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A1: Representative Organisation 
 
 
A4: If you are responding on behalf of an organisation please give the name of the 
organisation and your role 
 
 
The Neurological Alliance of Ireland is the umbrella body for non statutory 
organisations supporting people with neurological conditions.  
 
The Neurological Alliance is committed to maximising the ability of disability 
services to respond to the needs of people with neurological conditions through 
 
-ensuring service providers are aware of the needs of people with neurological 
conditions 
-promoting the development of specialist disability services to meet the needs of 
people with neurological conditions 
-supporting its members to provide services which best meet the needs of people with 
neurological conditions through training and sharing models of best practice and 
innovation 
-encouraging the development of frameworks whereby general disability services can 
avail of the specialist information and expertise provided by NAI member groups and 
thereby optimising the response of disability services to the needs of people with 
neurological conditions 
 
B1: Objectives of disability services (1-4) are significantly relevant to the needs of 
people with disabilities 
 
B2 Please give reasons for your answers (are the objectives for the disability services 
programme still relevant to the needs of people with disabilities) 
 
 

1. To provide an individual with a disability, to the greatest extent possible, the 
opportunity to live a full and independent life with their family and part of the 
local community 

 
There is considerable evidence that people with neurological conditions face 
particular challenges in relation to social isolation as a result of their condition. It 
is vital that disability services respond to the specific need to promote community 
and social involvement by people with neurological conditions.  
2. To support the individual to with a disability, as far as possible, to participate 

in work and society and maximise their potential  
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There is considerable evidence that people with neurological conditions, and other 
disabilities, have great difficulty in remaining in the workplace. Disability services 
need to respond to the specific needs of people with neurological conditions for 
supports that maintain them in their work, create alternatives and promote 
meaningful engagement.  
3. To ensure that the individual with a disability has access to appropriate health 

and social services 
Evidence from the National Physical and Sensory Disability Database report 
(Measurement of Activity and Participation, Neurological Conditions, Health 
Research Board 2008) on neurological conditions indicates that people with 
neurological conditions in particular experience significant difficulty in accessing 
mainstream health services. It is vital that people with neurological conditions can 
access the health and personal social services they require, both through provision 
of supports to access mainstream health and disability services and through 
specialist services where appropriate 
4. To support and acknowledge the role of carers 
There is evidence of greater levels of stress and burden among carers of people 
with neurological conditions compared to other disabilities. It is therefore vital 
that disability services support the needs of these carers without whom the 
majority of people with disabling neurological conditions would be very 
dependent on high level supports within disability services.  
 
B4: In your view have the objectives of the disability services been met? Please 
give reasons for your answer 
 
a. to provide the person with a disability the opportunity to live a full and 

independent life with their family and as part of the local community: (to some 
extent) 

b. to support the individual with a disability, as far as possible, to participate in 
work and in society and to maximise their potential (to some extent) 

c. to ensure that the individual has access to appropriate health and social 
services (to some extent) 

d. to support and acknowledge the role of carers (to some extent) 
 
General disability services are not designed to meet the needs of people with 
neurological conditions in relation to these four objectives. There is a need for 
specialist responses which have been developed by neurological organisations in 
response to the requirements of the people they represent.  
 
Neurological organisations which comprise the membership of the Neurological 
Alliance have developed specific services and supports around each of these 
objectives: 
For Objective A (independence) : fostering social inclusion through personal 
development, counselling and self esteem programmes  
For Objective B (participation) : back to work and training opportunities to promote 
retraining and meaningful activity which are based on a specialised understanding of 
the range of physical, intellectual and personality changes associated with 
neurological conditions.  
For Objective C (access to appropriate health and social services): providing case 
management and key worker services to navigate the individual through the complex 
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range of services which their condition necessitates and to co-ordinate the responses 
of multiple health professionals and agencies as well as to inform and engage the 
individual in the management of their own condition. This self management 
component is a vital part of the wellbeing of a person with a neurological condition 
which is often not promoted in mainstream health and disability services. 
Neurological organisations also provide a wide range of specialist services to meet the 
health and social needs of people with neurological conditions where these are outside 
the scope of general disability services due to the requirement for specialist expertise 
and experience in specific neurological conditions.  
For Objective D (carers) Neurological organisations have developed specific 
responses to the needs of carers based on their expertise and experience with the 
specific neurological condition and its impact on family members.  
 
