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OPENING STATEMENT REGARDING SERVICES FOR PEOPLE WTH ACQUIRED BRAIN 

INJURY  

OIREACHTAS COMMTTEE ON DISABILITY MATTERS – 11 November 2021 

I would like to thank the Committee for their invitation to attend today to speak about services for 

people with ABI, on foot of my submission last year… 

Our eldest son Chris was involved in a road traffic accident in 1988 when he suffered a catastrophic 

brain injury as a passenger in a car. He was on life support for many weeks in an acute hospital, 

followed by a battle to get a bed in what is now known as the National Rehabilitation Hospital. 

When a trauma like this happens, everything stops in one way but life goes on and parents have to 

work to keep everything going, we were running to the hospital, working, and trying to come to 

terms with what we were facing. We are talking about 1988, so there were very little, in fact no 

supports for families back then. You just had to get on with it. No one prepares you for something 

like this. 

It was very clear from the beginning that our son was very seriously injured and his life hung in the 

balance and any recovery that might occur would be slow and a full recovery could not be expected 

given the brain damage he had sustained. 

We spent hours travelling to and from the hospital where doctors were threatening to discharge him 

either to the hospital nearest his home or home to us where he would get no rehabilitation which he 

needed. There were no suitable services the local hospital nor in the community. We lived in dread 

of this happening with no follow up or support. That day did come and he was discharged to a local 

hospital where he spent time until he got a bed in what is now known as the National Rehabilitation 

Hospital in Dun Laoghaire. There was a long waiting list then – as is the case today. 

During all of this time we had to carry on with our lives as well as spending time going to and from 

the hospital. Already our health was suffering with the stress and strain involved. Everyone suffered 

as a result of this, particularly his siblings as there was only so much we could do. 

Chris responded reasonably well to the rehabilitation on offer at the time. It was not a specific brain 

injury rehabilitation programme but there were essentials like physiotherapy, occupational therapy 

and speech therapy. He had to learn how to speak, how to walk, dress and interact with people. He 

had severe cognitive impairment and memory problems. He did not recognise family and others. It 

was a terribly traumatic time – we were travelling to the hospital several times a week and whole 

weekends were spent at the hospital – to the detriment of his siblings and our other responsibilities. 

Eventually he was allowed home for weekends and he was prematurely discharged to us without 

any prior notice – which meant that there was no planning for his discharge, no supports or services. 

He was not fit to be discharged and needed further neurobehavioural and psychological services but 

that was not available.  

We were expected to care for our son in our home without any help whatsoever. The impact on all 

the family was profound. He had no insight into his difficulties and when I tried to get help, I was 

told it was my responsibility to stay at home and care for him. 

We spent endless hours trying to find out more about brain injury and how we could help him. 

Remember back in 1988 we had no internet, no information at the touch of a button.  We finally 

found that the nearest specialist brain injury services were in the UK. We travelled to the UK to 

check these out and decided this was what our son needed.   
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We encountered numerous difficulties – doctors here were unwilling to refer him to the UK and told 

us we were wasting money, we had to fight it out with the Office of Wards of Court who put many 

obstacles in our way – this was going to cost a lot of money and we did not know, nor did they 

know, of anyone who had done this previously. We eventually got him to the UK and he spent over 

two years in rehabilitation there and he regained many skills he had lost and learned to cope with 

his disabilities. The recommendation was that he would live for a trial period on his own with some 

support and evaluate after that. We had no physical or financial help to do any of this. 

The problem was that there was no follow up services so we could follow the advice we had 

received that he would live semi independently with as much support as needed and this became a 

real challenge as there was no service available to him that would facilitate this – this type of 

support was actually unheard of back then. 

We missed time from work, financial and other opportunities had to be set aside because our 

primary responsibility was our son. We were unable to have family holidays or outings as this took 

up all our time and energy. 

We ploughed a lonely furrow on this, scrambling around for physiotherapy and support to help him 

stay organised. He was involved in a project with Headway Brain Injury Service and had some 

support from Cheshire Foundation at the time but it was just a small part of a range of services he 

needed and eventually he moved nearer home to live as he developed epilepsy, in addition to the 

primary disabilities of acquired brain injury, cognitive impairment, memory loss and hemiplegia. 

This was really the worst possible outcome and set him back terribly, causing aspects of his brain 

injury to become exacerbated – such as memory loss, confusion and such like affects. This resulted 

in further loss of independence, frequent seizures and many epilepsy medications over many years.  

Over the years we have had to fight for even the smallest things. In the 90s and 00s we went to the 

UK many times for services not available here or of such poor quality as to be ineffective. There 

were a few hours of physiotherapy and occupational therapy and occasionally a sessional 

psychologist for a few weeks - there were constant meetings resulting in no improvement. There 

was no brain injury service and despite efforts by the HSE to bring in case management via ABI 

Ireland with a Rehabilitation Assistant, as our son was so many years post injury, it was not as 

much help as it was more appropriate to an earlier stage of rehab. 

