Southampton

HORIZONS

Understanding the impact of cancer diagnosis and treatment on everyday life

Third Questionnaire: 9 month follow-up

Study ID / /| B

Thank you for your valuable and continued involvement 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 life and
how this changes over time. This information will help inform support services inthe future.

This questionnaire is divided into 8 parts. It will ask for information about your health and symptoms and your
experience of treatment. It willalsoaskabout your thoughtsand feelings about your cancer. It also covers topics
suchashowyouare coping,your lifestyleand 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 abox, 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 no right 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.

CANCER SUPPORT
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Part1-Your General Health & Well-Being

‘ First,we would like toask some questionsabout your current health and quality of life.

Undereach heading, please tick the one box that best describes your health today.

MOBILITY

[ ] Ihavenoproblemsinwalkingabout

[ ] Ihaveslight problemsinwalkingabout

[] Ihavemoderate problemsinwalkingabout
[] Ihavesevereproblemsinwalkingabout
[[] lamunabletowalkabout

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

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

[] Ihaveslight problemsdoingmy usualactivities

[ ] Ihavemoderate problems doing my usualactivities

[] Ihavesevere problemsdoing my usualactivities

[] lamunabletodomyusualactivities

PAIN / DISCOMFORT

[] Ihavenopainordiscomfort

[] Ihaveslight painordiscomfort
Ihave moderate pain or discomfort

[] 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

Hmm.
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The best health
We wouldlike to know how good or bad your health is TODAY. youcan

imagine

o
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100 means the best health you canimagine.
o means the worst health you canimagine.
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Markan X onthe scale to indicate how your health is TODAY.
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Now, please write the number you marked on the scale in the box below.
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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.
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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.
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Part2-Your Symptoms & How You Have Been 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.Doyouneedtostayinbedorachairduring the day? 1 2 3 4
5.Doyouneed help with eating, dressing, washing yourself or : X
using the 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.Wereyoulimited in pursuingyour hobbies or other leisure : )
time activities? 3 4
8.Wereyoushort of breath? 1 2 3 4
9.Have you had 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
20.Have you had difficulty in concentrating onthings, like
readinganewspaper or watchingtelevision? 1 2 3 4
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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.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
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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.Did you have adry mouth? 1 2 3 4
32.Didfood and drink taste different than usual? 1 2 3 4
33. Were your eyes painful, irritated or watery? 1 2 3 4
34.Have youlostany hair? 1 2 3 4
35. Answer this question only if you had any hair loss: 1 2 3 4
Wereyou upset by the loss of your hair?
36.Didyoufeelillorunwell? 1 2 3 4
37.Didyou have hot flushes? 1 2 3 4
38.Did you have headaches? 1 2 3 4
39.Have youfelt physically less attractive asaresult of your 1 2 3 4
disease ortreatment?
40.Have you been feelingless feminine asaresult of your 1 2 3 4
disease ortreatment?
41.Didyoufind it difficult tolookat yourself naked? 1 2 3 4
42.Have you been dissatisfied with your body? 1 2 3 4
43.Wereyouworriedabout your healthinthe future? 1 2 3 4
44.Have you had tingling or numbness in your hands or feet? 1 2 3 4
45.Didyou have night sweats? 1 2 3 4
46.Have you hadaches or painsinyour muscles orjoints? 1 2 3 4

Duringthe past four weeks:

Notat A Quite  Very

all little  abit much
47. Towhat extent were you interested in sex? 1 2 3 4
48.Towhat extent were you sexually active? (with or without 1 2 3 4

intercourse)

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

Notat A Quite  Very
all little  abit much
49.Hasyourvaginafelt dry during sexual activity? 1 2 3 4
50.Hasyourvaginafelt shortand/or tight? 1 2 3 4
51.Have you had pain during sexual intercourse or other 1 2 3 4
sexualactivity?
52. Towhat extent was sex enjoyable for you? 1 2 3 4
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Duringthe past week:

Notat A Quite  Very

all little  abit much
53.Did you have any painin yourarm or shoulder? 1 2 3 4
54.Did you have aswollenarmor hand? 1 2 3 4
55. Wasit difficult to raise yourarm orto move it sideways? 1 2 3 4
56.Have youhadany painin theareaof youraffected breast? 1 2 3 4
57.Wasthearea of your affected breast swollen? 1 2 3 4
58. Wastheareaof youraffected breast oversensitive? 1 2 3 4
59.Have you had skin problems on orinthe area of your : ) ; .
affected breast (e.g, itchy, dry,flaky)?
Duringthe past four weeks:

