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Introduction to the eRAPID User Guide

Thank you for agreeing to help with the eRAPID research study. This guide provides
a step by step description of how to log into the eRAPID system and report your
symptoms during your cancer treatment. The guide is divided into the following
sections:

Step 1: Finding the eRAPID website and logging in

Step 2: Completing the eRAPID symptom report

Step 3: eRAPID advice for symptom management

Step 4: Additional symptom management advice on the eRAPID

website

Step 5: Interpreting the graphs

Step 6: Viewing your previous responses
For support with logging in and using the eRAPID system, please contact the
research team during normal office hours 9am-5pm, Monday-Friday:
Email: |
Telephone: | GG

Please remember:

We would like you to complete the symptom report every week or
more frequently if you feel unwell and want to receive advice on how
to manage symptoms.

Please try to complete the symptom report even when you are
feeling well as this will help to provide a full record of your symptom
experience.

The eRAPID system is not a replacement for usual care. If you
are concerned about any symptoms you are experiencing, please
contact your medical team as usual.

If you feel unwell and want to speak to the medical team please
call St James’s University Hospital on || and ask
for the Oncology Patient Enquires Bleepholder.




Step 1: Finding the eRAPID website and logging in

1.1.

To access the online symptom report you will need to go to the eRAPID
webpage by either:

)] Typing ‘eRAPID’ into a search engine such as Google...

Type ‘eRAPID’ into
a search engine
like Google and

you should be
given a list of sites
including the main
eRAPID page
which you can click
on to be taken to
the eRAPID
homepage

1)) Typing the eRAPID website address http://www.erapid.leeds.ac.uk/
into the address bar of an internet browser (for example Internet
Explorer, Firefox etc.). For example:

)| vwenpidiesssacuk MEIEEL )
File Edit | Goto' www.erapidleedsacuk ' Enter |
< Favorites - |

=T T

f5 v B v = dm v Pagev Safety~ Tooks+ @~

Welcome to Yahoo! UK
An experience that's made locally. Need help?

Stay on Yahoo! UK Go to Vzhoo.com

Type the address into the bar which
is usually at the top of your screen
when you open the internet

= .

Once on the eRAPID website you should see the following page.
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Developing a system for
cancer patients to report
symptoms online

Welcome to the login page of the eRAPID researc]

eRAPID stands for "Electronic patient self-Reporting of Adverse-events: Patient Information|

Please enter your
QTool username here.

Please enter your unique username and this will take you to the eRAPID homepage. On thq

access your symptom reports and view self-management advice. T h | S u Se rn am e W| | | be

If h: ding th tent of thi bsite, pl tact the Patient R 1
o:(():ﬁ;\)le;:r;g::nes regaraing the content of this website, please contac e Patient R¢g prlnted On the pOStcard
we have given you.

Patient Login

Username :

Login

You will then be taken to the eRAPID homepage.

eRAPID | Just another WordPress... X

@) D | voww.erapic leeds.ac.ukiL eedsChemo/ E1| ¢ |[Q seach

Then click on the orange
button to complete the
eRAPID symptom report

i:lick here to complete eRAPID symptom report

Managing Treatment +
Symptoms and Side Effects

Keeping Healthy During 4 ¥ 2 i
Cancer Treatment i e i
- = 1.

Coping With Cancerand 4
Your Treament

Developing a system for
cancer patients to report
symptoms online

Welcome to the home page of the University of Leeds and Leeds Teaching Hospitals,
eRAPID research project funded by a National Institute for Health Research (NIHR)
Programme Grant (RP-PG-0611-20008).

eRAPID stands for “Electronic patient self-Reporting of Adverse-events: Patient Information and
aDvice".

The aim is to develop an integrated web-system for patients to report symptoms and side effects during and after cancer treatment. Data that is
reported by patients using the web-system (called QTool) will be documented in individual patient electronic health records. Where patients report
mild side effects they will receive advice on how to manage them and to seek timely medical advice.

If you have any queries regarding the content of this website, please contact The Patient Reported Outcomes Group (POG) on (0113) 20 68968.

Please visit our Patient Reported Outcomes website www.pogweb.org to view our other studies. Our research primarily involves developing and
evaluating web based systems for cancer patients to repol formation about their health and wellbeing.




Mobile/Tablet Menu view
The eRAPID website is optimised for use with a mobile phone or tablet computer.

