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ABOUT HOLISTIC CARE

Holistic health care is complete or 
total patient care that considers the 

physical, emotional, social, 
economic, and spiritual needs of the 

patient, his or her response to 
illness and the effect of the illness 

on the ability to meet self-care 
needs. It offers the promise of 

multidisciplinary, coordinated whole-
person care and seeks optimal 

quality of life as a principle patient 
outcome.

Source: Ventegodt, Soren & Kandel, Isack & Ervin, David & Merrick, Joav. (2016). 
Concepts of Holistic Care. 10.1007/978-3-319-18096-0_148. 

Holistic care is 
both MEDICAL &

SOCIAL
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According to the World Health 
Organization (WHO), 

7% of the global population are carriers of 
a haemoglobin disorder:

5.5% of which are carriers of Sickle Cell 
Disease and

1.5% are carriers of Thalassaemia.
350,000 patient with Hb disorders are born 

annually!

Haemoglobin disorders (also known as 
hemoglobinopathies) are RARE, non-

malignant, genetic blood conditions that 
are inherited from parents to children and 
affect a person's haemoglobin, which is 

the protein in the blood that carries 
oxygen across our body cells and organs 

to keep them growing and functioning.

ABOUT Hb DISORDERS

Beta-thalassaemia requires:
 lifelong frequent blood transfusions,
 iron chelation therapy and
 multidisciplinary care for 

complications consequent to the 
disease pathology and treatment, 
including managing iron overload.

Sickle-Cell Disease may require blood 
transfusion and iron chelation treatment;
It requires early detection, lifelong health 
monitoring to prevent/ reduce the number 
of life-threatening Sickle Cell Crises and 
infections (which may result in death).

In thalassaemia, the genetic defects results in no or 
very confined production of functional haemoglobin. 
When this happens, severe anaemia is amongst the 

most serious clinical outcomes. 
In sickle-cell disease, the genetic defect is different and 

so is the clinical outcome. Sickle-cell disease affects 
the haemoglobin molecule but in a different way, as it 
has a completely different pathology and produces a 

new abnormal haemoglobin.



ABOUT Hb DISORDERS
Focus on 

BETA-THALASSAEMIA



Lack of global / national 
efforts on: 
 Updating existing & appropriately 

designed new epidemiological 
studies in still many countries 
globally

 Absence of comprehensive 
disease – specific national 
registries & control programmes in 
the greatest majority of countries

Despite WHO Resolutions / Decisions & EU Recommendations

More than 80% of people born with a 
haemoglobin disorder, live in countries 

of developing economies

ABOUT Hb DISORDERS



EPIDEMIOLOGY

Country Carrier rate 
β-

thalassaemia 

Carrier rate 
HbS 

Expected 
thalassaemia 

births/year 

Known 
patients 

β- thal/SCD 
Greece  8.1% 0.6% 136 3241/1080 
Albania 5% 1.4% 25 356/174 
North Macedonia 2.6% 0 4 25/0 
Montenegro  1.2% 0 <1 n/a 
Serbia 1.2% 0 2 ?5/0 
Bulgaria 2.5% 0 9 270/0 
Romania 1% 0 5 250/0 
Croatia 0.8% 0 1 16/5 
Slovenia 0.8% 0 <1 na 

 



UNMET NEEDS

Unmet needs in thalassaemia and other 
haemoglobinopathies differ from other 

rare diseases, as diagnosis and the 
treatment pathway are known to 

healthcare professionals and 
guidelines are in place for decades 

now.  Nonetheless, holistic care lies at 
the heart of any successful 

intervention but this approach is still 
lacking or it is in its infancy and 

provided to a very small percentage of 
the patients’ population in Europe and 

globally.



UNMET NEEDS

ServicesBlood Criteria based on TIF’s International Guidelines for 
Clinical Management of Thalassaemia / NTDT (2014;2018) 

Survey conducted prior to COVID-
19 pandemic between January –

December 2019. Responses from 62 
National Thalassaemia Associations, 

in 48 countries representing 3,500 
patients globally.

72.8% of patients report feeling 
socially isolated / marginalized

62% in DC │ 38% in DE

https://www.pagepressjournals.org/index.php/thal/article/view/9138/8862


UNMET NEEDS

Patients feel socially isolated and need 
guidance and empowerment.

Patients need translated content to be 
able to support awareness raising 
initiatives.

Patients feel the need to be empowered 
and actively participate in decision-
making.

Patients need to understand research 
in order to support and participate in it. 

