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THALIA

- Mobile App

The skilled assistant of peaple with ¢ f?«k
thalassaemia and sickle cell disease ﬁi‘/ ;

#  Available on the ]

\ ¢ App Store

i GETIT ON
Pe Google Play }




A LOOK INTO THE MOBILE APP

> Why THALIA?
> Why an assistant?
> How it works
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v/ THALIA stands for “THALassaemia In Action” %/

v An abbreviation for the strateqic

__collaboration of TIF with the European
Commission

v“Inaction” is defined as “the process of doing
something in order fo make something

& happen or to deal with a situation” xssictnaes l —

. Tortheempowerment ~ Forabetferdaly

 of affected people management of the disease

A
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2.
WHY AN ASSISTANT?




«“
. The problem '
Why an assistant? Why a Mobile App?
~ Patients fend fo miss their ¥ Easy fouse N
transfusion . ¥ Portable (always =
)

Patients fend to forge+ o crauh
take their v Data safety

= ¥ Canbe tailoredtothe ~

— = Adherence leads to better A
1 clinical outcomes & better Communi"'y s needs

o £ quality of life ¥ Can be kept up-to-date




3.

How IT WORKS




THALASSAEMIA
INTERNATIONAL

LAUNCH SR yourself and your
medication.




SUGGESTED PERIOD FOR BLOOD TRANSFUSION

Indicators

® Transfusion Pain level
i Appointment ® Mood level
@ Medication Ferritin level

Suggested period for next
transfusion

02/December/2020

10 g/dL
02/12/2020, 03:06 PM

Transfusion

Y 10



—
Deferasirox

125mgj

Twice daily

15:00

20:00

Deferasirox, 125mg

DONE

SNOOZE FOR 10 MINUT...

Medication reminder

Deferasirox, 125mg

Snooze




New Entry

Appointment

Doctor x

MRI

Hepatologist

Remember to ask for directions

Date
WED, December 2 2020

Export to calendar

12/December/2020

900 pg/L 15/December/2020
12/12/2020,05:13 PM

Ferritin level

No entries found




TRACK DOWN YOUR PROGRESS

® =
New Entry New Entry

New Entry o & symptoms webmd.com

Transfusion Mood level = WebMD

Transfusion Date

CHC TUE, December 1 2020
Appointment FRI, December 4 2020 WebMD
How do you feel today?

Mood level Fratransfusion Symptom Checker

WITH BODY MAP
i Hb level
Pain level o O Very happy Identify possible conditions and treatment related to

. g your symptoms.
Ferritin level

g Happy This tool does net pro al advice.
Post-transfusion Post-transfusion Eoe 2dd lions] !
Hb level Hb level

Age
Select Hb leve a/d Okay

Gender

Male Female

transfusion
Hb Level

self-monitoring
tools




Brief Pain Inventory (Short Form)
New Entry ) New Entry

— Hospital ) What treatments or medications are you receiving for your pain?
3 st i s s

Pain level Ferritin level
=— 8) Inthe 24 hours. how mch RELIEF
o proVORa? Pase cid
Date " Tt e nbil haw much relef you have received. Date
WED, December 2 2020 om b & UEw :Q RRRIAAAR Q”Q"’g?*, WED, December 2 2020
Bt Tt

Select your pain level . 0o iho o bl devcrn o i the s 2 b Select your ferrtin levels

T T ———pp
i o s A onara At 70]

art e most. QQQQQQOQOQQ

Dt

T
s i
88860000 90000000000

3) Please rate your pain by circling the one rumber that best describes

your pan by circing the ber that best descrives
¥ ts LEAST in th pust 24
0BG EEE 0000
) Please rate your pain by circling the coe numbar thatbest describe
yous pain 00 the AVERAGE.
053¢0 000000
1 GG Enoyount of e
e o by g s . O-O- O-0-0-O-0-0-0-0-0Q
2 Y ; i o e RIGHT HOR Tt 2 T T T TR
Please fill in farm before your appointment. 00000000000 um ticses
el 2l i o gl alle A )
w” a0 3ok