B6: Do you have any comments to make on the objectives of disability services? 
These objectives are very worthwhile, however there is a limit to the extent with 
which they can be met in general disability services due to the unique requirements of 
people with neurological conditions having: 
-a changing pattern of need and disability across time 
-complex physical, intellectual and personality change as a result of their condition 
-necessity for multiple health professionals and agencies to be involved in service 
provision 
-need for a co-ordinated response over time 
 
Neurological organisations have developed a range of specialist services and expertise 
which should form an integral part of the provision of disability services through a 
model of person centred integrated care for people with a neurological disability. The 
specialist resource available in neurological organisations has the potential to 
maximise the ability of general disability services to respond effectively to the needs 
of people with neurological conditions. 
 
 Non statutory organisations are  key to disability services meeting the objectives (1-
4) through 
-providing specialist services where needs cannot be met by general disability 
services 
-supporting people with neurological conditions to access general health and disability 
services 
-Enabling the person with a neurological condition to achieve the best outcomes form 
these services through symptom management and promoting self efficacy and coping 
skills 
-Training and informing those working in general disability services to make them 
more effective in responding to the needs of people with neurological conditions.  
 
C1/C2 In your view are the range of services being delivered still relevant to the 
needs of people with disabilities? (Partially relevant) 
The services are relevant to the needs of people with neurological conditions if, and 
only if, these services can respond appropriately to their needs.  
 
Neurological organisations have a unique niche role in meeting the needs of the 
individual with a neurological condition through the provision of specialist services 
and supports and through promoting the ability of the general disability services to 
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respond to these needs through increased training and information provision. It is only 
by maximising this partnership that services will be most relevant to the needs of 
people with neurological conditions.  
 
It is of note that non statutory organisations have been to the forefront in changing 
their model of service provision to meet the needs of people with neurological 
conditions. For example, many NAI members have developed services to support 
people living independently based on increasing recognition of the desire for these 
individuals for this type of service. Close consultation with service users has enabled 
non statutory neurological organisations to respond flexibly to ensure the relevance of 
the services they provide.  
 
C3/C4: Do you feel that the range of services is having a positive impact? (Partial 
impact) 
 
The extent to which the range of disability services is having a positive impact on 
people with neurological conditions is significantly impacted by: 
 
-the lack of appropriate care pathways and guidelines for specific neurological 
conditions means that therapies are not delivered at the quantity or at the specific time 
required to maximise positive outcomes 
-gains in one setting are not being maintained in another due to uneven development 
of services (for example specialised inpatient rehabilitation for stroke and acquired 
brain injury cannot be maintained because of a lack of appropriate disability services 
and personnel outside these specialist settings) 
-ongoing lack of sufficient specialised services for people with neurological 
conditions  
-lack of expertise and training among general disability service providers in the needs 
of people with neurological conditions 
-ensuring effective access to disability services is as important for people with 
neurological conditions, many of whom have multiple health professionals and 
agencies involved in their care. Effective co-ordination through key worker and case 
manager roles is essential in facilitating access to the type of services and supports 
they need and in navigating the complex range of services available 
 
 
C5: Has there been a change in the range, quantity or quality of services? 
Quality of Services (decreased) 
Range or variety (decreased) 
Quality of services (decreased)  
 
Recent cutbacks have impacted both on general disability and specialist services for 
people with neurological conditions and had a significant impact on their lives 
through: 
-reducing therapy hours resulting in deterioration in the quantity of intervention, 
particularly for those with long term neurological conditions, longer waiting lists 
-reduction in personal assistance and home supports reducing ability to participate and 
engage in the community 
-cuts to aids and appliances funding 
-cuts to respite care impacting significantly on carers 
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This is very unfortunate as it has been preceeded by historical failure to recognise the 
specific needs of people with neurological conditions (as a specific category within 
physical and sensory disability)  and the lack of an appropriate response by statutory 
service providers to these needs in Ireland. It is vital that disability services for this 
group do not fall further behind after many decades of neglect and underinvestment.  
 
The continued underinvestment in disability services, despite the commitments of the 
National Disability Strategy, is of serious concern to the Neurological Alliance of 
Ireland and its member organisations.  
 
C7: How satisfied are you with the following? 
 

A. Amount of choice people with disabilities have over the services they receive 
from service providers (dissatisfied) 

B. Independence people with disabilities have in how they live their lives 
C. Amount of control people with disabilities have over their lives 
D. Support people with disabilities receive from service providers to facilitate 

their inclusion in mainstream life of the community (dissatisfied) 
 

C8: If you think that people with disabilities should have more choice in the services 
they receive from service providers, what are the top three changes that would bring 
this about: 
-more information about their condition to allow them to make informed choices 
about the services they need 
-confidence in their service provide through ensuring that all disability service 
providers have access to information and training on neurological conditions 
-the availability of key workers and case managers for people with neurological 
conditions who are experienced in their condition and can facilitate them in making 
informed choices about services.  
 
