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PROGRESSIVE SUPRANUCLEAR PALSY ( PSP )

The condition

· PSP is a progressive neurological and inevitably fatal disease

· There is currently no known cure or viable medication

· It generally affects people over the age of 60 but has been known to occur at a younger age.

· Lifespan after onset of symptoms is approx 5-7yrs but early diagnosis is rare and many patients die within 2-3yrs after correct diagnosis. 

· Symptoms are varied and in early stages tend to generate falls( usually backwards),progressing to difficulties with speech and swallowing, vision , continence and mobility whilst the intellect generally remains intact.

Prevalence    

· According to recent research the prevalence is thought to be 6 per 100,000 which would relate to approx 303 people living with PSP in the South West but leading neurologists believe this number to be seriously understated as many are misdiagnosed or not diagnosed at all.

         The impact on health and social care services

           Any person living with this disease- whether diagnosed or not- will need to have call on many and varied members of the health and social care professions including:

· Neurology consultant, specialist nurse, 

· Occupational therapist

· Physiotherapist

· Speech and Language therapist

· Dietician

· Continence advisor

· Palliative Care services

· Paid carers – for direct care or respite

· Social service provision of  mobility equipment and home-safety equipment

In latter stages of the disease there will probably be a requirement for funding from the Continuous Care budget which needs to be better accessed.

The organisation
The PSP Association is an advocacy organisation promoting research worldwide into PSP and providing information and support to afflicted families. Local support groups are organised wherever there are enough patients. There are currently 24 such groups across the UK – with more in the process of being organised. There are currently 6 groups in the South West

The PSP Association is a small charity but has recently funded 6 Regional Development Officers across the country – 1 of which has responsibility for the South West and is committed to raising awareness of this disease amongst the Health and Caring professions to facilitate earlier diagnosis and relevant treatment of the condition.
It has also funded 4 specialist nurses across the UK with one dedicated to the South West, who are available for advice and support on dedicated helplines and also provide in-depth training sessions when required. The PSP Association also supports people with Cortico Basal Degeneration ( CBD ) a much rarer but linked condition.

Further information is available on the Associations website – www.pspeur.org or by phone: 01327 322410 or email  psp@pspeur.org 
