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NAI Submission to the National Rehabilitation Strategy 
 

Executive Summary 
 
The Neurological Alliance of Ireland is the umbrella group for neurological non 
statutory organisations in Ireland. Over 700,000 people in Ireland are affected by 
neurological conditions, many of whom will need access to specialised rehabilitation 
and support services at different stages of the care pathway.  
 
Note that the NAI has negotiated ongoing input into the work of the National 
Rehabilitation Strategy through its parallel working group on 
neurorehabilitation services. This submission is intended only as an interim 
report on the work of this group.  
 
Policy Framework 
Development of a national strategy for the provision of rehabilitation services takes 
place in the context of current reforms in the health and disability sector. The NAI 
stresses that many of the recommendations outlined in this submission will meet the 
goals of the HSE Transformation Programme for: 
-developing integrated services across all stages of the care journey 
-configure primary community and continuing care services so they deliver optimal 
results 
-configure hospital services to deliver optimal and cost effective results 
-implement a model for the prevention and management of chronic illness 
 
The Independent Assessment of Need will present particular challenges in relation to 
people with neurological conditions due to the shortage of neurorehabilitative and 
neurological expertise and the complex needs of this population.  
 
Strategy for Service Provision 
 
The NAI has carried out (a) detailed review of previous reports on the management of 
neurological conditions in both Ireland and the UK and (b) a detailed mapping 
exercise of the typical service pathway for neurological patients by members of the 
NAI working group on neurorehabilitation. A series of gaps in services, and resulting 
recommendations are outlined as follows: 

1. Need for acute rehabilitation units attached to acute neurology, stroke and 
neurosurgical departments 

2. Development of specialised inpatient neurorehabilitation as required for 
conditions such as stroke, acquired brain injury and spinal injury.  

3. Progressive neurological conditions have little access to the national 
rehabilitation centre and the centralised service is not appropriate to their 
needs 

4. Development of a network of community neurorehabilitation teams is required 
for ongoing management of both static and progressive neurological 
conditions 

5. A range of accommodation supports including step down or transitional units, 
supportive living, in home and centre based respite care are outlined.  

6. Particular needs in relation to palliative care, challenging behaviours and 
carers and families are outlined. Specific recommendations are made in 
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relation to the neurorehabilitation needs of older people and children with 
neurological conditions.  

7. There is a significant challenge in meeting the range of nonhealth needs of 
people with neurological conditions which can only be achieved through a co-
ordinated response among agencies.  

The submission highlights the lack of information on the numbers of people with 
neurological conditions in Ireland requiring rehabilitation and the lack of specialists to 
assess the rehabilitation needs of this group, meaning that many of those requiring 
neurorehabilitation are not receiving it. A comprehensive audit of current service 
provision should be a key component of the work of the National Rehabilitation 
Strategy.  

 
 
Non statutory organisations play a key role in the provision of rehabilitation services 
to people with neurological conditions. Making their experience and expertise 
available to staff in a range of primary and continuing care settings should be a key 
component of a national strategy for the provision of rehabilitation services.  
 
Model of Care 
 
Neurological conditions present particular challenges to a model of care. A suitable 
model must be able to address: 
-long term and changing health and social care needs over many years 
-transition across different healthcare settings, from acute to rehabilitation to the 
community often in different geographical locations 
-complex sequelae of neurological conditions requiring input from a range of 
specialists 
-a limited pool of specialist expertise which must generalise to a range of health and 
non health settings 
The NAI outline a number of criteria for a model of care: 

1. The model must provide for co-ordination of care through all stages of the 
treatment pathway 

2. The model must provide for transfer of information and expertise, and suitable 
referral protocols from specialist services to general health and social care 
settings so that all staff providing care to a person with a neurological 
condition are aware of their needs and able to respond appropriately 

3. The model must address the specific needs of people with neurological 
conditions for a range of non health supports such as education, vocational 
training, housing and transport which are provided by a range of agencies and 
require a co-ordinated response from these agencies.  This is one of the most 
challenging aspects of offering an integrated rehabilitation programme for an 
individual with a neurological condition 

The NAI believe that a rehabilitation strategy for people with neurological 
conditions must be part of an overall national framework for the management of 
neurological conditions which achieves a co-ordinated response from acute 
stage/diagnosis of these conditions, through rehabilitation and long term 
management.  



 4

No one model of care may be appropriate to the management of all neurological 
conditions. A number of approaches suitable for the requirements of particular 
conditions and flexible in response to local needs and existing services could be 
adopted by the National Rehabilitation Strategy.  
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The Neurological Alliance of Ireland 
 
The Neurological Alliance of Ireland is the umbrella group for organisations 
representing people with neurological conditions. The NAI was established in 1998 
and carries out a range of activities to promote the development of services and 
supports for people with neurological conditions and their families.  
 
The NAI has been actively involved in increasing awareness of the service needs of 
people with neurological conditions through development of the Standards of Care 
documents, (1999-2002), its participation in the HSE Strategic Review of Neurology 
and Neurophysiology Services (2006-2007) and ongoing involvement in the National 
Rehabilitation Strategy. The NAI organised a joint conference with the Department of 
Health and Children on 2nd December 2008 entitled “The Rehabilitation and Long 
Term Management of Neurological Conditions in Ireland” to provide a key focus for 
the National Rehabilitation Strategy.  
 
Aim of this Submission 
The purpose of this submission by the Neurological Alliance of Ireland is: 
 
-To outline briefly the background in terms of previous reports on rehabilitation 
services for people with neurological conditions in Ireland 
-To describe and report on the preliminary findings of the NAI working group on 
neurorehabilitation services 
-To outline a series of recommendations on the main principles that should underlie a 
national rehabilitation strategy as it relates to the needs of people with neurological 
conditions 
-To make these recommendations in the context of HSE policy on reform of the 
health services.  
 
For the purposes of this submission, the NAI will be using the following definition of 
neurorehabilitation 
 
Rehabilitation is the process of active change by which a person who has become 
disabled acquires the knowledge and skills for optimal physical, psychological and 
social function 
(National Clinical Guidelines, British Society of Rehabilitation Medicine) 
 
Using this definition, the NAI considers the following areas to lie within the scope of 
the rehabilitation strategy: 
 
-rehabilitation services should relate to the range of needs of the individual with a 
neurological condition for physical health, accommodation, employment, social 
interaction and mental wellbeing.  
-rehabilitation services encompass service provision across the entire life cycle of the 
individual with the neurological condition 
-rehabilitation approaches which are based on adaptation to progressive disability as 
well as recovery of function.  
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NAI working group on rehabilitation services 
The NAI established a working group on neurorehabilitation services in August 2008. 
This group was designed to link directly with the main national strategy group with 
Patricia McLarty (Specialist in Disability Services, HSE) as the designated link 
person between the two groups. The terms of reference were agreed by the Chair of 
the National Strategy Group, Mr James O’Grady, to include the following: 
 
 
-outline of current service provision 
-outline of service users, numbers and profile 
-description of models of service 
-description of care/service pathways currently in place 
-advice and recommendations on best practice models 
 
NB: The NAI working group will continue to hold meetings in parallel to the 
main strategy group for the duration of this group. The current submission is 
intended to act only as an interim report on the work of the NAI group in 
relation to neurorehabilitation services. It should be understood that the NAI 
will continue to provide comment and feedback on the work of the national 
strategy group as outlined in its terms of reference beyond the period of public 
call for submissions.  
 
Guide to the Content of this Submission 
 
The submission will be structured according to the terms of reference of working 
group on rehabilitation as outlined in the Public Call for Submissions, issued by the 
DOHC and HSE in December 2008.  
 
According to this outline, NAI will consider the rehabilitation needs at acute and 
community levels of people at all stages of the lifecycle with static and progressive 
neurological conditions (including traumatic brain injury) 
 
 
The layout of this submission will follow the objectives of the rehabilitation strategy 
in outlining: 
 
Section A: An appropriate policy framework 
Section B: A strategy for service provision 
Section C: A preferred model of care 
 
In addition, NAI will summarise the report of its working group to date as outlined 
above.  
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Section A: The Policy Framework for Rehabilitation Services for 

People with Neurological Conditions:  
 
 
(i) A review of previous reports in this area 

 
The Neurological Alliance has reviewed the available published and unpublished 
reports in the area of rehabilitation services for people with neurological conditions in 
Ireland: 
 
-The National Audit of Stroke Services, Irish Heart Foundation 
-Polio: The Late Effects Reality: Report Summary: A survey for the Post Polio 
Support Group 
-Adults with Significant Disabilities and Acquired Brain Injury: Disability Federation 
of Ireland Position Paper 
-Comhairle na nOspideal Reports on Neurology (2003) and Neurosurgery (2006) 
-Strategic Review of Neurology and Neurophysiology Services, HSE unpublished 
including NAI section on rehabilitation services and section on the role of voluntary 
service providers in the management of neurological conditions 
-Strategies for stroke, acquired brain injury and progressive conditions produced by 
the Western Health Board as part of a 5 year Strategic Plan (2001-2006) for Disability 
Services in the region 
-North East ABI strategy (unpublished work) 
-Department of Health and Children Strategic Review Group on People with 
Significant Disabilities (unpublished report)  
-NAI Standards of Care for People with Neurological Conditions 3 vols 
Living with an acquired brain injury during childhood and adolescence (Children’s 
Research Centre, Trinity College Dublin) 
-A Pathway to Independence: A Strategy for Rehabilitation Services 2002-2010: 
South Eastern Health Board 
-Needs Assessment and Service Development Plan for Persons with Acquired Brain 
Injury: Midland Health Board 
-Needs Assessment for Acute Neurorehabilitation Unit Beaumont Hospital/NRH, 
unpublished report, HSE Eastern Region 
-Review of acute neurology services in Northern Ireland, Department of Health UK 
-Southern Health Board report on rehabilitation needs in Cork/Kerry 
-The National Service Framework for Long term (neurological) conditions: 
Department of Health UK 
-Implementing Policy for Dementia Care in Ireland: Report Commissioned by the 
Alzheimer Society of Ireland 
 
While the NAI has endeavoured to be thorough in its review of the background 
literature, we are aware that individual pieces of work have been completed by allied 
health professional bodies, voluntary organisations and health regions to respond to 
the needs of people with neurological conditions.  
 
The NAI have noted a number of common areas of concern in these reports in 
relation to the services available for the rehabilitation of people with 
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neurological conditions in Ireland: 
 
1. Though the reports listed above examine services for distinct neurological 
conditions, they present a general pattern of lack of timely access to suitable 
rehabilitation at each stage of the condition. 
 
2. Delays in the diagnosis of many neurological conditions due to a lack of specialised 
training among health professionals and a shortage of specialised personnel 
 
3. A pattern of varying access to services in different areas of the country with lack of 
clear guidelines and agreement on the service that should be available to a person with 
a particular condition. There is a lack of consistency and agreement on what 
constitutes an appropriate rehabilitation service. 
 
4. The existing body of work on rehabilitation services for people with neurological 
conditions points to a common picture of multiple involvement of health professionals 
and agencies with varying levels of co-ordination between them. This leads to a 
fragmented pattern of service delivery. This happens both between and within sectors 
but it is clear that interdepartmental collaboration is most poor, e.g. co-ordination of 
transport facilities and adapted accommodation for a person with a disabling 
neurological condition. Case monitoring tends to take place within rather than 
between sectors, leading to key needs of the person not being appropriately addressed.  
 
 
Previous reports also highlight a broadly similar set of recommendations including: 
 
 1.Increased resources available to the development of specialist multidisciplinary 
neurorehabilitation services in both acute hospital and community settings 
 
2.Co-ordination of the rehabilitation services provided to the individual through long 
term care planning involving consultation with the patient and their family 
 
3.Recognition that successful rehabilitation is dependent on early and appropriate 
diagnosis and intervention at the onset of the neurological condition 
 
4.The need for increased awareness and training of staff in a wide range of health and 
social care settings on the management of neurological conditions  
 
5. Recognition of the unique needs of the population affected by Acquired Brain 
Injuries for ABI specific services. This has been acknowledged in the US through the 
Traumatic Brain Injury Act (1996) and through the setting up of an increasing number 
of ABI teams in Ireland.  
 
The Mapping Exercise completed by the South Eastern Health Board as part of the 
development of its Rehabilitation Strategy provides a good summary of the gaps in 
rehabilitation services as follows: 
 

1. No common definition of rehabilitation and no common assessment tool 
2. Difficulty in recruitment and retention of staff 
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3. The absence of a database of clients makes it difficult to establish need in the 
community 

4. The voluntary sector plays a key role in the provision of support services to 
rehabilitation 

5. There is a geographical difference in access and availability of services 
6. A smoother movement of patients between services and settings is required  
7. Rehabilitation services for patients under 65 years are underdeveloped 
8. There are no dedicated rehabilitation beds in acute hospitals in the (South 

East) region 
 
 
(ii) Rehabilitation Services in the Context of Health Service Reform:  
 
NAI is aware of the wider legislative framework which will influence the design and 
delivery of a national strategy for rehabilitation services.  
 
We are aware that this will be addressed by larger umbrella groups such as the 
Disability Federation of Ireland and the National Disability Authority and so we 
present only a brief commentary on relevant items below: 
 
The HSE Transformation Programme 
 
Neurological conditions are challenging for those involved in the design and delivery 
of health services. Many neurological conditions result in a complex range of physical 
and intellectual consequences for the individual, requiring the input of a range of 
health professionals, in different settings, often across many years. They represent a 
significant test to the ability of any health service to provide co-ordinated, 
individualised, specialised care for an extended period of time.  
 
A number of the goals of the HSE Transformation Programme provide a framework 
for the changes to the design and delivery of rehabilitation services to people with 
neurological conditions.  
 
 
1. Develop integrated services across each stage of the care journey 
Previous reports on rehabilitation services for people with neurological conditions 
stress the extent to which services are characterised by fragmented service delivery 
and lack of co-ordination.  
The NAI believe that this issue could be addressed through: 
-development of individualised care plans capable of responding to a range of 
health and non health needs of the person with a neurological condition 
-responsibility for monitoring implementation of the care plan to lie with an 
individual appropriately trained and resourced to provide this role 
-the crucial need to develop a community based neurorehabilitation service 
which is capable of ongoing management of neurological conditions once they 
have been discharged from the acute hospital 
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2. Configure primary community and continuing care services so they deliver optimal 
and cost effective results 
 
The HSE Strategic Review of Neurology Services points to the lack of community 
based services capable of providing ongoing monitoring and treatment of neurological 
conditions in the community. This results in significant pressure on acute neurology 
services for follow up care, a system of crisis intervention in neurological cases, loss 
of gains made in the rehabilitative setting and a shortage of appropriately qualified 
personnel to accept and manage referrals from the acute hospital and rehabilitation 
units.  

 
 
The NAI believe that community neurorehabilitation teams would provide the 
necessary link with hospital services for the ongoing management of neurological 
conditions once they are diagnosed. Community teams are in a more effective 
position to link locally with other areas of continuing care than overstretched 
staff in an acute setting. Allied health professionals working in acute hospitals 
will describe spending time sourcing suitable accommodation and step down 
facilities where this should rest with an appropriate person in the community.  
 
 
3. Configure hospital services to deliver optimal and cost effective results 
 
The current management of neurological follow up through the acute hospital system 
puts pressure on an acute service which already has long waiting lists for initial 
diagnosis. Lack of neurorehabilitation services at each stage of the treatment pathway, 
particularly for ongoing rehabilitation in the community means that there is no 
appropriate service to discharge those with conditions such as stroke or acquired brain 
injury. Discharge is often delayed until a suitable placement can be found, increasing 
their stay in the acute hospital. Admission to an acute hospital for progressive 
neurological conditions often takes place in the context of a lack of services in the 
community for ongoing management of neurological conditions, leading to the 
necessity to admit patients for follow up.  
 

