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Summary of Points 

The NAI is pleased to feedback its observations on the recently drafted Guidelines for Health 

Professionals on the Assisted Decision Making Act. We would like to be clear that we support the 

draft guidelines and we outline here a number of additional comments on the draft that we would 

like to see considered by the National ADM Group. 

A summary of points is outlined below and the submission goes into more detail in relation to each 

of these points: 

 

1. Need for equal emphasis on voluntary organisations in the Guidance 

2. Availability of Co-decision Making Agreements 

3. Need for guidance around recording procedures and expectations in relation to this 

4. Assessment of Capacity: Resource Issues 

5. Specific Issues in relation to the proposals within the guidelines around the functional 

assessment of capacity 

6. Supports available around the implementation of the Act within the health services  

 

While NAI recognises that the current guidance has been developed for health and social care 

professionals, a supplementary note is outlined on the need to provide a similar information 

resource for family carers and people with neurological conditions.  
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1. Equal emphasis on voluntary organisations in the Guidance 

The NAI welcomes in the document the clear specification of the guidance being applied to all care 

services and relevant to all health and social care professionals. It is important to note that many 

organisations under the umbrella of the NAI provide both direct and indirect care services to clients 

and the form of these services can vary significantly. Neurological based voluntary organisations 

provide a spectrum of services from one on one direct clients services similar to those provided by 

the HSE (e.g. occupational therapy, direct counselling, etc.) to services that differ significantly to the 

HSE (e.g. patient support groups, self-management groups, telephone and information services, 

etc.). Whilst much of the guidance is general in nature, many of the cited examples relate directly to 

services that are more typical of services provided by Section 38 or 39 type services or formal GP led 

services. There are little or no examples applied for the type of services that are to be found across 

many voluntary services that form part of the broader “health and social care service”. Similarly, 

whilst the term “health or social care professional” is used extensively throughout the document, it 

is not defined in the glossary of terms. Many services delivered by our voluntary organisations would 

be considered “health and social care services” which are not always delivered by health and social 

care professionals in the strictest of definitions. They are often trained and skilled volunteers who 

now must be mindful of the requirements of the Assisted Decision Making Act, yet no example in the 

Guidance reinforces this.  

In addition and understandably, the guidance makes reference to (for example) 

 This HSE Guidance is based on the Assisted Decision-Making (Capacity) Act 2015 Act and as 

such, in the event of any inconsistency, it supersedes any previous Guidance provided by the 

HSE relating to persons who require or may require…. 

 4.6.1 Is there a standard HSE form for documenting capacity assessments? 

The Guidance document could read as very HSE focused without recognising the operating 

environment for many other organisations outside of the HSE. We would recommend that such 

statements either be made more general or a complimentary equivalent for non-HSE (funded) 

services be included. For example, the Guidance should have equivalents that specify (see italics): 

 This HSE Guidance is based on the Assisted Decision-Making (Capacity) Act 2015 Act and as 

such, in the event of any inconsistency, it supersedes any previous Guidance provided by the 

HSE relating to persons who require or may require…. For non-HSE services, this Guidance 

should also supersede any policies your organisation may have for persons who require or 

may require…. 

 4.6.2 Should your organisation have a standard form for documenting capacity assessments? 

 

Ensuring an equal focus in the guidance on non-HSE (funded) services would significantly assist 

universal adoption and use of the Guidance by a larger set of organisations in the future. 
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2. Availability of Co-Decision Making Agreements  

It is critically important for people with neurological conditions, their treating doctors and the HSE 

that clear written co-decision maker agreements are in place, especially for conditions that have well 

known and likely impacts on a person capacity in the future. It would be prudent for the current 

guidance to outline a number of best practice “templates” of such agreements that would serve as 

the basis for patients to use to formulate their own agreement. Whilst it can be made clear that 

people are free to write their own, a “template” agreement would support people better to 

understand what typically co-agreement areas might be useful to cover or for people to think about. 

 

3. Guidance Around Recording Procedures and Expectations Around 

Recording 

There is a need for more guidance around recording procedures for organisations - the Act is very 

clear that people have to be allowed to make decisions that may be seen by the service provider as 

risky/potentially dangerous and that just because someone wishes to make such a decision with 

potentially negative consequences, it can no longer be assumed that they do not have the capacity 

to make that decision. This therefore places a high level of responsibility on organisations to record 

all the interactions with the person so that it can be clearly seen that all possible steps have been 

taken to advise them of the potential consequences of the decision, and what steps have been taken 

to advise them of alternative courses of action. 

