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Welcome to the LIBERATE User Guide
Thank you for agreeing to take part in the LIBERATE study.

This guide provides you with information on how to access the various different features of
the LIBERATE website, which has been designed to meet the needs of women living with
secondary breast cancer. It is made up of five key areas:

4 )

» Holistic health information: evidence-based information on lots of different health
and lifestyle topics relevant to secondary breast cancer, brought together in one place.

» Virtual ‘waiting room’ of case studies: a wide variety of cases based on the real-life
experiences of secondary breast cancer patients, promoting learning through shared
experience.

» Support for others: a range of information for family, friends, loved ones, colleagues
and others affected by the diagnosis of secondary breast cancer, gathered in one
place.

» Signposting support: a list of websites, resources and support services for women and
families coping with secondary breast cancer, alongside guidance on how to search
for appropriate support using the internet.

» Symptom monitoring: link to an online questionnaire system, developed within our
research group, where patients can report on a range of symptoms and issues and

\_ receive tailored self-management advice. "/

This guide will take you through, step-by-step, how to find and move through these
different areas, as well as how to access and complete symptom monitoring questionnaires.

Step 1: Finding the LIBERATE website
Step 2: Exploring the LIBERATE website

- The welcome page

- Main menu bar & drop-down menus

- Links to other pages & websites

- Returning to the top of the page

- Using the search function

- Sources of information

- Further information & page overviews
- Downloading case studies

Step 3: Symptom monitoring

- How to find the symptom monitoring questionnaire

- Loggingin to the QTool website & completing the questionnaire
- Self-management advice

- Making sense of the graphs

- Reviewing results
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Step 1: Finding the LIBERATE website

1. Openyourinternet browser e.g. internet explorer, safari or google chrome.

Y
%

9

A\
>4

Internet Explorer
B Microsoft Edge > App

. Internet Explorer
ds’w

O Apps

Settings

% WiFi settings > = open

% VPN settings > TG Run as administrator

? Mobile hotspot settings > 3 open file location
s

B Network status > PintoiStat
2 Pin to taskbar

B Check network status >
@ uninstall

B Show available networks >

@ View your network properties >

Search the web

L internet - See web results >

FEl O internet| O Hi ™ ﬂ IR~

Type in WWW.liberatetrial.org

By clicking on the star in the top right-hand corner, you can add this page to your
‘favourites’ so it will be easier to get to when you next come to use it.

@ UBERATE | Living betterwithad: X 4

« C @ liberatetrialorg

IBERAT

Living better with advanced breast cances

Welcome Holistic health information Case studies Symptom monitoring Support for others Signposting Q

Welcome

LIBERATE

Living better with advanced breast cancer

.

i

You do not need a username or password to access the LIBERATE website. However, we ask
that you do not share this website with others who are not taking part in the study, or who
may be on the waiting list to take part in the study at a later date, as this may affect our
results.
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Step 2: Exploring the LIBERATE website
The welcome page

The first page you will come across is the welcome page. This explains a little about the
study and provides contact details for the research team.

There is also a link you can follow (by clicking the orange button) to quickly access a
symptom monitoring questionnaire. For further details on how to complete a symptom
monitoring questionnaire, please see page 11 of this guide.

If you scroll down, you will find a series of orange buttons. By clicking on these, you can
quickly access each of the five website areas.

@ UBERATE | Living better with adv X +

<« C @ liberatetrialorg * O :

B |

Complete symptom monitoring quesitonnaire

Welcome to the LIBERATE website, a Breast Cancer Now funded projegl (programme grant
2016NovPhD818) which aims to better address the supportive needs of Women living with
secondary (metastatic, stage 4, advanced) breast cancer.

BREAST
Quick access to different CANCEK

areas of the website. NO Hisebbnproirid

Quick access to symptom
monitoring questionnaire.

This website brings together a wide range of tailored information, support and resources to

help you to live better with advanced breast cancer:

Holistic health
information

Symptom monitoring
& Case studies

self-management advice

The main menu

You can also find each section of the LIBERATE website across the main menu bar at the top
of the page, just below the clouds.

By clicking directly on each section (e.g. ‘Case studies’), you will be taken to this page.

