to the disease?
61.1f applicable: Have you worried about not beingable to 1 2 3 4
continue working oryour education?
During the past week:
Notat A Quite Very
all little  abit  much
5562. Have you been feeling self-conscious about your : 5 3 4
appearance?
5663, Have you been dissatisfied with your appearance when : ; 3 4
dressed?
6457.Didyoufind it difficult tolookat yourself naked? : ; 3 4
6558. Have you beenfeelingless sexually attractive asaresult
of your disease or treatment? ! 2 3 4
6659.Did you avoid people because of the way you felt about : 5 3 4
yourappearance?
6760.Haveyou beenfeelingthe treatment hasleft your body : 5 3 4
lesswhole?
686T.Have you been dissatisfied with the appearance of your : ; 3 4 NJA

scar?

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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PaETTTS SOMTELTTES TEPOTt LAt ey 1Tave the fottOWITTZ SYTPtoNTS or probiems.

Please MaiCate the EXtENt tOWHICTYOU [TavVe EXPETENCEd HTESE SYTTPLONTS OT PrODIETTTS, PIEase arswWeT Dy CITCHTE

theTombeT that bestappies toyou.

Bormgthepastweek:

Notat & Quite  Very
aft fittle T8It mmoch
3T HAve yoU Tad Swelfmg ToTe or botTegs? T P 3 z
32 Have youTettheavitess TTone or DOtTEES: T P 3 z
33 HAVE yoU Tad PaTT Ty OUT TOWeT Dack ard/ O Petvis? T 2 3 s
I WHETTyoU et e UTge tO pass UTTE, 4t you (Tave to HTTy T P 3 s
TOEEt o the tofet:
35 HavE yoU passed urime (Tequenty: T s
36 Have you Tad feakmg of urime: T s
37 Have you tad paimor a DUTTTg (Ee Mg WHETT PasSTg T P 3 s
arre?
I WETTYOU et e UTEE tO TTTOVE yOUT DOWETS, 4t yo U tTave T 2 3 s
OOy tO get to the toitet?
30-Have you Tad any feakage Of Stoors: T P 3 z
Z0-Fave yoU DEeNT Troubed Dy PasSTg WiTTd? T 2 3 s
T Have yoU Tad Cramps MTyour aDqOTTTerT: T 2 3 s
ZZ Have youttad @ bfoated feetmg myour abdormerT? T P 3 z
73 Have yoU Tad tg Mg OT TUTbTesS Ty ouT Tards o {eet? T 2 3 s
- Fave yoUu Tad acies O paims Ty OUT TTTUSTIES OT JOTTS? T 2 3 s
75 Have youtostTai: T P 3 z
76 HIs foodanadrmk tasted differentty fromrosuat: T P 3 z
77 Have you et physcatty fess attractive as aresattof your T 2 3 s
dfSease OT treatTent:
Z8 Have yoU TeltiesS Termmime a5 aTesult Of your aisease ot T P 3 z
Tearment:
Bormgthe past fourweeks:
Notat & Quite very
aft fittle Bt Tmoch
70 TOWITATEXTENTWETE yOU TETESteg TTSex: T pi 3 s
5O, 1 OWHAt EXtETTTWeTE yOU SEXuaiy active: T P 3 z

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Yotat A Quite  very
aft Tte JBTt TTTOCH
ST HIS your vag ma fettary qur Mg SeXuat actvity: T 2 3 s
52 HaS yOUr vagma (et Stortand/ or tge? T 2 3 s
53 Have you fTad paimmaur Mg Sexuat MteT CouTSe O OteT T P 3 z
57 W3S Sexuatactivity emoyabte foryou? T 2 3 s
Dormgthe pastweek:
Notat A oot very
- . .
55 Have yOoU DeeTT eetmg Setf=Constious apout your
appeararce? T ? 3 4
oo ) ) T Z 3 pa
dressed?
57 D youfmaitdiffreatttotookaryoursetfmaked? T 2 3 7
T8 Have you beerfeetmg tesssexuatty attractive as aresutt of
) s T 7 3 z
YOUT OfSease OT treatTTent:
50 DIt youavord PEopie betause of theway youfeftapbout
T i 3 pa
YOUT dPPEararTce:
60, Have yOU DEerTeeimg the tTeatment 1as fef tyour body . 5 - -
tesswiote?
ot Have youtettdissatisfiedwithryour body? T 5 - =
’ T Z 3 pa WA

Scare

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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- ~OUTETWISE COMtMUE to

theTextsection.

