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Baiba Ziemele - disclosures

LATVIJAS HEMOFILIJAS BIEDRIBA

Latvia Hemophilia Society (president since 2009%*)

World Federation of Hemophilia (board member since 2020)
Latvian Alliance of Rare Diseases (president since 2016%*)

Network of Patient Organizations in Latvia (since 2018)

also

* Member of Women’s Committee at World Federation of Hemophilia

 Member of von Willebrand disease Global Group and member of von Willebrand and
Rare Bleeding Disorders committee at World Federation of Hemophilia

 Member of von Willebrand disease Committee at European Haemophilia Consortium
 Member of Strategic Council of Healthcare of Ministry of Health in Latvia (since 2020)

 Member of Council of National Health Service in Latvia (with Prime Minister delegation
18.08.2018., to be renewed in 2022)

* ePAG at EuroBloodNet (2019-2021)

All is unpaid voluntary work, except *, where received salary for project management and patient advocacy
from Latvia NGO fund (www.sif.gov.lv) during April-October 2020 and January-October 2022
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NGO sector in Latvia

« 26 576 — total number of non-profit organizations

« 18 712 - filed annual reports to State Revenue Service
« 12 189 — with annual income <0

« 34% have at least one employee

* 15% have paid salaries

« Apr 1 thousand organizations are in advocacy

« 720 organizations participated in consultations with
Parliament or Ministries

Source: Research on non-profit sector in Latvia, 2021, Latvian Civic Alliance
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5.1

6.2.

Sociala aizsardziba

Sociala aizsardziba

Biedribas un nodibindjumi, kuru mérkis ir noteiktu
iedzivotaju grupu vai personu socialas aizsardzibas
nodrodinasana, lai sekmétu cilvéku spéju pasiem

madrafinit o niatiaban s dsTieas bualdSh banb-R45

88.99 |[—

9. Tiesiskums un interesu aizstaviba

6.4

9.1.

Pilsonisko tiesTbu un
cilvéktiesTbu aizsardziba

Pilsonisko tiesibu un cilvéktiesibu aizsardziba

Biedribas un nodibindjumi, kas nodrosina pilsonisko
tiesTbu un cilvéktiesTbu aizsardzibu, jebkura veida
diskriminacijas novérsanu saistiba ar dzimumu, rasi

Nuai atniclka izralemi  raliAiing uai narlianThin inualiditsti

94.99

10. Filantropijas starpnieciba un brivpratiga darba veicinasana

14.2.

Attistibas sadarbiba

Attistibas sadarbiba

Biedribas un nodibindjumi, kas Tsteno programmas
un projektus, kas veicina socialo un ekonomisko

attistibu arvalstis, ka ari informé un izglito vietéjo
sabiedribu par globalam problémam un to
risindjumiem

94.99

darba atfistibu, tai skaita piesaista un apmaca
brivpratiga darba veicéjus

gomsIarpibu fsinasana un ar uesu saisuios
jautajumos

94.

Patérétaju tiesTbu
aizsardziba

Patérétaju tiesibu aizsardziba

Biedribas un nodibindjumi, kas nodrosina patérétaju
tiesTbu aizsardzTbu un produktu kontroli, tai skaita
sniedz konsultacijas un atbalstu domstarpibu
risinasana

94.99
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What is a patient organization?

* a nonprofit organization

* Represents people with particular diagnosis or similar diseases
according to their statutes

* Real patients or their relatives in the board or council

* Works in at least 2 of 3 directions:

* Advocacy of patient interests,

* Education and awareness building about the disease and health,

* Ensures exchange of experience among patients and their relatives
* Can be regional, national, international

Source:

European Medicines Angency: https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/criteria-be-
fulfilled-patient-consumer-healthcare-professional-organisations-involved-european en.pdf

European Patients’ Forum: http://www.eu-patient.eu/About-EPF/whoweare/what-is-a-patient-organisation/



https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/criteria-be-fulfilled-patient-consumer-healthcare-professional-organisations-involved-european_en.pdf
http://www.eu-patient.eu/About-EPF/whoweare/what-is-a-patient-organisation/
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14 patient
organizations in
rare diseases
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31 patient
organization in
various disease

areas
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/ patient
organizations
in cancer
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What is not a patient organization?

* Any nonprofit which is in health-care area

* Nonprofits focusing on social area

» Doctor organizations or professional associations
» Other associations

 Pharma companies

» Hospitals

« Government officials and employees of ministries and
agencies
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What we (POs) do?

Raise awareness about disease or health 95%
Patient education (materials, seminars) 90%
Cooperation with other patient organizations 90%

Sharing good practices

76%
Monitoring of legislative environment I /1%
Social and psychological support to patients GGG 7 1%
Advocacy in legislation and policies I (7%
Capacity building and education for patient representatives GGG 67%
Data collection, surveys, research G /3%
Organization of medical support GGG 33%
Organization of fundraising campaigns I 3 3%
Legal support for patients I 10%
Technical expertise Ml 5% 3
Other 0%

Source: Survey of Patient organizations in Latvia, July 2019,

published in Abstracts of the 79th International Scientific Conference of the University of Latvia, Riga, Latvia
http://medicina.lsmuni.lt/abstracts-of-the-international-scientific-conference-on-medicine-organized-within-the-frame-of-the-78th-international-
scientific-conference-of-the-university-of-latvia/



http://medicina.lsmuni.lt/abstracts-of-the-international-scientific-conference-on-medicine-organized-within-the-frame-of-the-78th-international-scientific-conference-of-the-university-of-latvia/
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Network of Patient Organizations in
Latvia

- Est. 2018

« 30+ leading patient organizations from various fields

- Heart and coronary, endocrine, oncological, neuromuscular, various rare
diseases, HIV and virus hepat|t|s reumathologlcal autoimmune and other

d|seases

« With goal
- to improve quality of life and access to healthcare
services for all patients, irrespective of their diseases,
- to promote a legitimate, effective, transparent and
inclusive healthcare system, and
 to ensure the flow of information and cooperation
among themselves and other players in the industry.

Source: https://retasslimibas.lv/pacientu-organizaciju-tikls/



Latvijas Pacientu
organizaciju tikls

In LPOT we

 Bring patient voice to decision makers

« Monitor everything in healthcare system

« Ensure communication and cooperation

« Share advocacy efforts and representation
 Build capacity for our members formally and informally
 Participate in research: data and evidence
« Grow member base
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Patient organization involvement in
research

« We validate survey design, questionnaires, UX

» We provide correct translations and adaptations
« We share invitations to participate

* We provide data collection to ensure privacy

« We explain data privacy and ethics

« We can summarize data

« We can validate or enrich conclusions
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Patient engagement in Research

Planned patient engagement across project

Selection of appropriate engagement model

Concept and hypothesis formulation together with appropriate patient partner
Ensure budget and compensation for patient engagement

Before start

e Together with patient reps assess TG needs and expectations

. e Adapt research and procedures where necessary
During e Assess impact of patient engagement already in middle and at end of project

project

e Communicate and disseminate project results
Beyond e Engage with community to implement results

project
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Thank you!

Network of Patient Organizations in Latvia
Baiba Ziemele

+371 29 157 967
baiba.z@pacientu-organizacijas.lv