Notat A Quite  Very

all little  abit much
60.How much has your disease beenaburden toyou? 1 2 3 4
61.How much has your treatment beenaburdentoyou? 1 2 3 4
62.If applicable: Have you been concernedabout your 1 2 3 4
ability to have children?
63.1f applicable: Have you had problems at your work or 1 2 3 4
place of study due tothe disease?
64.1f applicable: Have you worried about not being able to 1 2 3 4

continue working oryour education?
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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
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| 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

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

Verymuchindeed

Quitealot

Notvery much

Notatall
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Worrying thoughts go through my
mind:

Agreatdeal of thetime

Alotofthetime

Not too often

Verylittle

| feel cheerful:
Never

Not often
Sometimes
Most of the time

I can sit at ease and feel relaxed:

Definitely
Usually
Not often
Notatall

Hmn Hmn

.

I look forward with enjoyment to
things:

Asmuchas!everdid
Ratherlessthanlusedto

Definitely lessthanlusedto

Hardly atall

I get sudden feelings of panic:
Very oftenindeed

Quite often

Notvery often

Notatall

I 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.

N4 GL

GL Assessment is part of GL Education.www.gl-assessment.co.uk. Reproduced by permission of GL Assessment for HORIZONS
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Part3—-How You Cope

These questions will help us to understand how people cope with tasks related to their health - it willhelp us to
explore how patients may be supportedinfuture.

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
Confident

1

2

Totally
Confident
9 10

How confidentare you that you can keep
thefatigue caused by havinghad cancer
and/or cancertreatmentfrominterfering
withthethingsyouwanttodo?

How confidentare you that you can keep
the physical discomfort or pain of having
had cancerand/or cancertreatment from
interfering with the things youwanttodo?

How confidentare you that you can keep
the emotional distress caused by having had
cancerand/or cancertreatment from
interferingwith the thingsyouwanttodo?

How confidentare you that you can keep
any other symptoms or health problems
you have frominterfering with the things
youwanttodo?

How confidentareyouthat youcandothe
different tasksandactivities needed to
manage your cancer and/or cancer
treatmentsoastoreduceyourneedtosee
adoctor?

How confidentare youthat you cando
things otherthan just takingmedicationto
reduce howmuch having had cancerand/or
cancer treatment affectsyour everyday life?

How confident are you that you can
accessinformationabout cancerand
any effects of the diagnosis and
treatment?
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Notatall Totally
Confident Confident

1 2 3 4 5 6 7 8 9 10

How confident are youthat you can

access peopleto helpand supportyou

when you have problems caused by o oo o oo b
cancerand/or cancertreatment?

How confident are you that you can deal

by yourself with the problems cancer (] [ [0 OO0 OO 0O OO0 OO 0O o
and/or cancertreatment has caused?

How confident are you to contact your

doctorabout problems caused by (1 O [0 OO0 OO0 0O OO0 OO OO o
cancerand/or cancertreatment?

How confidentareyou that you can get

support with problems caused by

cancer/treatment from health and/or oo oo b bbb
social care professionals?
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Part 4 - Your Thoughts & Feelings About Your Cancer

| Wewould nowlike toask you about your feelings around having cancerandits treatment.

Foreach statement, indicate how often each of these statements has been true foryouin the past four weeks.
(Please tick one answer for each question).

Youappreciated life more
because of having had cancer.

You had financial problems
because of the cost of cancer
surgery or treatment.

Youworriedthat your family
memberswere at risk of getting
cancer.

You realized that having had
cancer helpsyou cope betterwith
problems now.

Youwere self-conscious about
the way you look because of your
canceroritstreatment.

Youworried about whetheryour
family members might have
cancer-causing genes.

You felt unattractive because of
your cancer orits treatment.

Youworriedabout dying from
cancer.

You had problemswith insurance
because of cancer.

Youwere bothered by hair loss
from cancertreatment.

Youworried about cancer
coming back

Youfeltthat cancer helpedyouto

recognize whatisimportantinlife.

Youfelt betterable to deal with
stress because of having had
cancer.