. ‘ e Stems-

Please MaCate the eXtENt tOWHICTYOU [TavVe EXPETENCEd HTESE SYTTPLONTS OT ProDIETTTS, PIEase arsweT Dy CITTHTE

teTumbeT that Destappies toyou.

Bormgthe pastweek:

3T DT youTave apqoTimat paiT? T z 3 7
37 Didyoutave a btoated feetmgimyourabdomerT/ T 2 3 s
StoTTact?

33 DI yoUTave propierms Wit TyOuT CIothes feeimg too tght? T P 3 z
37 DI yOUEXPeTIence CHange T bowe Tabitas aresuttof T il
YOUT fSEASE OT UTEatments:

35 WeETEyou troubted by passmg wittd 7 gas/ fiatuterce: T P 3 z
36 Have you et futtup too quickty after DEgMmMimg to eat: T 2 3 s
37 Ve yoU Tad Mg S tOTTOT TEar touTTT? T ) 3 il
I8 Have youtostany f1air T P 3 z
30 ATTSWET TS qUestonT oy f youtad any fTair foss, Were T 2 3 s
YOUUPSEr Dy te toSS Of yOUT 11T

7o Ditfoodanmddrmktaste aifferentrormosuar T P 3 z
T Have you ad tmgimg fandsor feet? T P 3 z
ZZ Have yoU Tad TTUTOTTESS Ty OUT {TTEETS O TOeS: T 7 3 z
Z3 Fave yoU eftWeak T your arms or 1egs: T ) 3 il
77 DI yoU Tave actes O paims MTyour TTUSCES O JOS: T P 3 z
75 DT you Tave probferms Wit iTiear mg: T ) 3 il
76 D youurate frequently: T 2 3 s
77 Have yoU Tad SKTTProems (€. g Ty, ary )? T P 3 s
Z8 DIt youave ot fiustes: T i 3 z
79 DT yoUu Tave gt Sweats? T ) 3 il
5O, HaveE you et pHysCaty eSS attractive a5 aresutt of your T P 3 s
OTSEaSE OT tTEatTTent:

ST HavE yoU beermaissatisiedwittTyour body? T 2 3 s
52 HOWTTTOCHT TS YOUT AiSEaSE DEerTa DUTAerT to you? T P 3 z
53 HOWTTTUCHT TS yOUT tTeatment Deera DUrdernTto you? T P 3 z
5. WETE yOUWOTTIed apOUt yOUT {UtUTE [TeaitT: T ) 3 il

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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Burmgtepastfourweeks:

Notat & Quite  very
aft fictle Bt Tmoch
55 T O WAL EXLETTTWETE YOU TETEStEq TTSEx? T z 3 il
56, 1 OWHAL XN WETE YOU SEXUAy aCIVE: T ) 3 il
Notat & Quite very
aft fittle T8It mmoch
57 1O WAL EXLENT WS SEX EMoyabte foryou: T 2 3 s
S8 DI yoU ave aary vagma dur Mg Sexuat activity s T P 3 s
Bormgthepastweek:
Notat & Quite Very
aft fitle abt  moch
0. Have yOU DEeTT e Mg Set=Constious apout your
appearance? T ? 3 7
dressed? ! ’ : ?
m|emmmed5dresumo|your T - - -
dfSease or treatment:
6z Ddyoutmaitaifffcottto ook at yoursetfmaked? T - - -
B3 Faveyou beerfeemg tessSexuatty attractive a5 a resutt o
YOUT OiSEaSe OT tTEatTTent: T ? 3 4
67, DI yoUavod PEOPIE DECAUSE Of tHEeWay yoU (et about . 5 - -
YOUT appeararce:
65, Have yOU DEEMT eetmg the treatment f1as feftyour body T 5 - =
tesswiote?
T Z 3 7z 1A

scare
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Partgz—HOW YOU ATE Feehing

Hospital Anxiety and Depression Scale (HADS)

Read each item below and Pfeasetick the box beside the reply thatiscomes closest to how you have been feelingin
the past week Don’t take too long overyour replies:, yourimmediate iSbestreaction to each item will probably
be more accurate thatalong,thought-out response.