1. You can enter the menu by either clicking on the lined menu box in the top left
corner, or swiping across the screen.

2. Click on the triangle arrows to open up the menus (Please note in the mobile/tablet
version of the website you cannot open the menus by clicking directly onto the text).

3. Click on the name of the symptom/side effect you wish to view to enter that page.

1. 2. 3.
1 = X MENU (click or swipe) X MENU (click or swipe)

Treatment Symptoms and

Diarrhoea

Welcome to the home page
of the University of Leeds Shortness of Breath
and Leeds Teaching
Hospitals, eRAPID research
project funded by a
National Institute for
Health Research (NIHR)
Programme Grant (RP-PG-
0611-20008).

s and Discomfort

Sore Mouth or Tongue

Constipation

1.2.  When you click on the orange button, this will open another window or
another tab in your internet browser and you will then be taken to Q-Tool, our
online website where you can log in to complete the symptom reports.

€ | & htips://qtool leeds.ac.ul

Account/ParticpantLogOn/L THT

—Login
e Type your password into the relevant box
Password: (your username should already be
' entered). Make sure you type these exactly
Login as they were given to you (using upper and
lower case letters where appropriate).
Forgotten your Username or Password?

When you have successfully logged in, you should see the following page.
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1.3.

Demol | Hcme | Account | Log Out

Welcome to QTool

Your Questionnaires To change your account details
Please complete the following questionnaires: such as your password, or to add
Closing date sccompleion g email address, click on the
€RAPID Symptom Report - Demo No closing date umay1z09 54 Account link at the top of the page

Your Studies

eRAPID Demo

— Your Previous Responses

Click here to view detailed responses and feedback.

You should then see the following page. You have the option to add an email
address to your account. The benefit of adding an email address is that if you
ever forget your password, you can have a reminder emailed to yourself
automatically. We will store your email address on a secure server and we will
not share it with anyone else.

If you forget your password and you haven’t added your email address to your
account, you can contact us using the details on the front of this document, or
on your eRAPID postcard and we can reset this for you.

‘Your Account x

| €& P & hitps: jatool leeds.ac uk/account =2

To add an email
address to your
account, click the
Your Account Change link here.

Click here to return to the homepage. /
. .

You havent set an emallraddress ) # Chanae

Set your email address to recieve personalised feedback and to allow password reset. “hange

Demo | Home | Acal

Email:

Password: = F¥sxEx # Change




| € | @ hitps://qtocl.leeds.ac.uk/Account/ChangeEmail

Demo | Home | Account | Log Out

Change Email

Use the form below to change your email address.

—Email Information

e —— Enter your email address in the
< S > first text box, and then again in
ohnsmith@hotrail.col the second box to confirm.

Click on the Submit button.

| € @ htips://atool Jeeds.ac.uk/Account

Demo | Home | Account | Log Out

® Email changed successfully.

Your Account

Click here to return to the homepage.

johnsmith@hotmail.com
Set your email address to recieve personalised feedback and to allow password reset.

Password: HeERxx
You can also change your
password at any time from /
the Account page. To do so,

click on the Change link.

Email: # Change




You should then see the following page.

Altra & A @

| €= | @ ntips://qtocl leeds. ac.ukj/Account ParticpantChangePassword

Demo | Home | Account | Log Qut

Change Password

Use the form below to change your password.

—Password Information

Current password

Please enter your current password
New Password first, and then the password that you
would like to change it to. Then

Confirm Password

essssenass confirm your new password and

[ change Passwora ‘|> click the Change Password button.




Step 2: Completing the eRAPID symptom report

2.1  When you have successfully logged in you will be able to see the symptom
report available to complete.

) 0 @ | hitos: fatoolleeds.ac.uk ¢ [ Q searcn | & l& + 4 O a8 s =

Demol | Home | Account | Log Out

Welcome to QTool Click the Start
Your Questionnaires button to begln

Please complete the following questionnaires:

Closing date Last completion time

eRAPID Symptom Report - Demo No closing date 11 May 12:009 (5 days ago) o

Your Studies

eRAPID Demo

Click here to view detailed responses and feedback.

(Your Previous Responses

Questions will appear on the page one at a time. Please have a go at
answering each one, and then use the Next button to move to the next
guestion.

