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Access to Services

30% waited more than 12 months to see a neurologist to have 
their condition diagnosed

Respondents reporting they could not access this service even 
though they need it:

Counselling (22%) physiotherapy (18%) and psychology 
(18%), nurse specialists (15%), adaptation to their home 
(14%), neuropsychology (12%), neurorehabilitation, home 
care support and case management services (11%). 

Paying out of their own pocket for basic services 

Respondents paying entirely out of their pocket 

 GP services (50%), MRI scan (37%), consultant 
neurologist (32%) and physiotherapy and medications 
(27%). 

Respondents paying more than €100 per month

Physiotherapy (11%) and medications (10%). 

Employment

20% experience significant difficulties in the workplace 
because of their neurological condition. 

19% had not disclosed their condition to their employer.

78% of those not currently in paid work had to give up work 
because of their neurological condition 

Impact of Living with a Neurological Condition

Most frequently reported challenges include:

Not being able to work as a result of their neurological 
condition, pain, financial hardship as a result of their 
neurological condition, social isolation, difficulties in personal 
relationships and lack of awareness/understanding of their 
condition. Almost a third reported that the stigma associated 
with their condition was having a significant impact on them. 

Caring for a Person with a Neurological Condition 

Over one third of carers were providing care for more than ten 
hours a day

Over half of family carers are providing night time care, 
assisting with personal care, ensuring the person is never left 
alone and coping with personality changes on a daily basis. 

Over half report of family carers feeling frustrated, worried 
about who will care for the person in the future and concerned 
about access to services “very often”

Over a third (31%) of those not working had given up work 
in order to care for the person with a neurological condition. 
64% of respondents reported that the family income had 
fallen significantly since the onset of their family member’s 
neurological condition. 

Home care support was inappropriate and insufficient for a 
third of family carers

34% of respondents reported that they could not access 
appropriate respite care within the home, 25% outside the 
home. 

Summary 
Findings 
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The survey findings point to the significant challenges facing 
Irish people living with neurological conditions with up to a 
fifth unable to access vital services such as physiotherapy, 
counselling and psychology services and significant numbers 
paying entirely out of their own pocket in order to support their 
care. 

In addition to healthcare challenges and costs, the survey 
highlights the difficulties faced by people with neurological 
conditions in relation to employment, as well as the negative 
impact of a neurological diagnosis/onset on financial stability 
and physical and emotional wellbeing. There is clear evidence of 
significant burden on family carers of people with neurological 
conditions, struggling with the additional challenge of obtaining 
the services and supports required for the person they care for. 

Neurological Conditions in 
Ireland
Over 800,000 people in Ireland1 are living with neurological 
conditions which include common conditions such as 
stroke, epilepsy, acquired brain injury, multiple sclerosis and 
Parkinson’s disease as well as rare and genetic conditions. 
Many of these brain, spinal, nerve and muscle disorders are 
increasingly treatable but access to diagnosis and treatment in 
Ireland presents a huge challenge. 

The Neurological Alliance of 
Ireland (NAI) 
The Neurological Alliance of Ireland (NAI) is the national 
umbrella body for over thirty not for profit organisations 
working with people with neurological conditions. It aims to 
promote the development of services and supports for people 
with neurological conditions in Ireland through advocacy, policy 
development, awareness and research. For more information 
on the work of the Neurological Alliance of Ireland, visit our 
website at www.nai.ie 

Underinvestment in 
Neurological Care in Ireland
Ongoing failure to invest properly in services means that 
Irish people with neurological conditions struggle to get the 
care they need to support the early diagnosis, treatment and 
rehabilitation of their condition. 

 A national audit of neurology services2  carried out by the 
NAI in partnership with Neurology Clinical Programme 
revealed large gaps in multidisciplinary staffing to support 
neurology services nationwide; including consultant 
neurologists and clinical nurse specialists, a lack of 
dedicated beds and long waiting times for access to 
diagnostics.

1 Strategic Review of Neurology and Neurophysiology Services in Ireland (2007) Report prepared for the National Hospitals Office, Health Services Executive 
2 Summary Findings of National Audit of Neurology Services (2016) Neurological Alliance of Ireland https://www.nai.ie/assets/22/E622B527-41E1-4471-
9EFDAE484E1745B2_document/NAI_Report_on_National_Services_2015_C.pdf

Implications
of the
Findings 
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NAI continues to highlight the serious gaps in 
neurorehabilitation services throughout Ireland3.  As a 
country, we have as less than half the dedicated specialist 
rehabilitation beds needed for our population, as well 
as the lowest number of consultants in rehabilitation 
medicine in Europe. There are also huge gaps in community 
rehabilitation services including dedicated teams, residential 
and respite services.

Ongoing failure to invest properly in neurology and 
neurorehabilitation services continues to present an 
enormous challenge for individuals and their families living 
with these conditions. It is also a significant contributory 
factor in critical issues facing our health system including 
growing outpatient waiting lists, overcrowding in accident 
and emergency departments and the continued problem of 
delayed discharges from acute care.

