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There are over 60 new diagnoses of spinal sarcomas each year in United Kingdom,

with many more patients living with the disease at various treatment stages. Spinal
sarcoma may present late in the disease course when patients develop neurological
deficits, impacting the disease's stage, the complexity of therapeutic procedures,
sife vival, and health-related quality of life.
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The aim of the spinal sarcoma PSP is to identify the unanswered questions
about spinal sarcomas from patient, carer and clinical perspectives and then
prioritise those that patients, carers and clinicians agree are the most
Important for research to address.
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The scope of the spinal sarcoma PSP is defined as:

patients living with spinal sarcoma identified through the five main clinical centres
treating this condifion in the UK including Birmingham, London, Manchester/Oswestry,
stle and Oxford
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12 monthly steering group meetings involving a small group of patients,
carers, clinicians and charities all with experience of spinal sarcoma.
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PSP SURVEY

PSP Survey
This is a national survey collating the views of the entire UK spinal sarcoma community.

We are seeking the input of all those working in or affected by spinal sarcoma, including families,
friends, carers and those bereaved by it. This is a unigue opportunity for you to have your say in

driving and shaping the future of research.

By participating in the survey, you are agreeing to have your priorities included in the UK Spinal
Sarcoma Priority Setting Partnership. All submissions will be anonymous and any personal
information will be kept confidential. Your research priorities will be analysed and published, but not

linked to you or your organisation.
For more information, download our Frequently Asked Questions here or contact Catherine, PSP

coordinator at rnoh.spinal_sarcoma_psp_coordinator@nhs.net to request instructions on how to

access the survey in another language or format.
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Hanny Anwar & David Baxter — SSPSP Leads
Maryrose Tarpey — James Lind Alliance Advisor
Catherine Siddiqui- SSPSP Coordinator

SP_(@spinesarcoma) / Twitter



https://twitter.com/spinesarcoma
https://www.youtube.com/watch?v=BGuTYf5iJQQ
mailto:Rnoh.spinal_sarcoma_PSP_coordinator@nhs.net
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