| feel tense or ‘wound up’:
Most of the time

Alotof the time

From time to time, occasionally
Notatall

I still enjoy the things | used to enjoy:

Definitely as much
Not quite somuch
Onlyalittle
Hardly atall

I get a sort of frightened feeling as if
something awful is about to happen:
Very definitelyand quite badly

Yes,but nottoo badly

Alittle,butit doesn’t worry me

Notatall

I can laugh and see the funny side of
things:

Asmuchaslalways could

Not quite so much now

Definitely not somuch now

Notatall

Worrying thoughts go through my
mind:

Agreatdeal of thetime

Alotof the time

Fromrometotme; butTotNot too often

OmntyoccasonatyVery little

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical

HmEn HmEn

.

HmEn

Hmn

| feel as if | am slowed down:
Nearlyallthe time

Very often

Sometimes

Notatall

I get a sort of frightened feeling like
‘butterflies’ in the stomach:
Notatall

Occasionally

Quite often

Veryoften

I have lost interest in my appearance:

Definitely

|don't take as much careas|should
| may not take quite as much care
|take justas muchcareasever

| feel restless as | have to be on the
move:

Verymuchindeed

Quitealot

Notvery much

Notatall

I look forward with enjoyment to
things:

Asmuchas!everdid
Ratherlessthanlusedto

Definitely lessthanlusedto

Hardly atall

Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425
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| feel cheerful:
NotatattiNever
YeryoftermmdeedNot often
Sometimes

Most of the time

I can sit at ease and feel relaxed:

Definitely
Usually
Not often
Notatall

Hmn

.

I get sudden feelings of panic:
Very oftenindeed

Quite often

Notvery often

Notatall

Hmmn

I can enjoy a good book or radio or TV
television program:

Often

Sometimes

Not often

Very seldom

HENN

Hospital Anxiety Depression Scale (HADS) copyright © R.P.Snaithand A.S. Zigmond,1983,1992,1994.

Record formitems originally publishedin Acta Psychiatrica Scandinavica, 67,361-70,

copyright © Munksgaard International Publishers Ltd, Copenhagen, 1983.
This edition first publishedin 1994 by nferNelson Publishing Company Ltd,

389 Chiswick High Road, London W4 4AJ
GL Assessmentis part of GL Education

www.gl-assessment.co.uk

Reproduced by permission of GL Assessment for HORIZONS
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Part 56 - How You Cope & Manageing Your Health

These questions will help us to understand how people cope and manage their health - it will help us to explore
how patients may be supported infuture.

How confident are youfilling out forms by yourself?

Extremely Quite abit Somewhat Alittle bit Notatall
L] L] [ L] L]

How often do you have someone help you read hospital materials?

Never Occasionally Sometimes Often Always

L] L] Ll L] L]

How often do you have problems learning about your medical condition because of difficulty reading hospital
materials?
Never Occasionally ~ Sometimes Often Always

L] L] Ll L] L]

Please indicate how strongly you disagree or agree with the following statements by checking the response that
best describesyou now.

FOTeaciTof thTe fotOWME qUeSHONTS, PIEase TR TTE DESTPOSSDIE arTsweT:
Strongly Disagree  Agree Strongly

disagree Agree
Most days |am doing some of the things | really enjoy ] L] L] []
Aswell as seeing my doctor, I regularly monitor changesin my [] [] [] []
health
| often worry about my health 1 1 1 1
| try to make the most of my life [] [] [] []
| know what things can trigger my health problems and make [] [] [] []
themworse
My health problems make me very dissatisfied with my ife [ [ [ [
lam doing interesting things in my life L] L] L] L]
| have plans to do enjoyable things for myself during the next few [] [] [] []
days
| have avery good understanding of when and why lam [] [] [] []
supposed to take my medication
| often feelangry when I think about my health [ [ [ [
| feel hopeless because of my health [ [ [ [
| feellike lamactively involvedin life [] [] [] []
When ! have health problems, Ihave a clear understanding of [] [] [] []
what Ineedtodoto controlthem
| carefully watch my health and do whatis necessary to keep as L] L] L] []

healthyas possible

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
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| get upset when I think about my health

Withmy healthin mind, | have realistic expectations of what | can
and cannotdo
If | thinkabout my health, | get depressed

