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Introduction 

The Neurological Alliance of Ireland (NAI) welcomes the opportunity to respond to the Draft 

Implementation Plan for the Neuro-rehabilitation Strategy. In order to develop this submission, NAI 

engaged in a comprehensive process with its members through a roundtable discussion, workshop 

and opportunity for feedback on the draft document. Therefore, it represents the voice of individual 

organisations who are highly vested in the realisation of this Plan to improve the lives of people with 

neurological conditions.  

 

EXECUTIVE SUMMARY 

Main issues 

A significant number of issues were raised by the membership. The draft implementation plan 

comes five years on from the publication of the Neuro-rehabilitation Strategy1. The Plan as it is 

currently presented lacks the basic elements to guide effective implementation and represents a 

failure to deliver on the vision of the Neuro-rehabilitation Strategy.  The Strategy recognised the 

necessity to support the broad range of needs of people with neurological conditions and their 

families across the rehabilitation journey. 

The submission outlines serious fundamental weaknesses and unacceptable departures from the 

recommendations of the Strategy that must be addressed through significant revision of the plan in 

line with a series of proposed recommendations.  

In summary these are as follows: 

 The inadequacy of the plan as a framework for addressing the range of needs of people with 

neurological conditions living in the community, as envisaged and committed to within the 

Neuro-Rehabilitation Strategy and the lack of consultation on what is being proposed in 

relation to the development of community neuro-rehabilitation teams. 

 

 Fundamental weaknesses and gaps in the implementation plan that make it unfit for 

purpose as currently constituted. 

 

 The unacceptable delays and lack of progress in relation to the implementation of the 

Neuro-Rehabilitation Strategy to date and the limited consultation process for the draft 

implementation plan which has disenfranchised key stakeholders.  

 

The submission highlights the following specific concerns:  

1. The plan is too limited in what is proposed for developing services in the community 

Proposals in the plan in are based solely on the development of neuro-rehabilitation teams 

                                                           
1 National Policy and Strategy for the Provision of Neuro-Rehabilitation Services in Ireland (2011) HSE & 
Department of Health  
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without any commitment to developing the comprehensive framework of community based 

services that is needed.  

2. The plan fails to deliver on the vision of the Strategy to meet the range of needs of 

individuals and their families as part of the rehabilitation process. The plan lacks clear 

proposals to implement the recommendations of the Strategy in relation to (a) securing 

intersectoral commitment to meeting the needs of people with neurological conditions (b)  

promoting integrated service delivery (c ) involving and supporting individuals and families in 

the rehabilitation process.  

3. There are fundamental weaknesses in the implementation plan in terms of leadership and 

governance and a lack of sufficient detail and clarity throughout on what is being proposed.  

4. The lack of clear timeframes and dedicated funding to support implementation makes it 

difficult to have any confidence in the plan. The plan is not prescriptive about the level of 

staffing and service development that is actually needed and this along with the focus on 

reconfiguration of existing resources will do nothing to improve access to services and will 

maintain existing geographical inequities.  

5. The plan does not outline the need for consultation with service providers around 

proposals for the development of community-based neuro-rehabilitation teams. 

The plan makes no reference to engagement with service providers at national level on the 

development of the proposed neuro-rehabilitation teams.  

6. The plan does not incorporate community-based neuro-rehabilitation services into key 

strategic reforms aimed at developing a more person-centred model of service provision for 

people with disabilities.  

 

Main Recommendations 

1. There must be a commitment to widen the scope of the plan to develop a proper 

framework of community-based neuro-rehabilitation services  

The proposals to develop community neuro-rehabilitation services outlined under Phase 1 of 

the plan must be significantly broadened in scope. All community neuro-rehabilitation 

services should be included in the proposed mapping exercise within each of the CHO areas 

in Phase 1 with clear recommendations from the national steering group for the 

development of services in areas such as residential, respite and home based care, access to 

aids and appliances, day services and rehabilitative training.  

 

2. Clear proposals must be developed within the implementation plan to address the entire 

range of needs, not just medical needs as part of the neuro-rehabilitation process. The 

intersectoral commitment envisaged in the Strategy needs to be progressed at 

interdepartmental level. There should be clear recognition in the plan of the range of 

specialist supports developed by not for profit organisations by including clear proposals to 

integrate these supports into a wider framework for service provision at community level 

that addresses the broad range of needs of individuals with neurological conditions and their 

families. The plan needs to focus on how services are designed and delivered to ensure the 

best outcomes for the individual, incorporating clear proposals to involve individuals and 

family members in the rehabilitation process.  

3. The plan requires significant revision to address weaknesses in leadership and governance 

and provide sufficient detail throughout on what is being proposed  
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 Critical issues must be addressed in relation to leadership and governance: ensuring 

accountability at the highest levels and outlining clear roles for all those involved in the 

implementation process 

 A body of detail is required in relation to each of the implementation phases to reflect 

the breadth and depth of what is proposed.  

4. The plan must be revised to incorporate clear timeframes and a realistic assessment of the 

dedicated funding that will be required to support implementation.  The plan needs to 

incorporate clear proposals in relation to staffing and service development aimed at 

addressing deficits in existing service provision.  

5. The implementation plan must include a proposal for effective engagement with service 

providers around the development of community neuro-rehabilitation teams  

6. Community neuro-rehabilitation services must be integrated into the reform process 

within disability services aimed at developing a more person centred model of service 

provision. The plan should be revised to include community based neuro-rehabilitation 

services as an independent work stream under Working Group 2 (developing a person 

centred model of services and supports) of the Transforming Lives programme within 

disability services.  
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Detailed Submission 

The submission will focus on the following areas: 

Section 1: The inadequacy of the plan as a framework for addressing the range of needs of people 

with neurological conditions living in the community, as envisaged and committed to within the 

Neuro-Rehabilitation Strategy and the lack of consultation on what is being proposed in relation to 

the development of community neuro-rehabilitation teams. 

Section 2: Fundamental weaknesses in the implementation plan in terms of leadership and 

governance, lack of clear timeframes and dedicated funding to support implementation and a lack of 

sufficient detail and clarity throughout on what is being proposed.  

Section 3: The unacceptable delays and lack of progress in relation to the implementation of the 

Strategy to date and the limited consultation process for the draft implementation plan which has 

disenfranchised key stakeholders. 

 

 

Section 1:  

This section addresses (a) concerns in relation to the inadequacy of the plan 

in addressing the range of needs of people with neurological conditions living 

in the community, as envisaged and committed to within the Neuro-

Rehabilitation Strategy and (b) the lack of consultation on what is being 

proposed in relation to the development of community neuro-rehabilitation 

teams 

 

Section 1 (a)The Inadequacy of the Plan in addressing the Needs of People with Neurological 

Conditions living in the community  

1. The plan is too limited in what is proposed for service development in the community. 

Proposals in the plan in relation to the development of community neuro-rehabilitation 

services focus solely on the development of neuro-rehabilitation teams without any 

commitment to develop a comprehensive framework of community-based services in 

response to overwhelming continued unmet need.  

2. The plan fails to deliver on the vision of the Strategy to meet the range of needs of 

individuals and their families as part of the rehabilitation process. The plan lacks clear 

proposals to implement the recommendations of the Strategy in relation to (a) securing 

intersectoral commitment to meeting the needs of people with neurological conditions (b)  

promoting integrated service delivery and integrated care (c ) involving and supporting 

individuals and families in the rehabilitation process. 

3. The plan does not incorporate community based neuro-rehabilitation services into key 

strategic reforms aimed at developing a more person-centred model of service provision for 

people with disabilities. 
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1.The plan is too limited in what is proposed for service development in the community. Proposals in 

the plan in relation to the development of community neuro-rehabilitation services focus solely on 

the development of neuro-rehabilitation teams without any commitment to develop a 

comprehensive framework of community-based services in response to overwhelming continued 

unmet need.  

 

By focusing only on establishing community-based therapy teams with a limited scope of service, the 

implementation plan fails to address huge ongoing unmet need in the community. Community 

therapists, including those working in existing neuro-rehabilitation teams, already acknowledge that 

their work is significantly impacted by the lack of appropriate services in the community in relation 

to aids and appliances, respite care, appropriate residential options including transitional and long 

stay care, home support packages, rehabilitative training and appropriate day services. As a key 

example, this plan will do nothing to address the needs of people with neurological conditions living 

in nursing homes because of a lack of appropriate residential facilities and home care support in the 

community.  

Community based teams provide only a fraction of the scope of service required to support people 

with long term neuro-rehabilitation needs in the community. The proposed community 

neurorehabilitation teams address medical rehabilitation needs over a limited time period (12 

weeks) and around specific goals of functional recovery based on medical assessment and 

treatment. While this is a critically needed service, it does not have the scope to address many of the 

needs around long term neuro-rehabilitation in the community particularly for those with significant 

neurological disability. Community neuro-rehabilitation teams in any model of community neuro-

rehabilitation represent only one aspect of service delivery and are themselves wholly dependent on 

the availability of a wide range of other services in the community to deliver effective outcomes for 

people with neuro-rehabilitation needs. The action plan proposes the establishment of a 

workstream to identify the community based supports required for people with long term neuro-

rehabilitation needs. The establishment of this proposed workstream and development of 

recommendations is pointless in view of the scope of the implementation plan to limit the 

development of community neuro-rehabilitation services solely to the establishment of community 

neuro-rehabilitation teams.  

 

 

Recommendation  

There must be a commitment to widen the scope of the plan to develop a proper framework of 

community based neuro-rehabilitation services.  

The proposals to develop community neuro-rehabilitation services outlined under Phase 1 of the 

plan must be significantly broadened in scope. All community neuro-rehabilitation services should 

be included in the proposed mapping exercise within each of the CHO areas in Phase 1 with clear 

recommendations from the national steering group for the development of services in areas such as 

residential, respite and home based care, access to aids and appliances, day services and 

rehabilitative training.  
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2.The plan fails to deliver on the vision of the Neuro-Rehabilitation Strategy to meet the range of 

needs of individuals and their families as part of the rehabilitation process. The plan lacks clear 

proposals to implement the recommendations of the Strategy in relation to (a) securing intersectoral 

commitment to meeting the needs of people with neurological conditions (b) promoting integrated 

service delivery and integrated care (c ) involving and supporting individuals and families in the 

rehabilitation process. 

 

Lack of proposals in the plan to implement the recommendations of the Neuro-Rehabilitation 

Strategy to secure intersectoral commitment to meeting the needs of people with neurological 

conditions 

The focus of the plan is entirely on medical rehabilitation services which represents an unacceptable 

departure from the clear recommendation within the Strategy for intersectoral commitment and the 

development of joint working or interagency protocols to ensure that non health needs such as 

education, transport, housing etc. for those with neurological conditions are met as part of the 

neuro-rehabilitation process. The implementation plan simply reproduces the exact wording of the 

Strategy in relation to linkages to support services as part of the framework for service delivery. No 

proposals are outlined to achieve the “commitment by all State agencies to meet their obligations to 

people with neurological conditions” as outlined in the Strategy. There is no attempt to present 

options such as establishing an interdepartmental working group on neuro-rehabilitation needs in 

order to develop clear proposals to meet the housing, education, transport etc. needs as part of the 

neuro-rehabilitation process.  

