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Foreword

This is the third volume of a trilogy outlining the best practice for
the care of people with neurological conditions. Volumes I and II
dealt with the physically disabling and non-physically disabling
neurological conditions respectively. Volume III caters for those
people who experience cognitive decline as the principal symptom 
of their neurological condition. 

The divisions employed by the Standards of Care documents are obviously artificial. Many

conditions have features of both physical neurological disability, and cognitive impairment. 

The standards outlined by the three volumes therefore overlap in some cases, although the

emphasis may differ. Areas such as driving and stigma, which are dealt with in Volume I, 

are re-visited in Volume III in the context of impaired cognition. 

Cognitive decline is one of the most common manifestations of neurological disease.

The incidence of cognitive decline increases with age. Therefore, although Volumes I and II

specifically cater for the population between 18-65, the terms of reference for Volume III have

been expanded somewhat to include the geriatric population. This is in part because of the high

incidence and prevalence of dementia in this population, and in part because the services for

the over 65 age group are superior to those for younger age groups. Despite their superior

quality, the facilities for provision of care for those over 65 still require expansion. However, 

the models of care that have been developed for the over 65 age group can be usefully applied

to the younger age groups, and the services can be integrated more full in a disability-specific

rather than age-specific manner.

Publication of the Standards of Care documents by the Neurological Alliance of Ireland in

collaboration with the Elan Neurology Advisory Board is merely the first step. Implementation of

the Standards outlined in these documents will require the development of an infrastructure for

neurological care that extends across the boundaries of hospital, community and respite care

facilities. The objective of the Neurological Alliance, and of other health care professionals as

represented by the Elan Neurological Advisory Board, is to promote best practice. These

documents should be viewed as the "blueprint" for the development of a quality service. Our 

aim is to drive the neurological services towards increasing excellence. 

Dr Orla Hardiman 
Consultant Neurologist, Beaumont Hospital, Dublin 9
Medical Adviser, Neurological Alliance of Ireland
Chairperson, Elan Neurology Advisory Board

Ms Audrey Craven
Chairperson, Neurological Alliance of Ireland
Chairperson, Migraine Association of Ireland
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Definitions of Conditions Section I

Following are definitions of the conditions

referred to within this document. Further

information on each of these conditions is

available by contacting the relevant

member organisation of the Neurological

Alliance of Ireland. (See Appendix A)

Dementia

Dementia is a broad term used to describe a group of symptoms. These include a progressive deterioration in

memory, intellect, judgement, language, social skills and emotional reactions. While close to 100 different

diseases will produce the symptoms of dementia, it is known that Alzheimer’s disease is the most common 

cause of dementia and accounts for more than 50% of all cases. There is now a growing body of literature

demonstrating that people with dementia experience a high level of stress. They are particularly sensitive to 

their social and built environment. 

Alzheimer’s Disease (AD)

It is estimated that over 30,000 people in Ireland have dementia. Of these, Alzheimer’s disease (AD) is the most

common - 6% of people over 65 exhibit features of this condition. This increases to 20% at 80 years of age. As

the population of Ireland ages, the prevalence of AD is likely to double over the coming 25 years. Alzheimer’s

disease not only affects older people: one percent (1%) of people under sixty five are affected by the disability. 

Alzheimer’s disease is named after a German neurologist Alois Alzheimer, who in 1906 observed changes in the

brain tissue of a woman who had died of what was thought to be an unusual mental illness. These abnormal

brain tissue changes are now known to be the characteristic features of AD. In most cases, an absolutely certain

diagnosis of AD depends on finding characteristic changes in the brain tissue. These changes can only be found

during the course of a post mortem examination, and comprise abnormal accumulations of proteins both inside

neurones, and in spaces between neurones. Other features are shrinkage of the brain and widespread death of

cells as in other forms of dementia. 

Some people are born at risk of AD because of the genes they inherit. To date at least three genes are known to

cause early onset AD. In addition, certain genetic traits increase the risks of developing the condition.

Identification of genetic traits prior to the development of the disease can lead to potential alterations in lifestyle

and the development of new treatment strategies and the possibility of presymptomatic intervention.



The earliest symptoms of AD are often non specific and difficult to recognise. Most people initially notice an

impairment of short term memory, followed by difficulties in language, and in recognition of familiar people,

places or situations. Behavioural changes occur, such as getting up in the middle of the night, or getting lost.

Aggressive reactions and agitated behaviour can cause problems, especially at night.

In the advanced stages, activities of daily living such as personal hygiene, dressing and mobility need

considerable assistance. People with AD become fully dependent on the carer. Eventually the person no longer

has the ability to walk or generally move and is confined to bed. 

Non Alzheimer’s Dementias

Vascular Dementias

Atherosclerotic vascular disease is the second most common cause of dementia after AD. In addition, vascular

disease may commonly co-exist with other causes of cognitive decline, including AD. It is estimated that

cerebrovascular cognitive impairment affects about one in four of those with dementia. Cerebrovascular disease can

contribute to or cause dementia in several ways. A single large stroke, or a number of small strokes may 

all be associated with vascular dementia. It is likely that measures including control of blood pressure, cessation of

smoking, and use of drugs such as aspirin and warfarin can help to prevent or slow the progression of the condition.

Frontotemporal Dementia (FTD)

Frontotemporal dementia (FTD) may account for approximately 10% of people with dementia. People with FTD

differ in their symptoms from those with Alzheimer’s disease. Typically the symptoms start at a younger age with

onset between 45 to 60 years, often with an alteration in personality. Family members notice either disinhibited

gregarious behaviour or apathy, self-centred behaviour and a lack of concern for others. Emotional relationships

usually suffer as a result. Memory and spatial skills are relatively preserved initially though deficits in language

function may occur. Onset is quite insidious and the disease may be present for quite some time, usually 5 to 10

years but rarely up to 20 years, before the person or family seeks medical attention or is diagnosed. Sometimes

the apathy or abnormal behaviour is mistaken for depression, delaying the diagnosis. People affected or their

family may seek help from a wide range of specialists including neurologists and psychiatrists. 

Inherited forms of FTD occur and are due to mutations in a gene named tau. By coincidence, abnormal tau

protein is partially responsible for the brain cell loss found in the brains of people with AD. The identification 

of tau mutations in FTD has led to the development of an animal model for FTD. It is hoped that study of this

animal model will result in new treatments for both FTD and possibly Alzheimer’s disease in the near future.

Lewy Body Dementia (DLB)
People with features of Parkinson’s disease can develop cognitive decline that differs from AD. This has 

been termed "Lewy Body Dementia" (DLB) because the brain contains abnormal proteins in the neurones, 

called "Lewy bodies". 

Unlike AD which typically presents with problems with recent memory, people with DLB can develop fluctuating

confusion, difficulties with spatial orientation, hallucinations, parkinsonism, muscle jerks and startles and marked

sensitivity to many antipsychotic neuroleptic medications. The varied features of DLB means that those affected

may initially seek advice from a wide range of specialists (including geriatricians, neurologists and psychiatrists) and

hence the true prevalence of this condition is unknown. Initially thought to be uncommon, DLB has been shown to

be the cause of dementia in 5 to 20% of cases.

