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An Introduction:

Achieving a diagnosis of NP-C can be challenging in patients of any age, however it can be especially so in adult patients.  Symptoms of NP-C can be variable and may appear at any point from adolescence onwards. In many cases, isolated symptoms may not be recognised or associated with the condition.  
NP-C is now understood to affect all age groups, where previously it was thought to be a disease of childhood. Therefore, use of the expression “Childhood Alzheimer’s” does not appropriately describe or help to explain the effects or impact of NP-C.  Although those affected by NP-C may develop dementia as a symptom of the disease, the cause is different to that of Alzheimer’s.

Achieving earlier diagnosis for the adult form of NP-C would enable patients to access expert care, support and treatment.  This may help to slow disease progression, reduce the effects of challenging symptoms, such as dementia, and lead to a better quality of life over a longer period of time.

“Forgotten Youth” has been produced by NPSuisse in collaboration with the INPDA and aims to raise awareness of the challenges faced by adults living with NP-C, providing much-needed insight into a rare issue within a rare disease.  The film builds on the success of the INPDA-led Campaign, “Think Again.Think NPC” which aims to improve time to diagnosis by raising awareness of the signs and symptoms of NP-C amongst the health professional community.

“Forgotten Youth” particularly highlights the challenge of dementia in NP-C. The film is suitable for everyone – for affected families, health and social care professionals, those working in the scientific field or those working to support patients. 

The film is available in three languages: English, German and French.  Please take a moment to watch, share and help us broadcast the strong message of the “Think Again. Think NP-C” Campaign.  Your help could change the future for patients affected by this rare disease.
We would be interested in receiving your thoughts and comments regarding the film and, if you have experienced similar issues, please feel free share these with us. Email Christoph at: christoph.poincilit@inpda.org

English: https://vimeo.com/196254292
Deutsch: https://vimeo.com/192262954
Français: https://vimeo.com/190469389
