Southampton

HORIZONS

Understanding the impact of cancer diagnosis and treatment on everyday life

First Questionnaire

Study ID / /| E

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

Your participation willhelp us to understandthe impact of cancer diagnosis and treatment on everyday lifeand
how this changes over time. This information will help inform support services inthe future.

This questionnaire is divided into 7 parts. It asks for information about you, your health,and how well you have
beensince youwere diagnosedwith cancer.Italso coverstopics suchas 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 aresearch nurse andincluded in ouranalyses.

We understandthat the questionnaireislong but we need to askarange of questions to help us understandthe
impact of cancer diagnosis and treatment. Some questions may seem repetitive but each aims to measure
slightly different things.

How to fill in this questionnaire

— Pleasereadtheinstructionsand questions carefully.

— Fillin the answer which best describes how you feel - most questions will ask you to tick a box, circle a
number or writeacomment.

— Pleasetrytoanswerallthe questions. If you do not wish to answer the question, please leave this blank.

— Donotspendtoolongoneach question-thefirstanswerwhich comestoyouis probably the best one.

— Thereare noright or wrong answers. If you are unsure about how to answer a question please put the
bestansweryou 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.

— Pleasereturnyour completed questionnaireinthe FREEPOST envelope provided.

WE ARE
MACMILLAN.
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Part1-About You

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

How oldare you?

yearsold

Areyou: (Pleasetick one)

[] Male

[ ] Female

[] Other, please specify:

How would you describe yourself? (Please tick one)
White:

[

OO O

English/Welsh/Scottish/Northernlrish/
British

Irish

Gypsy or Irish Traveller

Any other White background, please
specify:

Asian [ Asian British:

[

O o o

Indian

Pakistani

Bangladeshi

Chinese

Any other Asian background, please
specify:

HORIZONS; Baseline Questionnaire; Endometrial
Version1.0,27/02/2017,IRAS Project ID: 202342, REC reference number 16/NW/o425

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

[]GayorLesbian

[ ]Bisexual

[ ]Other (please specify):
[ 1iprefernottosay

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-sex civil partnership

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

[] Formerlyinasame-sexcivil partnership which is now legally dissolved
[] Surviving partner fromasame-sexcivil partnership

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)

[] Rented fromaCouncil or Housing Association

[ ] Rentedfroma private landlord

] Temporaryaccommodation

[ ] Other (please describe):

Doyou,or doesanyone inyour household, own or have regular use of acar orvan?

[]Yes [ ]No

Doyou usetheinternet, for example to check emails or shop on-line? (Please tick one)
[] ves, regularly [] ves, occasionally [ ]No
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Which of the following best describes your highest level of education completed? (Please tick one)
[ ] stillin compulsory school education

[ ] Lessthan compulsory school education

[ ] Compulsoryschooleducation

[ 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

[] Voluntarywork

[] Disabled orlong-termsick

[ ] Unemployed

[ ] Retired

[ ] Infull-time education/training

[ ] Inpart-time education/training

[ ] Other (please specify):

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

hours [ ]Notapplicable

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

days
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We would now like toask you some questions related to finances. Please remember that all of the information
we collect is entirely confidential and we do not share your details withanyone.

Weare collecting thisinformation to try to explore the financialimpact of cancerand cancer treatment. You do
not need toanswer any of these questions if you do not wish to - please select the option ‘| prefer not to say’and
continue to the next page.

Approximately whatis your currenttotal yearly gross/pre-taxsalary orincome? (Please tick one)
[ ]Lessthan £5,199

[ ]£5200andupto£10,399
[ 1£10400and upto£15599
[ 1£15600andupto £20,799
[ ]£20,800and upto£25999
[ ]£26,000and upto£31,199
[ 1£31,200and upto£36,399
[ ]£36,400and upto£51,999
[ ]£52,000andabove

[ ]Iprefernottosay

Doyou (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

[]Any other family related benefits or payment

[ 1Housing or Council TaxBenefit other than the single-person council tax discount
[]Income fromany other state benefit

[ ]None of above

[ ]Iprefernottosay

Areyou currently receivinga pension? (Please tick all that apply)
[]Yes,througha private pension (e.g. anemployer’s pension scheme ora personal pension scheme)
[]Yes, throughagovernment state pension

[ ]No

[ ]Iprefernottosay
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Doyou have caring responsibilities for children aged under18years?