Take Questionnaire: eRAPID ques... X

Aler e + A E =

| € ) @ https:/Jqtool.leeds.ac.uk/TakeQuestionnaire/ 133 57997-84db-4f44-b351-6950bd00d 355 /page 2

Demo | Home | Account | Log Out

eRAPID questionnaire
Page 2 of 12 ([l

During the past week:

Have you felt sick (nauseous or queasy)?
' No
@ I felt sick but I was able to eat and drink the SAME AMOUNT and type of foods as usual
(I felt sick and I ate or drank LESS THAN usual or changed what I ate or drank

) I felt sick and was not able to eat or drink

Previous page Next page




Take Questionnaire: eRAPID ques... %

[ € ) @ htps://qtool.leeds.ac.uk/TakeQuestionnaire/ 19a57397-84db-4f44-b351-8950bd00d 355 /page 3

Demo | Home | Account | Log Out

eRAPID questionnaire
Page 3 of 12 ([ )

During the past week:

Have you been sick (vomited)?

If you report a severe

- No

) I have vomited 1 - 2 times in a 24 hour period Sym ptom’ we may aSk
' I have vomited 3 - 5 times in a 24 hour period yOU Whether thls IS a

@ 1 have vomited 6 or more times in a 24 hour period CUI’I’ent pl’0b|em fOI’ yOU,

or if it has now improved.

Is this a current problem or has it now improved?

() This is a current problem for me

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

Previous page Next page

If you report a symptom that needs

immediate medical attention, you
eRAPID gynae demo will be advised to contact the
hospital. We ask you to continue
During the past week: with the report if you feel able, as
Have you felt sick (nauseous or queasy)? the information you provide will be
" useful for the medical team.
I felt sick but I was able to eat and drink the SAME AMOUNT and type

I felt sick and I ate or drank LESS THAN usual or changed what I ate or drank

® I felt sick and was not able to eat or drink

Is this a current problem or has it now improved?

@ This is a current problem for me

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

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 Hospital 0113 243 3144 and ask for the Oncology
Patient Enquiries Bleep Holder).

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

Next page




2.2 After completing the questions, you will then be given the chance to describe
any further symptoms that were not covered previously...

€ | @ https://qtool x-labsystems.co.uk/TakeQuestionnaire/ bdc8e029-229c-40f4-9329-496 deS59cf af /pagel3 c 2l o & # |

Patient1 | Home | Account | Log Out

eRAPID symptom report
Page 130f 15 (NN |

So far we have asked you about pain, fatigue, your physical ability, nausea, vomiting,
sore mouth, temperature, chills, constipation, diarrhoea, appetite and sleep.

Have you had other side effects, not listed here?

() No
() Yes
Previous page Next page
€ | @ hitps://qtool x-labsystems.couk/ Take® /b cBe029-229¢-40fd-9329-496 de5 D cfaf /pagel 3 a4 LS B- 3 @ 1J

Patient1 | Hor

If the symptom you have

eRAPID symptom report ;
yme P Page 13 of 15 select it here. If your

Please tell us about up to five of these below. Individual advice for ‘Other’.
be provided here, but your medical team will be able to see that yol

hospital.

0 been experiencing.

been experiencing is listed,
symptom is not listed, select
trouble with these issues next time they check your records. ThIS W'" bring Up a text bOX

If you are concerned and would like advice on these now, please co for you to write a description
of the symptom you have

leg weakness
seizures or fits

passing out
new and worsening shortness of breath 1)
reaction at injection site

pain along the veins of your arms Other (please specify) M
Other (please specify)

" Please specify other side effect




(€ ) @ hitps://gtoclx-labsystems.co.uk/ TakeQuestionnaire/b4 c8e029-229¢-4014-9329-406 de559cfaf/ pagel 3 a4 Al EB- ¥ # #

Patientl | Home | Account | Log Out

eRAPID symptom report
Page 13 0f 15 (NN |

hospital. ’ B

1)

reaction at injection site -

What was the severity of this side effect at its worst?
O Mild You will then be asked to rate
® Moderate . | the severity of the symptom.

() Severe

() Very Severe

You will then be shown a summary list of all questions and your responses to each
one, and will be given the option to go back and change any of your responses.

