Renal Genomics Community of Practice -

Key Learning Points Summary

This session focused on the use of preimplantation genetic testing (PGT) in renal genomics, bringing together both
clinical perspectives and real patient experiences. A key theme throughout was how important it is to support families
not just medically, but emotionally, with clear communication and strong teamwork across services.

[PGT in Renal Genomics \

PGT gives families affected by inherited kidney conditions the chance to make informed decisions about future
pregnancies.

It can significantly reduce the likelihood of passing on a known genetic condition. However, it's important that
PGT is discussed alongside other reproductive options, with counselling tailored to each family’s individual needs,

\ values, and circumstances. ‘

Understanding the Patient Experience
Hearing directly from patients reinforced that the PGT journey can be complicated and emotionally challenging.
What matters most to families is:
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motional impact and challenges 00o Working together across specialties
PGT and fertility treatment don’t always lead to Everyone agreed good outcomes rely on strong
success, and that uncertainty can be really tough for multidisciplinary working. Genetics, nephrology,
patients and their families. fertility teams, embryology, counselling and lab
The discussion highlighted: services all play a role.
« The emotional strain of ongoing treatment
» The impact of repeated cycles and long waiting When these teams work closely together, it creates a
periods more seamless experience for patients and helps
e The need for continued support, even when ensure continuity of care.
things don’t go to plan
Many patient experiences reflected a huge amount
Qf resilience and determination. ) \ )

Resources and next steps:

Following the meeting, we would encourage you
to explore additional resources by:

You can also take a look at the following educational
resources:

Register with NHS Futures + GeNotes has produced a helpful clinician summary

\/ 9! i HE of PGT with lots of useful links: Preimplantation
v/ Join the Renal Genomics Community of Practice genetic testing — Knowledge Hub _ _

e Guys PGT service: Pre-implantation genetic testing

These provide useful guidance, updates and

support for improving genomic care in practice. Foundation Trust
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https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.genomicseducation.hee.nhs.uk%2Fgenotes%2Fknowledge-hub%2Fpreimplantation-genetic-testing%2F&data=05%7C02%7Csarina.shah1%40nhs.net%7C7c6508fea5fa4d68412508deb7f10ab4%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C639150443064867816%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=KtJHRndGZ3VcmMPhPn5zBb3tT6fr%2BuFehU5T09PNJ3s%3D&reserved=0
https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.genomicseducation.hee.nhs.uk%2Fgenotes%2Fknowledge-hub%2Fpreimplantation-genetic-testing%2F&data=05%7C02%7Csarina.shah1%40nhs.net%7C7c6508fea5fa4d68412508deb7f10ab4%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C639150443064867816%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=KtJHRndGZ3VcmMPhPn5zBb3tT6fr%2BuFehU5T09PNJ3s%3D&reserved=0
https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.guysandstthomas.nhs.uk%2Four-services%2Fpre-implantation-genetic-testing-pgt-msr&data=05%7C02%7Csarina.shah1%40nhs.net%7C7c6508fea5fa4d68412508deb7f10ab4%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C639150443064911093%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=wBC%2FtpH%2BKiDMXTH%2FzQcGre9TAqAVnbg%2BtQqomNFmnI8%3D&reserved=0
https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.guysandstthomas.nhs.uk%2Four-services%2Fpre-implantation-genetic-testing-pgt-msr&data=05%7C02%7Csarina.shah1%40nhs.net%7C7c6508fea5fa4d68412508deb7f10ab4%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C639150443064911093%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=wBC%2FtpH%2BKiDMXTH%2FzQcGre9TAqAVnbg%2BtQqomNFmnI8%3D&reserved=0
https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.guysandstthomas.nhs.uk%2Four-services%2Fpre-implantation-genetic-testing-pgt-msr&data=05%7C02%7Csarina.shah1%40nhs.net%7C7c6508fea5fa4d68412508deb7f10ab4%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C639150443064911093%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=wBC%2FtpH%2BKiDMXTH%2FzQcGre9TAqAVnbg%2BtQqomNFmnI8%3D&reserved=0
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