User Guide for Patients and Carers

The MINDAUS Registry, found at https://www.mindaus.org aims to give you the ability to
enter as much information about yourself as you wish to add, store it in a secure place and
allow you to share it when you want. To use the MINDAUS Registry, you only need to
consent to two simple statements, and this is done on the site.

Once you are registered yourself, you can invite your Carer to the Registry and they’ll be
able to update, edit and view your details.

This guide provides a step-by-step process of the steps involved in self-registration and
getting started with using the Registry.

The second part of this guide shows you through all the different sections that can be
completed by yourself or your carer (if applicable).

Clinical Registry

During registration for the MiNDAUS Registry, you'll be able to download and read the full
Participant Information and Consent Form about taking part in the Clinical data collection, or
you can also access it on the website here.

You will be able to consent electronically to each of the consent sections which are the same
as the ones on the pdf

A thorough explanation of the background to the development of the MiINDAUS Registry and
its purpose can be found in the following comprehensive document: MINDAUS Framework.
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https://www.mindaus.org/
https://www.mindaus.org/wp-content/uploads/2022/01/10105157/MiNDAUS-Clinical-Reg-National-PICF-template-v1.2-.pdf
https://www.mindaus.org/wp-content/uploads/2022/01/10105042/MiNDAUS-Clinical-and-Patient-Registry-Framework-V01.1.pdf

Registration

After opening the website click

“Patient Self Registration” under R Pestrues
the “Access the Registry” tab to »
begin. .
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This is the page that you will see .

next. Complete each field to ¥

register. =

Your username will be your email - il C

address. e e
Welcome to the MND Registry

Following registration, you’ll be koo

sent an email with an activation

Tharik you for your regisiration in the MINDALIS Registry!

link. Clicking on that link will take
you to the login page.

Plaase dick the following activation knk to verily your acceunt. or copy and paste into a web brawser and log into the registry. This link will expire in 2 days.

This is the ‘login page’. If the email
address you used to register is not
automatically completed, please fill
it in and enter the password you
chose (unless your browser has
filled it in for you). Use the ‘trouble
logging in’ link if there’s a problem
with your password.
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Forgotten password L e e e e I
This is the screen you will see if you
click on the ‘Trouble logging in’ link.

Enter your email address in this screen and click ‘Reset my password’ and you will be sent
an email. The banner looks like this. e e

If you can’t see it, please check your

junk or spam folder if you can’t see it in your Inbox..

Password reset on patient.qa.mindaus.org oK X

The email will be like this. Tk oo

Once you click on the link in the '

email, you'll be asked to create a Hallo MrMs SELFSIGNUPEXAMPLE

new password. e e
Youré recening thes ama | bacause you Ir.'f.|L.I'.'.‘|(l.'ﬂ a password resed for your user acoount

Please go to the following page and choose a new passwond

hittpsfpatient ga mendaus orgiesetM T Sma-ar e 11bbd 2 e Th Sedff

Your username, in case you've forgotten: y wyibam+mndpatiznt@amail com

Nate that, for security reasons, this link is only walid for tao hours.

Thanks for using our site

The patiant qa mindaus g team

Enter your new password and then Please enter your new password twice so we can verify you typed it in correctly.
click on the ‘Change my password’
field New Password: @

New Password (again):

Demographics page .
This is the page you will first see _ o Demographics .
once you login. Demographics refers |~
to your basic details, such as which |- . s BB
< >

clinic you will attend, your name, *
address, contact details etc. A
screenshot of this appears here.

Piease.click on MINDAUS Regisiry to select e

It is important to select your clinic (if

you attend one). B e
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Once those fields have been selected, you can now complete the sections and questions
you choose to start creating your own personal record.

Tips and shortcuts

You can progress down the page using the scroll on your mouse, grabbing the sidebar on
the right had side and pulling it down, use your trackpad or use the Tab button on the
keyboard to progress through the questions. You can choose to complete the information
over a few sessions- it will be safely stored, and you can also update it as changes occur.

Selecting an answer from a multiple-choice field can be done with a mouse click, or by
Tab+Spacebar

Important tip: Press the green Save button regularly- at least after each section

There are only a few questions
you must answer- these questions
are marked with a Red Asterisk S
like this 3 e

au  Esme x|
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inkin » Contact Details

Once you've completed this -l¢ -, >
Demographics page, progress to '

the next section which will be

Consents.

» Patient Address add

©

Consent section

Access the Consent section either
by clicking on the word ‘consent’
which appears in blue on the left

hand side of the screen or by using . ¢ el 0 —
the blue pointer on the right hand i 5 3
side of the screen.

@ @>A@eD

Please download and read the
Participant Information Sheet and e ConSents st ——
then select which consent

StatementS yOU ag ree tO ThIS i Please click ‘Consent to All' to agree to all slatem;m;uutlmed in the
. + < 2= Participant information sheet. >
m uSt be done |f you Want to S Alternatively, you can select each individual box you agree with below
.. . .. . In order to use the registry, you must agree ta the following: . _ :
parthlpate in the Cllnlcal Reglstry : 1 Ialr::;‘::;::::‘Pla‘::;:::r;r::.formahun Sheet, or someone has read it to me in g
E 2. | understand the purposes, procedures and risks of participating in the
Registries.
Participant Information Sheet
[ -
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Even if you only want to use the
Registry for your own purposes
(and not take part in the Clinical
Registry), you must agree to these
two statements:

@@ m RS0 g

Bsaw
Cansents O Cansent to All
o0 ve not checked Conssnt o sl Paass o 10 sgree to sach statament

My Physical Al Consent to Participata - Clinical Ragistry

Clinical Data

Once you have consented to all the statements you agree to, either one by one or by
selecting ‘Consent to all’, press Save and then you can proceed to the next sections-

covered in Part Two of this guide.

Thank you for participating in the MINDAUS Registry
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