 The Neurological Alliance of Ireland is calling for multi-
annual investment to support the implementation of the 
neurorehabilitation strategy4 and the models of care for 
neurology5 and epilepsy6. A three-year implementation 
framework7 for the neurorehabilitation strategy was 
published in February 2019 but dedicated investment 
is needed during and extending beyond the three-year 
implementation 2019-2021 given that the existing service 
infrastructure is chronically underdeveloped and under 
resourced. 

3 Pre Budget Submission 2019 (July 2018) Neurological Alliance of Ireland 
https://www.nai.ie/assets/11/1A1AE027-02BB-4338-931A1CB5827CB617_document/Pre_Budget_Submission_2019.pdf
4 National Policy and Strategy for the Provision of Neurorehabilitation Services in Ireland 2011-2015 (2011) Department of Health 
https://health.gov.ie/wp-content/uploads/2014/03/NeuroRehab_Services1.pdf
5 Epilepsy Model of Care (2016) Clinical Strategy & Programmes Division HSE/RCPI 
https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/epilepsy-model-of-care.pdf
6 Neurology Model of Care (2016) Clinical Strategy & Programmes Division HSE/RCPI 
https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/neurology-model-of-care.pdfh
7 National Strategy & Policy for the Provision of Neurorehabilitation Services in Ireland, From Theory to Action: Implementation Framework 2019-2021  (2019) 
Health Services Executive https://www.hse.ie/eng/services/list/4/disability/neurorehabilitation/national-strategy-policy-for-the-provision-of-neuro-rehabilitation-
services-in-ireland.pdf
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This survey was developed by the Neurological Alliance of 
Ireland through consultation with its member organisations 
and a group of patient advocates living with neurological 
conditions. We particularly acknowledge the support of Care 
Alliance Ireland for their advice and feedback on the family 
carers section of the survey. 

The survey was hosted by NAI on survey monkey during 
November and December 2018.  Recruitment took place 
through patient organisation websites and through social 
media, inviting responses to the survey.  Questions for 
individuals diagnosed with a neurological condition addressed 
a wide range of issues including access to services, out 
of pocket expenditure, employment and finances and the 
impact of living with a neurological condition on emotional 
wellbeing, relationships etc. A separate section of the survey 
could be completed by an individual caring for a person with a 
neurological condition and examined a range of aspects of the 
carer experience. 

The NAI wishes to sincerely thank all of those who gave their 
time to complete such a lengthy and detailed questionnaire. 
We understand that many of the items explored difficult and 
challenging aspects of living with a neurological condition and 
NAI acknowledges the commitment and support of all those 
who shared their experiences. The findings of the survey will be 
launched during National Brain Awareness Week to promote 
awareness of the impact of neurological conditions and support 
the call for investment in services and implementation of 
existing policy. 

Profile of Respondents 

The majority of respondents to the survey were adults 
diagnosed with a neurological condition (81%). A majority 
of these were female (79%) and the highest single category 
of respondents had been living with their condition for more 
than 10 years (43%). Most were living with family (69%) while 
Dublin was the single most represented county in the sample 
(34%), followed by Cork (10%). Over half of the respondents 
were in the age category from forty to sixty years. The highest 
percentage of respondents were living with multiple sclerosis 
(46%). Almost one third of respondents (30%) waited more 
than 12 months to see a neurologist from when they first 
noticed their symptoms. 

Table 1.2: Length of Time from first noticing symptoms to seeing 
a neurologist (Self report)

Time period Percentage %

Less than 3 months 24%

3-6 months 13%

6-12 months 13%

More than 12 months 30%

Not applicable, I did not need to see a 
neurological specialist for my condition 

2%

Don’t know/can’t remember 5%

Other 13%

(responses in the “other” category reflect exceptionally long time periods due 
to complex case histories or those currently awaiting a diagnosis)

The 
Current 
Study: 
Background 
and 
Methodology

Part 1: Living with a 
Neurological Condition 
in Ireland: Person 
Diagnosed with a 
Neurological Condition
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Access to Benefits and Entitlements

Almost half of respondents had a medical card (46%). 58% had a long- term illness card and 35% were in 
receipt of disability allowance. 32% of respondents reported they were not eligible for a medical card while 14% 
had never applied. A similar pattern is seen in terms of disability allowance, 28% were not eligible, 33% had 
never applied. 

Table 1.3: Benefits and Entitlements

Receiving at 
the moment

No, not eligible No, I was 
refused

Applying for 
at the moment

Never applied 

GP only card 11% 40% 8% 2% 39%

Medical Card 46% 32% 7% 1% 14%

Disability Allowance 35% 28% 3% 1% 33%

Long term illness card 58% 13% 3% 01% 25%

Access to Services

Respondents were offered a series of answer choices in relation to their requirement for and ability to access a 
range of supports and services for their neurological condition. 