 

4. Assessment of Capacity: Resource Issues  

It is important to note that application of this guideline will fall disproportionately on a number of 

specialities across hospitals and community services, particularly neurological and neuro-

rehabilitation and neuro- palliative care specialties. The NAI has repeatedly identified the lack of 

resources in this area and additional requirements to assess capacity for a range of patient related 

decisions will now place further burden on healthcare professionals. It is important that the 

implementation resources to directly support this guidance is targeted at those specialities where 

capacity issues are most likely to arise.  

Across community settings, the dearth of neurospecialist expertise and support is well recognised. It 

is important that health and social care professionals working across the health services not only 

have access to appropriate training in assessing functional capacity, but also have access to 

appropriate neurospecialist expertise when needed in order to support an assessment of functional 

capacity, particularly when there are challenges in communicating with the individual involved.  

The NAI would favour the development of a neurological specific implementation stream by the HSE 

to ensure that all those working with people with neurological conditions are fully informed about 
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the implications and there is a specific focus around the resource requirements to support 

implementation of the Assisted Decision Making Act.  

 

5. Issues in Relation to Assessment of Functional Capacity 

Standardisation of Assessment 

The functional capacity section sets out some very good information on assessing capacity and most 

significantly how to support the individual to make a decision. However, there are still a number of 

areas that could be significantly strengthened within the guidance. For example, the guidance does 

not sufficiently address or guide a treating clinician to distinguish between information that is 

important or not for a person to retain and consider in the decision making process. This could lead 

to unstandardized practices in functional capacity assessments. As an example, one clinician may 

consider the risk of surgery complications or the commitment to rehabilitation efforts as outside of 

achieving “A broad, general understanding of the most essential points in a relevant person’s 

individual circumstances is all that is required”. Another clinician may consider these aspects to be a 

requirement for this broad general understanding. The NAI accepts that all circumstances cannot be 

identified in such a general guidance but given the importance of having a robust approach to 

functional capacity assessment, more comprehensive guidance on many of the important 

components of decision making process would seem warranted. 

 

Practical Constraints in Assessing Functional Capacity 

The guidance correctly identifies that people may have fluctuating capacity and that capacity may be 

greater or lesser during the day. The guidance appropriately suggests that capacity should be 

determined at the optimum point in the day for individuals where capacity is likely to be best. 

However, in reality the guidance does not address that in such circumstances, hospitals and other 

health institutions should therefore have flexible appointment systems or doctors ward rounds 

should be scheduled to prioritise times when capacity is agreed to be optimum. The guidance also 

does not address that for people with neurological conditions not in residential settings and / or 

where the treating physician / nurse is not in the same place as the individual, that is optimum 

window for capacity will not be achieved. In such circumstances, where the overriding objective is to 

provide the relevant information during a window where capacity is likely to be optimum, can 

another party (e.g. nurse in a residential home, GP in the community) undertake this capacity 

assessment for the purpose of a proposed intervention by another clinician or does each clinician 

have to determine capacity for him/herself for the purpose of intervention that they will be 

performing? If a clinician can only determine capacity for interventions that he / she will apply there 

is, in reality, likely to be sub optimal application of functional assessment across the system. 

 

Definition of “Reasonable Effort” 

It is important that the guidance states that “reasonable effort” to consult with a co-decision maker 

is made by an attending clinician who is treating a person. However, “reasonable” is not further 

defined in the guidance and it would be important that there are clear and standardised 

expectations about a “reasonable effort”. Given that the family and carers of many people with 

neurological conditions are busy or may themselves have a health condition preventing them from 
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attending to all post / correspondence / phone calls that they receive it would be prudent to specify 

in some better detail what “reasonable effort” may entail. 

 

Presence of Co-morbid Conditions  

 

People  with neurological conditions,  including degenerative neurocognitive conditions, often have 

a range of co-morbid conditions and often face challenges with their mental health or are vulnerable 

to self-neglect. Is some cases, neurological patients with depression, cognitive impairments such as 

lack of insight and awareness or other mental health conditions may have temporary mood effects 

that significantly impact on the decision outcome that they would make.   This also should be 

recognised for the carers of people with neurological conditions. The guidance could be 

strengthened to ensure health professionals are sensitive to the impact of possibly undiagnosed 

mental health difficulties such as depression or cognitive difficulties such as a lack of insight and 

awareness may have on both an individual during a functional assessment or a co-decision maker 

being consulted on a possible intervention being proposed. 

 

6. Supports available around the Implementation of the Act  

While the purpose of this submission is to comment on the draft guidelines for health and social care 

professionals, an important point must be made in relation to the impact of the legislation on all 

those involved in supporting people with neurological conditions and their families. Not for profit 

organisations have a critical role to play in supporting individuals and their families in relation to 

awareness and understanding of the implications of the Act and in directing them to appropriate 

information and guidance. Assistant decision makers and co-decision makers are likely in many cases 

to be family members who look to not for profit organisations as their source of on-going support, 

guidance and information. It is important that the Decision Support Service, once established, 

engages actively with all stakeholders, including not for profit organisations, around the practical 

supports required to support implementation, including provision of appropriate training support 

and guidance to staff within not for profit organisations, to ensure that everyone can avail of the 

provisions of the legislation.  