6



7

Parkinson’s Disease (PD)

Parkinson’s disease (PD) is a degenerative disorder characterised by progressive tremor at rest, rigidity, slowness

of movement (bradykinesia), stooped posture and poor balance. The cause of PD remains unclear but it is

apparent that genetic and environmental factors contribute to its development. Mutations in two genes, 

a-synuclein and Parkin, have been associated with familial Parkinsonism. The disease is associated with 

damage to the substantia nigra, an area within the brain that is responsible for the production and distribution 

of the chemical neurotransmitter, dopamine. PD affects 1% of people over the age of 50 and has the highest

frequency between ages 60 and 64. 

Cognitive decline does not always occur with PD but it is commonly found. The presence of dementia appears to

be age-related. It is more likely to occur during the seventies and eighties. Studies to date suggest 40% do not

experience any cognitive difficulties and approximately 30% experience specific deficits involving problems with

planning, organisation, and attention and working memory. A further 20-30% experience disabling dementia

involving severe impairment in general intellectual abilities and memory. A severe dementia is more likely to

occur when PD starts over the age of seventy. Depression is also very common in this population occurring in

approximately 40% of affected individuals. Therefore PD can cause severe difficulties in quality of life because

of dementia and physical problems.

There are other rarer categories or Parkinson type conditions that can result in cognitive decline. These include

progressive supranuclear palsy, multisystem atrophy, vascular Parkinsonism and others.

Huntington’s disease (HD)

Huntington’s disease (HD) is an inherited disorder of the central nervous system. It causes progressive

deterioration with various symptoms, which may include involuntary movements, speech impairment and

intellectual and emotional changes. Symptoms typically begin between the ages of 35 and 50 years, although

they may appear earlier or later. Each child of an affected parent has a one in two chance or 50% likelihood of

inheriting the gene. People with the abnormal gene will always develop the disease. People who do not inherit

the HD gene will not develop the disease nor will future generations; the disease does not "skip a generation". It

is estimated that in Ireland 400 people have HD with a further 2000 individuals at risk of developing the

condition. On average, for every individual with the disease, there are 22 close family members indirectly

affected, therefore over 9000 family members may require support and information.

In the late stages of HD, people with the condition will require assistance in all activities of daily life but it is

important to note that some comprehension may be preserved. Death typically occurs 15-20 years after the

symptoms first appear, and is usually due to the consequences of immobility, general debilitation and malnutrition.

Pneumonia, and heart failure are also causes of death.

The gene for HD was found in 1993. Details on diagnostic testing are available from the National Genetics

Centre in Dublin.

There are no treatments at present that will stop or reverse HD however research is ongoing and provides every

reason for hope. It is possible to treat some of the effects, such as depression and gross involuntary movements

with drugs. Improvements in general health, in particular adequate nutrition, will bring about some improvements

for the individual. There can be rapid weight loss and it is estimated that people with HD need something in the

order of 5000 kilocalories a day to sustain them - twice that of the average adult intake. It has been shown that

many people who manage to gain weight also find their symptoms improve.

People with HD frequently develop psychological symptoms, including depression, irritability and apathy. 

These changes in turn may lead to aggressive outbursts, impulsiveness, social withdrawal and, in some rare 

cases, suicide. HD can be a devastating condition, because it may lead to behavioural problems that can place

an enormous strain on social and family relationships. It is, however, the disease and not the person that is at



fault. People with HD are not being deliberately thoughtless, awkward and uncaring. It is the disease that gives

rise to changes in behaviour, over which the person with HD has no control. There are no easy answers to

behavioural problems. However, understanding why people with HD behave in the way that they do is important,

since it may provide clues to circumventing problems. At the very least, understanding behaviour is a step

towards better understanding of the person with HD, placing families and carers in a better position to provide

optimum support and care. 

Head injuries - traumatic and non-traumatic injuries to the brain

The incidence and severity of traumatic and non-traumatic brain injuries has been described in Standards of Care

for People with Non-Physically Disabling Neurological (and Associated Psychiatric) Conditions Vol II – pages 7/8.

The majority of people who sustain a head injury show gradual improvement in their cognitive abilities in

particular in the first two years following the injury. However, it is reported that up to 15% of people who have

sustained a moderate to severe traumatic brain injury show late decline in their cognitive functioning. The

decline has been found to be most marked in the person’s ability to think quickly and flexibly. These changes in

cognitive functioning are greater than would be expected with normal ageing.

Age at time of injury is a significant risk factor for cognitive decline. It is estimated that for each ten year

increase in age at the time of injury the risk of later decline increases by the order of five times. Current research

studies demonstrate that for many people neuropsychological recovery may continue for several years after injury.

The pattern of this recovery after moderate or severe brain injury is determined by a complex range of variables

such as pre-injury abilities, the nature and site of the injury and the brain’s capacity to adapt to the effects of

the injury. Further research is needed to identify how we can assess and exploit the brain’s ability to recover thus

reducing the level of cognitive disability.

It is critically important to ensure that people who have sustained a brain injury maintain the gains they made

during their initial treatment and rehabilitation. Access to rehabilitation services after discharge from hospital is

important in facilitating people, especially those with mild head injury, to return to work or training and 

resume their pre-injury lifestyle.

Cognitive decline involves changes in the ability to comprehend, remember, be creative and to have awareness of

oneself and others. Disruption to these complex and highly interconnected functions has implications not only for

the person with the brain injury but also the quality of their interpersonal relationships. It is well acknowledged

that the families and primary carers of people experiencing cognitive decline often have to make major life

adjustments that can have serious consequences in their day to day life. The research suggests that people

experiencing cognitive decline following brain injury and their families may need professional assistance to

maintain a reasonable quality of life, even in the many years after the injury occurred. The importance of

anticipating long-term family and carer needs should not be underestimated.

Enabling patients and their families to make a smooth transition from emergency treatment through a hospital

based and/or community rehabilitation programme with access to long-term follow-up should be a priority for

health service planners.
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Other neurological diseases which may be associated with cognitive decline

AIDS related Dementia (HIV Encephalopathy, AIDS Dementia Complex, AIDS Encephalopathy)

Dementia can occur in association with HIV infection. Dementia is present in 20-40% of people dying from 

AIDS and 90% of people show evidence of the pathology associated with dementia at autopsy. It occurs in

children as well as adults. Typically AIDS related dementia progresses in parallel with the later stages of AIDS

and is associated with severe immune deficiency. Symptoms include apathy, inertia, and depression. People with

AIDS notice a slowing of mental processing, reduced mental flexibility, poor short-term memory and difficulty

with reading. The use of new treatments for HIV infection in the Western World has resulted in a marked

decrease in AIDS related dementia.

Creutzfeldt-Jakob Disease (CJD) and Prion diseases

CJD is an uncommon worldwide disease with an incidence of 1 per million per year. CJD occurs predominantly

between ages 55 to 65. Over 80% of cases occur sporadically but 10% are familial. The initial symptoms are

subtle and include insidious mental deterioration, imbalance or visual complaints. Within six months most have

profound dementia with rigidity, stiffness, startles and death usually occurring within eight months. New variant

CJD is extremely rare: there have been only two reported cases on the island of Ireland. The condition occurs in

younger people and may be related to ingestion of bovine spongiform encephalopathy (BSE) contaminated meat.

Intellectual disability- Healthy ageing and people with intellectual disabilities 

In Ireland, intellectual disability is the term used to define people who traditionally had a ‘mental handicap’. 