Youworried about whetheryour
family members should have
genetic testsfor cancer.

HORIZONS; 9 month Questionnaire; Breast
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Some

Aboutas Very

Never  Seldom imes Oftenasnot Frequently Sl Always
You had money problems that [] [] [] [] L] L] L]
arose because you had cancer.
Youfelt people treated you ] [] [] [] [] L] ]
differently because of changesto
yourappearance due toyour
cancer or its treatment.
Youhadfinancial problemsdueto  [] [] [] [] [] [] []
aloss ofincomeasaresult of
cancer.
Wheneveryou feltapain,you ] ] [] [] [] [] []
worriedthat it might be cancer
again.
Youwere preoccupied with L] [] [] [] [] L] L]
concernsabout cancer.
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For the following questions, please circle the number that best corresponds to your views:

How much does your cancer affect your life?
o} 1 2 3 4 5 6 7 8 9 10

Noaffectatall Severelyaffectsmy life

How long do youthink your cancer will continue?
o} 1 2 3 4 5 6 7 8 9 10

Averyshorttime Forever

How much controldoyou feel you have overyour cancer?

o} 1 2 3 4 5 6 7 8 9 10
Extreme amount of
Absolutely no control
control
How much do you think your treatment can help your cancer?
O 1 2 3 4 5 6 7 8 9 10
Notatall Extremely helpful
How much do you experience symptoms fromyour cancer?
O 1 2 3 4 5 6 7 8 9 10
Many severe
No symptomsatall
symptoms
How concernedare youabout your cancer?
O 1 2 3 4 5 6 7 8 9 10
Notatallconcerned Extremely concerned

HORIZONS; 9 month Questionnaire; Breast
Version1.0,27/02/2017, IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 16



Howwelldo you feel you understandyour cancer?

e} 1 2 3 4 5 6 7 8 9 10
Understand very
Don’t understandatall
clearly

How much does your canceraffect you emotionally? (e.g. does it make youangry, scared, upset or

depressed?)
o} 1 2 3 4 5 6 7 8 9 10
Notatallaffected Extremely affected
emotionally emotionally

Please listin rank-order the three mostimportant factors that you believe caused your cancer:
The mostimportant causes for me:

1.

Towhat extent doesworry about your cancer spill over or intrude into your other thoughts and activities?

Notatall Agreatdeal

How often have you worried about the possibility that your cancer might come backafter treatment?

0 1 2 3 4

None of the time Rarely Occasionally Often Allthe time

HORIZONS; 9 month Questionnaire; Breast
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Part 5-Your Experiences of Treatment & Your Needs

Wewould now like toask you about your experiences of your treatment and whether or notany needs which
you may have faced asaresult of your cancerand/or treatment have been met.

For each of the questions, please indicate which response on the scale you most agree with.

Inthe past 4 weeks, how easy/difficult hasit beento..

Ve Neither Ve Not
ey E  eayror Dffict e
g difficult i
.learnabout yourhealth problem(s)? [] [] [] [] [] []
.learnwhat foods you should eat to
stay healthy? L] L] L] L] L] L]
.findinformation on the medications
thatyou have to take? L] L] L] L] L] L]
..understand changestoyour
treatment plan? L] L] L] L] L] L]
.understand the reasons why youare
taking some medicines? L] L] L] L] L] L]
.findsources of medicalinformation
thatyoutrust? L] L] L] L] L] L]
..understandadvice from different
healthcare providers? [] [] [] [] [] []
Inthe past 4 weeks, how much of aproblem hasitbeenforyouto..
Notat Alittle  Somewhat Qw-tea Verymuch
all bit
..make orkeep your medical
appointments? L] L] L] L] L]
.scheduleandkeep track of your
medicalappointments? L] L] L] L] L]
..make orkeep appointments with
different healthcare providers? [] [] [] [] []
Inthe past 4 weeks, how much of aproblem hasitbeenforyouto..
NZTlat Alittle  Somewhat thittea Verymuch

..monitoryour health behaviors,e.g,

tracking exercise,foods you eat, or [] [] [] [] []
medicinesyou take?

..monitoryour health condition,e.g,

weighing yourself,checking blood
pressure,or checking bloodsugar? L] L] L] L] L]
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Inthe past 4 weeks, how bothered have you beenby...

