EUR OPEAN FEDERATION OF NEUR OLOGICAL ASSOCIATIONS

SURVEY OF YOUNG EUROPEANS AFFECTED BY NEUROLOGICAL CONDITIONS
including Chronic Pain

The Biggest Issues
Background & Aims
EFNA represents 20 European and International
associations across a wide variety of neurological
disease areas, such as Chronic Pain, Multiple Sclerosis,
Epilepsy, Migraine and ADHD.
Consensus among our members is that young people
are currently under-represented in their associations. It
is also felt that the issues facing young people affected
by brain and brain-related disorders are not getting
the public or political attention they should.For these
reasons EFNA has chosen to focus attention on young
neurology patients during 2018-2019.
To best assess the issues that should be explored as part
of this work, EFNA conducted a pan-European online
survey of 18 – 35 year olds living with neurological
disorders. The survey explores problems faced by this
age group, as well as their feelings around levels of
understanding of their disorder and their engagement
in advocacy work or patient groups.

These are the biggest issues facing 18 - 35 year olds living with
neurological disorders in Europe today, according to our survey:
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Discrepencies were seen between disease areas
in terms of access to education, employment,
medication and specialist care:
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Summary
Between March 12th and May 15th 2018, 1368
responses were received from 39 countries. Almost 80%
of the respondents were female, with the majority of the
responses coming from the areas of: Multiple Sclerosis,
Myalgic Encephalomyelitis, Chronic Pain and Migraine.
All are largely ‘invisible illnesses’ with symptoms such
as pain and fatigue featuring prominently.
Two of the biggest issues for respondents are
‘isolation’ and ‘stigma’. This could be attributed to
the lack of public understanding of brain disorders.
Overall, respondents placed understanding of both
brain disorders (in general) and their conditions
(specifically) at 2.5 – on a scale of 1-10, with 10 being
full understanding. A lack of understanding was also
clearly shown amongst family, friends and employers.

awareness campaign
Given the results of this survey, EFNA has undertaken a public awareness
campaign that aims to highlight the unmet needs of patients- their
#BrainLifeGoals.

Interestingly, the top ranked issue was ‘access to
medication/treatment’. This is despite the fact that over
70% of respondents take prescribed medication, and
just under 70% see a specialist/neurologist. However,
when asked what changes could improve the lives
of respondents, many listed: a cure, more effective
medication or medication with fewer side-effects. This
seems to suggest that although these young patients
have access to treatment it is often not optimal.

#BrainLifeGoals are fundamentally important things – such as to walk without
pain, have access to employment, or to live a life free of stigma, that can be taken
for granted by those unaffected by brain disorder.
Patient advocates are encouraged to participate
in the campaign by sharing their own wishes
alongside the #BrainLifeGoals hashtag.
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