“The lack of community based facilities nationally leads to an over reliance on 
centralised hospital based services” 
(Needs Assessment for Acute Neurorehabilitation Unit, HSE Eastern Region) 

“Providing adequate properly staffed and resourced neuro rehabilitation services 
can help to avoid: 
-bed closures, long waiting lists 
-premature discharge home from acute wards or inpatient rehabilitation settings 
which can mean increased levels of dependence and risk of readmission 
-prolonged occupancy of acute beds by people waiting admission to 
neurorehabilitation units 
-prevent secondary complications which increased length of hospital stay” 
National Service Framework for Long Term (neurological) conditions, 
Department of Health UK 
 



 12

 
 
The NAI are anxious that neurology be included as a distinct category for 
clinical leadership under the forthcoming Clinical Care Directorate within the 
Health Services Executive.  
Central, focused co-ordination of services for people with neurological conditions is a 
necessity in view of the complex medical management of these conditions, requiring 
the involvement of multiple health professionals in different healthcare settings, often 
over long periods of time. Neurological conditions range across all areas of the health 
service, primary care, acute hospitals, disability services and link with mental health 
services, older peoples services, child and family services etc. An agreed framework 
for the diagnosis and treatment of neurological conditions in Ireland requires 
leadership at national level.  

 
 
4.Implement a model for the prevention and management of chronic illness 

 
Neurological conditions affect over 700,000 people in Ireland (HSE Strategic Review 
of Neurology Services) They are responsible for one in five visits to an accident and 
emergency unit and one in seven visits to a general practitioner. Neurological 
conditions provided the blueprint for the management of long term conditions in the 
UK through the recognition that these conditions feature many of the difficulties 
associated with long term chronic conditions, including: 
-Involvement of multiple health professionals in a range of different healthcare 
settings over different periods of time 
-A range of complex health needs which can change over time 
-A range of non health needs such as accommodation, transport, employment which 
impact on the ability to access health services and maintain wellbeing 
-need for preventative approaches and maintenance of general health with a chronic 
condition 
 
Adopting neurological conditions as the blueprint for a model for the prevention and 
management of chronic illness would address many of the concerns identified by NAI 
member groups in this document in relation to difficulties experienced by people 
living with neurological conditions in Ireland.  
 

“Whilst awaiting admission to rehabilitation the majority of patients remain in an 
inappropriate acute ward, effectively “blocking beds” and hindering the admission 
of other emergency and elective patients. In some instances, patients requiring 
rehabilitation will be discharged home to an inappropriate environment, without 
adequate adaptation” 
(Needs Assessment for Acute Neurorehabilitation Unit Beaumont/NRH, 
unpublished report, HSE Eastern Region) 

Dealing with the deficiency in non-acute, rehabilitation, community and 
continuing care services (for people with neurological conditions) would minimise 
inappropriate use of acute beds and facilitate the timely transfer of patients from 
acute hospitals to more appropriate facilities 
Report of the committee to review neurosurgical services in Ireland 2006 
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Disability Act 2005 
Departmental Sectoral Plans 
 
In order to deliver truly person centred services, a rehabilitation strategy must be able 
to deliver on interdepartmental initiatives to support the wider needs of people with 
neurological conditions for transport, education, housing and social inclusion 
 
The process of establishment and review of the Departmental Sectoral Plans under the 
Disability Act 2005 provides the opportunity to ensure that a rehabilitation strategy 
can be delivered with multisectoral involvement.  
 
The Rehabilitation Strategy should recognise this changed environment by: 
-including interdepartmental representation in its working group and consultation 
process 
-including recommendations for each Government department in relation to the 
development of rehabilitation services and supports 
-ensuring interdepartmental agreement and adoption of the recommendations of the 
rehabilitation working group 
 
Independent Assessment of Need 
The Independent Assessment of Need provides an opportunity for people with 
neurological conditions to have an individual comprehensive assessment of the type 
of rehabilitation services they require through a disability related health, personal 
social service and education needs assessment and preparation of a service statement.  
 
The implementation of the Independent Assessment of Need process to all adults with 
a disability will provide important information on the service needs of people with 
neurological conditions in Ireland.  
 
However, NAI has some concerns in relation to: 
 
-the availability of specialist staff with expertise in the management of neurological 
conditions to inform the service statement. At present, many of those with 
neurological conditions have their diagnosis delayed or never receive a diagnosis 
 
-service statements will only serve to highlight the lack of specialist 
neurorehabilitation services unless there is significant progress in terms of service 
delivery 
 
-not all people with neurological conditions in need of rehabilitation services will 
meet the criteria of disability for an independent assessment of need under the Act 
 
-the recognition that some neurological conditions, through the nature of the 
intellectual impairment, can impact on the ability of the individual to have insight into 
their level of disability. Those responsible for carrying out the assessment need to be 
aware of the specific issues affecting people with neurological conditions. This is also 
the case in relation to the complex range of specialist services required by people with 
neurological conditions and the need for those involved in the assessment process to 
have access to proper information and training on the impact of neurological 
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conditions. Guidelines should be developed for greater consultation with niche 
disability organisations in relation to the service needs of people with neurological 
conditions. The NAI has advised that family/carer involvement be encouraged where 
an individual lacks insight into the impact of their condition in order that a more 
comprehensive assessment of their needs is available.  
 
-the independent assessment of need will not, and is not designed to provide 
information on the prevalence of neurological conditions. Planning for the current and 
future service needs of this population is constrained by this lack of information.  
 
 
Citizens Information Act 2007 
 
The establishment of a personal advocacy service for people with disabilities is 
welcomed by NAI member organisations. However, we need to stress the importance 
of training and information for advocates on the distinct health and social needs of 
people with neurological conditions. Greater awareness among advocates should be 
facilitated by liaising closely with voluntary agencies providing specialist services to 
these individuals and their families 
 
 
HIQUA 
 
The Health Information and Quality Authority have produced two very important sets 
of standards which will be critical to the design and delivery of rehabilitation services: 
 
-Standards for Residential Care Settings for Older People 
 
-Draft standards for residential services for people with disabilities 
 
Both documents involved a process of detailed consultation with service users and 
service providers. Consideration of the specific needs of people with neurological 
conditions was addressed during the consultation process.  
 
In terms of the process involved, and the final content, both of these documents 
represent a valuable contribution to ensuring effective, quality service provision for 
people with neurological conditions.  
 
The NAI would welcome similar standards for the provision of services to people 
with neurological conditions in a range of rehabilitative settings.  
 
Health Information Bill 
This bill has the potential for improving the co-ordination of services for people with 
neurological conditions by providing a computer based individual record which can 
accompany the person across healthcare settings and over time. The long term nature 
of many neurological conditions, the complexity of neurological sequelae and the 
need for the involvement of a range of health professionals makes centralised health 
records a necessity for this group. NAI is aware of and shares the concerns of 
organisations on access to such health records, particularly in relation to conditions 
with a genetic component.  
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Towards 2016 
 
Under the lifecycle approach, the ten year social partnership agreement provides for 
the development of a range of health and social services and supports for children, 
adults of working age, people with disabilities and older people.  
 
Many of the developments in services and proposed changes in legislation outlined 
under this agreement will have implications for the design and delivery of 
rehabilitation services including: 
 

1. Development of special needs educational assessment services 
2. Review of secondary care paediatric services 
3. Development of primary care services 
4. Development of specialist palliative care services 
5. Initiatives for carers, including the development of a National Carers 

Strategy and research into the impact on child carers 
6. Initiatives to support people with special housing needs, including 

older people and people with disabilities 
7. Initiatives to support the care of older people including care needs 

assessment and delivery of home care support packages 
8. Person centred supports for adults with significant disabilities 
9. Consolidating and progressing vocational and employment services for 

people with disabilities 
10. Development of information and advocacy services for people with 

disabilities 
11. Continued rollout of the independent assessment of need under the 

Disability Act 
12. Development of a Health Information Bill which will provide a 

legislative framework for health information governance 
 

Most importantly in the context of the current submission, the agreement commits to 
the “Development of a strategic integrated approach to rehabilitation services” 
 
The challenge for a rehabilitation strategy for people with neurological conditions is 
that it ensures understanding of the unique needs of this population for long term 
integrated specialised care across all stages of the condition and across all age 
categories.  
 
The lifecycle approach recognises the need for a high level of interagency co-
operation to ensure that services are planned and delivered in a person-centred way in 
the context of a range of needs for health, social wellbeing and inclusion, education 
and employment. A rehabilitation strategy for people with neurological conditions 
needs to be able to deal with the unique challenges faced by these individuals and 
their families in each of these areas.  
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Section B: A strategy for Service Provision 
 
 

(i) Report on the NAI Patient Journey Mapping Exercise: NAI working group on 
neurorehabilitation 
 
Members of the NAI working group were aware of the requirement for a national 
strategy for service development to address current gaps in rehabilitation services for 
people with neurological conditions. Lacking the capacity and administrative supports 
required to carry out a national needs assessment, NAI member groups sought to 
identify the main gaps in rehabilitation services for people with neurological 
conditions through an exercise of mapping the typical journey through rehabilitation 
services for a number of neurological conditions. These were summarised into a 
typical pathway for (a) static neurological conditions (e.g. stroke, acquired brain 
injury, spinal injury) and (b) progressive neurological conditions (e.g. multiple 
sclerosis, Parkinson’s disease, Huntington’s disease) 
 
 
NB: A full report on the Patient Journey Mapping Exercise can be found in the 
Appendices. The summary points from this exercise highlighted the main obstacles in 
the typical neurological patient journey as follows: 
 
1. Rehabilitation service needs cannot be considered in isolation from long waiting 
lists in acute neurology services, delays in the diagnosis and treatment of neurological 
conditions impact directly on the level of functioning of the individual, increasing 
their level of disability  

 
 
2. Rehabilitation needs to be delivered in a range of settings, acute units,  
inpatient specialist rehabilitation units, outreach from specialist centres, community 
teams, home-based. There is a need for a network of rehabilitation services in Ireland, 
catering for acute, post acute, inpatient rehabilitation, transitional and 
outreach/community services rather than concentrating services in a single national 
centre. This historical approach means that community services are not properly 
resourced and do not have access to a local pool of expertise.  
 
3. Lack of expertise and personnel at community level for the provision of 
rehabilitation services has a number of effects: 
-Acute staff have no one to manage a referral 

Between 45-50% of neurology patients have been waiting for more than six months 
for inpatient services. National Hospitals Office Performance Monitoring 
Information supplied to the HSE Board, November 2008 
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-Discharge plans drafted at the acute stage can’t be followed through 
-Inappropriate referrals or waiting for access to the NRH because of lack of 
alternative services 
-Person re-enters the acute system because of lack of services in the community, often 
with unnecessary deterioration in their condition 
-No person whose role it is to co-ordinate care at community level 
-Gains made in specialist centres are lost on discharge.  
-No opportunity to work with the person in their own environment, to encourage the 
use of strategies learned in the inpatient setting in everyday life 
-No pool of expertise the community to train in new personnel.  
-The person cannot be facilitated to return to their own community, beds with 
specialist facilities (e.g. neurosurgical) become blocked 
 
4. Lack of national guidelines for the provision of rehabilitation services means that 
there is no agreement or consistency about what should constitute a rehabilitation 
team and how this should co-ordinate with other services.  
 
5. Rehabilitation services should be based on need, regardless of age. Changes in 
service provision at 18 and at 65 create significant difficulties both for service 
providers and service users.  
 
6. There is a vital need to map existing services and provide a forum for training and 
sharing of initiatives. There are good local networks operating in some parts of the 
country but no one gets to hear about them except through allied health professional 
conferences (specific to that profession) or seminars by voluntary organisations 
(condition-specific). The National Service Framework for Neurological Conditions in 
the UK provides a blueprint for a focus on the management of neurological conditions 
as a specific area of health and disability.  
 
7. The issue of rehabilitation services for children and the elderly needs a particular 
focus; there is a particular need for more information in this area.  
 
8. There is a significant need for bringing a multi-sectoral approach to the delivery of 
rehabilitation services. Non health needs such as housing, employment, education 
transport etc are a vital part of rehabilitation. A truly person-centred approach must be 
able to deal with the range of needs of someone living with a neurological condition. 
A key worker/case manager with the expertise and remit to liaise with a number of 
different agencies is required.  
 
9. There is an overall information deficit in relation to the management of 
neurological conditions in primary care. This lack of access to information and 
expertise can result in delayed or inappropriate diagnosis, inability to accept or 
manage a referral from acute services, lack of routine monitoring of neurological 
conditions and poor co-ordination between services.  The development of community-
based neurorehabilitation services will have to address this issue.  
 

 
(ii) An indication of service needs at each stage of the Care Pathway for 
Neurological Conditions 
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The results of the NAI patient mapping exercise, together with the review of previous 
reports in this area and submissions to the NAI working group by member 
organisations, point to a set of clear resource needs at each stage of the rehabilitation 
process.  
 
Please note that while the following sections refer to an overall lack of 
information on service needs and service provision for people with neurological 
conditions in Ireland, a number of reports on individual neurological conditions 
including acquired brain injury and dementia have provided a comprehensive 
assessment of the needs of these particular groups. 
 
 
Acute Rehabilitation 
This takes place in the acute setting following sudden onset conditions such as stroke 
or acquired brain injury. Best practice in this area recommends that rehabilitation 
commences as soon as possible once the patient is medically stable. Both the national 
neuroscience centres in Ireland lack a dedicated, specialised unit for acute 
neurorehabilitation attached to the acute facility. NAI are aware that a specialist unit 
for acute neurorehabilitation to serve the needs of the national neuroscience centre in 
Beaumont Hospital has been planned for some time. The National Audit of Stroke 
Services highlighted the significant lack of acute stroke management units 
nationwide.  
 
In relation to the provision of specialist acute neurorehabilitation services in Ireland 
the main issues are: 
 
-Lack of acute rehabilitation services attached to acute neurology units 
-Lack of appropriate acute stroke units 

 
 
Inpatient Specialist Neurorehabilitation 
There is currently one specialist centre for inpatient rehabilitation in Ireland, based in 
the National Rehabilitation Hospital in Dun Laoghaire. There are a number of 
significant gaps in the service that can be provided by the NRH at present: 
 
1. Long waiting lists mean that not all those in need of intensive rehabilitation can 
access the care they need. The NAI is aware that there has been a significant lack of 
capacity in the NRH for some time (Needs Assessment for Acute Neurorehabilitation 
Unit, HSE Eastern Region). At the start of 2007 waiting times were three to six 
months for the NRH and there were 120 acquired brain injury patients alone across 
Ireland waiting for care. UK guidelines published by the British Society for 

A significant proportion of acute neurosurgical beds are at any given time 
occupied inappropriately by patients awaiting return to referring hospitals, 
rehabilitation or long term care facilities. This impacts negatively on the 
neurosurgical unit in terms of reduced bed capacity to provide adequate acute 
service, difficulty in planning elective admissions and inefficiencies in theatre 
utilisation 
Report of the Committee to Review Neurosurgical Services in Ireland 2006 
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Rehabilitation Medicine estimate approximately 60 beds per million population are 
required for rehabilitation of under 65’s with acquired brain injury. This would mean 
240 beds in Ireland for ABI alone. The NRH currently has only 120 beds, of which 47 
are dedicated to ABI 
 
2. There is a critical period for the intensive rehabilitation of conditions such as stroke 
and acquired brain injury. Access to the NRH takes place whenever a bed becomes 
available rather than at the optimum time for the patient.  
 