 

Lack of proposals in the plan to improve integrated service delivery and integrated care  

Failing to integrate services provided by not for profit organisations: The Neuro-Rehabilitation 

Strategy highlights the importance of developing integrated service pathways “to focus all partners 

in service delivery on achieving the best long-term outcomes for the person served”. Not for profit 

organisations are the primary providers of neuro-rehabilitation services in the community. However, 

the plan fails to outline any proposals to integrate the work of not for profit providers into the 

delivery of neuro-rehabilitation services, other than to reconfigure therapy posts within those 

organisations.  

Lack of clear proposals around integrated care: There are frequent references in the plan to 

integrated care but a lack of clear proposals on how this will be achieved in practice. While the 

recognition of the importance of the case manager is welcomed, the case management role is 

inadequately detailed in the plan, it is unclear whether this will be a stand-alone role and what 

criteria will apply to those deemed to require a case management service. By separating the 

implementation into distinct phases for community and hospital based services, the risk is that 

integrated care between hospital based and community neuro-rehabilitation services will not be 

addressed through the development of appropriate linkages and pathways.  

Pathways between neuro-rehabilitation services and other settings: The Neuro-Rehabilitation 

Strategy recognises the importance of links between neuro-rehabilitation services, including mental 

health and palliative care services to achieve an integrated response to the needs of people with 

neurological conditions. The action plan within the implementation framework refers to 
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“establishing effective links between rehabilitation and other specialisms as required” but there are 

no detailed proposals to achieve this effectively through the development of agreed referral 

mechanisms, pathways and guidelines for people with neurological conditions in collaboration with 

these services.  

It needs to be strongly emphasised that subspecialist care is required in terms of meeting the mental 

health needs of people with neurological conditions. The implementation plan relies on improving 

links with existing mental health services to address the requirements of people with neurological 

conditions.  This fails to recognise the critical need to address the lack of specialist neuropsychiatric 

services within Ireland. Neuropsychiatric services provide assessment and intervention for those 

with psychiatric complications arising from organic neurological conditions.  

Barriers to accessing neuro-rehabilitation services Age and medical card eligibility represent 

significant issues in accessing neuro-rehabilitation services. Access to neuro-rehabilitation services 

for those over 65 years is highly restricted with most services available only to adults under the age 

of 65. Access to a range of community based services such as equipment, aids and appliances, 

orthotics etc is a significant issue for people who do not have a medical card. The plan does not 

outline any proposals to address these issues.  

 

The plan lacks any clear proposals as to how the proposed service developments will be translated 

into a better journey and more effective outcomes for the individual and their family.  

The plan is wholly focused on the development of services without any consideration of how these 

services should be designed to ensure better outcomes from the neuro-rehabilitation process, in line 

with the needs and considerations of individuals themselves. The plan lacks clear proposals for how 

neuro-rehabilitation services will support the training and inclusion of family members as equal 

partners in the neuro-rehabilitation process and how services will support self-management. 

Outcomes from neuro-rehabilitation services focus almost exclusively on medical needs and fail to 

incorporate a broader vision of social participation and inclusion.  

 

Recommendation 

Clear proposals must be developed within the implementation plan to address the entire range of 

needs, not just medical needs, as part of the neuro-rehabilitation process. The intersectoral 

commitment envisaged in the Strategy needs to be progressed at interdepartmental level. There 

should be recognition in the plan of the range of specialist supports developed by not for profit 

organisations by including clear proposals to integrate these supports into a wider framework for 

service provision at community level that addresses the broad range of needs of individuals with 

neurological conditions and their families. The plan needs to focus on how services are designed and 

delivered to ensure the best outcomes for the individual, incorporating clear mechanisms to involve 

individuals and family members in the rehabilitation process.  

 

3.The plan does not incorporate community based neuro-rehabilitation services into key strategic 

reforms aimed at developing a more person-centred model of service provision for people with 

disabilities 
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Disability services in Ireland are in the process of implementing a fundamental reform programme, 

Transforming Lives. A fundamental weakness in the proposed plan is the lack of clear proposals to 

integrate community based neuro-rehabilitation supports within the Transforming Lives reform 

programme. The majority of community based neuro-rehabilitation supports are provided by 

statutory and voluntary providers funded whole or in part through disability services. Without clear 

proposals to integrate these services into the Transforming Lives programme, the design and 

delivery of community based neuro-rehabilitation services is side-lined from the overall strategic 

vision for disability services.  The NAI is also concerned that if community neurorehabilitation 

services remain outside Transforming Lives (a) they will loose out on the focus and resources 

directed to other policy initiatives that currently come under this programme.  

NAI propose that community based neurorehabilitation services are included as a subgroup under 

Working Group 2 of Transforming Lives (developing a person centred model of services and 

supports) which would feed in to the work of all of the working groups, especially working groups 1 

(strategic planning) and 6 (governance and service arrangements).  

 

Recommendation 

The NAI recommend that the plan be revised to include community-based neuro-rehabilitation 

services as an independent work stream under Working Group 2 (developing a person centred 

model of services and supports) of the Transforming Lives programme within disability services.  

 

 

 

Section 1(b) The lack of consultation on what is being proposed in relation to the development of 

community neurorehabilitation teams 

 

The NAI has fundamental concerns that there has been no engagement to date with service 

providers, and none is proposed in the plan, around the model of practice for the proposed teams 

and how they will be developed, including issues such as:  

(a) the proposed composition, operation and governance of the proposed teams  

(b) the envisaged role for primary care  

(c) reconfiguration proposals 

(d) how the team will link with other services and service providers  

(e) meeting the needs associated with specific neurological conditions within a generic team  

 

The proposed composition, operation and governance of the teams  

It is vital that consultation with service providers is built into the plan in relation to the model of 

practice for the teams, particularly in areas such as eligibility criteria and the outcomes framework 

that will apply. The eligibility criteria will have significant implications for who is entitled to receive a 

service, given that access to rehabilitation services is already very problematic for those over 65 

years. The recommendation within the plan that “requiring two or more disciplines should not be 

the sole determinant for access to these teams” is welcome, but it is important that this is realised in 

practice given the demands that will be placed on the teams.  
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 The outcomes framework for the teams must put the individual and their family at the centre of 

service design and delivery and reflect outcomes that go beyond medical needs and recognise the 

need to support participation and wider social inclusion.  

There is a lack of clarity on proposed governance structures for the community neuro-rehabilitation 

teams in the interim while managed clinical networks are established and while consultants in 

rehabilitation medicine remain to be appointed and this is of significant concern.  

 

The envisaged Role for Primary Care 

The NAI view the proposals in the plan as underdeveloped and unrealistic in terms of the role and 

function of primary care in meeting long term neuro-rehabilitation needs in the community. The 

reality is that therapy provision in primary care for those with neuro-rehabilitation needs is 

extremely limited and primary care is totally underequipped in terms of capacity and expertise to 

provide for the long term needs of people with neurological conditions in the community. There is 

no recognition, for example, that the proposed reconfiguration process will potentially lead to a loss 

of expertise and capacity within primary care as those therapists are reconfigured into rehabilitation 

teams. Training for therapy staff on primary care teams, as recommended by the Strategy, is not 

outlined within the plan, nor is the need to ringfence primary care resources to meet ongoing neuro-

rehabilitation needs in the community . The scope of the neuro-rehabilitation teams in terms of their 

eligibility criteria and time limited input, places a completely unrealistic expectation on primary care. 

It is not clear what consultation has taken place to date with primary care in formulating and 

agreeing these proposals.  

 

Reconfiguration Proposals 

The NAI membership has significant concerns that the proposal to develop neuro-rehabilitation 

teams through reconfiguration is completely unfeasible given (a) the pressure on existing therapy 

services (b) the absence of key posts in disciplines such as social work and neuropsychology in the 

community. Development of teams through the reconfiguration of existing posts is being proposed 

in the absence of any mapping of posts to date to inform the viability of the reconfiguration 

proposals. The Neuro-Rehabilitation Strategy recommended structured engagement with not for 

profit providers around the reconfiguration process but this is not outlined in the plan. This 

engagement is required at national, not CHO level. The national memorandum of understanding 

referred to in the role description for the project manager refers to the roles and responsibilities of 

each division within the HSE in relation to the proposed service developments, including the 

reconfiguration process, but makes no reference to voluntary providers.  

Proposals for the development of one neuro-rehabilitation team in each CHO will lead to complete 

inequities in access geographically. The number of teams within each CHO from the outset should be 

based on consideration of the population within each CHO.   

How the teams will work with other services and other service providers 

There is a lack of detail in the plan as to how the teams will work in practice with other services and 

other service providers in identifying and meeting the needs of people with neurological conditions 

and their families. This submission has already outlined the need to develop appropriate pathways 
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and referral mechanisms at national level in collaboration with neurology, mental health and 

palliative care. 

The plan lacks any detail on how the neuro-rehabilitation teams will work with not for profit 

providers given that not for profit organisations provide the majority of the services in the 

community to support people with neurological conditions. Unless there is engagement at national 

level with service providers in the development of these teams, there is a risk that arrangements at 

CHO level lead to inconsistencies in how the teams work with other providers at local level.  

The proposals around the role of the team in relation to vocational rehabilitation must be re-

examined. While the envisaged role of the neuro-rehabilitation team in “assessing and making 

recommendations on vocational options” is feasible depending on the expertise and capacity within 

the teams, the reference to neuro-rehabilitation teams being responsible for “developing local area 

networks…in order to co-ordinate service delivery and service pathways as well as co-ordinate 

vocational rehabilitation service delivery” is completely unrealistic given the demands that this 

would pose on the teams and the fact that the these teams have no remit around the services 

provided by other agencies in this area.  

 

Meeting needs associated with specific neurological conditions within a generic team  

The following section outlines concerns from NAI member organisations in relation to meeting the 

needs of people with specific neurological conditions through the proposed neuro-rehabilitation 

teams.  

Fundamental to the concerns of each of these organisations is that the neuro-rehabilitation teams 

can only function within the context of a properly resourced framework of community neuro-

rehabilitation services (including respite, residential, home support, aids and appliances and 

vocational services). By leaving these services entirely outside the scope of service development for 

the plan, and failing to address the huge needs that exist in these areas, the teams will be unable to 

meet the majority of the needs of the people they will be working with.  