6@ u‘@ hitps://qtool.x-labsystems.co.uk/TakeQuestionnaire/07b02fda-b58d-43%a-alea-92c0dcdd86d2/pagels - &= | &,‘ X || £ "l
= — — — |

File Edit View Favorites Tools Help

i Favorites | i3 @] Free Hotmail & Web Slice Gallery +

| Take Questionnaire: Symptom Reporting Phascﬁ.”‘ B~ - [ @@ ~ Pagew Safety~ Tools~ @~

Patientl | Home | Change Password | Log Out

Page 18 of 19 [N |

Symptom Reporting Phase 4 Test

Your responses to the questionnaire are shown below. Click 'Amend' if yg Click Amend if you
change any of your answers. want to go back and

change your response
Please note: If you do amend any of your answers, we may need you tq to a question
rest of questionnaire again, from your changed answer onwards. This is

changes you make to your answers may affect other questions that we need to ask you,
or the advice provided. Where available, your previous answers will be shown. In this
case, you can just click ‘'next’ without re-reading the question.

Click 'Next' to view self management advice based on your answers.”

Question Response

I felt quite sick and I ate or drank LESS THAN

i ?
Have you felt sick (nauseous/queasy): usual or changed what I ate or drank Amend
Have you been sick (vomited) in the last 24 hours? I have vomited 3-5 times Amend
Have you had pain or discomfort anywhere on your body?  No Amend
I have had diarrhoea and opened my bowels 2
Have you had diarrhoea (loose or watery stools)? -3 times MORE a day compared to before Amend

Frmmbmamnb

€& Local intranet | Protected Mode: OFf



mqg https.//qtoolx-labsystems.co.uk/ TakeQuestionnaire/ 07002 da- b58c-439a-sbea 92 clddcd BB Al /pageld
Fie Ed®  View Favorites Tools Help
w Favontes | 3 & FreeHotmail 8| Web Slice Sallery

| Take Questionnaire: Symptom Reporting Phase 4 %2 v E) * ) o v Pagev Safetyv Tookv @~

Patient1 | Home | Change Password | Log Out

I am up and about and can do pretty much
everything that I could do before my illness Amend
without any difficulty

VRS =————=—a '

Please select from the options below the statement that
best describes your current level of physical ability.

I have lacked appetite but I was able to eat

Have you lacked appetite/lost interest in food? and drink the SAME AMOUNT and type of food Amend
as usual
Have you felt tired or fatigued? 1 felt tired and this WAS relieved by rest Amend

Have you had difficulty falling asleep, staying asleep or

waking up early? No Amend

Have you had tingling or numbness in your hands or feet? No

Click Next if
Over the last two weeks have you felt low in mood (for
example felt hopeless, helpless, guilty, irritable, or No all responses

worthless)? are correct.

Over the past two weeks have you experienced feelings of
anxiety (for example feelings of dread, restlessness, panic  No Amend
and tension)?

Have you had other side effects, not listed here? No Amen =

Previous Next

Dy €& Local intranet | Protected Mode: Off a v H1ox -

N.B If you do go back to amend a response, you will have to complete the rest of the
report from that response forward.

We have made this as quick and easy as possible by having your previous answer
selected, so you can go through the report by clicking “Next” on every page.



Step 3: eRAPID advice for symptom management

3.1

When all the eRAPID questions are completed the system will provide advice
for the symptoms that have been reported to be a problem. For serious
symptoms, you will be advised to immediately call the medical team at the
hospital to speak to someone about the problem, for example...

£l Toke Questionnaire: eRAPID dem... %

()@ | https: /jatoo leeds.ac,uk Tk i 415b1-9320-4420-86cd-a26 1c8a608Te/pages B ¢ HQ Search

e @ + & 4 © & =

Demol | Home | Account | Log Out

eRAPID demo questionnaire
Page 6 of 6

eRAPID

Please read the advice below based on your responses

You have indicated that you have experienced some symptoms with:

« Pain or discomfort

You have reported that you have been experiencing some serious problems. If you have not already
been in contact with your medical team, we recommend that you contact them to discuss your
symptoms when convenient, or mention them at your next clinic appointment (if in the next 1-2
weeks). If you have already been in touch with your medical team regarding your symptoms, please
follow the advice they have given you.

You can find some advice on managing your symptoms below.

Please note, the advice below has been prioritised to address the most important medical issues. We may not have provided
advice for all your symptoms and you may be directed to the website for more information.

For less serious symptoms the system will provide some advice for helping

you manage these issues. If a number of less serious problems are reported,
advice for all the symptoms will not be provided. Information on all symptoms
and side effects is available on the eRAPID website (as described in Step 4).