IfIneed help, | have plenty of people I canrely on

| have effective ways to prevent my symptoms (e.g, discomfort,
painand stress) from limitingwhat | can doin my life

I have very positive relationships with my healthcare
professionals

|haveavery goodidea of howto manage my health problems

O O 0O 0O b oo
O O 0O 0O b oo

When|have symptoms, | have skills that help me cope

O O 0o 0o d o o
O O o o o db o

U U

Strongly  Disagree  Agree Strongly
disagree

| try not to let my health problems stop me from enjoying life

[]
[]

I have enough friends who help me cope with my health
problems

| communicate very confidently with my doctorabout my
healthcare needs

lhaveagood understanding of equipment that could make my
life easier

When | feelill, my family and carers really understand what lam
goingthrough

| confidently give healthcare professionals the information they
needtohelpme

| get my needs met fromavailable healthcare resources (e.g,
doctors, hospitalsand community services)

My health problems do not ruin my life

Overall,Ifeelwelllooked after by friends orfamily

Ifeell have avery good life even when | have health problems

| get enough chances to talkabout my health problems with
peoplewhounderstand me

lworkinateamwith my doctorsand other healthcare
professionals

|donotlet my health problems controlmy life

00 000 odoodod O™
00 000 0od o odo o
00 000 0od o odo o
DDDDDDDDDDDDD%

If others can cope with problems like mine, | can too

FTOVV Luﬁ?‘!‘w arc yUul IIIIﬁgUuLIUﬁJ\/yUUﬁF
ety Sote aprt Sorewtet oy anisawgia e
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L] L] L] L] L]

Foworten Toyot mm
Rever oy | SorerTes Shsy FFTayS
] ] [] ] ]

FTOVV Uﬁ |Gl _yUU Hc\ < Pluaﬁ) chmg apDUuULl yUUI mreaeal Lum pClLausc Ul Um){ ICGUIW
e
= ———— S e
[] [] [] [] []
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Parts=How rowrcope

For each of the following questions, please tick the box that corresponds to your confidence that you candothe
tasks regularly at the present time.

How confidentare you that you can keep

the fatigue caused by having had cancer

and/or cancertreatmentfrominterfering 0 oo oot o o
withthe thingsyouwanttodo?

How confidentareyouthatyoucankeep
the physical discomfort or pain of having
had cancerand/or cancertreatment from N I L B B B B
interfering with the things youwantto do?

How confidentare you that you can keep

the emotional distress caused by havinghad

cancerand/or cancer treatment from [y I N N
interfering with the things youwantto do?

How confidentare you that you can keep

any other symptoms or health problems

you have frominterfering with the things 0o b oot o o
youwanttodo?

How confidentare youthat you candothe

different tasksandactivities needed to

manage your cancer and/or cancer 1 1 O O O O OO O 00 0O
treatmentsoastoreduceyourneedtosee

adoctor?

How confidentare you that youcando

things otherthanjust takingmedication to

reduce howmuch having had cancerand/or I A .
cancer treatment affectsyour everyday life?
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For each item, please mark an in the box below that best indicates how much you agree with the following

statements as they apply to you over the last month. If a particular situation has not occurred recently, answer

accordingto howyou think you would have felt.

lam able toadapt when changes

oceur [1 [ ] ] ]

| tend to bounce back afterillness,

injury, or other hardships [l [l ] [ ]

Spirituality can be explainedin many different ways and can mean something different to everyone.

Forsome, it can be about participating in organised religious practices (e.g. going to a church, synagogue,

mosque, etc.). For others, it couldinclude other practices such as private prayer,yoga, meditation, quiet

reflection,or evenlong walks. Soitis not always associated with a religious belief. Many people without a religious

belief still have ‘spiritual feelings’.

Please respondtoall of the statements yourself by circling the number that best applies to you.

More generally:

Ibelieve in God orin someone or something greater than
myself

Ihave spiritual wellbeing 1 2 3 4

How would you rate your overall spiritual wellbeing? Please circle ONE number below.
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o 1 2 3 z 5 6 7
Don’tKnow/Can’t Very Excellent

answer Poor
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Part 75— Your Interests & tThe Support You Have Available To You

In this section, we would like to find out more about the types of support and assistance you have available to
you. We wouldalsolike tolook at how social relationships and engagement with interests can be used by people
to help support themselves at home and in their communities.