In the United Kingdom, ‘learning disability’ or ‘learning difficulties’ are more commonly used, and in the 

United States, ‘mental retardation’. In each country, these terms refer to people with substantial limitations in

their present functioning. Two factors are at the core: (1) significant sub-average intellectual functioning; and 

(2) related limitations in two or more areas of adaptive skills such as communication or self-care. Yet individual

differences in ability, temperament, preferences and personal development across the lifespan are as striking as

those found in any group of citizens. 

Major mental illnesses, such as Schizophrenia and Mood Disorders occur more commonly in those with an

intellectual disability compared with those in the general population. The symptoms differ somewhat from 

the classical picture and the diagnosis is often made on the evidence of altered behaviour rather than

symptomatic complaint.

In Ireland there are today about 27,000 Irish children and adults with intellectual disability. Of these nearly 

one-third are adults aged 35-54 years. As the population in general is now tending to live longer, many adults

with intellectual disabilities continue to live in the family home until well into middle age and beyond.

As they age, adults with intellectual disability share the risk of developing many age-related disorders – such as

dementia - with their peers. Among those who have Down’s Syndrome there is an increased risk of developing

dementia, and signs may appear early, perhaps in the person’s daily behaviour or demeanour. There is an urgent

requirement to establish an evidence-based model of good practice to meet the needs of adults with intellectual

disabilities who develop dementia or other age-related disorders. 
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Diagnosis – Management 
of the Initial Presentation Section II

Providing a clear diagnosis

People with cognitive decline often develop symptoms many months,

even years before consulting a doctor. Sometimes the symptoms of

cognitive decline are vague, making accurate or definite diagnosis

difficult. Investigations and/or referral to appropriate services may be

delayed as a result. It is important to recognise that other treatable

and reversible conditions can masquerade as dementia and initial

evaluations usually focus on the identification and appropriate

treatment of these conditions. 

It is likely that over the coming years, more effective treatments will

become available that will arrest or slow the progression of some

forms of cognitive decline, including Alzheimer’s disease, Parkinson’s disease and Huntington’s disease. The

development of structures that will permit a high degree of diagnostic accuracy is therefore essential to enable

those affected to avail of the new management and treatment advances early in the course of the disease.

Recommendations
People with the symptoms of impaired cognition with recent onset should undergo a series of investigations

in a timely manner to identify the nature of the cognitive decline. These people should have a neuro-

psychological assessment and clinical evaluation in a specialised setting. Such services should be available 

to all on a regional basis. Appropriate diagnostic imaging should be undertaken, and reviewed by relevant

members of a multi-disciplinary team. 

Disclosure should be made on an individual basis. 

• The likely diagnosis should be discussed in detail by a senior practitioner with the person affected (in the

presence of the principal carer, if appropriate). This process generally should happen over more than one visit. 

• The appropriate follow up care should be addressed by the multi-disciplinary team. 

Everything possible should be done to meet information needs and the name and address of the appropriate

voluntary / support organisation should be given at the time of diagnosis (see appendix A for relevant

members of the Neurological Alliance of Ireland).

Special care should be taken when communicating a diagnosis to people who may not understand the

diagnosis or have problems remembering the diagnosis. In this case the main carer should also be involved in

the discussion taking into account patient confidentiality and sensitivities. This should be judged by the

multi-disciplinary team on a case by case basis.

A streamlined interface between hospital-based and community-based care should exist. This interface should

include frequent communication between hospital-based and community-based doctors at the time of initial

diagnosis, and a clearly outlined plan of management including regular review delivered promptly on discharge

from the hospital-based service.



Recommendations ctd.,
As new treatments become available, those who might benefit should be informed and provided with the

opportunity to avail of these treatments and drugs even when under investigation as part of a clinical trial.

New technologies and aids for people with neurological disease should be made available to them as required.

Those newly diagnosed should also be informed about making plans for the future and legal affairs 

(see Section VI).

Where appropriate people should have access to genetic counselling and pre-symptomatic diagnosis. 

New treatments should be made available in an expeditious manner.

Within these recommendations are the following assumptions:

• That the multi-disciplinary team approach towards management of neurological conditions will be 
adequately and extensively developed. 

• This will require a major expansion of clinical professional services.

• That team leaders and liaison workers will be appointed to interface between hospitals, community 
based services, the voluntary sector, and those people and their families that have been affected by
neurological conditions.

• That professionals maintain a high level of specialised education.
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Implications of Pre-Symptomatic Testing
Section III

Genetics

A number of conditions characterised by cognitive decline can now

be identified prior to clinical presentation. Susceptibility can be

assessed using genetic markers. The significance in an individual

remains unknown. Furthermore, strategies to arrest or reverse the

disease mechanisms remain elusive, raising the ethical question as

to whether those potentially at risk should undergo pre-

symptomatic genetic testing at all.

Not everyone at risk wishes to know their status with regard to an

inherited neurological condition, and it remains a highly individual

choice to have a genetic test for an inherited neurological disorder.

There is no right or wrong decision. 

Recommendations

Healthy asymptomatic adults with a family history of an inherited neurological condition who are interested in

determining their genetic status should enter a recognised programme for predictive genetic testing. They should

meet on several occasions with a geneticist, a trained genetic counsellor and a neurologist with expertise in the

field to explore all the implications of the test results. This service should be available to all at-risk adults.

Waiting periods should be kept to a minimum. Testing of children should not take place unless specific disease

modifying treatment is available. 

Genetic testing of an individual for a condition which is not exclusively genetic, but for which susceptible

gene(s) are known  should be undertaken only following individual counselling.

Genetic testing of a symptomatic individual for an exclusively inherited condition (e.g. an individual who has already

developed features suggestive of Huntington's disease) should be undertaken with the consent of the person. 

The results of any such testing are strictly confidential to the person who has had the test. He or she may or may

not wish to communicate the result to their family. This confidentiality should override the rights of all others to

receive the results of any genetic testing.

The general implications and specifically the limitations of all forms of genetic testing should be made clear

to the public at large, and specifically to interested agencies such as third party insurance agencies. 

As treatments for genetic conditions improve, the prognostic implications of a positive result in an

asymptomatic individual should be reassessed by the medical and insurance professions on a regular basis.
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Pre-symptomatic tests from a Neuropsychological perspective 

Neuropsychological assessment is a central part of the clinical assessment of cognitive decline, aiding in

diagnosis, monitoring cognitive change over time, evaluating the effects of drug treatments and/or rehabilitation

programmes and investigating associations between cognitive findings and clinical presentation.

Neuropsychological assessment at the pre-symptomatic stage is complicated because the current tests would not

be considered to be accurate enough to detect or predict many of the subtle cognitive changes that may 

or may not be present at the very early stages of disease.

In certain circumstances, healthy individuals may wish to know their cognitive status because of a family history

and/or exposure to certain risk factors that are considered to increase the chances of cognitive decline. One of

the advantages of pre-symptomatic assessment with carefully selected groups is that it provides baseline

information. If the individual does present with symptoms over time such information can allow comparisons of

cognitive profiles that may yield useful information about patterns of impairment and change. This information

can aid in the diagnosis and clinical management of the condition.

