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Response to Consultation on the Development of a Statutory Scheme for Entitlement to Home 

Care Support 

September 2017 

 

 

1. In your opinion, what are the good things about home care services in Ireland? 

Home care services are free to those availing of this service and provide a vital support to enable 

people to continue to live at home. However, the current system of home care is failing to meet the 

needs of people with a neurological disability. The Neurological Alliance of Ireland welcomes the 

opportunity provided by this consultation exercise to highlight the needs of people with neurological 

conditions who represent a significant and growing proportion of those who require home care 

support.  

 

Home care vitally important to people with neurological conditions and their families, the availability 

of sufficient and appropriate home care support is critical in order to:  

(i) Enable people to continue to live at home  

(ii) Prevent unnecessary admissions to hospital and long term care 

(iii) Reduce stress and burden among family carers 

A summary of the key points that will be discussed in this submission are outlined below: 

1) The current provision of home care is inadequate to meet demand with significant numbers 

on waiting lists for home care support and a reduction in hours provided to existing 

recipients.  

2) The current system of home care supports lacks flexibility in terms of what is available and 

how funding can be directed to meet the needs of people with neurological conditions 

3) Home care packages are increasingly delivered as a short term mechanism to support 

hospital discharge and not as part of a long term strategic approach to enable people to 

continue to live at home. Home care is delivered in isolation when its needs to be integrated 

with the other services being provided to a person with a neurological condition and their 

family through a case management approach.  

4) Home care support as defined for the purposes of this consultation represents only one 

aspect of a range of supports required to achieve stated Government policy which is to 

support people to continue to live at home for as long as possible.  
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The UK National Service Framework for Long Term (Neurological) Conditions1  lists a range of 

supports which are vital to successful home care including specialist community 

neurorehabilitation services, experienced care providers and training and supervision for 

care staff in the needs of people with neurological conditions. The NAI is calling for (i) a 

commitment from this Government to putting in place a wider range of supports to enable 

living at home to be a realistic option for older people and those with disabilities and (ii) 

recognition of a wider scope for home care than that outlined in the consultation document 

in order to provide greater flexibility to allow funding for home care support to be directed 

into a range of supports based on individual need.  

 

2. Do you think that home care services work well alongside primary care and other 

community services to meet the needs of people who require home care 

3. Do you think that home care services work well alongside hospitals to meet the needs of 

people who receive home care 

Both questions 2&3 are answered together below: 

 

Home care should be delivered by staff with appropriate expertise and experience in working with 

people with neurological conditions.  

 

People with a neurological disability can experience a range of physical, cognitive and emotional 

changes as a consequence of their condition which need to be understood by all those involved in 

their care. Communication difficulties, physical impairments and cognitive and behavioural issues 

among people with a neurological disability require that home care provision for these individuals is 

specifically designed around their needs and that staff have appropriate training to meet those 

needs.  

Currently, there is inadequate resourcing and availability of specialist home care services for people 

with neurological conditions. This is having a huge impact on these individuals and their families, 

including leading to unnecessary admission to nursing homes and residential services because of a 

lack of specialist home care support for people with neurological conditions.  

 

 

Home care needs to be integrated with other community supports being provided to the individual 

The experience for people with neurological conditions is that home care packages are often 

designed and delivered in isolation from other aspects of the persons care. A home care package 

may be put in place to support discharge from hospital, but with little attempt to co-ordinate and 

integrate the delivery of home care along with the range of other supports and services being 

provided to the individual. For example, delivery of community based neurorehabilitation 

programmes and specialist dementia care require all those involved in the delivery of care to be 

using a similar approach to achieve goals of personal independence, community participation etc. All 

too often, home care workers have insufficient skills, experience or information to be part of this 

process. The result is that home care does not support the rehabilitation process and the experience 

                                                           
1 National Service Framework for Long Term (Neurological) Conditions (2005) Dept Health UK 
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can be a very negative and frustrating one for the individual themselves and their family members. 

The report of the forum on long term care for older people2 highlights that “a case management 

approach should (thus) be a fundamental part of the home care package scheme”.  

 

 

Home care packages need to be designed and delivered with the capacity to respond to long term 

needs and changes in circumstances 

Increasingly, home care packages are a response to hospital overcrowding, to permit discharge and 

prevent re-admission3. There is little consideration to providing a flexible system of long term 

support aimed at keeping people in their own homes. Funding for home care support needs to be 

sufficiently flexible to provide whatever supports are required to enable the individual to live in their 

own home with the scope for reviewing and adapting the package of care as needs and 

circumstances change. In the case of progressive neurological illness, the need may be for more 

intensive self care and nursing home care as the illness progresses whereas in the case of acquired 

brain injury and stroke, there may be a greater need for therapy supports and home based 

neurorehabilitation aimed at supporting the individual to live in their own home in the longer term.  