3. The absence of community neurorehabilitation services means that gains cannot be 
effectively maintained once the patient returns home 
 
4. The situation of the national centre in one location in the East of the country means 
that it is not feasible as an outpatient service with long journey times for patients and 
families. Outreach services to regional hospitals cannot be effectively provided by the 
small team of neurorehabilitation consultants.  
 
5. Inpatient neurorehabilitation is not suitable for many neurological conditions which 
require ongoing treatment and maintenance over time rather than short periods of 
intensive rehabilitation. The National Rehabilitation Hospital does not effectively 
cater for a number of progressive neurological conditions requiring this type of 
service.  
 
6. Ireland has the lowest number of consultants in rehabilitation medicine in Europe 
which means that many neurological patients requiring assessment of their 
rehabilitation needs will never receive it, or be assessed within the optimal time 
period for rehabilitation 
 
In relation to the provision of specialist inpatient neurorehabilitation services in 
Ireland the main issues are: 
 

1. Specialist neurorehabilitation is largely only available to conditions such 
as stroke, acquired brain injury and spinal injury and a significant 
proportion of these patients do not receive the service. There is clear 
capacity for expanding services to this specific population as well as 
developing appropriate services for those with progressive neurological 
conditions 

2. There is little availability of neurorehabilitative expertise outside the 
main specialist centre which is itself not designed or resourced to provide 
outreach services 

3. Shortage of consultants in medical rehabilitation based on the needs of 
the Irish population 

4. A case can be made for greater geographical availability of specialist 
inpatient neurorehabilitation based on the need to provide a centre of 
neurospecialist services within a region. These units would provide 
essential support to acute neurology services in those regions, as well as a 
focus for training and expertise available to staff in community and 
continuing care services for the rehabilitation and long term management 
of neurological conditions.  
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Transitional Units 
As with many aspects of neurorehabilitation services in Ireland, there is a lack of clear 
and reliable information on the level of need for transitional or step down 
rehabilitation units for people with neurological conditions. Reports from NAI 
member groups point to a significant lack of this type of service nationwide. Nursing 
homes and units for under 65’s provide accommodation but no specialist 
rehabilitation services. The lack of clear guidelines for the management of 
neurological conditions and lack of training and expertise among the staff mean that 
these facilities cannot provide the type of care required. 
 
Long Term Accommodation Supports 
People with neurological conditions require access to a range of accommodation 
supports based on their needs and their personal wishes. NAI member groups point to 
the need for accommodation supports to be age appropriate, with staff trained in the 
identification and management of neurological conditions. Home based respite, 
supportive housing and sheltered accommodation supports need to be available. For 
many people with neurological conditions, the desire and ability to live independently 
in their own homes is denied because of a lack of equipment and delays and costs for 
adapting their home. Accommodation type supports increasingly need to be flexible 
and creative to meet the needs of a person-centred service. Non statutory 
organisations have responded innovatively in designing such options and can provide 
useful examples where assisted living supports are designed with the goals and wishes 
of the person and their family in mind and the aim is to promote independent living.  
 
Day Services 
Once again, without clear agreement on the level and type of rehabilitative support 
needed by people with neurological conditions, it is difficult to assess the extent to 
which the needs of people with neurological conditions are currently being met. 
Reports from NAI member groups indicate the need for appropriate training of staff in 
day care settings to understand and meet the needs of people with neurological 
conditions for structured activity, rest breaks, behavioural and social support and age 
appropriate care settings. NAI member groups also highlight concerns with failure to 
refer people to day services and wide differences in the activities and programmes 
available in these centres. 
 
Equipment, Aids and Appliances 
Assistive supports for people with neurological conditions fall into 3 main categories: 
 
-equipment to help with mobility, sensory impairment or daily living activities 
-more specialist custom built equipment for those with complex needs to support 
independence and participation in the home or workplace (e.g. computer aids, 
electronic assistance devices), memory aids 
-equipment to prevent deterioration (e.g. special seating or standing aids) 
 
The NAI is aware through its membership and through information provided by allied 
health professionals of significant delays in assessment and accessing routine 
equipment for people with neurological conditions. These delays can lead to 
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unnecessary and distressing levels of deterioration, particularly in the case of 
progressive neurological conditions.  
 
 
Palliative Care 
The needs of people with neurological conditions in this area have not been the 
subject of formal review. Individual NAI member groups have particular concerns on 
the facilities and supports available to their clients at this stage of their condition. 
 
Distinct aspects of palliative care for people with neurological conditions include: 
-managing pain 
-non invasive ventilation to improve breathing  
-issues around mental capacity and consent to medical interventions 
-cognitive and communication problems as a result of the condition which can make it 
difficult for the person to make their needs and wishes understood by staff 
-bereavement issues for families 
-Long term requirement for palliative care services due to the nature of progressive 
neurological conditions 
-particular requirements for younger adults with progressive neurological conditions  
 
All staff providing care for people in the advanced stages of neurological illness 
should be trained both in the management of long term neurological conditions and in 
palliative care.  
 
Input of Neurospecialist Staff 
 
The NAI is aware of the range of health professionals providing specialist diagnosis, 
ongoing management and rehabilitative services to people with neurological 
conditions. A list of these is provided in Appendix 1. All of the previous reports in 
relation to services for people with neurological conditions in Ireland refer to the 
significant shortages in the numbers of these professionals working in this country. 
These shortages impact directly on the quality of services available to people with 
neurological conditions at all stages of their illness. Clear recommendations are in 
place for the number of specialists required in medical rehabilitation and acute 
neurology in Ireland. The very low numbers of specialists such as neuropsychologists 
and neuropsychiatrists means that very few people in need of these services actually 
obtain them. The low numbers also result in a lack of familiarity among other health 
professionals on the work of these neurospecialists and the importance of referral to 
them.  
 
Vocational Rehabilitation 
A number of reports on specific neurological conditions, such as acquired brain 
injury, outline in detail the type of rehabilitative supports required by people with 
neurological conditions so this area will not be dealt with in detail.  
 
 
Research suggests that 80% of those who are absent from work for six weeks or more 
will require some assistance to return to work. The probability of returning to work 
for those absent for between three and six months reduces to less than 50% and for 
those absent for over six months to less than 20%.  
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Supports aimed at enabling people with neurological conditions to maintain 
employment, return to work or participate in training or structured activities require 
specialist understanding of the impact of some neurological conditions on fatigue, 
attention and concentration, problem solving and planning.  
 
Individualised and structured programmes are provided by many NAI member 
organisations based on the specific needs of people with these conditions. These 
include training in strategies to compensate for neurological deficits such as memory 
loss, job redesign to make the work environment more suitable for someone with 
concentration or planning difficulties and retraining to help people find an alternative 
vocational opportunity when return to their original work is not possible.  
 
Flexible individualised vocational and rehabilitative training can support an individual 
to identify new work and education related goals, receive recognised qualifications 
and ultimately can result in them developing a new career path.  
 
Co-morbid and Pre-existing Conditions 
Some people with neurological conditions have co-morbid and pre-existing conditions 
including mental health problems, addiction and learning disability, accurate statistics 
on the extent and type of co-morbid conditions affecting people with neurological 
conditions is available for only a small number of conditions based on international 
studies. There is a significant challenge in meeting the needs of these individuals 
through linking the responses of mental health and addiction services to the needs of 
people with neurological conditions, staff in these services may not be trained in the 
identification and management of neurological conditions and may be reluctant to 
accept a referral. A number of NAI member groups have experience in this area, 
particularly in relation to acquired brain injury. Once again, putting guidelines in 
place for the management of neurological conditions, including seeking 
information from neurospecialists and non statutory neurological agencies, is 
crucial to addressing this problem. In addition, more information is needed on the 
how co-morbid mental health and other issues are currently managed in people with 
neurological conditions and examples of best practice made available to guide staff in 
these services.   
 
 
The role of families and carers 
A number of research studies have highlighted the significant burden on carers and 
families of people with neurological conditions as a result of: 
-the financial burden represented by loss of earnings and medical costs, neurological 
conditions can often affect adults of working age 
-isolation due to the demands of caring and the stigma associated with many 
neurological conditions 
-complexity of consequences of neurological conditions with intellectual and 
behavioural changes presenting a significant challenge for families 
-the difficulty of sourcing and co-ordinating a wide range of services to meet the 
complex health and social needs of a person with a neurological condition 
-having to learn new skills in order to care for the person with a neurological 
condition 
-caring by those under the age of 18 
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It is recommended that families be closely involved in the rehabilitation process to 
ensure that gains made can be maintained in the longer term.  
 
Requirements for families and carers in relation to rehabilitation service include: 
 
-involvement in the design and delivery of rehabilitation services at all stages of the 
care pathway 
-respite breaks with home and centre based options available 
-availability of a single point of contact for co-ordinating the care of the person with 
the neurological condition in the long term such as key worker or case manager 
-specific training in managing the effects of the neurological condition 
-specialist information and counselling supports available at all stages of the 
neurological condition 
 
Niche organisations such as the member organisations of the NAI have considerable 
experience of providing specialised supports to families and carers.  
 
The NAI welcome the development of a National Carers Strategy and have 
responded to the call for submissions with a set of recommendations as to the 
needs of carers of people with neurological conditions.  
 
These include: 

• The implementation of the recommendations of key reports in this area, 
including the Strategic Review of Neurology and Clinical Neurophysiology 
Services, the Comhairle na nOspideal report on Neurology and 
Neurophysiology Services and the National Stroke Audit, will be crucial to 
improving the welfare and quality of life of people with neurological 
conditions and their carers in Ireland.  

• Appointment of specialist multidisciplinary teams, both in the hospital and 
community, to mange the long term care of people with neurological 
conditions 

• Appointment of a specialist keyworker/casemanager to liaise with the family 
and ensure co-ordination of the range of services required 

• Key personnel such as clinical nurse specialists, rehabilitation assistants and 
neuropsychologists are crucial to inform and support carers in the management 
of neurological conditions 

• Voluntary organisations need to be developed and resourced in their unique 
role of providing  specialised support and training for carers of people with 
neurological conditions 

• The training, support and provision of information to carers must be seen as a 
key aspect of the delivery of services to people with neurological conditions 

• The carer should be consulted at each stage in the planning and delivery of 
services to the individual with a neurological condition and be involved in any 
decisions about their care.  

 
 
Neuropsychiatry and Challenging Behaviours 
The issue of services for people with co existing mental health problems and 
challenging behaviours as a result of neurological conditions has not been specifically 
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addressed in this country. Depression is a significant factor in many neurological 
conditions while some conditions are associated with significant personality and 
behavioural changes which present challenges for staff working with these individuals 
in residential settings and families coping with them in the community. The National 
Service Framework in the UK recognises the need for co-ordinated approaches to the 
management of neurological conditions by recommending links between neurology 
services and mental health professionals at all levels of the care pathway. This issue 
needs to be examined in greater detail, particularly given the lack of specialist 
neuropsychiatric services in Ireland.  
 
The NAI is aware of a number of cases where individuals from Ireland have been 
transferred to rehabilitation units in the UK has taken place in order to facilitate 
access to specialist facilities for challenging behaviours. The difficulty with this 
approach is the lack of such facilities and sufficient experienced staff in the 
community in Ireland to accept and continue to work with these individuals once they 
return home. An appropriate review needs to take place to establish the level of need 
for such a service in Ireland for people with neurological conditions. This needs to 
happen in the wider context of a review of the specialist rehabilitation needs of people 
with neurological conditions and an audit of current service provision.  
 
Needs Assessment and Audit of Current Rehabilitation Services 
The NAI is aware that it has relied throughout this submission on reports from 
member organisations and health professionals working in the area to inform its 
position. There is a lack of information on the numbers of people with neurological 
conditions requiring the type of rehabilitation supports outlined above. The Strategic 
Review of Neurology Services carried out by the HSE estimated that over 700,000 
people in Ireland are affected by neurological conditions. Existing information 
systems including the National Physical and Sensory Disability Database have been 
acknowledged as significantly underestimating the numbers of people with 
neurological conditions. In addition, the exclusion of hospital services from the 
National Physical and Sensory Disability Database means that there is no national 
health information system in place to collect data on the number of people requiring 
access to our predominantly hospital-based neurology and neurorehabilitation 
services. 
 
The absence of clear guidelines for health professionals on the management of 
neurological conditions, and the shortage of neurological and neurorehabilitative 
expertise means that accurate and timely assessment of the rehabilitation needs 
of people with neurological conditions often does not take place. The NAI is 
concerned that a significant proportion of the rehabilitative needs of people with 
neurological conditions in Ireland are not identified due to this lack of training, 
awareness and expertise.  
 
The further rollout of the Independent Assessment of Need as required in the 
Disability Act (2005) while providing valuable and much needed information on the 
rehabilitative needs of adults with neurological and other significant disabilities in 
Ireland at a population as well as individual level, will increase the burden on 
neurospecialists to provide assessments of rehabilitative needs to inform the service 
statement.  
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The NAI is also concerned that a National Strategy for Rehabilitation Services should 
be developed in the context of a comprehensive audit of existing services and 
supports. Again, pointing to the National Audit of Stroke Services, a significant effort 
was made to document the type and level of existing stroke services throughout the 
country.  
 
The NAI is of the view that planning for future service needs cannot take place 
without comprehensive assessment of the type of services currently provided.  
 
The example of the Rehabilitation Strategy produced by the South Eastern Health 
Board provides a good template for an audit of the type of rehabilitation services 
available nationwide. The South East made a series of recommendations, based on 
identified gaps in services, for four areas of proposed service development in acute 
(intensive) rehabilitation, stroke unit, community rehabilitation teams and 
intermediate (step down) facilities.  
 
The NAI is also anxious that examples of good practice be considered in the 
development of a National Rehabilitation Strategy. The current HSE review of day 
services provides a good example of an assessment process that has three components 
 
-Consultation with service users, service providers, carers and families on existing 
day services 
-Identification of international best practice through a commissioned research project 
-Comprehensive audit of current services.  
 
The NAI believe that all three components should be part of the development of 
a national rehabilitation strategy for people with neurological conditions.  
 

 
(iii) Needs of Particular Groups in the Context of a Lifecycle Approach 
 
Paediatric Neurorehabilitation 
The NAI is aware of concerns among its member groups in relation to the 
rehabilitative supports available to children with neurological conditions. There is 
however a dearth of formal reports in this area. The National Children’s Centre 
(Trinity College Dublin) report on children with acquired brain injury pointed to the 
lack of suitable centres for rehabilitation, due to the behavioural and social challenges 
experienced by these children and the shortage of appropriately trained personnel. 
This report identified numerous problems in community service provision with many 
parents and professionals reporting insufficient availability of community services 
and resources to meet the needs of children and adolescents with acquired brain 
injury. A number of teachers and health professionals reported having little 
experience of acquired brain injury and had significant training and information 
needs. The study recommended a co-ordinated system of care that is responsive to the 
needs of individual children and their families. As part of this approach there is a need 
to target the social difficulties which young people with acquired brain injury may 
experience and to recognise the support and advice required by parents of children 
with acquired brain injury. 
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The NAI is concerned that formal consultation on the service requirements of 
children with neurological conditions needs to take place as part of the National 
Rehabilitation Strategy.  

