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Summary of Recommendations  

 

The NAI is calling on the Government to use Budget 2016 to begin a programme of 

investment in services for people with neurological conditions in Ireland through: 

1. Providing a sustainable funding stream for the vital services provided by NAI and 

eleven other neurological charities funded under the SSNO scheme.  

2. Targeting investment in hospital based neurology services to address critical 

understaffing and other deficits which continue to impact on patient care  

3. Developing a network of nine community based neurorehabilitation teams, one in 

each of the Community Health Organisation (CHO) Areas as committed to in the 

National Neurorehabilitation Strategy launched in 2011. Not one team has been put 

in place since the strategy was published and the envisaged three year 

implementation period for the strategy comes to an end in 2015.  

4. Funding services to support the implementation of the National Dementia Strategy  

5. . Investing in appropriate services for genetic diagnosis and counselling to address 

the deficits recognised in the National Plan for Rare Diseases 2014 

6. Ensuring access to discretionary medical cards for people with neurological 

conditions 
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NAI KEY RECOMMENDATIONS FOR BUDGET 2016  

1. Provide a sustainable funding stream for the vital services provided by NAI 

and eleven other neurological charities funded under the SSNO scheme.  

In both June 2014 and June 2015, the removal of funding to all twelve neurological charities funded 

under the SSNO scheme, including the Neurological Alliance of Ireland, threatened to remove 

€620,000 from essential services to support people with neurological conditions and their families. A 

solution must be sought to protect this funding which has only been guaranteed until June 2016. It is 

unacceptable that funding for vital services including counselling, helplines, home support and 

advocacy is under threat, leaving no reassurance to the people with neurological conditions and 

their families who are critically dependent on these services that they will be available beyond next 

June 2016. People dependent on these services have no guarantee that they will be available 

into the future.  

 

2. Target investment to address deficits in hospital based neurology services  

The Neurological Alliance of Ireland, in partnership with the National Neurology Clinical Programme, 

carried out a detailed survey of eleven neurology centres nationwide in the first quarter of 2015. The 

survey, which will be published later this year, revealed a range of critical issues impacting on 

patient care including chronic understaffing (particularly in regional centres), lack of access to 

multidisciplinary care, lack of inpatient beds and unacceptable waiting times (frequently over 12 

months) for access to neuroimaging.  
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The data has been compared with requirements for neurology services advised by the British 

Association of Neurologists1 and has found that Irish services are critically underdeveloped in a range 

of areas as follows: 

(i) staffing of neurology services  

Using the ABN recommendations in relation to, for example, consultant and clinical nurse specialist 

staffing for neurology services, Irish neurology services are critically understaffed. The 

recommended ratio for neurologists to the general population is 1:70,000. In the Mid West for 

example the ratio is 1: 200,000. Three Parkinson’s disease nurse specialists are recommended for a 

population of 500,000. Ireland has only five Parkinson’s nurse specialists in total nationwide for a 

population of 4.5m. Findings from the survey to be published later this year will also highlight the 

lack of multidisciplinary teams across a number of neurology services.  

(ii) access to neuroimaging, particularly MRI scanning 

Waiting lists for MRI scanning are unacceptable with waiting times of over twelve months commonly 

reported.  

(iii) dedicated neurology beds 

Findings from a nationwide survey to be published later this year will highlight the lack of dedicated 

neurology beds which is impacting significantly on patient care.  

 

 

 

                                                           
1 Local Adult Neurology Services for the Next Decade (June 2011) Report of a working party Royal College of 
Physicians and Association of British Neurologists  
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Outpatient waiting lists 

Understaffing continues to contribute to high waiting lists for an outpatient appointment to see a 

neurologist. In the most recent figures available, June 2016, a total of 13,555 people were awaiting 

an outpatient appointment for neurology, 2, 327 waiting for longer than twelve months2.  

The Irish Hospital Consultants Association pre budget submission for 2016 has highlighted the 

following principal reasons for increasing waiting lists across the health services:  

Fig 3: Principal Reasons for Increases in Waiting Lists across the health services. Source: IHCA Pre 

Budget Submission 2015 

 

Access to Medicines for People with Neurological Conditions  

New and emerging treatments offer vital hope to people with neurological conditions. The 

experience in relation to certain medications for multiple sclerosis has been that some drugs have 

not been made available to all those who would benefit from this treatment. The NAI is concerned 

                                                           
2 National Waiting List Data (June 2015) National Treatment Purchase Fund 
http://www.ntpf.ie/home/outpatient.htm 

Lack of frontline resources

Insufficient medical staffing levels

Vacant consultant posts and recruitment difficulties 
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that immediate solutions are put in place to deliver access to new and emerging treatments for 

people with neurological conditions as they become available.  