€RAPID | Just anather Wi

@00 i

SR Take Questionnaire: eRAPID dem... %

ds.ac. Lk T2k=0) 41b 1-9320-4420-86cd 225 1083608 7e/paget E1| & |[Q search v @ & & 4 © 8 ¢

Demol | Home | Account | Log Qut

eRAPID demo questionnaire
Page 6 of 6

eRAPID

Please read the advice below based on your responses
« Shortness of breath
« Tiredness or fatigue

+ Lack of appetite

For Your Shortness of Breath

Shortness of breath happens when you are not taking in enough oxygen and your lungs try to draw in more air to make
up for it. Many patients with cancer experience shortness of breath during their illness or treatment. It can occur as a
result of the cancer itself, the treatment, other medical conditions, existing disease of the lungs or heart or feelings of
panic which cause shallow breathing. The most common causes of shortness of breath during cancer treatment are
anaemia (a reduced number of red blood cells) and chest infections. Shortness of breath can be unpleasant and
distressing but you can learn to manage the symptoms yourself.

Please consider the advice below:

Positioning

Getting into a more comfortable position so that your shoulders and chest are relaxed can help you to breathe more




3.2.  You will be able to scroll down to the bottom of the page and click on the
Finish button.

Take Questionnaire: eRAPID dem... % W3

1-9320-4420-86 526 16860872 pages B | & |[Q searcn | & + A& 4 © 5 =

Demol | Home | Account | Log Out

eRAPID demo questionnaire
Page 6 of 6 (NS

Some people with cancer may have a poor appetite. This can be caused by some chemotherapy treatments, some
medications or the disease itself. For example, you may not feel like eating if your treatment makes you feel sick, or you
may go off food if your treatment has caused temporary taste changes. If you are not eating properly you may not be
getting enough energy from the food you do eat, and this may cause you to feel weak and tired and have less energy
than usual.

Please consider the advice below:

Eating and Drinking

If you do go off food it is important to eat what you like when you feel like it, and to make sure that you consume as
many calories as possible. Some people find that having more frequent, small meals is helpful.

Do not give yourself a hard time if you really do not feel like eating in the 2 or 3 days after any treatment you may have
had, you can make up for lost calories in between treatments. On a good day when you do have an appetite, try to eat
really well. Attempt to eat a well-balanced diet of small, reqular meals (high protein and high calorie) every 2-3 hours
during the day. Keep snacks handy to nibble - such as nuts, crisps, grated cheese or dried fruit. Choose full fat and high
calorie options whenever you can or add extra calories and protein to any foed that you eat (using butter, milk, honey
and cheese). If you are struggling to eat it is particularly important to drink plenty of fluids (ideally 2-3 litres a day) to
prevent dehydration.

You can find further information and advice about managing your lack of appetite here.

If your appetite gets worse and particularly if you can’t drink enough, please contact the hospital.

Previous page Finish

3.3.  You are then taken to a page which thanks you for submitting your responses.
Here you will be shown a graphical summary of your responses. We will go
through how to interpret these graphs in Step 5.

261c8a6087e/2fd0cde1-39ae-4303-a430- B | € ‘ ‘ Q search

Demol | Home | Account | Log Out

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
19/01/2015 1023140
Pain: 3
2
s
3
>
'
0 —s— I I I —_—
o R N N N o © N © © K © ©
& & > & & & & \{\- \\’L & & & &
K o o P > = N N < - b P D
Responses

Fatigue 2)(&)




3.4.

Under the graphs, there is a section where your feedback information will be
displayed again. There is a Print button to print out the information, or you can

send the advice to your email address.

eRAPID

« Shortness of breath
« Tiredness or fatigue

« Lack of appetite

Please read the advice below based on your responses

= Email = Print

You can now...

* Send this information to your email address
+ View graphs of your responses

* Return to the Homepage

+ Log out

Click to either print your advice or have
the information emailed to you. If you
choose to have the information emailed
to you, make sure you type in your
email address correctly. When you
press the Send button you should then
see a message which says the
feedback has been successfully sent.

You can then decide if you would like to:

e Email the information to another
address

e View your graphs

e Return to the homepage (where you

can complete the report again if you
want)

e Logout of the system.




Step 4: Additional symptom management advice on the
eRAPID website

4.1. In addition to the advice you received for managing symptoms after the
symptom report is completed, more detailed information is available on the
eRAPID website. This can be accessed by clicking on the links in the
feedback, for example:

ERAPID sther Wordere: Take Questionnaire: eRAPID dem .