 

Supplementary Note on the Provision of information for family carers and individuals with 

neurological conditions in relation to the legislation on assisted decision making  

Whilst we understand and support the rationale for healthcare professionals to be given guidance 

on implementing the Act, it is critically important that this guidance is complimented by equivalent 

information / guidance for people and their families / carers. It is particularly important that people 

who are likely to have decision making issues in the future are given appropriate and timely 

information on the Act so that they can formulate co-decision making agreements in advance or 

identify any relevant people that they would like to be co-decision makers in their care. It is 

important that many of the critical aspects of supporting a person to make a decision and have 

capacity are similarly reflected in information for individuals and their families / carers so that they 

too can be allies and support people to make decisions about their care. 
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The guidance usefully outlines for health and social care professionals a number of approaches on 

how to maximise and support decision making capability. The NAI would favour the development of 

similar and appropriate information and guidance for carers and their families on the best practice 

techniques and approaches to supporting people to have capacity related to decisions about their 

care. It is important to recognise that co-decision makers will often wish to discuss available 

intervention options with people outside of clinical settings and (practically) the relevant health 

professional will not be available at the time best suited to when a person has most capacity to 

make a decision. Therefore it would be useful if co-decision makers were given similar access to the 

best practice techniques to maximise capacity in a format that was suitable for their needs. 

A deterioration in capacity due to a neurological condition can have a devastating and wide-ranging 

impact on an individual’s life and cause a significant amount of worry and anxiety amongst their 

families and carers. The Assisted Decision Making Act now has the potential to address some of this 

worry and anxiety by effecting a legal mechanism for better decision making of families / carers 

before this deterioration happens. However, for some individuals, they may not be able to 

comprehensively foresee the likely range and extent of decisions that they will have to make in the 

future and so many of them could benefit by a checklist or some prompt list that should form the 

basis of their discussion between themselves and their co-decision maker. For example, whilst it may 

be clear that people with neurological conditions / co-decision makers should have discussion on a 

person’s preferred place of death (when the time comes), level of pain relief to be administered, 

etc., some likely future co-decision making issues may not be so obvious (e.g. attitude to 

interventional surgery if ever needed, willingness to take place in a drug trail should it emerge, etc.). 

Whilst accepting that the execution of a co-decision agreement is time specific, it would be prudent 

for the HSE to produce a list of possible important co-decision areas of consideration that would 

assist people with neurological conditions and their families to consider and discuss. This would also 

result in better informed co-decision makers for doctors and nurses to work with when the time 

arrives for a co-decision making model to be employed. Where the HSE does not want to approach 

this on a speciality specific basis, a more generic list of potential or “most common” decision making 

areas could be published in a booklet format for people / co-decision makers to record their general 

attitudes to likely important decisions that may need to be made. 

 

 

 

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.  

 

Contact Details  

Further information is available from Magdalen Rogers, Executive Director, Neurological Alliance of 

Ireland, Coleraine House, Coleraine St. Dublin 7 naiireland@eircom.net or 01 8724120, 086 1216957.  

 

mailto:naiireland@eircom.net
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List of NAI Member Organisations  

 

Acquired Brain injury Ireland 

Alzheimer Society of Ireland 

Aphasia Ireland 

Ataxia Ireland  

Aware 

Bloomfield Health Services 

Cheshire Ireland 

Chronic Pain Ireland 

Dystonia Ireland 

Enable Ireland 

Epilepsy Ireland 

Headway 

Huntington’s Disease Association of Ireland 

Irish Heart Foundation 

Irish Hospice Foundation 

Irish Motor Neurone Disease Association 

Migraine Association of Ireland 

Move4Parkinsons 

Multiple Sclerosis Society of Ireland 

Muscular Dystrophy Ireland 

Neurofibromatosis Association of Ireland 

North West MS Therapy Centre 

Parkinson’s Association of Ireland 
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Post Polio support group 

Syringomyelia Support group of Ireland 

Spinal Injuries Ireland 

Spina Bifida Hydrocephalus Ireland 

The Rehab Group 

 

Associate Members 

An Saol 

Brain Tumour Ireland 

Irish Association of Speech and Language Therapists 

Irish Institute of Clinical Neurosciences 

Irish Society of Physicians in Geriatric Medicine 

Myaware 

PSPA Ireland 

 

 