1. The Types of Support Available to You

People sometimes look to othersfor companionship, assistance, or other types of support. How often is each of
the following kinds of supportavailable toyou if you needit? (Please tick one box on each line)

Noneof  Alittle of Some Mostof  Allofthe
, _ of the _ .
thetime thetime . thetime time
time

Emotional/informational support:
Someone you can countonto listen to you whenyou [] [] [] [] []
needtotalk
Someone to give you information to help you understand [] [] [] [] []
asituation
Someone to give you good advice abouta crisis [] [] [] [] []
Someoneto confide in or talk to about yourself oryour [] [] [] [] []
problems
Someone whose advice you really want [] [] [] [] []
Someone toshare your most private worries and fears [] [] [] [] []
with
Someone to turn tofor suggestions about howto deal [] [] [] [] []
withapersonal problem
Someone who understands your problems [] [] [] [] []
Tangible Support:
Someone to help you if you were confined to bed [] [] [] [] []
Someone to take you to the doctorifyou needed it [] [] [] [] []
Someoneto prepare your mealsif youwere unable to do [] [] [] [] []
it yourself
Someone to help with daily chores if you were sick [] [] [] [] []
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None of
thetime
Affectionate Support:
Someone who shows you love and affection L]
Someone tolove and make you feel wanted []
Someone who hugs you ]
Positive Social Interaction:
Someone tohaveagood time with ]
Someone to gettogether with for relaxation []
Someone to do something enjoyable with L]
Additional Item:
Someone todo things with to help you get your mind off []
things

How many close friends do you have?

2. Your Hobbies & Interests

Doyoujoinintheactivities of any of these organisationsand if so,how often? (Please tick as appropriate)

How many close family members do

you have?

Alittle of
thetime

L OO

OO

Some

1 O O

O O

Most of
thetime

L OO

OO

Allof the
time

1 O O

O O

lunch clubs, groups for children or older
people)

At least Less
Atleastonce | Atleastonce
everythree often
aweek amonth
D - months
Community or neighbourhood groups (e.g.
adultlearning, religious, political,hobbies, 0 0 0 |

Voluntary work

Ll

Ll

[

Health or exercise groups, including taking
part,coaching or going to watch

Ll

Ll

[
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Culturalactivities (e.g.sports, stately homes, B B B 0O
concerts, museums/galleries, dance, opera)

Other groups or activities D D D D

Inthe past month, have you given any unpaid help in any of the ways shown below? Please do not countany help

you gave througha group, club or organisation. (Please tick as appropriate)

|_| Practical help (e.g. gardening, pets,home maintenance, transport, running errands)

|_| Help with childcare or babysitting

|_| Teaching, coaching or giving practical advice

|_| Givingemotional support

Other
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3. Your Social Network

Many people understand the term ‘social network’ to be social media, like Facebook. Whilst social media can play
animportant part, we are particularly interested in looking at the social relationships that patients use to support
themselvesin their communities.

In the table below, please list all the people who have played an important role in helping and
supporting you to deal with your diagnosis and/or treatment of cancer. e bOXES DEfoW, please 5t

e peope WO tTave Tetpedard SUppoT ted yoU T aea Mg Wit TyOUT Qragos s araor tTeatiment of Carncer. T hey
can be anyone from family members, friends, neighbours, colleagues, pets to healthcare staff like GPsand nurses.
Foreach person, please let us knowa couple of details about them:

— theirrelationship toyou (e.g. daughter, friend, GP)

——oWTong yoUTave RMOWTT tHeTTT fOT (@pPToX. TUTTTDET Of years)

— howoftenyou seeftravecomtactwititthemin person (e.g. weekly, monthly, every couple of months)
— approximately how far do theylive fromyou (in miles)

——owfaryoutve from thermT(@pproxX Mies)
Please useasmany orasfew of the lines provided