[ &%®m © & & 4 © 3

@) @ | htps: /fatool leeds.ac.uk/Tak: b 1-9320-4420-86cd-a26 1c8a6087e /pages [N ||Q Search

Within the text of any feedback
eRAPID demo questionnaire received you will see links you
e — reoed  can click on to be taken to the
Some people with cancer may have a poor appetite. This can be caused by some chemotherd eRAP I D Webpage Where mOI'e
medications or the disease itself. For example, you may not feel like eating if your treatment

may go off food if your treatment has caused temporary taste changes. If you are not eating detalled |nf0rmat|0n |S aValIabIe.

getting enough energy from the food you do eat, and this may cause you to feel weak and ti

than usual.
Please consider the advice below:

Eating and Drinking

If you do go off food it is important to eat what you like when you feel like it, and to make sure that you consu
many calories as possible. Some people find that having more frequent, small meals is helpful.
Do not give yourself a hard time if you really do not feel like eating in the 2 or 3 days after any treatment y6u may have
had, you can make up for lost calories in between treatments. On a good day when you do have an app:

during the day. Keep snacks handy to nibble - such as nuts, crisps, grated cheese or dried fruit. Cl
calorie options whenever you can or add extra calories and protein to any food that you eat (usi
and cheese). If you are struggling to eat it is particularly important to drink plenty of fluids (id,
prevent dehydration.

You can find further information and advice about managing your lack of ap

If your appetite gets worse and particularly if you can't drink enough, please contact the hospital.

fose full fat and high
ilk, honey
lly 2-3 litres a day) to

Previous page Finish

The information on the eRAPID website will look something like this....

Lack Of Appetite | eRAPID

. erapid leeds.aCukjL eedsChemojindex. php/lack-of-appette/ E1] ¢ ][Q searen [*#8 @ 3 & 4 © &8 =

Click here to complete eRAPID symptom report

LOG OUT

Home

LACKOF APPETITE

Symptoms and Side Effects Some people with cancer may have a poor appetite. This can be caused by chemotherapy treatments, medications, or the disease itself. For
example, you may not feel like eating if your treatment makes you feel sick, or you may go off food if your treatment has caused temporary taste
changes. In most cases people find their appetite and taste goes back to normal once their treatment has finished, however it may take a few
months before it returns to normal.

Diarrhoea

E— Medication

If your appetite is reduced because of feeling sick, your doctor can prescribe anti-sickness drugs which should be taken regularly so that the

(i) sickness is controlled. Please contact your hospital medical team for further advice.

If you have a reduced appetite and are losing weight as a result of this, it may be possible for you to be prescribed a low dose of steroids or a

e drug called medroxyprogesterone acetate (Provera) to boost your appetite. Please contact your hospital medical team for further advice.
Swelling of the
Tummy/Abdomen (As:

If you have been prescribed steroids, medroxyprogesterone acetate (Provera) or anti-sickness medication, make sure you take them as

T prescribed by your doctor. Do not exceed the maximum dose that you have been prescribed.
e If you are struggling to eat properly or are losing weight, your medical team may suggest you use meal supplements. Meal supplements are food
products (either ready-made soft or liquid products such as hot drinks, cold drinks, milkshakes, savoury soups, yogurts or soft desserts, or in
or Numbnessin powder form to make up yourself or add to food) that contain nutrients and calories to supplement your regular diet or completely replace
TS meals if you are unable to eat. Meal supplements such as Ensure, Fortisip or Fresubin will usually be prescribed by your hospital medical team
or GP.

Sore Hands and Feet (Hand and

Foot Syndrome}

Some of these supplements (either ready-made or in powder form) such as Complan or Build-Up can be bought without a prescription from

pain and inflammation OFThe pharmacies and some supermarkets, however they can be expensive and you may need to try afew different types to see which you prefer. You

[rEp—— should not take more than your doctor or dietician recommends, as some of the supplements contain vitamins that could be harmful if taken in
large amounts. It is important to tell your hospital medical team if you are taking any other vitamin supplements.