There are also non-symptomatic individuals who may be very knowledgeable about cognitive decline because 

they have a family experience of for example, dementia. Consequently they may become very vigilant to any

changes in their cognitive status and interpret minor cognitive fluctuations as suspicious. Pre-symptomatic

testing and counselling may provide them with information that would be a source of reassurance and reduce

their high levels of vigilance.

Recommendations

Neuropsychological assessment in pre-symptomatic individuals should only be undertaken in very 

specific circumstances.

Similar to genetic testing, neuro-psychological assessments should only be undertaken with clinical

neuropsychologists and a specialist team who have an expertise in the area and in conjunction with pre 

and post assessment counselling.

Use of neuroimaging in the diagnosis of pre-symptomatic cognitive impairment

Recent advances in brain imaging have meant that MRI and CT scans of the brain can be of use when

investigating a diagnosis in individuals who are found to have cognitive impairment. Such scans are only of use

when interpreted in conjunction with clinical and neuropsychological findings by an appropriate expert or experts.

Functional imaging, positron emission tomography (PET) and single photon emission computerised tomography

(SPECT), can be used to help distinguish the various types of Parkinson’s disease. At present there is no role for

neuroimaging in people who are cognitively normal, though research is being carried out with more sophisticated

PET and SPECT scans. 

Recommendations

At the present time there is no role for neuroimaging in pre-symptomatic testing. This may change with the 

future development of new treatments for those "at risk" of developing dementia. 

The research findings of the use of PET and SPECT in diagnosis of cognitive decline should not be used for

routine diagnostic purposes.
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Interface of Services Section IV

The Irish health care system currently involves waiting periods for

access to services ranging from hours to years for 

all but the most acute emergencies.

Within the cohort of people with disabling neurological conditions

where cognitive decline is a major feature, access to health services is

particularly difficult. Teenagers, who have been relatively well served

by paediatric services, may find that there are little or no designated

services for them when they reach adulthood. For people in the 16 to

64 age group community services are particularly undeveloped. For

those with the intellectual disability and mental illness, acquired brain

injury and organic psychiatric disorder, there are no facilities to treat

the more complicated behavioural difficulties.

Similarly, there is a scarcity of residential rehabilitation services for people who develop dementia through

vascular disease processes or via rarer aetiologies such as AIDS or CJD and those who acquire brain injury

through drug abuse or alcoholism. While services for the elderly with dementia are somewhat better than for the

under 65 age group, a general expansion is required. 

Current health care provision for people with disabling neurological conditions where cognitive decline is a major

feature does not represent an efficient and responsive health care system. There is an urgent need for health

care planners to develop services for those groups whose needs are not being met.

Recommendations

Specialist integrated inpatient and outpatient facilities should be established dedicated for those with dual diagnoses

of cognitive decline and pre-existing intellectual disability, psychiatric disorder behavioural disturbance.

Staff with specific training in the management of challenging behaviour and associated psychiatric conditions 

are required for inpatient and outpatient facilities.

Specialist teams should be set up with specific responsibility for those groups where there is no existing service

or where the existing service cannot meet the current or predicted need.

Integrated specialist hospital and community based teams should be developed to enable new and existing

services to function as a single unit. The aim of such a unit should be to provide a streamlined responsive

service spanning both primary and secondary care.

Also see page 13, Section II of Volume II, Standards of Care for people with non-Physically Disabling

Neurological (and Associated Psychiatric) Conditions.
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Management Section V

Quality of life 

Quality of life is difficult to define. However in the context of dementia,

the term refers to a host of different social, psychological, medical,

environmental, cultural, personal and socio-political factors. In Ireland,

traditional approaches to the care of people with an intellectual

disability or cognitive impairment have tended to overlook important

quality of life issues. Community care and residential programmes

have in the past focussed almost exclusively on addressing peoples’

physical and personal care needs without due consideration of the

individuals’ cognitive, sensory and social need for stimulation. 

Recommendations

Services for people with cognitive problems should be inclusive of factors beyond the immediate medical 

and physical care needs that will facilitate and promote meaningful involvement and engagement and improve

peoples’ quality of life. 

Careful attention should be given to the design of long-term care facilities for people with a cognitive 

impairment in order to compensate for any cognitive deficits and thus improve their quality of life. 

To further improve quality of life, boundaries between residential and community care services should be

made more fluid thereby ensuring that people with an intellectual disability or dementia experience a less

traumatic transition into long-term care. 

Behavioural and psychological symptoms 

The majority of people with dementia are cared for in the community by families or friends. Overall,

approximately 70-80% of people with dementia have behavioural disturbance in some form during the course 

of their illness. These symptoms include depression, anxiety, psychosis (e.g. hallucinations and ideas of

persecution), apathy, aggression, wandering, repeated questioning, agitation, disinhibition, eating disorders

and disturbed night-time behaviours. 

Such behaviours are of critical importance, often resulting in reduced quality of life for the individual and their

carer(s), increased carer burden, detrimental effects on interpersonal relationships and for some, the necessity to

be placed in residential care.

Those whose dementia is associated with behavioural or psychological problems are appropriately dealt with by a

specialist service providing a continuum of care from domiciliary assessment to day hospital, in-patient, and

extended care. Domiciliary assessment allows a valid assessment of the person’s mental state in their own

environment, it ensures that an assessment is provided in cases where the person is often reluctant or unable to

attend an out-patient clinic, and it enables a comprehensive assessment of the person's social and psychiatric

status including interviews with other people involved in the person’s care.
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Similarly, day-hospitals are important in the management of behavioural problems as they can provide a rapid

response to a referral and can avoid the need for in-patient care. For those in whom behavioural problems

persist, regular respite admissions are essential to enable caregivers to continue their care in the community.

Finally, long-stay hospital care should be provided but, be restricted to the most frail or disturbed individuals for

whom no alternative is appropriate. (See Section VII) 

This model of care is currently provided to older people with dementia by psychiatry of old age multi-disciplinary

teams. However, such teams are not available in many regions. Furthermore, the principle of equity implies that

younger people with dementia and those with other neurological conditions complicated by cognitive decline and

problems should have access to the same level of services available to older people with dementia.

Recommendations

Health care professionals should be familiar with the diagnosis and management of psychological and

behavioural symptoms associated with dementia and other neurological conditions.

Services should be expanded such that all those with neurological conditions complicated by cognitive decline

and behavioural disturbance are provided with a high standard of care based on level of disability, rather than on

the basis of age, diagnosis, or geographical location.

Stigma

Being diagnosed with a neurological condition associated with cognitive decline can devastate the life of the

affected person and of his/ her family.

The label of a cognitive decline can change the perception of observers, it reduces social acceptability and it

means that the dignity and individualism of those affected may be discounted. 

Recommendation

The misconceptions that are frequently encountered by those with cognitive decline should be identified. A

national public education programme should be initiated to counteract perceived stigma associated with

intellectual disability and cognitive decline.

Note: The issue of stigma associated with neurological disease is covered in detail in Section VI Volume I

Standards of Care for People with Disabling (Progressive and Static) Neurological Conditions in the Hospital 

and Community.

Driving

Mobility and access to public transport are critical components of function and independence. Increasingly this

means maintaining the ability to drive. Specialists involved with the care of acquired neurological disability (physical

and/or mental) need to have some knowledge of the driving needs of their patient population.