Network Network Gender | Relationship | Whatis | Fortow How often do you How far do
Member Member 1=male (son,daughter, their fonghave meetsee them? they live
Number (name or 2=female pet,friend, group, age? youkmown | 1=atleastonceaweek, fromyou?
initials) nurse, etc.) tapproxy | threm? 2=atleastonceamonth, Distance
fromberof 3=atleasteverycouple of (approx.in
yearsy months, miles)
4=lessoften
Example Alistair 1)2 Friend 35 7years 1 2(34 10 miles
1 12 1234
2. 12 1234
3. 12 1234
4. 12 1234
5. 12 1234
6. 12 1234
7. 12 1234
8. 12 1234
0. 12 1234
10 12 1234
1. 12 1234
12. 12 1234
13 12 1234
14. 12 1234
15. 12 1234
16. 12 1234
17. 12 1234
18. 12 1234
19. 12 1234
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20. 12 1234
21. 12 1234
22, 12 1234
23, 12 1234
24. 12 1234
25, 12 1234

Foreach personlistedinthe previous table, please circleanumber between1and 3to indicate the extent they help
youwith:
A. Information of yourillness andillness management (e.g. helping you to understand health information, diet,
medicines, etc)
B. Practical helpwith daily tasks (e.g. running your household, etc)
C. Emotionalsupport (your well-being, helping you feel good, comforting you when you are worried, etc)

Network Rate the extent to which this member helps you with
Member

Number (s 1=nohelpatall, 2=somehelp, 3=alot of help

numberedinthe A. B. C.

previoustable) Information of-about Practical help | Emotional support

yourillness andillness | with daily tasks
management

1. 123 123 123
2. 123 123 123
3. 123 123 123
4. 123 123 123
5. 123 123 123
6. 123 123 123
7. 123 123 123
8. 123 123 123
0. 123 123 123
10. 123 123 123
1. 123 123 123
12. 123 123 123
13 123 123 123
14. 123 123 123
15. 123 123 123
16. 123 123 123
17. 123 123 123
18. 123 123 123
10. 123 123 123
20. 123 123 123
21. 123 123 123
22, 123 123 123
23, 123 123 123
24. 123 123 123
25, 123 123 123
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Part 6 — Your Lifestyle & Health

In this section, we would like to ask you some questions about your lifestyle. We are collecting this information to
try tobuild up a picture of who needs support in their cancer recovery and what this support might be.

1. Body stats

What isyour weight? What isyour height?
st Ibs feet inches
or kg or cm
2. Smoking habits

Which of the following best describes you?
[ ]1have never smoked

[ 1! currently smoke

[ 11amanex-smoker

— Datevyoustopped smoking (monthandyear): /

If yvou currently smoke or are an ex-smoker, please complete the rest of this page.

Otherwise, please continue to the next page.

If you currently smoke or are an ex-smoker, how long have/did you smoke(d) for?

If you currently smoke or are an ex-smoker,how many cigarettes a day do/did you smoke?

Have your smoking habits changed since your diagnosis of cancer?
[ ]ves [ 1No [ ] Notapplicable

If *Yes? please tell us more details...

Have you received, or been offered, help to stop smoking?

[ ]ves [ 1No [ ] Notapplicable

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 42



HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425

Page 43



3. e-Cigarette use / Vaping habits

Which of the following best describes you?

[ ]1have never used an electronic cigarette (e-Cigarette) /vaped

|_| | currently use an e-Cigarette/vape

[ ]1have previously used an e-Cigarette /vaped

If yvou currently use e-Cigarettes or have previously used e-Cigarettes, please complete the rest of this page.
Otherwise, please continue to the next page.

Areyou using/did you use e-Cigarettes as a method of quitting or reducing your tobacco smoking?

[ ]Yes [ ]No

If you currently use or have used e-Cigarettes, what strength of nicotine do you mainly use?
[ ] Nonicotine (o0 mg/ml)
1to3mg/ml

4to8mg/ml
[ 1oto12mg/ml
[ 113to16 mg/ml
[ ]17to20mg/ml
[ ] More than20mg/ml

| don’t know

Approximately, what would you consider to be your daily e-Liquid use?
Upto2ml

[ 1 Morethan2ml,upto4ml

[ 1 Morethangml,upto6ml

[ ] Morethanéml,upto8ml

[ ] Morethan8ml,upto1oml

[ ] Morethanioml

| don’t know

Has your use of e-Cigarettes changed since your diagnosis of cancer?

[ ]ves [ INo [ 1 Notapplicable

If *Yes? please tell us more details...
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4. Alcohol consumption

How often doyou have adrink containing alcohol? (Please tick one)

Never

[ ] Monthlyorless
[ ] 2-3times per month

[ ] Onceortwice aweek

[ ]3-4timesaweek

[ ] 40r more timesaweek

If you ‘Never’ have a drink containing alcohol, please continue to the next page.