C9: More support in living an independent life: 
-key worker/case manager to co-ordinate the responses of different service providers 
and maximise their ability to manage their own condition  
-specialist services which provide supports aimed at promoting independence through 
training, social inclusion, and other specific programmes 
-provision of assisted living services which promote independence but also meet 
requirements for support 
 
C10: More support in enabling control over day to day life: 
-supports which focus on the development of self esteem, symptom management and 
coping with their condition which are essential to managing the effects of their 
disability and a feeling of control over their lives 
-Individualised budgets which allow a say in the type of services they require and how 
these are delivered 
-involvement in the design and delivery of individualised care plans. Case manager 
and key worker roles allow people with disabilities a vital informed opportunity to be 
involved in their own care with the support of people who are experienced in their 
needs 
 



 6

C11: More support to facilitate inclusion: 
-social and personal development programmes which specifically target the issues 
experienced by people with specific neurological conditions which affect their ability 
to be involved in their communities, examples managing fatigue, incontinence, 
memory loss, behavioural change 
-specific specialist services to reduce practical barriers to inclusion, such as provision 
of transport, aids and appliances and adaptations 
-personal assistant services to facilitate people to be involved in training and social 
activities 
 
C13: Are there measures which could be taken to improve effectiveness taking into 
account service to the user and value for money? 
 
There is a need to maximise the use of resources within disability services to ensure 
that these can be harnessed effectively to meet the needs of people with neurological 
conditions. This could be done through: 
 
- Alternative Policies: There must be a robust, effective framework to guide the 
delivery of disability services according to the objectives 1-4 laid out at the beginning 
of this questionnaire. The ability of policy developments to meet this requirement has 
been hampered by (a) delays in the rollout of specific policy initiatives and (b) failure 
to develop integrated policy in relation to some of these objectives. Examples include: 
 

1. Delay in the rollout of the National Disability Strategy including access to 
personal advocates and the independent assessment of need. This impacts 
significantly on the disability services meeting the objective of enabling access 
to appropriate health and personal social services (Objective 3) 

2. Realisation of Objective 1 (the opportunity to live a full and independent life) 
is constrained by the absence of a framework to guide the provision of 
personal assistance services and the lack of a national rehabilitation strategy 
(to date December 09) 

3. Objective 2, (participate in work and society) is constrained by the lack of a 
policy framework to guide the design and delivery of vocational rehabilitation 
services, including putting forward a model of service and outcome based 
measures 

4. The ability of disability services to meet Objective 4 (support and 
acknowledge the role of carers) is significantly constrained by the decision not 
to publish the carers strategy in 2008.  

 
Guidelines for the management of specific neurological conditions would allow 
disability services to be delivered at a time and in a manner which optimises outcomes 
from the service, e.g. the response of therapy services and aids and appliances 
services to the needs of those with progressive neurological conditions where the 
service is not designed to respond flexibly to these needs.  
 
Alternative organisational approaches: 
There needs to be an effective partnership between statutory and voluntary service 
providers to maximise the effectiveness of disability services in meeting the needs of 
people with neurological conditions.  
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The Neurological Alliance of Ireland and the Disability Federation of Ireland are 
developing an innovative response to this in relation specifically to primary care 
teams with implications for other areas of health, including disability services. 
Neurological organisations provide a range of specialist services and supports to 
people with neurological conditions, as well as representing a hub for information and 
expertise on these conditions and this is a resource which needs to be made available 
efficiently and effectively to those working in primary care. This project involves 
working both with neurological organisations, with health professionals and with HSE 
Transformation Officers to examine how non statutory neurological organisations can 
engage effectively with primary care teams to improve the service delivered to people 
with neurological conditions.  
 
The learning from this project can be extrapolated to make the neurological expertise 
of these organisations available in a systematic way to general disability services. 
This would increase the ability of these services to respond to the needs of people 
with neurological conditions.  
 
C14 
There are a number of specific examples of services which are particularly effective 
in meeting the needs of people with disabilities 
 
Services provided by non statutory neurological organisations: 
-Case management service: Acquired Brain Injury Ireland  
This service facilitates integrated care for people with acquired brain injury through 
working closely with a range of disability service providers, both statutory and 
voluntary, to promote the best outcomes for the individual through a managed, person 
centred care plan. This service is particularly effective in meeting the needs of people 
with acquired brain injury for a co-ordinated response to their wide range of complex 
care needs by a case manager who has the expertise to identify these needs with the 
individual and identify and access the most appropriate services.  
 