• Society places a clear preference on mobility over safety: otherwise the speed limit would be 20 mph and

governers would be fitted to car engines to prevent any breach of speed limits.

• The elderly, the group most affected by acquired cognitive disability, are driving in greater numbers than ever

before. Despite the higher prevalence of acquired cognitive disability, this group has the safest accident

record of any age-group.
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•There is a strong current of prejudice against both disability and age in our society, as reflected in barriers in

driver-licensing policies, insurance premiums and the medical literature. Ireland has a process for medical

screening of older drivers. This is despite preliminary evidence that this screening is harmful in public health

terms: there is also no training in traffic medicine for practitioners. Insurance premiums may be unjustifiably

high in the face of disability: there may also be unreasonable barriers to continued insurance cover for those 

with acquired cognitive disability. The medical literature is also obsessed with determining who should not 

drive rather than on enabling those with disability to maximise their mobility options, including driving.

• Driving issues are often not explored with people suffering from cognitive disability.

• Dementia is now recognised to have a major effect on the mobility on both those suffering from it and their

carers (Taylor 2001). Driving skills seem to be preserved in the first two years of the course of dementia

(Drachmann 1994): by a process of limiting mileage and increasing driving cessation, it seems that this risk

profile may be carried throughout the illness (Trobe 1996).

• Older people who stop driving in Ireland are considerably less likely to use public transport than those who

have never driven.(O'Neill 2000), This indicates the unsuitability of current public transport modalities to

people after driving cessation and points to the need to develop para-transit which is tailored to the needs of

people with cognitive disability.

Recommendations on Process for Driving Evaluation

Driving and mobility needs should be considered for all people suffering from a cognitive disability, and this

should be followed by assessment in appropriate cases.

The assessment should be aimed at maximising mobility with a safety profile similar to that of the 

general population.

Specialist assessment and remediation should be available, including appropriate on-road testing, re-training 

and vehicle adaptation.

If driving is no longer possible, intensive efforts should be made to help the person maximise mobility: 

the absence of a para-transit system in Ireland is a major deficit in resolving this problem.

Methodology of Assessment

A cascade methodology is appropriate: 

A preliminary assessment may either reveal mild disease that does not require further evaluation at that time or uncover

deficits which render driving illegal. These may be intrinsic to the illness or be due to co-morbidities, ie advanced

cognitive impairment or else hemianopia, epileptic seizure within the preceding year. In addition to a mental state and

neurological examination, visual acuity and fields should be checked. 

A second level assessment with a comprehensive specialist multidisciplinary team that includes a Physician

supported by an Occupational Therapist and/or Clinical Neuropsychologist may be helpful in deciding those who

are clearly fit to drive and those whom it is inappropriate to assess on the road. Those at the intermediate stage

should be offered an on-road assessment. It is important to emphasise that not only should this assessment be

holistic but it should also recognise that driving behaviour is an over-learned, hierarchical skill with many

complex factors, including behaviour. 

The third level is an on-the-road assessment including advice on vehicle adaptation. This service is available 

both from the Disabled Drivers Association and the Irish Wheelchair Association. 
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As the majority of acquired cognitive disability is progressive, a review date should be set for re-assessment. The

assessment process should build in an anticipatory warning to the person with cognitive disability, that driving

will eventually be no longer possible and that they and their family need to start adapting to this change in

mobility options. Social work assessment may help the person and family plan for this eventual mobility loss and

explore alternative strategies.

The costs of these assessments should be regarded as an integral part of the healthcare costs of assessment 

and remediation of neurological disability. A centre, gathering together a specialist with an interest in medical

fitness to drive other relevant professionals and access to specialist on-road assessment, should be available in

each Health Board area. 

Disclosure and Legal Issues

• The process of mobility assessment should be openly discussed. Any advice and decisions should be recorded

in writing in the patient's notes. In those with cognitive disability, it is likely that diagnosis disclosure will play

an increasing part in advising people with cognitive disability who wish to continue driving.

• Those with cognitive disability should be formally advised to review disclosure obligations as outlined in their

insurance policy and also advised that non-compliance with these obligations may invalidate their insurance. 

• The Department of the Environment guidelines on Medical Fitness to Drive are relatively non-prescriptive

except for visual acuity, visual fields and epilepsy. This is appropriate in the light of the absence of a

significant body of literature upon which to base more specific rulings. There is no specific obligation to

inform the Department of the Environment (Ballina) of the onset of a medical condition and the absence of a

Medical Section (as exists in the UK) lessens their role in licensing decisions.

Continued Driving when no Longer Safe

Most people with cognitive disability eventually stop driving and do this at their own initiative, or at the

prompting of family, family doctor or specialist. For the minority who persist to drive in a manner likely to

endanger others, despite maximum remediation, substitution where possible of mobility options and advice not 

to drive to both the person with the cognitive disability and family, patient-doctor confidentiality may be broken.

The procedure has been mostly tested in the area of alcohol dependence, and only a District Court (not the

Department of the Environment) can remove a licence. As the affected person may still continue to drive 

without a licence, a case-by-case process will need to be undertaken: referral to the Gardaí, or immobilisation 

of the vehicle by family/carers may be necessary.



Sexuality

Many factors may influence sexual activity and behaviour, such as medication use, physical illness or

psychosocial influences. A sizable proportion of people with cognitive impairment continue to enjoy an active 

sex life and some may still have a normal capacity to reproduce. This important area has received little attention

which is partly explained by embarrassment that might be experienced by carers of individuals with cognitive

decline or by treatment staff, in discussing sexual issues. Research also suggests that there may be a bias in 

the failure to address this topic because of the tendency to view individuals with cognitive decline as having 

lost their sexual identity.

The most likely change in a partner with dementia is one of sexual apathy. However, indiscreet or inappropriate

sexual behaviour can also be an issue and needs to be managed with care and dignity by treatment staff.

Furthermore, many important ethical questions are raised, such as the question of consensual sex when one

partner is experiencing cognitive decline / impairment.

Recommendations

Existing services should provide an appropriate milieu where altered sexual behaviour in a partner with

dementia can be discussed and managed with dignity and empathy.

Such services should include psychology and counselling facilities. Both those with cognitive decline and their

partners should have easy access to individuals with specific training and experience in the management of

altered sexual behaviour. 

Those who are sexually active should be counselled with regard to contraception.
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Section VI

Family and Legal Issues
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Family and Legal Issues Section VI

Preparation for onset of disease progression

Once cognitive decline starts to occur it is usual for deterioration to

continue until a person is no longer able to look after themselves. 

This evolution leads in some cases to crises within families. Such

crises may centre around the legal implications of the loss of

autonomy by the affected individual.

While it must be hoped that effective treatments capable of

preventing this deterioration will become available in the future, it is

nevertheless prudent for a person with cognitive decline to make

provision for this situation. 

Some older people with a cognitive impairment are also at risk of neglect or abuse, particularly in circumstances

where home care may be given unwillingly or reluctantly, or where staff in long term care facilities are over

extended. A Working Party to advise the Minister for Health on elder abuse was established in 1999. The

Working Party is liaising closely with the Law Reform’s Commission on legislation for older people with impaired

capacity. The Working Party has drawn up policies, procedures and guidelines for elder abuse in Ireland.*

Ward of court

A person is made a Ward of Court when the President of the High Court is satisfied that medical opinion and

assessment indicates that the person is "of unsound mind and incapable of managing his/her affairs". The

principal purpose of Wardship is to protect the property of the ward and manage it for his/her benefit and that of 

his/her dependants (if he/she has any).