Otherwise please complete the rest of the page.

Hereisaguide to units of alcohol:

Number

of Units
15 A smallglass (125 ml) of red, white or rosé wine (ABV 12%)
2.1 A standard glass (175 ml) of red, white or rosé wine (ABV 129%)
3 Alarge glass (250 ml) of red, white orrosé wine (ABV 12%)
2 A pint of lower-strength (ABV 3.6%) lager, beer or cider
3 A pint of higher-strength (ABV 5.2%) lager, beer or cider
17 Abottle (330 ml) of lager,beer or cider (ABV 5%)
2 Acan (440 ml) of lager,beer or cider (ABV 4.5%)
15 275 mlbottle of alcopop (ABV 5.5%)
1 25mlsingle spirit and mixer (ABV 40%)

How many units of alcohol doyou drink ona typical day when drinking?

10r2

i

[@)}

or

7,8,0ro
10 0rmore

Has youralcoholintake changed since your diagnosis of cancer?

[ 1Yes [ INo

If *Yes? please tell us more details...
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5. Exercise & Physical activity

Duringatypical 7-Day period (aweek),how many times on the average do you do the following kinds of exercise
for more than 15 minutes during your free time (write on each line the appropriate number)

Times perweek:

STRENUOUS EXERCISE (HEART BEATS RAPIDLY)
(e.g,running,jogging, hockey, football,squash, basketball, hours___minutes
judo, roller skating, vigorous swimming, vigorous long
distance cycling)

MODERATE EXERCISE (NOT EXHAUSTING)
(e.g. fast walking, baseball, tennis, easy cycling, volleyball, hours___minutes
badminton, easy swimming, dancing)

MILD EXERCISE (MINIMAL EFFORT)
(e.g.yoga, archery,fishing bowling, golf, easy walking) hours___minutes

Duringatypical 7-Day period (aweek),in vour leisure time,how often do you engage in any regular activity long
enoughtowork up asweat (heart beats rapidly)?

Often
Sometimes

[ ] Never/rarely

Have you done any strength exercise(s) (such as weight lifting, sit-ups, and push-ups) in the last month?

[ ]Yes [ ]No

IfYes?,in atypical week, how many times and for how long have you done strength exercise(s)?

Times perweek:

STRENGTH EXERCISE
(e.g. weight lifting, sit-ups,and push-ups)

hours__minutes

What type(s) of strength exercise(s) have you done?
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Have vour exercise/physical activity habits changed since your diagnosis of cancer?

[ ]ves

[ INo

If *Yes? please tell us more details...

. Diet

Hereisaguide to portions of fruit:

One portion of fruitis equal to...

2ormoresmall pieces of

2 plums, satsumas or kiwi fruit, 3apricots, 7 strawberries, 14 cherries

fresh fruit
Medium sized fresh fruit

1apple,banana, pear,or orange

Large sized fresh fruit

Driedfruit
Canned fruit (in natural

half a grapefruit,1slice of papaya or melon, 2slices of mango

(please note:1slice =approx.5cm thick)

1heaped tablespoon of raisins or currants, 2 figs, 3 prunes

Similar quantity of fruitas afresh portion (e.g.2 pear or peach halves)

juice not syrup)

Fruitjuicedrink or
smoothies

150ml of unsweetened fruit juice or smoothie

(Do not count fruit punch,lemonade or fruit drinks such as squash or concentrated drinks)

In a typical day, how many portions of fruit do you eat?

Please tick the answer that best describes you

None 1 2 3 4 sormore
[ [ [ [ [ [

Hereisaguideto portionsizes of vegetables:

Oneportion of vegetablesis equal to...