-Multiple Sclerosis Society: Getting the balance right, physiotherapy programme 
This programme facilitates access to physiotherapy services for people with multiple 
sclerosis at a time and in a manner which maximises function, promotes independence 
and reduces disability. This service is particularly effective in meeting the needs of 
people with multiple sclerosis for targeted physiotherapy services which can respond 
appropriately and flexibly to the needs of the individual. 
 
-Brainwave occupational training for people with epilepsy 
This specialised programme focuses on the specific needs of people with epilepsy on 
maintaining employment through symptom management, information and counselling 
for individuals and training and support for employers  
 
 
Statutory/Voluntary partnerships: The physical and sensory disability team in the 
North West (Sligo) has partnerships with a number of non statutory organisations to 
meet the needs of people with acquired brain injury, multiple sclerosis and other 
neurological conditions. This is a particularly effective service where the P&S team 
provide case management to source and direct appropriate disability services, whether 



 8

these are provided by statutory or non statutory organisations, to meet the needs of the 
individual with a neurological disability and their family in the region 
 
This service provides a model for the kind of statutory/non statutory approach which 
could greatly improve the effective delivery of disability services.  
 
Statutory organisations: The Limerick community neurorehabilitation team has been 
particularly effective in delivering neurorehabilitation services in a community setting 
and in training general allied health professionals in the region in working with people 
with neurological conditions 
 
 
C15: Do you have any other comments you wish to make on the effectiveness of 
disability services provided by the HSE and other voluntary service providers? 
 
 
Three comments can be summarised on the effectiveness of disability services 
 
 

1. the need to make disability services more responsive to the needs of people 
with neurological conditions by facilitating their access to these services 
through key worker and case management roles, informing and training 
general disability providers on neurological conditions and providing 
specialist responses to the specific needs of people with neurological 
conditions  

2. the need to develop guidelines for disability services in the management of 
specific neurological conditions 

 
3. The need for alternative policy frameworks and approaches to maximise the 

extent to which resources are best used to meet the needs of people with 
disabilities 

 
 
D1/D2 To what extent are current staffing levels appropriate for the efficient delivery 
of the services? Please give reasons for your answer 
Nursing: too low 
Allied Health Professionals: too low 
Other patient/client care: too low 
General support staff: too low 
Management Admin: Don’t Know 
 
The lack of specialised neurological allied health professionals across the community 
was emphasised in the Strategic Review of Neurology and Neurophysiology Services 
(HSE Population Health Directorate, 2007). This includes the levels of these 
personnel across disability services. The report also acknowledged that low numbers 
of these staff has a direct impact on the expertise and experience of general staff 
working across all healthcare settings as they do not have the opportunity to train and 
work closely with neurospecialist personnel. NAI member organisations report (a) 
low number of staff qualified and experienced in the management of neurological 
conditions across disability services and (b) resulting low levels of experience and 
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expertise among staff working in disability services as a result. Particular staffing 
issues in relation to disability services for people with neurological conditions 
include: 
 
-very low numbers of neuropsychologists to assess and work with neurological 
sequelae and to provide critical training to a range of staff working in disability 
services 
-allied health professionals specialised in working with people with neurological 
conditions, vitally important not only to manage their care but to work with and train 
their colleagues  
-clinical nurse specialists working in the community who can link both with primary 
care and disability services. The acute shortage of neurology clinical nurse specialists 
mean that these are based almost entirely in acute hospital settings  
 
D3/4: How satisfied are you that the mix of staffing skills as identified  Question D1 
is appropriate for the efficient delivery of services. (Dissatisfied) 
 
The low number of neurospecialist staff impacts significantly on the efficient delivery 
of disability services to meet the needs of people with neurological conditions.  
 
Inappropriate delivery of care can result in inefficient, wasteful direction of resources 
which can hamper the outcomes.  
 
Delivery of appropriate levels of therapy services (physio, OT, speech and language, 
neuropsychology) at the right stage in the progression of neurological conditions can 
prevent complications and unnecessary deterioration and reduce dependence on long 
term care. Advice and expertise from neurospecialist staff is needed to direct 
disability services where they are most appropriate, inappropriate care has been 
clearly shown to result in long term dependence on disability services and a need for 
high level supports 
 
The need for specialist staff to work with people with neurological conditions has 
long been recognised by voluntary service providers working in this area. These 
organisations recruited specialist personnel, often before the need was recognised by 
statutory health providers and frequently supplementing the cost of these posts with 
fundraising revenues. One example is the recruitment of neuropsychologists by 
voluntary service providers which comprises the majority of neuropsychologists 
available to work within disability services. Similar recognition of the need for 
neurospecialist staff by voluntary service providers has led them to recruit or contract 
specialist physiotherapy, speech and language therapy and other services to meet the 
needs of people with neurological conditions.  
 
