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Foreword

Neurological conditions are common, affecting over 500,000 people
in the Irish population. Recent advances in the Neurosciences have
improved the outlook for many neurological conditions. Major
breakthroughs have been achieved in understanding disease
pathogenesis, creating for the first time the prospect of symptom
arrest, and eventually cure of the disease process. However at present,
most neurological conditions remain incurable and treatment is often
symptomatic or at best partially effective.

People with neurological conditions are often inadequately catered for by the Irish health service.

An improvement in the provision of services requires a commitment to the integration of services

across the spectrum of health care, from primary community-based services to tertiary referral.

The approach towards people with ongoing neurological conditions should include the appropriate

development of the statutory services, and the co-ordination of the services with those provided by

the voluntary agencies working on behalf of individual patient groups. 

The Standards of Care for people with Neurological Conditions is the initiative of the Neurological

Alliance of Ireland in conjunction with the Elan Neurology Advisory Board. Volume I was

published in May 2000, and dealt with the services that are required for those whose neurological

conditions associated with significant physical disability. This document, Volume II, caters for

those whose disability may not be physically disabling. These conditions are not often externally

apparent but have significant impact on quality of life. The prioritisation of services therefore

differs from that outlined in Volume I and includes the development of interfaces between

neurology, neuropsychology and psychiatry. It also includes recommendations for funding of

specialist units for people with these conditions who require a multi-disciplinary approach for

optimal care. Volume III, which will cater for people for whom cognitive decline is the main

disability, will be published by the end of 2001.

These three Volumes, which on completion should be viewed as a unit, should then operate as a

blueprint for the development of quality neurological services over the coming 10 years.

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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Executive Summary

The standards of care recommended within this document
are based on the collective experiences and
recommendations of the Neurological Alliance of Ireland,
in conjunction with members of the Elan Neurology
Advisory Board (see Appendix B).

These recommendations focus on the needs of people with non-physically
disabling neurological (and associated psychiatric) conditions. Needs will vary
according to the condition, the individual and the family circumstances but
key factors include:

• Early/timely referral for appropriate treatment and services

• Geographic spread of specialist services and units where appropriate

• Specialist units with adequate transport facilities where appropriate

• Information about and access to appropriate voluntary organisations

• Continuity of care between hospital and community-based services without
undue personal financial burden

• Joint planning leading to co-ordination and co-operation between service
providers including the voluntary sector

• Improved facilities for education and training

The primary focus of this document is on the development of standards of care
for adults with neurological disease between the ages of 18 and 65. Services for
children, and for those over 65 are administered separately by the Department
of Health and Children and community based services. The formulation of
detailed standards of care, although necessary for the development of services
for these groups, is beyond the scope of this document.
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Definitions of Conditions
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Definitions of Conditions Section I

The following are definitions for 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 (listed in Appendix C).

Epilepsy

Epilepsy is a group of disorders characterised by the occurrence of recurrent unprovoked seizures. About 25,000

people in Ireland have some form of epilepsy, although epidemiological data is lacking. Five percent of people

will have only one seizure during their lifetime, and others will have seizures that occur on a psychological basis

(non-epileptic seizures).

Epilepsy can be divided into two main categories: (1) focal (partial) epilepsy in which seizures arise from one

part of the brain; or (2) generalised epilepsy in which the seizures arise deep within the brain. Partial seizures

are said to be either simple (no alteration of awareness) or complex (some impairment of awareness). Both types

of epilepsy may cause a generalised tonic-clonic convulsion ("grand mal seizure"). Many seizures may place the

individual at significant risk of injury. People with uncontrolled seizures may be at risk for sudden unexplained

death in epilepsy (SUDEP). 

Mood disorders are more common in epilepsy and may be psychotic in form (see page 9). Suicide and attempted

suicide are also more common than in the general population. 