Some applications to make a person a Ward of Court arise in particular when a large accident compensation

settlement has been made.

Two particular limitations arise from the Wardship system for a young brain injured person.

1. The Ward loses the right to get married when he/she has been made a Ward of Court. However, Wardship 

can be reversed if the person recovers.

2. There does not appear to be a routine system whereby the needs of a Ward are reviewed so that opportunities

for new treatments are actively sought. Recommendations for new treatments that emerge in the years after

the person has been made a Ward of Court depend on review by specialists. Family members are unlikely to

be equipped to source the necessary expert opinion. The compensation funds therefore may not be used in a

beneficial way to benefit the Ward if the Ward has no one to petition on his/her behalf. 

Mental Health Legislation

Mental Health legislation is currently undergoing review and change. As part of this process it is essential that

those who may be compliant with treatment but do not have the capacity to consent are considered and provided

with appropriate protection. In other words, a person with mental illness may not actually refuse to be admitted

to a hospital or refuse to be treated or investigated. However, this lack of refusal might be due to an inability to

understand what is being proposed. In effect, those with incapacity due to cognitive impairment but who do not

refuse treatment, are being treated without consent and should be afforded similar protection to those with other

disorders detained under mental health legislation.



Recommendations

It is imperative that those experiencing cognitive impairment should be diagnosed at an early stage so that they

are capable of understanding the legal implications for the future.

Health care professionals should be familiar with the most common social welfare and legal consequences of loss

of cognitive function. (See Appendix B)

People with cognitive decline should be given as full and frank a discussion about their condition as soon as

possible so as to allow them to make informed decisions about their future. It is recognised however that some

people may not want full disclosure about their diagnosis or prognosis and this must be respected. Nevertheless,

doctors and other healthcare workers should at all times endeavour to provide as much information as possible.

All people with cognitive decline should be advised to see a solicitor with a view to considering an Enduring

Power of Attorney.

Health Professionals should be cognisant of the risk older people with a cognitive impairment have of

becoming victims of elder abuse. They need to become familiar with The Working Party’s new policies and

procedures for Elder Abuse and where abuse is suspected take appropriate action in accordance with these

same policies and procedures.

Only those with training and experience in the assessment of patient competency should make these assessments.

Currently, community social work services are overstretched and concentrate on childcare issues. A social 

work service for those with cognitive decline, with responsibility for abuse prevention, carer support, and advice

is required to meet policy objectives.

Ward of Court legislation should be reviewed so that those who become a Ward of Court have the same rights as

non Ward of Court claim recipients.

A review process should be introduced whereby the needs of the Ward are assessed on a routine basis to

determine how the compensation funds can be actively used in the Ward’s best interests.

The recommendations set out in health policies to date have not been given a statutory basis and have not been

accompanied by an identification of specific funding. Core services, as identified by the National Council for

Ageing and Older People, must be underpinned by both legislation and statutory funding, and recommendations

expanded to cover those under 65 with cognitive impairment.*

*This section utilises research undertaken by the National Council on Ageing and Older People (see page 37).
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Respite and Long Term Care Section VII

Respite

People with a cognitive impairment or intellectual disability require

ongoing care. In the majority of cases, and in accordance with

government policy, this care is provided in the community by family

members who need regular breaks if they are to be assisted to

continue to care. Respite care is a term used to describe a service,

which gives a family caregiver a break from caregiving while their

disabled relative is looked after by another caregiver.

In Ireland we have three different types of respite, (i) day care, (ii)

residential respite and (iii) in-home respite. While in-home respite

care for people with a cognitive impairment is the preferred care

option (since by remaining at home there is less likelihood of the person becoming further disorientated or

distressed), at present this service along with other forms of respite care are very limited.

For people under the age of 65 who have a cognitive impairment, service supports are extremely limited and

often inappropriate. There are at least 2000 people in Ireland aged less than 60 who have dementia and for

whom service provision is totally inadequate. There is also a growing number of people with Down’s Syndrome

likely to develop an Alzheimer’s disease type dementia whose needs are fairly unique and whose primary

caregivers may be frail and at risk themselves of dementia. The specialist needs of these younger people with

intellectual disability or cognitive impairment must be given due consideration and relevant community care

services developed and delivered. 

Recommendations

Adequate community support services for those with cognitive decline should be available around the clock

and must be based on disability and client need, rather than on income and on service availability. 

Home-based care must be promoted. The major contribution family carers make to sustaining community

care programmes should be acknowledged through regular respite breaks, adequate and appropriate service

supports and realistic income benefits.

Care attendants responsible for people with cognitive impairment should receive appropriate training.

Respite facilities, particularly in-home respite, should be available to family carers at regular intervals to help

them sustain home care arrangements.

As in other countries, affordable residential respite care should be available on a six-week per annum basis to

family members who are providing a very high level of care to a relative with cognitive impairment. The six

weeks may be used intermittently and planned in accordance with carers’ desire for breaks. 

All professional carers involved in the provision of services to people with cognitive impairment should be

afforded the opportunity to upskill themselves and participate in training programmes designed to change

and improve practice. 
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Long Term Care

While many people with a cognitive impairment continue to live in the community for several years after diagnosis,

there comes a stage in the course of dementia where residential care becomes the preferred care option. In

Ireland, there is currently a very serious shortage of long-term care facilities appropriately designed to meet the

specialist needs of people with a cognitive impairment. As an example it is not uncommon for people with

dementia who have challenging behaviours to be managed in psychiatric institutions – settings far from ideal in

terms of best practice for dementia. Many other facilities available to those with a cognitive impairment fail to

respect people’s privacy needs and the right to sensory, cognitive and social stimulation. There is no systematic

procedure or protocol available for family members to plan access to long term care. Much depends on luck.

In metropolitan areas, the placement of people with dementia in nursing home contract beds is usually

negotiated following acute hospital admission - a further source of disruption and disorientation to a person 

with impaired cognition. There are also gross inequities regarding both access to and cost of long-term care with

serious cost differentials arising between rural and metropolitan nursing homes and no provision for such made

in government subvention monies. The training of residential care staff to look after the often complex needs of

people with a cognitive impairment has largely been overlooked and widespread misconceptions exist amongst

health professionals about dementia care in residential settings. 

Recommendations

In line with other European countries, there is an urgent need for Ireland to move away from models of care

delivered in institutional and psychiatric settings (for people with cognitive difficulties) to those of group-dwellings.

Environments that are small, domestic like, welcoming, provide total visual access, use cues and signs, and which

have been creatively adapted to compensate for the disability of dementia urgently need to be designed. 

Care facilities should also focus on the maintenance of personhood, on quality of life, on the preservation of

cognitive function, dignity, and on promoting any retained ability the individual continues to manifest.

Recognition of the person as a unique individual, who belongs to a social world of roles and relationships 

and who has a biography is required.

The maintenance of relationships should be encouraged where possible and partnerships between residential

care staff, family caregivers and residents with cognitive deficits should be fostered. Partnerships in care

should include where appropriate, the facility for spouses, carers, friends or relatives to stay overnight and to

participate more fully in their loved ones’ care should they so wish. 