of advice 1 before contacting your doctor




A WEALTH OF INFORMATION

e 6% epic & e = alse

(2) English

My Calendar

December 2020

New Entry

Data Protection / Disclaimer
My Profile X \ 4

Transfusion history

Pre-Transfusion HB Levels

Ferritin Levels

Pain Levels
02/December/2020 Mood Levels

Haemoglobin Disorders
10 g/dL

02/12/2020, 03:06 PM Thalassaemia

Transfusion Sickle Cell Disease

Clinical Trial Updates
Education

TIF e-Academy

TIF Publications

, Useful Resources

v Get Involved

1 n Latest Surveys

. a o



Sickle Cell Disease

Sickle cell disease (SCD) is caused by
a haemoglobin defect, a structural
variant, known as Haemoglobin S,
which replaces both B-globin subunits
in haemoglobin. This variant
haemoglobin is an altered
haemoglobin molecule, which when
exposed to an environment low in
oxygen, it sticks together to form long
rods inside the red blood cells making
these cells rigid and sickle-shaped; the
process in  medical terms s
called polymerisation of the
haemoglobin molecule.

Normal red blood cells are shaped like
a donut and can bend and flex
easily. The cells which become sickle
shaped are rigid and have difficulty
passing through small blood vessels,
where they can get stuck and clog the
blood flow (see Figure 7). This causes
pain that can start suddenly, be mild to
severe, and can last for any length of
time. Because of this sickled shaped

A WEALTH OF INFORMATION

1010 %

Latest News

GUIDELINES

FOR THE MANAGEMENT

(OF TRANSFUSION DEPENDENT
THALASSAEMIA (TDT)

TIF Guidelines For The Management Of
Transfusion Dependent Thalassaemia
4th Edition Arriving Soon!

02/12/2020

o= .

TIF Publications

07/06/2020

Explaining Gene
Therapy in
thalassaemia (2020)

03/06/2020

Prevention of
Inherited Diseases

— The Example of B-...

THE COVID-19 PANDEMIC
AND HAEMOGLOBIN 27/05/2020
DISORDERS [} 3

= .l 57%

THE COVID-19 PANDEMIC
AND HAEMOGLOBIN
DISORDERS _

COVID-19 & Haemoglobin Disorders: A
Classification of Risk Groups & Other
Considerations (2020)
A TIF-compiled document aiming to provide a
division of risk levels for thalassaemia and
SCD patients with regards to the ongoing
COVID-19 pandemic.
English
View online Download

Greek

View Online Download




Ferritin levels

€ Transfusion History 12 MONTHS ~

Share graph <%

Days between transfusions

a0

.
o I I e i e
LRI

e -rem o
Transfusions

Transfusion - 02/01/2020
Transfusion - 16/01/2020
Transfusion - 30/01/2020
Transfusion - 06/02/2020
Transfusion - 27/02/2020

1 MONTH

REPORTING

Share graph =%

€ Pain Level History 1 MONTH

4 -> Moderate 6 -> Strong

8-> Severe 10 -> Very severe

< Mood Level History 1 MONTH
Share graph <4

10 -> Very happy
6 -> Okay
2-> Bad

8-> Happy
4-> Not good

0 -> Very bad
02/12/2020
Share graph =<

o _

28/11/2020
29/11/2020
01/12/2020

02/12/2020

28/11/2020
29/11/2020

01/12/2020

Logs

10 g/dL 02/01/2020

12 grdL 16/01/2020
6 g/dL 30/01/2020
7 g/dL

11 g/dL

06/02/2020
27/02/2020

4g/dL

12/03/2020




THE APP AT A GLANCE

v’ A calendar tailored fo the needs of people with
haemoglobin disorders
v Reminders for medications and appointments

v’ Shareable progress graphs

v’ A wealth of disease-specific information
v’ Available in English, French and German
v’ No login required

v’ No data shared




IMPORTANT NOTES

v’ Your data is safe. The information you provide is anonymous,
not shared with anyone and saved on your device.
v’ The THALIA App has been created to assist patients in the

management of their disease and is not a qualified medical
opinion.

v' If you noticed a problem or have a suggestion, drop us a line
at thalassaemiaecytanet.com.cy. We'd love to hear from you!

The App will be
online TOMORROW!
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THANKS!
Any questions?



mailto:thalassaemia-ea@thalassaemia.org.cy