@ LIBERATE | Living better with adv X + = a X

<« C @ liberatetrial.org * O

Welcome Holistic health information Symptom monitoring Support for others Signposting Q
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Drop-down menus

If you hover over the main menu bar, you will see that some of the sections also have a
drop-down menu. This is where the area contains multiple pages or sections. You can get to
each section by clicking on it in the drop-down menu.

@ UBERATE | Living better with ad: X < = [u] X
<« C @ liberatetrialorg * O :
Welcome Holistic health information Case studies. Symptom monitoring Support for others Signposting Q
s ry breast cancer
d
lcome
Treatment
Healthy living
nen with
ndary breast cancer
Alternatively, there are links listed on the main page of each area.
@ Holistic health information | LIBE X + - a X
< C @ liberatetrial.org/holistic-health-information/ T 6

Holistic health
information

Follow the links below to explore a range of health and well-being information, specifically
tailored to secondary breast cancer.

-
= Diagnosis

= Treatment

= Healthy living

= Complementary therapies

= Psychological well-being

= Relationships, sex & intimacy

= Employment & finances

= Younger women with secondary breast cancer

These pages are designed to provide you with an overview of information, with the option
to find out more if you choose to.

The subjects covered on each page are also clearly labelled, to allow you to make an
informed choice as to whether or not you would like to view certain information.

If you find any of the content upsetting or distressing, please see the range of support

services available to women living with secondary breast cancer, or talk to your doctor or

nurse,

Version 1.0 Date: 20/12/19 IRAS 266065
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Links to other pages and websites

Our website contains lots of links to guide you towards useful sources of information and
support. If you notice any text underlined and in orange, this means that by clicking on it,
you will automatically be taken to another website or another section of the LIBERATE
website.

For external websites (i.e. a website which is not the LIBERATE website), these will openin a
separate tab, allowing you to continue looking at the page you are on.

@ Psychological well-being | LIBE mz Counselling - NHS x + = a X

€ > C @ liberatetrial.org/holistic T Brmation/psychological-well-being/ * O

where you can be referred for counselling session or a psychologist may come to see you if
you are in hospital having treatment or as an inpatient.

There may be a counselling service at your GP or your hospital doctor or breast cancer
nurse may refer you towards a charity-led service.

Alternatively, Macmillan cancer support specialists may be able to advise you of
counselling services in your local area. If you are currently working, a counselling service
may also be available through your employer so it is worth speaking to them to see if you
can access support in this way,

Cancer Research UK have a range of further information on counselling. The NHS website
also provides guidance on how and

It may be that n you ask for a referral to these sorts of services, you are placed on a

referral to IAPT’ below.

Cognitive behavioural therapy (CBT). CBT is a talking therapy which is useful for people
who are struggling with anxiety, stress and depression. It focuses on the problems you are
facing in the present. The therapist guides you to recognise and address particular thought

patterns and behaviours which may be stopping you from feeling in control of your
emotions or being able to move forwards.

For different sections of the LIBERATE website, you will be taken away from the page you
are currently viewing. You can always come back to it by simply clicking the ‘back’ button.

chological well-being | LIBER. X - 8 x

C @ liberatetrial.org/holistic-health-ir

Welcome Holistic health information Case studies Symptom monitoring Support for others Signposting Q

Psychological well-being

Receiving a diagnosis of secondary breast cancer can be an extremely traumatic time for
yourself and for those around you as you collectively come to terms with what this means
and try to manage the many emotions you are likely to be experiencing.

For women living with secondary breast cancer, the psychological and emotional impact
can be as real and as debilitating as physical symptoms and side effects.

Version 1.0 Date: 20/12/19 IRAS 266065
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Some of the pages contain lots of information. To allow you to scroll quickly back to the top
of the page, so that you can access the menu bar again, you can simply click the little blue
arrow which is pointing upwards and can be found in the bottom right hand corner of every

page.

@ Complementary therapies | LIBE

X

-5

€ C @ liberatetrial.org/holistic-health-information/complementary-therapies/

Using the search function

Alternative therapies, on the other hand, are used instead of conventional medicine, Some
claim that they are able to cure or treat cancer despite a very limited evidence or,
sometimes, no evidence at all. They can be harmful and stopping conventional treatment
in favour of these therapies can lead to further growth and progression of cancer.