Appropriate design and care standards should be established according to which facilities must be assessed

and inspected regularly. Standards should include guidelines about staff/resident ratios and minimum

requirements such as the right to an individual en-suited bedroom for a person with a cognitive disability,

and access to a multi-sensory outdoor garden area. Lack of compliance to design and care standards must

result in subvention monies being withdrawn. 

Standardised protocols need to be established outlining dependency needs and criteria for access and

admission to long term care for younger and older people with cognitive impairment

Resident’s Rights Committees and more formal mechanisms for relatives’ complaints about nursing home

standards and practices to be monitored and processed need to be established. 

Training in the area of intellectual disability and dementia must become available in an on-going capacity to

all staff working in residential care facilities. Staff need to be encouraged to upskill and change practice in

accordance with evidence based learning.
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APPENDIX A
The Neurological Alliance of Ireland

The Neurological Alliance of Ireland is an umbrella organisation representing the collective goals of many
individual neurological charities. By uniting the efforts of many into one voice, the Alliance aims to secure
improved care and public support for people with a neurological condition; to inform and influence policy makers
on the unique needs of these people; and to act as a channel for mutual collaboration on models of care,
technology, research and education. The Alliance is committed to pursuing the highest standard of service and
care for all people affected by a neurological condition, their families and caregivers. Membership is open to any
organisation that represents patients with a neurological condition.

For further information, please contact:

The Neurological Alliance of Ireland
Coleraine House, Coleraine Street, Dublin 7
Telephone: 01 872 4137 Fax: 01 872 4157 Email: info@migraine.ie

Dementia Services Information and Development Centre
Hospital 4, St James’s Hospital, James’s Street, Dublin 8
Telephone: 01 416 2035 Fax: 01 410 3482 Email: Director@stjames.ie

The Voluntary Organisations for which these Standards of Care for people with disabling neurological
conditions where cognitive decline is a major feature is relevant are;

Alzheimer Society of Ireland
Alzheimer House, 43 Northumberland Avenue, Dun Laoghaire, Co. Dublin
Telephone: 01 284 6616 Fax: 284 6030 Email: info@alzheimer.ie

Headway Ireland
101 Parnell Street, Dublin 1
Telephone: 01 872 9222 Fax. 01 872 9590 E-mail: headwaves@aonad.iol.ie

Huntington’s Disease Association of Ireland
Carmichael House, North Brunswick Street, Dublin 7
Telephone: 01 872 1303 Freephone: 1800 393939 Fax: 01 873 5737 Email: tbc

Parkinson’s Association of Ireland
Carmichael House, North Brunswick Street, Dublin 7
Telephone: 01 872 2234 Fax: 01 873 5737 E-mail: tbc



Power of Attorney and Enduring Power of Attorney
A Power of Attorney (POA) is a legal arrangement
whereby one person (the donor) nominates another
(the attorney) to act on their behalf. Unfortunately if
the donor becomes mentally incapable then the POA
lapses and it is therefore of limited use in cases of
progressive cognitive decline. An Enduring Power of
Attorney (EPOA) was introduced in Ireland on 1st
August 1996. This differed from the POA in that it
only comes into effect after a person becomes
mentally incapable of managing their affairs. In order
to be valid the donor must be mentally capable at
the time of signing the document and a statement by
a medical practitioner to this effect is required. The
donor must sign the EPOA in the presence of a
solicitor who must sign a certificate that the donor
understood the document.

An EPOA allows for the donor to nominate an
individual or individuals (often family) who can act
on their behalf. It can be very general (allowing the
attorney to make decisions on almost all matters
pertaining to the donor) or very specific (allowing the
attorney to make certain decisions only). Decisions
might include looking after a donor’s financial affairs
or the disposal of their property or making personal
care decisions on their behalf. The donor can place
restrictions on any of the above powers at the time
the EPOA is signed. At least two people (other than
the attorneys) must be notified by the donor at the
time of signing the EPOA. These must include a
spouse or family member if possible and they will be
notified if the attorney subsequently makes an
application to register the EPOA.

An EPOA cannot be acted on until it is registered.
This will only be done if the attorney feels that the
donor is no longer mentally capable and has a
certificate to this effect by a medical doctor. An
application is registered with the wards of court
office and the donor and the people they originally
notified must also be informed. Any of the above
have five weeks in which to object (this is a legal
safeguard that is unlikely to be needed in the
majority of cases). Once an application has been
made the attorney is allowed to make certain
decisions (which have been authorised by the EPOA)
which cannot be deferred until after the registration
has been completed.

Wards of Court
If a person is mentally incapable, because of illness,
of looking after themselves an application can be
made to have them made a ward of court. Two

medical reports must usually accompany this
application which can be by any interested party (but
is usually a family member). If the court is satisfied
that sufficient grounds exist they will appoint their
own doctor to examine the person after which the
proposed ward is notified and given seven days to
object. If no objection is forthcoming a judge will
make an order that the patient be taken under the
wardship of the court. 

It should be noted that an application to have a
person made a ward of court takes a considerable
length of time (frequently in excess of 6 months)
while an application to register an existing EPOA
takes only a few weeks. However, for certain urgent
cases or where the assets do not exceed £5,000, a
solicitor can write to the Wards of Court Office,
setting out the facts of the case. A Judge can then
direct the Wards of Court doctor to prepare a medical
report and dispense with the usual application.

Living Wills / Advance directives
In some countries it is possible for people to leave
written instructions about the personal medical care
they wish (or do not wish) to receive in the event of
becoming mentally incapable. This has been termed
a "living will". Such a document has not been tested
in the Irish courts yet and as such its legal standing
in Ireland is unclear. 

Testamentary Capacity
This refers to the individual’s capacity to make a will.
It is important to note that a diagnosis of dementia
or Alzheimer’s disease does not preclude an
individual’s ability to make a will. As for EPOA it is
important to address this issue early in the course of
the disease.

Family / Carer
Three main types of support which carers would wish
from the state have been identified. These are direct
payment for caring services, information, and relief
care (O'Shea and Hughes, 1994). Services which
have been developed since the 1970 Health Act do
not have a statutory basis. This has led to anomalies
where services are provided on a discretionary basis
with geographical variation in availability, eligibility,
and charges. These services relate directly to the
three types of support carers want and include meals
on wheels, day-care, respite care, paramedical
services, and sheltered housing. The National Council
for Ageing and Older People has proposed that such
‘core services’ should be underpinned by legislation
and statutory funding (Ruddle et al., 1997).

APPENDIX B
Social Welfare and Legal Consequences
Social welfare payments can be made to a third party (termed an agent) when the recipient is unable to collect
them on their own behalf.
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Asymptomatic: 
The lack of any symptoms of disease whether or not
a disease is present.

Cerebrovascular accident (stroke): 
Stroke or cerebrovascular accident is sudden
damage to brain tissue caused either by a lack of
blood supply or rupture of the blood vessel. The
affected brain cells die and the parts of the body
they control or receive sensory messages from, 
cease to function.

Clinical evaluation: 
Refers to evaluation / review of the person with 
an illness as a practical study or observation in a
medical setting.

Cognitive decline / impairment: 
A decline or impairment in the mental processes 
by which a person acquires knowledge. Among 
these are memory reasoning, creative actions and
solving problems.