Notat Alittle  Somewhat Qu¢ea Verymuch
all bit
.feelingdependent on othersforyour
Beep J 0 O ] u ]

healthcare needs?

..othersremindingyouto dothingsfor
your health like take your medicine,
watchwhat you eat, or schedule
medicalappointments?

[l

L]

L]

.yourhealthcare needs creating
tensioninyour relationships with
others

..others notunderstanding your health
situation

In general, how much do you agree/disagree with the following?

Strongly
agree

Agree

Disagree

Strongly
disagree

Not
applicable

| have problems with different
healthcare providers not
communicating with each otherabout
my medical care

L]

[l

[l

[l

L]

|have to see too many different
specialistsfor my health problem(s) or
illness(es)

I have problemsfilling outforms
related to my healthcare

| have problems gettingappointments
attimesthatare convenient forme

| have problems gettingappointments
withaspecialist

| have to wait toolongat my medical
appointments

| have towait too longat the pharmacy
formymedicine
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Inthe following questions, self-management refers toall of those tasks and activities that you have to do
specificallyforyourhealth problem(s) orillness(es) in ordertostay healthy. This caninclude taking medicine,
going to medicalappointments, monitoring your health, diet,and exercise.

Inthe past 4 weeks, how much has your self-management interfered with your...
Notat Quitea

il Alittle  Somewhat bit Verymuch

.work (include workat home)? [] [] [] [] []
.family responsibilities? ] ] ] ] ]
-dailyactivities? ] ] ] ] ]
..hobbiesandleisure activities? ] ] ] ] ]
-.ability to spend time with family and

friends? L] L] L] L] L]
.abilitytotravel forwork or vacation? n u u u u

Inthe past 4 weeks, how often did your self-management make youfeel..

Never Rarely Sometimes  Often Always
~angry? L] [] [] ] []
..preoccupied? ] ] ] ] ]
.depressed? ] ] ] ] ]
.wornout? [] [] [] [] []
frustrated?

[] [] [] [] []

Have you used complementary and/or alternative medicines/therapies in the last 3 months? (e.g. meditation,
mindfulness,homeopathy,acupuncture, osteopathy, herbal medicines, chiropractic, Traditional Chinese
medicines, etc.)

[ ]ves [ ]No

If €Yes? what complementary and/or alternative medicines/therapies have you usedinthe last 3 months?
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Forevery item on the following pages, indicate whether you have needed help with this issue within the last
monthasaresult of having cancer. Putacirclearound the number which best describes whetheryou have
needed help with thisin the last month. There are 5 possible answers to choose from.

Tohelpus plan betterservices for people diagnosed with cancer, we are interested in whether or not needs
whichyou may have faced as aresult of having cancer have been met.

1 Notapplicable- Thiswasnotaproblem for measaresult of having cancer.
No Need ) Satisfied - | did need help with this,but my need for help was satisfied at the
time.
Low need - Thisitem caused me concernor discomfort.| had little need for
3 additionalhelp.
Some Moderate need - Thisitem caused me concern or discomfort.Ihad some
Need 4 heedforadditional help.
High need - Thisitem caused me concern or discomfort.lhad astrong need
5 foradditional help.

In the last month, what was your level of needfor help

with:

Pain

Lack of energy/tiredness

Feelingunwellalot of the time

Workaroundthe home

Not beingable to do the things you usedtodo
Anxiety

Feelingdown or depressed

Feelings of sadness

Fearsaboutthe cancerspreading

Worry that the results of treatment are beyond your
control

Uncertaintyabout the future

Learningtofeelin control of your situation
Keepinga positive outlook

Feelings about deathand dying
Changesinsexualfeelings

Changesinyoursexual relationships
Concernsabout the worries of those close to you
More choice about which cancer specialists you see
More choice about which hospital you attend
Reassurance by medical staff that the way you feelis
normal
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Some need
Not Satisfied ~ Low  Moderate  High
applicable need need need
1 2 3 5
1 2 3 z 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 z 5
1 2 3 z 5
1 2 3 4 5
1 2 3 4 5
1 2 3 z 5
1 2 3 4 5
1 2 3 4 5
1 2 3 z 5
1 2 3 z 5
1 2 3 z 5
1 2 3 4 5
1 2 3 4 5
1 2 3 z 5
1 2 3 z 5
1 2 3 4 5