Rehabilitation Needs of Older People with Neurological Conditions 
The NAI is aware of concern among its member groups about the rehabilitation 
services available to older people with neurological conditions. Once again, the lack 
of clear guidelines on the management of neurological conditions means that there is 
no agreement on the kind of service that should be made available. People over 65 
years of age come under the remit of older peoples services and may miss out on the 
type of specialised neurorehabilitation which is available (though very limited) 
through disability services. Without a proper formal needs assessment it is impossible 
to know whether older people with neurological conditions have access to the type of 
rehabilitative supports they need and how the transfer from disability services to older 
people’s services currently impacts on them.  
 
(iii) The role of voluntary service providers in the delivery of rehabilitation 
services 

 
 
The NAI undertook a review of the services provided by its member organisations as 
part of its work for the Strategic Review of Neurology and Neurophysiology Services.  
 
The range of services provided by NAI member groups are outlined under the 
following categories: 
 
(a) Direct Service Provision 

• Residential, home care and respite services and carer support programmes 
• Rehabilitation assessment and structured training and education support 

programmes  
• Supported employment and back to work training and assistance 
• Provision of neuropsychological assessment and rehabilitation  
• Casework and key worker roles (the person with the condition and their family 

are linked to services and supports in a structured and evaluated approach) 
• Direct employment of social workers, nurse specialists, occupational, speech 

and language and physiotherapists and neuropsychologists 
• Providing a wide range of social supports including access to  social activities, 

breaks and respite care for families 
• Access to and provision of personal assistant services 
• Specialist nurse-led helpline services.  
• Improving accessibility through provision of transport services and social 

activities and groups 
• Acquired brain injury case management 
• Acquired brain injury community rehabilitation services 
• ABI transitional services 

“The voluntary sector plays a key role in the provision of support services to 
rehabilitation” 
Rehabilitation Strategy, South Eastern Health Board 
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• Provision of specialist day services providing a range of therapy programmes 
activities and social support identified through a person-centred planning 
process 

 
 
(b) Support and Advocacy 

• Specialised education and counselling in relation to diagnosis and 
management of a neurological condition  

• Specialised support, education and counselling for family members 
• Support groups, seminars, conferences and other meetings 
• One to one support services for people with neurological conditions around 

the impact of their diagnosis and ongoing management of their condition. 
Many organisations have specialised programmes for symptom management, 
adjustment to the condition, family support and information and social 
inclusion. These supports are designed around the specific stages in the 
condition, from diagnosis through early onset and progression depending on 
the type of neurological condition 

• Provision of trained advocates working directly with people to identify and 
access the services they require 

• Peer support for people with the condition and their families 
 
(c) Information provision, research, awareness, health promotion and training 

• A wide range of education programmes aimed at employers, health 
professionals, schools and community services aimed at promoting greater 
awareness of neurological conditions.  

• Promoting, commissioning and funding research on neurological conditions 
and keeping up to date with developments in research and treatment. 

• Preparation and regular updating of publications such as websites, newsletters, 
leaflets and information booklets and manuals, videos, CDs, press releases etc.  

• Training programmes and partnerships with health professionals to develop 
initiatives  

 
(d) Consultation and policy development  

• Consultation at policy and planning level in all areas of health and social 
services around the needs of people with specific conditions.  

• Development and pioneering of innovative approaches to the needs of their 
client group.  

• Voluntary organisations play a key role in identifying needs and existing gaps 
in services for the people they represent 

• Proactively lobbying government to address deficits and service provision and 
policy 

 
 
It is clear that a wide range of specialised neurorehabilitative supports are 
provided by the voluntary sector. A national strategy for rehabilitation needs to 
recognise and optimise the services provided by the voluntary organisations 
through: 
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-appropriate resourcing of these services to allow the voluntary sector to recruit, 
retain and train staff 
-working in partnership with voluntary agencies in the commissioning of and 
development of regionalised rehabilitation services 
-making the information and expertise of these niche organisations available to a 
wide range of healthcare staff through development of protocols for the 
management of neurological conditions  which involve consultation with 
voluntary agencies and routine dissemination of their information to service 
users 
-voluntary agencies are well informed in relation to the rehabilitative needs of 
their clients and should be consulted as part of local and national initiatives to 
develop guidelines for the management of neurological conditions.  
 
Throughout this submission, the term “niche organisations” will be used to refer to the 
services provided by the member groups of the Neurological Alliance in recognition 
of the specialist expertise acquired by these organisations in working with specific 
neurological conditions.  
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Section C: A Preferred model of Care 
 

(i)Importance of a co-ordinated approach to the delivery of rehabilitation 
services 
 
From the patient journey mapping exercise carried out by the NAI working group, and 
from the review of existing documentation on neurorehabilitation services, it is clear 
to the NAI that the design and delivery of rehabilitation services needs to be part of 
the development of an overall framework for the management of neurological 
conditions in Ireland.  
 
Neurology services in Ireland have been the subject of two main reports, the Strategic 
Review of Neurology and Neurophysiology Services and the Comhairle na nOspideal 
Review of Acute Neurology Services. Both of these reports failed to include 
rehabilitation services for people with neurological conditions in their terms of 
reference. As outlined in the NAI patient journey mapping exercise, management of 
neurological conditions in Ireland is dependent on an overstretched hospital based 
service with little options for specialist ongoing management in the community.  
 
The result is a situation where recommendations on the development of acute 
neurology services are being considered in isolation from the need for 
rehabilitation and long term management of neurological conditions. Once 
again, the NAI reiterate the need for a national framework for the management 
of neurological conditions which would consider the service needs at each stage 
of the care pathway.  
 
This is why the NAI organised a conference on 2nd December 2008 on the theme of 
the rehabilitation AND long term management of neurological conditions.  
This conference included perspectives from rehabilitation consultants both in Ireland 
and the UK where it is clear that the appropriate management of neurological 
conditions in the acute setting and in primary care are critical to the success of 
neurorehabilitation approaches.  
 
The particular strength of the National Audit of Stroke Services was its consideration 
of the needs of people with stroke from acute care through inpatient rehabilitation to 
long term management by stroke teams based in the community.  
 
The National Service Framework for Long term (neurological) conditions in the UK 
provides an example of a national framework for the management of neurological 
conditions that recognizes the following critical areas as crucial to the provision of 
quality services to people with neurological conditions: 
 
-person centred services for people with neurological conditions 
-early recognition, prompt diagnosis and treatment of neurological conditions 
-development of protocols for emergency and acute management of neurological 
conditions 
-Access to early and specialist rehabilitation 
-Access to specialist community rehabilitation and support 
-Access to appropriate vocational rehabilitation 
-Appropriate equipment and accommodation 
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-Providing personal care and support for people with neurological conditions 
-Access to specialist palliative care for people with neurological conditions 
-Support and training for families and carers 
-Guidelines for caring for people with neurological conditions in hospital and other 
health and social care settings  
 
This framework recognizes that rehabilitation services for people with neurological 
conditions cannot be considered in isolation from the entire management of 
neurological conditions from diagnosis/onset to end of life.  
 
The Strategic Review of Neurology Services is currently the subject of an 
external consultation by the HSE. The NAI recommends that the opportunity be 
taken to develop a national framework for the management of neurological 
conditions in Ireland through: 
-much needed resourcing of the acute neurology service as recommended in the 
Comhairle na nOspideal report of 1991 and 2003 
-Development of community based neurorehabilitative teams which will allow 
the appropriate transfer of neurological conditions from the acute setting to the 
community and allow ongoing management of long term neurological disability 
-Development of centre based acute and inpatient rehabilitation facilities to meet 
the requirements of particular neurological conditions for intensive specialised 
rehabilitation 
-Development of agreed and comprehensive guidelines for the management of 
neurological conditions in Ireland to inform the type of services required by a 
particular individual and support the work of staff in a range of health care 
settings.  
 
The UK National Standards Framework recommends the establishment of managed 
clinical neuroscience networks which would assess and respond to the needs of people 
with neurological conditions for acute care, rehabilitation and ongoing long term 
management. The Clinical Care Directorate which is being established by the Health 
Services Executive could provide appropriate leadership for such a structure. 

 
(ii) Importance of Developing Community Rehabilitation Services 
Each of the previous reports examined by the NAI on rehabilitation services for 
people with neurological conditions in Ireland point to the significant lack of 
community rehabilitative supports. The HSE Strategic Review of Neurology Services 
highlighted the lack of community based expertise for the management of 
neurological conditions, based on nationwide surveys of allied health professionals by 
their representative organisations. This research, though based on small sample sizes, 
supports anecdotal reports from the acute neurology services, NRH personnel and 
NAI member organisations. Effective community based neurorehabilitation services 

 
“With managed neuroscience clinical networks, multiagency, multidisciplinary 
clinical groups could support the work of the network and improve integrated 
service delivery across the entire care pathway from diagnosis to end of life” 
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are essential for ongoing management of neurological conditions in the community 
and to relieve pressure on acute neurology units.  
 
The National Audit of Stroke Services recommends the establishment of a number of 
community based multidisciplinary stroke teams based on the requirements of a 
population of stroke survivors according to international best practice guidelines.  
 
The NAI recommends the establishment of similar teams for the rehabilitation of 
neurological conditions. This will require consideration of the need for specialist 
teams based on the type of neurological condition. There is widespread evidence 
to support the development of specialist services for acquired brain injury, 
including the development of ABI community teams. Some of these have already 
been put in place by the HSE.  
 
Community neurorehabilitation teams can provide a number of important functions: 
 
-Ongoing management of neurological conditions in the community reducing pressure 
on already over-stretched acute neurology services 
-Providing a hub of neurological expertise within a region to support and train staff in 
general healthcare settings 
-Local community based neurological services are essential to provide individualised 
co-ordinated care plans over the long term for a person with a neurological condition, 
this cannot be done in an acute setting 
-Effective assessment of ongoing rehabilitative needs of the neurological population 
-Maintaining rehabilitative gains made in inpatient settings 
-A wide range of non-health needs of people with neurological conditions such as 
housing, transport and social support can be facilitated through individual case 
management by a community based team.  
 
The primary care strategy sets out a number of welcome initiatives to support the care 
of people in their local communities. The NAI is concerned that the complexity and 
range of needs of people with neurological conditions presents a significant challenge 
to health professionals working in primary care settings. The burden of rehabilitative 
treatment and co-ordination and delivery of rehabilitative programmes cannot be met 
by general primary care teams without the support of rehabilitation teams based in the 
community.  
 
The NAI is aware of examples of these teams working effectively in the area of 
acquired brain injury, providing an important blueprint for the management of a range 
of other neurological conditions.  
 
(iii) Person Centred Services and the challenge of inter agency co-operation  
One of the most significant challenges for a model of care for neurorehabilitation 
services is co-ordinating the response of a wide range of agencies in delivering a 
person centred service. As re-iterated frequently in this submission, people with 
neurological conditions have a wide range of needs depending on their age, their level 
of disability and the type and stage of their neurological condition. These needs 
include: 
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-needs in relation to the management of their neurological condition including 
physical, intellectual and psychological sequelae requiring the input of neurospecialist 
staff and services 
-other health needs, some people with neurological conditions have co-morbid 
conditions including mental health problems, addiction and learning disability,  
-need for general disability services including aids and appliances, adapted housing 
supports, home help, personal assistants, day services and accessible transport. Those 
delivering these services usually lack training in the management neurological 
conditions and will need to link to specialist services provided by statutory and non 
statutory agencies 
-access to benefits and entitlements such as disability payment, carer support  
-Access to advocacy services and training 
-vocational and educational assessment, training and support  
(Note: This list is not intended to cover all the service needs of people with 
neurological conditions) 
 
It is the experience of NAI member groups that co-ordinated, timely response to 
these needs can only be effectively delivered through: 
-access to neurospecialist staff in the community to provide the essential link 
with generic services. The current system where a very limited number of such 
staff is concentrated in acute hospitals means that this expertise cannot transfer 
to the community where it is needed for long term management of neurological 
conditions 
-links with non statutory neurological agencies around advice, information and 
training for general service providers and provision of specialist services where 
required 
-co-ordination of a person centred service through a single point such as a key 
worker or case manager who is available to liaise with a number of agencies to 
meet the needs of their client 
 
 
(iv) Main Principles of A Rehabilitation Strategy for People with Neurological 
Conditions 
 
 

1. The strategy should consider the full range of needs of the person with a 
neurological condition and their family for physical and mental well being, 
employment, accommodation, education, transport and social inclusion.  

2. Access to services should be facilitated by an integrated care plan which is 
capable of working across sectors to assess and meet the needs of the person 
with the neurological condition and their family 

3. Involvement of the individual and family member in the design and 
delivery of rehabilitation services  

4. A range of service options is required to meet the different needs of the 
individual at each stage of the neurological condition.  

5. The success of rehabilitation for people with neurological conditions is 
impacted significantly by ongoing problems in acute neurology and 
neurosurgery services, including long waiting lists for diagnosis and treatment 
and long delays between follow-up. A key principle of rehabilitation services 
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for people with neurological conditions must include access to early diagnosis 
and treatment and ongoing medical management of the condition.  

6. People with neurological conditions should have equal access to 
rehabilitation services irrespective of their age, where they live or the type of 
neurological condition they have 

7. Care planning for the rehabilitation of people with neurological conditions 
needs to be able to accommodate the changing needs of the person with the 
condition, the long term nature of many neurological conditions, the 
transition from acute to community services and the range of health 
professional and multi agency involvement 

8. A rehabilitation strategy for people with neurological conditions needs to 
recognise the complex nature of these conditions and the requirement for 
specialist knowledge and training in order to manage them. Access to this 
expertise must be facilitated throughout the range of rehabilitation service 
options.  

9. Standards should be agreed for the delivery of rehabilitation services. 
Development of these standards should take place through a process of 
consultation with service users and the range of service providers. The 
following need to be included in the provision of standards for 
neurorehabilitation services: 

-acceptance of a common definition of rehabilitation 
-common agreement on rehabilitation outcomes 
-a common assessment framework 
10. As recommended in the South East rehabilitation strategy, co-ordinators of 
disability and elderly services will play a key role in the planning and co-
ordination of rehabilitation services. Specific initiatives such as home care support 
packages can be designed to meet the needs of people with neurological 
conditions for support in living independently in their own communities.  
 
 

(v) Summary Points for an Effective Model of Care 
 
Note: Rather than recommending one single model of service provision, the NAI 
has instead chosen to outline the criteria that in its view must be met by an 
effective model of care. These include 
 

1. The model of care adopted by the National Rehabilitation Strategy needs to 
perform the key task of making the small pool of neurological and 
neurorehabilitative expertise in this country available to the management of 
the wider long term needs of the significant population with neurological 
conditions. For this reason, NAI stresses that rehabilitation services for 
people with neurological conditions need to be developed in the context of 
a national framework for the management of neurological conditions, 
from the acute hospital through to the development of properly resourced 
community services. There are a number of models of rehabilitation services 
available for consideration. The National Service Framework for Long Term 
Conditions in the UK provides a good blueprint for how clinical managed 
neuroscience networks can be involved in the acute care, rehabilitation and 
long term management of neurological conditions. The network provides a 
regional link between primary, secondary and tertiary care services with the 
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involvement of service users, families and non statutory organisations. This 
secures the involvement of specialist personnel with the knowledge and 
experience throughout all stages of the care pathway without the breakdown 
that currently follows discharge from acute neurology or specialist inpatient 
neurorehabilitation services. Similarly, the Slinky Model of rehabilitation put 
forward by the British Society of Rehabilitation Medicine allows for smooth 
transfer and re-entry where required among different parts of the service 
between acute care, specialist inpatient rehabilitation and community 
rehabilitation services. Interdisciplinary models of care for progressive 
neurological conditions focus on co-ordination of hospital and community 
services to provide an appropriate level of intervention based on the stage of 
the condition.  