Things to consider when exploring
complementary therapies

Inform your medical team. It is important to keep your medical team updated about any
complementary therapies you are using or are considering using in case there is any risk of
them interfering with your treatment or causing any unintended harm or side effects. You
may worry that your doctor or nurse will be disapproving or unsupportive of your decision
to use these therapies. However, use of complementary therapies is very common in
secondary breast cancer, and in a wide range of other cancers and health conditions, and
they will respect your choice and your personal opinions. They will be grateful that you are
keeping them ‘in the loop’ as they will want you to receive the best possible treatment
whilst also having the best possible quality of life and this is better achieved when you are
working together.

Beware of bold claims. The evidence base for some therapies is slowly growing, however
there is much less reliable evidence supporting the efficacy of complementary therapies
than there is for conventional medicines. Charities such as Macmillan are calling for further
high-quality research to be able prove which therapies are safe and effective. This is not to
say that complementary therapies won’t work for you. Lots of people find them to be
helpful to them in many different ways, but be wary of therapists who claim that they are
able to cure your cancer. If you have any doubts or uncertainties, speak to your doctor,
breast cancer nurse or experts at the Macmillan Support Line or Breast Cancer Care
Helpline.

Choose carefully. Make sure vou opt for a qualified therapist who has experience of

The search function allows you to search the entire website for key words or phrases.
Simply click the magnifying glass in the top right-hand corner of any page, type in what you
are looking for and press the ‘enter’ or ‘return’ key on your keyboard.

Version 1.0
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You will then see a list of results containing the key word or phrase and will be able to click
on these for further information.

Welcome Holistic health information Case studies Symptom monitoring. Support for others Signposting Q)

Search Results for: psychological support

Psychological well-being

Receiving a diagnosis of secondary breast cancer can be an extremely traumatic time for
yourself and for those around you as you collectively come to terms with what this means
and try to manage the many emotions you are likely to be experiencing. For women living
with secondary breast cancer, the psychological and emotional impact ... Continue
reading —

Support for others

This section is designed to provide information and support to those affected by the cancer
diagnosis of a loved one, friend or colleague. If you are living with a diagnosis of secondary
breast cancer and feel that your family and friends may need some support, please direct

Sources of information

All of the information on the LIBERATE website has been gathered from reliable and
evidence-based sources. You can see where the information on a particular page has come
from by seeing ‘references’ and ‘sources’ at the bottom of each page or section.

Overall, continued research is needed for us to better understand this link.

Harvard University School of Public Health’s website has range of further information on
the evidence behind soy, health and disease.

References

1. Sacks FM, Lichtenstein A, Van Horn L, Harris W, Kris-Etherton P, Winston M. Sey
protein, isoflavones, and cardiovascular health: an American Heart Association
Science Advisory for professionals from the Nutrition Committee. Circulation.
2006 Feb 213113(7):1034-44

2. Trock BJ, Hilakivi-Clarke L, Clarke R. Meta-analysis of soy intake and breast cancer
risk. Journal of the National Cancer Institute. 2006 Apr 5;98(7):459-71.

3. Michels KB, Mohllajee AP, Roset-Bahmanyar E, Beehler GP, Moysich KB. Diet and
breast cancer: a review of the prospective observational studies. Cancer:
Interdisciplinary International Journal of the American Cancer Society. 2007 Jun
15;109:2712-49.

4. Linos E, Willett WC. Diet and breast cancer risk reduction. Journal of the National
Comprehensive Cancer Network. 2007 Sep 1;5(8):809-16.

Other sources

= Cancer Research UK: Food controversies - Soy
= Harvard T.H Chan School of Public Health: The Nutrition Source - Straight Talk About
Soy

The dairy-free diet

The dairy food group is made up of milk and other products which are made (derived) from
milk, including cheeses and yoghurt.

Dairy is an essential aspect of a healthy,
balanced diet, since these foods provide
uswith key vitamins and nutrients,
including vitamin B2 and B12, iodine,
calcium and protein. Calcium is very

important for forming and maintaining
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Downloading case studies

Within the ‘Case studies’ area, there are a wide range of fictional patients’ stories which
have been written based on the real-life experiences of women living with secondary breast
cancer. There is a short description of each patient next to an orange ‘download’ button.
Simply click on this button and the case study will be downloaded as a word document for
you to read in full.

