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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.  

 

 

Do you have views/comments on the proposed core principles for processing 
personal health data? 
 
 
The Neurological Alliance of Ireland welcomes the opportunity to make a submission to the 

Department of Health in relation to the development of a policy framework for health information. 

The development, and critically, the implementation in full of such a framework will provide important 

clarity in relation to the collection and use of health information in order to guide all aspects of 

research in the health arena in Ireland.  
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Do you have views/comments on the proposal to establish a clear legal basis 

for the processing of personal health information? 
 

 
This long awaited legislation is vital to provide clarity and a clear legal basis for the processing of 

personal health information for all stakeholders and this development is welcomed by the NAI. The 

Bill incorporates a number of key protections for the use of personal health information for patients 

while recognising that health information is a key driver of better healthcare and research into health 

conditions.  

 
 

Do you have views/comments on the proposal to establish a clear legal basis 

for a ‘duty to share’ personal health information among health service 

providers, in the interests of patient safety, high quality care and treatment 

and the effective management of health services? 

 
The provision of a legislative responsibility to share personal health information among health service 

providers is important for complex conditions such as neurological conditions, where management of 

these conditions occurs across multiple health settings over time. This provision has important 

implications for improving patient safety and access to appropriate care by ensuring that vital 

diagnostic and other health information is available to providers across the health services.  

 

The NAI is concerned that there be an “opt in” option for patients in relation to consent for sharing 

health information, based on an active approach to informing patients of the implications of sharing 

health information and seeking their consent rather than assuming consent unless the patient 

indicates otherwise. The legislation should also include specific provisions as to how long personal 

health information can be stored and that those responsible for collecting such information have 

responsibility to ensure that it is regularly updated and checked for accuracy, it is vital that personal 

health data collected at a specific point in time is accurate if it is to be shared with other providers. 

There should also be an option for patients to revoke their consent at any point in time. The legislation 

needs to be clear in relation to consent where there is an issue of capacity and the sharing of personal 

health information in relation to genetic conditions where there is a potential that personal health 

information pertaining to family members may be involved.  

 

The duty to share will have important implications for private and non-statutory providers of health 

services. For the Neurological Alliance of Ireland, it would be important that obligations on voluntary 

health service providers would be made very clear and relevant information and support available to 

those organisations to comply with the legislation in this area.  

 

Finally, it is important to recognise that “duty to share” is applicable in a research context as well as 
a health service provision context. Researchers who obtain anonymised patient data are sometimes 
faced with the problem that they may be dealing with two or more data-sets from the same 
individual, received from different sources. It is recommended that data controllers use anonymous 
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data together with appropriate coding in order that researchers should not be in a position to 
associate the data-set with an identifiable individual.  

 

 

Do you have views/comments on the proposal to establish a clear legal basis 

for the processing of personal health information for scientific research (to 

include health research), statistics and archival purposes? 

 

 

The NAI welcomes the introduction of a clear legal basis for the processing of personal health 

information for scientific research. The legislative framework should also include patient registries, an 

area where Ireland currently lacks any legislative or policy framework. The principles of the legislation 

will be important in their application to the processing of personal data for scientific research, 

ensuring that patients whose personal health information is used for scientific research are covered 

by the same protections as when their data is used for health service provision.  

 

 

Do you have views/comments on the proposal to establish a clear legal basis 

for a ‘consent exemption’ for the use of identifiable health information for 

health research, in strict and limited circumstances? 

 
 

It is important that there are strict protocols around the use of identifiable patient data and that these 

are developed in consultation with all stakeholders, including patients and patient representative 

organisations.  

 

Do you have views/comments on the proposal of a national data advisor to 

ensure patient data is safeguarded and used appropriately?  
It would be important that the role of the national data advisor (or most appropriately named entity) 

is developed in conjunction with stakeholders, including the advisory committee. The advisor should 

have a proactive role in ensuring that patient data is safeguarded and used appropriately. Their remit 

should include the use of patient data for research purposes, as well as within the health services.  

 

 

Do you have views/comments on the proposal of an advisory committee on 

personal health data? 

 
Patient and patient representative involvement on the advisory committee must be explicitly stated.  