 

Acquired Brain Injury 

There are significant concerns as to how the specialist needs of people with acquired brain injury 

and their families will be met within the proposed teams. Acquired Brain Injury is associated with 

complex health and social needs and requires specialist services to deal with the specific features of 

the condition (cognitive, emotional, neuropsychological). Specific detail is required on how the 

needs of people with acquired brain injury and their families will be met within the composition and 

operation of the proposed teams. Issues include: (a) the role of rehabilitation assistant is missing 

from the proposed membership of the team and this role is critical in working with people on a day 

to day basis to implement their rehabilitation goals (b) the work of the teams is time limited which is 

totally unsuitable in terms of the neuro-rehabilitation process (c ) it is unclear where the teams will 

operate, the capacity to work with individuals in their own homes or in residential settings is a key 

requirement of successful community based neuro-rehabilitation. The NAI submission includes 

comprehensive feedback from Acquired Brain Injury Ireland on the draft implementation plan.  
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Dementia 

There are over 48,000 people living with dementia in Ireland. While age is the main risk factor for 

dementia there are approximately 3,583 Irish people with younger onset dementia, that is, people 

aged under 65. The National Dementia Strategy2 states that appropriate account should be taken of 

dementia in the development and implementation of existing and future health policies. The 

Alzheimer Society of Ireland (ASI) is hopeful that people living with dementia can access the neuro-

rehabilitative teams outlined in the plan, given the important potential role for these teams in 

identifying and responding to early onset dementia. However, the lack of detail on what is proposed 

in relation to the role of these teams means that it is unclear as to how people living with dementia 

can access the teams, whether staff in the teams will be required to have specific dementia training 

and what role the teams will play in supporting early diagnosis and referral to other services.  

 

Progressive Neurological Conditions  

The capacity of these teams to meet the needs of people with progressive neurological conditions 

requires specific consideration of the following: 

(a) Teams will need to be able to access appropriate options around residential and respite care 

for people with progressive neurological conditions 

(b) The teams will require referral pathways with palliative care services, recognising that 

specialist palliative care training and services for people with neurological conditions still 

remain to be developed 

(c) The teams will require prompt access to appropriate equipment, aids and appliances, home 

care and home adaptation supports given that the needs of people with progressive 

neurological conditions can undergo sudden deterioration and change 

(d) The teams will require clear referral pathways and ongoing links with neurology services in 

addressing the needs of people with progressive neurological conditions. The NAI 

submission addresses specific issues for neurology services in relation to the draft 

implementation plan, including the need for more detail about how the community neuro-

rehabilitation teams will work in practice with neurology services.  

(e) People with progressive neurological conditions experience complex physical, cognitive and 

neuro-behavioural effects of their condition. The development of the teams will need to 

reflect the requirements of meeting the significant care needs of people with these 

conditions through appropriate staffing levels, expertise and support in terms of therapy and 

rehabilitation assistants on the team 

(f) The neuro-psychiatric aspect of conditions such as Huntington's Disease, where there is an 

increased vulnerability to self-neglect, will require referral pathways for neuro-psychiatric 

and mental health supports. 

 

Paediatric neurological conditions transitioning to adult services 

The role of the proposed neuro-rehabilitation teams in addressing the needs of people with 

paediatric neurological conditions transitioning to adult services requires significant further detail in 

the plan. Neurological conditions such as spina bifida and hydrocephalus, muscular dystrophy, 

                                                           
2 The Irish National Dementia Strategy (2014) Department of Health 
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Friedrich’s ataxia and cerebral palsy require a specialist, consultant-led pathway within adult neuro-

rehabilitation services that ensures access to medical specialisms such as orthopaedic, respiratory 

and gastrointestinal services. Complex and demanding needs around physical rehabilitation require 

access to specialist equipment, support and therapy input around areas such as orthotics, seating, 

feeding etc . Children and parents find that the experience of transitioning to adult services can be a 

traumatic one, with a lack of appropriate services in the community and no integrated response to 

their care needs. It is not clear how the needs of this population will be addressed by the proposed 

neuro-rehabilitation teams given the lack of rehabilitation assistants and therapy assistants on the 

teams and the limited development of teams to one per CHO.  

Spinal Cord Injury 

The plan will do nothing to address the needs for equipment, appropriate respite and residential 

care, home support services etc. which will limit the extent to which community neuro-rehabilitation 

teams can support the needs of people with spinal cord injury living in the community. Without 

access to ventilation facilities and associated support packages, many people with spinal cord injury 

cannot return home and are accommodated inappropriately in the Intensive Care Units of Acute 

Hospitals or discharged to nursing home care. In addition, the geographical inconsistencies of 

appropriate home care packages and shortage of accessible local authority housing also mean that 

some young people with lower levels of spinal cord injury are also being discharged inappropriately 

into nursing home environments. 

 

The proposals around the development of community based neuro-rehabilitation teams are unclear 

in terms of how these teams will meet the ongoing needs of people with spinal cord injury living in 

the community.  It is unclear from the proposals what capacity will exist within the teams to manage 

complex care needs on an ongoing basis.  People with spinal cord injury have specific ongoing 

rehabilitation requirements including specialised physiotherapy, bowel and bladder management 

and skin and pressure sore management.  This continuing care requires expertise and training and 

there are significant concerns about the capacity within primary care to address these needs if 

people are discharged back from the neuro-rehabilitation team to primary care. Furthermore, the 

issue of chronic neuropathic pain management is not addressed anywhere within the framework 

and this is a significant issue for people with spinal cord injury which has a very real impact on ability 

to return to work, education and community and social life. The lack of therapy assistants and 

rehabilitation assistants within the proposed neuro-rehabilitation teams and the limited 

development of the teams to one per CHO raises concerns about how the needs of people with 

spinal cord injury will be met by these teams. 

 

Rare Neurological Conditions  

The relatively limited knowledge of rare neurological conditions, the dearth of condition specific 

expertise and a lack of specific care pathways, creates a unique vulnerability for people living with 

rare neurological conditions.  The failure of the plan to address the huge level of unmet need in the 

community for neuro-rehabilitation supports, focusing only on the development of therapy teams, 

means that these teams will be significantly limited in what support they can provide in the 

community. There are concerns at the lack of clear proposals in the plan around specialist training 

for these teams, including in relation to rare neurological conditions. The role of individual not for 

profit organisations in informing and educating healthcare staff and in providing specialist supports 

for people with rare neurological conditions and their families should be recognised in the plan.   
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Recommendations 

The implementation plan must include a proposal for effective engagement with service providers 

around the development of community neuro-rehabilitation teams 

The proposal to establish teams entirely based on reconfiguration of existing services must be 

reconsidered 

 

 

Section 2: Fundamental weaknesses and gaps in the implementation plan 

that make it unfit for purpose as currently constituted 

 

The NAI are dismayed that a two year process to develop the draft implementation plan has resulted 

in a document which lacks the basic elements of detail needed to support implementation. There is 

a lack of clarity and detail throughout which reflects poorly on the oversight process which has led to 

the plan being released in such an underdeveloped form.  

The section below outlines fundamental concerns and a series of proposed recommendations to 

address serious weaknesses that make the plan unfit for purpose as currently constituted.  

1.Critical issues must be addressed in relation to leadership and governance: ensuring accountability 

at the highest levels and outlining clear roles for all those involved in the implementation process. 

2.The lack of clear timeframes and dedicated funding to support implementation makes it difficult to 

have any confidence in the plan. The proposal to establish neuro-rehabilitation teams through 

reconfiguring existing posts is completely unrealistic. 

3 .A body of detail is required within each of the implementation phases to reflect the breadth and 

depth of what is proposed. 

 

 

1.Critical issues must be addressed in relation to leadership and governance: ensuring 

accountability at the highest levels and outlining clear roles for all those involved in the 

implementation process 

 

The proposals around leadership and governance show fundamental weaknesses and gaps which are 

of significant concern given that this plan has been over two years in development and has had 

oversight from senior representation within the health services. In the proposed governance 

structure for the national steering group, for example, the Department of Health is completely 

absent, despite their membership of the group. Oversight at the level of the Minister for Health is 

absent, as is any accountability or review process with the Department. The absence of a clear role 
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and accountability at Departmental and Ministerial level in the implementation process is not 

acceptable.  

The Neuro-Rehabilitation Strategy outlined that leadership of the implementation process would be 

through the National Clinical Lead for Rehabilitation Medicine, an Executive Lead and a proposed 

Therapies Lead. This has changed significantly in the current plan with reference to the therapies 

lead completely omitted and the role of the National Clinical Lead for Rehabilitation Medicine 

substituted by the Clinical Lead for Social Care with no explanation or rationale. Roles and 

responsibilities for the individuals at leadership levels in the proposed governance structure are 

completely absent. The reference to the rehabilitation medicine programme as providing guidance 

on “clinical matters” is completely unspecified.  

Also absent are any roles for members of the steering group. It is completely unclear what, for 

example, are the roles of the service providers and service users on the steering group and what, if 

any, envisaged structures are available for them to consult with and feed into. It is unclear how 

service providers and users are to be selected given that not all providers and conditions can be 

represented on the group.  

The overall governance structure for the implementation process has clearly been developed with a 

view to the implementation of Phase 1 of the plan given that there is a lack of leadership and 

accountability within the proposed governance structure at senior level for the Acute Hospitals 

Division. The terms of reference for the steering group make no reference to working with the 

proposed implementation teams as part of Phase 2 or the oversight role of the group in this regard.  

The overall governance structure proposed for the emerging services is highly problematic. All 

specialist medical rehabilitation services, including community neuro-rehabilitation teams are 

envisaged to come under proposed managed clinical networks under the leadership of a consultant 

in rehabilitation medicine. There appears to be no planning for interim or alternative arrangements 

should these posts fail to materialise. The development of managed clinical networks of the kind 

outlined in the plan, where networks are responsible for the delivery of all services within the 

network, both hospital and community, within the disease area, does not form part of any broader 

policy agenda within the HSE.   

2. The lack of clear timeframes and dedicated funding to support implementation makes it difficult 

to have any confidence in the plan. The plan is not prescriptive about the level of staffing and 

service development that is actually needed and this along with the focus on reconfiguration of 

existing resources will do nothing to improve access to services and will maintain existing 

geographical inequities.  

It is difficult to have any confidence in a proposed implementation framework for a national policy 

that provides no realistic appraisal of implementation costs and no commitment to dedicated 

funding to support implementation. Phase 1 proposes to establish neuro-rehabilitation teams 

entirely through the reconfiguration of existing posts. It has been outlined earlier in this submission 

(Section 1: page 9) that this is completely unrealistic given the pressure on existing therapy services 

and lack of posts as well as the absence of any mapping to date to inform the viability of the 

reconfiguration proposals. No proposals are outlined in relation to resource allocation for Phase 2, 

despite the clear resource implications for appointing additional consultants in rehabilitation 

medicine and establishing additional inpatient rehabilitation facilities.  