The highest percentage of those reporting they needed the service but could not access it were in relation to 
counselling (22%) physiotherapy (18%) and psychology (19%). Other services that respondents reported they 
were unable to access included nurse specialists (15%), adaptation to their home (14%), neuropsychology 
(12%), neurorehabilitation and case management services (10%). 
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Table 1.4: Access to Services

Service 
appropriate & 
sufficient for 
my needs

Service not 
sufficient for 
my needs

Service not 
appropriate 
for my needs

I need this 
service 
but cannot 
access it

Not sure/
don’t know

Not 
applicable:
I do not need 
this service

I do not need this 
service

50% 22% 5% 9% 9% 5%

Neuropsychology 6% 4% 3% 12% 43% 32%

Nurse Specialist 30% 12% 2% 15% 20% 21%

MRI scan 58% 10% 5% 9% 8% 10%

Physiotherapy 24% 15% 7% 18% 12% 24%

Speech & Language 
Therapy

4% 2% 3% 3% 9% 79%

Occupational Therapy 15% 5% 3% 12% 16% 49%

Psychology 7% 3% 3% 19% 24% 44%

Respite care 2% 1% 3% 7% 13% 74%

Aid appliance or 
specialist equipment

12% 4% 3% 11% 17% 53%

Adaptation to home 7% 2% 2% 14% 14% 61%

PA services 4% 2% 2% 9% 13% 70%

Day Service 2% 1% 1% 4% 15% 77%

Social Worker 4% 2% 2% 6% 18% 68%

Counselling 11% 5% 4% 22% 22% 36%

Neurorehabilitation 
Services

3% 2% 1% 10% 27% 57%

Home care support 6% 2% 3% 11% 15% 63%

Case Manager 3% 1% 1% 10% 29% 56%
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Previous and Current NAI Surveys: Percentage of Respondents Reporting they Cannot Access a Specific Service

2011 2014 2018

Neurologist 4% 7% 9%

Nurse Specialist 11% 20% 15%

Physiotherapist 9% 14% 18%

Speech & Language 
Therapist

5% 13% 3%

Occupational Therapist 9% 15% 12%

Psychologist 16% 24% 19%

Respite Care 4% 25% 7%

Aid/appliance 9% 13% 11%

Adaptation to the 
home 

8% 25% 14%

*Note that the above table does not include all the services and answer choices from the previous surveys

Out of Pocket Expenditure 

Respondents were asked about whether they were paying for any healthcare supports out of their own 
pocket and the amount of this expenditure on a monthly basis in relation to a range of individual services 
and supports. The services with the highest percentage of respondents reporting paying entirely out of their 
own pocket were GP services (50%), MRI scan (37%), consultant neurologist (31%) and physiotherapy and 
medications (26%). 

The expenses with the highest percentage of respondents reporting paying more than E100 per month out of 
their own pocket were private health insurance (38%), physiotherapy (12%) and medications (11%). 
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Table 1.5: Out of pocket expenditure on health & social care services

Pay entirely 
out of my own 
pocket for this 
service

Pay out of my 
own pocket 
for additional 
hours/sessions 

Receive this 
service free of 
charge

Need to 
purchase this 
service but 
cannot afford it

Not applicable: 
don’t need this 
service 

Speech & language 
therapy

1% 0% 4% 3% 92%

Occupational Therapy 4% 0% 15% 10% 71%

Psychology 11% 0% 9% 17% 63%

Physiotherapy 26% 4% 19% 18% 33%

Neurologist 31% 3% 47% 5% 14%

GP visits 50% 2% 43% 2% 3%

Aid, appliance or 
specialist equipment

17% 2% 14% 7% 60%

Paid carer in the home 3% 1% 6% 9% 81%

Medication for 
neurological condition 

26% 7% 56% 2% 9%

Private health 
insurance

60% 1% 1% 19% 19%

Neurorehabilitation 
services

2% 1% 3% 11% 83%

Neuropsychology 3% 1% 4% 16% 76%

Adaptation to home 13% 1% 6% 14% 66%

Respite care 2% 0% 2% 9% 87%

Adapted wheelchair 
transport

9% 0 3% 4% 84%

Personal assistant 
services

3% 0 4% 8% 85%

MRI scan 37% 4% 36% 6% 17%

Day Service 2% 0% 3% 3% 92%

Counselling 20% 2% 10% 17% 51%

Case Manager 0% 0% 3% 9% 88%
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Table 1.7: Impact of living with a neurological condition

Large Impact Moderate Impact No impact Not sure/don’t 
know

Not applicable

Feeling socially isolated as a result of 
my neurological condition 

32% 47% 13% 5% 3%

Lack of awareness/understanding of 
my neurological condition 

41% 33% 16% 5% 5%

Experience stigma as a result of my 
neurological condition

28% 37% 20% 8% 7%

Pain caused by my neurological 
condition 

45% 34% 13% 2% 6%

Fatigue caused by my neurological 
condition

66% 29% 2% 1% 2%

Not being able to drive as a result of 
my neurological condition 

23% 19% 26% 4% 28%

Not being able to work as a result of 
my neurological condition

47% 24% 12% 3% 14%

Financial hardship as a result of my 
neurological condition

44% 30% 13% 5% 8%

Difficulty in personal relationships 
because of my neurological condition 

34% 38% 17% 3% 8%

Impact of Living with a Neurological Condition 

Respondents were asked to indicate the extent of the impact 
of their neurological condition in a number of key areas which 
had been identified through consultation with patient advocates 
in the course of developing the survey. The issues identified by 
the highest percentage of respondents as having a large impact 
were fatigue (66%) and not being able to work as a result of 
their neurological condition (47%) as well as pain (45%) and 
financial

hardship as a result of their neurological condition (44%). 
Other aspects of living with a neurological condition endorsed 
by a high percentage of respondents included social isolation, 
difficulties in personal relationships and lack of awareness/
understanding of their condition. Almost a third reported a 
large impact of stigma associated with their condition (28%). 
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Access to Accommodation

For the majority of respondents, challenges in finding or affording suitable accommodation had no impact or 
were not applicable to them. However, 10% of respondents were unable to afford suitable accommodation or 
worried they could lose their current accommodation and reported this was having a large impact on them. 