[]Yes [ ]No

If €Yes? how many children (aged under18 years) doyou care for?

children

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

[]vYes [ ]No

Doesanyonelookafter,or give you help or support? This may be because of eitheralong-term physical or mental
health disability,or problems relatingto old age.

[]vYes [ ]No

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

[]vYes [ ]No

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

[]vYes [ ]No

Have you had contact withaGPinthe last 3 months?

[]vYes [ ]No

If‘Yes’, how did you contact the GP? (Please tick all that apply)
[ ] GPpractice
— Ifyes,howmanytimesinthelast3months?
[ ] Athome
— Ifyes,howmanytimesinthelast3months?
[] Overthetelephone
— Ifyes,howmanytimesinthelast3months?

Have youattended A&E oranemergency departmentinthe last 3 months?
[ ] Yes,for myself
[ ] Yes,accompanying family, friends or other

[ ]No

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

[]vYes [ ]No
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The following table/grid refers to other conditions orillnesses that you may have.

Please work through both parts A &B:

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

told you that you have.

B. Fromthe conditionsyou haveindicatedyou have, please let us know how severely the condition has
limited the activities you do onatypical day? For example, but not limited to: work, working around the
house or garden, bathing or dressing yourself, social activities.

(Please choose anumber from o,whichis no limitation,to 7 whichis severely limited.)

A.
Hasahealth
professional ever
told you thatyou
have this condition?
(Pleasetickif ‘yes’)

B.
(If‘Yes’inA)

How severely does the condition limit the activities

youdoonatypical day?

No limitations Severely limited

e} 1 2 3 5 6

7

Anaemia

Arrhythmia/irregular heartbeat
(e.g. AF oratrialfibrillation)

Rheumatoid Arthritis

Other Arthritis (e.g. osteoarthritis,
psoriaticarthritis)

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

Cancer previoustoyourcurrent
diagnosis.
Type of cancer, please state:

Chest pain orangina

Dementia

Depression oranxiety
Diabetes or high blood sugar
(TypeD)

Diabetes or high blood sugar
(Typell)

Heartattack or myocardial
infarction

Heart failure

[

[]
[]
[]

[]

[]

O O O o odgdad
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[]
[]
[]
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A.
If*Yes’inA
Hasahealth ( _4> . o

. How severely does the condition limit the activities

professional ever ‘
youdoonatypicalday?
toldyouthatyou
have this condition? No limitations Severely limited
(Please tickif ‘yes’) o , 2 3 4 s 6 7
High blood pressure or ]

hypertension
HIV / AIDS

Inflammatory bowel disease, colitis
or 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

O o d o o od o o

O o d o o od o o o
O o d o o od o o o
O o d o o od o o o
O o d o o od o o o
O o d o o od o o o
O o d o o od o o o
O oo o o ogdg o o o
O o d o o od o o o

Stroke / transient ischemic attack
(TIA) or brainhaemorrhage

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

Venousdisease
(DVT:deepveinthrombosis / PE:
pulmonary embolism)

Other condition, please state: o 010! O ] C1 (L

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

HORIZONS; Baseline Questionnaire; Endometrial
Version1.0,27/02/2017,IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 8



Part 2 - Your General Health & Well-Being

‘ We would now like toask some questions about your current health and quality of life.

Undereach heading, please tick the ONE box that best describes your health TODAY.