Incorporation of clear timeframes for each of the steps outlined in the action plan is vital to allow 

any of the stakeholders involved to have confidence in the implementation plan. The rationale for 
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dividing the implementation process into two distinct and separate phases is not outlined anywhere 

in the plan. The implications of this for implementation are not explored. For example Phase 2 (Point 

(9) refers to the work of the project manager and steering group in overseeing the development of a 

quality framework, guidelines on workforce planning, training and development and monitoring and 

evaluation systems for the delivery of specialist neuro-rehabilitation services. The plan is unclear 

how these vital support structures for service delivery, which apply to both hospital services and 

community based (specialist) teams will be co-ordinated across both implementation phases.  

The credibility of the plan is significantly impacted by the lack of clear proposals about the level of 

staffing and service development that needs to be put in place to improve access to 

neurorehabilitation services and address well recognised deficits in areas such as consultant staffing 

and bed capacity based on our population requirements. The lack of identifiable targeted proposals 

in these areas makes it very unclear what will actually be done to address existing deficits and 

introduce additional capacity into the system. The plan must be revised to be clear about the actual 

development that is proposed in addition to what is available at present.  

 

3 .A body of detail is required within each of the implementation phases to reflect the breadth and 

depth of what is proposed  

 

Phase 1 proposals need to reflect the breadth and depth of the work required advance of 

establishing local implementation teams at CHO level. The action plan should clearly outline the 

work that needs to be done to agree policies and procedures, values and principles, the outcomes 

framework and performance indicators for the service all of which needs to take place at national 

level through consultation with all service providers and in consideration of the recommendations of 

the model of care for specialist rehabilitation services. Phase 1 of the action plan should outline the 

extent of the work to be done to develop plans for staff learning, training and development, 

including in primary care. It is completely unclear from the plan what support will be provided to 

primary care in terms of training and ring-fencing of staff to provide the ongoing rehabilitation 

envisaged in the proposals. The role of the project manager is unrealistic given the need to co-

ordinate nine implementation teams. There is no clarity on the training/expertise/grade of this 

individual, who they report to and their role within the overall structure of the HSE.  

 

There is a complete lack of detail in the plan to support the implementation of Phase 2. The steering 

group will need to consider the recommendations of the model of care and the trauma policy in 

addition to the brain injury pathway and the model of care for stroke and agree on the proposed 

service framework for inpatient rehabilitation services. The model of care represents a guide to 

developing services rather than a complete service framework that can proceed to implementation 

once it is published. Given the delay in implementing any of the recommendations of the Strategy to 

date, the steering group must assign a strict timeframe to agreeing the proposed service framework 

in preparation for implementation which will include detailed mapping of existing services.  

Phase 2 (point 11) refers to a steering group to “develop terms of reference for reviewing needs in 

relation to high dependency patients with neurorehabilitation needs”. The action plan states that 

the group will consider the requirements of patients who have high dependency needs above and 

beyond that which can be met through the neurorehabilitation team. It is completely unclear what is 
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the proposed membership, leadership and purpose of this group. Is the work of the group limited to 

developing recommendations and does the remit of the group include any capacity to redirect 

resources to support the development of long term care for people with neurorehabilitation needs? 

Or is the work of this group purely advisory to develop a set of recommendations on meeting the 

needs in this area. The lack of detail in the Action Plan and in the implementation plan in relation to 

the role of this group makes it very difficult to understand how the group proposes to address the 

needs of the particular cohort of people identified.  

Areas of the plan such as quality and safety, assistive technology and information systems require 

clear proposals including reference to existing initiatives and overall developments within the health 

services. There are no effective proposals presented in the plan in relation to these areas.  

 

Section 3: The unacceptable delays and lack of progress in relation to the 

implementation of the Neuro-Rehabilitation Strategy to date and the limited 

consultation process for the draft implementation plan which has 

disenfranchised key stakeholders  

The Neurological Alliance of Ireland (NAI) is the national umbrella group representing over thirty 

organisations working with people with neurological conditions.  

The NAI were closely involved in the development of the National Neuro-rehabilitation Strategy,  

establishing a parallel working group in agreement with Department of Health to co-ordinate the 

input and response of not for profit organisations working with people with neurological conditions.  

The NAI has been the driving force in working to secure the development of an implementation plan 

for the Neuro-rehabilitation Strategy, carrying out a sustained advocacy and information campaign 

since its publication to continue to highlight neuro-rehabilitation needs among people with 

neurological conditions and continuously ensuring that political representatives and policy makers 

were reminded of the commitments outlined in the Strategy and the need for progress on 

implementation.   

The NAI has remained committed to the development of an implementation plan for the Neuro-

Rehabilitation Strategy in the face of unacceptable delays and an unjustifiable lack of progress to 

date. The national steering group to develop an implementation plan was only established in 2013, 

after the NAI secured a U-turn in a decision not to develop an implementation plan for the Neuro-

rehabilitation Strategy. The Strategy outlined a three year implementation process from its 

publication in December 2011 and a draft plan has only now been published in 2016, after the 

implementation period has ended. This is an unjustifiable situation in relation to a national policy 

and represents a complete lack of responsibility and accountability at the highest levels within our 

health service to people with neurological conditions and their families.  

The draft implementation plan has been received with bitter disappointment by the NAI 

membership in view of the time it has taken to produce a plan which is unfit for purpose both in its 

limited scope and in the lack of consideration and detail on much of what is proposed. It is the view 

of the umbrella that the plan will offer little or nothing to make a difference to the lives of people 

with neurological conditions and their families, proposing to establish teams by reconfiguring posts 

that simply are not available and leaving out any consideration of need to respond to the huge 

dearth of neuro-rehabilitation services in the community.  
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The NAI has significant concerns in relation to the consultation process on the draft plan, where only 

NAI and the Disability Federation of Ireland have been invited to make submissions from the 

perspective of service providers and people with neurological conditions and their families. This has 

has excluded a whole range of relevant stakeholders, including the voices of people with  

neurological conditions and their families who are most directly impacted. There is also a complete 

lack of clarity on the feedback process including what response those who make submissions can 

expect to receive on the recommendations they propose.  

 

 

Neurological Alliance of Ireland  

The Neurological Alliance of Ireland is the national umbrella body for over thirty not for profit 

organisations working with people with neurological conditions. It aims to promote the 

development of services and supports for people with neurological conditions in Ireland through 

advocacy, policy development, awareness and research.  

 

Further Information 

The NAI is happy to provide any other information in relation to this submission on request 

Contact the NAI Development Manager, Magdalen Rogers at naiireland@eircom.net or by phone 01 

8724120 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

mailto:naiireland@eircom.net
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List of NAI Member Organisations  
 
Acquired Brain injury Ireland 
Alzheimer Society of Ireland 
Aphasia Ireland 
Ataxia Ireland  
Aware 
Bloomfield Health Services 
Cheshire Ireland 
Chronic Pain Ireland 
Dystonia Ireland 
Enable Ireland 
Epilepsy Ireland 
Headway 
Huntington’s Disease Association of Ireland 
Irish Heart Foundation 
Irish Hospice Foundation 
Irish Motor Neurone Disease Association 
Migraine Association of Ireland 
Move4Parkinsons 
Multiple Sclerosis Society of Ireland 
Muscular Dystrophy Ireland 
Neurofibromatosis Association of Ireland 
North West MS Therapy Centre 
Parkinson’s Association of Ireland 
Post Polio support group 
Syringomyelia Support group of Ireland 
Spinal Injuries Ireland 
Spina Bifida Hydrocephalus Ireland 
The Rehab Group 
 
Associate Members 
An Saol 
Brain Tumour Ireland 
Irish Association of Speech and Language Therapists 
Myaware 
PSPA Ireland 
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Additional Documents Included as Part of the NAI submission  

 Recommendations for Consideration from the Neurological Alliance of Ireland to 

inform the Submission from the Rehabilitation Medicine Clinical Programme on the 

draft implementation plan for the National Neuro-rehabilitation Strategy 

 

 Recommendations for Consideration from the Neurological Alliance of Ireland to 

inform the Submission from the Rehabilitation Medicine Clinical Programme on the 

draft implementation plan for the National Neuro-rehabilitation Strategy 

 

 Case Study on Neuro-rehabilitation Needs: Stroke (Provided by the Irish Heart 

Foundation)  

 

 Feedback from Acquired Brain Injury Ireland to the NAI on the Draft Implementation 

Framework for the National Neurorehabilitation Strategy  

 

 Response from the Multiple Sclerosis Society of Ireland to the Draft Implementation 

Plan for the National Neurorehabilitation Strategy 

 

 Response from Move4Parkinsons to the Draft Implementation Plan for the National 

Neurorehabilitation Strategy  

 

 Response from PSPA Ireland to the Draft Implementation Plan for the National 

Neurorehabilitation Strategy  
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Recommendations for Consideration from the Neurological Alliance of 

Ireland to inform the Submission from Neurology Clinical Programme on the 

draft implementation plan for the National Neuro-rehabilitation Strategy 

 

Overall, the NAI is concerned at the lack of a clear specified role for neurology services within the 

draft implementation plan for the Neuro-rehabilitation Strategy, both in terms of consultation on 

what is proposed and in the ongoing delivery of neuro-rehabilitation services.  

The historical situation in Ireland is that the delivery of specialist medical rehabilitation (under a 

consultant in rehabilitation medicine) is largely for conditions associated with acute onset such as 

stroke, acquired brain injury and spinal cord injury. This is due largely to the underdevelopment and 

underresourcing of medical rehabilitation services in Ireland with the lowest number of consultants 

in medical rehabilitation, for example, across Europe. Access to specialist neuro-rehabilitation 

services led by a consultant in rehabilitation medicine for other neurological conditions, including 

progressive neurological conditions is very limited.  

The draft implementation plan, which reflects the recommendations of the rehabilitation medicine 

programme model of care, aims to make specialist neuro-rehabiltation services available to a 

broader range of neurological conditions. The proposals will have specific implications for neurology 

services in terms of closer links between specialist rehabilitation and neurology services through the 

development of services which will see greater access to specialist rehabilitation services for a wider 

range of people with a range of neurological conditions, including progressive conditions.  

A series of recommendations by the NAI for consideration by the neurology programme in relation 

to the draft implementation plan are outlined below: 

Access to Neuro-rehabilitation Services for a broader range of neurological conditions  

1. Overall, the framework does not specify how neurology services will be facilitated through 

improved access to neuro-rehabilitation services. For example (a) access to community 

neurorehabilitation teams through direct referral from neurology will be critical. The 

proposed model for the development of these teams should include direct referral from 

neurology services (b) how neurology services will be facilitated in terms of improved access 

to specialist inpatient rehabilitation for a wider range of neurological conditions based on 

the development of specialist inpatient rehabilitation units nationwide.  

 

Role of Community based Neurorehabilitation Teams 

2. Specialist community neurorehabilitation teams will need to work closely with neurology 

services in relation to meeting the ongoing needs of people with neurology services in the 

community. This will require ongoing liaison between neurology services and the work of 

these teams. The mechanism to support this, for example through involvement of the teams 

in neurology reviews is unclear.  

3. Clearer proposals are required as to the role of these teams in managing the needs of 

people with progressive neurological conditions including their access to palliative care 

services.  