Table 1.8: Access to Accommodation 

Large Impact Moderate Impact No Impact Don’t know N/a

Cannot find suitable accommodation to 
meet my needs

8% 8% 22% 1% 61%

Can find suitable accommodation but 
cannot afford it

10% 5% 18% 2% 65%

Worried I could lose my present 
accommodation 

10% 10% 20% 4% 56%

Home Care Support

Questions in relation to home care and access to appropriate respite were not applicable for the majority of 
respondents (85-90%). In contrast, the section of the survey for family carer respondents highlighted home care 
as a significant issue and this will be explored in Part II of this report. 

Table 1.9: Access to Home Care Support 

Agree Disagree Not Sure/Don’t 
Know

Not applicable

Current home care support not 
appropriate for my needs

6% 6% 3% 85%

Current home care support not sufficient 
for my needs

8% 3% 3% 86%

On a waiting list for home care support 3% 4% 2% 91%

Current home care support is not reliable 3% 5% 3% 89%

Cannot access appropriate respite care 
in my home

9% 0% 4% 87%

Cannot access appropriate respite care 
outside my home

9% 1% 5% 85%
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Employment and Experiences in the Workplace

57% of respondents reported that they were currently working. 
Of those working, 58% were working full time and 28% were 
working part time because of their neurological condition. 
48% were private sector employees and 38% public sector 
employees with the majority of those in the “other” category 
self-employed.  

20% reported that their neurological condition caused them 
significantly difficulties in the workplace. Over half (56%) 
reported that it caused them some difficulties while 11% 
reported that it caused them no difficulties. When this item 
was broken down by type of employee, the self-employed were 
nearly twice as likely to report that their neurological condition 
caused them significant difficulties in the workplace. 

When asked to choose a response that reflected their own 
experience, 56% of respondents noted that their employer 
was aware of their condition and was very understanding and 
supportive. For 25% of respondents their employer was aware 
but not supportive and 19% had not disclosed their condition 
to their employer. There was no significant difference between 
public and private sector employees in relation to the attitude of 
their employer or whether they had disclosed their condition. 

When asked to comment on a range of supports in the 
workplace that would make a difference to them, the highest 
percentage of respondents selected shorter or more flexible 
hours to cope with their neurological condition (45%), breaks 
to cope with fatigue (49%), information/training for their 
employer about their condition (44%) and changes to the 
physical environment (40%). 33% of respondents were already 
availing of more flexible hours and 21% of breaks to cope with 
fatigue.

Table 2.0: Profile of Respondents in Paid Work

Full or Part time Employment Percentage %

Full Time 58%

Part time because of my neurological 
condition

28%

Part time for other reasons, not because 
of my neurological condition 

7%

Other 7%

Table 2.1: Type of employee

Type of Employee Percentage %

Self employed 9%

Private Sector employee 48%

Public sector employee 38%

Other 5%

Table 2.1: Impact of Neurological Condition in the Workplace

Impact of Neurological Condition in the 
Workplace

Percentage %

It causes me significant difficulties 20%

It causes me some difficulties 56%

Not sure 0%

It causes me no difficulties 11%

Other 13%
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Table 2.2: Attitude of Employer

Attitude of Employer Percentage %

My employer is very understanding and 
supportive of my neurological condition

56%

My employer is aware of my condition 
but is not supportive

25%

I have not disclosed my neurological 
condition to my employer

19%

Table 2.3:  Supports that would make a difference in the workplace

This would make a 
positive difference 
if it was available 
in my workplace

I already avail of 
this support in my 
workplace

I would not be 
willing to avail of 
this support if it 
was provided

Not Sure/Don’t 
Know

Not applicable

Ability to work shorter or flexible 
hours because of my condition

45 % 33% 0% 6% 16%

Ability to take breaks to cope with 
fatigue

49% 21% 3% 6% 21%

A personal assistant to support me in 
the workplace

8% 0% 3% 13% 76%

Physical changes to the workplace to 
improve accessibility

24% 9% 0% 8% 59%

Ability to move into another role in 
the workplace

21% 9% 6% 14% 50%

Information/training for my 
colleagues in relation to my condition

38% 4% 5% 20% 33%

Information/training for my employer 
in relation to my condition 

44% 5% 4% 16% 31%

Changes to the working environment, 
e.g.  noise, lighting etc 

40% 6% 2% 12% 40%
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Barriers to taking up paid work

Respondents who indicated that they were not currently 
working were directed to another section of the questionnaire 
which examined their experience in more detail. Of those 
currently not in paid employment, the majority (78%) reported 
that they had had to give up work as a direct consequence of 
their neurological condition. When questioned about the factors 
preventing them taking up paid work, the highest percentage 
of responses were in relation to lack of ongoing support to 
manage the physical effects of their condition (39%) and lack of 
ongoing support to manage memory and other problems as a 
result of their condition (41%). In their comments, respondents 
highlighted the cumulative impact of physical and cognitive 
symptoms, lack of flexibility and mental health issues in their 
decision to give up work with the majority feeling that they had 
no choice but to give up working. 