The Neurological Alliance of Ireland has recognised the need for training of staff 
working in disability services in the needs of people with neurological conditions by 
making sessions of neurological training available to Disability Service Managers and 
a number have participated in this training in 2008 and 2009. Training courses and 
information seminars are run by many neurological organisations for general staff 
working in disability services.  
The aim of this training is to make disability services more responsive and effective in 
meeting the needs of people with neurological conditions, directing services where 
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they are most effective to ensure long term positive outcomes and reduce disability 
and dependence on long term high supports within disability services.  
 
D5: Is there scope to reduce overhead costs in disability agencies? Please give reasons 
for your answers and specific examples 
 
 
Voluntary Service Providers: (no) 
 
It should be pointed out that many non statutory disability organisations (including 
members of the Neurological Alliance of Ireland) are already operating at a core 
funding deficit. This has been highlighted repeatedly by the Disability Federation of 
Ireland. These organisations have to supplement a substantial proportion of the cost of 
direct service provision for people with disabilities by fundraising. Given that this has 
been the situation for some time, further rationalising is very difficult for many 
neurological disability organisations as they are already running on a core funding 
deficit 
 
Members of the Neurological Alliance of Ireland have instituted a clear programme to 
promote cost effectiveness and reduce overhead costs in 2008 and 2009 through the 
following measures: 
-reduced overhead costs through reviewing contracts with service providers including 
accounting, phone, IT, suppliers etc 
-reduced costs through limiting travel, staff training, conferences and meetings 
-non replacement of staff for maternity cover and other leave 
-sharing resources such as training opportunities, meeting rooms etc 
-all cost cutting measures are examined to prevent where at all possible impacting on 
services to people with disabilities.  
 
 
Representative Groups (no) 
 the Neurological Alliance of Ireland and the Disability Federation of Ireland have put 
in place similar practices to the above in relation to: 
-use of conference calls to reduce travel expenses 
-use of shared resources such as meeting rooms/administrative support 
-projects to maximise the effective use of resources within disability services to meet 
the needs of people with neurological conditions. These include the NAI/DFI primary 
care project (identifying how the resources within voluntary organisations can be 
made available to staff in a range of healthcare settings) and the work on the national 
rehabilitation strategy which has included developing recommendations on the 
management of neurological conditions to ensure that services are delivered 
appropriately and effectively to promote positive outcomes and reduce dependence on 
costly long term care 
 
HSE Service Providers: (Don’t Know) 
The Neurological Alliance of Ireland is very concerned at a lack of transparency as to 
the measures being implemented by HSE disability service providers. More 
information is needed in this area to allow the NAI to ascertain the extent to which 
there is scope to reduce overhead costs and how this can be achieved without 
impacting on service users.  



 11

 
D7/8: How satisfied are you with the quality of services being provided to people with 
disabilities (Dissatisfied) 
 
The ongoing lack of a framework of disability standards is a significant barrier to 
ensuring the provision of quality services to people with neurological conditions in 
Ireland. The delay in the rollout of the recently developed standards for residential 
care also impacts significantly on ensuring the delivery of high quality services to 
those people with disabilities living in these settings. A commitment to quality 
services requires the development and implementation of a quality framework.  
 
D9/10: How satisfied are you with the management of services for people with 
disabilities. 
Dissatisfied 
 
 Please give specific reasons for your answer 
 
The NAI are concerned that there is significant overlap, duplication and uncertainty in 
consultation and management mechanisms within the HSE for the delivery of 
disability services and in engaging with voluntary service providers.  
 
One example is the recent rollout of service level agreements with different 
approaches taken in different areas of the country.  
 
The appointment of a lead LHO to engage with each voluntary service provider has 
been a positive step but this has not translated into a single point of engagement 
which would appear to be the most effective way of managing the interface between 
the HSE and voluntary service providers.  
 
Effective delivery of disability services would be maximised by the ability of 
voluntary organisations to engage in a streamlined process of dialogue and agreement 
with their service contractors in the HSE which would reduce as much as possible the 
administrative time which needs to be taken from concentrating on direct service 
provision.  
 
The availability of clear guidelines for the management of neurological conditions is 
required to provide direction to those in charge of service delivery how resources can 
best be directed to meet the needs of this group, promote positive outcomes and 
reduce long term dependence on disability services. One example is the availability of 
a fast tracking mechanism for aids and appliances for progressive neurological 
conditions would prevent unnecessary deterioration and need for significant therapy 
input at a later stage. This need has been recognised by the Motor Neurone Disease 
association which has made a pool of such equipment available to those working in 
disability services.  
 