4. Are there proposals to recruit additional nurse specialists to staff the neurorehabilitation 

teams? Most of these posts are currently hospital based.  
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5. Adult neurology services are involved in the ongoing care of individuals with complex 

medical and social needs. The resources and expertise available within generic neuro-

rehabilitation teams to support these needs is of concern, as is the absence of key roles such 

as therapy assistants and rehabilitation assistants within the teams. Paediatric neurology is 

involved in the care of individuals with neurological conditions who will require significant 

and complex care into their adult lives. Both adult and paediatric neurology services have a 

key role to play in advising on the supports needed to address the requirements of these 

individuals in the community and the medical and other supports that the neuro-

rehabilitation team will need to have access to in order to meet these needs.  

The detail required on the composition and operation of neuro-rehabilitation teams is 

inadequately reflected in the plan, as is any proposal for a mechanism to consult with 

service providers, including neurology services, to guide the development of these teams.  

6. The NAI umbrella is of the view that all service providers, including neurology services, 

should be concerned at the proposals in the plan:  

(i) To limit the development of neuro-rehabilitation services in the community solely to 

community based neuro-rehabilitation teams with no proposals to address 

significant deficits in home care support, residential care, respite, aids and 

appliances etc 

(ii) The plan proposes a significant role for the ongoing management of neuro-

rehabilitation needs within primary care, these proposals are unrealistic given the 

lack of expertise and capacity available within primary care 

(iii) The proposal is to establish community neuro-rehabilitation by reconfiguring 

existing staff within the community, the NAI views this as completely unfeasible 

given current pressure on existing therapy services and lack of posts.  

 

Role of Neurology Services in the Implementation Process 

7. The National Neurorehabilitation Strategy makes clear reference to the importance of an 

appropriately developed and resourced neurology service in meeting neuro-rehabilitation 

needs within the Irish population. This critical observation is missing from the draft plan and 

needs to be emphasised.  

8. Neurology services have significant expertise which should be incorporated into the design 

of services to meet the needs of people with neurological conditions, including neuro-

rehabilitation services. Neurology services need to be represented in consultative 

mechanisms for the development of neuro-rehabilitation services, both at the level of 

community teams and inpatient specialist rehabilitation services. The plan refers to 

“engagement with national neurology services to support ongoing development and 

implementation of the overall national framework for neurology services” but it is not clear 

what is actually meant by this. 

9. It is not made clear in the plan how neurology services will be involved in the managed 

clinical networks for the design and delivery of neuro-rehabilitation services. The proposed 

membership of the MCRN management team is not outlined.  
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Recommendations for Consideration from the Neurological Alliance of 

Ireland to inform the Submission from the Rehabilitation Medicine Clinical 

Programme on the Draft Implementation Plan for the National 

Neurorehabilitation Strategy 

 

Document Summary 

The implementation plan for the Neuro-Rehabilitation Strategy represents the key framework within 

the health services for implementing the recommendations of the model of care for rehabilitation 

medicine. It is vital for the rehabilitation medicine programme that the implementation plan is fit for 

purpose and delivers real investment in and development of rehabilitation services. The NAI urge 

the programme to recognise the need for fundamental revision of the plan to ensure the 

development of a proper infrastructure of services in response to need and to address fundamental 

weaknesses in the plan in terms of leadership and governance around implementation and sufficient 

detail and clarity on what is being proposed. Finally, the document highlights the need for detail and 

clarity within the plan in relation to the role of the programme in the implementation process.  

 

Overview: The Rehabilitation Medicine Programme and the National Neuro-rehabilitation Strategy 

The Neuro-Rehabilitation Strategy represents the policy framework for the development of neuro-

rehabilitation services in Ireland. The implementation plan for the Strategy is therefore of critical 

relevance and importance to the rehabilitation medicine programme and it is crucial that the plan is 

fit for purpose to provide the appropriate leadership and implementation structures within which to 

develop and deliver services.  

The NAI has been closely involved as a member of the programme team in the development of the 

model of care for rehabilitation medicine and also on the national steering group for the Neuro-

Rehabilitation Strategy and is therefore in an informed position to reflect on the proposed 

implementation plan for the Strategy and its implications for the rehabilitation medicine 

programme. In view of this, the NAI has prepared this document which highlights the wider concerns 

of the NAI in relation to the implementation plan but also the need for clarity around the role of the 

rehabilitation medicine programme in the implementation process.  

 

Overall concerns from the NAI umbrella on the Draft Implementation Plan for the Neuro-

Rehabilitation Strategy  

The NAI submission on the Draft Implementation Plan outlines a number of significant concerns in 

relation to the limited scope of service development and fundamental weaknesses in the plan in 

terms of leadership and governance and sufficient detail and clarity on what is being proposed.  

 

 The plan is too limited in what is proposed for developing services in the 

community Proposals in the plan in are based solely on the development of neuro-

rehabilitation teams without any commitment to developing the comprehensive 

framework of community-based services that is needed 
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 The plan fails to deliver on the vision of the Strategy to meet the range of needs of 

individuals and their families as part of the rehabilitation process. The plan lacks 

clear proposals to implement the recommendations of the Strategy in relation to (a) 

securing intersectoral commitment to meeting the needs of people with 

neurological conditions (b)  promoting integrated service delivery (c ) involving and 

supporting individuals and families in the rehabilitation process  

 There are fundamental weaknesses in the implementation plan in terms of 

leadership and governance and a lack of sufficient detail and clarity on what is being 

proposed.  

 The lack of clear timeframes and dedicated funding to support implementation 

makes it difficult to have any confidence in the plan. The plan is not prescriptive 

about the level of staffing and service development that is actually needed and this 

along with the focus on reconfiguration of existing resources will do nothing to 

improve access to services and will maintain existing geographical inequities.  

 The plan does not outline the need for consultation with service providers around 

proposals for the development of community based neuro-rehabilitation teams. 

The plan makes no reference to engagement with service providers at national level 

on the development of the proposed neurorehabilitation teams 

 The plan does not incorporate community based neuro-rehabilitation services into 

key strategic reforms aimed at developing a more person-centred model of service 

provision for people with disabilities 

 

The NAI view these concerns as of critical relevance to the rehabilitation medicine programme given 

that: 

(a) Specialist rehabilitation services are not delivered in isolation but require a supportive 

infrastructure of community-based rehabilitation services to deliver and maintain positive 

outcomes for individuals and their families from the rehabilitation process. By narrowing the 

scope of service development, the plan fails to address the huge unmet need in the 

community for services such as respite, residential care, home support and home 

adaptation, rehabilitative training, aids and appliances  etc 

(b) The implementation plan for the Neuro-Rehabilitation Strategy represents the framework 

for the development of specialist rehabilitation services within the health system but 

fundamental weaknesses in the plan as currently constituted make it unfit for purpose 

The NAI urges consideration by the rehabilitation medicine programme of its recommendations for 

significant revision of the plan as follows: 

Main Recommendations 

 There must be a commitment to widen the scope of the plan to develop a proper 

framework of community-based neuro-rehabilitation services  

Proposals to develop community neuro-rehabilitation services outlined under Phase 

1 of the plan must be significantly broadened in scope and the plan must 

incorporate clear mechanisms to ensure the delivery of the entire range of 

community based neuro-rehabilitation supports required by people with 

neurological conditions and their families. All community neuro-rehabilitation 

services should be included in the proposed mapping exercise within each of the 
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CHO areas in Phase 1 with clear recommendations from the national steering group 

for the development of services in areas such as residential, respite and home based 

care, access to aids and appliances, day services and rehabilitative training.  

 

 Clear proposals must be developed within the implementation plan to address the 

entire range of needs, not just medical needs, as part of the neuro-rehabilitation 

process. The intersectoral commitment envisaged in the Strategy needs to be 

progressed at interdepartmental level. There should be clear recognition in the plan 

of the range of specialist supports developed by not for profit organisations by 

including clear proposals to integrate these supports into a wider framework for 

service provision at community level that addresses the broad range of needs of 

individuals with neurological conditions and their families. The plan needs to focus 

on how services are designed and delivered to ensure the best outcomes for the 

individual, incorporating clear mechanisms to involve individuals and family 

members in the rehabilitation process.  

 

 The plan requires significant revision to address weaknesses in leadership and 

governance and provide sufficient detail throughout on what is being proposed  

o Critical issues must be addressed in relation to leadership and governance: 

ensuring accountability at the highest levels and outlining clear roles for all 

those involved in the implementation process 

o A body of detail is required in relation to each of the implementation phases to 

reflect the breadth and depth of what is proposed.  

 

 The plan must be revised to incorporate clear timeframes and a realistic assessment of 

the dedicated funding that will be required to support implementation. The plan needs 

to incorporate clear proposals in relation to staffing and service development aimed at 

addressing deficits in existing service provision.  

 

 

 The implementation plan must include a proposal for effective engagement with 

service providers around the development of community neuro-rehabilitation 

teams  

 

 Community neuro-rehabilitation services must be integrated into the reform 

process within disability services aimed at developing a more person centred 

model of service provision. The plan should be revised to include community based 

neuro-rehabilitation services as an independent work stream under Working Group 

2 (developing a person centred model of services and supports) of the Transforming 

Lives programme within disability services.  
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Role of the Rehabilitation Medicine Programme in the Implementation Process  

In addition to the issues and recommendations outlined above, the NAI is concerned that there is a 

critical need for detail and clarity on the role of the rehabilitation medicine clinical programme 

within the implementation process. The role of the programme in relation to implementation is very 

unclear within the plan. The plan makes reference to the role of the programme in providing 

guidance on clinical matters and to the model of care as a key guidance document in developing 

specialist medical rehabilitation services. 

 However, there is no clearly detailed role for the programme lead on the steering group, including 

how this relates to other roles on the group such as the Clinical Lead for Social Care, or the Executive 

Lead. There is no clarity in relation to the ongoing role envisaged for the programme in the 

implementation of each of the phases of the plan, including in the development of community based 

teams and in establishing the proposed managed clinical networks that will be responsible for the 

delivery of specialist rehabilitation services. The plan assigns responsibility to a national steering 

group around the establishment the networks without any clarity around the leadership of this 

group, and the role of the programme within the group. The mechanism for ongoing support at 

national level for the clinical networks, once established, is completely unclear, including any role 

envisaged for the programme in providing leadership and guidance at national level around training 

and staff development, quality and standards and research and technology. 

In summary, the NAI is concerned that the rehabilitation medicine programme has played a key role 

to date in the development of a model of care for specialist rehabilitation services but it is not clear 

what will be the nature of its role in the implementation of the Strategy and ongoing development 

and delivery of specialist rehabilitation services.  
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Case Study on neuro-rehabilitation needs: stroke  

 

 

. 

Need for rehabilitation services 

 Around 7,000 people are hospitalised due to stroke here each year. 

 A high proportion of stroke survivors continue to suffer undue disability in terms of both 

severity and length of time due to inadequate rehabilitation services. 

