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The Thal e-Course: What is it?
 An interactive 3-module, visually-rich, self-paced
online course exclusively for thalassaemia
patients

 Follows up on the Expert Patients’ Programme
tradition aiming to:
- empower chronic patients with knowledge
- promote self-care skills and confidence to
effectively manage their condition
 Available to thalassaemia patients and/or
parents who are:
-

over 16
who belong to a national association member of
TIF free of charge
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Patient education & participation in the world today
In the Western world

Globally
• Advocacy groups at the national
level – Patient associations
• Thalassaemia Camps
• Patient advocacy groups,
Conference sessions for patients
• Mobile applications, electronic
material
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TIF Expert Patients Programme: General Aims
To equip patients with: Knowledge. Skills. Confidence. Motivation
• take ‘greater’ control of their
treatment & life and make
meaningful decisions about their
health
• feel empowered in their relationship
with healthcare professionals
• be fully integrated into society
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Be able to use this knowledge to make their
condition ENABLING instead of DISABLING.

Participate in the development of policies
related to their disease & quality of life
*policies: health, social, economical
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Collaborate effectively with major
health stakeholders:
Who?
 National governments
Policy-makers
 Health specialists
 Health Organisation/Regulating
Agencies
 Pharmaceutical industries
How?
Learn. Ask. Discuss. Unite. Demand
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Do we need this programme?
From patients
“ …. little has been done to prepare patients for
long-term management of their diseases. They face
many challenges in coping with discomfort and
disability and carrying out treatment programmes
on a regular basis. They need to modify behaviour
to minimise undesirable outcomes, adjusting their
social and work lives to accommodate their
symptoms and functional limitations and deal with
the emotional consequences. For their care to be
effective, they must become adept at interpreting
and reporting symptoms, judging the trends and
tempo of their illness and participating with health
professionals in management decisions”.
Lorig K, et al. Medical Care 1999; 37(1): 5-14)
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1. Well please tell me..if washed blood
more effective or using a filter during
transfusion?
2. In Mumbai (India) jadenu or oleptiss
available@ 5500 for 30 tab ,from
Novartis company directly
Is it same jadenu with different name?
3. And safe dosage of asunra / exjade?

From research
• great needs for even basic
treatment services especially in
developing countries
• Published & unpublished
surveys including literature from
other chronic diseases 
benefits from patient education
especially adherence
• Advocacy can bring change in
legislations, structures

Thalassaemia Patients Connect (TPC)
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TIF’s vision for programme success
1. Develop patients’ health and disease-literacy in EVERY AFFECTED COUNTRY
2. More people contribute their skills and insights for the further improvement of services
3. Bring improvement to thalassaemia treatment and healthcare services and availability to every patient
Form core groups of expert patients across countries to
wherever they may live
advocate for patients’ rights and promote needed
legislations through their governments

Increase the number of patients who:
- are fully informed about their condition and
TIF’s mission is to promote and implement national control programmes for the prevention and treatment of
appropriate medication worldwide
thalassaemia and other haemoglobin disorders in every affected country.
- effectively manage specific aspects of their
condition
- have higher self-esteem and cope with the
emotional consequences of their disease
Develop health and disease-literate patients in every
affected country
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Knowledge is power, Unity is strength
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Testing the waters
Topic: Patients’ Rights

Question: Are there national legislations to protect your rights as thalassaemia
patients in your country state?
For example:
Education (e.g., free of charge, quotas)
Employment (e.g., flexible timetable, quotas)
Disability (e.g., early retirement, financial benefits)
Management (e.g., free of charge, safety)
Other: ………………………………….
NAME OF LEGISLATION? …………………………
22 December, 2017
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Contents
Module 1:
Unit 1: An introduction to thalassaemia
• History
• Epidemiology
• Consequences
• Prevention
• Control
Unit 2: The establishment of TIF
• History
• Philosophy
• Membership
• Pillars of work
• TIF Activities
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Module 2:
Unit 1: Blood & Blood transfusions
• Blood, role, components
• Blood production: Effective and
Ineffective Erythropoiesis
• Extramedullary erythropoiesis
• Blood transfusions and benefits
• Risks & infections
• Viral Hepatitis: regional prevalence,
prevention,
• Blood safety: new advances
Unit 2: Iron overload & iron chelation
• Iron chelation drugs
• Benefits
• Drug safety- pharmacovigilance
Unit 3: Medical complications
Organ complications (comprehensive
overview)
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Module 3:
Unit 1: New advances in thalassaemia
care & cure
• Haemopoietic Stem Cell
Transplantation - Gene Therapy
• New advances in treatment
• Clinical trials
Unit 2: Patient’s lifestyle
• Nutrition
• Physical exercise
• Education - Employment
• Marriage - Lifestyle and autonomy
• Psychological care & support
Unit 3: Patients rights
• Universal Declaration of Human
Rights
• Patients’ Rights in Europe & the
world
• Active citizenship- Advocacy
• Areas of advocacy in thalassaemia
8

Preview in Screens
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Distinguishing features of the Thal e-Course
Information

Relevance

Modes

Availability

Accurate

Global reality

Online

English

Comprehensive
(popups, resources)

Simply explained

Visuals/audios

French

Popups – self
paced

Arabic

Learner-centred

More languages
coming

Responsible
(based on TIF
Guidelines)
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Outcomes for the Thal e-Course for the Expert Patient
1. Acquire in-depth knowledge about their condition,
prognosis, complications, treatment options, research
and clinical trials, other care services, psychosocial
support.

2. Develop the necessary skills to effectively self-manage
their condition and confidence to develop effective
partnerships with doctors and other health
professionals.
3. Acquire the necessary knowledge on care options and
new treatments.
4. Acquire an understanding of important policy issues,
such as patient safety and patients’ rights.
5. Develop the necessary skills to cope and manage
daily life better: problem-solving, goal-setting,
decision-making, using resources effectively, managing
pain, fatigue, anger, depression, etc.

Will gain a deep understanding of IMPORTANT POLICY
ISSUES such as:
 Patients’ Safety
 Patients’ Rights
 Cross-border health care (in the case of chronic
patients)
 Clinical Trial Participation /Clinical Trial Directives/
Legal Frameworks (ethical and other issues)
 Drug-related Issues:
• Pharmacovigilance
• Regulating policies for registration, pre- and
post- registration information
• Copy/counterfeit/generic medicines
• Reimbursement policies/models

6. Will be able to support and help other patients to
cope and self manage their condition.
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Evaluation & Success

The patients who successfully complete the Thal e-course
will:
- obtain a certificate from the Expert Patient Panel and

- will be supported in arranging training courses in their
own countries, with the aim of creating a National
Expert Patient Group.
- Other educationally-relevant benefits
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Interested? Here’s how you SIGN UP

Screenshot from website
Flyer – QR code
22 December, 2017

www.thalassaemia.org.cy
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Sign up form directly at
https://goo.gl/forms/YygRKUfOFmvKt
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Thank you for your attention
See you soon at TIF e-Academy
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