MOBILITY

[] Ihavenoproblemsinwalkingabout

[ ] Ihaveslight problemsinwalkingabout

[1 Ihavemoderate problemsinwalkingabout
[ ] Ihavesevereproblemsinwalkingabout
[] lamunabletowalkabout

SELF-CARE
[ ] Ihavenoproblemswashingordressing myself
[ ] Ihaveslight problemswashingor dressing myself
[] Ihavemoderate problemswashing or dressing myself
[ ] Ihavesevereproblemswashingor dressing myself
[ ] lamunabletowashordressmyself

USUAL ACTIVITIES (e.g work,study,housework, family or leisure activities)
[] Ihavenoproblemsdoingmy usualactivities

[ ] Ihaveslight problemsdoingmy usualactivities

[ ] Ihavemoderate problems doing my usualactivities

[ ] Ihavesevereproblemsdoing my usualactivities

[ ] lamunabletodomyusualactivities

PAIN / DISCOMFORT

[] Ihavenopainordiscomfort

[] Ihaveslight painordiscomfort

[ ] Ihavemoderate painordiscomfort
[] Ihaveseverepainordiscomfort
[] Ihaveextreme painordiscomfort

ANXIETY / 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

HEnn.
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We would like to know how good or bad your health is TODAY.

Thisscaleisnumberedfrom o to100. The best health
youcan

100 means the best health you canimagine. imagine

0 means the worst health you canimagine.

9]
4]

W
L

MarkanX onthescaletoindicate howyour healthis TODAY.

W
Q

Now, please write the numberyou marked on the scale in the box below.

5]
LA

| (=]
a | o]

Loy
LR

ch
Q2

YOURHEALTH TODAY =

(W]

|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|IIII|
Ayl
Q

o

Theworst health
you canimagine
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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.

Belowisascaleranging from ‘never’to ‘always’. Please indicate how often each of these statements has been

trueforyouin the past four weeks. (Please tick one answer foreach question)

Youhadtheenergytodothe
things you wanted to do.

You had difficulty doing activities
that require concentrating.

Youwere bothered by havinga
shortattentionspan.

You had trouble remembering
things.

Youfelt fatigued.

Youfelt happy.

Youfelt blue or depressed.
Youenjoyed life.
Youworriedaboutlittle things.

Youwere bothered by being
unable to function sexually.

Youdidn'thave energytodothe
things youwantedto do.

You were dissatisfied with your sex
life.

Youwere bothered by pain that
keptyou from doing the things
youwantedtodo.

Youfelttiredalot.

Youwere reluctant to start new
relationships.

You lacked interestin sex.

Your mood was disrupted by pain
oritstreatment.

Youavoided social gatherings.

You were bothered by mood
swings.

Never

O O 0O doodog o o o o

I O R 0 R I A I R
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Seldom

b 0O 0Oddodoodg o o o o

O Od o od o

O O 0O doodog o o o o

I O R 0 R I A I R

Aboutas
oftenas
not

b 0O 0Oddodoodg o o o o

O Od o od o

Frequently

O O 0O doodog o o o o

I O R 0 R I A I R

Very
often

b 0O 0Oddodoodg o o o o

O Od o od o

>

5
<

wm

b 0O 0Oddodoodg o o o o

O Od o od o
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Youavoidedyour friends.

Youhadaches or pains.

Youhada positive outlook onlife.

Youwere bothered by forgetting
what you startedto do.

Youfeltanxious.

You werereluctantto meet new
people.

Youavoided sexual activity.

Painoritstreatmentinterfered
withyour socialactivities.

Youwere content with your life.

Never

L]

O O 0O o oo dd
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Seldom
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Some

times

] O

O O 0O o d o

Aboutas
oftenas

O 00O 000000ce

Frequently

et I I I

Very
often

] [

O O 0O o d o

Always

O OO o obododn
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Part3-Your Symptoms & How You Are Feeling

beenfeeling.

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

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 : )
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.Haveyou had pain? 1 2 3 4
10.Didyouneedtorest? 1 2 3 4
11.Have you had trouble sleeping? 1 2 3 4
12.Have you felt 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 had diarrhea? 1 2 3 4
18.Were youtired? 1 2 4
19.Did paininterfere with your daily activities? 1 2 3 4
20.Have you had difficulty in concentratingonthings, like
readinganewspaper or watching television? 1 2 3 4

HORIZONS; Baseline Questionnaire; Endometrial
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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.Didyoufeel depressed? 1 2 3 4
25.Have you had difficulty remembering things? 1 2 3 4
26. Hasyour'physical confjitiqn or medical treatment : ) ; .
interfered with your family life?

27. Hasyourphysical con.dition'o'r'medicaltreatment : X , .
interfered with your social activities?

28.Has your physical condition or medical treatment caused : X ; A

youfinancial difficulties?

