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ABOUT THIS SURVEY

This survey was developed by the European Federation of Neurological Associations (EFNA) to assess the lived
experience of neurology patients and caregivers in accessing a diagnosis and care pathway in Europe.

EFNA represents 20 European and International associations across a wide variety of neurological disease areas,
such as multiple sclerosis, epilepsy, migraine and ADHD.

The aim of the survey was to identify, report and begin to address the varied challenges facing all affected by
neurological conditions, either as patients or caregivers, from diagnosis to care pathway.

Three focus groups were held with patients representing six countries and five disease areas. These patients co-
developed and reviewed the survey.

The survey had 1,085 responses, coming from 30 different European countries.
83% of respondents identified as female. 80% of responses came from people living with a neurological condition,
while 20% came from their caregivers. 85% of these caregivers were female.

This report presents the results of our research. Data generated through this survey will be used to support policy
and advocacy actions to address the unmet needs and challenges facing all affected by neurological conditions in
relation to diagnosis, treatment and care.

For more on this survey or EFNA’'s work, please visit efna.net or contact orla.galvin@efna.net.

KEY FINDINGS

Only 1 in 5 of those living with a neurological condition have access to affordable therapeutic interventions

that satisfactorily manage their condition.

92.4% of people living with neurological conditions would recommend that psychological support or

counseling be offered as a support to managing adjustments to life.

84.5% of patients indicated that doctors (general practitioners) do not know enough about their condition.
There is a small improvement in the perception of specialist doctors, yet a majority of patients (56.8%) indicated
that specialist doctors also do not know enough about their condition. These results highlight that improved
levels of education and training among healthcare professionals are needed.

89% of caregivers attend visits to doctors and healthcare professionals with their care recipient, and 39% of

caregivers believe they are not taken seriously when they express concern or query therapeutic interventions.

Collectively our full data set suggests there are some nuances to gender equity in neurology, most notably that
females are less encouraged to visit a doctor, while being more aware of their symptoms and more engaged
in research. Furthermore, our data highlights that the majority of those engaged in providing care are female
(85%). Men are shown to be less aware of their symptoms, less engaged in research and believe they have fewer

therapeutic opportunities.
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SURVEY RESULTS

Between February and May of 2022, 1085 responses to the survey were received from 30 European countries.

83% of the respondents identify as female and the majority were aged between 36 and 60 years old.

LEFT:

AGE OF PARTICIPANTS LIVING WITH A
NEUROLOGICAL CONDITION/AN EXAMPLE OF
NEUROLOGY THROUGH THE LIFE-COURSE

80% of responses came from patients and 20% came from caregivers.

Responses came from a diverse range of neurological conditions, though the greatest numbers came from the below
disease areas:

«  Chronic Pain

. ADHD

+  Restless Legs Syndrome (RLS)

«  Migraine or headache

«  Multiple Sclerosis (MS)

+  Myalgic Encephalomyelitis (ME)

RESPONSES FROM THE PATIENT COMMUNITY

92% of patient respondents had symptoms prior to their diagnosis. 81% of these people identified their symptoms
themselves, something which suggests those symptoms were noticeable and/or impactful.

Significantly more women (83.27%) than men (70.13%) first notice their symptoms themselves. Also, significantly
more family members first identify symptoms in men (15.58%) as opposed to women (6.85%). This suggests that
increased awareness and understanding is needed amongst men in particular.

Men are more than twice as likely to receive encouragement from their friends to go to the doctor or healthcare
professional (HCP) about their condition than women (23.68% vs. 9.72%), whilst more women (48.58%) than men
(40.79%) indicate that they receive no encouragement from anyone at all. From this we can see that when it comes to
health problems, men are taken more seriously than women from the time symptoms first appear.

People are shown to be hesitant to make initial contact with their doctors, with 40% of people reporting that they felt
they had to justify their visit to the doctor. This problem is exacerbated for women (41.82%), as opposed to 26.32% for
men. Overall 48.2% of people were to some degree dissatisfied with initial responses from their doctor or healthcare
professional about their health concerns. 50% of people DID NOT think they were given enough time to explain how
they were feeling to their doctor or healthcare professional. 54% indicated the response of the doctor or healthcare
professional DID NOT meet their expectations.
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LEFT:
SATISFACTION WITH THE INITIAL RESPONSE OF
DOCTOR OR HEALTHCARE PROFESSIONAL.

Significantly more women (82.41%) than men (71.05%) require a condition specific specialist.

Two-thirds of both men and women have to visit 3 locations (clinic sites or hospitals) to obtain a diagnosis for their
neurological disorder.

Of those who have received a diagnosis, significantly more women (39.02%) than men (28.9%) have had to wait more
than 1 year for their diagnosis.

There is a clear lack of awareness and understanding of neurological conditions. 84.5% of patients indicating doctors
(general practitioners) do not know enough about their condition. There is a small improvement in the perception of
specialist doctors, yet a majority of patients (56.8%) indicated that specialist doctors also do not know enough about
their condition. These results highlight that improved levels of education and training among healthcare professionals
are needed.

While 66.8% of patients report the payments for their doctor or healthcare professional visits are paid for by
government or national insurance schemes, 20.5% of patients pay in part themselves and 12.8% must pay in full
themselves. 13.16% are covered through private health insurances.

ACCESS, AFFORDABILITY, TREATMENT SATISFACTION

There are no treatment interventions
available to me for my condition.
27%

Treatment interventions are available, but | do not
have affordable access to treatment interventions
which satisfactorily manage my condition.
21%

Only 1in 5 people (21%) have access to therapeutic interventions which are affordable and satisfactorily manage their
neurological condition. 31% cite issues with lack of efficacy, 21% cite affordability issues and 27% cite a complete lack
of availability.