2. Delivery of rehabilitation services in the community will require the 
development of community neurorehabilitation teams similar to those 
outlined in the National Stroke Audit 

3. Community neurorehabilitation teams provide a focus for local co-ordinated 
response to the management of neurological conditions through: 

-providing expertise to primary and continuing care services in the management of 
neurological conditions 
-linking with the range of services provided by non statutory agencies 
-long term monitoring of people with neurological conditions in the community 
reducing reliance on over pressured acute neurology services  
4. A model of care for the delivery of rehabilitation services to people with 
neurological conditions must co-ordinate the delivery of services through a 
single point such as a key worker/case manager approach. This co-ordination is 
essential in the management of neurological conditions, due to the unique 
challenges of: 
-transitioning between different settings, acute, rehabilitation and community 
often in different parts of the country 
-long term nature of many neurological conditions  
-complex physical, intellectual and behavioural sequelae of neurological 
conditions requiring the input of a wide range of health professionals 
-complex long term non health needs of the person and family with a neurological 
condition requiring access to a number of specialist and general services in the 
community to meet these needs 
5. The requirement for specialist rehabilitation services for people with 
neurological conditions has been frequently highlighted in a range of previous 
reports and throughout this submission. Access to general health and disability 
services for people with neurological conditions can only be facilitated through 
proper understanding of their needs. Harnessing the unique experience and 
expertise of niche non statutory organisations should be an essential part of the 
model of rehabilitation services.  
6. There is a critical need to establish accurate data gathering systems on: 
(a) the total numbers of people with neurological conditions in Ireland 
(b) the individual rehabilitation service needs of those with neurological 
conditions 
This submission, as well as all the previous reports in this area, points to the 
difficulty of planning services in the absence of clear information on the needs of 
this population. The ongoing problems with the National Physical and Sensory 
Disability database in capturing the service needs of people with neurological 
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conditions and the delayed roll out of the Independent Assessment of Need 
envisaged at the time of this submission means that this information deficit will 
persist into the future.  
8. The model of care adopted for the provision of rehabilitation services must be 

able to meet the challenge of co-ordinating response of a wide range of 
agencies to deliver a person centred service to people with neurological 
conditions. This can only be achieved through: 

-sufficient neurospecialist staff in the community to enable the needs of people 
with neurological conditions to be assessed so that specialist and general services 
can respond 
-an appropriately trained and qualified person in a key worker or case manager 
role to link specialist and general services to meet the needs of their client. 
Working examples are available from both statutory and non-statutory agencies 
-linking with non statutory organisations for advice and training for staff in 
general services and around the provision of specialist services.  
 

 
(vi) Feasibility of a Single Model of Care for Neurological Rehabilitation  
It is a significant challenge to outline a single model of care in an Irish context, given 
a long history of isolated service developments in response to unmet need and 
different approaches taken by different health administrative areas. This is clearly 
reflected in the number of local strategy documents developed by the former Health 
Boards. In addition, some conditions require very different responses in terms of 
service design, for example the evidence is that spinal cord injury services are best 
delivered from a single specialist centre while rehabilitation for progressive 
neurological conditions requires ongoing response from an interdisciplinary team 
which is based in the community or within an acute hospital with strong links to local 
services.  
 
NAI encourage the National Strategy Group to examine the strengths of a 
number of different models proposed in separate submissions by its member 
groups, in relation to the criteria outlined above. A combination of approaches, 
responsive to local needs and flexible in terms of what is already available and 
working well in some regions, may be the most practical solution.  
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Appendices 
 
Appendix 1: Range of Health Professionals involved in the ongoing management of 
neurological conditions 
 
Appendix 2: Reference material supplied by NAI member groups for the preparation 
of this submission.  
 
Appendix 3: Case studies from NAI member groups of difficulties experienced by 
patients in accessing rehabilitation services.  
 
Appendix 4: Report on the patient journey mapping exercise completed by members 
of the NAI working group on neurorehabilitation  
 
Appendix 5: Report of the joint NAI/Department of Health and Children conference 
“The Rehabilitation and Long Term Management of Neurological Conditions”.  
This report is available on request from the NAI offices 
Copies of the presentations from this conference are available from the NAI office or 
the NAI website, www.nai.ie 
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Appendix 1: Reference Material Supplied by NAI member groups 
 

 
The Peter Bradley Foundation 
Toronto ABI strategy 
Excerpt from Brain Injury Database Submission: The Peter Bradley Foundation 
December 2006 
Social outcomes from neurorehabilitation: Peter Bradley Foundation 
Worth the Cost: Beneficial Effect of Cognitive Programme in Children 
Community Rehabilitation: Co-ordinated Approach 
Delayed Discharge after rehabilitation 
Early intervention following severe head injury 
Longer stay rehab: Value for money 
Outcomes: Slow to recover brain injury 
Recovery and rehabilitation following SAH 
Rehab: What works and for whom 
Stroke rehab in the home 
TBI: Challenges and Opportunities 
Is Goal Planning Effective? 
 
 
Dystonia Ireland 
 
Current Research Work 
 
Title: Temporal Discrimination Threshold as an endophenotype in adult onset 
primary dystonia. 
 
Principal Investigator: Prof Richard Reilly TCD 
Co-Applicants:  
Prof Michael Hutchinson, Newman Clinical Research Professor, Department of 
Neurology, St Vincent's University Hospital, and University College Dublin. 
Dr Robert Whelan, Dept. of Electronic Engineering, University College Dublin. 
Dr David Bradley, Department of Neurology, St Vincent's University Hospital, 
and University College Dublin. 
 
Collaborators: Ms. Maria Hickey, Chairperson, Dystonia Ireland. 
 
This research will lead to greater understanding of what is happening in the brain that 
causes 
adult onset primary torsion dystonia (AOPTD) and we hope will contribute to the 
identification of the genetic cause or causes of (AOPTD). We have been awarded 
research funding from the Health Research Board, Dystonia Ireland, the Lundbeck 
neuroscience bursary and Enterprise Ireland for these projects which involve both St. 
Vincent’s University Hospital (Prof. Michael Hutchinson) and Trinity College Dublin 
(Professor Richard Reilly). All these projects have ethical approval from the St. 
Vincent’s University Hospital Ethics Board.  
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Publications by the Dystonia Research Group. 
 
Walsh R,  Whelan R, O'Dwyer JP,  O'Riordan S, Hutchinson S, O'Laoide R, Malone 
K, Reilly R, Hutchinson M. Striatal morphology in cervical dystonia and unaffected 
relatives: a structural endophenotype? Movement Disorders 2008 (submitted) 
 
Walsh R, Hutchinson M. Molding the sensory cortex: Spatial acuity improves after 
botulinum toxin treatment for cervical dystonia. Mov Disord. 2007 ;22:2443-2446.  
 
Walsh R, O’Dwyer JP, Sheikh IH, O’Riordan S, Lynch T, Hutchinson M. Sporadic 
adult onset dystonia: sensory abnormalities as an endophenotype in unaffected 
relatives. J Neurol Neurosurg Psychiatry 2007;78:980-3. 
 
O’Dwyer JP, O’Riordan S, Saunders-Pullman R, Bressman SB, Molloy FM, Lynch T, 
Hutchinson M. Sensory abnormalities in unaffected relatives in familial adult onset 
dystonia. Neurology 2005;65:938-940. 
 
O’Riordan S, Ozelius LJ, de Carvalho Aguiar P, Hutchinson M, King M, Lynch T. 
Inherited myoclonus- epilepsy: further evidence of an association? Mov Disord  
2004;19:1456-59. 
 
O’Riordan S, Raymond D, Lynch T, Saunders-Pullman R Bressman SB, Daly L, 
Hutchinson M. Age at onset as a factor in determining the phenotype of primary 
torsion dystonia. Neurology 2004;63:1423–1426. 
 
O'Riordan S, Lynch T, Hutchinson M. Familial adolescent-onset scoliosis and later 
segmental dystonia in an Irish family. J Neurol 2004; 251:845-8.  
 
O'Riordan S, Hutchinson M. Cervical dystonia following peripheral trauma--a case-
control study. J Neurol. 2004; 251:150-5.  
 
O'Riordan S, Cockburn D, Barton D, Lynch T, Hutchinson M. Primary torsion 
dystonia due to the Tor1A GAG deletion in an Irish family. Ir J Med Sci. 
2002;171:31-2.  
 
For information more detailed information on all forms of Dystonia visit 
www.dystonia.ie 
 
Dystonia Ireland Media Coverage as part of National Dystonia Conference 2004 
                                                                                             
 
Sunshine and Rain a personal story written by Jenny McCann. Jenny and her brother 
Stephen have Dystonia.                                                                
 
 Dystonia Ireland Members Personal Stories                       
 Jenny and Stephen’s Experiences 
 Clare Lawlor Story 
 Living with Spasmodic Torticollis 
 The Road Back 
 Cathal Griffin document 
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 Case Study Elizabeth being treated in France 
 
National Institute of Neurological Disorders and Stroke  
Second NINDS-DMRF Workshop on Dystonia                             

 
 Abnormal reorganization in focal hand dystonia- sensory and motor training 
programs to    
 retain cortical function K.E. Zeunera* and F.M. Molloyb 
 NeuroRehabilitation. 2008; 23(1)45- 53Review.  
 PMID: 18356588 [pubMed –Indexed for Medline] 
 Department of Neurology, University of Schleswig Holstein, Kiel Campus, Germany    
 Department of bClinical Neurophysiology, Beaumont Hospital, Dublin, Ireland. 
 
Bleton JP. Spasmodic Torticollis Handbook of Rehabilitative Physiotherapy. Paris: 
Frison-Roche; 1994.    

 
Bleton JP. Physiotherapy for Spasmodic Torticollis. In: Bouvier G, de Soultrait F, 
Molina-Negro P, eds. Spasmodic Torticollis. Clinical aspects and treatment. Paris: 
Expressions Santé; 2006. p. 179–97. 
 
Bleton JP. Role of the Physiotherapist. In: Thomas T Warner and Susan Bressman 
eds. Clinical Diagnosis and Management of Dystonia. London: Informa Healthcare; 
2007.  
p. 223-32. 
 
Cottraux JA, Juenet C, Collet L. The treatment of writer’s cramp with multimodal 
behaviour therapy and biofeedback: a study of 15 cases. Br J Psychiatry. 1983; 142: 
180–3. 

 
Korein J, Brudny J. Integrated EMG feedback in the management of Spasmodic 
Torticollis and focal dystonia: a prospective study of 80 patients. Res Publ Assoc Res 
Nerv Ment Dis. 1976; 55: 385–426. 

 
Lundervold DA, Belwood MF, Craney JL, Poppen R. Reduction of tremor severity 
and disability following behavioral relaxation training. J Behav Ther Exp Psychiatry. 
1999 Jun; 30 (2):119-35. 

 
Meunier S, Bourdain F, Bleton JP, Garnero L, Renault B, Vidailhet M. Cortical 
reorganization after behavioural training in writer’s cramp. Poster P06.071, 55th 
Annual Meeting of the American Academy of Neurology in Honolulu. 2003; March 
29-April 5. 

 
Rondot P, Marchand MP, Dellatolas G. Spasmodic torticollis: review of 220 patients. 
Can J Neurol Sci. 1991; 18: 143–51. 

  
Tas N, Karatas GK, Sepici V. Hand orthosis as a writing aid in writer’s cramp. Mov 
Disord.     2001; 16: 1185–9. 
 
Tassorelli C Mancini F, Balloni L, Pacchetti C, Sandrini G, Nappi G, Martigoni E. et 
al   Botulinum toxin and neuromotor rehabilitation: An integrated approach to 
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idiopathic cervical dystonia. Mov Disord 2006; Dec; 21 (12):2240-3.    
PMID: 17029278 [PubMed- indexed for Medline] 
 
Tubiana R. Functional Disorders in Musicians. Paris: Elsevier; 2001. 
 
Zeuner KE, Bara-Jimenez W, Noguchi PS et al. Sensory training for patients with 
focal hand dystonia. Ann Neurol. 2002; 51: 593–8. 
 
Byl NN, Nagajaran S, McKenzie AL. Effect of sensory discrimination training on                             
A structure and function in patients with Focal Hand Dystonia: A Case Series. 
Arch Phys Med Rehabil. 2003 Oct; 84 (10):1505-14.       PMID: 14586919 [PubMed-
indexed for Medline] 
 
Easier Done than Said – Living with a Broken Voice –Karen Adler Feeley 
This book will serve as a ready source of information and advice to family and 
friends; a      valuable resource for the healthcare professionals who are charged with 
treating this     mysterious voice problem; and an indispensable reference for medical 
and speech       language students who are learning about this rare movement disorder. 
Published by the National Spasmodic Dysphonia Association www.dysphonia.org 
                                                                                                            
 
Surgical treatments for dystonia may be an option for individuals whose symptoms do 
not            respond to oral medications or botulinum toxin injections. 
                
      Pheripheral Surgeries 

• Cervical Dystonia 
                                                    The Bertrand Procudure: Selective Peripheral 
Denervation                      

 
• Laryngeal Dystonia/Spasmodic Dysphonia 

                                         Selective Laryngeal Denervation and Reinnervation 
                                         Thyroplasty 

• Blepharospasm 
                         Myectomy Surgery 
 

• Generalised Dystonia & Hemidystonia 
                           Intrathecal Baclofen 

  
          Brain Surgery: Lesioning Procedures & Deep Brain Stimulation 

• Lesioning Procedures: Pallotomy &Thalamotomy 
• Deep Brain Stimulation 
• Comparing Lesioning & DBS 
• Children & Brain Surgery 

 
            For more detailed information please note:  
            The Dystonia Medical Research Foundation Chicago, www.dystonia-
foundation.org 
            Spasmodic Torticollis Association www.spasmodictorticollis.org 
            National Spasmodic Dysphonia Association www.dysphonia.org 
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            Benign Essential Blepharospasm Research Foundation 
www.blepharospasm.org 
             
            For more information on DBS visit Medtronic’s website at 
www.medtronic.com           
 
Boy has pioneering brain implant 30Th December 2008 
A five-year-old boy has become the smallest patient to undergo Deep Brain 
Stimulation at a London hospital.  
 
Thomas Melville-Ross has had electrodes inserted in his brain as a treatment for 
dystonia – a condition which causes involuntary muscles contractions. 
 
At just 12.6kg (2 stones) – around the same as a toddler – his size meant the operation 
was only possible due to the development of a small new implant. 
 
His twin sister Alice is also due to have the operation later this year. 
Thomas and his sister have dystonia as a result of being born 16 weeks prematurely. 
This new device means doctors can try and help manage their medical conditions 
from an earlier age.  
 See http://news.bbc.co.uk/2/hi/health/7821101.stm 
 
 
 
The Rehab Group 
Additional reports and information supplied on acute rehabilitation needs in Ireland, 
development of community services and needs of people with neurological conditions 
for vocational rehabilitation 
 
 
In recognition of the significant volume of information that will be received by 
the National Strategy Group, not all reference material is included and can be 
requested from the NAI office if required.  
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Appendix 2: List of Professionals Involved in the Provision of Services to People 
with Neurological Conditions 

 
(Note that the current structure of the National Physical and Sensory Disability 
Database which excludes hospital services means that the need for these services 
cannot be captured on the form ) 
 
 
Neurologist 
Geriatrician 
Psychiatrist of Old Age 
Neurophysiologist  
Neurosurgeon 
Clinical Neurology Nurse Specialist (can be condition-specific) 
Neuropsychologist 
Consultant in Neurorehabilitation 
Rehabilitation Assistant 
Case Manager/Key Worker 
Social Worker 
Dietician 
Neuropsychiatrist 
Occupational Therapist 
Neurobehavioural therapist in some cases 
Speech and language therapist 
Case Manager/Key Worker  
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Appendix 3: Case Studies from NAI member groups on the experiences of people 

accessing rehabilitation services/availing of supports 
 
Post Polio 
Developing the personal and social dimension as a step towards rehabilitation 
A case study - Post Polio Support Group 

 
 
An outreach worker was appointed by the Group to work in North City and County 
Dublin and she has assisted Polio Survivors to manage their situations and to source 
solutions to their problems. 
 