CT scan (Computed Tomography): 
Combines the use of a computer and X-rays to
produce cross sectional images of the body. It is
particularly useful in people who have suffered a
stroke / cerebrovascular accident and those with
suspected cancer.

Depression: 
A collection of psychological symptoms including
sadness, depressive thoughts characterised by worry,
poor self-image, self-blame, guilt and low self-
confidence; pessimistic views on the future; and
feelings of hopelessness.

Diagnostic imaging: 
The use of imaging technology such as CT and MRI
scans used in conjunction with expert clinical
assessment of the patients’ risk factors and symptoms
to contribute to the diagnosis of a condition

Down’s Syndrome: 
A genetic disorder in which the affected person
usually carries an extra chromosome. People with
Down’s Syndrome have varying degrees of intellectual
disabilities and the incidence is approximately 1 per
600 births.

Genetic disease / disorders: 
Genetic disorders are caused when there are
abnormalities which disrupts the code of a gene 
or set of genes. 

Geneticist: 
A scientist who deals with the origin of the
characteristics of an individual or the study 
of heredity.

MRI scan: 
Magnetic resonance imaging is a non-invasive
method of imaging the body, its organs and can 
be used to study tissue metabolism.

Neurological conditions: 
Conditions which are influenced by the 
nervous system

PET scan: 
Positron Emission Tomography is a nuclear-medicine
diagnostic technique which provides three
dimensional images that identify metabolic and
chemical activities of tissues, especially brain
tissues. The technique is especially valuable in the
assessment of neurological disorders.

Pre-symptomatic diagnosis: 
Diagnosis of a condition/disease prior to the
occurrence of symptoms

Psychosis: 
A term applied to serious disorder of the mind /
mental illness

Schizophrenia: 
An overall title for a group of psychiatric disorders
typified by disturbances in thinking, behaviour and
emotional response. The disorder is one of the most
common and serious mental illnesses.

APPENDIX C - Glossary of Terms
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APPENDIX D
Members of the Elan Neurology Advisory Board
The Neurological Alliance of Ireland’s Standards of Care for People with disabling neurological conditions where
cognitive decline is a major feature was compiled by the Neurological Alliance of Ireland in conjunction with the
Elan Neurology Advisory Board. The make up of that Board is as follows:

Dr Orla Hardiman (Chair) Consultant Neurologist, Beaumont Hospital

Medical Adviser, Neurological Alliance of Ireland

Dr Siobhan Barry Consultant Psychiatrist, Cluain Mhuire Family Centre

Ms Marina Bleahen Elan Pharma (Ireland) Ltd

Ms Jennifer Browne Hospital Pharmacist, The Mater Hospital

Dr Suzanne Cahill Director, Dementia Services Information and 

Development Centre, St James’s Hospital

Dr Simone Carton Clinical Neuropsychologist, National Rehabilitation Hospital

Dr Conal Cunningham Consultant Geriatrician, St James’s Hospital

Ms Audrey Craven Chairman, Migraine Association of Ireland 

Chairman, Neurological Alliance of Ireland

Dr Norman Delanty Consultant Neurologist, Beaumont Hospital

Dr Mark Delargy Consultant in Rehabilitation Medicine, National Rehabilitation Hospital

Dr Michael Dillon Consultant, Dillon & Associates

Mr Mike Glynn Chief Executive, Brainwave – Irish Epilepsy Association

Dr Tim Lynch Consultant Neurologist, The Mater Hospital

Dr Deirdre McMackin Clinical Neuropsychologist, Beaumont Hospital

Dr Raymond Murphy Consultant Neurologist, Adelaide and Meath Hospital Inc 

National Children’s Hospital, Tallaght

Dr Patricia Noonan Walsh Director, Centre for the Study of Developmental Disabilities, UCD

Mr Maurice O’Connell Chief Executive, Alzheimer Society of Ireland

Ms Ciara O’Rourke Director, Edelman Health Communications

Dr Greg Swanwick Specialist in Old Age Psychiatry, Tallaght Hospital

Dr Brian Sweeney Consultant Neurologist, University College Hospital, Cork
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APPENDIX E

Details of series of three Standards of Care Volumes
Following are details of the series of three Standards of Care Volumes developed by the Neurological Alliance of
Ireland in conjunction with the Elan Neurology Advisory Board.

Volume I: Standards of Care for People with Disabling Neurological Conditions
(progressive and static) 

A. PROGRESSIVE DISABLING NEUROLOGICAL CONDITIONS

Conditions Relevant Patient Support Groups

Alzheimer’s Disease Alzheimer Society of Ireland

Certain Brain Injuries Headway Ireland

Dementia (Non-Alzheimer)

Dystonia Dystonia Ireland

Friedreich’s Ataxia Friedreich’s Ataxia Society of Ireland

Huntington’s Disease Huntington’s Disease Association of Ireland

Motor Neurone Disease Irish Motor Neurone Disease Association

Multiple Sclerosis Multiple Sclerosis Society of Ireland

Muscular Dystrophy Muscular Dystrophy Ireland

Myasthenia Gravis Myasthenia Gravis Association

Neurofibromatosis Neurofibromatosis Association

Parkinson’s Disease Parkinson’s Association of Ireland

Post Polio Syndrome Post Polio Support Group

Spinal Cord Injury Spinal Cord Injuries Action Association

Syringomyelia Syringomyelia Self Help Group

B. STATIC DISABLING NEUROLOGICAL CONDITIONS

Conditions Relevant Patient Support Groups

Cerebral Palsy Enable Ireland

Dyspraxia Dyspraxia Association

Head Injury (which can be progressive) Headway

Neuropsychiatric conditions

Old Polio Post Polio Support Group

Some forms of Epilepsy Brainwave – Irish Epilepsy Association

Spina Bifida and 

Hydrocephalus (which can be progressive) Irish Association of Spina Bifida and Hydrocephalus

Spinal Cord Injury Spinal Cord Injuries Action Association

Stroke Volunteer Stroke Scheme
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APPENDIX E contd.,

Volume II: Standards of Care for People with Non-Physically Disabling Neurological
(and Associated Psychiatric) Conditions

Conditions Relevant Patient Support Groups

Epilepsy Brainwave – Irish Epilepsy Association

Headache/migraine Migraine Association of Ireland

Head injuries – 

traumatic and non-traumatic injuries to the brain Headway

Autism in adults Irish Society for Autism

Psychiatric conditions associated Schizophrenia Ireland

with neurological conditions Tourette Syndrome Association

- Psychosis ASPIRE, The Asperger Syndrome Association of Ireland

- Depression Aware

- Obsessive Compulsive Disorder

Volume III: Standards of Care for People with Disabling Neurological Conditions where 
Cognitive Decline is a major feature

Conditions Relevant Patient Support Groups

Alzheimer’s Disease Alzheimer Society of Ireland

Dementia (Non-Alzheimer) Alzheimer Society of Ireland

Huntington’s Disease Huntington’s Disease Association of Ireland

CJD/Parkinson’s Disease Parkinson’s Association of Ireland

Head injuries Headway

Copies of these Standards of Care documents are available by contacting:

The Neurological Alliance of Ireland, Coleraine House, Coleraine Street, Dublin 7.

Telephone: 01 872 4137 Fax: 01 872 4157 Email: info@migraine.ie
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