 

 

Delays in putting home care packages in place, inappropriate or insufficient home care supports 

continue to have a serious impact on people with neurological conditions 

 

Delays and provision of inappropriate or insufficient home care support have a serious impact on 

maintaining function and supporting recovery among people with neurological conditions. Delays in 

discharging people from acute hospital as they wait for a home care package to be put in place can 

prevent individuals from commencing vital community neurorehabilitation and reintegrating into 

their communities and family life.  

For those who need a home care package in order to prevent hospital admission and continue to live 

at home, delays in putting a home care package in place can lead to unnecessary hospital admission 

with the resultant distress and disruption to their lives and those of their families.  

The provision of appropriate home care support is integral to maintaining function and promoting 

recovery among people with neurological conditions. Home care staff that are inexperienced or 

untrained in responding to the needs of people with neurological conditions, or where the home 

care is insufficient to meet the individuals needs can a have a significant negative impact, often 

disrupting the individual’s ability to participate in a neurorehabilitation programme or other 

activities, a greater burden on informal carers and in some cases early and unnecessary admission to 

residential care.  

 

 

                                                           
2 Responding to the Support & Care Needs of our Older Population (2016) Published by Sage in partnership 
with Alone, Family Carers Ireland and Third Age  
3 Meeting Older Peoples Preferences for Care (2016) Alzheimer Society of Ireland, Irish Association of Social 
Workers (IASW) Age Action & University College Dublin 
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4. Do you think that home care services work well alongside informal carers to meet the 

needs of people who receive home care? 

 

The anecdotal experience of families of people with neurological conditions is that home care 

supports are often delivered with very little consultation and little opportunity to input into how the 

support is delivered. In addition, family members and individuals themselves report that home care 

staff are often untrained and inexperienced in understanding and meeting the unique needs of 

people with neurological conditions. Inconsistency and lack of flexibility (both in relation to the 

times that support is provided and the type of support that is provided) are also commonly 

experienced.  

 

5. Do you think that people who receive home care should have more of a say in the range of 

services that are provided to them? 

 

The current provision of home care takes places with little or no consultation with family members 

or with the person themselves in terms of the supports they require and their preferences for how 

this support should be provided. It is vital that any statutory scheme for home care is designed to 

facilitate the involvement of family members and the person themselves in a meaningful way. As 

outlined frequently throughout this submission, “traditional” home care according to the scope of 

the current consultation (home support, home help, home care packages) is often inappropriate to 

meet the needs of people with neurological conditions who can perform self care tasks but may 

require supervision/support to perform activities of daily living. There is a critical need for home care 

to support participation, the focus is increasingly on medical/nursing and task oriented self care with 

little scope to tailor the support to individual needs and preferences and those of the family.  

Flexibility to use home care funding for a wider range of supports and specialist services for people 

with neurological conditions would enable them to be supported to continue to live at home and in 

their own communities.  

 

Do you think that people who receive home care should have a choice in who provides their care? 

 

People in receipt of home care should be provided with real choices about who provides their care. 

There is a lack of specialised home care available for people with neurological conditions and 

therefore a lack of real choice available to these individuals and their families. Home care, 

particularly for those with complex neurological needs, should be delivered as part of an integrated 

plan for the delivery of services to that individual through a case managed approach by staff with the 

experience and training in meeting the needs of people with neurological conditions.  

 

In your opinion, how could home care services in Ireland be improved? 
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How you apply for home care and how your need for home care is assessed? 

 

 

There is a lack of clear information about how to access home care and family carers can be 

uncertain about where to find the necessary information. There is also a lack of transparency and 

consistency about what is available in terms of home care and families are very unclear what to 

expect as well as having very little input or supported involvement in the process.  

 

The National Service Framework for Long Term (Neurological) Conditions makes a series of 

recommendations in relation to the application and assessment process for home care support in 

order to meeting the needs of people with neurological conditions: 

(i) Prompt assessment for home care support is critical, particularly for those with 

progressive neurological conditions and to ensure that the individual can be discharged 

from hospital/continue to live in their own home  

(ii) The assessment for home care for people with neurological conditions should be 

holistic, taking into account the many complex needs of people with neurological 

conditions (e.g. daily needs, spasticity management, communication, cognitive, 

emotional and behavioural problems. Assessors need to be trained in the specific needs 

of people with neurological conditions so that they can make a fully informed 

assessment of their home care needs. Home care assessment should reflect the need for 

participation supports, not just medical/nursing and self care requirements.  