The process has striven to empower the survivor population to seek its entitlements, 
medical and otherwise, from the statutory providers and from the Post Polio Support 
Group itself, which provides certain supports under a service level agreement with the 
Health Service Executive.   The Post Polio Support Group also provides other 
supports, independently, from its own fundraising resources where the statutory 
provision is not comprehensive.  This gives the group some capacity to respond to 
particular need.  The Group does not discriminate between members and non 
members in the allocation of supports.   
 
The lessons emerging from this process suggest that there is much development work 
to be done, particularly for those over 50, before those with physically and sensory 
disabilities may appropriately access rehabilitation services.  The following may assist 
the National Rehabilitation Strategy Group in giving people ownership of their 
disabilities and empowering them to seek the correct personal care plan to maximise 
their rehabilitation prospects. 
  
Individual contacts, home visits, case work and referrals 
 
First contacts were made by telephone with all known Polio Survivors in the 
catchment.  Those which were identified during the course of the project were 
included.  These were followed up by home visits.  Some have been visited more than 
once. Home visits continue to be made to members depending on perceived need.  
 
Polio Survivors can fail to access entitlements because of lack of information or gaps 
in the particulars accessible to them.  The absence of a clear route of access to 
services and entitlements can cause further problems.  Many show an inability to 
challenge service providers, appropriately, regarding choice or standards of services.  
Health provision continues to undergo immense structural change mitigating against 
the individual Polio Survivor’s ability to pursue access to appropriate supports and to 
their securing satisfactory outcomes.  There are identifiable areas where provision is 
less responsive as the “reform” programme progresses.   
 
Two particular barriers have been identified as important impediments to Polio 
Survivors gaining full benefit from available services; 
 
Unwillingness to access services.  
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Polio Survivors have shown a reluctance to seek out or apply for services, even when 
they have been advised to do so and assisted with the process.  Apart from the 
obvious contributory factors such as physical fragility, fatigue and low energy levels, 
many appear not view themselves as having a disability. While this can be a very 
positive coping mechanism, it mitigates against their planning for their future needs 
and obtaining timely access to aids, appliances, services and other supports. It also 
means that some can have a narrow and unrealistic view of their true needs: an 
underestimate of the supports available and their appropriateness to their situations.  
 
This trend is not true to the same extent for immigrant Polio Survivors. This group are 
generally younger and many have already striven hard to become established in 
Ireland and may have family and other commitments.  Their perception of their 
disabilities and their use of services inclines to be more pragmatic.  
 
Inclination to minimise difficulties. 
 
Because of underestimation and lack of early identification of needs on the part of the 
Polio Survivors, service providers can, in turn, fail to register the full extent of these 
needs. This can mean that Polio Survivors will only request home care support when 
their condition has reached a critical stage.  This second barrier is directly linked to 
that described in the section immediately preceding.   

 
The home care services provided by HSE can often be minimal and inadequate.  Part 
of the reason for the inadequate response may be because the case may be perceived 
as an early request, and the extreme needs of the Polio Survivor not be recognised. 
The inadequacy of proper preplanning and timely implementation for individual needs 
can often mean that, when a service such as home care is supplied, the Polio Survivor 
may be too weak or too ill to realise the full potential of the extra support to maintain 
independent living. 
 
It has proved extremely difficult to motivate Polio Survivors to pursue their 
entitlements, even working on a one to one basis.  Considerably more than half the 
Outreach Worker’s time is spent in contact work whether by phone or personal visit.  
People in various types of crises can be very time demanding and, because of their 
urgent and critical needs patterns, requirements must be prioritised.  Peer support has 
started to evolve from the Group work and capacity for problem solving and mutual 
assistance is developing. 
 
Many Polio Survivors are working through quite difficult personal circumstances.  In 
addition to the normal difficulties of life they are dealing with pain and fatigue and 
also can be coping with side effects from, in some cases complex drug therapies.  
Some have mental health issues, perhaps enduring depressive or bi polar conditions.   
 
Contact meetings, workshops and courses 
 
It is widely recognised that changing opinions and attitudes on an individual basis can 
be difficult.  Working in groups does produce better results in these respects.  It also 
has the potential to produce other benefits to the participants.   
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Group meetings have taken place on a regular basis to work with Polio Survivors to 
start a process to help them to surmount organisational and societal barriers.  The 
objectives of these sessions are: 

1. To increase self confidence and self esteem amongst Polio Survivors 
2. To develop the ability of Polio Survivors to undertake an active involvement 

in society thus fostering their sense of belonging in the wider community. 
3. To provide a forum where Polio Survivors can inform themselves of different 

choices in relation to health, therapies, appliances and general lifestyle coping 
strategies. 

4. To provide a safe space where Polio Survivors may find themselves gently 
challenged by encounters with other Polio Survivors while at the same time 
being affirmed by the nature of their shared experience. 

5. To provide a space for the development of mutual support amongst Polio 
Survivors. 

 
The aim being, in time, to empower them, as individuals, to find their own solutions 
to the problems that militate against achieving their full potential within their families, 
communities and society at large.  
 
Three separate meeting streams are underway:  Each has firmed up distinct and 
different agendas.  These groups meet regularly and have recently started to organise 
their own meetings and activities and engage outside speakers, namely, chair yoga, 
gardening, etc.   As the groups become more established they have become more open 
and are a good resource for those attending.  The Outreach Worker is guiding with a 
light touch rather than leading or managing as part of her planned withdrawal from 
the groups as they develop their own competences.   
 
A joint meeting of the three groups was very successful.   The Outreach Worker has 
started facilitating this larger entity to develop a discussion group to evaluate and 
challenge the issues around some of the existing services to Polio Survivors.     
 
Recently, successful development courses have been conducted in Creative Writing 
and Art.   A Polio Survivor who has published a book spoke to the writing group.  
Some have followed up by attending events at the Writers’ Centre.  Good 
conversation has resulted and currently they are engaged in collaborative writing 
which they hope to present within the larger Group. 
 
Those taking part in the art course have produced work of a high quality and have 
achieved significant personal satisfaction. They have made a significant commitment 
of time and energy.  A grant for Arts and Disability is being pursued to extend the art 
course.   
 
Polio Survivors taking the courses have been energised by meeting those from the 
other groups and a great positive energy has developed.  It is evident that these 
courses are building the necessary confidence amongst the members to encourage 
them to pursue these interests as a group or as individuals within their communities.  
The local groups are encouraged to compile lists of resources, contacts and amenities 
in their respective areas.   
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These activities stimulated the participants in adopting different perspectives on their 
personal circumstances while at the same time allowing for bonding amongst the 
Polio Survivors which, in turn, has resulted in many individual stories of advancement 
and improvement.  Significant extracurricular contact and mutual assistance have 
been developing, spontaneously.  
 
A sense of acceptance and belonging is viewed as crucially important and this is all 
the more so for immigrant Polio Survivors. The work in the groups includes self 
empowerment and awareness about disability. There are indications that outcomes, 
such as, improved self-care through self discovery, peer support, sharing coping skills 
and acquiring information on care and treatment are emerging.  It is hoped that, in 
time, this process will lead to a positive change in lifestyle, particularly its social, 
psychological and self development dimensions. 
 
The type of intervention described may be an essential element in setting those with 
physical and sensory disabilities on a rehabilitation path and is certainly one that the 
Post Polio Support Group would like to extend countrywide and perhaps that should 
be mainstreamed for all.   
 
Multiple Sclerosis 
Case Studies MS 
49 year married old woman living in the HSE West area with progressive MS. Her 
MS had advanced to a stage where she required assistance with all activities of daily 
living. Her youngest child was17 and in leaving cert her eldest was in third level. This 
woman’s husband was a farmer and unable to offer the level of care she required due 
to farming commitments and the children were in full time education. Multiple 
requests were made for increased packages of care to be offered at home but nothing 
was available to enable her to remain at home nor was there the community services 
vis a vis community physiotherapy or occupational therapy which could have enabled 
her to remain at home with a greater degree of independence and increased quality of 
life. Due to the lack of services her safety at home became an issue and she went for 
an extended respite break to one of the facilities in the area whose brief was care of 
the elderly. This woman remains in this facility, the nearest age to her is some twenty 
years her senior. There continues to be no age/need appropriate facility in the area.. 
She is currently living in a ward with mainly nursing care being offered. There is little 
physical rehabilitation restorative or otherwise and there is no vocational at all. The 
situation is 8 years on and her future lies, for the foreseeable in this age care facility. 
 
 
54 year old woman lives in local authority housing. She moved from private rented to 
local authority due to her level of disability and her inability to make any 
modifications to the house. This woman for the most part is totally reliant home 
support though HSE home help service, PHN, and PA support. Her condition has 
progressed to such an extent that she now requires two people to assist with transfers, 
toileting and personal hygiene. This woman has a complex set of difficulties that 
require team management but her care is very disjointed in the community. She has an 
indwelling catheter which regularly gives trouble by way of blocking which is very 
distressful and uncomfortable. Her GP will not treat these episodes and this means 
that she has to go through A&E to be seen. Transport is a huge issue as this woman 
has severe contractures in her lower limbs making travelling in the seated position 
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very challenging. She has regular trips to A&E and as she lives alone and has no 
family members living in the area is often left unattended for many hours unable to do 
anything for herself. The indwelling catheter is a recurrent problem and could be 
treated at home but is not this results in long uncomfortable waits in A&E for a non 
acute problem. This woman is also regularly admitted for botox treatment in the local 
hospital for the contractures she experiences. A course of intensive physiotherapy is 
recommended for a period post treatment in order to maximise the benefit. On 
discharge there is very little community physiotherapy available to this woman thus 
reducing the benefit of the botox treatment. This is a costly treatment which could 
have much longer quality of life benefits for this woman but due to the lack of MDT 
in the community the window of benefit is often lost and she is back in the hospital 
for more. 
 
48 year old man with progressive MS now in a nursing home, again this is an age care 
facility. Due to the level of disability his aging parents were unable to continue to care 
for him. While at home, as a medical card holder he had, albeit infrequent, access to 
physiotherapy and OT and equipment for his increasing needs. His parents had to 
place him in a nursing home as there are no age appropriate facilities in the region. 
Given the current community services structure he had no access to any of the 
entitlements his medical card offered him while living at home. Many battles ensued 
in terms of trying to secure equipment and therapeutic interventions to assist him 
maintain a quality of life as he would have been entitled to under the medical card 
scheme. Due to the lack of physiotherapy and occupational therapy interventions he 
became very contracted and difficult to manage in terms of his personal care and as a 
result spent all his time in bed which gave rise to further complication in terms of 
pressure sores which required surgical intervention with the plastics team. A lot of the 
difficulties that this young man experiences could be minimised with appropriate and 
ongoing maintenance rehabilitation. This would make life easier for him especially if 
there was a vocational element to compliment the physical maintenance rehabilitation. 
It would also make it easier for the care givers. Currently this young man spends most 
of his day in bed in an age care facility with little or no therapeutic intervention. AS 
his parents are not on pensions and meeting the shortfall of the subvention they are 
not in a position to assist with the purchase of private therapy. The MS Society is the 
sole physiotherapy provider to this young man currently as it is no available from the 
community services and the primary objective is to minimise the risk of secondary 
complications. Due to his high level of disability and inability to attend for hospital 
appointments he is also not reviewed by the Neurology team and is only seen as a 
result of an acute admission. 
 
 
 Case Study Dystonia 
 
Helen has suffered from a mild form of dystonia for 10 years.   It affects her voice in 
such a way that she is unable to articulate her voice at will due to spasmodic 
contractions in the vocal chords. These contractions are involuntary and cannot be 
controlled at will. The condition is essentially a neurological one. 
 
The diagnosis of her problem has been an exhaustive experience lasting years.   GP’s 
and ENT specialists were unable to isolate and treat the problem.  Voice therapy and 
several non medical treatments were tried unsuccessfully. 
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It was through the Dystonia Ireland support group that Helen found new hope and 
with the wider information and support from them, she was put in contact with several 
other sufferers of the same complaint. 
 
 Effective diagnosis and understanding of the dystonia followed and over the past 4 
years improved treatments with Botulinum Toxin injections in the Mater Private 
hospital have improved her condition.  Further treatments and improved 
understanding of the condition will hopefully lead to a satisfactory long term solution. 
 
The dialogue and support from Dystonia Ireland has been invaluable in progressing 
this case as Helen is confident that in meeting other members and comparing personal 
experiences the general view is that there is hope out there and with concerted action 
there are answers. 
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Appendix 4: Report on the patient journey mapping exercise completed by 
members of the NAI working group on neurorehabilitation 

 
Patient journey mapping exercises for the following conditions can be requested from 
the NAI office 
Multiple Sclerosis 
Parkinsons Disease 
Alzheimers Disease 
Acquired Brain Injury 
Huntingtons Disease  
Dystonia 
Epilepsy 
Muscular Dystrophy 
Post Polio Syndrome 
Spinal Injury 
 

Summary Report of Patient Pathway Mapping Exercise 
Neurological Alliance of Ireland Working Group on the National Rehabilitation 

Strategy 
 

 
 
Background to Patient Journey Mapping Exercise 
Following the first meeting of the NAI working group, NAI member organisations 
were requested to map the typical service pathway of a person with the neurological 
condition they represent. The organisations were asked to identify: 
 

• The different stages of the condition 
• The services that people come into contact with at each stage 
• The roles of the different health professionals involved at each stage and how 

these could be improved/changed 
• Any key transition points in the pathway, e.g. moving to adult/old age services 
• Any key stages in the pathway where organisations identify a particular need 

for intervention, e.g. management of discharge from acute hospital 
• Gaps in services at each stage of the pathway 
• One or more pathways could be outlined as required 

 
 
Grouping of Patient Journeys 
Each of the pathways/patient journeys submitted was reviewed by Mags Rogers, NAI 
Development Manager. The conditions were grouped into categories, based on some 
degree of similarity between the typical service pathways in each category 
 

2. Neurological conditions of adult onset and progressive (post polio syndrome, 
multiple sclerosis, Huntington’s disease, Parkinson’s disease and motor 
neurone disease) 

3. Neurological conditions of adult onset and relatively static (acquired brain 
injury, spinal cord injury, epilepsy) 
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The patient pathways in each category were examined to identify common issues in 
terms of condition management/access to services that arise from each of the 
pathways  
 
 
 
Category1: Adult onset, progressive neurological conditions.  