Hospital staff attending promptly to your physical needs

Hospital staff acknowledging,and showing sensitivity to,
your feelingsand emotional needs

Being given written information about the important
aspects of yourcare

Being giveninformation (written,diagrams, drawings)
aboutaspects of managing your illnessand side-effects
athome

Being given explanations of those tests for which you
would like explanations

Beingadequately informedabout the benefitsand side-
effects of treatments before you choose to have them
Beinginformedabout your test resultsas soonas
feasible

Being informedabout cancer whichisunder control or
diminishing (thatis, remission)

Being informedabout things you candoto help yourself
togetwell

Havingaccessto professional counselling (e.g,
psychologist, social worker, counsellor, nurse specialist)
if you,family or friends need it

Being giveninformation about sexual relationships
Beingtreatedlike a person notjustanother case

Being treated inahospital or clinic thatis as physically
pleasantas possible

Having one member of hospital staff with whom you can
talktoaboutallaspects of your condition, treatment
andfollow-up

HORIZONS; 9 month Questionnaire; Breast
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Part 6 - 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. Wewouldalsolike tolook at how engagement with interests, hobbies etc. can be asource of support to
people at home andin 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 toyouif youneedit? (Please tick one box on each line)

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

Emotional /informational Support:
Someone you can count onto listen to youwhenyou [] [] [] [] []
needtotalk
Someone to give you information to help you understand [] [] [] [] []
asituation
Someone to give you good advice about acrisis [] [] [] [] []
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 to for suggestions about how to deal [] [] [] [] []
withapersonal problem
Someone who understands your problems [] [] [] [] []
Tangible Support:
Someone to help you if youwere confined to bed [] [] [] [] []
Someone totake you to the doctorif you needed it [] [] [] [] []
Someone to prepare your mealsif youwere unable to do [] [] [] [] []
ityourself
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 Less
Atleastonce Atleastonce
everythree  often
aweek amonth
months

Community or neighbourhood groups (e.g.adult

learning, religious, political, hobbies, lunch clubs, groups [] [] [] []
for children or older people)

Voluntary work ] ] ] ]
Health or exercise groups,including taking part,

coachingor goingtowatch L] L] L] L]
Culturalactivities (e.g. sports, stately homes, concerts,

museums/galleries,dance, opera) L] L] L] L]
Othergroups or activities ] ] ] ]

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

HORIZONS; 9 month Questionnaire; Breast
Version1.0,27/02/2017, IRAS Project ID: 202342, REC reference number 16/NW/o425
Page 25



Part7-Your Lifestyle

cancer recoveryand what this support might be.

Wewould now like toask you some questions about your lifestyleand if there have beenany changes since the
last questionnaire. We are collecting this information to try to build upa picture of who needs support in their

1. Body stats

Whatisyourweight?

st Ibs

or kg

2. Smoking habits

Have your smoking habits changed since the last questionnaire?

[ ]Yes [INo

[ ]lamunsure []1have never smoked|this does notapply to me

If¢Yes’ or ‘l am unsure’, please complete the rest of this page.
Otherwise please continue to the next page.

Which of the following currently best describes you?
[ ]lam asmoker
[ ]lamanex-smoker
- Dateyoustoppedsmoking (monthandyear): /

If you currently smoke orare an ex-smoker, howlong 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 youreceived,or been offered, help to stop smoking?
[ 1Yes [ 1No [_INot Applicable

Please tellusany other details about your smoking habits and changes since the last questionnaire:
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3. e-Cigarette use / Vaping habits

Has your use of e-Cigarettes changed since the last questionnaire?

[ ]ves [INo

[ Jlamunsure [ ]I have nevervaped|this does not apply to me

If¢Yes’ or ‘l am unsure’, please complete the rest of this page
Otherwise please continue to the next page.

Which of the following currently best describes you?
[ ]l currently useane-C igarette/vape
[]Ihave previously used an e-Cigarette/vaped

Areyou using/have you used e-Cigarettes asamethod of quitting or reducing your tobacco smoking?

[ ]Yes [INo

Ifyou currently use or have used e-Cigarettes, what strength of nicotine do you mainly use?
[_1Nonicotine (o mg/ml)

[ ]1to3mg/ml

[ lato8mgmi

[ loto12mg/ml

[ 113to16 mg/ml

[ ]17to20mg/ml

[ 1More than 20mg/m!