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

29.How wouldyourate your overall health during the past week?

1 2 3 4 5 6 7
Very Excellent
Poor

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

1 2 3 4 5 6 7
Very Excellent
Poor
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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 bestappliestoyou.

Duringthe past week:

Notat A Quite  Very

all little  abit much
31.Have you had swellingin one or both legs? 1 2 3 4
32.Have youfeltheavinessin one or bothlegs? 1 2 3 4
33.Have you had pain in yourlower backand/or pelvis? 1 2 3 4
34.When youfelt the urge to pass urine,did you have to hurry 1 2 3 4

togettothetoilet?

35.Have you passed urine frequently? 1 2 3 4
36.Have you had leaking of urine? 1 2 3 4
37.Have youhad pain oraburning feelingwhen passing 1 2 3 4
urine?

38.Whenyou felt the urge to move your bowels, did you have 1 2 3 4
tohurrytogettothetoilet?

39.Have you hadany leakage of stools? 1 2 3 4
40.Have you been troubled by passing wind? 1 2 3 4
41.Haveyou had cramps in yourabdomen? 1 2 3 4
42.Have youhadabloated feelingin yourabdomen? 1 2 3 4
43.Have you hadtingling or numbness in your hands or feet? 1 2 3 4
44.Haveyouhadaches or painsin your muscles orjoints? 1 2 3 4
45.Haveyoulost hair? 1 2 3 4
46.Hasfoodand drink tasted differently from usual? 1 2 3 4
47.Have youfelt physicallylessattractive asaresult of your 1 2 3 4
disease ortreatment?

48.Have youfeltlessfeminine asaresult of your disease or 1 2 3 4
treatment?

49.Have you had hot flushes? 1 2 3 4
50.Did you have night sweats? 1 2 3 4
51.Did you have headaches? 1 2 3 4

Duringthe past four weeks:

Notat A Quite  Very

all little  abit much
52. Towhat extent were you interestedin sex? 1 2 3 4
53. Towhat extent were you sexually active? 1 2 3 4

HORIZONS; Baseline Questionnaire; Endometrial
Version1.0,27/02/2017,IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 15



Answer these questions only if you have been sexually active during the past four weeks:

Notat A Quite  Very
all little  abit much
54.Has yourvaginafelt dry during sexual activity? 1 2 3 4
55.Has your vaginafelt shortand/or tight? 1 2 3 4
56.Have you had pain during sexual intercourse or other 1 2 3 4
sexualactivity?
57. Was sexual activity enjoyable foryou? 1 2 3 4
During the past four weeks:
Notat A Quite  Very
all little  abit much
58.Have youworriedabout your healthin the future? 1 2 3 4
59.Howmuch has your disease beenaburdentoyou? 1 2 3 4
60. If applicable: Have youbeen concernedaboutyour 1 2 3 4
ability to have children?
61.1f applicable: Have you had problems at yourwork or 1 2 3 4
place of study due tothe disease?
62.1f applicable: Have you worried about not beingable to 1 2 3 4
continue working or your education?
During the past week:
Not at A Quite Very
all little  abit  much
63.Have you beenfeeling self-consciousabout your
appearance? ! 2 3 4
64.Have you been dissatisfied with yourappearance when : ; 3 4
dressed?
65.Didyoufindit difficult tolook at yourself naked? 1 2 3 4
66.Have you beenfeeling less sexually attractive asaresult : ; 3 4
of yourdisease or treatment?
67.Did you avoid people because of the way you feltabout
yourappearance? ! 2 3 4
68.Have you been feeling the treatment has left your body : 5 3 4
lesswhole?
69.Have you felt dissatisfied with your body? : ; 3 4
70.Haveyoubeen dissatisfied with the appearance of your : ; 3 4 NJA

scar?