D11/12: How satisfied are you with the following  
 
availability of information: dissatisfied 
quality of information: satisfied 
 accessibility of information: dissatisfied 
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 Please give reasons for your answer 
 
While there are a number of excellent service directories and information sources 
available, the NAI is concerned that access to this information could be facilitated in a 
more effective way.  
 
-There is currently NO single mechanism for making service users aware of the range 
of specialist services available from voluntary service providers who have been 
contracted in many cases by the HSE to provide these services. Neurological 
organisations are dependent on a variety of time consuming measures to ensure this 
information reaches service users (meetings with health professionals, contracting 
leaflet drops, travelling to centres). This is dependent on the resources available to the 
organisation and effectively means that those some neurological conditions have 
difficulty accessing information about their condition and the services available to 
them.  
 
-The HSE website does not contain information on specific disabilities, this is in 
contrast with the NHS in the UK which has recently consulted with neurological 
organisations with the aim of providing this information on their website. This 
provides a single effective point of contact for information for people with disabilities 
which advises on treatments and service options within the NHS 
 
 
-The Neurological Alliance of Ireland and Disability Federation of Ireland is aware 
that voluntary organisations are the main providers of specialised services and 
supports to people with neurological conditions. There is currently no single 
mechanism available to make this information available to HSE service providers and 
staff working across disability services.  
A joint project has been developed by both these groups to examine how this 
information can be made more available to those working in (a) primary care teams as 
the initial rollout and (b) staff working in a range of healthcare settings including 
disability services 
 
D13/14: Are there steps which could be taken by disability service providers which 
would improve efficiency in achieving the objectives? Yes 
 
Summarising the points made in this section, it is the view of the NAI that disability 
services could more effectively achieve their objectives by: 
 
-the development and rollout of effective policy frameworks to guide the design and 
delivery of services which meet these objectives. Examples include the national 
rehabilitation strategy and  the carers strategy.  
 
-the development and implementation of quality standards for the design and delivery 
of services to people with disabilities 
 
-The development of guidelines for the management of neurological conditions which 
would advise those responsible for service delivery on the most effective way to 
deliver services which improve outcomes and reduce disability and long term 
dependence on high level supports within disability services.  
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-Effective streamlined engagement with contracted voluntary service providers which 
would reduce the administrative burden, overlap and duplication in relation to 
consultation  
 
-Making information on services available to both service users and service providers 
in an effective way which reduces the administrative burden and cost on voluntary 
service providers of making both these groups aware of their services and improves 
service delivery to people with disabilities.  
 
D15 Please provide examples of services which are particularly efficient in delivering 
services to people with disabilities.  
 
-Member organisations of the Neurological Alliance are particularly effective in using 
the services of volunteers to maintain a high level of response to the needs of their 
clients with a very small complement of paid staff  
-NAI member groups have been particularly effective in raising funds to provide or 
match the cost of specialist posts or services which clearly represent best practice for 
the management of neurological conditions but are often unavailable within the 
general disability services.  
These include: 
-Motor neurone disease, epilepsy and Parkinsons nurse specialists 
-Specialist programmes such as the Getting the Balance Right Programme, MS 
Society which provide a response to clear needs among people with a neurological 
condition which have not been met by general disability services 
-Development of guidelines for disability staff in managing neurological conditions 
which makes neurospecialist expertise available to a wider range of staff working in 
disability services, example the post polio guide for managing post polio in primary 
care and other healthcare settings 
-Staff information seminars and training days run by NAI member groups which 
effectively make a very limited pool of neurospecialist expertise more widely 
available to staff working in disability services who would not have the opportunity 
otherwise to develop their experience in managing these conditions.  
 
D16: Do you have any other comments you wish to make on the efficiency with 
which disability services are provided by the HSE and voluntary service providers? 
 
Non statutory organisations have developed a range of specialist supports and services 
in the absence of community based services for this group of people with disabilities 
in Ireland. This has been recognised by the HSE which has contracted many of these 
organisations as service providers. However, the current funding and administrative 
mechanisms governing this agreement impact on the efficiency with which disability 
services are delivered. A clear, transparent, streamlined mechanism for consultation 
and agreement across all health service regions would maximise the ability of non 
statutory organisations to respond to the needs of their clients as well as meet 
administrative requirements and respond to requests for consultation in a way which 
allows for improved service delivery without duplication or delay.  
 
E 1/2How satisfied are you that funding is targeted at the right services to achieve the 
best outcomes for service users? 
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Dissatisfied 
 Please give reasons for your answer? 
 