 
 

 
Current Pathway for Progressive Neurological Conditions 
The typical stages for these conditions can be summarised as follows: 
 
1. Pre-diagnosis: During this phase, the client brings a range of symptoms to 

their general practitioner, expecting a definite diagnosis, treatment course and 
supportive structure to emerge. The patient expects to receive specialist 
information and advice on the condition and may expect to be facilitated in 
connecting into local services. However, the common service outcome for the 
person is that the GP is not qualified / not experienced enough to make a 
definitive diagnosis and a specialist assessment process will have to be 
undertaken. There is usually a need to involve the secondary care services. 
The practical outcome is the patient is referred to a consultant neurologist and 
is placed on a waiting list. Whilst in this holding pattern, there is often no 
temporary treatment plan in place to deal with the immediate health and social 
needs of the client and little specialist information is offered / available to 
cope with the short term effects and consequences. There is little to no inter-
agency care packages available and client is in essence their own key worker. 
All treatment responses hinge on the diagnosis which is a dependent on a 
formal primary to secondary care referral and information exchange process. 
Rehabilitation options are rarely discussed or the focus of the solution. At this 
point, the client faces the reality of negotiating the health and voluntary 
services on their own and can emotionally react to the situation through 
depression and other feelings of helplessness. If the waiting period for the 
assessment and / or treatment process to commence is substantial, the client 
may bypass all of the above processes by attending A&E services for 
diagnosis and treatment options. The client learns quickly that hospital 
services are the main source of any specialist treatments and that the system 
has a number of different access points (e.g. A&Es, private clinics, etc). From 
the health services perspective, the client now begins a history of service 
dependence located more in the secondary care services (e.g. in-patient / 
OPDs) than the primary care services.  

Opportunities presented: rapid assessment processes between primary and 
secondary care, technological facilitation of information exchange between GPs 
and consultants, rapidly available information on responding to immediate health 
needs, inter-agency supports and care packaging, informal key worker role 
undertaken by voluntary agency, prevention of escalation of symptoms and care 
burden and thus avoiding A&E visits. 
2. Diagnostic Phase: Diagnosis and Discharge: In the acute hospital, the 

diagnosis is confirmed (and a baseline health status is determined) by the 
Patients begin to recognise the value of specialist medical teams and specialist 
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nurses in assisting with coping behaviours and providing understandable 
information. Patients begin to enquire as to how to identify an equivalent 
source of specialist support in the community whilst in the hospital. Condition 
specific literature is generally available here and other patients provide useful 
insights into accessing services. However, there is no visibility for patients on 
how to formalise the co-ordination of their care between the primary, 
secondary and voluntary services. The main source driver of co-ordination is 
letters and information exchange between the acute hospital and primary care 
services. The hospital seems to co-ordinate the care of the patient well and the 
patient may expect this level of input to continue later on. The geographical 
unevenness of follow up care and management provided by specialist nurses 
or other care services into the community is easily identifiable. Patients 
become frustrated by the difference their place of residence can make to their 
health. Approaching discharge (in-patient / OPD setting), the consultant faces 
the task of writing an achievable care plan. An ongoing care plan for the 
management of the condition cannot be put in place because of the lack of 
multidisciplinary teams both in the hospital and community. The hospital 
discharging point becomes extended and extended because the required 
services for the client are only available le within the hospital and not in the 
community.  The barriers for the hospital to discharging the patient to the 
community services are: 

-no one person to accept the referral and co-ordinate the ongoing 
management of the person with the neurological condition in the 
community. 
- no one person is charged within ensuring that the services co-ordinate 
in time so that additive effects of different treatments are realised. 
Currently, physiotherapy services could be delivered up to a year after 
medication or counselling services have ceased. 
-lack of neurological expertise at community level means that follow 
up continues to be provided through the acute hospital with few links 
to community personnel 
-shortage of allied health professionals overall in the community 
-GPs have poor links to local allied health professionals  

 
Opportunities presented: care planning is retained as the primary responsibility 
of primary care (hospitals and consultants support the care process of the GP / 
community / voluntary organisations),  diagnostic confirmation is rapidly 
accessed so that the GP / voluntary organisations can plan short / medium and 
longer term supportive interventions, care plans are written where the majority of 
the supportive care is to be delivered in the community between GPs, specialists 
nurses and voluntary agencies and each of these know their own and the others 
role. The patient only requires contact and support from the hospital in 
exceptional cases rather than as a matter of routine. 
 
One important note echoed by many of the groups is that the lack of accurate 
statistics on the number of people with neurological conditions in Ireland means 
that it is very difficult to plan for services for this group at local and national level 
 
3. Minimal impairment phase: During this period, most organisations report a 

lack of ongoing, monitored care, based on integrated care plans following 
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diagnosis. Patients are not rehearsed or not prepared for relapses or acute 
deteriorations and how to respond. The crisis response is to inappropriately 
present to A and E. Follow up is almost entirely through the acute hospital, 
consultant-led community outreach is not available. There is a lack of an 
equivalent post to the specialist nurse at community level, i.e. a person with 
the expertise to put a programme of care in place, liaise with other health 
professionals and voluntary agencies, talk to family members etc.  

 
The importance of appropriate management of the condition at this stage was 
highlighted by all of the organisations. There are a range of interventions needed at 
this stage to enable the patient and their family to adjust to the demands of the 
neurological condition and to ensure that the focus of the primary response is the local 
community services as opposed to the hospital. These include: 

• Vocational support as the condition impacts on employment 
• Family support and counselling  
• Cognitive and emotional changes associated with neurological disease 

begin to manifest and need early and appropriate intervention. The lack 
of neuropsychological and neuropsychiatric assessment and follow up 
was identified by many organisations as a significant factor.  

• Those in the minimal impairment phase are a lower priority for 
interventions such as physiotherapy and occupational therapy due to 
high demands on these services in the community.  

• Long waiting lists for assessment and aids and appliances can lead to 
unnecessary deterioration and loss of functioning. While the trajectory 
of progressive neurological conditions cannot be predicted, their needs 
at each stage can be anticipated by an appropriate model of care 

 
 
 
For rapidly progressing conditions such as motor neurone disease, the period of 
adjustment is short and services must be able to respond rapidly to the needs of the 
individual.  
 

4. Significant impairment phase 
 
During this phase, the client becomes more dependent on the community services. 
The focus of services is in maintaining for the client and carers some quality of life. 
The variation in clients needs decreases and relates mostly to living day to day. Given 
the burden of coping daily, clients cannot afford, in time or energy terms, to spend 
prolonged and significant periods of time negotiating with services for what is 
required. Clients require a proactive health service that is conscious of its obligations 
and reduces as many barriers to accessing services as possible. Clients also require the 
health services to recognise the long term benefit to society and itself of assisting 
carers in coping with this phase. 
 

A number of issues were identified at this stage: 
 

• Increased reliance on community health services for supports in relation to 
the condition and the lack of a sufficient level of these services, 
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physiotherapy, speech and language therapy, pain management etc to meet 
the ongoing needs of the person with a neurological condition 

 
• Housing adaptation, aids and appliances are required to cope with 

increasing disability. Long waiting lists for assessment and equipment 
impact on health and quality of life.  

 
• Home care, respite and residential /supported accommodation options are 

required. These need to be age appropriate with staff trained to manage the 
requirements of the particular neurological condition.  

 
• Ongoing emotional and psychological supports are required for individuals 

and their families 
 

• Once again, the importance of co-ordinated, planned delivery of care needs 
to be paramount. This requires a degree of expertise on neurological 
conditions not currently present in the community.  

 
• Opportunities for inpatient rehabilitation if required to manage specific 

aspects of the condition and maintain function 
 
 
The progressive conditions pathway, and the main concerns identified, is summarised 
below as follows: 
 
     Pre-diagnosis 
 
   Lack of neurologists lengthens this period 
   G.P.’s lack expertise and access to an opinion 
   Critical early intervention period is missed  

Patients learn how to queue jump by going to A&E 
No plan is put into place for this “holding” phase 

 
     Diagnostic Phase 
  Lack of expertise/personnel to manage referral in community 
  Specialist nurses very few in number and mostly hospital based 

Long term care plans for the individual are not in place due to lack of 
expertise at community level 
Patients appreciate the value of maintaining contact with hospital 
services due to lack of and unevenness of specialist community 
services 
Hospitals face dilemma between writing an appropriate or an 
achievable care plan 

  
 

Minimal Impairment Phase  
Lack of community based neurorehabilitation services to address early 
onset of deficits  
Co-ordinated response by services not in place, no one person is 
responsible  
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A range of non-health supports needed at this stage to manage the 
impact of the condition and to enable people to maximise their quality 
of life 
Supports to aid job retention or retraining for a new career if necessary 
 
  Significant Disability Phase 
Lack of community based neurorehabilitation to manage the increasing 
impact of the condition on physical, cognitive and emotional wellbeing 
 
Once again, the lack of a single co-coordinator/key worker at 
community level means that services are responding to acute episodes 
rather than planning for longer term needs of the individual and 
providing an integrated response 
 
 

Recommendations on an Ideal Pathway 
From a review of the different pathways provided, the ideal service pathway for 
progressive neurological conditions should contain the following elements 

 
1. Appreciation by all stakeholders that the best model for support and care is through 
the primary care services supported by secondary care services 

 
2. Early Access to Diagnosis and an appropriate treatment plan that covers the short / 
medium and longer term and outlines responses in cases of rapid deterioration or 
crisis periods 
 
3.The treatment plan should also cover the needs and requirements of carers during 
the same periods. 

 
4.Both the health and social needs of the clients should be catered for by early access 
to Counselling, Support and Information 

 
5.The care plan should be integrated with one person responsible for overseeing and 
monitoring its delivery. Each of the different services (primary, secondary and 
voluntary_) role’s should be clear to the client and to each other and the service co-
ordinator should be responsible for monitoring the performance of each sector against 
the plan’s objectives. 

 
6.Referrals and discharges should be made to a community multidisciplinary  
team through a single point 

 
  
7.Availability of multidisciplinary rehabilitation services in the community  

 
8.Appropriate respite, day services, residential and home care services 
 
9.Access to a range of non health supports to manage the impact of the condition, 
financial, vocational, transport, housing. These need to be part of the care plan for the 
individual 
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Category 2: Neurological Conditions of Adult Onset and Relatively Static over 
time 
 
 
It is acknowledged at the outset that though the neurological condition may not 
progress in severity, the needs of the individual can change significantly at different 
points in the pathway. 
 
The typical stages for these conditions can be summarised as follows: 
 
Acute Onset 
Lack of access to neurological and neurosurgical expertise was cited by many groups 
as a significant problem. These conditions typically present in accident and 
emergency units and there is a requirement for services to respond rapidly to put an 
appropriate management plan in place. The stabilisation of the symptoms and the 
client’s reaction to the situation is the main goal. Depending on the hospital that the 
person enters, the person can experience different responses in care. The assessment 
and referral protocols may mean that a general physician is place in charge of the 
acute phase and there is little opportunity for this physician to seek immediate advice 
from a consultant neurologist. A technological link could facilitate a better assessment 
and stabilisation of the client. At this stage, the person may be discharged home with 
little information due to lack of expertise and dedicated staff, particularly in regional 
hospitals. Patients and their carers begin to understand and find out from their own 
research on the condition that specialist neurological rehabilitation should begin as 
soon as possible following onset. On making enquiries to access this, clients find out 
that this is not available in acute hospital settings and is only really available if they 
are prepared to wait and / or travel for long distances.  
 
Discharge 
The procedures around transfer/discharge are problematic with organisations pointing 
to the lack of appropriate discharge plans and personnel to manage this process. 
Because of pressures on beds in these places, patients are frequently moved from 
neurosurgery centres in Cork and Dublin to regional centres which lack the expertise 
and experienced staff of the larger units. Most people do not have access to a 
neuropsychological assessment before discharge and any of these services must then 
be accessed after discharge. The result for the client is that a full picture of the 
condition and its consequences is not available to them, to the consultant who will be 
supervising their care in the regional centre and to the specialist neurologist who has 
to attempt to prepare a care plan. If the patient is being discharged home, again, 
protocols for discharge to the community do not seem to be in place in many 
locations, and there is a lack of a single point of contact to manage the referral. 
Individuals report a break in access to services at this point where there is a high 
possibility they will be left without access to services. Family members often have to 
provide a great deal of support which they may not be equipped to provide. GPs lack 
expertise on the long term management of these conditions and access to local 
services and the input of voluntary organisations to support the process is not 
adequately provided for in the process. Communication and education of family 
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members is a critical aspect of management of these conditions but people may be 
discharged with little information due to lack of knowledge among hospital staff.  
 
So at discharge, the care planning process depends on the commitment of the 
discharging neurologist or neurosurgery team to undertaking this (the planning 
process should be protocol or guideline driven), the neurospecialist will have limited 
information on the prior experience and competencies of the GP to manage the 
condition going forward and the neurologist will have little information on what 
voluntary / other community services can also assist. Like the progress condition, 
most fundamentally, there is lack of any one identifiable care co-ordinator to work 
with in developing and finalising the discharging / care plan. 
 
Short term rehabilitation 
There is very limited access to specialised neurological rehabilitation for stroke, 
epilepsy or acquired brain injury. Services provided by the National Rehabilitation 
Hospital are available to only a limited number of patients. Community teams for the 
rehabilitation of stroke or acquired brain injury are only available in some regions of 
the country. Community services often do not have the trained personnel to continue 
the work done by the staff in the NRH once the person is discharged home. 
Neuropsychological assessment is available to only a small proportion of patients and 
there are very few working in community services.  
 
 
Longer term supports (community or residential care) 
As with progressive neurological conditions, there is a lack of an appropriate 
multidisciplinary rehabilitation service in place in the community to manage the 
deficits associated with acquired brain injury and stroke. There are also a range of 
supports needed to manage the impact of these conditions including: 
 

• Vocational supports/workplace supports focused on job retention where 
possible 

• Housing adaptation and appropriate accommodation supports 
• Support for family members 
• Behavioural intervention for challenging behaviours  
• Home care supports and respite care 

 
 
The static conditions pathway, and the main concerns identified, is summarised below 
as follows: 
 
 
     Acute Onset 
    Lack of access to neurological expertise  
    Lack of trained personnel including specialist nurses 

Variability in the care response dependent on which hospital client attends 
 
     Discharge 
    Lack of discharge protocol in place 
    Discharge without proper follow up 
    Lack of involvement of family members 
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    No one in community to case manage the referral 
 
 
    Short Term Rehabilitation 
    Lack of specialised rehabilitation services 
    Current provision cannot meet level of need and is  
    far from the majority of clients and families 

No one point of contact for care planning and service 
co-ordination 
Lack of transitional living units to proactively support 
people’s transition back to their own community 
Lack of community services to continue delivery of 
rehabilitation 
Lack of family/carer training and supports 

 
    Longer Term Supports 
    Lack of appropriate residential, respite and home based 
    services 
    No one point of contact over time 

No one person with responsibility for care 
planning/delivery 
Range of other supports, day services, recreational, 
vocational services 
 

Recommendations on an Ideal Pathway     
     
    
From a review of the different pathways provided, the ideal service pathway for static 
neurological conditions should contain the following elements 
 
1.Protocols for management of these conditions when they present in acute services, 
including appropriate discharge planning, family liaison and access to assessment and 
follow up 
  
2.Availability of specialist neurological rehabilitation at acute stage  

 
3.Availability of multidisciplinary rehabilitation services in the community  
 
4.Integrated care plan specific to the needs of the individual that can meet their 
changing needs over time with one person responsible for overseeing and monitoring 
its delivery 

 
5.Appropriate respite, residential and home care services 
 
6.Access to a range of non health supports to manage the impact of the condition, 
financial, vocational, transport, housing. These need to be part of the care plan for the 
individual 
 
 
Summary Points from the Patient Journey Mapping Exercise 
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1. Rehabilitation service needs cannot be considered in isolation from long 
waiting lists in acute neurology services, delays in the diagnosis and treatment of 
neurological conditions impact directly on the level of functioning of the individual, 
increasing their level of disability  
 
2. Rehabilitation needs to be delivered in a range of settings, acute units,  
inpatient specialist rehabilitation units, outreach from specialist centres, community 
teams, home-based. There is a need for a network of rehabilitation services in Ireland, 
catering for acute, post acute, inpatient rehabilitation, transitional and 
outreach/community services rather than concentrating services in a single national 
centre. This historical approach means that community services are not properly 
resourced and do not have access to a local pool of expertise.  
 