 Research led by the Economic and Research Institute of Ireland (ESRI) and the Royal College 

of Surgeons in Ireland (RCSI) for the Irish Heart Foundation - Towards Earlier Discharge, 

Better Outcomes, Lower Cost: Stroke Rehabilitation in Ireland3 - found that there is currently 

poor resourcing of and wide regional variation in community and inpatient rehabilitation for 

stroke survivors in Ireland.  

o There are long waits for nursing home care and specialist inpatient rehabilitation for 

patients with severe stroke conditions. 

o There is considerable regional and hospital variation in stroke survivors’ length of 

stay in acute hospitals, which appears to reflect differing regional pathways of care 

and differing resourcing of care in alternative settings. 

o A survey of hospital stroke lead clinicians conducted by the researchers found that 

severe stroke patients may experience long waits for nursing home care and for 

specialist inpatient rehabilitation. 

 

Stroke rehabilitation in acute hospitals 

 The 2015 National Stroke Audit4, published jointly by the Irish Heart Foundation and the 

HSE’s National Stroke Programme, found that within acute stroke services there were 

therapy staffing deficits of 50% for physiotherapists, 61% for occupational therapists and 

31% for speech and language therapists, whilst only 44% of hospitals had any access to 

medical social workers and 19% had access to a neuropsychologist.  

 

Community rehabilitation 

 While in-hospital rehabilitation service levels are grossly inadequate, community 

rehabilitation provision was even worse. This is exemplified by national audit4 results 

                                                           
3 ESRI and RCSI (2014) Towards Earlier Discharge, Better Outcomes, Lower Cost: Stroke Rehabilitation in 
Ireland, Report prepared for the Irish Heart Foundation. Available at: 
https://www.esri.ie/publications/towards-earlier-discharge-better-outcomes-lower-cost-stroke-rehabilitation-
in-ireland/  
4 Irish Heart Foundation and HSE (2015) National Stroke Audit. Available at: 
http://www.irishheart.ie/media/pub/strokereports/ihf_hse_national_stroke_audit_2015__web_version.pdf  

https://www.esri.ie/publications/towards-earlier-discharge-better-outcomes-lower-cost-stroke-rehabilitation-in-ireland/
https://www.esri.ie/publications/towards-earlier-discharge-better-outcomes-lower-cost-stroke-rehabilitation-in-ireland/
http://www.irishheart.ie/media/pub/strokereports/ihf_hse_national_stroke_audit_2015__web_version.pdf
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showing just one hospital in Ireland has access to a specialist community stroke 

rehabilitation team and only three have a hospital/community stroke liaison worker.  

 The 2010 Cost of Stroke in Ireland5 research by the ESRI and RCSI for the Irish Heart 

Foundation found that whilst up to €414 million a year is spent by the State on nursing home 

care for stroke survivors, less than €7 million is spent on the vital community rehabilitation 

services that can keep people living in their homes. 

 The National Stroke Survivor Survey (2013)6 highlighted major deficits in services to help 

survivors overcome the physical impact of stroke: 

o The vast majority of survey respondents experienced emotional distress and fatigue 

at some time since their stroke. Over half of the people who experienced these 

problems said they received none or very little treatment for this. 

o One quarter of those who experienced physical effects of stroke require ongoing 

therapy but received no community physiotherapy. 

o One third of those whose speech was affected need more help but have not been 

able to access speech and language therapy in the community. 

o Only 1 in 10 people with emotional problems were able to access psychological 

services. 

 
Early supported discharge 

 Early Supported Discharge is an intensive approach to rehabilitation in the community used 

internationally but not generally available in Ireland. Early Supported Discharge teams are 

currently operating from just four hospitals nationwide, despite strong evidence of their 

effectiveness in reducing length of hospital stay.4  

 Only 10% of Irish stroke survivors were able to avail of ESD, compared to 30% in the UK4 

despite conclusive international and Irish evidence on their effectiveness in improving 

outcomes and reducing overall health service costs. 

 Research led by the ESRI and the RCSI for the Irish Heart Foundation - Towards Earlier 

Discharge, Better Outcomes, Lower Cost: Stroke Rehabilitation in Ireland3 - found that 54% of 

stroke survivors– more than 3,000 people a year – could benefit from early supported 

discharge programmes that would reduce hospital bed days by 24,000, resulting in annual 

net savings of from €2 to €7 million. Implementing Early Supported Discharge would require 

a substantial increase in the resourcing of community therapists (physiotherapists, 

occupational therapists, and speech and language therapists), community nurses and other 

community care above current levels in Ireland. However, savings from the reduced cost of 

acute bed days could fund this increase in resourcing.  

 

Increased numbers of younger stroke survivors requiring rehabilitation services 

                                                           
5 ESRI and RCSI (2010) Cost of Stroke in Ireland: estimating the annual economic cost of stroke and transient 
ischaemic attack in Ireland. Report prepared for the Irish Heart Foundation. Available at: 
https://www.irishheart.ie/media/pub/strokereports/cosi.pdf  
6 Horgan, F., M. Walsh, R. Galvin, C. Macey and C. Loughnane (2014). National Survey of Stroke Survivors 2013: 
Experiences and long-term needs reported by stroke survivors living in the community in Ireland. Dublin, 
National Disability Authority/ Irish Heart Foundation. Available at: http://nda.ie/File-upload/National-Survey-
of-Stroke-Survivors-PDF.pdf  

https://www.irishheart.ie/media/pub/strokereports/cosi.pdf
http://nda.ie/File-upload/National-Survey-of-Stroke-Survivors-PDF.pdf
http://nda.ie/File-upload/National-Survey-of-Stroke-Survivors-PDF.pdf
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 The 2015 National Stroke Audit4 shows that the proportion of strokes among people of 

working age in Ireland has increased by over a quarter in just the last seven years. Statistics 

from the Audit revealed a 26% increase in the proportion of strokes among under-65s – the 

equivalent of over 300 extra strokes among people of working age in Ireland every year. 

 With more people than ever surviving stroke and returning home, there was also a need to 

develop community health and social care services for younger stroke sufferers who may 

have to cope for decades with the disabilities caused by stroke. This includes an overhaul of 

programmes to help working age stroke survivors return to work in response to separate 

research carried out by the RCSI and the Irish Heart Foundation7 showing that only 32% of 

those who returned to employment were working full-time one year after their stroke. 

                                                           
7 Horgan, F., Brannigan, C., Galvin, R., Walsh, M., Macey, C., Loughnane, C., Morrissey, E.J., Ryan, F. and 
Delargy (2016) Exploring the factors related to return to work after stroke. RCSI and Irish Heart Foundation. 
Funded by the NDA. Available at http://nda.ie/nda-files/Exploring-the-Factors-Related-to-Return-to-Work-
after-Stroke.pdf  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://nda.ie/nda-files/Exploring-the-Factors-Related-to-Return-to-Work-after-Stroke.pdf
http://nda.ie/nda-files/Exploring-the-Factors-Related-to-Return-to-Work-after-Stroke.pdf
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National Policy and Strategy for the Provision of Neuro-Rehabilitation Services in Ireland 

Proposed National Implementation Framework February 2016 

Feedback to the NAI 

From Strategy (2011) to Plan (2016) 

The National Neuro-Rehabilitation (NR) Strategy8 was published in December 2011.  The 

accompanying Implementation Plan (which was one of the recommendations in the Strategy) was 

sent out for consultation in February 2016, 4 years and 3 months later. 

The Strategy states that neuro-rehabilitation is required for people who experience neurological 

illness or injury.  They will require acute, and/or post-acute, community and long term neuro-

rehabilitation services to be available in a timely and seamless way. 

Neuro-rehabilitation services comprise: 

 

 Therapy services to prevent deterioration and helping people regain and maximise function 

 Services that compensate for the loss of function and various barriers that people face  

The Strategy states that neuro-rehabilitation services need to be provided in the right place, at the 

right time by the right people (specialists).  The vision proposed is that people presenting with 

neurorehabilitation needs are supported to participate as fully as possible to in the social and 

economic life of their community and have access to a range of quality services and supports so as to 

enhance their quality of life.  

 

Response to Implementation Plan 

 

ABI Ireland and Headway carried out a detailed analysis of the Implementation Plan from an 

acquired brain injury (ABI) perspective and what follows is a summary of the most significant issues 

arising. This document was prepared as part of both organisations contribution to the NAI 

submission as this was the only mechanism through which current NGO service providers had to 

provide feedback.  ABI Ireland and Headway, as national community neuro-rehabilitation service 

providers and advocacy organisations are particularly concerned with the Implementation Plan from 

a number of perspectives including: 

                                                           
8 National Policy and Strategy for the Provision of Neuro-Rehabilitation Services in Ireland 2011-2015 (2011) 
Department of Health and the Health Service Executive 
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1. The understanding of what neuro-rehabilitation is in the Implementation Plan and 

recognition of ABI as a sub-specialty 

2. The content of the Action Plan within the Implementation Plan and in particular the missing 

elements 

3. The proposed service model for the Community Neuro-rehabilitation Teams (CNTs) 

4. Governance, leadership and accountability 

 

1. The understanding of what neuro-rehabilitation is in the Plan 

The Implementation Plan takes a very narrow interpretation of what neuro-rehabilitation is, seeing it 

almost exclusively in medical terms.  Neuro-rehabilitation has to be seen in a much wider context of 

how the person lives their life.  It is a lot more than just about receiving short-term therapeutic 

interventions.  Neuro-rehabilitation is a clinical and social process which is essential to aid recovery 

after a brain injury.  It is about relearning, compensating and regrowth so the person lives a life of 

their own choosing. It supports the person to live a meaningful everyday life and doing ordinary 

things.  Each individual is assessed and a plan is put in place.  The person is gradually supported by to 

regain skills, adapt to the environment and learn new ways to cope with day-to-day life.  The 

Strategy (2011) adopted the WHO definition seeing neuro-rehabilitation as a problem solving 

process where the person acquires the knowledge, skills and supports needed for their optimal 

physical, psychological, social and economic functioning.  It applies to a diverse range of conditions 

and settings.  

The Implementation Plan must revert to this definition in how it sets out the actions and integrate 

the biopsychosocial model of disability into the process that not only focusses on the impairment 

but also on functioning and participation9.  The latter are critical to the neuro-rehabilitation process.   

1.1 ABI as a sub-specialty of neuro-rehabilitation 

The Strategy (2011) identified acquired brain injury as one of the major neuro-rehabilitation sub-

specialties.  

According to the Strategy (2011) ABI is deemed to be a high-prevalence condition with variable 

complexity. This determines where, by whom and when services are provided.  Services need to be 

available in many settings.  Specialist services are needed to deal with the specific features of ABI 

(cognitive, emotional, neuropsychological, etc.). The prevalence of ABI in Ireland may be in excess of 

250 per 100,000 people.  

Given the volume of people and the necessity for specialist interventions, the Implementation Plan 

must include specific actions on ABI.  These need to be teased out in detail. 

