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Introduction 
 

The European Federation of Neurological Associations (EFNA) is committed to amplifying the 

voices of those with neurological conditions. As part of our mission, we conducted a 

comprehensive survey to uncover the invisible issues faced by this community- issues that 

remain largely unrecognised by the general public, policymakers, and health system leaders. 

With 4,687 responses, this survey provides critical insights into the societal, financial, physical 

and mental challenges associated with having a neurological condition. These challenges 

extend far beyond health; affecting access to education, employment, and insurance, while 

perpetuating stigma, discrimination, and isolation. Invisible issues such as sleep disturbances, 

mental health struggles, and pervasive fatigue further compound the difficulties faced by this 

population. 

By presenting this data, we aim to shed light on the lived experiences of those with 

neurological conditions, providing the figures and statistics necessary to drive meaningful 

discussions and action among all stakeholders. Recognising the dynamic nature of these issues, 

EFNA intends to repeat this survey in five years to track progress and identify emerging trends. 

 

*Please note data in graphs and figures are rounded to the nearest whole number. 
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KEY FINDINGS 
  

• 84% of people indicate they experience stigma as 

a direct result of their neurological condition. 

 
• The top 3 areas where people experience stigma 

are: Interaction with medical professionals 46%, In 
employment 19%, Interaction with the public 11%.  
 

• 35% of people frequently are made to feel that it is 
their fault they have a neurological condition. 
 

 
• The top 3 invisible physical issues are fatigue (85%), pain 

(74%) and sleep issues (74%). 

 

• Health literacy in healthcare is important: 85% report 

medical professionals did not believe the extent or 

severity of their symptoms. 83% did not receive 

adequate treatment because they were not taken 

seriously. 
 

• Health literacy among patients is important: 56% had difficulty 

describing symptoms to their doctor, which, in part, led to 67% 

of people being initially misdiagnosed!  
• 71% of people with a neurological condition have 

had to adjust their role or work schedule 

because of their condition, of which only 35% 

report that their employer was 

accommodating of this change. 
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Demographic Information 
 

                

 

 

 

 

 

 

 

Figure 1a. Gender Breakdown    Figure 1b. Patient/Caregiver Breakdown 

 

We observed the typical gender response breakdown for our surveys, with 81% females, 18% 

males and 1% other (Figure 1a). Most respondents were people living with neurological 

conditions (91%), with the remaining 9% being caregivers (Figure 1b). For this report, people 

living with neurological conditions may be referred to in graphs and figures as patients. 

Adults (those aged over 18) were eligible to 

take part in the survey. It is notable that only 

16% of respondents were over the age 65, 

indicative that neurological conditions are not 

‘conditions of the elderly’. 47% of 

respondents were from the 35-54 age range. 

These are important years in peoples’ working 

lives as it is the demographic typically 

associated with higher-income earners and 

the socioeconomic impact neurological 

conditions have on this age group will be 

significant. 

Respondents could indicate one or more 

neurological conditions that they are affected 

by. The survey had an extremely high number of responses from people who identified as living 

with myalgic encephalomyelitis/chronic fatigue syndrome (ME/CFS) and no other neurological 

condition. For this reason, we excluded responses from people who indicated ME/CFS and no 

Figure 2. Age Range Breakdown 
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other neurological condition (1,235 responses). Responses from those who indicated 2 or more 

neurological conditions, with one being ME/CFS, were included. This places the response rate 

of ME/CFS in line with contributions from the other conditions such as chronic pain and 

migraine.  

The following data is based on the responses of 3,452 participants. The majority of responses 

were from those living with one or more neurological conditions such as ME/CFS, chronic pain, 

migraine, restless legs syndrome, neuropathy, ADHD, followed by scoliosis, functional 

neurological disorders, disc disease, and post-polio syndrome. There was a significant response 

from rare neurological conditions, most notably dystonia and myasthenia gravis. Each other 

neurological condition such as Parkinson’s disease, multiple sclerosis, epilepsy, stroke, ataxia, 

Charcot-Marie Tooth (CMT) etc represented 5% or less of the overall response rate. 

The most common ‘other’ neurological condition is long COVID (4.3%). While fatigue is 

associated with many chronic neurological conditions, the high levels of fatigue reported may 

have been exacerbated by the high levels of long COVID among respondents (4.3%), as 

compared to an average 1.8% of the general population, as published in the Lancet in 2024.  

Another major issue was identified within the ‘other’ category of potential neurological 

conditions, as illustrated by the word cloud below, with 3.8% responding that they also live 

with postural orthostatic tachycardia syndrome (POTS). This could be owing to the high level of 

POTS reported as a comorbidity among people with ME/CFS. 