 

 

3. Develop a network of Community Neurorehabilitation Teams as 

committed to in the National Neurorehabilitation Strategy  

“Promotion of effective neurorehabilitation should be acknowledged as a sensible, practical long 

term national investment” (National Policy and Strategy for the Provision of Neurorehabilitation 

Services in Ireland) 

Organised multidisciplinary rehabilitation reduces healthcare costs through:  

 Reduced length of stay in acute hospitals  

 Reduced complications 

 Reduced disability 

 Reduced care requirements  

 Reduced admissions to long term care 

 Increased numbers returning to work 

The NAI is calling on the Government to take initial steps to 
address critical deficits within neurology services in order that:

-all neurological patients have equal access to multidisciplinary 
care by addressing critical staff shortages in neurology services 

-adequate dedicated neurology beds are made available to each 
neurology service

-immediate steps are taken to address access to neuroimaging 
including long waiting lists for MRI

-there is uniform access to treatments across the country based on 
medical need
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The current Government published a National Policy and Strategy for Neurorehabilitation Services in 

2011 which outlined a three year implementation process for implementation. One of the key 

recommendations of the strategy was the development of a network of community 

neurorehabilitation teams to provide specialised neurorehabilitation services to people with 

neurological conditions who live in the community. Not one additional team has been established 

since the publication of the strategy. This represents a devastating lack of commitment to people 

with neurological conditions and a waste of critical resources within our health services to keep 

people out of hospitals and prevent long term disability. The economic case for community 

neurorehabilitation in an Irish context has been clearly demonstrated by the findings of a report 

prepared by the ESRI and the Royal College of Surgeons into stroke rehabilitation in Ireland3 which 

found that up to 44% of stroke patients could benefit from early supported discharge and 

rehabilitation in the community, yielding net savings estimated at €2million to €7million each year. 

Early supported discharge (ESD) could save more money in reduced length of hospital stay - €12 

million- than would need to be reinvested in developing community rehabilitation (€5-€10 million) 

The report also shows that ESD could free up over 24,000 hospital bed annually. 

 

4. Fund services to support the implementation of the National Dementia 

Strategy.   

There are 48,000 people living with dementia in Ireland, by 2021, it is estimated that there will be 

over 68,000 people with dementia in this country4. The most common cause of dementia is 

Alzheimer’s disease but people with other neurological conditions can also be affected including 

stroke, Huntington’s disease, Parkinson’s disease and Parkinsonian syndromes.  

                                                           
3 Towards earlier discharge, better outcomes, lower cost: Stroke Rehabilitation in Ireland (2014) Irish Heart 
Foundation, ESRI, Royal College of Surgeons Ireland.  
4 National Dementia Strategy (2014) Department of Health 
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The publication of the National Dementia Strategy in 2014 represented a long awaited commitment 

from the Irish state to addressing the needs of people with dementia and their families.  

The NAI fully endorses the call outlined in the Alzheimer Society of Ireland pre-budget submission 

for dedicated resources in the 2016 budget to support the development of specialist dementia 

services and to enable people to continue to live at home as a first option5.  

 

5. Invest in appropriate services for genetic diagnosis and counselling to 

address the deficits recognised in the National Plan for Rare Diseases 2014 

The NAI submission to the review of Part 4 of the Disability Act (2014) highlighted the deficits in 

genetic diagnostic and counselling services in this country which continue to impact significantly on 

people with rare neurological conditions and their families. Neurological disease is an area where 

the potential for treatments based on genetic testing (including individual profiling) is growing. 

Waiting lists for genetics services in this country are unacceptably long. Delays in diagnosis or 

misdiagnosis may result in multiple avoidable appointments with doctors and consultants, incorrect 

treatment, delays in obtaining a diagnosis and significant distress. Waiting times for predictive 

testing, supportive counselling and information services are unacceptably long for individuals and 

their families who face life changing decisions based on the outcome of this information. Ireland has 

one of the lowest levels of clinical genetic consultants and genetic counsellors in Europe. The 

National Plan for Rare Diseases notes that “The Royal College of Physicians UK recommends a 

minimum of 3 consultant geneticist per million population and the Association of Genetic Nurse and 

Counsellors UK recommends one full time genetic counsellor per 100,000 population. Applying 

these ratios to the Irish population would require a total of 14 WTE consultants and 46 genetic 

counsellors. At present Ireland has 3 genetic consultants and one temporary post and 4.7 WTE 

                                                           
5 Pre Budget Submission (June 2015) Alzheimer Society of Ireland 
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qualified genetics counsellors at the Dept. of Genetics , Crumlin (formerly the National Centre for 

Medical Genetics). 