In many, the temporal or frontal lobes may be affected causing additional neurological handicaps, e.g., memory

impairment. A decline in intellectual ability may be a consequence of underlying brain damage in epilepsy or be

associated with many years of high dose anticonvulsant therapy

The diagnosis of epilepsy depends on the history given by the patient and by witnesses. Tests such as EEG and

brain scans may support the diagnosis and define the type and cause of epilepsy. However, epilepsy often exists

despite normal test results. The goal of treatment is "no seizures and no significant side effects". Some epilepsy

may require the use of several medications, surgery, or the use of the vagal nerve stimulator. The commonest

operation is removal of a part of the temporal lobe on one side after special testing has shown that seizures are

arising from this area. Individuals with epilepsy should be counselled about the adverse effects of sleep

deprivation, excess alcohol, and poor adherence to medication schedule. In women treated for epilepsy, folic acid

supplementation is recommended before conception, as important development of the baby’s brain, spinal cord,

and heart takes place early in pregnancy. Psychosocial issues, schooling, employment opportunities, and driving

regulations may need to be discussed with many individuals.
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Headache/Migraine

Migraine is a neurological condition characterised by episodic headache, lasting 4-72 hours with associated

nausea, vomiting and light intolerance (photophobia). The commonest forms of migraine are migraine with aura,

in which the headache is preceded by neurological dysfunction (aura) often in the form of visual disturbance;

and migraine without aura, in which the headache occurs in the absence of a "warning".

Migraine affects some 400,000 people in Ireland (at least 10% of the population) and is most prevalent in the

most productive years of life, peaking in the 20-45 age group, with a female predominance. There is no specific

test for migraine although there is evidence that the condition is inherited in up to 70% of cases. Migraine costs

the Irish economy £33 million annually due to reduced productivity with some 70,000 workdays lost per annum.

Headache and chronic pain
Approximately half of the population suffers from headache and other chronic pain during some period of their

lifetime. The majority of headache disorders are primary, i.e., not associated with a defined cause. Secondary

headaches are those associated with trauma, infections, tumours etc., and are identified based on history and a

series of investigations based on the presenting symptoms. 

Non-migraine primary headaches are separated into episodic tension type headaches, chronic daily headaches,

cluster headaches, and short-lasting headaches. Diagnosis of these headache syndromes is made based on the

history. Neurological examination is generally normal in those affected. 

With a good management programme it is possible to reduce the number and severity of headaches and migraine

attacks. A good partnership between patient and health professional is vital in learning to prevent and manage

the condition.

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

Head injuries can be divided into two categories (1) traumatic brain injury that can occur mostly following road

traffic accidents, falls and assaults and (2) non-traumatic brain injury that results following a cerebral event for

example, stroke, haemorrhage, tumour, infection and loss of oxygen supply to the brain (anoxia).

Traumatic brain injury is more common among young people, especially men. It is estimated that about 10,000

people are admitted to hospital in Ireland every year following a traumatic brain injury and about 6,000 will have

some disability at one year following the injury. Within the non-traumatic category, stroke is the largest cause of

acquired brain injury affecting approximately 2,500 people every year in Ireland between the ages of 15-64 years.

The nature and severity of the problems experienced by people following brain injury depends on what part and how

much of the brain has been injured. Injury to the frontal lobes of the brain, for example, may contribute to problems

in attention, concentration, organisational skills, motivation and personality. Personality changes may be more

apparent to family and close friends – loss of discretion, disinhibition and loss of ability to persevere in tasks may

occur. Reduced control over aggression with explosive outbursts is also frequently reported. Injury to other parts of

the brain can result in problems in understanding, reading, writing and vision. The person may also experience

changes in mood as he/she attempts to adjust to these changes and the effects on his/her day to day life. 

Following injury to the brain people usually require hospitalisation for observation of their level of alertness,

medical management and sometimes neurosurgery. At the in-patient phase of treatment the person with

traumatic brain injury in particular, may be disorientated, confused and agitated. The person is usually unaware

of these changes in his/her behaviour and the best response is to provide a quiet and consistent environment and

employ behaviour management strategies as appropriate.
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The progression of the sequelae following head injury can be a fluctuating path that may reveal even more

problems as the person attempts to resume his/her pre-injury lifestyle. It is often during the first two years after

the initial injury that the person may experience considerable burden as he/she begins to realise how the injury

has affected his/her ability to return to education/work, resume relationships and friendships and undertake tasks

that would not have been a problem before the injury.