@ Case studies | LIBERATE x 4+ - "
« C @ liberatetrial.org/case stud w 6
& tudies ‘
Welcome to the virtual ‘waiting room’
A [} < Many women find sharing experiences of
> living with secondary breast to be a great
. help. The sea of faces encountered in a
| - . il | | B4 clinic waiting room may well be full of
v “ - women going through the same side
'H = effects, anxieties and treatment decisions
as you, but these conversations aren’t
/“ always easy to initiate.
“Nobody understands quite like someone else who is
going through the same thing...”
The clinic waiting room can be .. Yet it can be difficult to start these conversations.
Here, we invite you to meet a range of fictional patients, whose stories are based on the
real life experiences of women living with secondary breast cancer.
i age 2
. .
Further information

Across the website, there are a number of areas where you can choose to access further
information on particular topics.

= Whether you have been treated with chemotherapy previously. If s, which drug and
how well it worked,

= Your general health,

= Your own personal priorities (e.g. whether you would prefer tablets, whether hair
loss is a major concern for you,

= Side-effects you have experienced in the past and how manageable they were for
you.

What to expect

Before starting your chemotherapy, your doctor or nurse will provide you with a contact
number to use at any time, day or night, if you are feeling unwell during treatment. They
will also explain any side effects that you might have and how they can be managed. This
can be a lot to take in at once.

Depending on the drug, chemotherapy may either be given as tablets to swallow or as a
drip’ through a needle in your vein.

If you have your chemotherapy delivered intravenously (via a needle in the vein),

Further information

Side effects

Because chemotherapy drugs also affect the body’s normal cells, you may experience a
range of side effects. These can differ depending on the drug you are treated with but
common side-effects include;

= Nausea and sickness

= Hairloss

Sere mouth

= Soreness of the skin on hands and feet

= Pins & needles and pains in the hands and feet

= Skin & nail changes
= Forgetfulness and difficulty concentrating (‘chemo brain’}

Hormone therapy

Version 1.0 Date: 20/12/19 IRAS 266065
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Unless you click on ‘further information’, the information remains hidden, giving you the
option of whether or not you see more detail. You may choose to come back to certain
information at another time.

Page overviews

Most of the pages on the LIBERATE website also begin with a ‘page overview’. This allows
you to find out what sort of information will be covered before you continue reading.

Employment & finances

You may find that, at this point in time, your ability to work is only affected in the short-
term, for example when attending hospital for treatment, in the days immediately after a
treatment or at times when side-effects are particularly difficult to manage.

On the other hand, you may feel that you are physically less able to cope with the demands
of your job anymore. Psychologically, some women also experience a shift in their
priorities and perspective, feeling that their secondary breast cancer diagnosis has
signalled a need for them to spend more time with loved ones and doing what they want
to do. If you are financially able to do so, this may mean giving up work altogether or
considering part-time working. Alternatively, you may decide a change of job would better
suit your needs.

The stress and anxiety of making decisions about
work and managing your finances can be a lot to cope
with on top of the worries and struggles brought by a
diagnosis of secondary breast cancer. Whether family,
friends, health professionals or via an online support
group or discussion board, sharing your worries or
asking for the advice of others can help you to feel
less alone and may allow you to see things from a
different perspective or to consider other options and
solutions.

T
=

Here, we provide a range of guidance and direct you
towards lots of sources of information and advice to
support you in making decisions about your work and finances.

Support to continue working
Support for the self-employed

Support when considering whether to continue working

Support when you no longer feel able to work
Financial advice

Pensions advice
Debt management advice A
Sources of financial support -

10
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Step 3: Symptom monitoring
Finding the symptom monitoring questionnaire & logging in

As well as being on the welcome page, the link to complete a symptom monitoring
guestionnaire can be found in the ‘Symptom monitoring’ area of the website.

1. Click on the ‘Symptom monitoring’ section on the main menu along the top of the
screen. You will be directed to the main page, where you will find an orange button
‘Complete symptom monitoring questionnaire’.