 

6. Ensure Access to Discretionary Medical Cards for People with Neurological 

Conditions  

The situation in 2013/2014 which saw the withdrawal of hundreds of discretionary medical cards 

from the system impacted significantly on people with neurological conditions. An NAI survey 

carried out in June 2014 among health professionals and other service providers found that  

-60% had noticed changes in the awarding of discretionary medical cards to people with neurological 

conditions over the past two years, finding it more difficult to get a person with a neurological 

condition awarded a medical card on this basis.  

-One fifth of health professionals and other service providers estimated that 20-50% of their clients 

with discretionary medical cards had had them withdrawn over the past two years.  

It is vital that changes introduced in 2014 to address this issue continue to be implemented and 

extended in Budget 2016 to ensure that all those who need access to a discretionary medical card 

can secure this support without delay and taking into account the costs and burden represented by 

their condition.  

 

 

 

 

 



 

 
 

10 

 

BACKGROUND INFORMATION AROUND THIS SUBMISSION  

Neurological Conditions in Ireland.  

Neurological Conditions affect the brain and spinal cord and include stroke, dementia, epilepsy, 

acquired brain injury and migraine as well as a range of rare and genetically transmitted conditions. 

Over 700,000 people in Ireland are living with a neurological condition6.  

The Neurological Alliance of Ireland  

The Neurological Alliance of Ireland is a national umbrella made up of 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 and their families 

through contributing to the development of policy, advocating for and creating awareness of the 

needs of this population and building a strong network of responsive organisations.  

Development of Neurological Care Services under the current Government  

The NAI recognises the track record of the current Government in addressing specific areas of 

neurological care through targeted investment in stroke and epilepsy services which have led to 

significant improvements in patient care and the publication of the National Neurorehabilitation 

Strategy and the National Dementia Strategy. However, sustained investment is required to address 

the legacy of underinvestment and underdevelopment of its Ireland’s neurological care services. 

Services for people with neurological conditions in this country are increasingly unable to cope with 

current need and Ireland is completely unprepared for the increasing burden of neurological disease 

                                                           
6 The Future for Neurological Conditions in Ireland: A Challenge for Healthcare an Opportunity for Change 
(2010) Neurological Alliance of Ireland 
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as our population ages. By 2021 Ireland will have over 860,000 people living with a neurological 

condition7.  

Budget 2016 needs to send a strong signal to people with neurological 

conditions in Ireland that economic recovery means that their needs will 

finally be addressed 

 

Left Further Behind: Living with a Neurological Condition in Ireland: The 

“Double Blow” of Austerity.  

In March 2014, the NAI carried out the most detailed survey to date of the experiences of people 

living with a neurological condition in Ireland with over five hundred respondents. The survey 

highlighted the significant effect on people with neurological conditions and their families of three 

years of austerity budgets and cuts in healthcare services and supports.  

People with neurological conditions in Ireland have suffered what one respondent called a “double 

blow” from the effects of austerity in recent years with ongoing, historic underinvestment in 

neurological care services coupled with the steady erosion of a range of health and social protection 

supports on which they are critically reliant.  

Over the past number of years people with neurological conditions and their families have 

experienced: 

1. Cuts to health services, particularly vital community healthcare services and home care 

supports and Changes and cuts to benefits and entitlements 

                                                           
7 Strategic Review of Neurology and Neurophysiology Services in Ireland (2007) HSE National Hospitals Office 
unpublished report.  
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2. Once again this year, in a repeat of events in 2014, the threatened withdrawal of €620,000 

in funding from vital services provided by neurological charities when bridging funding 

under the SSNO scheme to support national voluntary organisations came to an end. 

Funding has been extended only until June 2016, leading to ongoing uncertainty for the 

people with neurological conditions and their families who depend on these services.  

 

(i) Cuts to health services to support people living in the community and changes to 

benefits and entitlements  

 Almost half of respondents to the 2014 NAI survey8 reported that access to a range of disability 

supports had become more difficult over the three years 2011-2014:  

-Aids and appliances and personal assistant services (47%) 

-Day services (46%) 

-Respite services (45%) 

Over 40% of respondents reported a significant impact of cuts to home support including home help. 

Home help services have been cut by 1.6 million “home help” hours since 20119. The findings of the 

NAI survey “Living with a Neurological Condition in Ireland” also showed the impact on community 

therapy services of years of effective cutbacks caused by the recruitment ban and the reduction of 

the workforce in our health services.  

 

 

                                                           
8 Living with a Neurological Condition In Ireland (2014) Neurological Alliance of Ireland  
http://www.nai.ie/go/resources/nai_documents/report-on-nai-national-survey-living-with-a-neurological-
condition-in-ireland 
9 Pre Budget Submission 2016 (June 2015) ALONE 



 

 
 

13 

Fig 1 below highlights the percentage of people with neurological conditions in the NAI 2014 survey 

who, when asked about their experiences in accessing a range of services over the past three years, 

responded “it has become more difficult to get this service”.  