Given the evolving nature of these problems the person requires a continum of care that provides a range of

services from the psychological to the occupational that can address the multifaceted nature of the needs of the

person and his/her family over a lifetime. Each person with a brain injury requires an organised system of access

to therapeutic support and respite. Ready access to a comprehensive system of support does not currently exist

in this area in Ireland.

Many encouraging new findings are emerging regarding the ability of the brain to adapt and recover following

brain injury. One of the central challenges in acquired brain injury will be to employ the personnel and resources

required to put new developments into practice thus enhancing the chances of the person resuming as best as

possible their pre-injury lifestyle.

Autism in adults/Asperger’s Syndrome

Asperger’s Syndrome was originally described in 1944 as autistic psychopathy. It is a condition of early

childhood (from the second year on), which persists into adulthood consisting of enduring personality traits of

solitariness, constricted interests, unusual modes of thinking, heightened sensitivity and lack of empathy. A lack

of two-way communication is also found as are impaired social interaction, inability to foster relationships and

idiosyncratic speech and language patterns.

Gross motor clumsiness is often a feature. A person with Asperger’s Syndrome can have a learning disability but

many have a normal to high IQ, although he/she tends to interpret everything in a literal sense. Males tend to

outnumber females by a ratio of 9:1 and this condition is found in all social classes. The frequency of the

condition is unknown but it is felt to be much more common nowadays than the early literature reports had

suggested. There is no consistency in opinion as to the relationship between Asperger's Syndrome and autism,

the former frequently reported as a milder variant of the latter.

Asperger’s Syndrome is sometimes accompanied by a general or specific developmental retardation and is

thought to have a genetic basis.  The condition also occurs in 2% of siblings and there is increased concordance

in monozygotic twin pairs. In one study of those with Asperger’s Syndrome, major neurobiological abnormalities

(tuberous sclerosis, fragile x and infantile spasms) were found in 75% of cases. A widening of the fourth

ventricle indicating cerebral pathology, has been described on MRI scan.

In uncomplicated Asperger's Syndrome, pharmacological interventions have a very limited part to play and

behavioural methods of treatment are those of first choice. These are focussed on fostering normal development,

promoting more general learning, reducing rigidity and stereotypic behaviour, eliminating maladaptive actions and

alleviating family distress. 
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Psychiatric conditions associated with neurological conditions

Psychosis
Major disorders of thinking and personality, often with delusions (erroneous beliefs which have no basis in reality)

and hallucinations (sensory interpretations which have not been externally stimulated) occur in excess of

expectation after head injury, as a long-term complication of epilepsy and associated with a variety of neurological

conditions. The psychotic condition that develops in these circumstances is similar to Schizophrenia in its

presentation. The capacity to use intellectual powers in a realistic and purposeful way suffers. Characteristically,

those who develop psychosis withdraw from reality, have illogical and confused thinking patterns. This can give

rise to inappropriate expressions of emotions in relation to thought, known as "blunting of affect".

This schizophrenic-like illness may have a variable course and outcome. In acute illness, delusions and bizarre

behaviours may predominate. Auditory, visual and olfactory hallucinations may become the primary focus of the

person’s life. If the acute state progresses to a more chronic one, apathy, lack of drive, slowness and social

withdrawal, often called "negative features" prevail. Not all of those who develop acute psychotic symptoms

progress to the chronic syndrome. Unfortunately, those who do often fail to recover completely.  

While there is no known cure for psychotic illnesses, they are very treatable with medication. Most people affected

respond to drug treatment, and many are able to lead productive and fulfilling lives. Education, family support and

psychological treatments are also important in managing the illness. 

Depression/mood disorders
Depressive disorders are the 4th leading cause of illness-related disability in the world and are predicted to be

the leading cause of "disease burden" in another decade. About 7 people in 100 suffer from clinical depression

in Ireland at the moment and about 2 in 150 suffer from it throughout their lives. Women are twice as likely to

develop depression as men.

Manic Depression, also known as Bipolar Affective Disorder, is an illness where individuals have episodes of

depression and mania. Mania is characterised by a euphoric mood state with over activity, disinhibition,

hypersexuality, racing thoughts and increased speech. Bipolar Disorder is less common than depression (occurs

in about 1 in 100) and occurs with equal frequency in males and females. The symptoms of depression are

familiar to everyone: sleep, appetite and energy disturbance, sadness, loss of interest, guilt, anxiety and

difficulties with concentration and memory.

