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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 Ill, 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. 

Or 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 



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: 

• Earlyltimely 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. 





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 

as 

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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Migraine affects some 
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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 



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 hefshe begins to realise how the injury 

has affected his/her ability to return to educationfwork. 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. 
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Psychiatric conditions aSS.OCllatE~d 

Psychosis 
Major disorders of thinking and nPrc:onl::l1t1rv 

and hallucinations (sensory int .. rnr."t" .. tinr1" 

expectation after head injury, as a 

conditions. The psychotic condition 

presentation. The capacity to use 

those who develop psychosis withdraw 

rise to inappropriate expressions of 

behaviours may predominate. 

person's life. If the acute state progre~lS 

withdrawal, often called "negative 

progress to the chronic syndrome. 

While there is no known cure for psj'CI)I:>tIC 

respond to drug treatment, and 

Depression/mood disorders 
Depressive disorders are the 4th 

the leading cause of "disease 

develop depression as men. 
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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-ta-tolerate drugs available to treat 

depression now. Psychotherapy, or talking therapies, are an integral part of treating this disorder. 



Obsessive-Compulsive Disorder (and associated Tourette Syndrome) 
Qbsessions 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 Qbsessive

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

common form of QCD is when an individual has obsessional thoughts that everything around himlher is 

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

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

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

compulsions to touch objects. 

QCD 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 

QCD 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 QCD or may develop this, or a related disorder, 

·,_"oU~I,.;ClIJ:sl:: of . brain injury. QCD could arise following a epilepsy 
QCD .... r,nnn,,, 





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. 

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. 



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. 

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. 







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. 
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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. 





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 hislher 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 

with 





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 atKI Static) 
Neurological Conditions inihe Hospital and' Community 

A. PROGRESSIVE DISABLING NEunuLUull .. ,,1. I'ftillnITl'ftU(! 

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 



Volume 11: Standards of Care for People with Non-Physically Disabling Neurological 
(and Associated Psychiatric) Conditions 

Conditions Relevant Patient Support Groups 

Epilepsy Brainwave - Irish Epilepsy Association 

Headac he/m igraine 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 Ill: 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 



APPENDIXB 

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 



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 infonm 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 4120 Fax: 01 8735283 
Ernail: naiireland@eircom.net 

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.ielaware 

fBrainti)JiVe - Irish'Epil4/~~ociaiion . 
249 Crumlin Road,Dublin? Telephone: 01455 7500 Fax: 01',4557013 
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Irish Consultant 
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