[ ]ldontknow

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

[ IMorethan2mlupto4ml

[ IMorethan4ml,upto6ml

[ IMorethan6ml,upto8ml

[ 1Morethan8ml,uptoioml

[ ]Morethanioml

[ ]ldontknow

Please tellusany other detailsabout your e-Cigarette use and changes since the last questionnaire:
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4. Alcohol consumption

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

[ IMonthly orless

[ ]2-3times per month

[ ]Onceortwiceaweek

[ ]3-4timesaweek

[ ]40ormoretimesaweek

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 275ml bottle of alcopop (ABV 55%)
1 25mlsingle spiritand mixer (ABV 40%)

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

[ Jror2
[J30r4

[ ]sor6

[ ]7,80r9

[ Jroormore

Please tellusany other details about your alcoholintake and changes since the last questionnaire:
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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 during your free time (write oneach line theappropriate 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,fastwalking, tennis, easy cycling, volleyball, badminton, hours___minutes
easy swimming, dancing)

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

Duringatypical 7-Day period (aweek),in yourleisure time,how often do you engage inany regular activity long
enough towork up asweat (heart beats rapidly)?

[ ]Often

[ ]Sometimes

[ 1Never/Rarely

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

[ ]ves [ ]No

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

Times perweek:

STRENGTH EXERCISE
(e.g,weightlifting, sit-ups,and push-ups) ____hours_minutes

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

Please tellusany other details about your exercise / physical activity habits and changes since the last questionnaire:
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6. Diet
Hereisaguideto portions of fruit:

One portion of fruitis equal to...

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

(please note:1slice =approx.5cm thick)
Driedfruit 1heaped tablespoon of raisins or currants, 2 figs, 3 prunes
Cannedfruit (in natural Similar quantity of fruitasafresh portion (e.g. 2 pear or peach halves)
juice notsyrup)
Fruitjuicedrinkor 150ml of unsweetened fruit juice or smoothie
smoothies

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

In a typical day, how many portions of fruit doyoueat?
(Please tick the answer that best describes you)
None 1 2 3 4 §ormore

[] [ [] [] [] []

Hereisaguideto portionsizes of vegetables:

One portion of vegetablesis equal to..

Greenvegetables 2broccolispears or 4 heaped tablespoons of cooked kale, spinach,
springgreens or green beans

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

Salad vegetables 3sticks of celery,ascm piece of cucumber,1medium tomato or 7
cherry tomatoes

Tinnedandfrozen Roughly the same quantity as youwould eat forafresh portion

vegetables

Pulsesandbeans 3heapedtablespoons of baked beans, haricot beans, kidney beans,
cannellinibeans, butter beans or chickpeas

Vegetable juice drinks or 150mlof unsweetened vegetable juice or smoothie

smoothies

(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 tick the answer that best describes you)
None 1 2 3 4 5ormore

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

Please tellusany other detailsabout your dietand changes since the last questionnaire:

7. Receiving advice or information

Have youreceived anyadvice orinformation onany of the followingissues? (Please tick all that apply).
[]Alcohol consumption

[1Quittingsmoking

[ ]Diet

[]Physical activity/exercise

[ ]Weight

[]Financial help and benefits

[]Freeprescriptions

[ 1Returningto or stayinginwork

[]Information/advice for family/friends/carers

[ 1The physicalaspects of livingwith and after cancer (e.g. side effects or signs of recurrence)
[1The psychological oremotional aspects of livingwithand after cancer

[ 1Howtoaccess supportgroups

[ ]Ihavealltheinformationandadvice | need

[]1have netbeen offered any of the above
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Part 8 - Your Comments

Are you experiencingany particular problems relatingto your cancerand/or its treatment?
If yes, please can you describe them here:

If youare experiencing problems, have you found ways to manage them? If yes, please can you describe them here:

Have youreceived any supportin managing problems following your treatment?
If yes, please canyou describeit here:

Doyou think additional support would be helpful?
If yes, please canyou describe here:
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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?

Isthereanything else we have notasked about that you think we ought to know?
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We offer the option to complete our follow-up questionnaires on paper or online.
Forthe next follow-up questionnaire, which of these methods wouldyou prefer?

[ ]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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