HORIZONS; Baseline Questionnaire; Endometrial
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Hospital Anxiety and Depression Scale (HADS)

Read each item belowand tick the box beside the reply which comes closest to how you have beenfeelinginthe

past week. Don’t take too long over your replies, your immediate reaction to each item will probably be more

accurate thanalong, 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:

Definitelyas much
Not quite somuch
Onlyalittle
Hardlyatall

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

HORIZONS; Baseline Questionnaire; Endometrial
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HimEn

| 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 much careasever

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

Verymuchindeed

Quitealot

Notvery much

Notatall

Version1.0,27/02/2017,IRAS Project ID: 202342, REC reference number 16/NW/o425
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Worrying thoughts go through my
mind:

Agreatdeal of thetime

Alotof thetime

Not too often

Very little

| feel cheerful:
Never

Not often
Sometimes
Most of the time

| can sit at ease and feel relaxed:

Definitely
Usually
Not often
Notatall

. .

HimEn

I look forward with enjoyment to
things:

Asmuchas!everdid

Ratherlessthan lusedto

Definitely lessthanlusedto

Hardly atall

| get sudden feelings of panic:
Very oftenindeed

Quite often

Notvery often

Notatall

| can enjoy a good book or radio or
television program:

Often

Sometimes

Not often

Very seldom

Hospital Anxiety Depression Scale (HADS) copyright © RP. 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.

v GL

GL Assessment s part of GL Education. www.gl-assessment.co.uk. Reproduced by permission of GL Assessment for HORIZONS

HORIZONS; Baseline Questionnaire; Endometrial

Version1.0,27/02/2017,IRAS Project ID: 202342, REC reference number 16/NW/o425

HENN HENN

Hnmn

<\ * assessment

Page 18



Part 4— How You Cope & Manage 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 supportedinfuture..

How confident are youfilling out forms by yourself?

Extremely Quite abit Somewhat Alittle bit Notatall

[] [] [] [] []

How often doyouhave someone help you read hospital materials?

Never Occasionally ~ Sometimes Often Always

[] [] [ [] []

How often do you have problems learning about your medical condition because of difficulty reading hospital
materials?

Never Occasionally ~ Sometimes Often Always

[] [] [ [] []

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

Strongly Disagree  Agree Strongly
Disagree Agree
Most days | am doing some of the things I really enjoy L] ]

[]
[]

Aswellas seeing my doctor, | regularly monitor changesin my
health
| often worryabout my health

|try to make the most of my life

lknow what things can trigger my health problems and make
themworse
My health problems make me very dissatisfied with my life

lam doinginteresting thingsin my life

| have plans to do enjoyable things for myself during the next few
days

|haveavery good understanding of whenand whylam
supposed to take my medication

| oftenfeelangry when | thinkabout my health

|feelhopeless because of my health

o O ddgog OogQ o
o O ddgog OogQ o
o O ddgog OogQ o
o0 o oddgodg ogn o

Ifeellikelam actively involvedinlife
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Strongly  Disagree  Agree Strongly
Disagree Agree
When | have health problems, Ihave a clear understanding of [] [] [] []

what | needtodoto controlthem

| carefully watch my healthand do whatis necessary to keepas
healthyas possible

| get upset when | think about my health

With my healthin mind, | have realistic expectations of what | can
andcannotdo

If I thinkabout my health, | get depressed

If Ineed help, | have plenty of people I canrely on

| have effective ways to prevent my symptoms (e.g, discomfort,
painandstress) from limitingwhat | candoin my life

Ihave very positive relationships with my healthcare
professionals

Ihaveavery goodidea of how to manage my health problems

When Ihave symptoms, I have skills that help me cope

Itry not to let my health problems stop me from enjoyinglife

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 mylife

Overall,Ifeelwelllooked after by friends orfamily

|feell have averygood life even when | have health problems

| get enough chances to talkabout my health problems with
peoplewho understand me

lworkinateamwith my doctorsand other healthcare
professionals

|donotlet my health problems control my life

If others can cope with problemslike mine, | cantoo

O oo od g o oogfddoogd oo onoododod o o

O oo od g o oogfddoogd oo onoododod o o

O oo od g o oogfddoogd oo onoododod o o

OO 0o ogd o o o o o g o oo oo oddg o d
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Foreach of the following questions, please tick the box that corresponds to your confidence that you can dothe

tasks regularly at the present time.