There has been critiscism of the number of non statutory disability organisations 
working in Ireland. It is the view of the Neurological Alliance of Ireland that, in 
relation to its own membership, this reflects a lack of understanding and appreciation 
of the complex needs of people with neurological conditions and the requirement for 
specific expertise and experience in managing these conditions.  
 
 
Neurological conditions have a number of characteristics which present significant 
challenges to the objective of providing access to health and social services for those 
with this specific type of disability: 
 
-neurological conditions have a complex range of physical, intellectual, personal and 
social consequences which are often poorly understood and require the input of 
specialist staff 
-the needs of people with neurological conditions change across time, often rapidly, 
requiring a service to be flexible and responsive to need 
-the person with a neurological condition requires services from multiple health 
professionals and agencies as a characteristic of their condition. Co-ordinating this 
multiple input into an effective care plan often lies outside the scope of a general 
disability service  
-people with neurological conditions need a range of supports to enable them to 
mange their condition. These are often outside the scope and expertise of general 
disability services and include: 
-programmes to promote understanding and self management of the condition  
-supports aimed at promoting self efficacy among people with disabling neurological 
conditions through targeting self esteem, fatigue management, managing pain and 
symptoms, improving communication with health professionals and overall providing 
a broader model for effective healthcare delivery to the person with a disability.  
 
HSE contracting of disability services from non statutory providers must come with 
an understanding and a provision that these organisations have developed a range of 
services and supports through direct consultation with service users which are aimed 
at facilitating a holistic response to living with a disability. It must be recognised that 
specialist services were developed by neurological organisations in direct response to 
the absence of these supports in general disability services and from a clear need 
among those they represent. Failure to appropriately fund these services precludes 
people with neurological conditions from meeting the objectives of disability services 
to fulfil the potential of people with disabilities and their carers to independently and 
meaningfully participate in their communities.  
 
As well as providing specialist services, neurological organisations provide a vital 
resource within disability services for: 
-providing integrated care for people with neurological conditions through co-
ordinating the response of different service providers in an effective response to the 
needs of the individual 
-providing an essential hub of expertise, training and information for general staff 
working in disability services  
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-advising those involved in the management of disability services on the most 
effective way to meet the needs of people with neurological conditions 
-promoting the development of specialist services within the statutory sector 
-contributing to the development of effective policy frameworks to meet the needs of 
people with disabilities.   
 
Continued underfunding of many non statutory neurological organisations (many NAI 
members are operating at a core funding deficit or do not receive funding from the 
health services at all) denies people with neurological conditions access to the 
specialist support they require and impacts on a vital pool of neurospecialist expertise 
without which the general disability services cannot hope to meet the needs of people 
with neurological conditions. The reality is that the non statutory sector provides the 
majority of community based services for people with neurological conditions in 
Ireland. We do not have the framework of community based neurology and 
neurorehabilitation teams found in other countries. Continuing to underfund and 
further cut funding to these specialist neurological organisations represent a short 
sighted compromising of community based neurological care at a time when there is 
increased emphasis on the need to direct the management of chronic conditions 
outside of acute hospitals.  
 
Non statutory organisations provide the majority of community based services for 
people with neurological disability which in other countries has been developed at a 
high cost by statutory healthcare.  
 
It is vital that funding for disability services recognises the growing challenge of 
meeting the needs of people with neurological conditions and builds on its existing 
framework of specialised service providers rather than curtailing their current service 
provision and risking their future potential.  
 
 
 
E3: Please provide any suggestions you have as to how existing resources could be 
better directed to improve efficiency and effectiveness to deliver better value for 
money? 
 
-Targeting resources to people with neurological conditions should be done with a 
better understanding of their needs to promote positive outcomes and reduce long 
term disability. This can be achieved through consultation with neurological 
organisations to develop appropriate responses to the needs of people with 
neurological conditions within the disability services 
-identifying gaps in specialist services for people with neurological disability 
-developing clear guidelines so that the services in place are best directed to meet the 
needs of people with neurological conditions.  
-developing key worker and case manager roles for neurological conditions within 
disability services to ensure that people are accessing the services they need and in the 
best position to avail of these services 
-facilitating an understanding of the importance of self management and self efficacy 
in the provision of services to people with disabilities and the specialist supports that 
have been developed by neurological organisations in this regard 
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The rollout of the independent assessment of need is critical to directing resources 
more appropriately. The non statutory neurological organisations have a vital role in 
informing and training those responsible for carrying out these assessments in the 
complex needs of those with neurological conditions.  
 