Holistic health information Case studies Symptom monitoring ' Support for others Signposting

Welcome
Pain

Raised temperature

Diarrhoea & constipation

LiVingbette, Indigestion & heartburn

Menopausal symptoms
Low mood & anxiety

Breathlessness &

Symptoms in the hands &
feet

Comp|

Swelling of the arms &
Welcome to the LIBERATE we [IINeN

2016NovPhD818) which aim¢ ve needs of women living with

ded project (programme grant

2. This button can also be found at the top of all of the self-management advice pages
within the ‘Symptom monitoring’ section.

"LIBERAT

Living better with advanced breast

Welcome Holistic health information Case studies Symptom monitoring Support for others Signposting Q

Diarrhoea & constipation

Complete symptom monitoring questionnaire

Qotions, either increasing or reducing their

Living with and being treated fo,

secondary breast cancer can
cause a range of issues with your bow
frequency. This may be a short-term symptom or side-erre
experience in the longer term.

Diarrhoea

Tips for coping with diarrhoea
Overflow diarrhoea
Constipation

Tips for coping with constipation

Diarrhoea

11
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Completing a symptom monitoring questionnaire

3. After clicking the orange button, you will be directed to the QTool website. Here, you
will need to enter the log in details which you have been provided with (if you have
forgotten or lost your username or password, please contact the research team via
the contact details on the front of this guide).

LTHT

Username:

Password:

Login

4. You will be taken to a screen which is similar to the one below. To change your
password to something more memorable, you can click on the ‘account’ tab on the
top right-hand corner.

Demo5 | Hom: | Account | Log Out

.'I'OOl

Welcome to QTool Click here to /

change your
password.

Your Questionnaires

Please complete the following questionnaires

Closing date Last completion time

€RAPID Symptom Report - Demo No closing date 08:46 (0 minutes ago) -~ Start

5. You will have the option of creating a new password and adding your email address.
This means that, if you forget your password again, you can request for it to be reset
and instructions will be emailed to you automatically.

DemoS | Home | Account | Log Out

.TOOI

Your Account

click here to return to the homepage.

Email: You haven't set an email address
" Set your email address to receive personalised feedback and to allow password reset.
Password: *++++s @

12
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6. Once you have logged in, the title of your questionnaire will appear (e.g. ‘LIBERATE
RCT hormone/targeted therapy’) with a ‘Start’ button to the right-hand side. Click
the start button to begin.

.TOOI Demo5 | Home | Account | Log Out

Welcome to QTool
Your Questionnaires

Please complete the following questionnalres:
Closing date Last completion time
€RAPID Symptlom Report - Demo No closing date 08:46 (1 hour ago)

€RAPID Demo Click here to
Your Previous Responses beg' n

Click here to view detailed responses and feedback. | ‘

Your Studies

7. For each question, click on the response which best suits you.
8. After each question, click ‘Next’ on the bottom right-hand side of the screen.

During the past week:
Have you had any pain or discomfort anywhere in your body?

No.

(. 1 had mild pain or discomfort.

1 had moderate pain or discomfort and I was not able to do some of the things I normally do (e.g. household chores, shopping).

1 had severe pain or discomfort and I was not able to care for myself (e.g. getting out of bed, bathing, dressing).

Next Page

9. If you report a severe symptom, you may be asked whether this is current problem,
or whether it has resolved.

During the past week:
Have you had pain or discomfort anywhere on your body?
No

1 had mild pain or discomfort
1 had moderate pain or discomfort and I was not able to do some of the things I normally do (e.g. household chores, shopping)

® 1 had severe pain or discomfort and I was not able to care for myself (e.g. getting out of bed, bathing, dressing)

Please tell us where the pain is

Is this a current problem or has it now improved?

This is a current problem for me

I have experienced this problem in the last 7 days but it has now improved

Next page

13
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10. If you report a symptom which requires immediate medical attention, you will be
advised to contact your hospital to seek advice (a message will appear along the
bottom of the screen in red).

If you feel able to at that time, we ask you to complete the rest of the questionnaire
as this information will be useful for your medical team. Otherwise, please contact

your hospital immediately.