2. What’s missing from the Plan for people with ABI? 

There’s a massive gap in the proposed Implementation Plan that fails to address the long term 

rehabilitation needs and lifelong supports that people with neurological conditions need in particular 

those with ABI.  The needs of people with ABI who have high dependency levels are not currently 

addressed.  

                                                           
9 WHO International Classification of Functioning, Disability and Health 
http://www.who.int/classifications/icf/icf_more/en/ 
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The Implementation Plan must revisit its very narrow definition of neuro-rehabilitation to include a 

broader perspective of support people to live a meaningful life.  This must include the development 

of a range of community-based neuro-rehabilitation and ABI specific services including: 

 Residential rehabilitation 

 Transitional living 

 Day resource/clubhouse 

 Home and community rehabilitation 

 Case management (ABI sub specialism) 

 ABI Carer education and on-going supports 

 Rehabilitation Assistant role (from the CNT) (see below for more detail) 

 Vocational rehabilitation. 

These gaps in the Implementation Plan will ensure that the plan will not work. If people with brain 

injury have nowhere to go after their time in hospital then having CNTs are of little to no use.  The 

CNTs effectiveness is directly related to the availability of neuro-rehabilitation services in the 

community. Successful rehabilitation outcomes for the person with a brain injury require timely 

provision as part of a seamless pathway that extends from the acute hospital phase right through to 

the community.  Success of one element in the pathway (for e.g. acute rehabilitation) is predicated 

on the successful implementation of the other (e.g. the availability of community based neuro-

rehabilitation services). Timely intervention is a key determinant of the optimal outcomes for the 

person with a brain injury. The current net effect of these significant gaps in services is that many 

people with ABI are living inappropriately in nursing homes or with families who cannot cope.  Many 

people with ABI are falling into homelessness or into the criminal justice system.  

In addition, successful neuro-rehabilitation requires a range of policy responses that are joined up 

and connected for the person including the availability of suitable housing, transport services, 

adequate incomes, education, training and employment options and community and social inclusion 

opportunities.  While the Implementation Plan acknowledges in the general narrative that these 

‘non-health’ support services are necessary, it does not make any reference to them in the Action 

Plan and how these elements will be integrated.  This type of simply dichotomy (health/non-health) 

is not useful when taking a person-centered approach and viewing rehabilitation as “living life”. 

2.1 General concerns with the proposed Action Plan 

The core of the Implementation Plan document is a three page Action Plan, divided into two phases: 

However, some major concerns are: 

 There is no timing on the phases; will they run concurrently? (It is a three year 

Implementation Plan but what three years?) 

 When will Phase 1 commence/be completed? When will Phase 2 commence/be completed? 

 There is no budget attached to the action plan. Why? Without dedicated resources, the plan 

will not succeed. 

 Actions have no key deliverables/named person (s) and a timeframe for completion 

attached.  

 

3. Proposed Service Model CNTs 
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From a brain injury perspective, there are a number of concerns with the proposed Community 

Neuro-Rehabilitation Team (CNT) model: 

1. Who is eligible and entitled to access the CNTs?  What are the qualifying criteria? 

2. Where will the “interventions” take place? The interventions are identified in the proposed 

model as typically between 1-3 months in length but evidence shows that effective neuro-

rehabilitation interventions cannot be confined to this period of time.  Placing the person at 

the centre is essential and working from that point will determine the length, duration and 

type of rehabilitation the person will participate in.  For some with a brain injury, 

interventions are ongoing and life-long; for others it’s is a fluid process where circumstances 

change and requires episodic support, for others it slow stream.  Placing a pre-determined 

timeframe on the process is detrimental. 

3. The role of Rehabilitation Assistant (RA) is missing from the proposed membership of the 

CNTs.  This is a massive omission and they must be embedded in the CNT structure. The RA 

is an essential part of the rehabilitation process. They work with people on a day-to-day 

basis to implement their rehabilitation goals and they must be included.  They work with the 

person to achieve their goals that have been set out by the CNTs.  The RA plays a very 

different role to the Personal Assistant.  Apart from the different type of training they 

receive there’s a fundamental difference in how they operate when working with the person 

and the model of service provision. The RA is supporting the person to learn new skills and 

adapting strategies to live; the PA is there to assist the person with tasks of everyday living 

and is directed by the person with disability. The RA is working together on an agreed 

rehabilitation plan with the person and that the full multi-disciplinary team input. 

4. In terms of the proposed “reconfiguration” of staff to the CNTs where will they come from?  

How will they be trained? Will they be entirely dedicated to the CNTs? What about neuro 

specialists that are needed? And the ABI sub-specialists?  

5. There are many questions from the current service providers in relation to how the 

reconfiguration will happen.  When will the process commence? What is the role of the 

current service providers? How will current service providers be engaged in the process? 

What is the relationship between the CNTs and the current physical and sensory disability 

teams? What is their relationship to primary care teams? (Particularly in terms of discharge 

and the capacity in the system to support this cohort of people). Where does the CNT sit 

within the existing CHO structure? (Reporting and communications).  

6. One CNT per CHO area is problematical given the geographical spread (for e.g. CHO Area 1 

covers Donegal, Sligo, Leitrim, Cavan and Monaghan) and densely populated areas. (CHO 6, 

7 and 9). 

 

4. Governance, leadership and accountability 

The Implementation Plan indicates that the National Clinical Programme for Rehabilitation Medicine 

(NCPRM) is one of the primary reference points.  The NCPRM published a draft Model of Care that is 

not yet available publicly.  The lack of access to the NCPRM Model of Care means that there’s a gap 

in the knowledge to fully understand and contextualise the proposed Implementation Plan. 

The appointment of a lead person (Programme Manager) in the HSE to oversee the implementation 

plan is welcome. However, there are major concerns regarding the capacity of one person to deliver 

a plan that requires substantial systemic change and stakeholder buy-in in multiple settings across 
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the country. Who will they report to on a day-to-day basis? Where do they sit on the leadership and 

governance chart? 

As the 2011 Strategy is a Department of Health and HSE publication, the governance structure for 

the Implementation Plan must connect with a lead person in the Department of Health.  This is 

currently missing. This link ensures both leadership and accountability at a senior departmental 

level. 

The Plan must have an annual review built in and there must be an Annual Report on the progress of 

the Plan to the HSE and the relevant Minister in the Department of Health. The Implementation Plan 

proposes a National Steering Committee to oversee the roll-out.  Much more detail is needed on this 

Committee to ensure that it has the necessary leadership and accountability including who is on this 

group? Who do they report to? Who will chair it? What remit will it have? What powers and 

authority will it have?  

 

5. Final Remarks 

ABI Ireland and Headway believe that the proposed Implementation Plan needs significant re-

drafting. Part of this re-drafting requires the HSE and the Department of Health to engage in a 

meaningful process of dialogue and planning with all the key stakeholders and service providers 

across the settings and on all aspects of the pathway from hospital to community.  The starting point 

must be the placing the person and their family at the centre of the Implementation Plan.  The 

creation of a systematic and seamless pathway must drive the Plan.  It is only then that the Plan will 

bring change to the lives of people living with ABI and other neurological conditions.  
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Response from MS Ireland to the Draft Implementation Plan to the Neurorehabilitation Strategy 

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

2015’ refers to multiple sclerosis as “moderately prevalent with variable complexity” (p.59). The 

report also notes that there are approximately 7,000 people with MS in Ireland. MS Ireland would 

like to note that the prevalence of MS is now known to be approximately 9,000, based on the report 

‘Societal Costs of Multiple Sclerosis in Ireland 2015’ which was released in October 2015. This report 

also found that:  

 the societal costs of MS increase sharply as the illness progresses, from €34,942 per person 

per year for those with mild MS to €100,554 per person per year for those with severe MS 

 quality of life decreases steadily with disease progression 

 only 15% of people with severe MS are in paid employment compared with 56% of those 

with mild MS 

Therefore slowing or preventing the progression of MS could drastically improve the quality of life 

for those living with MS as well as resulting in substantial savings to society. Neurorehabilitation 

services are essential for helping people with MS recover from relapses and to slow disease 

progression. It is therefore extremely disappointing that the current implementation plan, after 4 

years of inaction on the development of the original strategy, is so limited in scope. 

MS Ireland is identified in the original strategy document as a provider of neurorehabilitation 

services through the MS Care Centre and the casework carried out by the Regional Community 

Workers. It also references community-based educational and symptom management programmes, 

counselling services, the MS Ireland branch network and the national MS information line. However, 

the implementation plan makes little to no reference to how these vital community-based services 

will be further developed and supported, and how they will integrate with the proposed new 

community-based therapy teams. MS is a complex condition and people with MS present with a 

need for a wide range of social, psychological and practical supports as well as medical needs, that 

must be addressed through comprehensive, timely and integrated cross-sectoral support services. 

MS Ireland therefore feels that the current implementation plan is too limited in focus and scope.  

MS Ireland also shares the concerns of the Neurological Alliance of Ireland that the implementation 

plan lacks detail in a number of vital areas including budgets, timescales and leadership.  

The report ‘Societal Costs of Multiple Sclerosis in Ireland 2015’ can be downloaded here: 

www.ms-society.ie/pages/living-with-ms/information-centre/our-publications 

MS Ireland’s Briefing Document and Position Paper on neurorehabilitation can be accessed here: 

www.ms-society.ie/pages/community/advocacy/our-agenda 

 

 

 

http://www.ms-society.ie/pages/living-with-ms/information-centre/our-publications
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Move4Parkinson’s Submission on Draft Implementation Plan for National Neurorehabilitation 
Strategy  
 
Move4Parkinson’s is an organisation which has been set up to educate People with Parkinson’s. Our 
goal is to enable individuals to be empowered in the self- management of the symptoms of 
Parkinson’s disease so that they can choose to live their best quality of life. Accordingly, please note 
our comments, concerns and solutions in relation to the draft Implementation Framework. 
 

1. The steering group seems quite lean and could be supplemented and diversified to include 
patient experts and mental health professionals. An acknowledgement of the importance of 
mental health of neurological patients appears to be lacking in the implementation 
framework in general, and this could be addressed by specific representation on the steering 
committee.  

 
2. Clarity around how individuals are selected as members of the implementation teams is 

required. 
 
While person-centered care is identified as a key element of the Neurorehabilitation Strategy, the 
implementation framework does not reflect this. If person-centered care is to be taken seriously 
then: 
 

a) the inclusion of advocates and service users on the implementation teams needs to be 
supported through education and training with respect to their role on the team, their 
expectations and the CHO lead's expectations ( this is in line with contemporary research on 
service user involvement of this nature). This commitment to person-centered care would 
represent a much-needed progressive step forward.  
 

b) training and education of patients with respect to their role in person-centered care should 
also be provided. Patient organisations/community groups could assist with this, targeted to 
specific conditions. In particular, patients need to be informed about the role of "choice" in 
their own treatment plans, and the concept of patient choice needs to be incorporated, 
articulated and operationalised within the implementation framework. This is a key feature 
of person-centered care, yet does not feature in the implementation plan, which seems to 
favour a top-down approach. 
 