Depression is now conceptualised as an abnormal stress response. People develop stress responses when life

events; such as illness, death, moving house, changing job or having a baby, occur. Stress responses cause a

release of chemicals and hormones that alter brain and physiological functions. Some individuals experience

either very severe or prolonged stress responses and this is what is termed as depression. Some people develop

depression in the absence of any stressful life events and these people are thought to be genetically vulnerable

to develop the neurochemical changes associated with stress responses. Others will develop depression following

apparently minor trauma and these individuals are usually psychologically vulnerable because of experiences

during developmental years. 

Depression is very common in neurological disorders because of the stress associated with a chronic illness and

the impact that the neurological illness may have on the brain. Depression is particularly common following a

stroke (incidence: about 30%), head injury, in association with MS, epilepsy (particularly Temporal Lobe

Epilepsy) and brain tumours. Occasionally Bipolar Affective Disorder can develop in the context of neurological

brain disease, particularly MS or Temporal Lobe Epilepsy.

Depression is very treatment-responsive and there is a wide range of easy-to-tolerate drugs available to treat

depression now. Psychotherapy, or talking therapies, are an integral part of treating this disorder.
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Obsessive-Compulsive Disorder (and associated Tourette Syndrome)
Obsessions are common and refer to mental preoccupations. Rarely, individuals suffer from recurrent unwanted,

repetitive thoughts that intrude into their consciousness against their will. This is known as Obsessive-

Compulsive Disorder (OCD). There are usually accompanying motor acts, known as compulsions. The most

common form of OCD is when an individual has obsessional thoughts that everything around him/her is

contaminated and so he/she compulsively washes him/herself and his/her surroundings. 

The next most common theme in OCD is that of violent thoughts and the compulsion to remove him/herself from

any objects or situations that may involve danger. Often, individuals with OCD will have ritualistic behaviours and

compulsions to touch objects. 

OCD is sometimes associated with tics: involuntary movements of small muscle groups, typically in the face.

Sometimes the individual will not have any tics but will have a family history of this. A rare but dramatic form of

OCD can be associated with Gilles de la Tourette Syndrome. In this syndrome, which usually affects males (ratio

of males to females is 3:1) the person will have both vocal and motor tics. In a small number of people with

Tourettes he/she may compulsively utter obscenities. This is associated with multiple motor tics. 

OCD is associated with increased activity in brain cells deep in the brain called the basal ganglia. When this

disorder is successfully treated, this activity normalises.

An individual may be genetically predisposed to developing OCD or may develop this, or a related disorder,

because of acquired or traumatic brain injury. OCD could arise following a stroke, head injury, epilepsy or a brain

tumour. People who develop OCD secondary to epilepsy often have religious obsessions and pray compulsively.

The pattern of illness is that an individual with OCD becomes gradually more restricted until his/her whole life

revolves around his/her obsessions and compulsions. This disorder generally responds to treatment with drugs that

increases serotonin in the brain. Cognitive behaviour therapy is also of enormous benefit. Occasionally other types

of drugs (anti-psychotics) are required in addition to serotonin-altering drugs, particularly if tics are present.
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Section II

Management of the
Clinical Presentation
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Management of the 
Clinical Presentation Section  II

2.1 Access to Specialist Services

People with neurological disabilities have difficulty accessing

specialist services because of the limited number of neurologists and

other specialists in Ireland. For some people, especially those with

rare conditions, it may take some time for accurate diagnosis to be

confirmed, especially in the early stages. These delays are further

exacerbated by the limited availability of specialist services in certain

geographical areas, and lead to unavoidably long waiting times for

initiation of diagnostic investigations. This is of particular relevance at

the time of initial presentation, when symptoms may be difficult to

interpret, and subject to misdiagnosis. 

Recommendation
All people should have a reasonable expectation that their neurological condition will be efficiently investigated,

diagnosed and treated by a relevant specialist.

