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Project objective is to measure RD Unmet Needs in Greece

Project goal and objectives

e To conduct a comprehensive Needs Assessment survey for Rare Diseases in our country, investigating
@ multiple fields of everyday life, with the aim of recording and prioritizing patients’ & PAGs’ needs

Indicative
insights
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 What is the average time to diagnosis?

« How do RD patients navigate through the Healthcare System?
 What challenges did RD patients face?

« Cost distribution for access to healthcare

« Access issues etc.

* Level of patients’ satisfaction
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Sample characteristics
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Therapeutic Areas

30%

Patients vs Caregivers
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[ | Patient

[l Caregiver for a child with a Rare Disease

[ | Caregiver for an adult patient with a Rare Disease

Sample of:

v’ 347 patients with Rare Diseases

3%

2%

0
- 1% 1%

Representativeness
19%
13%
10% 0
10% 9%
7% 7%
6% 6%
I lJ . I

Neuromuscular - | Genetic Respiratory Anorectal  Metabolic Other Rare ~ Cardiological ~ Rheumatologic Lysosomal Oncological Skeletal
Neurological -  [Diseases Diseases Anomalies Diseases Diseases al Diseases Storage Diseases - Diseases

Neurodegenerative Diseases Cancers

Diseases

Hematologic Immune System

al Diseases

Diseases

Liver
Diseases

| don't know
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Insurance Type

Disability Rate
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I EoKA
I wilitary insurance fund

B Private insurance
M uninsured
B Other (e.g OAEA, YEOAITES)

Up to 50%
50% - 66%
67% - 79%
80% - 99%
100%

| have not been evaluated by KEPA or
| do not have a disability percentage
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Diagnosis
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Time from symptoms to diagnosis Diagnostic Center

B <lyear
B 1-2years B Greek Public Facility

B 4-5years Bl Greek Private Facility
B >6 years I Foreign Private Facility
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Number of HCPs, patients visited trying to get a diagnosis

There is a statistically significant relationship
between the number of physicians involved
and the period until diagnosis.

25%

Specifically, as the number of physicians
increases, the period until diagnosis tends to
be longer.

7%

1 2 3 4 5 6 7 8 9 10+
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o ] ] There is a statistically significant
Receiving incorrect diagnoses relationship ~ between  the
healthcare unit where the
diagnosis was made and the rate
of misdiagnosis.

“How many incorrect diagnoses Specifically, diagnoses made in
have you received?” domestic healthcare units are

less likely to be incorrect.

“How many were the inappropriate treatments
or medical procedures, interventions, tests
due to incorrect diagnosis?”

B o

M 356
M s
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Genetic Testing Conducted

B ves
Bl o

B It was necessary but not
conducted due to financial reasons

Genetic counseling
during genetic testing
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Cost Coverage of GT by insurance

B Yes, covered
Il No, not covered

Cost of genetic testing €

Mean 784 €
Average 630 €
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Referral to appropriate support structures during the diagnostic
Investigation / after the diagnosis

13%
87%
Center of Expertise Center of Expertise Specialized Non-specialized Private Facility for Facility for Organization /
in Greece Abroad medical facility center in Greece practitioner in genetic psychological Patient
for the Greece counseling support Association
condition in
Greece
M ves IH NO

RARE DISEASES
GREECE =|QVIA



=ZIQVIA (g

Disease management
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Are you aware of the standards of care /
therapeutic protocols of your disease?

Are there available in Greek?

M o
B | don’t know

B ves
H No

Are they followed by your HCPs?

B ves
B Partially
B No
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Access to Care
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Problems in accessing treatment

B Not available in Greece
I | am facing drug shortages
B | am experiencing delays in availability.

I | cannot cover the copayment

Other:..
I 1 am not facing any problems. l

* In-hospital problems
» Poor cooperation with a doctor who treats
adults
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Knowledge of pathways for accessing treatment

B ves
B Partially
B No

e.g., Electronic Pre-Approval System (2.H.I1.), Individual or Group Request, Early Access, Emergency Import via |.F.E.T.,
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Off-label Use
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Need to travel outside the place of residence for monitoring and overall
management of the disease

(medication, specialized treatments such as physiotherapy, etc.)

Does the need to travel affect the
level of care you receive or place a
burden on you (medical, financial,

etc.)?

B vYes
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The Access to your medical history and data,
In electronic or printed form

Can you download the medical records/datain
electronic form?