Chris’s father and myself have been providing support and care over all those years with a few 

hours home support until at age 70 we felt we were no longer able to provide the level of support 

that our son needed. So, more meetings and confrontations occurred with the HSE and eventually 

he got a home support package with ABI input which is now working well for him 

However, the lack of a comprehensive shared care protocol involving all the different disciplines 

involved results in gaps and confusion. Even within the hospital he attends for neuro services, there 

is a lack of communication and very little information or reports provided to his GP.  

There is insufficient physiotherapy, occupational therapy, psychology services and appropriate 

brain injury services are not available in his area. There is no day activation service and no centre or 

service to hold it all together. His life lacks purpose and meaning. It seems like all our work still 

wasn’t enough to get our son and others like him the services recommended and needed.  

There are no stand alone, specific brain injury services – they are included in the overall disability 

services. There are insufficient physiotherapists, occupational therapists, neuropsychologists, and 

other clinical staff. There is no one to replace them when they go on leave – which may be for an 

extended period. The person is then left high and dry without the service or the reduction of an 

already meagre service. At one stage a whole year went by without any physiotherapy input. 
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The situation since the advent of covid has been very difficult with a loss of services and face to 

face meetings with clinicians. Case reviews have been held via an online forum and there are 

continuous gaps – you have to look for everything and protocols that were in place regarding 

spasticity for example appear to apply no longer. The rules change without explanation. 

A big issue is the large number of people with neuro disability who are waiting for services which 

are not there and the people already in the service are not able to get what they need. It is the same 

with epilepsy services – due to the pressure on services the new patients get priority over existing 

chronic patients with no community supports as proposed in the HSE National Clinical Programme 

for Epilepsy. 
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I found a letter recently that I wrote many years ago about the lack of brain injury services and it is 

as relevant today as it was back then – not a lot has changed. 

This is very disappointing as Ireland has ratified the UN Convention on the Rights of Persons with 

Disabilities but there has been no improvement in services to align with the various Articles of the 

Convention. 

There are some 800,000 people in Ireland with a neuro disability/condition. 

There are 120,000 people living with disability following a brain injury. 

19,000 people sustain a brain injury annually. 

There are 40,000 people with epilepsy. 

Many people with acquired brain injury also have dual diagnosis and need a number of different 

types of clinical and rehabilitation services. 

There is a lack of structure from acute hospital through specialist rehabilitation, no step down 

facilities, community services and supports.  

National Policy and Strategy for the Provision of Neuro-Rehabilitation Services in Ireland 2011-

2015 is gathering dust.  

In 2019 The National Strategy & Policy for the Provision of Neuro Rehabilitation Services in 

Ireland Implementation Framework 2019-2021 was published. Ten years on from 2011 when this 

Strategy was published and there is very little to show for it – and certainly not the roll out of 

Community Neuro Rehab services and teams.  

There are a few pockets of services provided by ABI Ireland and Headway but these are limited to a 

few areas and there is no implementation of the strategy as envisaged. 

There is nothing resembling the National Clinical Programme for Neurology Model of Care 

published by the National Neurology Programme Working Group and Clinical Advisory Group for 

the National Clinical Programme for Neurology… 

There are long waiting lists for neurological beds in Beaumont Hospital and despite a complete 

rebuild of the NRH, there was not a nett increase in capacity particularly for people with brain 

injury. There is a long waiting list for rehabilitation and many people with brain injury do not make 

it at all but are left at home for families to cope with as best they can – back to the 1988 situation. 

Additionally, the HSE National Clinical Programme for Epilepsy Model of Care document which 

was launched in January 2017 - nearly 5 years ago – has not been implemented – not even in part – 

and indeed the services for people with epilepsy have deteriorated. In fact, according to a report by 

the Neurological Alliance of Ireland in March 2021 there were 22,000 people on a waiting list to 

see a neurologist, an increase of 40pc over the past five years. That is seriously under-resourced. 

Many people are actually becoming seriously disabled or dying as a result of this… 

The recommended number of neurologists for epilepsy is 35, the actual number is 22 and waiting 

times have lengthened especially over the past two years. 

There are no provisions for transport or community integration for people with acquired brain 

injury. There were three different types of schemes to help people with transport but I understand at 

this time that all three have now been withdrawn with nothing to replace them. Many seriously 

disabled people are unable to access public transport, even if it was available. It can be an 
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expensive trip to a Dublin hospital, especially now with the cost of fuel, parking etc. There is no 

support or provision for any of this and many people cannot get outside their homes unless they 

have a car and someone to drive them. How can they afford this on a Disability Allowance?  

The Disability Allowance does not equate with the cost of living. Everyone is aware that the cost of 

living with a disability is an added financial burden as there are many services and items that they 

must fund out of their own pocket. The cost of heating their homes has escalated to an 

extraordinary degree and something will have to happen or people will end up sick, in hospital or 

in nursing homes. 

Increases in funding for disability services were announced in the recent budget but that will take 

time to filter down – and we are still playing catchup with pre 2008 when services fell through the 

floor. 

---------------------------------------------------------------------------------------------------------------------- 

Wards of Court, lack of capacity and acquired brain injury… 

Decision Support Service 