Greenvegetables

Cookedvegetables

Salad vegetables

Tinnedandfrozen

vegetables
Pulsesand beans

Vegetable juice drinks or

2broccolispears or 4 heapedtablespoons of cooked kale, spinach, spring
greens or green beans

3heapedtablespoons of cooked vegetables,suchas carrots, peas or
sweetcorn,or 8 cauliflower florets

3sticks of celery,ascm piece of cucumber,1 medium tomato or7 cherry
tomatoes

Roughly the same quantity as you would eat fora fresh portion

3heapedtablespoons of baked beans, haricot beans, kidney beans, cannellini

beans, butter beans or chickpeas
1somlof unsweetened vegetable juice or smoothie

smoothies
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(Do not count potatoes, sweet potatoes, parsnips, turnips, swede,yams, cassava or plantain)

In a typical day, how many portions of vegetables do you eat?
Please tick the answer that best describes you

None 1 2 3 4 50rmore

L] Ll Ll L] L] L]

Please stateif you currently follow any special /specific diet(s) (e.g. low fat, high fibre, vegetarian,vegan, lactose free,
oluten free,diabetic, etc.):

Has your diet changed since your diagnosis of cancer?

[ 1Yes [ INo

If *Yes? please tell us more details...

7. Your Menstrual Cycle

One change you may experience from your cancer treatmentis the development of the symptoms of

menopause. We would like to know how treatment can impact the onset of menopausal symptoms which is not

vet fully understood. Therefore this question is important so we can determine whether you have been

experiencing these symptoms before your treatment or whether they are a result of the treatment.

If you do not wish to answer, please leave this question blank.

How would you describe your current menstrual cycle (periods) status? (Please tick one)

[ ]Pre-menopause (regular periods in the last 3months and no change in the frequency of their periods)

[ ]Earlymenopause transition (have had periods in the last 3months but noticed a change in the frequency of

these periods)

[ ]Late menopausal transition (at least 3months in a row without a period but for less than 12 months)

[ ]Post-menopause (at least 12 months in a row without a period)

If ‘Post-menopause’ was your menopause: (Please tick one)

[ ]Spontaneous (“natural”

[ ]Surgical (removal of both ovaries)

HORIZONSPiot, Baseline Questionnaire; GymaecotogicarCervical
Version1.0,2707/0702/20175,IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 48



[ ]Dueto chemotherapy or radiation therapy: reason for therapy:

[ ]Other (please explain):
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Part87 - Your Comments

Is there anything else that has happened in your life (other than your cancer and its treatment) that you think we
should know about which may have affected your healthand wellbeing?

Isthereanything else we have not asked about that you think we ought to know?
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OTerStandmg ard any topics you feet stoutd rave beermeiuded):

(Plegsewrite any COmTIents mthe box Defow)
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ol Ll I

Forfotare fotftowup questionmares we wittbe of

fErmE e optonTto CoMptete the qUestoTMaTes O Paper O OTiTe

=WHiCHTOf these e thods woutd you prefer
We offer the option to complete our follow-up questionnaires on paper or online. For the next questionnaire,

which of the following methods would you prefer? (Please tick one)
[ Paper
[ ]Online

— c
[_IINODPrefererice

TTOTOTe, PEOpe WO are MVItEd TO take Par LT TS StOdy TTTay DE aSKed tO COMPIETE d qUestionTaire and give btood

AT SV (SPI Sampies. f yoU Tad DEeTasked to BIVE a DIooT and Sativa Sampie WHeETTyOU WeTe MVited T take part

TS Study, woutd you t1ave beerT.

Ftesstiketyoagreeotakepart
Fmtoretiketyroagreerotakepart
HNeithermoreortesstiketytoagreeromakepart

PleaSE et TS KITOW T yOU Tave arty {UT theT COMTTIETtS OTTHTE COMfeC o Of SaAmpies:

Today’s Date

Please fill in the date you completed this
questionnaire:

Thank you very much for your participation
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Thank you very much for your assistancehelp. We greatiyreally value appreciatethe time you
have taken to complete this questionnaire.

Your participation is very helpful to us.

Itis possible that you may have found some of these questions have raised some issues for
you which may be upsetting. If you have any concerns following the completion of this
questionnaire we recommend that you seek support from your health care providers, such as
your GP or specialist nurse, or through the helpline provided by Macmillan Cancer Support,
who can be contacted on 0808 808 0o00.

Please be aware that what you have written is not always read and analysed until some time
after we receive the questionnaireamndthese. Questionnaires and notes are not read by your
health care team.

Please return this form in the freepost FREEPOST envelope provided.

If you would like further information or have any queries about this study, please contact the
HORIZONS Research Team on 023 8059 6885 or email HORIZONS @soton.ac.uk
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