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Part 1
General information on the respondents



EU Countries:

❑ Austria (1)

❑ Bulgaria (5)

❑ Cyprus (3)

❑ Czech Republic (1)

❑ Denmark (1)

❑ Finland (2)

❑ Italy (1)

Other European 

Countries:

❑ Albania (1)

❑ Kosovo (1)

❑ Macedonia (1)

❑ United Kingdom (1)

❑ Malta (2)

❑ Poland (2)

❑ Portugal (6)

❑ Slovenia (1)

❑ Spain (4)

❑ The Netherlands (3)

Extra-EU Countries:

❑ Israel (1)

TOTAL NUMBER OF ASSOCIATIONS: 38
TOTAL NUMBER OF COUNTRIES: 18 



https://www.facebook.com/associacaodediabeticosdesaomiguelesantamaria/photos/
https://www.togetherforlife.org.al/
https://www.maltahealthnetwork.org/
https://www.suomenkipu.fi/
https://www.aecosar.es/
https://www.facebook.com/NPOMalta/
https://patients.e-zdravey.com/bg/detsko-i-majchnino-zdraveopazvane-usmihni-se/
https://patients.e-zdravey.com/bg/surdechno-sudovi-zaboliavania-bg-surtse/
https://cardio.org.cy/
https://cerebrum2007.cz/
https://sinedolore.org/en/home
https://www.aivoliitto.fi/
https://euprevent.eu/
https://mld.mk/en/
https://www.facebook.com/phakosova
https://nvdietist.nl/
https://www.patientenfederatie.nl/
https://www.cittadinanzattiva.it/
https://diabetyk.org.pl/
https://patients.e-zdravey.com/bg/transplantirani-i-operirani-budeshte-za-vsichki/
https://www.iapo.org.uk/
https://gafpa.org/


https://ekpf.eu/
http://www.lpcdr.org.pt/
https://patients.e-zdravey.com/bg/the-innovations-institute/
https://www.patientenanwalt.com/
https://www.ehhd.eu/
https://patients.e-zdravey.com/
https://forca3p.com/
https://www.portugalavc.pt/
https://eurobesity.org/patient/christian-petersen/
https://www.apdol.org/en/home
http://apn.pt/apn/
http://www.kibristhalassaemia.org/
https://dorcronicacores.pt/
http://ippez.pl/
http://www.amotatchen.org/


76%

21%

3%

3. What is your role in the association?

Main Responsible (legal representative/president/vice president/secretary general/deputy head)

Staff member/ Volunteer

Consultant/scientific advisor



45%

29%

21%

5%

4. What would best describe your association?

Patient-led association / patient alliance Patient advocacy organisation

Civil society organization working with and for patients Professional Organization



CROSS-BORDER HEALTHCARE ISSUES

HEALTHCARE WORKERS

STROKE SURVIVORS

CITIZENS WITHOUT ANY SPECIFIC 
HEALTH CONDITION

PATIENTS AFFECTED BY RARE 
DISEASES

PATIENTS AFFECTED BY CHRONIC 
DISEASES/CONDITIONS

1

1

2

14

15

35

5. Your association advocates/works for the protection of the rights of (possible 
multiple answers):



CROSS-BORDER HEALTHCARE ISSUES

SKIN D ISEASES

HEMATOLOGY AND INFECTIOUS D ISEASES

OBESITY

REPRODUCTIVE  HEALTH,  PREGNANCY AND CHILDCARE

CIT IZENS AND PATIENTS IN GENERAL  

ORAL  D ISEASES

L IVER D ISEASES

RESP IRATORY D ISEASES

KIDNEY DISEASES

ONCOLOGICAL  D ISEASES

DEPRESSION AND OTHER MENTAL  HEALTH CONDIT IONS

STROKE

DIABETES

RARE D ISEASES

CARDIOVASCULAR DISEASES

CHRONIC  PAIN

ARTHRIT IS  AND OSTEOPOROSIS  

1

1

2

2

3

7

7

7

8

9

10

12

12

13

14

15

16

26

6. What kind of pathologies do patients represented by your association suffer from? (possible multiple answers):



NATIONAL 
LEVEL (84.2%)

LOCAL LEVEL 
(36.8%)

INTERNATIONAL LEVEL 
(26.2%)

EUROPEAN LEVEL (21.1%)

CROSS-BORDER LEVEL (2.6%)

7. Your association mainly advocates at (possible multiple answers):



Part 2
Continuity of care during the Covid-19 pandemic
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Communicating regularly with
their GPs

Getting appointment with a
specialist

Communicating with their GPs /
specialists for urgent visits

Finding medicines for their
regular therapy

Finding other medical products
(e.g. supplements, bandages,

glucose strips, wound dressings,
etc.)