Therefore, an additional step in Phase 1 of the implementation framework should be included that 
relates to the development of education and training resources for the two above-named groups, 
which would greatly increase the chances of success of the overall programme. 
 
Self management, we believe, is the way forward for people with neurological conditions in order to 
help them achieve their best quality of life. This is in line with the Healthy Ireland strategy. Within 
the self management process, services can be offered to groups of people in some situations rather 
than on an individual basis under the self management framework.  This, in itself, would alleviate the 
immense pressure on the healthcare workers in the community to provide individualized treatment 
for people. When you consider that there are over seven hundred thousand people with 
neurological conditions, one to one therapies are totally unrealistic. We need to be looking at 
practical solutions that will work and that are not just aspirational. 
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Considering the higher risk of developing co-morbidities in the neurological population, the health 
system cannot rely on therapeutic services alone to address the health needs of this population. 
People with neurological issues who are resident in the community need to learn how to self-
manage their health within the constraints of their condition, where they can access existing 
community-based activities, or indeed create new opportunities for themselves. A self-management 
module could be devised and delivered under objective no. 4 in phase 1, in collaboration with 
patient organisations. 
 
Objective 4, Phase 1: "Models of practice will be developed in line with international best practice 
and review of existing CRTs and will include roles of team members, referral procedures, scope of 
service, rehabilitation process, policies for continuing care, discharge criteria". It is not clear who will 
be tasked with assessing the current scientific literature, and whether or not the requisite expertise 
is present. Also, the role of the patients themselves is not highlighted in the proposed review of 
international best practice. 
 

Finally, the role of technology as an aid in supporting patients on the self-management journey 
needs to be understood and outlined in the implementation framework. Technology can play a key 
role in facilitating communication and improving therapists’ efficacy for meeting patients’ needs. For 
example: 

 in many circumstances, patients may be unable to visit their therapist, but a face-to-face 
video call could be a meaningful substitute. This would also be more time and cost effective 
for both the therapist and patient. 

 NGOs with limited resources can use technology to reach a wider number of people, via 
video links and multimedia systems. 

A clear and practical understanding of the effective use of technology and the associated resource 
requirement is needed to support the implementation of the neurorehabilitation strategy. 
 
 
 
We wish to note our appreciation for the effort made by the HSE, NAI, and NAI member 
organisations in bringing together the overall submission. 
 
Move4Parkinson’s Foundation, 27th April 2016. 
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National Policy and Strategy for the Provision of Neuro-Rehabilitation Services in Ireland: 

Proposed Implementation Framework 

Response from PSPA Ireland to the Neurorehabilitation Implementation Plan 

What is needed is a comprehensive and defined framework of community based services that is 

person centred and focused on providing and delivering integrated services with dedicated funding 

and oversight. 

Suggesting that reconfiguring existing posts alone is totally unrealistic and lacks insight into the true 

reality of the complexities of healthcare when dealing with a progressive neurological illness. A 

comprehensive review of service provision and need must be undertaken to elicit the true reality of 

the situation for these individuals and the families who struggle daily for a reasonable quality of life. 

If supporting individuals and their families is at the centre of care provision then engagement is 

intrinsic to provision of a services that are fit for purpose. Neurological Illnesses comprise a broad 

range of needs that impact significantly on quality of life and it is necessary to take this into account 

when future proofing a rehabilitation service now to deliver best outcomes for patients in an 

efficient and cost effective way.  

In Progressive Supranuclear Palsy (PSP) and Corticobasal Degeneration (CBD) community based 

neuro-rehabilitation services would make a significant difference to the lives of individuals and 

families who live with these illnesses. At present access to services such as respite, home based care, 

access to aids and appliances, house adaptions, day services and rehabilitative care are all on an ad-

hoc basis and regionally the services are either of  limited availability or unavailable.  

Age of eligibility for the medical card is a big factor in our cohort (Age 65+) and given the burden of 

care which is three times that of Parkinson’s disease this needs to be taken into account when 

designing a neurorehabilitation service that is person centred and inclusive. The complexity of these 

diseases regularly  requiring  round the clock care together with the fact that carers in most cases, 

are elderly themselves means that physically, mentally and emotionally it is a struggle to contend 

with daily life. This is further complicated if they are not eligible for the medical card or live alone.  

The needs of persons with PSP/CBD are complex and access to a multidisciplinary team is 

paramount. Access to the supports and services are more easily attainable if you have a medical 

card. A defined care pathway and referral system is required.  The physical and mental needs of the 

carer and families affected by a neurological illness needs to be factored into a comprehensive 

neurorehabilitation care plan.  

These complex conditions are regularly underdiagnosed or misdiagnosed and even with a diagnosis 

very few people in the medical profession or services are aware of these conditions or have 

experience of them. Education is very important and funding for training needs to be ring fenced to 

enable an efficient and effective service provision. 

A well thought out co-ordinated, joined up and comprehensive approach to disease management in 

neurological disease is required. A referral from a neurologist to a neurorehabilitation service that is 

responsive to needs of the person would avoid unacceptable delays, allow the necessary appropriate 

treatment to be received on time, when needed, reducing cost and giving the person and the family 

a reasonable quality of life and even extend life. 

Families are often left to look after sick family members without advice and support or information. 

Leaving carers to find information haphazardly. If they are lucky enough to have a younger member 
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of the family at home who can use the internet they may discover that there is help out there. 

Involving and supporting individuals and families is a significant part of the process and signposting 

them to the support services and local voluntary organisation is part of a person centred and caring 

approach. Referral to the appropriate support organisations should be included in the plan. 

The huge unmet need is not recognised in this implementation plan for neurorehabilitation.  The 

existing services are patchy and variable around the country. Services are either tied up or 

unavailable leaving people without treatment.  The county boundary can be the deciding factor in 

getting access to the already limited availability of speech and language therapist.  

In PSP no access to a SLT means loss of speech rapidly followed by swallow issues, choking and 

infection and inability to eat and weight loss. Pneumonia is the most common cause of reduced life 

expectancy in PSP. So if you can’t get the service on time the quality of life and life expectancy is 

significantly reduced. The burden of care and hospitalisation increases significantly. With an average 

life expectancy of 6 years the existing system proposals do not give much hope for the future. 

At present availability of appropriate aids and appliances, respite care, residential options and long 

term stay care, home care support packages are all limited by availability. In the case of access to 

respite acceptance of a person with progressive neurological conditions may be governed by the lack 

of staffing, facilities and aids at the premises. The complex needs of the individual may not suit the 

ethos of the nursing home so difficulties accessing respite facilities can be a feature. This needs to be 

addressed within the framework. 

Other needs that play a significant role in the care of the individual are education, transport, and 

housing. These require inclusion as part of a holistic approach to progressive neurological conditions. 

In PSP/CBD the patient may be too unwell to travel on the day and so loose the appointment. 

Another appointment may not come available for a further number of months. This delay can mean 

the window for necessary rehabilitative intervention is lost. The appointment may require the carer 

to travel long distances with no consideration given to availability of transport options or time 

constraints. In regional areas access to transport may not be available or the carer may be elderly 

and does not or cannot drive. No alternative transport may be available.  

By the time the conditions are diagnosed the person may already require a ramp, ground level 

bedroom, toilet, wet room facilities etc. Waiting times to get approval are long. When you have a 

progressive illness you can’t wait. It is in appropriate to receive approval when your spouse is 

already at end stage.   

These issues have a significant impact on the mental and physical health of the carer and patient. It 

is hard enough coming to terms with a rare progressive illness , finding out your life is limited, and 

nobody knows anything about it but having no readily defined support structure, every day become 

a battle to live, to get to hospital, to get care, to visit the doctor, to get respite, to get services. To 

survive – the carer has to learn to do everything very fast, often alone and without support. To 

quote Mary “I have no choice, nobody cares but I love my husband and I have to keep going for him”  

The mental health of the patient is impacted but so too the carer (often elderly)with the constant 

daily struggle, the repeated questions in hospitals, nobody listening, having to cope, often alone 

with the complexity of the disease without support, the uphill battle , around the clock care and lack 

of sleep, life is very distressing and difficult. 

Coming to terms with the likelyhood of death in such a short time, dealing with future planning and 

the needs takes its toll both physically and mentally. The different stages and burden of loss after 
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the death of a person with PSP/CBD has a significant impact on the individual and the services of a 

neuropsychologist would be beneficial and appropriate in these complex neurological condition.  

Most carers want to look after the person they care for in their own home for as long as possible and 

they should be fully supported to do this by provision of more community based services and 

palliative care teams. Quality of life is as important as quality of death in PSP and CBD and good 

planning and integration within the neurorehabilitation strategy would allow for a streamlined 

health care approach. 

I hope this demonstrates the importance of a link between neurorehabilitation, mental health and 

palliative care in the care of people with PSP and CBD.  Progressive neurological illnesses are life 

limiting and need a joined up well defined system with clear pathways and clear lines of referral and 

implementation. Time is limited, plans need coordinated timely intervention, an integrated and 

joined up approach to person centred care with an effective management structure and review 

process.  Budget provision should be sufficient to run the services fluidly and adhere to best practice 

in provision of care. 

It is important to implement an annual review process in the design of any plan and a defined line of 

trouble shooting and accountability. Identifying a person with powers to address accountability 

issues within the neurorehabilitation process is necessary but given the complexity of implementing 

an effective neurorehabilitation strategy a structured body of people with defined roles would more 

likely be needed to manage the process. 

How it links in to the existing health care structure needs clarification. The design and 

implementation structure needs to be defined and roles and responsibilities clearly outlined.  

Development of training and supports for Neuro-rehabilitative teams with expertise in the field 

needs addressing and planned time frames 

Ring fenced budgeting is essential. 

The lack of capacity, replacing retired staff, covering leave arrangements, education needs to be 

addressed if the plan has any chance of working. 

Therapy and mental health support for carer and bereavement counselling /referral needs 

consideration and integrated into the plan 

Access to services should be based on need not on age.  

Regular participation and inclusion of voluntary groups as part of review process for provision and 

understanding the support needs of carers in this changing environment. 

Need for a dedicated contact person for the carers and a clear structured pathways of care and 

responsibility should be included within the plan. Referral to neurorehabilitation from a neurologist 

is vitally important otherwise the client gets lost in system and are left without support and services. 

In conclusion PSPA Ireland feels that the document as it exists does to meet the needs of people 

with Progressive Supranuclear Palsy and Corticobasal Degeneration. A Neurorehabilitation Policy 

and Strategy must be fit for purpose for which it is required. Dedicated funding, appropriate training, 

effective staffing levels and supports that are fit for purpose both for the neurorehabilitation teams 

and the services they provide with dedicated management and accountability could provide for 

more realistic outcomes. 
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