Table 2.3: Profile of Respondents Not in Paid Work

Respondents not in Employment 
Description of Situation

Percentage %

I had to give up work as a result of my 
neurological condition

78%

I have never worked outside the home 3%

I am retired 15%

I am currently in a rehabilitative training 
programme

2%

I am currently on sick leave due to my 
neurological condition

2%

Table 2.4: Factors impacting on taking up paid work

Factors impacting on taking up paid 
work

Percentage %

Lack of accessible transport 3%

Workplace not accessible for person with 
a disability

4%

Lack of PA support 1%

Lack of opportunity to retrain in another 
area within the workplace

7%

Lack of ongoing support to understand 
& manage physical aspects of my 
condition 

39%

Lack of ongoing support to understand 
and manage memory and other 
problems as a result of my condition

41%

Lack of ongoing support for mental 
health issues

5%
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Access to Services
The finding that up to one fifth of respondents reported that 
they cannot access physiotherapy, counselling or psychology 
services is of serious concern. 

A comparison with findings from similar surveys carried out by 
NAI in 2011 and in 20148, shows little decline in the percentages 
of respondents reporting that they need a service but cannot 
access it and a progressive increase in the percentage 
reporting that they cannot access physiotherapy services in 
particular. There is evidence from Irish research across specific 
neurological conditions to support the findings of successive 
NAI surveys which highlight issues in relation to physiotherapy 
and counselling and psychology services in particular. Research 
into the experiences of Irish stroke survivors9 highlight a 
similar lack of access to psychology and counselling services 
which is supported in the current NAI findings, while access to 
physiotherapy was a challenge for MS patients, with 15% of a 
sample of over eight hundred Irish people with MS10 reporting 
they had not been able to access physiotherapy services in the 
past year despite needing to. 

While 10% of respondents reported they could not access 
neurorehabilitation services, patient organisations have 
repeatedly highlighted to NAI that many service users would 
not be familiar with this term and with their own potential need 
for neurorehabilitation. It is acknowledged in the Model of 
Care for Rehabilitation Medicine11  that specialist rehabilitation 
services in Ireland are significantly underdeveloped to the 
extent that many of those who would potentially benefit from 
this intervention cannot access it. This figure, therefore, is likely 

to represent a very significant underestimate of need among 
the sample. The high percentage of respondents choosing 
“don’t know/not sure” for services such as case management, 
neurorehabilitation and neuropsychology suggests that there is 
a lack of awareness in relation to these services and their own 
potential need for them.

Paying out of their own pocket for 
basic services 

This survey provides strong evidence to support the concerns 
of patient organisations that people with neurological 
conditions are paying out of their own pocket for vital services 
for the ongoing management of their condition. Of significant 
concern are the significant percentages paying entirely out of 
their own pocket to access services and those who report that 
they need the service but cannot afford it. 

While the survey explored expenditure on specific services on 
a monthly basis, the research did not capture the total out of 
pocket expenditure on a monthly basis. The cost of living with 
a disability in Ireland was estimated12 in 2011 at an additional 
E40 per week. The figure for those living with a neurological 
condition may be even higher given the range of specialist 
supports and services needed and the challenge in accessing 
many of these supports. 

The current research did not have the scope to explore the issue 
of out of pocket expenditure in detail. More systematic research 
is needed to examine the overall financial burden of paying out 
of pocket for services and the implications for those unable to 
support the additional costs. 

8 Living with a Neurological Condition in Ireland (2014) Neurological Alliance of Ireland 
https://www.nai.ie/assets/8/ADEF89E9-0845-E6A8-C4A6FE69B3E2958C_document/NAI_Survey_A4__1_.pdf
9 National Survey of Stroke Survivors: Documenting the experiences and levels of self-reported long term need in stroke survivors in the first five years (2013) 
Royal College of Surgeons in Ireland https://epubs.rcsi.ie/cgi/viewcontent.cgi?referer=&httpsredir=1&article=1000&context=sphysiorep
10 My MS, My Needs: Comprehensive survey of the Needs of People with MS (2017) Multiple Sclerosis Society of Ireland

Consideration 
of Findings
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Employment
The findings in relation to employment are of significant 
concern and point to the need for more comprehensive 
research to examine the impact of a neurological diagnosis 
on employment retention and experience in the workplace. 
More research is needed to examine why one fifth of 
respondents reported significant difficulties in the workplace 
as a consequence of their neurological condition and why 
almost the same proportion had not disclosed their condition 
to their employer. The finding that 78% of those not in paid 
work reported that they had to give up work directly as a 
consequence of their neurological condition points to the 
impact on the individual and the wider economy and the need 
for vocational rehabilitation to support retraining and work 
retention for people with neurological conditions. The MS 
Society of Ireland has highlighted employment as a significant 
issue with a lower proportion of Irish people with MS in 
employment compared to the European average (42% in an 
Irish sample compared with a Europe-wide average of 60%)13.