Tiredness Or Fatigue

Eating, Fluid Intake and Mouth Care

Indigestionand Heartburn




4.2. This advice can also be accessed by going straight to the eRAPID website
http://www.erapid.leeds.ac.uk/.

€RAPID | Just another WordPress... X

(o ————— B ¢ |[Qseacn e @3 a 408

Click here to complete eRAPID symptom reporf
LOG OUT
Home

Managing Treatment +
Symptoms and Side Effects

Keeping Healthy During g [ ] i
Cancer Treatment i

Coping With Cancer and 1 - Developing a system for
Your Treament a f <
cancer patients to report
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Welcome to the home page of the University of Leeds and Leeds Teaching Hospitals,
eRAPID research project funded by a National Institute for Health Research (NIHR)
Programme Grant (RP-PG-0611-20008).

eRAPID stands for “Electronic patient self-Reporting of Adverse-events: Patient Information and
P
aDvice".
The aim is to develop an integrated web-system for patients to report symptoms and side effects during and after cancer treatment. Data that is
reported by patients using the web-system (called QTool) will be documented in individual patient electronic health records. Where patients report
mild side effects they will receive advice on how to manage them and to seek timely medical advice.

If you have any queries regarding the content of this website, please contact The Patient Reported Outcomes Group (POG) on (0113) 20 68968.

Please visit our Patient Reported Outcomes website www.pogweb.org to view our other studies. Our research primarily involves developing and
evaluating web based systems for cancer patients to report information about their health and wellbeing.

You can use the links on the left side to open the menus and view advice on
‘Managing treatment symptoms and side effects’, ‘Keeping healthy during
cancer treatment’ and ‘Coping with cancer and your treatment’.
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COMPLEMENTARY THERAPIES

Symptoms and Side Effects Some complementary therapies may help you to cope with your cancer related symptoms and manage any side effects or distress you are

Managing Treatment +

experiencing. Do seek out a qualified therapist and please inform your medical team if you are considering taking up complementary therapies.
Keeping Healthy During 4 Some therapies can interact or reduce the effectiveness of your cancer treatment so it is important that your medical team are aware of what
Cancer Treatment complementary therapy you are receiving.

Coping With Cancerand X Some examples of complementary therapies:
Your Treament

Aromatherapy
e Aromatherapy is the use of essential oils from aromatic plants to enhance a person’s overall wellbeing. The scent from the oil can either be
inhaled or the oil can be massaged into the skin. Aromatherapy should only be carried out by a qualified aromatherapy practitioner.
Aromatherapy may be beneficial for a range of cancer related symptoms and side effects but please speak to a qualified therapist first to

discuss whether it is appropriate for you.

Complementary Therapies

ction and Occupying Your
ind Reflexology

Reflexology is the act of applying pressure to certain zones on the hands, feet or ears. It is thought that by manipulating certain zones, a

Local Services You Can Acc person’s health can be improved. Reflexology should only be carried out by a qualified r pr may be

for arange of cancer related symptoms and side effects but please speak toa qualified therapist first to discuss whether it is appropriate for
Massage:

you.
Massage

Massage is the act of manipulating muscle and other soft tissues around the body to improve health and wellbeing. There are many different
types of massage that aim to achieve specific therapeutic effects. Although gentle massage can be carried out at home by yourself or a friend or
relative, in a salon type environment it should only be carried out by a qualified massage practitioner. Massage may be beneficial for a range of
cancer related symptoms and side effects but please speak to a qualified therapist first to discuss whether it is appropriate for you.

The Robert Ogden Macmillan Centre at St James's can provide some forms of complementary therapies to people affected by cancer. Leeds
Teaching Hospitals NHS Trust will ensure that the providers of complementary therapies working within the Trust's cancer services meet the
“Yorkshire Cancer Network guality standards and gualification criteria (YCN Peer Review Measures 2010).



http://www.erapid.leeds.ac.uk/

You can click on the . symbol in the top right corner of the website to
search for information.
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Welcome to the home page of the University of Leeds and Leeds Teaching
Hospitals, eRAPID research project funded by a National Institute for Health
Research (NIHR) Programme Grant (RP-PG-0611-20008).

eRAPID stands for “Electronic patient self-Reporting of Adverse-events: Patient
Information and aDvice”.

The aim s to develop an integrated web-system for patients to report symptoms and side effects during and after cancer treatment.
Data that is reported by patients using the web-system {called QTool) will be documented in individual patient electronic health
records. Where patients report mild side effects they will receive advice on how to manage them and to seek timely medical advice.

If you have any queries regarding the content of this website, please contact The Patient Reported Outcomes Group (POG) on (0113)
20 68968.