(iii) The assessment process should include a process for prompt reassessment of eligibility 

when needs change  

The review of home care packages 4commissioned by the Department of Health recommended a 

standardised approach to assessment for home care packages, noting significant inconsistency in the 

approach nationwide. It is important that eligibility, application process, assessment and review are 

consistent across the country.  

 

Who can access services? 

The introduction of any statutory scheme around the provision of home care must ensure that all 

those requiring these supports can access the appropriate level and type of support they need. This 

will require a significant expansion of home care provision to meet the needs of those under 65 as 

well as over 65 years of age.  

 

 

What home care services are provided? 

                                                           
4 Evaluation of home care packages (2009) Report commissioned by the Department of Health from PA 
Consulting Group 
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The range of supports currently available under home care support do not meet the needs of many 

people with neurological conditions  

Generic home care packages may not be appropriate for an individual with a neurological disability 

who may be able to perform self care tasks of washing and dressing independently, but may require 

specific supports, for example supervision, or supports around independent living. Flexibility in 

terms of the supports and services that can be provided using home care funding is critical.  

 

Respite care is an essential aspect of home care support for people with neurological conditions  

The National Service Framework for Long Term (Neurological) Conditions highlights that “respite 

care is a key factor in enabling care to be provided at home over a long period”.  

Appropriate respite care needs to be part of a statutory scheme for home care. This will necessitate 

the development of appropriate services to provide specialist respite for people with neurological 

(including dementia) services which include home based respite options. The supports funded 

through a statutory scheme for home care should include respite services.  

 

 A standardised approach is needed for the design and delivery of intensive home care packages 

  Intensive home care packages are provided to people with neurological conditions with complex 

and significant care needs for medical, nursing and therapy services and activities of daily living. 

There is currently no consistent standardised approach to the assessment, design and provision of 

these home care packages.  

The Neurological Alliance of Ireland supports the development of a specific mechanism for the 

assessment, funding and co-ordinated delivery of intensive care packages to people with a 

neurological disability, as recommended by the National Clinical Programme for Rehabilitation 

Medicine in their response to this consultation.  

The NAI recommends the development of a standardised approach to the design and delivery of 

intensive home care packages which would include the following: 

(i) Centralised national funding for complex discharge packages which would address 

regional and case by case disparities based on the resources available within a specific 

community health organisation 

(ii) Standardised protocol for identifying those with complex needs at the time of discharge 

from hospital and putting in place an intensive home care package without delay 

(iii) Assignment of a key worker/case manager responsible for co-ordinating care across all 

service providers 

(iv) Ensuring appropriate training and expertise for all those involved in providing home care 

to people with a neurological disability.  
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How home care services are provided? 

The following key factors should apply in designing and delivering home care support to meet the 

needs of people with a neurological condition and their families 

 

(i) Home care should be delivered by staff with appropriate expertise and experience in 

working with people with neurological conditions.  

(ii) Delays and provision of inappropriate or insufficient home care support have a serious 

impact on maintaining function and supporting recovery among people with 

neurological conditions. Delays in discharging people from acute hospital as they wait 

for a home care package to be put in place can prevent individuals from commencing 

vital community neurorehabilitation and reintegrating into their communities and family 

life.  

(iii) Home care provision should be part of an integrated approach as part of the overall care 

being delivered to a person with a neurological condition. A case management 

approach, particularly for those with complex care needs, is important to ensure that 

home care staff are working and communicating with other service providers working 

with the individual and family. 

(iv) The system of home care needs to provide a flexible, long term response to enable the 

individual to continue to live in their own home. This means that funding options need 

to be flexible to allow different supports to be provided depending on individual need.  

 

(Note: These points (i) to (iv) have already been outlined in detail in response to Questions 2 and 3 

of this questionnaire as to how home care services work with primary care and hospital services) 

 

How home care services are monitored? 

The NAI supports the development of a set of national standards around home care provision that 

are monitored by an independent agency. The expertise and experience of HIQA in this process in 

relation to nursing home care and residential settings would suggest that the role should be adopted 

by this existing organisation.  

 

How you can appeal a decision about your home care? 