Men are shown to have a less positive view than women about the availability of medical treatments and medical
research.
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38% of men (compared to 25% of women) believe there are no treatments or interventions available to them. This
illustrates that targeted awareness campaigns may be necessary to improve men’s understanding of available
treatment options.

94.74% of men (and 81.24% of women) believe there is not enough research into their condition.

Men have significantly fewer opportunities than women to speak to their doctor or healthcare professional about their
treatment satisfaction. 20% of men have the opportunity less than once per year, compared to 10.85% of women.
Unsurprisingly, men are less satisfied (46%) about this opportunity than women (36%).

92.4% of people living with neurological conditions would recommend psychological support or counselling

should be offered to those living with a neurological condition as a support to managing adjustments to life.

RESPONSES FROM THE CARER COMMUNITY

217 caregivers completed the survey. The majority of these respondents - 85% - are female, showing that the burden
of care is falling disproportionately on women.

57.5% of the care recipients described in our survey are male and 41.5% are female.

AGE OF CARE GIVERS AGE OF CARE RECIPIENTS

The majority of caregivers are family members of the care recipient, with 67% being a parent, 2.6% a sibling and 10%
another family member.

The conditions most frequently lived with by care recipients were Autism, Epilepsy, Multiple Sclerosis (MS), Myalgic
Encephalomyelitis (ME/CFS) and Stroke.
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In just under half the situations reported (46.5%), it was the caregiver who first noticed symptoms in the care recipient.

Over one-third had reservations about making an appointment for an initial clinical visit, with 36% feeling that they
really had to justify their actions. Sadly, over half of caregivers (54.7%) report that the response of the doctor or
healthcare professional did not meet their expectations. 37% were unsatisfied and 17% were somewhat unsatisfied
that their concerns as a caregiver had been listened to.

Over 70% of respondents feel that general practitioners do not know enough about their care recipient’s condition,
while almost half (48.5%) indicated that even condition-specific specialists do not have sufficient levels of
understanding.

Almost 78% of care-recipients have required appointments with condition-specific specialists and over one-third
need to visit the specialist every six months. Whilst the majority (17%) waited 3-6 months for an appointment, 8% of
care-recipients waited between one and two years to see the required specialist.

When it comes to access, affordability and effective management by therapeutic intervention:

16% of carers are happy with access and affordability of therapeutic interventions for their care recipient

25% of carers say while treatment interventions are available, and there is affordable access to treatment
interventions; treatment intervention does not satisfactorily manage my care recipient’s condition.

17.9% of carers say while treatment interventions are available, there is no affordable access to treatment
interventions which satisfactorily manage my care recipient’s condition.

16% of carers say there are no treatment interventions available for my care recipient’s condition.
28.5% of carers did not have the opportunity to speak to a doctor or healthcare professional about treatment

satisfaction or to make adjustments to their care recipient’s treatment (medicine/side effects/treatment program etc).
For those who did have the opportunity, 39% were not taken seriously.

The costs associated with visits to doctors and specialists frequently falls to caregivers. Whilst over half of respondents
(52.4%) report that government systems pay these costs, 20.6% paid in part (either themselves or as a family) and
another 20.6% had to cover the costs in full.

80% of respondents feel that there is not enough research into the condition lived with by their care recipient.
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CONCLUSION

In conclusion, our research into diagnosis, treatment and care across neurology has identified some key actionable
areas for EFNA to consider going forward, in the areas of Research, Health systems, and Care.

Research:

Owing to the lack of affordable and accessible therapies, we as patient advocates call for funding for
research for neurological conditions. In addition to many neurological conditions having a higher incidence
in females, and in line with hundreds of patient and caregiver testimonies collected through this work;
it is essential to conduct research to support the development of therapeutic interventions designed for
women, and to be efficacious and flexible through all stages of reproductive health. This will also support

the management of conditions (adherence) by reducing unwanted side effects.

Health systems:

Our data highlights the need to advocate for better education and training for healthcare professionals to
understand and identify neurological conditions. This will help reduce the amount of time, the number of
clinics and physicians a person may need to visit to obtain a diagnosis. In turn this will reduce the burden
on health systems. We also call for an integrated healthcare approach, with particular emphasis on the
recommendation of 92.4% of patients and 94.5% of caregivers to provide psychotherapy or counseling to
support managing life with a neurological condition. All of this will alleviate some of the stigma, isolation

and uneasy feelings of having to justify why a person may need to visit a doctor or augment treatment.

(are:

79% of caregivers indicated they provided care to a family member; and 85% of care providers identified as
female. Women on average shoulder the biggest share of unpaid care work, women are the main providers
of informal care at home - 7.7 million women in Europe are estimated to be out of the labour market due
to care responsibilities.

We as EFNA will support the implementation of the European Care Strategy, including the availability of affordable
high-quality care services, to support women’s participation in the labour market. Throughout our research we noted
that owing to a lack of personnel and often the need for timely responses, many caregivers believe they are best placed
to take action in providing care. Therefore, we will also advocate for improved working conditions through higher
wages, and allowances and training opportunities for care providers to help tackle ensuing gender gaps in income and
pensions, thus contributing to improved gender equality. Finally, we support the strayegy’s ambition to combat gender
stereotypes by supporting a more gender-balanced sharing of care tasks and support actions to attract more men into
care jobs.
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Survey authored by Dr. Orla Galvin, on behalf of the
European Federation of Neurological Associations [EFNA].

Reviewed and approved by EFNA’s Gender Equity Focus Group.

For further information please visit our website at efna.net or
email orla.galvin@efna.net.
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Twitter: @EUneurology
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Instagram: @EUneurology
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