There needs to be a recognition and a reward for innovative practices which lead to 
clear improvements in service delivery. The Neurological Alliance of Ireland is 
recognising this need to support innovation within health and disability services by 
recently launching an innovation award to promote the development of effective 
responses to the needs of people with neurological conditions. Restrictions on funding 
mean that there is a barrier to service providers in developing innovation approaches 
to the delivery of effective services and promoting partnership and collaborative 
approaches.  
 
E5 In general, given the choice, which of the following options would best meet the 
needs of people with disabilities? 
People with disabilities can choose to get different elements of service from different 
providers 
 
 
It is the view of the NAI that people with disabilities should be able to choose to get 
different elements of service from different providers. People with neurological 
conditions have a wide range of needs, some of which can be met by general 
disability services and others which require more specialist support. An effective 
partnership in the delivery of care, with the person at the centre, ensures that people’s 
choices are respected and they are also enabled to make informed choices.  
 
E6/7In general, given the choice, which of the following options would best meet the 
needs of people with disabilities 
People with disabilities get to choose and manage their own services.  
 
NAI member groups and other non statutory organisations pioneered the use of  
individual service plans with personal goal setting within their own organisations 
before this approach was more widely adopted. They are therefore committed to 
approaches to service delivery which facilitate the person to make decisions about 
their choice of care. However, it is vital that the person with a neurological condition 
receives the support they need to make informed choices through being able to engage 
with a key worker or case manager who understands their condition.  
 
E8 Please provide examples of services for people with disabilities which use funding 
and resources to best effect 
 
 
-A number of national  neurological organisations share administrative and other 
overheads in a shared office setting in Carmichael House Dublin including the 
Parkinsons Association, Motor Neurone Disease Association, Neurological Alliance 
of Ireland and Huntingtons Association. This results in significant cost savings and 
efficiencies for these service providers.  
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-Most neurological organisations engage in significant levels of fundraising to sustain 
and develop their services which has significantly reduced their dependence on 
statutory funding to deliver their services 
-NAI represents a number of neurological organisations which provide a national 
service with very small complements of staff and represent excellent value for money 
for the health services relative to the funding they receive 
-Most neurological organisations have maximised the resource available within 
volunteers by training them in service provision and support of people with 
neurological disability. This represents a significant saving for those funding these 
services which would otherwise have to be run by paid staff.  
-Neurological organisations provide training and support to carers of people with 
neurological conditions to facilitate them in their caring role. The contribution made 
by carers significantly reduces the demands that would otherwise be placed on 
disability services 
  
 
 
E9 Do you have any other comments you wish to make on the Funding with which 
disability services are provided by the HSE and voluntary service providers? 
 
The HSE continues to underfund a number of non statutory neurological organisations 
which provide essential specialist services and supports to people with specific 
neurological conditions. Ireland does not have a framework for the provision of 
community based neurological services by the statutory sector (apart from some very 
isolated examples). The reality is that there will continue to be a reliance on non 
statutory organisations to provide community based services for people with 
neurological conditions in this country. Continued underfunding and further 
threatened cuts to funding for these services undermines a vital aspect of service 
provision for the growing numbers of people with neurological conditions in Ireland.  
While the cost of providing community based neurological care within the statutory 
sector has not been estimated in Ireland, a glance at the situation in other countries 
indicates the cost of the community based neurological teams which would have to be 
put in place to provide the services currently being provided by the non statutory 
sector.  
 
Neurological organisations and other disability service providers are funded to 
provide services only to those under 65 years of age. This creates a significant 
difficulty for service providers who wish to maintain a programme of supporting an 
individual with a disability over time and is an artificial barrier to meeting the 
objectives of disability services outlined at the beginning of this questionnaire.  
There is a need for funding for disability services to be more flexible to: 
 
-cater for those receiving services from neurological organisations who are over 65 
years of age 
-recognise the value of supports provided by neurological organisations which allow 
the person to access health and social services through promoting self management, 
increased self efficacy and overcoming barriers to accessing services  
-include recognition of the vital part played by neurological organisations in 
developing and promoting policy and service frameworks for people with 
neurological conditions.  
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-include recognition of the need for people with neurological conditions to be 
informed and supported in accessing disability services 
-include recognition of the wide range of supports provided by neurological 
organisations which are critical to the delivery of the objectives of disability services 
funded by the HSE and outlined at the beginning of this questionnaire.  
-support the development of innovative and collaborative approaches by service 
providers which encourage effective and efficient responses to the delivery of 
disability services 
 
 
 
 
For further information on any of these responses please contact the NAI 
Development Manager on 01 8724120 or e mail naiireland@eircom.net 
 
 