Specialist services should be ideally located within a reasonable geographic area for conditions that occur

frequently within the community. Implementation of this recommendation will require a significant increase in

the number of specialists in Ireland, with the development of strategically placed specialist centres, which will

also require additional resourcing.

For rare conditions, one or two specialist units of excellence should be developed, with associated facilities that

will enable affected individuals from throughout the country to avail of the services with ease.

2.2 Management of the initial presentation

The provision of accurate diagnosis is important. At present, due to the limitations in the neurological services,

an initial diagnosis may be made without the implementation of a full range of investigations, and without review

by a relevant specialist.  While this may be appropriate for a large proportion of people with relatively

uncomplicated neurological problems, early review by a specialist is desirable for a significant proportion of

people with rare or complicated conditions.

Recommendation
The diagnosing clinical team should explain to the person with the neurological condition the process of

investigation, including the range of tests to be carried out and the time this is expected to take.

The person with the neurological condition should be provided with the necessary information to enable him/her

to cope with their condition in a meaningful way.

Information about the appropriate voluntary organisation should be provided at the time of diagnosis.

At times, people with neurological conditions may benefit from referral to another specialist for further opinion

and management. This should not adversely impact on future care of the person with the neurological condition.

12



2.3 Interaction between Hospital-Based Specialist Services 
and Community Based Services

Referral to a specialist centre for evaluation of a neurological problem usually leads to a series of hospital-based

investigations, followed by outpatient review for discussion of the outcome of the investigations.  Primary care

practitioners are not always made aware of the outcome of investigations in a timely fashion, leading to a

breakdown in the continuity of care from secondary to primary level. The absence of health care professionals

that interface between the primary and secondary care systems leads to a fragmentation of service provision for

many people with ongoing neurological problems. 

Recommendation
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 delivered promptly on discharge from the hospital based service. Implementation

of this recommendation will require a significant increase in administrative support services.

Clinical specialist nurses, nurse practitioners and other members of the clinical management team, trained in the

management of specific neurological conditions, should be appointed to cover all regions of the country. These health

professionals should interface between hospital and community-based services. Where appropriate these services

should be undertaken in conjunction with the voluntary organisations specific to each condition.

2.4 Neurological Conditions that require Combined Care

Some neurological conditions require the expertise of more than one discipline for optimal management.

Conditions that are characterised by behavioural or psychiatric symptoms require the expertise of specialists with

training in neurorehabilitation, neuropsychology and neuropsychiatry. In Ireland, the absence of an appropriately

designed, staffed and funded behavioural rehabilitation unit for adults currently necessitates referral overseas.

The incidence of severe behavioural problems in Ireland justifies the establishment of such regional units.  

Recommendation
The rehabilitation services for people who exhibit a severe behavioural disorder, such as arises following a severe

brain injury, need to be delivered in specialised units. The number of people who develop very severe behavioural

problems requiring a secure environment and intensive behavioural management is relatively small, arguing the

need for a single ultra-specialised unit. Such a unit should have the capacity to care for both mobile and

wheelchair dependent people. 

The service needs to be able to offer prolonged rehabilitation programmes both within the hospital setting and

sometimes in a transitional unit before returning to the community. The intensive rehabilitation required for

people with severe behavioural disorders normally requires input from specialities, including neuropsychiatry,

clinical neuropsychology and neurorehabilitation specialists. The package of care and therapy should involve

intensive input from a multi-disciplinary rehabilitation team. 

Within the community, such individuals require support from a care system that recognises and understands the

implications of their illness and has the capacity to offer meaningful interventions.

For those who recover sufficiently to return to their home, dedicated outreach teams should be developed to

support the person and family. Such teams need to be able to offer flexible services, which can implement

individualised treatment plans over a number of years.

Where care is primarily undertaken in a family setting regular treatment review, monitoring and respite 

is advisable.

13



14

These recommendations will require the appointment of specialists with specific expertise in neuropsychiatry,

neuropsychology, behavioural neurology and neurorehabilitation. They will also require that a training programme

be developed in these disciplines for junior hospital staff. 

