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European Cancer
Patient Coalition

Special Newsletter focused on the Right to
Be Forgotten

Provide your feedback on an anonymous survey on the financial
impact of a cancer diagnosis

The Netherlands Cancer Institute is developing patient research on the financial effects of
a cancer diagnosis. This Institute, in collaboration with the German DKFZ Heidelberg, would like
to learn more about the financial effects of a cancer diagnosis and how (former) cancer patients
feel about this additional burden. The survey is anonymous, and the results are intended to help

improve future cancer care.

Please provide your feedback here (The survey is available in all EU languages)


https://data.castoredc.com/survey/3P9XZWD8
https://ecpc.org/policy/the-right-to-be-forgotten-a-new-research-project/
https://data.castoredc.com/survey/3P9XZWD8
https://mailchi.mp/487cc816e184/vote-the-right-to-be-forgotten-on-the-conference-on-the-future-of-europe-4762751
http://eepurl.com/hH_mVX
https://us9.campaign-archive.com/home/?u=dd2299bd50502b638421e676e&id=35077dc183
https://us9.campaign-archive.com/feed?u=dd2299bd50502b638421e676e&id=35077dc183
javascript:;

Subscribe Past Issues Translate ¥

European Cancer
Patient Coalition

to Be Forgotten acs Europe

We are pleased to announce that the Right to Be Forgotten has been approved in Portugal

and it will be implemented by January 2022.

On 14th May, two Portuguese parties - the Socialist Party and the People, Animals and Nature
Party- presented two law projects. On the same day, the parliament voted for one of the two
proposals. Since then, the law-making was ongoing undertaking discussions with the relevant
stakeholders, including cancer patient’s organisations and the Portuguese doctors' association.

Finally, on the 22nd October, the Portuguese Parliament voted and approved it.

The final version of the law approved is available here (in Portuguese).

By January 2022, Portugal will become the 5th country to ensure cancer survivors access
to financial instruments. One step towards the implementation of the Right to Be Forgotten

across Europe.

Watch the video from Acreditar (Association of Parents and Friends of Children with cancer)

During the Sixth National Conference “The


https://app.parlamento.pt/webutils/docs/doc.pdf?path=6148523063484d364c793968636d356c6443397a6158526c6379395953565a4d5a5763765130394e4c7a5644543059765247396a6457316c626e527663306c7561574e7059585270646d46446232317063334e686279387a5a6d466b5a4468695a4330355a6d4d314c54517a4d3259744f545a6d4f43316a4e3255794f4455325a47526b4d4751756347526d&fich=3fadd8bd-9fc5-433f-96f8-c7e2856ddd0d.pdf&Inline=true
https://sicnoticias.pt/tenho-cancro-e-depois/e-depois/as-historias/2021-09-05-O-direito-ao-esquecimento-para-os-sobreviventes-de-cancro-infantil-ede29467
https://mailchi.mp/487cc816e184/vote-the-right-to-be-forgotten-on-the-conference-on-the-future-of-europe-4762751
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against Leukemia, Lymphomas and

Myeloma, the Right to Be Forgotten for

cancer survivors was introduced as a

policy topic in a panel attended by MEP
Alessandra Moretti, Grazia Scocca (ECPC
Legal Specialist) and other relevant ltalian

experts.

On the same occasion, the results from a survey addressed to haematological patients were
presented. Data showed that around 13% of them experienced issues in access to financial

services and around 65% declared to be in favour of a law on the Right to Be Forgotten in Italy.

Watch the recording of the event (in italian)

The Sub-group on Cancer under the Steering Group on Health
Promotion Disease Prevention and Management of Non-
Communicable Diseases discussed the issue about the Right to Be
Forgotten


https://www.ail.it/about-us
https://vimeo.com/609690371
https://ec.europa.eu/health/sites/default/files/non_communicable_diseases/docs/ev_20210923_flash_en.pdf
http://eepurl.com/hH_mVX
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On the 23rd September, the Sub-group on Cancer under the Steering Group on Health
Promotion Disease Prevention and Management of Non-Communicable Diseases
discussed the issue about the Right to Be Forgotten in the context of fair access to

financial services for cancer survivors.

The meeting_report announced a study activity will be conducted to assess the situation in

the EU Member States and also a stakeholder consultation to heard from broader audiences
regarding the need for EU-level action to ensure equitable access of cancer survivors to financial
products. These activities will take place in November 2021 with a final report delivery date

scheduled for February 2022.

The Right to Be Forgotten debated in the ESMO 2021 Patient
Advocacy Track


https://ec.europa.eu/health/sites/default/files/non_communicable_diseases/docs/ev_20210923_flash_en.pdf
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15:10-16:10 The burden of cancer: Cancer’s financial toxicity and the right to be forgotten
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Ending Cancer Patients’
Discrimination, Reducing the
Burden of Financial Toxicity, and A
the Adoption of the Right to Be
Forgotten

Grazia Scocca

Ending cancer patients’
discrimination, reducing the burden
of financial toxicity, and the
adoption of the right to be forgotten

ESMO 2021-Patient Advocacy session
Grazia Scocca, PhD, J.D.
ECPC Legal Specialist
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The burden of cancer: cancer’s financial toxicity and the Right to Be Forgotten was the

main topic of the first panel of the ESMO 2021 Patient Advocacy Track.

Grazia Scocca (ECPC Legal specialist) contributed to the discussion with an overview on the

Right to Be Forgotten, the content of the project and the role played by the European Union.
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