Please visit our Patlent Reported Outcomes website www.pogweb.org to view our other studies. Our research primarily involves
developing and evaluating web based systems for cancer patients to report information about their health and wellbeing.
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FEELING ORBEING SICK
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Cancer Treatment

Some cancer treatments can cause patients to feel sick (nausea) or to actually be sick (vomit). Not all cancer treatments cause sickness,
Coping With Cancerand  + and many people never experience sickness throughout their cancer treatment. Whether you experience nausea or vamiting all
founiieanent depends on the type of treatment and how you react to it. This varies from person ... Continue reading —

LACK OF APPETITE

Some people with cancer may have a poor appetite. This can be caused by chemotherapy treatments, medications, or the disease itself.
For example, you may not feel like eating if your treatment makes you feel sick, or you may go off food if your treatment has caused
temporary taste changes. In most cases people find ... Continue reading —

INDIGESTION AND HEARTBURN

Some cancer therapy drugs such as steroids can cause indigestion and heartburn. Some pecple also experience a bitter or acidic taste in
the back of the throat. The symptoms of indigestion are generally described as a pain in the centre of the chest or top of the stomach.
Some people also complain of feeling ‘bloated’ ... Continue reading —




Step 5: Interpreting the graphs

5.1.

5.2.

The first time you complete the symptom report, the graph of your results will
look something like this.

esponse/Graphs/cfidh0] -fb5h-4edb-E100- biaT0dedfbdl

Patient1 | Home | Account | Log Out

Responses

PhysicalAbility

The height of the bar represents
the severity of the symptom.
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When you have completed the symptom report more than once, your results
are displayed as several bar graphs to show you how the severity of your
symptoms has changed over time. Each bar on the graph represents a time

point when you have completed the symptom report, and the height of the bar
represents the severity you reported at that time.
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Step 6: Viewing your previous responses

6.1.

6.2.

When you return to the homepage after completing a symptom report, your
responses will be stored here for you to view at any time.
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Welcome to QTool You can view your

Your Questionnaires detailed responses
Please complete the following questionnaires: and feedback here.
Closing date Last com You can also view

€RAPTD demo questionnaire No closing date g your graphs from here.

Your Studies

eRAPID Demo

— Your Previous Responses

Click here to view detailed responses and fesdback.

If you click on ‘Detailed Responses and Feedback’, you will be brought to this
page, where any symptom reports that you have completed at any time will be
listed.
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Previous Responses for eRAPID Demo

Click here to return to the homepage.

—Previous Resp: 1

Your responses to previous questionnaires:

Click on the relevant
»  eRAPID demo questionnaire \ .
report to view your

» eRAPID breast demo .
detailed responses.




6.3. All of your previous responses to the symptom report will be displayed in a
list, giving the time and date of completion.

Arm - Demo
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Previous Responses for eRAPID Demo

Click here to return to the homepage.

—Previous Responses

Your responses to previous questionnaires: ‘

eRAPID demo questionnaire

Click on any of these to
You completed the questionnaire on the following occasions. Select a date to view your d V| eW yo u r res po nses at

you received:
+ 12:00 & hours ago) that time, and the feedback
 09:58 (6 hours ago) - H
« 09:50 (6 hours ago) which you received.
® 27 January 15:42
® 27 January 15:21
* 25 January 11:37
* 10 December 14:35 2015
» 10 December 13:41 2015
* 18 May 11:39 2015
* 18 May 11:28 2015
* 23 April 12:36 2015
* 23 April 12:33 2015
* 19 January 10:31 2015

* 19 January 10:26 2015
* 14 January 13:41 2015

Click here to view graphs of your responses.

6.4. From here, you can view and print your previous responses and the feedback
which you received.
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Response details for eRAPID demo questionnaire - 27 January 15:42

Click here to go back to the summary of all your responses.

—Your Responses-
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During the past week:
Have you had pain or discomfort anywhere on your body?
"I 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
"eg"
Is this a current problem or has it now improved?
"This is a current problem for me"
During the past week:

Have vou felt tired, fatiqued or lacked eneray? =

= Email = Print

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 Hospital 0113 243 3144 and ask for the Oncology Patient
Enquiries Bleep Holder).

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

eRAPID



Thank you for your help with this study

Please remember:

e The eRAPID system is not a replacement for usual care. If you are
concerned about ANY symptoms you are experiencing, please
contact your medical team as usual.

If you feel unwell and want to speak to the medical team please call St
James’s University Hospital on |l and ask for the Oncology
Patient Enquires Bleepholder.

For support with logging in and using the eRAPID system, please contact the
research team during normal office hours 9am-5pm, Monday-Friday:

Email: [N
Telephone: NN