1 (not difficult) 2 (slightly difficult) 3 (moderately difficult) 4 (difficult) 5 (very difficult) Don't know
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Updating their therapeutic plans Accessing pharmacies Accessing emergency centers Finding medicines (shortage due
to changed logistical conditions

/ panic-buying which has led
some to over-stockpile

medicines, etc.)

Other (please specify)

8. According to your experience, how would you rate patients’ main objective difficulties during the Covid-19 pandemic?



9 9

23

13

8

5

14

5

10

4

7
6

3
5

12

9

6
5

8 8
6

2
1 1

5

1
0 0 0 0

0

5

10

15

20

25

It was not possible to get a
prescription

The pharmacy did not have the
drugs

Pharmacies were closed Pharmacies were too busy/long
queues

Patients could not go to the
pharmacy due to health reasons,

etc.

1 (definitely not) 2 (probably not) 3 (possibly) 4 (probably) 5 (definitely) Don't know
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Patients did not want to go to the
pharmacy due to Covid-19 risk, etc.

Financial reasons Other (please specify)

9. In case there were difficulties in finding medicines for regular therapy, how would you rate the reasons of this problem:
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Having trouble
continuing their ongoing

care / treatment

Repercussions on their
mental well-being

Not having their specific
needs taken care of

Lack of personal safety Not being a priority in
the National Health Care

system

Poor access to regular
laboratory / diagnostic

testing for their
conditions

Being in hospital/having
an operation

1 (little) 2 (slightly high) 3 (moderately high) 4 (high) 5 (very high) Don't know
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Not being sufficiently
informed about new /
efficient procedures to
avoid contagion while

being in healthcare
facilities

Difficulty of access to
home care

professionals

Difficulty of access to
GPs/ specialists

Lack of continuity of
clinical trials

Impact of the pandemic
on own pathology

(what could Covid cause
me suffering from ...)

Lack of information
regarding own

condition and Covid-19

Other (please specify)

10. According to your experience, how would you rate patients’ main worries / concerns during the Covid-19 pandemic? (1/2)



Other main difficulties, worries / concerns emerged:

• Impossibility to get medicines/treatments in other territories due to movement 
restrictions

• All treatments/cures/screenings considered non urgent have been postponed 
indefinitely

• Doubts on the compatibility of Covid-19 vaccines and other ongoing treatments

• Significant extension of waiting lists in all health sectors

• Uncertainty and disruption of quality of care

10. According to your experience, how would you rate patients’ main worries / concerns during the Covid-19 pandemic? (2/2)



41%

8%

51%

11. According to your experience, when did the concerns and 
difficulties mentioned above arise most?

First wave of the pandemic (Feb -
June 2020)

Second wave of the pandemic (Oct.
2020 - June 2021)

During the entire pandemic

32%

26%

26%

13%

3%

12. In your experience, how did the Covid-19 influence the 
therapeutic adherence by patients?

I don’t know / cannot be generalized

Patients are less adherent due to
subjective (individual) reasons

Patients are less adherent due to
objective (systemic) reasons

Did not change

Patients are more adherent
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Allergic reaction

Taking the wrong dosage of the medicine

Ineffective result

Forgetfulness to take the medicines

Impossibility to buy medicines (financial reasons)

Apathy linked to the pandemic

Fear of tomorrow

Impossibility to get medicines (other reasons, e.g. going to the 
pharmacy, receiving medicines by home delivery, get a …

Fear of contracting Covid-19 and being obliged to take other
medicines to cure it

13. In case there has been a lack of adherence, the failure to 
comply with an ongoing therapy during the pandemic was related 

to (possible multiple answers):



10%

23%

61%

3%
3%

14. The role of cost-effective medicines to increase 
adherence: did the patients that your organization represents 

experience greater use of generics during the pandemic?