These recommendations assume that a significant augmentation will take place in numbers of clinical

professionals working within the health system. The recommendations also assume that a commitment will be

made to adequately and properly resource the multi-disciplinary team approach towards management of

neurological conditions
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Access to New Treatments
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Access to New Treatments Section III

16

New therapies can benefit the overall management of the person 

with a neurological condition. Most people with long-term neurological

disorders are cared for in the primary care setting with no plans for

further treatment reviews at a specialist centre. Others are followed 

up at lengthy intervals by the specialist centre and are often reviewed

by junior members of staff. This practice limits the access that 

people with neurological conditions have to new developments in

neurological treatments

In light of the ongoing advances in therapies for a wide range of

neurological disorders such as migraine, epilepsy, and stroke

prevention it is not practical for primary care physicians to always

keep abreast of evolving neurological treatments. 

Recommendation
It is recommended that people be offered and have reasonable access to regular specialist review.

People with neurological dysfunction should be advised of all treatment options available to them and should be

assisted to make an informed decision with regard to their care plan.

Pharmacological management should be reassessed in light of availability of new drugs and in the context of

alternative treatment modalities, including surgery. Change in therapy may involve altering or discontinuing

existing treatments and initiating those which are more effective or better tolerated. 

These recommendations assume that a significant augmentation will take place in numbers of clinical

professionals working within the health system. The recommendations also assume that a commitment will 

be made to adequately and properly resource the availability of new treatments towards management of

neurological conditions.



Section IV

Sexuality and Reproduction
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Sexuality and Reproduction Section IV

18

For most people sexuality and reproduction are normal aspects of life.

Many acquired neurological conditions develop in people during their

reproductive years, and people with all forms of neurological disability

continue to experience sexual thoughts and desires. For some,

particularly those with a severe disability, the presence of these

feelings, although normal, may be a subject of embarrassment.  

Many people with a neurological disease may have concerns about the

likelihood of passing their condition onto their children. Similarly,

women with neurological disability may feel inhibited from exploring

the possibility of starting a family, as they may feel that it is unwise to

consider having children, or that their condition may be adversely

affected by pregnancy.

Women on long-term treatment for neurological conditions, such as epilepsy and migraine, may have concerns

about the potential damaging effect of their medication when taken during pregnancy.

Some people, in particular those who have sustained a traumatic head injury can sometimes exhibit

inappropriate sexual behaviour that they may have difficulty controlling. This may cause considerable upset to

themselves, their carers and the wider community.

Recommendations
The sexuality of people with neurological disability should be recognised and if there are difficulties, these

should be addressed. This may require specialised counselling and therapy. Genetic counselling should be

provided where appropriate for those with inherited conditions. 

People on long-term medication should be advised of the risks and benefits of continuing their medication during

pregnancy. This advice should be provided using the most recent evidence based recommendations. Specialised

access to combined neurological and obstetric care should be available. 

People with head injury, other neurological problems and altered sexual functioning should have access to

counselling and treatment. Such counselling / treatment would ideally take place in a specialised unit.
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Education and
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Education and 
Employment Opportunities Section V

Enabling people to live as normal a life as possible by minimising the

consequences of their disabilities requires specific focus on educational

and employment services. When people sustain a disabling neurological

condition during their educational years, or when a person of working

age has his/her employment interrupted by significant disability, re-entry

into education or work poses particular problems.

People who sustain severe neurological disability have particular

difficulties when impairment of intellectual ability necessitates a re-

evaluation of career options.

The seamless transfer from diagnosis to rehabilitation back to education

needs the full co-operation at all phases of the process. The person

trying to find, maintain or resume employment after neurological

disability may need an extensive period of retraining to enable appropriate re-entry to the workplace. Return to work

may need to be supported by a trained facilitator who understands both the disability and the work environment.

Chronic disabling neurological disorders are associated with lack of accurate information in the public domain,

which in turn gives rise to prejudice and discrimination. Fears and myths about such conditions can lead to stigma,

which can cause hurt, upset and offence.

Recommendations
The sub-specialities of neuropsychiatry, neurorehabilitation, neuropsychology and behavioural neurology should be

developed within the hospital system. The appointment of Specialists with specific expertise in these disciplines is

required in tandem with training programmes for those who staff these units. The infrastructure required for the

ongoing management of people with neuropsychiatric conditions involves both hospital and community services.