3. Lack of expertise and personnel at community level for the provision of 
rehabilitation services has a number of effects: 
-Acute staff have no one to manage a referral 
-Discharge plans drafted at the acute stage can’t be followed through 
-Inappropriate referrals or waiting for access to the NRH because of lack of 
alternative services 
-Person re-enters the acute system because of lack of services in the community, often 
with unnecessary deterioration in their condition 
-No person whose role it is to co-ordinate care at community level 
-Gains made in specialist centres are lost on discharge.  
-No opportunity to work with the person in their own environment, to encourage the 
use of strategies learned in the inpatient setting in everyday life 
-No pool of expertise the community to train in new personnel.  
-The person cannot be facilitated to return to their own community, beds with 
specialist facilities (e.g. neurosurgical) become blocked 
 
4. Lack of national guidelines for the provision of rehabilitation services abd 
management of neurological conditions  means that there is no agreement or 
consistency about what should constitute a rehabilitation team and how this should 
co-ordinate with other services.  
 
5. Rehabilitation services should be based on need, regardless of age. Changes in 
service provision at 18 and at 65 create significant difficulties both for service 
providers and service users.  
 
6. There is a vital need to map existing services and provide a forum for training 
and sharing of initiatives. There are good local networks operating in some parts of 
the country but no one gets to hear about them except through allied health 
professional conferences (specific to that profession) or seminars by voluntary 
organisations (condition-specific). The National Service Framework for Neurological 
Conditions in the UK provides a blueprint for a focus on the management of 
neurological conditions as a specific area of health and disability.  
 
7. The issue of rehabilitation services for children and the elderly needs a particular 
focus; there is a particular need for more information in this area.  
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8. There is a significant need for bringing a multi-sectoral approach to the delivery 
of rehabilitation services. Non health needs such as housing, employment, education 
transport etc are a vital part of rehabilitation. A truly person-centred approach must be 
able to deal with the range of needs of someone living with a neurological condition. 
A key worker/case manager with the expertise and remit to liaise with a number of 
different agencies is required.  
 
9. There is an overall information deficit in relation to the management of 
neurological conditions in primary and continuing care. This lack of access to 
information and expertise can result in delayed or inappropriate diagnosis, inability to 
accept or manage a referral from acute services, lack of routine monitoring of 
neurological conditions and poor co-ordination between services.  The development 
of community-based neurorehabilitation services will have to address this issue.  
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Appendix 5: Report of the joint NAI/Department of Health and Children 
conference “The Rehabilitation and Long Term Management of Neurological 

Conditions”. 
 

Copies of the presentations from this conference are available from the NAI office or 
the NAI website, www.nai.ie 
 
Report on Neurological Alliance of Ireland Conference 
“The Rehabilitation and Long Term Management of Neurological Conditions” 
2nd December 2008 
 
 
This conference was a joint collaboration between the NAI and the Department of 
Health and Children. The conference was designed to coincide with the development 
of a national rehabilitation strategy.  
 
The conference was chaired by Dr Philip Crowley, Deputy Chief Medical Officer, 
Department of Health and Children. On opening the conference, Dr Crowley spoke of 
the importance of this conference in terms of pooling ideas to inform the national 
rehabilitation strategy. The conference represents an important collaboration with the 
Neurological Alliance of Ireland and Dr Crowley commended the NAI for their 
professionalism in organising the conference and securing an excellent lineup of 
speakers.  
 
Anne Winslow, Chair of the NAI and CEO of the Multiple Sclerosis Society spoke of 
the importance of the national rehabilitation strategy to improve the lives of the over 
700, 000 people affected by neurological conditions in Ireland. Investment in services 
is essential, not just for the present, but because more and more people will be 
affected by these conditions into the future as the Irish population ages. Anne thanked 
the attendees and the speakers in advance of the day and also thanked the Department 
of Health and Children for the unique collaborative opportunity represented by this 
conference.  
 
The first speaker was Professor Michael Barnes, Honorary Professor of Rehabilitation 
at Newcastle University and founding member of the International Rehabilitation 
Society. Professor Barnes spoke of the different components of a rehabilitation 
service and how no health service has managed to put all of these in place. He spoke 
of the tendency to resource inpatient intensive neurorehabilitation at the expense of 
the development of community neurorehabilitation services. Without proper 
community services, gains made at the inpatient stage can be quickly lost. Professor 
Barnes also spoke of the need for close collaboration between service providers in the 
delivery of rehabilitation services and the need for an integrated programme of care 
rather than people operating in distinct fields of professionalism. Finally, Professor 
Barnes issued a caveat about attempts to develop a national plan for rehabilitation 
services and spoke of the need to foster local flexible approaches based on what is 
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working well in a particular area. This is more likely to be adopted, rather than a top 
down strategy that does not match what is happening on the ground.  
 
The next speaker was Mark Delargy, Consultant in Rehabilitation in the National 
Rehabilitation Hospital Dun Laoghaire. Dr Delargy clearly outlined the Irish situation 
of historical underinvestment in neurorehabilitation services and the growing need for 
such services. Ireland has the lowest level of consultants in rehabilitation in Europe 
and our services are currently concentrated in a single centre in Dublin which is 
overstretched. Greater recognition of the need for services for people with 
neurological conditions is needed. Dr Delargy spoke of the importance of the NAI in 
highlighting the overall numbers affected by neurological conditions and it is only by 
this consensus approach that resources can be secured.  
 
Dr Chris Clough, Medical Advisor to the National Standards Framework in the NHS 
(UK) spoke next. Dr Clough is a Consultant Neurologist in Kings College Hospital 
London and continues to work closely on the implementation of the NSF. Dr Clough 
briefly outlined the 12 quality requirements underlying the NSF. These focused on 
improving the design and delivery of services to people with neurological conditions 
across the UK. One of the most vital areas was in improving times for diagnosis and 
access to diagnostic tests, a target of 18 weeks has largely been achieved through 
radical improvements to the service. This contrasts sharply with Ireland where long 
waiting lists for diagnosis are common. Dr Clough spoke of the need for long term 
investment in the NSF< other NHS strategies had come with a funding stream and the 
NSF did not. It is vital to secure this investment for the Irish National Rehabilitation 
Strategy. Dr Clough pointed to the lessons learned from the NSF including the need to 
involve service users, the need for tied-in investment with any strategy and the need 
for consultation and buy-in with service providers.  
 
Dr Crowley acknowledged the need for service user involvement and pointed to the 
inclusion of service users in the current working group.  
 
The last presentation of the morning session was a joint presentation between Barbara 
O’Connell, Vice Chair of NAI and CEO of the Peter Bradley Foundation and Dr 
Karen Cahill, Case Manager with the Peter Bradley Foundation. Barbara and Karen 
spoke on the case management approach to the delivery of services for people with 
acquired brain injury. The model of service adopted by the Peter Bradley foundation 
is the slinky model developed by the British Society of Rehabilitation Medicine. This 
model focuses on a co-ordinated and seamless transfer between different services, 
based on the individual and family needs at the time. Barbara outlined the importance 
of an interdisciplinary approach to the delivery of services to people with acquired 
brain injury because of the unique and complex needs of this group of people. There 
is a continuing need to inform and train health service providers and the wider public 
about acquired brain injury as many individuals are still unaware of the long term 
consequences of their injury. The case management approach was outlined in detail 
by Dr Cahill who works as a case manager in the North East. This is a person centred 
approach which concentrates on working individually with a client and family and 
identifying all available services in their locality that may be of benefit in meeting 
their needs. A series of goals are negotiated in co-operation with the client and their 
family. The co-operation of a range of health, non health, statutory and voluntary 
services in their locality is sought to best meet their range of needs. Dr Cahill spoke of 
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identifying over 700 people with ABI in the North Eastern Region who had not come 
to the attention of the health services. Increasing awareness of the consequences of 
ABI is a vital part of her work.  
 
The morning speakers then participated in a panel of questions from the audience. Dr 
Crowley highlighted the main points from the morning presentations: 
-the importance of learning from Irish models of best practice, both from neurology 
services and other areas of the health service 
-approaches such as the NSF in the UK which concentrate on improving the speed 
with which people obtain a diagnosis 
-lessons from the National Audit of Stroke Services and other reports which point to 
the need to invest in the development of services for people with neurological 
conditions 
-the need for a range of solutions to the development of rehabilitation services which 
concentrate on flexible local responses to need.  
 
 
The first speaker of the afternoon was Professor Chris Ward, Consultant in 
Neurorehabiltation in Derby City Hospital, UK. Professor Ward gave a unique 
perspective on the inclusion of the family in the delivery of rehabilitation services. 
Too often the views and needs of the family are presumed, misinterpreted or ignored. 
Professor Ward has developed a systemic approach, based on the field of sociology, 
to guide and direct questions to family members. He gave the example of a woman 
with multiple sclerosis who suffered with chronic pain. This was leading to 
difficulties in her relationship with her husband when he asked what he could do 
about the pain. Professor Ward noted that improving communication is an essential 
part of the process of rehabilitation and that there is a lot to be learned from 
approaches to the management of chronic illness. He also spoke on the area of 
palliative care as it relates to people with neurological conditions. Discussions on 
palliative care should be undertaken early on with patients and families.  
 
Dr Jeremy Gibson spoke on the role of the GP in the management of neurological 
conditions. He outlined how GPs’ were often well placed to be a first point of contact 
for people seeking a diagnosis. They will frequently have access to long term 
information about the person and their medical history and so can flag up unusual 
symptoms. GP’s can be involved in the treatment of depression associated with many 
neurological conditions, most notably stroke and multiple sclerosis. GP’s with special 
interest (termed gipsies in the UK) are especially well placed to manage neurological 
conditions in the primary care setting. This can include giving advice on the 
neurological condition as it relates to employment, life assurance and the importance 
of maintaining general health and wellbeing. Finally, Dr Gibson outlined the 
limitations of a general practitioner in managing neurological conditions in 
increasingly large and demanding general practices. Many GP’s do not have the 
turnover of rare neurological conditions needed to allow them to develop expertise. 
Also, the demands of time in a general practice setting impact on the level of service 
that can be offered.  
 
Mags Rogers, Development Manager with the Neurological Alliance of Ireland, and 
the organiser of the conference, presented initial findings from the NAI working 
group on neurorehabilitation. This group works in parallel to the national strategy 
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committee. Mags presented the initial results of a patient journey mapping exercise 
conducted by the group. The aim was to give a picture of rehabilitation services in 
Ireland by mapping the typical journey for a person with a neurological condition. 
Each organisation undertook to outline a typical pathway for the condition they 
represent; three examples for multiple sclerosis, Huntington’s disease and acquired 
brain injury were included in the conference information packs. The value of the 
mapping exercise is that it can be used to examine and highlight a number of key 
aspects in relation to the delivery of rehabilitation services: 
-Where do people access rehabilitation services? 
-What happens when services are not available, inappropriate patient journeys? 
-What are the key stages/transitions in rehabilitation services? 
-What are the main principles that should underlie a rehabilitation strategy? 
 
The different patient journeys were amalgamated to produce two distinct pathways for 
static (stroke, acquired brain injury, epilepsy) and progressive (Parkinsons disease, 
multiple sclerosis, motor neurone disease) neurological conditions. A number of 
important recommendations were made by the NAI: 
-The urgent need to develop acute neurology services is integral to neurorehabilitation 
with delays in diagnosis and lack of neurological outreach to primary care impacting 
directly on rehabilitation services 
-transition from child to adult and adult to old age services creates barriers for people 
with neurological conditions in accessing rehabilitation services 
-a range of non health supports such as transport, housing adaptation and vocational 
supports should be key aspects of a national rehabilitation strategy 
-need for co-ordinated delivery of rehabilitation services through a single point of 
contact.  
 
Dr Diarmuid O’Shea, Consultant Geriatrician in St Vincent’s Hospital Dublin, spoke 
on the role of the geriatrician in the rehabilitation of older people with neurological 
conditions. Dr O’Shea spoke on the results of the National Audit of Stroke Services 
which highlighted the dearth of rehabilitation services for stroke in Ireland. Prompt 
access to specialist stroke rehabilitation services is essential to prevent long term 
disability as a result of stroke. Dr O Shea spoke of the work of his own team in the 
management of neurological conditions among older people, including follow up in 
the case of falls admitted to A&E. Falls can be an important indicator of vascular 
problems which have been associated with dementia as well as stroke. Early 
identification and appropriate medication is vital.  
 
Mr James O’Grady spoke on the development of the National Rehabilitation Strategy. 
The Department of Health and Children had been committed to the development of 
this strategy for a number of years. A working group was established in July 2008 
with the aim of developing a series of principles to guide the design and delivery of 
rehabilitation services in Ireland. This strategy represents a joint collaboration 
between the Health Services Executive and the Department of Health and Children. 
Mr O’Grady paid tribute to the work of the NAI, which has established a parallel 
working group to input into the strategy and this has already proved very valuable in 
terms of information provided. The working group is comprised of service users and 
health professionals chosen for their expertise. They aim to report in March 2009. Mr 
O’Grady issued the caveat that the working group would not make recommendations 
on individual projects in terms of service development, or on the services needed in 
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different areas of the country, rather the aim is for a broad set of recommendations to 
guide a national framework of services.  
 
The panel discussion that followed focused on the management of neurological 
conditions in primary care settings. Concerns were expressed about the dilution of 
neurological expertise in primary care settings, with staff struggling to obtain the 
information and the time commitment needed to manage complex neurological cases. 
The panel spoke of the need to balance the danger of elitism in neurological 
rehabilitation (only a small distinct number of specialist medical personnel can do it) 
with the idea that anyone can manage a neurological referral in the community if they 
are labelled a key worker. It is essential that the person co-ordinating services for a 
person with a neurological condition in the community is appropriately trained and 
resourced for this role.  
 
From the audience, Professor Des O’Neill, Consultant Geriatrician in Tallaght 
Hospital, highlighted the need for strategic thinking in relation to the management of 
neurological conditions in primary care. All service providers must work together to 
ensure that developments in the primary care strategy take note of the complex needs 
of people with neurological conditions and that the required expertise is available to 
the primary care team. He expressed concern that this need has not been defined or 
proper solutions proposed in relation to primary care. 
 
Dr Crowley gave a sincere thanks to all of the speakers and once again thanked the 
NAI for organising an excellent lineup of presentations. He spoke of the importance 
of the NAI presentation in highlighting the key concerns that should underpin any 
rehabilitation strategy and the value of the NAI working group to the development of 
the national rehabilitation strategy. He also spoke of his optimism that so much good 
work was already been done in terms of innovative practices and that this knowledge 
needed to be shared.  
 
Dr Crowley closed the day by pointing to the key lessons learned from the 
conference: 
-the need for a overall rehabilitation strategy that establishes principles of what is 
needed but allows for flexible local delivery 
-the need for investment to be available to implement the strategy 
-the availability of good models of practice in Irish settings and the need to recognise 
and highlight innovation 
-the need for all those involved in the provision of services to people with 
neurological conditions to have their say in the development of the rehabilitation 
strategy 
 
Over 120 delegates attended on the day with a wide representation from NAI 
membership, allied health professionals working with people with neurological 
conditions and representatives from disability services in the HSE and Department of 
Health and Children.  
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