What patients in Europe said 
they need: Challenges

Absence of 
holistic care 
policies

Language barrier

Patient 
empowerment

Simplification of 
scientific 
documents

+ Financial Crisis 
(especially in countries of 
the Eastern European 
Region)

+ COVID-19 pandemic 
(that has contributed in the 
marginalization of patients and 
vulnerable groups)



UNMET NEEDS

Rare diseases have 
a serious impact on 
Activities of Daily 

Living

People living with a 
rare disease and 

their carers spend 
significant time 
managing the 

disease and the 
care pathway

The disease 
generates a strong 

impact on 
employment and 
work-life balance 
as well as important 

economic burden 

People living with a 
rare disease and their 

carers lack 
information and feel 

that social services are 
badly prepared to 

support them 

Care pathways 
are complex and 
hard to manage

There is a serious impact on the mental health of 
people living with a rare disease and their carers

Source: EURORDIS Position paper: Achieving Holistic 
Person-Centred Care to Leave No One Behind

http://download2.eurordis.org/positionpapers/Position%20Paper%20Holistic%20Care%20for%20Rare%20Diseases_Final.pdf


Patient-centred
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HOLISTIC CARE

Paediatricians │ Pain teams │ Anaesthetists │ 
Psychologists │ Physiotherapists │ Urologists 

│ Opthalmologists │ Hepatologists │ 
Nephrologists │ Cardiologists

People living with a rare disease 
should be integrated into a society 

that leaves no one behind 

A multidisciplinary team of 
healthcare professionals to monitor 

patients with rare diseases

Multidisciplinary Care

Social Care

An ageing thalassaemia 
population
Early introduction of chelation regimes
(intensive and novel )
Low mortality from cardiac complications
LVEF  monitoring
Joint Cardiology Follow-up
Introduction of CMR in 1998
Early introduction of comprehensive support
In clinic psychologist
In clinic fertility expert
In clinic endocrinologist
In clinic dedicated CNS
Effective antenatal screening in London
Intensive multidisciplinary pregnancy management

Report by Dr 
Perla

Eleftheriou 
– Kokkinos 

(UCLH)

360° spectrum of health, social and 
everyday needs

Pillar 1

Quality and 
adequate 

social 
services

and policies

Pillar 2

Integrated 
care: 

bridging 
health and 
social care

Pillar 3

Equity of 
rights and 

opportunities

Increased quality of life, social 
participation (education, 

employment) and protection can be 
achieved with actions in three pillars:

Integration of 
social care into 
national policies

e.g. Early 
retirement policy 

in Greece and 
Cyprus

Patient 
Engagement and 

Empowerment
e.g. Patients –

TIF expert 
advocates 

proposing policy 
changes in 64 

countries

Knowledge 
generation and 

sharing
e.g. TIF Academy 

for Patients

Sustainable funding 
for patient 

associations
e.g. targeted 

training activities

Data collection & 
sharing

e.g. Close 
collaboration of 

umbrella 
organisation with 

grassroots

The thalassaemia 
example



The resounding effect of a strong, united, 
knowledgeable patients’ voice will be more 

impactful than ever, as we strive hand-in hand 
to advocate for access to holistic care, quality 

of life and social inclusion.
—Panos Englezos, TIF President (2018)



SUCCESS STORIES

Holistic care leads to:

Better quality of life

Social Integration



POLICY ADVOCACY TOOLS

“Access to specialised social services 
Centres of expertise may also have an 
essential role in developing or facilitating 
specialised social services which will 
improve the quality of life of people living 
with a rare disease. Help Lines, Respite care 
services and Therapeutic Recreation 
Programmes, have been supported and need 
to be sustainable to pursue their goals: 
awareness-raising, exchange of best 
practices and standards, pooling 
resources using Health Programme and 
the Disability Action Plans.” 

“elaborate and adopt a plan or strategy as 
soon as possible, preferably by the end of 
2013 at the latest, aimed at guiding and 
structuring relevant actions in the field of rare 
diseases within the framework of their 
health and social systems”
“Gather national expertise on rare diseases 
and support the pooling of that expertise with 
European counterparts in order to support
the sharing of best practices on diagnostic 
tools and medical care as well as education 
and social care in the field of rare diseases”

MS should promote measures that 
facilitate multidisciplinary, holistic, 
continuous, person-centred and 
participative care provision to people 
living with rare diseases, supporting 
them in the full realisation of their 
fundamental human rights.



RECOMMENDATIONS
1. Making full use of EU 
instruments and European 
networks to implement holistic 
care for rare diseases

2. Creating a supportive 
political environment at 
national level for holistic care for 
rare diseases

3. Gathering and disseminating 
knowledge and good 
practices, to ensure that the 
needs of people living with a 
rare disease and their carers are 
adequately addressed by 
specialised and mainstream 
services

4. Implementing specific 
mechanisms that ensure 
integrated care provision to 
rare diseases

5. Guaranteeing meaningful 
engagement of organisations 
and representatives of people 
living with a rare disease in the 
design and implementation of 
policies and services

6. Implementing specific 
measures that ensure access
of people living with a rare 
disease and their carers to
adequate social services and 
social protection

7. Ensuring the recognition and adequate 
compensation of the disabilities experienced by people 
living with a rare disease 

8. Creating the conditions for people living with a rare 
disease and their carers to access adapted and 
sustainable employment

9. Implementing specific mechanisms that empower 
people living with a rare disease and their carers, in co-
creation and co-delivery with organisations representing 
people living with a rare disease

10. Eliminating all types of discrimination, ensuring 
that people living with a rare disease have access to 
social, labour, educational, leisure inclusion on equal 
footing with other citizens



RECOMMENDATIONS

EDUCATION TEAM EFFORT COLLABORATION



THANK YOU

THALASSAEMIA INTERNATIONAL FEDERATION
thalassaemia@cytanet.com.cy
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