The current system of appealing decisions on home care is inconsistent and largely felt by service 

users and patient organisations to be unsatisfactory. It is also important that decisions about home 

care provision are fully transparent and equitable based on need. There is a current inequity where 

access to home care packages is facilitated in order to discharge people from hospital while those 

already living at home face lengthy waits.  

 

Do you think that the same approaches should apply across the country in relation to the following? 

How you apply for services 

How your need for services is assessed 
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Who can access services 

What home care services are provided 

How home care services are provided 

How home care services are monitored 

How you can appeal a decision about your home care 

 

One of the frequent criticisms in relation to existing provision of home care is the lack of a 

standardised approach across the country. The NAI recommend a uniform approach nationwide for 

all of the above.  

 

Do you think that the same national quality standards should apply to all (public, private, not for 

profit voluntary) providers of home care? 

 

The same standards should apply to all providers. However it is also vital that the process to develop 

these standards is designed to involve all stakeholders. Those with a neurological disability and their 

families have specific needs around home care that should be recognised in the design and delivery 

of home care supports.  

 

Do you think that formal care workers should have to complete a minimum level of training that 

would be set by the Government? 

 

The particular concern of NAI in this regard is that people with neurological conditions and their 

families have specific needs in relation to home care support and that while some providers claim to 

provide experienced specialist care this is not always the case in practice.  

It is important that specialist home care is available for people with neurological conditions, in 

particular those with complex care needs and that providers and their staff that are assigned to 

these clients have the appropriate training and expertise to provide support.  

 

Taking account of limited state resources, do you think that people who receive home care 

services should make a financial contribution to the cost, based on their ability to pay? 

There are considerable complexities involved in the issue of co-funding of home care, including (i) an 

existing contributory scheme for nursing home care, (ii) people may require home support over the 

course of their adult lives and then additional nursing home care (iii) the cost of individual home 

care varies significantly depending on the supports required, from intensive nursing/medical 

supports to home help (iv) the significant costs already facing those living with a disability or chronic 

illness. Significant further research and consultation is needed to guide decision making in this area 

and the Neurological Alliance of Ireland will require further information, including details on what 
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any future proposals for co-funding would potentially entail, before it can make a response in 

relation to this issue.  

Enabling people to continue to live at home for as long as possible is a key stated aim of Government 

policy. The Programme for Government5 to “increase funding for home care and home care 

packages year on year” must reflect the investment required to ensure sufficient, ring fenced 

funding of home care at national level in order to support the home care needs of the Irish 

population, including those under 65 years, going forward.  

 

If there are any other comments you wish to make, please include them below 

 

The proposal to develop a statutory scheme for home care is welcomed by NAI, addressing the long 

standing inequity that supports entitlement to nursing home care but not to support to remain living 

at home. However, the current proposals risk further inequity by confining home care support to a 

narrow range of services and entitlements which will do little to make independent living an 

achievable goal for older people and those with a disability.  

 

The NAI is concerned that the current system of home care is inadequate and inappropriate for 

many people with neurological conditions and that limited reform of the current system of home 

care will fail to meet the needs of this group.  

 

The NAI is calling for: 

(i) A commitment to investment in a range of services to enable people to have a realistic 

choice of continuing to live in their own homes 

It is vital that any statutory scheme for home care does not consider home care support in isolation, 

but instead is part of a wider commitment to put the range of services in places to make living at 

home an achievable alternative for older people and those with a disability.  The National 

Neurorehabilitation Strategy provides a comprehensive framework for meeting the long-term needs 

of people with a neurological disability. It is only within the context of the implementation of the 

Neurorehabilitation Strategy6 and National Dementia Strategy7 that a statutory scheme for home 

care can actually deliver on the goal of enabling people with a neurological disability to continue to 

live at home. 

(ii) Greater Flexibility in How Funding for Home Care can be used to meet the needs of the 

individual  

Greater flexibility in the use of funding for home care would allow funding for home care support to 

be directed into a range of supports based on individual need. Home care support, as defined within 

the scope of the consultation document, reflects only a limited aspect of the range of supports 

                                                           
5 Programme for a Partnership Government (2016) Government Offices Merrion St Dublin 
6 National Policy and Strategy for the Provision of Neurorehabilitation Services in Ireland (2011) Department of 
Health and Children 
7 The Irish National Dementia Strategy (2014) Department of Health 
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needed to enable people with a neurological disability to live at home and traditional home care 

support is often inappropriate for meeting the needs of people with neurological conditions.  