 

Image 1. Word Cloud of Other Neurological Conditions people are affected by 

 

The survey was made available in 8 languages, leading to responses from 41 countries across 

Europe. The greatest number of responses were from 7 countries: Germany 26%, Sweden 13 

%, United Kingdom 9%, France 8%, Netherlands 8%, Ireland 7% and Spain 6% (these are in 

shown in bold in Table 1, available in the appendix, where the full list and actual numbers have 

been outlined). Please note that percentages are rounded to the nearest whole number. 
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The invisible physical issues that people living with neurological conditions deal with most 

often are: 

 

Issue Frequency Frequency Total 

 Very Often % Often % % 

Fatigue 61 24 85 

Pain 51 23 74 

Sleep 44 30 74 

Cognitive issues 36 29 65 

GI tract/urinary issues 26 27 53 

Dizziness/Balance 21 29 50 

Mental Health 15 20 35 

Sexual Health 15 15 30 
 

Table 2. Invisible physical issues that people living with neurological conditions deal 
with most often 

 

When asked to identify any other invisible issues, the most common other issue was ‘brain fog’ 

(mentioned 56 times). This could be as a result of long COVID. Reflecting on the physical 

invisible issues alone, it is unsurprising that with such high rates of fatigue (85%), pain (74%) 

and sleep issues (74%), over one-third (35%) of people living with neurological conditions also 

report that their mental health is impacted. 
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STIGMA 
41% indicated they experience stigma a little, while 43% experience it a lot. 

 

PEOPLE REPORT THE TOP ROOT CAUSES OF STIGMA ARE: 

• The invisible nature of the condition 36% 
• The lack of understanding 25% 
• Misconceptions/myths about the condition 18% 
• The symptoms of the condition 9% 
• The name of the condition 7% 
• Simply because it is a neurological condition 4% 

 
 
 

Based on these results, particularly noting the 25% lack of understanding and 18% 
misconceptions (totalling 43%) - a major reduction in stigma could be derived from improved 
health literacy, awareness raising, understanding and communication about neurological 
conditions. This is in line with WHO’s IGAP strategic objective 1: for all countries to have at 
least one neurological awareness campaign. 
 
 

 
 

PEOPLE REPORT THE ASPECTS OF LIFE MOST 
AFFECTED BY STIGMA ARE: 
 

• Interaction with medical professionals 46% 
• In employment 19% 
• Interaction with the public 11% 
• Interaction with family 8% 
• In friendships 6% 
• In romantic relationships 6% 
• During education 4% 

 
 

 

Stigma and isolation manifest in many ways, as shown in Table 3 below: 
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Because of my 
neurological 
condition….. 

Sometimes 
% 

Often  
% 

Always  
% 

Combined 
often or 
always % 

Some people seemed 
uncomfortable with me 

45 24 4 28 

Some people avoided me 32 23 3 26 

I felt left out of things 29 40 14 54 

People were unkind to me 34 15 2 17 

People avoided looking at 
me 

23 9 1 10 

I felt embarrassed  29 23 11 34 

People acted as if it was 
my fault I have my 
condition 

30 29 6 35 

 
Table 3. The manifestation of stigma and isolation 

Next we will take a closer look at these issues, starting with healthcare and noting that 46% of 

people indicate this is the aspect of their life where they experience the most stigma. 

 

HEALTHCARE 
85% report medical professionals did not believe the extent or severity of their symptoms. 83% 

did not receive adequate treatment because they were not taken seriously. 56% had difficulty 

describing symptoms to their doctor, which, in part, led to 67% of people being initially 

misdiagnosed! These results also indicate that improved health literacy and education among 

both clinicians and the general public could support improvements in diagnosis and reduce 

stigma. 

The second most problematic area where people living with neurological conditions 

experience stigma is in employment (19%). 

 

EMPLOYMENT 
71% of people with a neurological condition have had to adjust their role or work schedule 

because of their condition, of which only 35% report that their employer was accommodating 

of this change. 67% indicated their neurological condition has made work life more difficult. 

Understandably, this can have financial implications.  
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Stigma and discrimination are evident in the responses regarding the financial implications of 

living with neurological conditions too, as evidenced by the following results: 

• 74% indicated living costs are higher due to their neurological condition. 

• 72% indicated their condition had a negative impact on their income. 

• Of those who applied for mortgages or insurance 37% were denied because of their 

neurological condition! 

• 37% live in fear of losing their job. 

 

DISABILITY 
• Only 40% of people indicated there is disability benefit available in their country for 

their neurological condition. 

• Of those who applied for disability benefit only 61% were able to receive it. 

 

EDUCATION 
The area of life where the least amount of stigma was encountered was during education (4%). 

However, 75% of people indicated that their neurological condition made education more 

difficult. 54% indicated building and maintaining friendships in the education environment was 

difficult because of their condition. Remarkably, only 17% indicated that teachers/lecturers 

were understanding. 