Impact of Living with a 
Neurological Condition
This area of the survey provides only a limited insight into 
the impact of living with a neurological condition on aspects 
of everyday life such as physical wellbeing, relationships and 
attitudes to their condition with significant percentages of 
respondents reporting a large impact of issues such as not 
being able to work as a result of their neurological condition, 
pain and fatigue, financial hardship and social isolation and 
stigma. 

Each of these areas represents, in its own right, a topic for 
further research in order to provide more insight and detail 
on these experiences and what supports would make a 
meaningful difference. Individual comments also indicate 
the value of open-ended questions on the impact of living 
with a neurological condition. 

11 Model of Care for Rehabilitation Medicine (2018) Clinical Strategy & Programmes Division HSE/RCPI 
https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/model-of-care-for-specialist-rehab-medicine.pdf
12 Cost of Disability (2011) Report Commissioned by the National Disability Authority. 
13  Quality of Life of People Living with MS in Ireland (2016) Multiple Sclerosis Society of Ireland



17

Profile of Respondents 

Family carers accounted for 19% of respondents to the overall 
survey. A majority of these were female (87%). The highest 
percentages of respondents had been caring for the person 
with a neurological condition for 1-3 years (28%) or more than 
ten years (29%). The largest category (41%) were spouses 
or partners of the person with a neurological condition, 26% 
were parents caring for an adult. The highest percentage of 
respondents were in the age range forty to sixty years (58%), 
while the most common age ranges for those they cared for 
were more than sixty years (35%) and forty to sixty years (30%). 

Almost half of family carers had other caregiving 
responsibilities (47%). Dublin was the single most represented 
county in the sample (31%). 

Table 2.5: Length of Time Providing Care

How Long have Carers been Caring 
for the Person with a Neurological 
Condition

Percentage %

Less than one year 2%

1-3 years 28%

3-6 years 21%

6-10 years 18%

More than 10 years 29%

Not sure/Don’t know 0%

They were born with their condition 2%

Table 2.6: Neurological Condition of Individual They Care For

What is your family member's 
neurological condition? 

Percentage %

Alzheimer’s Disease 3%

Acquired Brain Injury 27%

Aphasia 1%

Brain Tumour 5%

Dystonia 0%

Chronic Pain 3%

Epilepsy 3%

Huntington’s Disease 14%

Motor Neurone Disease 1%

Migraine 3%

Multiple Sclerosis 14%

Muscular Dystrophy 3%

Myasthenia Gravis 0%

Neurofibromatosis 0%

Parkinson’s Disease 8%

Post-Polio Syndrome 0%

Progressive Supranuclear Palsy 5%

Spinal Injury 4%

Stroke 5%

Currently awaiting diagnosis 1%

Part II: 
Living with a 
Neurological 
Condition in 
Ireland: Family 
Carers Survey
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Table 2.7 Relationship to Family Carer

Relationship between Carer and Family 
Member they are Caring for

Percentage %

Parent of an adult with a neurological 
condition

26%

Spouse/partner of a person with a 
neurological condition 

41%

Caring for a parent with a neurological 
condition 

15%

Other 18%

Table 2.8: Age Profile of Family Carer

Age Profile of Carer Percentage %

Less than 20 years 0%

20-40 years 20%

40-60 years 58%

More than 60 years 22%

Table 2.8: Age Profile of Family Carer

Age of Person Carer is Caring for Percentage %

Less than 20 years 10%

20-40 years 25%

40-60 years 30%

More than 60 years 35%

Hours Per Day Providing Care

The highest percentage of respondents reported providing care 
for more than ten hours per day (39%). 

Table 3.0: Hours per day providing care

Hours per Day Spent Caring Percentage %

Less than 3 hours 29%

3-5 hours 13%

5-10 hours 19%

More than 10 hours 39%
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Caregiving tasks

Family carers were provided with a range of caregiving tasks and requested to indicate, where applicable, how 
often they provided this type of care (daily, once or twice a week, occasionally, never). 

Over half of respondents were carrying out the following tasks on a daily basis: assisting with personal care 
(50%), ensuring the person is never left alone (56%), providing night time care (45%) and dealing with changes 
in personality as a consequence of the neurological condition (45%). 70% of family carers reported that they 
provide emotional support on a daily basis to enable the person to cope with their condition. 

Table 3.1: Tasks Associated with Providing Care

Daily At least once 
or twice a 
week

Occasionally Never Don’t know/
not sure

Not applicable 

Assisting with personal care 50% 13% 18% 10% 0% 9%

Making sure they are never 
left on their own

56% 8% 14% 8% 0% 14%

Night time care 45% 14% 19% 9% 0% 13%

Managing challenging 
behaviour

29% 17% 31% 10% 1% 12%

Dealing with changes in 
personality

45% 18% 28% 5% O% 4%

Providing emotional support 70% 15% 11% 1% 0% 3%
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Concerns of Family Carers and Attitudes towards Caregiving

The highest percentage of respondents reported experiencing the following “very often”: concern about access 
to services for the person they care for (56%), feeling frustrated and/or down (53%) and worried about who 
would care for the person in the future (49%). 38% reported feeling a deeper relationship with the person as a 
result of caring for them and 26% feeling positive about being a carer. 