During the past week:

Have you lacked appetite or lost interest in food?
No
I have lacked appetite but T was able to eat and drink the SAME AMOUNT and type of food as usual
I have lacked appetite and I ate or drank LESS THAN usual or I have been taking supplement drinks

® I have lacked appetite and I was not able to eat or drink

You have indicated a serious problem in this area. We recommend that you contact the hospital now to discuss your symptoms with the medical team (St James's University Hospr
243 3144 and ask for the Oncology Patient Enquiries Bleep Holder)

re you contact the hospital and if you feel able, please complete the remaining questions.

Previous page Next page

11. Near the end of the questionnaire, there is the opportunity to report any further
symptoms which haven’t already been covered.

You will be able to select symptoms from a list and will be asked to describe how
severe the symptoms you experienced were.

During the past week:
Have you had other side effects, not listed here?

No
® Yes

Please tell us about up to three of these below.

1)

Shortness of breath hd

What was the severity of your shortness of breath?
I have been short of breath but only when exerting myself (e.g. climbing stairs)

I have been short of breath when walking around the house and I was not able to do some of the things I normally do (e.g. household chores, shopping)

I have been short of breath at rest and T was not able to care for myself (e.g. getting out of bed, bathing, dressing)

\ v

Previous page Next page

14
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12. At the end of the questionnaire, you will be shown a summary list of the all of the
qguestions and your answers to each one. At this point, you will have the option of
reviewing and changing any of your answers by clicking on the ‘Amend’ button.

uestion esponse
t R

During the past week: N
o
Hava you had pain or discomfort anywhere on your body?

During the past week: .
o
Hava you felt tired, fatiguad or lacked energy?

During the past week: : )
_ _ I have lacked appetite and I was not able to eat or drif
Have you lacked appetite or lost interest in food?

Is this & current problem or has it now improved? This is a current problem for me

During the past week:
Have you had other side effects, not listed here?

Mo

Previous page

It is worth noting, if you do go back and change a response, you will then have to
complete the rest of the questionnaire from that question onwards again. However,
your previous answers will still be selected so you will simply need to click ‘Next’
after each question to get through to the end again.

13. When you reach the end, please click the “finish’ button to submit your answers.

Symptom self-management advice

1. When all of the questions in your questionnaire have been completed, the system will
immediately provide you with tailored advice for the symptoms which you have reported to
be a problem.

For serious symptoms, you will again be advised to contact your hospital immediately to
speak to a member of your medical team about the problem. For example:

Please read the advice below based on your responses
You have indicated that you have experienced some symptoms with:
« Lack of appetite

We recommend that you contact the hospital now to discuss your symptoms with the medical team (St James's University Hospital 0113 243 3144 and ask for
the Oncology Patient Enquiries Bleep Holder).

You can also find information and advice about managing your symptoms here.

Previous page Finish

15
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For less serious symptoms, the system will provide you with a summary of tailored advice to
help you to manage these issues, directing you to the advice in full on the LIBERATE
website. If a number of less serious symptoms are reported, advice for all of these may not
be provided at the end of the questionnaire. However, self-management advice for all
symptoms is available on the LIBERATE website in the ‘Symptom-monitoring’ section of the
LIBERATE website (please see page 18 of this guide).

2. You will be able to scroll down to the bottom of the page (using the arrow on the left-
hand side, circled in red above) and click ‘finish’.

You will then be taken to a page which thanks you for submitting your responses.

A summary of some of your questionnaire responses will be displayed in a graph. For
guidance on making sense of these graphs, please see page 19 of this guide.

Thank you for submitting your answers, you have now completed this questionnaire.

n to the homepage

Graphs of Results

= Print All

Responses

atigue

short of

breath. If you suddenly experience any pain, become breathless or d zzy/light-| lwad d, have nausea or an irregular pulse stop t‘xe‘r ising immedial

Rest and Sleep
If you are very tired it Is important to set yourself a few rest times throughout the day. You don't have to sleep during these rest times. Just sitting or lying down somewhere quiet
will help

3. On the top left-hand corner, you will see there is the option to ‘click here to return to
homepage’ (circled in red above).
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4. If you scroll down the page, you will see that, underneath these graphs, your self-
management advice and feedback, tailored to your questionnaire responses, is displayed
again. Here, there is the option to email the advice to yourself or to print it off.