Fig 1: Percentage of respondents reporting that it has become more difficult to access the following 

services over the past three years.  

 

 

Fig 2 highlights the increases in the percentage of respondents reporting that they “could not access 

this service at all” when compared to the response to a similar question in a previous NAI survey in 

2011. Increases are apparent across the board with the most significant increases in relation to 

“respite care” (from 4% to 25%) and “adaptation to my home” (from 8% to 25%). Overall funding for 

the Home Adaptation grant was reduced from €55m in 2012 to €35m in 2013. The changes to the 

Housing Aid Grant announced in January 2014 have made it significantly more difficult to obtain 

according to individual survey respondents.  

Speech and Language Therapy 42% 

Social Work 39%

Physiotherapy 34%
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The steady erosion of community based healthcare services over the past number of years is in 

contradiction of the Government’s own policy to design a healthcare system which keeps people 

living at home as long as possible and facilitates healthcare close to their communities.  

(ii) Threatened withdrawal of €620,000 in funding from vital services provided by 

neurological charities 

The Scheme to Support National Organisations (SSNO) is designed to provide multi annual funding to 

support the core costs associated with the running of voluntary organisations. In June 2014, all 

twelve neurological charities which been in receipt of this funding had their applications for ongoing 

funding rejected in a devastating blow which threatened counselling, home support, helpline and 

advocacy services to people with neurological conditions and their families. In June 2015, the 

charities faced a repeat of the events of the previous year and only a temporary reprieve was 

imposed, the funding has been extended to June 2016. It is unacceptable that such vital services 

should face an uncertain future. People with neurological conditions and their families now have 

absolutely no guarantee that the services on which they depend will be available beyond June 2016. 
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Fig 2: Percentage people with neurological conditions 
reporting that they could not access this service: responses 

to a 2011 survey v 2014 survey

2011 2014



 

 
 

15 

The Neurological Alliance of Ireland, the only dedicated umbrella 

representing the needs of the over 700,000 people in Ireland living with a 

neurological condition will once again face complete closure unless this 

funding gap is addressed.  

 

ADDITIONAL NOTE: ADDRESSING THE NEEDS OF PEOPLE WITH DISABILITIES 

AND FAMILY CARERS IN THE FORTHCOMING BUDGET 

The NAI is acutely conscious that people with neurological conditions and their families have been 

impacted by a range of cuts and changes to healthcare and social protection supports to people with 

disabilities and family carers in recent years.  

The NAI endorses the pre-budget submission of the following umbrella bodies in relation to their 

recommendations for Budget 2016: 

 

Disability Federation of Ireland 

As a member organisation of the Disability Federation of Ireland, the NAI fully supports this 

umbrella’s key asks for Budget 201610  

1. Adequate Income and Activation Supports for people with disabilities 

2. Access to vital healthcare and personal care services 

3. Adequate housing and services to support living and inclusion in the community  

                                                           
10 Pre Budget Submission (July 2015) Disability Federation of Ireland 
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Care Alliance Ireland 

The NAI supports the range of recommendations outlined in the network for caring organisations, 

Care Alliance pre budget submission11 in relation to supports for family carers including: 

1. Reintroduction of the Bereavement Grant for those families on disability allowance, carers 

allowance or half rate carers allowance 

2. Protecting the half rate carers allowance as a core social protection payment 

3. Restoration of the respite grant over a 2 year period to the original level of €1,700 

4. Introduction of a 6 month period of retention of carers allowance post caring for those 

providing full time care for over three years 

 

FURTHER INFORMATION  

For further information contact Magdalen Rogers, NAI Development Manager at 

naiireland@eircom.net or 01 8724120.  

 

 

 

 

 

 

                                                           
11 Pre Budget Submission to the Department of Social Protection (June 2015) Care Alliance Ireland 

mailto:naiireland@eircom.net
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List of NAI member organisations  

Acquired Brain injury Ireland 
 
Alzheimer Society of Ireland 
 
Aphasia Ireland 
 
Aware 
 
Bloomfield Health Services 
 
 
Cheshire Ireland 
 
Chronic Pain Ireland 
 
Dystonia Ireland 
 
Enable Ireland 
 
Epilepsy Ireland 
 
Friedrich’s Ataxia Association of 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 
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Parkinson’s Association of Ireland 
 
Post-Polio Support group 
 
Syringomyelia Support group of Ireland 
 
Spinal Injuries Ireland 
 
Spina Bifida Hydrocephalus Ireland 
 
The Rehab Group 
 
 

Associate Members 

Brain Tumour Ireland 

PSPA Ireland 

Irish Association of Speech and Language Therapists 

Irish Institute of Clinical Neurosciences 

Myaware 

Irish Society of Physicians in Geriatric Medicine 

 

 

 

 

 