Table 3.2: Feelings and Attitudes in Relation to Caregiving

Very Often Sometimes Never Don’t know/
not sure

Feeling Isolated 43% 44% 11% 2%

Feeling unsupported by other family members 43% 28% 24% 5%

Feeling frustrated and/or down 53% 43% 3% 1%

Feeling worried about my own health 28% 58% 14% 0%

Feeling worried who will care for the person in 
the future

49% 34% 15% 2%

Feeling worried about financial situation 51% 40% 9% 0%

Not able to access services for the person with 
neurological condition 

56% 32% 11% 1%

Feeling unsupported in my own right as a carer 45% 40% 10% 5%

Health professionals not recognising me as part 
of the care team

32% 32% 28% 8%

Not having time to myself 48% 37% 11% 4%

Seeing less of family/friends because of the 
demands of caring

47% 36% 15% 2.%

Afraid to leave the person I care for 
unsupervised

38% 45% 14% 3%

Feeling a deeper relationship with the person 
because of my role as carer

38% 37% 10% 15%

Feeling positive about being a carer 26% 43% 19% 12%
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Family Carers and Employment

51% of family carers reported that they were currently working outside the home. Over a third (32%) of 
those not working had given up work in order to care for the person with a neurological condition. 64% of 
respondents reported that the family income had fallen significantly since the onset of their family member’s 
neurological condition.  

Table 3.3: Family Carers and Working Outside the Home

Yes No N/a to me

Currently working outside the home 51% 49% 0%

Working outside the home before onset of family members 
condition

79% 18% 3%

Did you have to give up work as a result of their condition 32% 58% 10%

If you are still working, did you have to reduce your hours as a 
result of caring for a family member

22% 37% 41%

Has the family’s income fallen significantly since the onset of 
their condition

64% 30% 6%

Access to Benefits and Entitlements

Only a small percentage of family carers in the survey were receiving full (14%) or part rate (17%) carers 
allowance. One third were in receipt of the carers support grant (formerly called the respite grant).  

Table 3.4: Access to Benefits and Entitlements (Family Carers)

Currently in 
receipt of this 

Have never 
applied

Applying 
for at the 
moment

Not entitled 
to this benefit

Applied but 
was turned 
down

Full rate carers allowance 14% 26% 3% 56% 1%

Part rate carers allowance 17% 35% 1% 45% 2%

Carers support grant (respite grant) 31% 33% 3% 33% 0%

Carers benefit 5% 42% 2% 51% 0%
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Out of Pocket Expenditure

Family carers were asked about paying for any healthcare supports for the person with a neurological condition out of their own 
pocket and the estimated amount of this expenditure on individual services on a monthly basis. The services with the highest 
percentage of respondents reporting paying entirely out of their own pocket were adaptation to their home (28%), MRI scan 
(28%), GP visits for the person with a neurological condition (27%) and aids/appliances or specialist equipment (24%). 

Table 3.5: Out of pocket expenditure on health & social care services (Family Carers)

Pay entirely out of 
our own pocket for 
this service

Pay out of our own 
pocket for additional 
hours/sessions 

Receive this 
service free of 
charge

Need to purchase 
this service but 
cannot afford it

Not applicable: 
don’t need this 
service 

Speech & language therapy 9% 1% 30% 4% 56%

Occupational Therapy 4% 7% 38% 11% 40%

Psychology 20% 7% 22% 12% 39%

Physiotherapy 18% 9% 32% 11% 30%

Neurologist 19% 5% 53% 3% 20%

GP visits 27% 1% 66% 1% 5%

Aid, appliance or specialist equipment 24% 13% 31% 4% 28%

Paid carer in the home 9% 9% 16% 7% 59%

Medication for neurological condition 21% 13% 55% 2% 9%

Private health insurance 45% 1% 3% 12% 39%

Neurorehabilitation services 10% 4% 16% 13% 57%

Neuropsychology 11% 5% 13% 9% 62%

Adaptation to home 28% 9% 8% 16% 39%

Respite care 8% 7% 13% 9% 63%

MRI scan 28% 7% 39% 1% 25%

Day Service 7% 7% 16% 4% 66%

Counselling 24% 4% 17% 9% 46%

Case Manager 3% 0% 15% 8% 74%
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Table 3.6: Level of Out of Pocket Expenditure on a Monthly Basis (Family Carers)

Less than 
E20 per 
month

E21-60 per 
month

E61-E100 
per month

More than 
E100 per 
month

Not sure of 
the cost to 
me

Receive this 
service free 
of charge

Not applicable: 
don’t need this 
service

Speech & Language Therapy 1% 4% 3% 5% 8% 19% 60%

Occupational Therapy 1% 3% 1% 5% 6% 26% 58%

Psychology 5% 4% 5% 8% 8% 22% 48%

Physiotherapy 5% 5% 1% 11% 8% 29% 41%

Neurologist 3% 4% 1% 5% 13% 41% 33%

GP visits 4% 7% 7% 6% 4% 51% 21%

Aid, appliance or specialist 
equipment

5% 10% 5% 11% 5% 21% 43%

Paid carer in the home 0% 0% 3% 14% 3% 15% 65%

Medication for neurological 
condition

15% 11% 3% 13% 4% 38% 16%

Private health insurance 0% 3% 12% 30% 3% 4% 48%

Neurorehabilitation Services 0% 0% 0% 2% 4% 14% 80%

Neuropsychology 3% 0% 1% 3% 6% 11% 76%

Adaptation to the home 3% 1% 4% 16% 18% 7% 51%

Respite Care 0% 0% 1% 4% 3% 15% 77%

MRI scan 6% 3% 3% 1% 9% 30% 48%

Day Service 0% 6% 4% 4% 1% 9% 76%

Counselling 3% 7% 9% 2% 7% 13% 59%

Case Manager 0% 0% 0% 0% 4% 12% 84%
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Home Care Support