Notatall Totally
Confident Confident

1 2 3 4 5 6 7 8 9 10

How confidentare youthatyou cankeep

thefatigue caused by havinghad cancer

and/or cancertreatmentfrominterfering N N B S
withthe thingsyouwanttodo?

How confidentare you that you can keep
the physical discomfort or pain of having
had cancerand/or cancertreatment from N I L B B B B
interferingwith the things youwantto do?

How confidentare youthatyou cankeep

the emotional distress caused by having had

cancerand/or cancertreatment from N [ N B B
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 I A .
youwanttodo?

How confidentareyouthatyoucandothe

different tasksandactivities needed to

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

adoctor?

How confidentare you that you cando

things otherthan just takingmedicationto

reduce howmuch having had cancerand/or I B B .
cancer treatment affectsyour everyday life?
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For each item, please mark an “x” 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 howyouthink youwould have felt.

Not trueat Rarely ~ Sometimes True nearlyall of
Oftentrue ‘
all true true ) thetime
() ™ 2 @y
lam able to adapt when changes
g s O ] ] ] ]

occur

Itendto bounce backafterillness,
injury,or other hardships

[ [] [] [] []

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

Forsome, it can be about participatingin organised religious practices (e.g. going toa church,synagogue,
mosque,etc.). For others, it couldinclude other practices suchas private prayer, yoga, meditation, quiet
reflection,or evenlongwalks.So it is not always associated with areligious belief. Many people without areligious

belief stillhave ‘spiritual feelings’.

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

More generally:
Notat A Quite  Very
all little  abit much
| believe 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.

o 1 2 3 z 5 6 7
Don’tKnow/Can’t Very Excellent
answer Poor
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Part 5-Your Interests & The Support You Have Available To You

Inthis 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
tohelp support themselvesat homeand in theircommunities.

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 toyouif youneedit? (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 youwhenyou [] [] [] [] []
needtotalk
Someone to give you information to help you understand [] [] [] [] []
asituation
Someone to give you good advice about a crisis [] [] [] [] []
Someone to 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 youwere confined to bed [] [] [] [] []
Someone to take you to the doctorif you needed it [] [] [] [] []
Someone to prepare your mealsif youwere unable to do [] [] [] [] []
it yourself
Someone to help with daily choresif you were sick [] [] [] [] []
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S
Noneof Alittle of ome Mostof  Allofthe
, _ of the _ .
thetime  thetime Hme thetime time

Affectionate Support:
Someone who shows you love and affection

Someone tolove and make you feel wanted

[ O [
0 O O
[ O [
0 O O
[ O [

Someone who hugsyou

Positive Social Interaction:
Someone to have agood time with

Someone to gettogether with for relaxation

1 O O
[ O O
1 O O
[ O O
1 O O

Someone to do something enjoyable with

Additional Item:

Someone to do things with to helpyou get your mind off [] ] L] ] L]
things

How many close friends do you have?

How many close family members doyou
have?
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2. Your Hobbies & Interests

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

At least

every three
months

Atleastonce Atleastonce
aweek amonth

Community or neighbourhood groups (e.g.adult
learning, religious, political, hobbies, lunch clubs, []
groups forchildren or older people)
Voluntary work

Health or exercise groups,including taking part,
coachingorgoingtowatch

Culturalactivities (e.g. sports, stately homes,
concerts,museums/galleries,dance, opera)
Othergroups or activities

I

[l

I

[l

I

Less

often

N N R N O B A I

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

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

|:| Practicalhelp (e.g. gardening, pets,home maintenance, transport, running errands)

[] Help with childcare or babysitting
|:| Teaching,coachingorgiving practicaladvice

|:| 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
animportantrolein the lives of people with cancer, we are particularly interested in looking at the social
relationships that people 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. They canbe anyone from
family members, friends, neighbours, colleagues, to pets and healthcare staff like GPsand nurses.

Foreach person, please let us knowa couple of details about them:
— theirrelationship toyou (e.g. daughter, friend, GP)
— howoftenyouseethemin person (e.g. weekly,monthly,every couple of months)
— approximately how far dothey live fromyou (approx.in miles)

Please use asmany oras few of the lines provided.

