New Rare Disease UK report highlights experiences of patients and families living with rare conditions
A new Rare Disease UK report highlights a number of worrying issues experienced by patients and families affected by rare conditions. The report, “Experiences of Rare Diseases: An insight from patients and families”,  deals with the views and experiences of 600 patients and families affected by over 100 different rare conditions on a wide range of topics ranging from research to diagnosis, and access to care, information, support and treatment. 

Although some patients and families indicated positive experiences of timely diagnosis and good quality care and support from the NHS, unfortunately this is not the case for the majority of patients and families with rare diseases. 

There are over 6000 recognised rare conditions each with different symptoms and prognoses, yet the publication highlights how patients and families frequently face common problems. Some of the problems highlighted by the report include:

· Significant delays in diagnosis. 

· Patients being misdiagnosed (often multiple times).

· Patients “rattling around the system” having to visit multiple specialists before receiving an accurate diagnosis.

· Difficulties in accessing information and support.

· Fragmented and poorly coordinated care. 

· Patients and families having to attend multiple hospital appointments often at a long distance from home.

· Problems during transition from paediatric to adult services.

· A lack of effective treatments.

· Inconsistencies in access to medicines.

· A lack of information and opportunities to be involved in research.

Rare Disease UK is the national alliance for all those with an interest in rare diseases brought together to campaign for a strategy for rare diseases.
The Chair of Rare Disease UK, Alastair Kent said:

“Many people living with rare diseases and their families have to go through years of medical tests and procedures before an accurate diagnosis can be made. Not only is it often a battle to get an accurate diagnosis, patients and families then struggle to find out the medical impact of a condition and how to manage it, on top of having to cope with day-to-day life without adequate support.

“The results of RDUK’s survey hammer home the need for a co-ordinated UK-wide strategy for the diagnosis, treatment and research of rare diseases. This is a hugely important issue that needs to be tackled; patients and families should not have to face an inequitable level of care from the NHS because they have the misfortune of their condition being rare.”
A copy of the report is available at: www.raredisease.org.uk/documents/RDUK-Family-Report.pdf
For more information, or to request a copy of the report, please contact Stephen Nutt: stephen@raredisease.org.uk 020 7704 3141.