Yes No I don’t know Other (please specify) No change in the access to drugs

6

4

2

2

0 1 2 3 4 5 6 7

Other (please specify):

Possibility to buy larger quantities at lower
costs

Fear of running out of medicines

No change in the access to drugs

15. If yes, why? (possible multiple anwers)



62%

38%

16. In the difficulty of interacting with doctors, 
have there been figures who have made 

themselves available to help you comply with the 
therapies (pharmacological, rehabilitation, etc.)?

Yes

No
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13

14

0 2 4 6 8 10 12 14 16

Professional helplines

Caregivers

Emergency/assistance telephone lines

Digital platforms/Mobile applications

Pharmacists

Voluntary / patient associations

Family/friends

Nurses

If yes, what kind? (multiple answers possible):

57%

8%

35%

17. How do you perceive the role of pharmacies 
in compensating for the lack of services related 

to adherence to therapies?

Greater utility, more
than in thepast

Less utility than in
the past

The same



42%

24%

34%

18. Is the dose dispensing available in your 
country?

Yes No I don’t know

29%

24%16%

5%

26%

19. In your experience, how aware are patients of the “dose 
dispensing” concept?

Little or none Only partially Quite well

Fully aware I don’t know

57%

3%

40%

20. In your experience, the “dose dispensing” 
helps to increase adherence to medicines?

 Yes No I don’t know



Key messages - Continuity of care during the 
Covid-19 pandemic

The difficulty in interacting with doctors, especially with specialists, has led to an increase in problems related
to compliance with therapies already in progress.

In general, in addition to the objective difficulties related to the reduced possibility of access to treatment, the
pandemic had a great impact on the mental well-being of patients with significant repercussions on self-care
and, consequently, on therapeutic adherence.

In this context, the role of nurses, patient / volunteer associations and pharmacists in helping citizens has
proved to be crucial.

An interesting data concerns the development / greater use of apps and digital tools to fill the gap due to the
social distancing measures needed to counteract the increase in infections as much as possible.

The use of generic drugs is reduced, just as the use of dose dispensing is still not widespread, probably
because its potential for the benefit of the patient is poorly perceived or known.



Part 3
Actions and re-actions during the pandemic 

on continuity of care & therapeutic adherence



35%

39%

26%

21. In the light of difficulties and concerns, has 
something been done by institutions and relevant 
stakeholders (healthcare professionals, providers, 
companies, etc...) to ensure timely access to care, 

continuity of care and adherence to therapies?

Yes

No

I don’t know

22. If yes, please specify:
• Telemedicine, apps and e-prescriptions
• Home delivery for medicines
• Decentralization of services related to other

pathologies than Covid 19
• Extention of protocols

31%

69%

23. If yes, has your association been involved?

Yes

No

24. If yes, at what level?
• Dialogue with national Ministry of 

Health/Medicines Authority
• Information/empowerment 

campaigns addressed to patients
• Assistance to patients



31%

37%

32%

25. Since 2020, has your association actively done 
something to develop a therapeutic adherence strategy?

Yes No Not applicable

26. If yes, please specify:

• Information and training initiatives/webinars
• Online practical and psychological support       
• Reporting

59%

41%

27. Are you aware of initiatives / good 
practices that exploit innovative / digital health 
solutions to promote adherence to therapies?

Yes No

28. If yes, please describe:

• Information campaigns/webinars on digital solutions 
• Apps / digital tools development (e.g. related to dose dispensing)
• Digital health projects
• Digital platform that improve communication between GPs and 

patients for management of chronic condition
• Incentivization of electronic prescription use



Key messages – Actions and re-actions during the pandemic 
on continuity of care & therapeutic adherence

The general picture highlighted an inadequate attention of the institutions and the main stakeholders in relation to
access, continuity and adherence to therapies. Furthermore, in most cases in which activities have been
undertaken, these have been carried out, most of the time, without involving the patient associations.

At the same time, only 31% of respondents to the survey said they had actively done something to develop a
therapeutic adherence strategy in the last year.

Fortunately, there is a moderate increase in the initiatives / good practices that exploit innovative / digital health
solutions to promote adherence to therapies.



Thanks
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