By allowing funding for home care to be directed into a wider range of services and supports, people 

with neurological conditions can obtain services based on individual need with the capacity to access 

different aspects of care as their needs and circumstances change.  

 

 

HOME CARE SUPPORT FOR PEOPLE WITH NEUROLOGICAL CONDITIONS: WHAT IT SHOULD LOOK 

LIKE  

 

Summarising the points made throughout this submission, this section outlines the key factors 

that need to be put in place in order for home care to meet the needs of people with neurological 

conditions 

1. Clear criteria and a standardised assessment process for home care support that reflects 

consideration of cognitive/communication and other support needs (not just physical 

care) and with assessors in place that have experience and expertise in relation to the 

needs of people  

with neurological conditions and their families 

2. Timely access to home care support and built in mechanisms for rapid 

review/reassessment in response to changing needs 

3. Investment in home care services in order that appropriate levels of support can be 

provided consistently over time and in response to changing need 

4. The type of support needs to be widened to include a focus on supports that foster 

participation and inclusion, not just the current focus on physical care tasks of 

washing/dressing/feeding 

5. Home care supports needs to be integrated into the overall care provided to the individual 

and their family, provided by care staff who are experienced and trained in working with 

people with neurological conditions. Home care should be part of a case managed 

approach to those with complex care needs 

6. Home care support for people with neurological conditions needs to include access to 

appropriate respite care options including inhome and centre based respite that can cater 

for the unique requirements  of people with neurological conditions 

7. Home care is just one aspect of the range of supports required to enable people to live at 

home. The implementation of existing policies including the National Neurorehabilitation 

Strategy and National Dementia Strategy are essential to put in places the range of 

services and supports to enable people with neurological conditions to live in their own 

homes.  

 

 

 

Neurological Conditions in Ireland 
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Neurological conditions are those affecting the brain and spinal cord and it is estimated that over 

800,000 people in Ireland are living with a neurological condition. They include common conditions 

such as epilepsy, stroke, dementia, acquired brain injury and migraine as well as rare and genetically 

transmitted neurological conditions. The table below represents the estimated prevalence of 

neurological conditions in Ireland, including the percentage of those living with significant 

neurological disability.  

Neurological Conditions and Home Care 

It is estimated that neurological conditions account for 25% of those between 16 and 64 living with a 

chronic disability8. In addition, the risk of developing neurological conditions including dementia, 

Parkinson’s disease and stroke increases significantly as we get older.  

 

Table 1.1:  Numbers of persons with neurological conditions in Ireland 

  

UK Neuro-

Numbers 

Report 

2006 

CENSUS 4.235 

million 

CSO Population Projection 

2011 

4.488 m 

2016 

4.811 m 

2021 

5.070 m 

Persons living with the condition 17% 725,987 (17%) 762,960 824,743 869,143 

Help with daily activities 0.6% 25,410 (0.6%) 26,928 28,866 30,420 

Disabled by condition 2% 84,699 (2%) 89,760 96,220 101,400 

Has condition but able to manage 

life on daily basis 14.5% 615,879 (14.5%) 652,683 699,657 737,323 

Number of newly diagnosed each 

year 1% 43,559 (1%) 44,880 48,110 50,700 

People caring for person with 

condition 1.5% 61,709 (1.5%) 66,038 70,790 74,601 

 

Source: Health Services Executive, 2007. Strategic Review of Neurology and Neurophysiology Services in Ireland. Ireland: Unpublished 

report 

 

Neurological conditions therefore represent a very significant proportion of those requiring support 

in order to live at home. While there is no specific date on the proportion of those receiving home 

care support who have a neurological condition, the review of home care packages carried out in 

                                                           
8 Services for People with Neurological Conditions: Progress Review (2015) Report by the Comptroller and 
Auditor General, National Audit Office UK 
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2009 , indicated that 31% of recipients had a diagnosed cognitive impairment, Alzheimer’s disease or 

dementia9.  

 

About the 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  

Further information is available from Magdalen Rogers, Development Manager, Neurological 

Alliance of Ireland, Coleraine House, Coleraine St. Dublin 7 naiireland@eircom.net or 01 8724120, 

086 1216957.  

 

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 

                                                           
9 Review of Home Care Packages (2009) Report prepared by PA Consulting for the Department of Health and 
Children 

mailto:naiireland@eircom.net
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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 

Polio Survivors Ireland 

Syringomyelia Support Group 

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 

 

 

 