Less than half of respondents were in receipt of home care support. Of these, almost a third of respondents 
(27%) reported that they had access to home care but that it was not appropriate to the needs of the person 
they care for. 31% reported current home care support was insufficient for their needs. 12% reported that current 
home care support was not reliable. 34% of respondents reported that they could not access appropriate respite 
care within the home, 25% outside the home.  

Table 3.7: Access to Home Care Support (Family Carers)

Agree Disagree Not Sure/
Don’t Know

Not 
applicable

Current home care is not appropriate 27% 8% 7% 58%

Current home care is not sufficient 31% 9% 1% 59%

On a waiting list for home care 3% 13% 0% 84%

Current home care is not reliable 12% 19% 4% 65%

Cannot access appropriate respite in the home 34% 4% 6% 56%

Cannot access appropriate respite outside the home 25% 12% 9% 54%

Impact of Neurological Diagnosis/Onset on Family Life/Relationships

Nearly two thirds (61%) reported that their family member’s neurological condition had a large impact on the 
financial wellbeing of the family, with almost half reporting a large impact on relationships with children in the 
family (47%) and their own relationship with their spouse/partner (49%). 

Table 3.8: Impact of Neurological Condition (Family Carers)

Large 
impact

Moderate 
Impact

No impact Not sure/
Don’t know

Not 
applicable 

Financial wellbeing of the family 61% 24% 7% 4% 4%

Relationships with children 47% 26% 6% 4% 17%

Emotional relationships with spouse/partner 49% 35% 5% 4% 7%

Carers benefit 5% 42% 2% 51% 0%
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There is a considerable body of research on caregiver burden 
among family carers of people with neurological conditions, 
due in significant part to dealing with the cognitive and 
behavioural changes associated with some of these conditions. 

The group of family carers who responded to this survey were 
experiencing multiple significant challenges in caring for the 
person with a neurological condition. Tasks including ensuring 
the person is never left alone and coping with personality 
changes convey the unique burden on family carers of people 
with neurological conditions of dealing with cognitive and 
emotional changes as well as physical care. 

Almost two thirds of the family carers surveyed were of working 
age, half were still working and also had additional caregiving 
responsibilities in the family while over two thirds reported a 
significant drop in the family income since the onset of their 
family member’s neurological condition. Over a third reported 
that they were providing care for more than ten hours a day 
and a high proportion admitted to frequent worries about the 
family’s financial situation as well as access to services and who 
will care for the person with a neurological condition into the 
future. The findings on home care support are pertinent in the 
context of the current focus on home care provision with one 
third of those currently receiving home care reporting that it is 
inappropriate or insufficient to meet their needs. 

As with all other areas of the survey, the focus on so many 
aspects of living with a neurological condition meant that there 
was limited scope to address specific areas in detail, including 
many aspects of the caregiver role. It is recognised that 
providing respondents with a menu of answer choices limits 
the extent to which they have the scope to convey their own 
unique experience. More comprehensive, qualitative research 
with this population of family carers such as that carried out 
by Care Alliance and the Parkinson’s Association14 provides 
more detailed information to design interventions aimed at 
addressing the specific needs of these family carers. 

14 The Caring Reality of Family Carers: An exploration of the health status of family carers of people with Parkinson’s disease (2010) Care Alliance Ireland in 
collaboration with the Parkinson’s Association of Ireland http://www.carealliance.ie/userfiles/file/FullReportFinal.pdf

Consideration 
of findings
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List of NAI members 

Acquired Brain injury Ireland

Alzheimer Society of Ireland

An Saol

Aphasia Ireland

Ataxia Ireland 

Aware

Bloomfield Health Services

Cheshire Ireland

Chronic Pain Ireland

Dystonia Ireland

Enable Ireland

Epilepsy Ireland

Headway

Huntington’s Disease Association of Ireland

Irish Heart Foundation

Irish Hospice Foundation

Irish Motor Neurone Disease Association

Migraine Association of Ireland

Move4Parkinsons

Multiple Sclerosis Society of Ireland

Muscular Dystrophy Ireland

Neurofibromatosis Association of Ireland

North West MS Therapy Centre

Parkinson’s Association of Ireland

Polio Survivors Ireland

PSPA Ireland

Syringomyelia Support group of Ireland

Spinal Injuries Ireland

Spina Bifida Hydrocephalus Ireland

The Rehab Group

Associate Members

Irish Association of Speech and Language Therapists

Myaware
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Neurological Alliance of Ireland
Coleraine House
Coleraine Street 
Dublin 7

CHY 14889

www.nai.ie 

01 8724120 

Find us on Facebook

Follow us on Twitter @nai_ireland