Responses

« Indigestion or heartburn

« Lack of appetite

For your Tiredness/Fatigue

Fatigue (feeling tired all or most of the time, or not being able to carry out some of your normal everyday activities) is common in patients undergoing cancer treatment. Although
fatigue can be distressing and can impact on your quality of life, it is important to remember it is not a sign that the treatment is not working, or that the disease is getting worse.

Please consider the advice below:

You can now...

emall address

If you would also like to print off the graphs of your results, you can scroll back up to the top
of the page and click on the ‘Print all’ button which can be found at the top right-hand side.

Thank you for submitting your answers, you have now completed this questionnaire.

Click here to return to the homepage.
—Graphs of Result:
@ Print All >
Responses

Pain 2|+

3
2
3
3
1
0 I I I I I I I I _— -_— _— I _— I - I I — - —
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Further self-management advice

A whole range of symptom and side-effect self-management information and advice is also
available in the ‘Symptom monitoring’ section of the LIBERATE website.

1. To access this, click on the ‘Symptom monitoring’ section on the main menu along the top
of the screen.

Living better with advanced breast can

Welcome Holistic health information Case studies ‘ Symptom monitoring h port for others Signposting Q

2. Scroll down and you will see a list of symptoms and side effects. By clicking on each of
these, you will be directed to a page of relevant information and advice.

ed TR BEAW — =

Welcome Holistic health information Case studies Symptom monitoring Support for others Signposting Q

Soreness of the mouth &
tongue

Treatments for secondary breaj

Complete symptom monitoring questionnaire
cancer, particularly

chemotherapy, may cause you INgxperience soreness and a range of other problems in
and around your mouth and tongudNegluding;

= Ulcers.
» Infections such as oral thrush (a fungal infection in the mouth).
» Bleeding gums.

= Dry mouth, which can lead to tooth decay.

Itis important to keep your mouth clean and healthy during cancer treatment, particularly
ifitis feeling sore.

Itis important to discuss these problems with your doctor, breast cancer nurse or
pharmacist, especially if they are causing you to have difficulties eating and drinking. They
will be able to advise you on the use of painkillers, mouthwashes and protective gels to
help ease these symptoms. Your doctor may also be able to prescribe certain supplements
to help.

You may find softer, bland foods are easier to manage if you have a sore mouth and are
struggling to eat. It is important to that you inform your doctor or nurse if you continue to
have problems eating and drinking. They may prescribe you some food supplements to
help or, if you are unable to manage fluids at all, they may ask you to come into hospital to

be given fluids and painkillers via a drip.

Looking after your mouth

3. If at any point, when reading the self-management advice, you wish to complete a
symptom monitoring questionnaire, simply click on the orange button ‘complete symptom
monitoring questionnaire’ which can be found at the top of every page.

4. Where relevant, there may be links to other sections of the website, for example
‘Psychological well-being’ or ‘Complementary therapies’. By clicking on any orange, you will
be taken directly to this section.
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= Irytokeep your bedroom as a space tor sleeping. It your bedroom also doubles up
as an office or a place to watch TV, this can make it harder to establish a bedtime and

sleeping routine.

Be patient with yourself. It may take a few weeks after making these changes for you to
notice a difference in your sleeping.

Ifyou find that you are still struggling to sleep, speak to your specialist nurse/cancer
doctor, who may be able to suggest some treatment to help if this is appropriate to your
situation.

Treatment

= Yourdoctor may decide to prescribe you a short course of sleeping tablets, to help
you to get back into a sleeping routine. If you are prescribed sleeping tablets, it is
important that you take them as directed and do not exceed the maximum dose.
Whilst these can be helpful in the short term, if taken over a longer period time,
sleeping tablets can disrupt the quality and pattern of your sleeping.

= |t may also help to review the medications you are already taking with your doctor,
since some drugs are known to cause difficulty sleeping.

Links to other pages on
the LIBERATE website.

