Innovative Approaches to Rare Diseases Research, Education and Awareness
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Background Rare Disease Symposium Collaborators

A rare disease symposium was organised on the
03rd of May 2018 in Dublin, to raise awareness
among healthcare professionals, policymakers
and the public about rare diseases and it impacts
on patients and their families’ lives. University
College Dublin hosted this open event which was
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which seeks to grow PPI competency across all : RDS 2018)
health and social care research in close
collaboration with the patient and public partners.
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Research 1

Parents experience of living with and caring for children
with MPS- rare diseases (2010-2016)
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Research 2 (IMPACT Study) SYMPOSIUM 4

Measuring the impact of caring for children with rare
diseases (Parents /HCPs)( 2017-Present)
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#~* Measuring the social needs of families of children with rare
=# diseases (2018-Present)

Research 4 (SAMPI) s

Giving voice to the children and their families with Rare Acknowledgement

Diseases (Sand Therapy, Arts, Music, Photo Voice, and Should you have any queries or require any further information please
Interviews) do not hesitate to contact us: email: rarediseasesymposium@ucd.ie