People who have had previous or ongoing psychiatric problems associated with a neurological condition and/or

are socially isolated or marginalised can have particular difficulty accessing comprehensive services. Service

development needs to facilitate access to all people who require such services.

The same principles apply to both resuming education and return to work. Allowances should be made for the

individual who has been out of the education system or work for a significant period. 

Those re-entering the workforce may require a reduction in their workload and level of responsibilities. The

employer and the worker should be supported over a prolonged period to ensure that return to work or education

is successful, particularly for those people whose neurological disability fluctuates.

Access to Occupational Therapy, Psychology, Nursing, Rehabilitation Medicine and Occupational Health 

should be provided as required. Employers should be supported with appropriate advice to enable a person 

to return to work.

Employers should be encouraged to consider the whole person in terms of abilities, qualifications and experience

and not allow the label of a neurological condition to become an inappropriate obstacle to return to work.

Facilities should be available for those who require transportation to work or training centres.

Government sponsored public awareness initiatives should be developed to increase awareness, promote greater

understanding and to reduce the harmful effects of stigma.
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APPENDIX A

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 (Progressive and Static) 
Neurological Conditions in the Hospital and Community

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) Irish Brain Research Foundation

Dystonia Dystonia Ireland

Friedreich’s Ataxia Frederick’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 Cerebral Palsy 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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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 

Dementia (Non-Alzheimer) Alzheimer Society 

Huntington’s Disease Huntington’s Disease Association of Ireland

Parkinson’s Disease Parkinson’s Association of Ireland

Traumatic Brain Injuries Headway

Some forms of epilepsy Brainwave, Irish Epilepsy Association

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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APPENDIX B

Members of the Elan Neurology Advisory Board

The Neurological Alliance of Ireland’s Standards of Care for People with Non-Physically Disabling Neurological

(and Associated Psychiatric) Conditions 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 Simone Carton Neuropsychologist, National Rehabilitation 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 Pharmaceutical Consultant, Dillon & Associates

Mr Mike Glynn Chief Executive, Brainwave – Irish Epilepsy Association

Dr Tim Lynch Consultant Neurologist, The Mater Hospital

Dr Ray Murphy Consultant Neurologist, Adelaide and Meath Hospital inc,

National Children’s Hospital, Tallaght

Professor Ciaran O’Boyle Professor of Psychology, Royal College of Surgeons in Ireland

Dr Veronica O’Keane Consultant Psychiatrist, Beaumont Hospital

Ms Ciara O’Rourke Director, Edelman Health Communications

Dr Brian Sweeney Consultant Neurologist, Cork University Hospital



APPENDIX C

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

The Voluntary Organisations for which these Standards of Care for People with Non-Physically
Disabling Neurological (and Associated Psychiatric) Conditions is relevant are;

Aware
72 Lr Leeson Street, Dublin 2. Telephone: 01 661 7211 Fax: 01 661 7217

E:mail: aware@webireland.ie  Website: www.webireland.ie/aware

Brainwave – Irish Epilepsy Association  
249 Crumlin Road, Dublin 7. Telephone: 01 455 7500  Fax: 01 455 7013

E-mail: brainwave:iol.ie

Headway Ireland
101 Parnell Street, Dublin 1. Telephone: 01 872 9222  Fax: 01 872 9590

E-mail: headwaves@aonad.iol.ie

Irish Society for Autism
Unity Buildings, 16-17 Lower O’Connell Street, Dublin 1.  Telephone: 01 874 4684  Fax: 01 874 4224

E:mail: autism@isa.iol.ie

Migraine Association of Ireland
Coleraine House, Coleraine Street, Dublin 7.  Telephone: 01 872 4137  Fax: 01 872 4157

Email: info@migraine.ie

Schizophrenia Ireland
38 Blessington Street, Dublin 7.  Telephone: 01 860 1620  Fax: 01 860 1602

E:mail: schizi@iol.ie  Website: www.iol.ie/lucia

Tourette Syndrome Association
Carmichael House, Brunswick Street, Dublin 1.  Telephone: 01 872 5550  Fax: 01 873 5737
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