 

RELATIONSHIPS WITH FAMILY & FRIENDS 
One might anticipate greater understanding and accommodation among family and friends. 

However, the results indicated these types of relationship are not always the ‘safe zones’ they 

could be. 36% were excluded from invitations to social events due to their neurological 

condition. 85% chose not to attend social events due to their neurological condition. Only 35% 

are always happy to talk to their family and friends about their condition. Among parents who 

have a neurological condition, 31% were made to feel inadequate because of it. 
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CAREGIVERS 
Many of the 250 respondents who answered the survey as caregivers, were also parents 

(150/60%). 

• 50% of caregivers indicate due to caregiving they cannot have employment. 

• 62% indicate being a caregiver has a negative impact on income. 

• Only 33% of caregivers can receive caregiver benefits. 

• 31% rarely get enough sleep, with 47% sleeping less than 6 hours each night. 

 

SLEEP ISSUES 
Beyond caregivers and parents, sleep issues are prevalent among most people living with 

neurological conditions. 

• 71% rarely or never feel refreshed after sleep. 

• 51% often or always have difficulty falling asleep. 

• 48% rarely or never get enough sleep. 

• 40% most often get less than 6 hours sleep. 

Lack of sleep can lead to further health problems, the details of which are beyond the scope of 

this report. In Table 4, below, sleep is shown to be the third most debilitating invisible issue 

when it comes to the ability to complete daily tasks. 

It was reported that the invisible issues that inhibit a person’s ability to do daily tasks are: 

 

Issue Frequency Frequency Total 
 Every day % Often % % 

Fatigue 60 24 84 

Movement Issues 40 25 65 

Sleep 35 29 64 

Pain 38 23 61 

Dizziness/Balance 20 14 34 

Speech issues 8 16 24 

 
Table 4. The frequency with which invisible issues affect people’s ability to do everyday tasks 
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conclusion 
These results indicate that solutions to address fatigue, movement issues, sleep, and pain are 

essential to improve the quality of life of people with neurological conditions. When it comes 

to therapeutic interventions, it is apparent that measuring these debilitating issues is an 

essential requirement for assessing therapeutics. As such, tools and measurements should be 

developed and optimised with patient involvement to ensure meaningful patient outcomes. 

The results suggest that the top three causes of stigma are a lack of education or awareness of 

neurological conditions ((i)the invisible nature of the condition - 36%, (ii) the lack of 

understanding - 25%, (iii) misconceptions/myths about the condition - 18%). 

Educating the general population about neurological conditions and improving health literacy 

will help reduce stigma within the general population in all areas of life- education, 

employment, and society. This, in turn, would help to improve the mental health impact of 

having a neurological condition.  

An actionable first step to address the major findings of this report is to increase health literacy 

about neurological conditions among patients, caregivers, healthcare professionals, and the 

general public. This will empower patients, caregivers, and clinicians to enhance 

communication about neurological conditions, contributing to better diagnostics, outcomes, 

overall care and improved brain health, in line with the WHO’s Intersectoral Global Action Plan 

on Epilepsy and other Neurological Disorders (IGAP) and the Brain Health Mission. 

Specifically, improved health literacy will enhance the ability of patients and caregivers to 

describe symptoms more accurately, aiding in better diagnostics and proposing meaningful 

patient outcome measures from a patient-centred perspective. 

This would also allow neurological communities to share practical strategies for maintaining 

brain and neurological health and wellness. 
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APPENDIX 

 
Table 1. Response Rates by Country 

 

Country Percentage of Total Actual Number 
Albania 0% 1 

Armenia 0% 1 

Austria 3% 155 

Azerbaijan 0% 1 

Belarus 0% 1 

Belgium 2% 12 

Bosnia and Herzegovina 0% 5 

Bulgaria 0% 3 

Croatia 1% 27 

Cyprus 0% 2 

Czechia 0% 3 

Denmark 2% 85 

Finland 1% 39 

France 8% 382 
Germany 26% 1,223 
Greece 0% 22 

Hungary 0% 2 

Iceland 0% 11 

Ireland 7% 338 
Italy 3% 150 

Lativa 0% 1 

Lithuania 0% 3 

Luxembourg 0% 5 

Malta 0% 2 

Moldova 0% 1 

Monaco 0% 1 

Montenegro 0% 4 

Netherlands 8% 372 
North Macedonia (formerly Macedonia) 0% 1 

Norway 3% 127 

Poland 1% 36 

Portugal 1% 61 

Romania 2% 89 

Serbia 0% 9 

Slovakia 0% 1 

Slovenia 0% 23 

Spain 6% 303 
Sweden 13% 596 
Switzerland 2% 77 

Turkey 0% 1 

United Kingdom (UK) 9% 411 
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