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The IGA will be celebrating 30 years of serving the international Gaucher
community in 2024.

Founded in Trieste in October 1994 as the European Gaucher Alliance, the IGA has
evolved to become the go-to international organisation for Gaucher patients and their
families, offering support and advice, and lobbying the pharmaceutical industry and
governments on their behalf.

The Gaucher world has changed beyond all recognition since then, and throughout next
year we will be celebrating the many achievements of the IGA and the contributions it has
made to achieve better patient outcomes. We have many events planned, and we will be
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asking for your help by sharing your memories and how that IGA has supported you and
patients in your country.

Keep an eye on our website in the new year for details.

Towards Diagnosing Rare Diseases

Referral Behavior of Physicians in Europe
The IGA recently participated in a study led by Cerner Enviza to investigate the
referral behavior of primary care physicians (PCPs) and specialists when encountering
patients with undiagnosed symptoms.

The study concluded that:

• Differences in referral behavior exist among PCPs and specialists, within specialties, and
across countries.

• PCPs are far less likely than specialists to suspect a rare disease when encountering
symptoms they cannot diagnose.

• Specialists tend to refer patients after the initial visit more often than primary care
physicians, when unable to diagnose a disease.

• Waiting for (or inconclusive) test results is the main reason for referral delay, followed by
long waiting lists and preferring to watch and wait.

• Improved referral procedures could potentially benefit patient care by reducing time to
diagnosis.

The study was presented as a poster at the International Society for Pharmacoeconomics
and Outcomes Research (ISPOR) meeting in November.

View the poster

Volunteer Spotlight

Carolina Toneloto

Carolina Toneloto mora no Brasil e foi diagnosticada com
Doença de Gaucher tipo 1 aos 30 anos. É socióloga e
professora, com tese de doutorado em saúde pública
sobre narrativas da experiência da Doença de Gaucher
em pacientes no Brasil.

Ela também é pianista e bailarina, e acredita fortemente
no poder da troca de experiências e da educação em
saúde para que a experiência com o adoecimento se
torne mais fácil e leve.
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Carolina Toneloto lives in Brazil, and was diagnosed with type 1 Gaucher Disease at the
age of 30. She is a sociologist and professor, with a PhD in public health on narratives of
the experience with Gaucher Disease in patients in Brazil.

She is also a pianist and ballerina, and strongly believes in the power of exchanging
experiences and health education so that the experience of illness becomes easier and
lighter.

Please contact us if you are interested in volunteering with the IGA..

Join us on Threads.

International Gaucher Alliance

https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTc2JmQ9dDVjOHgxYg==.KUwAu4uZ5J_MjeDdbXwK0P4Z7DBi6p7XdNRN9312udg
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTc2JmQ9dDVjOHgxYg==.KUwAu4uZ5J_MjeDdbXwK0P4Z7DBi6p7XdNRN9312udg
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTgyJmQ9YTBxOGg4dg==.McArv9QRzDZ6RT0ckFKzmJ7spnxxx-Etuf0FIgq8rv0
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTgyJmQ9YTBxOGg4dg==.McArv9QRzDZ6RT0ckFKzmJ7spnxxx-Etuf0FIgq8rv0
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTg3JmQ9aDdnM202Zw==.mPLIRDS9xl17a37KrmNjpPDRQrbyJg7FxeF847sLRn0
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTg3JmQ9aDdnM202Zw==.mPLIRDS9xl17a37KrmNjpPDRQrbyJg7FxeF847sLRn0
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTk0JmQ9ejdoNXI1ag==.-bN_rAtPrknq6shw26Lc9dnQCZPXXMzytJ7r_Y-DFuw
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTk0JmQ9ejdoNXI1ag==.-bN_rAtPrknq6shw26Lc9dnQCZPXXMzytJ7r_Y-DFuw
https://www.google.com/maps/search/86-90+Paul+Street,+London+United+Kingdom?entry=gmail&source=g
https://www.google.com/maps/search/86-90+Paul+Street,+London+United+Kingdom?entry=gmail&source=g
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2OTQzJmQ9dzhrN3A0bA==.RatLpQrZsanR2nC2vmd1OiEZa4L4qrxc30_x0-nYcgU
mailto:admin@gaucheralliance.org
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTYyJmQ9bjJxMGQ4cw==.3BHlz1xfZHg2EV-CnyKMohiBc-z31SUZM-Ew4xbcsAU
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTYyJmQ9bjJxMGQ4cw==.3BHlz1xfZHg2EV-CnyKMohiBc-z31SUZM-Ew4xbcsAU
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTcwJmQ9ZTNrOGsyZg==.AmRDHrHEkh-Il3v_RvtPr8XiMwzx4u7T0M6b4M3ItMw


01/03/2024, 09:26 Gmail - December 2023 Newsletter from the IGA

https://mail.google.com/mail/u/3/?ik=8068ba4073&view=pt&search=all&permthid=thread-f:1785790809873367277%7Cmsg-f:178579080987336… 5/5

https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTk5JmQ9ajdhN2IydQ==.cCdf-SC2EFHGfGP9RmRJaFAmx7LBBH0aSgHRoBClqUE
https://click.mlsend.com/link/c/YT0yMzczOTQyNzMxNjQ4MDE1MDg3JmM9ZTd6NCZlPTAmYj0xMjU5NjA2NTk5JmQ9ajdhN2IydQ==.cCdf-SC2EFHGfGP9RmRJaFAmx7LBBH0aSgHRoBClqUE