M ves
M No

B | have full access I | don't know

I | have partial access
B | have no access
I | don't know

Printed Electronic
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Measuring the Level of Access of the treating physician
to the full medical history and all medical data

B Yes, they have access to the medical history and data
I No, | need to provide the necessary test results myself
B | don't know
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Soclal & Economic Impact
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Psychological support

Usefulness

M Na
Il oy

During the During life with
diagnosis period the condition
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Recelving services

Yes, | had in the past

Yes, | have it during this period

No, to financial reasons but | would like to
No, | don't need it

Other
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Knowledge of rights and
social benefits

B Yes, to alarge extent

| Yes, to some extent

B No
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Do you feel that your rights
are being violated?
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Do you experience social exclusion at the following levels?

42%

34% 34%
31%

Social Daily activities Education Work (Job Community Public Entertainment Internet and None of the
relationships (e.0. (School or search, (Participation services social networks above
(e.g. Friendship, Shopping, university |relationships with  in groups or (Access to
Companionship, Mobility) environment, colleagues, organizations, healthcare,
Sexuality) participation in | participation in volunteering) social
activities, staff, professional services)
accessibility) activities)
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Receiving financial assistance due to disability

Il No
Disability Disability Disability
allowance from  allowance from pension.
an insurance O.P.EK.A.

provider
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Sufficiency of the financial assistance to
cover the needs caused by the disease

* Statistically significant relationship

between economic burden and
professional status as well as
disability.

Specifically, retired patients with high
levels of disability tend to experience
a higher economic burden.

This means that being retired is
associated with greater financial
strain, likely due to factors such as
reduced income, increased
healthcare costs, and the need for
long-term care.
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Rate of Reimbursement

100 100 100 100 100 100 100 100

Diagnostic Medicines Medical consultation Procedures / Special Medical Accessibility Other
tests Surgeries Education Equipment Equipment
Sessions

|| Fully | Partially I None I rrelevant to me

RARE DISEASES
GREECE =|QVIA



ZIQVIA () laReasesss

Access to Information
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Providing information regarding Adequate information about
the disease at diagnosis the various treatment options
available for the disease

I Yes, | had enough information

I Yes, definitely
Bl Yes, | had some information, but not as much as | would like. I Yes to some extend
H Very little or no information B Not at all, nut I would like to
B 1t wasn't necessary/l didn't need it B s not necessary/l don't need it
RARE DISEASES
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Sources of information about the disease

73%

From my attending
physician
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20%

From healthcare
professionals other than
my treating doctor
(hospital staff, nurses,
other doctors, etc.)

64%

From a Patient
Organizations

12%
7%
1%
From friends / family Other None of the above
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Spinal Muscular Atrophy

Economic and humanistic burden of SMA is significantly high

(190-348 patients)

of the total health expenditure in

SMA patients 0
0.003% of total population = 0.6%  Greece

I

’ Mean annual total cost €50-91m

Out of pocket costs 0
of the total expenditure 8.0%

(€20,846 on average per
year/per patient)

€523,573
total cost (direct & indirect) _
"f\i per SMA patient over a timeframe of two years €99 182m
=cs: . . . total cost over a two-year
oo vs. €7,111/patient per year for diabetes - 10% of population :
2 patient pery 0 of pop ) timeframe
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Duchenne Muscular Dystrophy
Economic and humanistic burden of DMD is significantly high

SMA patients O 4% of the total health expenditure in

0.005% of total population =

Greece

I

(240-522 patients) - Mean annual total cost €34-70m
€268,176
~NJ total cost (direct & indirect)

st

per DMD patient over a two-year time period

(vs. €7,111/patient per year for diabetes - 10% of population)

Out of pocket costs 13 104

of the total expenditure

(€17,610 on average per
year/per patient)

€67-140m

total cost over a two-year
timeframe
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Reproductive carrier screening program
SMA analysis

Economic impact of a reproductive carrier screening program

Reproductive carrier screening program
P g prog 85,799 women in

reproductive age  considering a mean
2.145 fathers will carrier frequency of

Annual investment of €1.87 million will lead to 1/40
need to be examined

€2.04 million avoided costs
Inputs to be consider

8 families will receive
genetic and assisted using an incidence rate
reproduction for SMA of 1:11,000

counseling
€167k annual cost-savings Cost of reproductive
carrier screening program
testing per year € 1,871,922
Costs avoided per year € 2,039,103
Cost-savings per year € 167,181
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CONTACT US

Q Kapnikareas 19A, Athens
® 1306944604292
info@rarediseasesgreece.gr

& rarediseasesgreece.gr
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