Other therapies

Some people find that therapies or practices which promote relaxation, such as yoga,
mindfulness and meditation can help to improve their sleep. Talking therapies si
(Cognitive Behavioural Therapy) or counselling can also help your slegpé
you to consider your thinking and behaviour.

y encouraging

Please see our sections on Complementary therapies and Psychological well-being to find

out more.
Breast Cancer Care have shared some expert tips for improving your sleep
NHS choices also have a podcast on sleeping problems which you may find useful.

Sources

Making sense of the graphs

Some of the symptoms which you report will be displayed as graphs. Each of these
symptoms will have their own graph.

The height of the bar represents the severity of the symptom.

The higher the bar, the more severe the symptom.

NI N I B I B R T ST .
o @ @ @ @ @ @ 8§ T
R N St S N A O

Pain 2z

R B S T T T T S T S T R S
E S AR~ R R M A R AR U
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&
) N % vV o ) ~ ) ) ~ ~ ¥ L\ 1 A ~ o A A ~ ~ N
Responses

&
LS LU A A A A A A

For example, the three bars circled in red above highlight an increase in symptom severity
from the first questionnaire completion to the third.

Each time you complete a questionnaire and report the symptom, it will be shown as
another bar on the graph. This allows you to monitor some of your symptoms visually and to
see whether they change over time.
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Reviewing your results

If you scroll down to the bottom of the page, underneath the graphs, you will see a number
of options.

Demo5 | Home | Account | Log Qut

Responses

= Email | = Print
Painkillers suitable for mild pain include:

~
Paracetamol (click here to expand)

It is very important that you do not take more than 8 normal strength paracetamol tablets (500mg each) in 24 hours. Doses of paracetamol must be at least 4 hours apart.
Cautfon:

s Do not take paracetamol if you are allergic to paracetamol;

« Many over the counter medicines such as cough, cold and flu remedies and other types of painkiller (such as co-codamol and co-dydramol) also contain paracetamol. If you are
already taking paracetamol, do not take any other medication that contains paracetamol.

Ibuprofen (dick here to expand)

It is very important that you do not take more than 6 normal strength ibuprofen tablets (200mg each) in 24 hours. Doses of ibuprofen must be at least 4 hours apart.
v
Caution:

e —

You can now...

« Send this information to your email address
« View graphs of your responses
s Return to the Homepage

¢ Log out

To review previous responses to your questionnaires, and the results and feedback which
you received:

1. Click on ‘Return to Homepage’

Demo5 | Home | Account | Log Out
ol

Welcome to QTool
Your Questionnaires
Please complete the following questionnaires:

Closing date Last completion time

€RAPID Symptom Report - Demo No closing date 11:11 (1 hour ago)

Your Studies

eRAPID Demo

our Previous Responses

Click here to view detailed responses and feedb:

2. Next, ‘click here’.
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All of your previous responses will be displayed in a list, with the date and time of
completion.

Demo5 | Home | Account | Log Qut

.TOOI

Previous Responses for eRAPID Demo

Click here to return to the homepage.

—Previous Responses

Your responses to previous questionnaires:

eRAPID Symptom Report - Demo

You completed the questionnaire on the following occasions. Select a date to view your detailed responses and feedback that you received:

= 14:21 (9 minutes ago

+ 13:31 (59 minutes ago

- 11:11 (3 hours ago

- 08:46 (5 hours ago

+ 16 December 10:03 (1 day ago

+ 10 December 10:46 (7 days ago)
= 5 December 07:47 (12 days ago)
= 10 September 11.08

Click on any of these to view the responses you gave at that time and the feedback you
received.

4 )

Thank you very much for your help with this study.

Please remember that the LIBERATE website does not replace the advice and support which
you receive from your medical team.

You should still follow the advice of your doctor or nurse specialist.

If you are concerned about ANY symptoms or side effects which you are experiencing,
please contact your medical team as usual.

\_ /
-

For further support with using the LIBERATE website, or any questions or queries which you
might have, please contact the LIBERATE research team during normal office hours (9-5pm,
Monday — Friday):

Tel: 0113 20 67580

Email: um08k2k@leeds.ac.uk (Kathleen Kane, LIBERATE PhD student)

Section of Patient Centred Outcomes Research, level 6 Bexley Wing,

\ St James’s University Hospital, Leeds LS9 7TF /
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