Network Network Member | Gender | Relationship | How often doyousee them? How far do they
Member (name orinitials) 1=male (son,daughter, 1=atleast once aweek, live from you?
Number 2=female pet,friend,group, | 2=atleastonceamonth, (approx.in miles)
nurse, etc.) 3=atleast every couple of months,
4=less often
Example | Alistair 1)2 Friend 12 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
9. 12 1234
10. 12 1234
11. 12 1234
12 12 1234
13 12 1234
14. 12 1234
15, 12 1234
16. 12 1234
17. 12 1234
18. 12 1234
10. 12 1234
20. 12 1234
21, 12 1234
22. 12 1234
23 12 1234
24. 12 1234
25, 12 1234
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For each person listed in the previous table, please circle anumber between 1and 3 to indicate the
extent they help you with:

A. Information of your illness and illness management - things to dowith your long-term
condition (e.g. helping you to understand health information, diet, medicines, etc)

B. Practical help with daily tasks (e.g. runningyour household, etc)

C. Emotional support (yourwellbeing, helpingyou feel good,comforting youwhen youare worried,

etc)

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

Member

Number (as 1=Nohelpatall, 2=Some help, 3=Alot of help

numberedinthe A. B. C.
previoustable) Information about Practical help Emotional support
yourillness andillness | with daily tasks
management

Example 1 2(3 1 2(3 1203
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
19. 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

Inthis section, we would like to ask you some questions about your lifestyle. We are collecting this information to
trytobuildupa picture of who needs supportin their cancer recovery and what this support might be.

1. Body stats
Whatisyourweight? Whatisyour height?
st Ibs feet inches
or kg or cm
2. Smoking habits

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

[ ]/ currently smoke

[ ] 1amanex-smoker

— Dateyoustopped smoking (monthandyear): /

If you 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 orare 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

IfYes’,please tellus more details...

Have youreceived,or been offered, help to stop smoking?
[ ]ves [ 1No [ ] Notapplicable
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3. e-Cigarette use / Vaping habits

Which of the following best describes you?

[ ] Ihave never used an electronic cigarette (e-Cigarette) /vaped
] currently useane-Cigarette/vape

[ ] Ihave previously usedan e-Cigarette/vaped

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

Are you using/did you use e-Cigarettes asa 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?
[ 1 Nonicotine (o mg/ml)

[ 11to3mg/ml

[ ]4to8mg/ml

[ ]otor2 mg/ml

[ ]13to16mg/ml

[ ]17to20mg/ml

[ ] More than2omg/ml

[ ] 1dontknow

Approximately, what would you consider to be your daily e-Liquid use?
[ ]Uptozaml

[ ] Morethan2ml,uptoaml

[ ] Morethan4ml,upto6ml

[ ] Morethané ml,upto8ml

[ ] Morethan8ml,upto1oml

[ ] Morethanioml

[ ] Idontknow

Has your use of e-Cigarettes changed since your diagnosis of cancer?
[ ]ves [ 1No [ ] Notapplicable

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

How often doyou have adrink containingalcohol? (Please tick one)
|:| Never

[ Monthlyorless

[] 23times per month

[ ] Onceortwiceaweek

[ ]3-4timesaweek

[ ] 40rmore timesaweek

Otherwise please complete the rest of the page.

If you “Never’ have adrink containingalcohol, please continue to the next page.

Hereisaguide to units of alcohol:

Number
of Units
15 Asmallglass (125 ml) of red, white or rosé wine (ABV 12%)
2.1 Astandard glass (175 ml) of red, white or rosé wine (ABV 12%)
3 Alarge glass (250 ml) of red, white or rosé wine (ABV 12%)
2 A pint of lower-strength (ABV 3.6%) lager, beer or cider
3 Apint 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 275mlbottle of alcopop (ABV 5.5%)
1 25mlsingle spiritand mixer (ABV 40%)

How many units of alcohol doyou drink on a typical day when drinking?
[ ]1or2

[130r4

[ ]s50r6

[17,80r9

[ 110ormore

Has youralcoholintake changed since your diagnosis of cancer?

