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Down syndrome (DS) is a chromosomal condition with single most common identifiable cause of learning difficulties.  Children with DS have well recognised special health care needs.   Evidence suggests that early screening, diagnosis and medical management of these problems can lead to early intervention and treatment with significant reduction in secondary disease and disability resulting in improved quality of life despite the genetic limitations.  These children, therefore, require long-term follow-up in dedicated specialist clinics.  This quality improvement project was undertaken because currently children in Newry and Mourne area (Northern Ireland) with DS don’t have their needs met in line with the national guidelines.  AIMS: To develop a patient centred high quality service in a specialist multidisciplinary DS clinic to ensure delivery of standardised, evidence based care in line with national standards.  The following quality improvement tools were used: fishbone diagram, purpose to practice, process flow analysis, parent questionnaire.
Following analysis of qualitative and quantitative audit data, gaps in the service for children with DS were identified. This quality improvement project resulted in the development of specialist multi-disciplinary Paediatric DS clinic with standardised, evidence based clinic templates and guidance on the basis of national standards. We believe this is first such service in Northern Ireland.   

The project information has been shared within internal organisation by communicating with all stakeholders via training events, process mapping workshops to encourage stake holders, leaders and team members in the multidisciplinary team to build on knowledge and trust.  We have also shared this information with patients and families.  Other methods used are the trust newsletter, audit presentation in scientific meeting and external conferences. Information leaflets and brochures have been developed in collaboration with children with DS.
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