An advisory committee would be particularly welcomed to address challenges for the protection of 
health information in emerging areas of research and clinical practice, it would be especially 
important that the advisory committee would involve representation in relation to genetic 
conditions and rare disease. Genetic/genomic information is exceptional relative to other sensitive 
medical information in this regard; it is possible that one inconsequential sequence with attached 
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identity could be used to link identity to genetic information that the individual does not wish to 
disclose. Proper disclosure and informed consent can make individuals aware of this reidentification 
possibility before granting access. In the future, centralised databases that assimilate large volumes 
of clinical and genome sequence information may require additional protections, as data mining 
techniques that can assemble information about a specific individual can theoretically be used to 
circumvent privacy and confidentiality protections. Given the ability to identify an individual using a 
limited number of markers, it is important that there are protections in place in relation to 
genetic/genomic information.  

CONC 

 

Do you have views/comments on the proposal of a confidentiality advisory 
committee to consider consent exemptions for health research, in strict and 
limited circumstances?  
 

The NAI welcomes in principle the proposal of a confidentiality advisory committee to consider 

exemptions for health research. It would be important that such a committee would have appropriate 

oversight and access to its judgements so that there is transparency in relation to decision making and 

the opportunity of learning from experience (the case studies on the current Data Protection 

Commissioners website are very useful in this regard). In addition, clear guidelines should be 

developed to inform the work of the committee as well as the broader research community. Such 

guidelines should be developed in conjunction with all stakeholders, including patients and patient 

representative organisations.  

 

Do you have views/comments on the proposal to progress a standardised 

approach to promote consistency across the health system to support 

information flows and eHealth? 

& 

Do you have views/comments on the proposal to determine more centralised 

operational arrangements for health information? 

 

A centralised, standardised approach to health information has clear benefits for safe effective 

delivery of healthcare. However, the legislation must be clear whether centralised operational 

arrangements and specific standards for health information will apply to all healthcare providers 

operating in Ireland, including patient organisations, and what steps are required to ensure that they 

collect and use the information to the same standard, in the same way. One advantage of a 

centralised approach is the operational capacity to accurately record, monitor and update personal 

health information and consent information and to provide patients with access to their own health 

information through a centralised portal rather than separate data systems.  
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Do you have views/comments on the proposal to determine a consolidated 

approach for data warehousing of health information for health research and 

other health-related purposes? 

It would be important that the quality and safety of the data used for this purpose would be ensured 

to a high standard. The control of the data, including any provisions around the sharing or potential 

sale of health information would need to be explicitly outlined in the legislation in advance of any 

potential future development in this area.  

Do you have views/comments on the proposal to raise awareness of the public 

health value of health information, what purposes it can be used for and what 

the benefits are for sharing information? 

& 

What other measures could be taken to raise awareness of the benefits for the 

public of appropriately using and sharing health information? 

 

The Neurological Alliance of Ireland considers that a national awareness campaign on health 

information should be a vital part of this proposed legislation, as should an obligation on those 

collecting health information to actively advise patients of the use to which the information will be 

put, a duty to share the information with other healthcare providers and their own rights in relation 

to the collection and use of personal health information. 

 

Do you have any final comments regarding the draft health information 
policy framework? 
 

The NAI recommend that aspects of patient involvement in the proposed legislation are 

strengthened by: 

 

1. The legislation includes a provision that patients should be empowered to access their own 

health information. This should include the ability of patients to enter their own data which 

has a significant potential to inform and enrich health information through the personal and 

qualitative narrative of patients themselves.  

2. Patients should be able to see what information is held on record about them and who has 

accessed it. There also needs to be a facility for patients to update/correct personal health 

information details as well as a responsibility on those responsible for collecting and storing 

personal health information to ensure that records are updated and checked for accuracy.  

3. The recommendation that patients would have the ability to access their own personal health 

information is welcome. However, patients need to be informed of their own rights in relation 

to personal health information, for example that they must not be required to disclose genetic 

information, including the results of a genetic test, to insurers, financial institutions etc.  

 



6 
 

4. It is important that those collecting personal health information have a responsibility to make 

it clear to the patient the use to which the information will be put, their duty to share the 

information with other healthcare providers and the patient’s own rights in relation to the 

collection and use of health information. Those responsible for collecting personal health 

information should also ensure that the patient is aware of the type of information that is 

being held in relation to them and that sensitive or potentially distressing aspects of their 

diagnosis are disclosed and discussed with them.  

 

 

 

List of NAI Member Organisations  

 

Acquired Brain injury Ireland 

Alzheimer Society of Ireland 

An Saol 

Aphasia Ireland 

Ataxia Ireland  

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 
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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 

 

Brain Tumour Ireland 

Irish Association of Speech and Language Therapists 

Myaware 

PSPA Ireland 

 

 

The work of NAI is supported by  
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