[]vYes [ ]No

IfYes’,please tellus more details...
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5. Exercise & Physical activity

Duringatypical 7-Day period (a week),how many times on the average do you do the following kinds of exercise
for more than 15 minutes duringyour 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

Duringatypical7-Day period (a week),in your leisure time,how often do you engage inany regular activity long
enough towork up asweat (heart beats rapidly)?

[ ] Often
|:| Sometimes
[ ] Never/Rarely

Haveyoudoneanystrength exercise(s) (suchas weight lifting, sit-ups,and push-ups) in the last month?

[]Yes [ ]No

If €Yes?,inatypical week, how many times and for how long have you done strength exercise(s)?

Times per week:

STRENGTH EXERCISE

(e.g,weightlifting, sit-ups,and push-ups) _ hours___minutes

What type(s) of strength exercise(s) have you done?

Have your exercise/physical activity habits changed since your diagnosis of cancer?

[]vYes [ ]No

If Yes?,please tell us more details...
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6. Diet

Hereisaguideto portions of fruit:

One portion of fruitis equal to..

2ormore small pieces of
freshfruit

Medium sized fresh fruit
Large sizedfresh fruit

Driedfruit
Cannedfruit (in natural
juicenotsyrup)
Fruitjuicedrinkor
smoothies

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

1apple,banana, pear, or orange

half agrapefruit,1slice of papaya or melon, 2 slices of mango

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

1heapedtablespoon of raisins or currants, 2 figs, 3 prunes

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

150ml of unsweetened fruit juice or smoothie

(Donetcount fruit punch,lemonade or fruit drinks such as squash or concentrated drinks)

In a typical day, how many portions of fruit doyou eat?
Please tick the answer that best describesyou

None

1 2 3 4 5ormore

L]

[ [] [] [] []

Hereisaguideto portionsizes of vegetables:

One portion of vegetablesis equal to..

Greenvegetables
Cooked vegetables
Saladvegetables
Tinnedandfrozen
vegetables

Pulsesand beans

Vegetable juice drinks or
smoothes

2broccolispears or 4 heaped tablespoons of cooked kale, spinach, spring
greensorgreen beans

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

3sticks of celery,a5cm piece of cucumber,1 medium tomato or 7 cherry
tomatoes

Roughly the same quantity as you would eat forafresh portion

3heaped tablespoons of baked beans, haricot beans, kidney beans, cannellini

beans, butter beans or chickpeas
150ml of unsweetened vegetable juice or smoothie

(Donet count potatoes, sweet potatoes, parsnips, turnips, swede, yams, cassava or plantain)

In a typical day, how many portions of vegetables do you eat?
Please tickthe answer that best describesyou

None

1 2 3 4 5ormore

L]

[ [] [] [] []
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Please state if you currently followany special /specific diet(s) (e.g. low fat, high fibre, vegetarian, vegan, lactose free,
glutenfree,diabetic, etc.):

Has your diet changed since your diagnosis of cancer?

[]vYes [ ]No

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

7. Your Menstrual Cycle

We would like to know whether or not you have gone through the menopause. The menopause isanormal
eventinawoman’s life marked by the end of menstrual periods. By providing this information you willhelp us
understand your answers to other questions we ask in this questionnaire. 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)

[1Pre-menopause (regular periods in the last 3months and no change in the frequency of periods)

[ Early menopause transition (have had periods in the last 3months but noticed a change in the frequency of
these periods)

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

[]Post-menopause (atleast 12 months inarowwithouta period)

If ‘Post-menopause’ was your menopause: (Pleasetick one)
[]Spontaneous (“natural”)
[]Surgical (removal of both ovaries)
[]Duetochemotherapy or radiation therapy; reason for therapy:

[]Other (please explain):
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Part7—-Your Comments

Is there anything else that has happened in your life (other than your cancer and its treatment) that you think we
shouldknow about which may have affected your healthand wellbeing?
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Is there anything else we have not asked about that you think we ought to know?

We offer the option to complete our follow-up questionnaires on paper or online. For the next questionnaire,
which of the following methods wouldyou prefer? (Please tick one)

[ ]Paper

[ ]Online

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 help. We really value the 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 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 ooo00.

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

Please return this form in the 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.

WE ARE
MACMILLAN.

CANCER SUPPORT
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