
Multiple sclerosis: multiple challenges: for people
in Ireland with MS and service providers: a study

of the circumstances of people with multiple
sclerosis living in Counties Cork and Kerry

Item Type Report

Authors Multiple Sclerosis Society of Ireland;Nexus Research Co-
operative

Publisher Multiple Sclerosis Society of Ireland

Download date 26/05/2023 17:25:40

Link to Item http://hdl.handle.net/10147/251583

Find this and similar works at - http://www.lenus.ie/hse

http://hdl.handle.net/10147/251583


; , 
.J 

sclerosis 



MULTIPLE SCLEROSIS 

L TIPLE CHALLENGES 

FOR PEOPLE IN IRELAND WITH MS AND SERVICE PROVIDERS 

A STUDY OF THE CIRCUMSTANCES OF PEOPLE 
WITH MULTIPLE SCLE LIVING IN COUNTIES 
CORK AND KERRY 

BY 

MULTIPLE SCLEROSIS 

SOCIETY OF IRELAND 

AND 

NEXUS RESEARCH 

September, 1996 



• 

Nexus Research MS SocIety of Ire/and 



PREFACE 
ACKNOWLEDGEMENTS 

SUMMARY 
S 1 BACKGROUND 
S 2 OBJECTIVES 
S 3 METHODOLOGY 
S 4 FINDINGS 
S 5 RECOMMENDATIONS 

Table of Contents 

CHAPTER 1 INTRODUCTION AND BACKGROUND 
1.1 CONTEXT 
1.2 BACKGROUND TO THE REPORT 
1.3 RESEARCH AIMS 
1.4 METHODS 

CHAPTER 2 PROFILE OF PARTICIPAN I S 
2.1 GENERAL PROFILE 
2.2 PROFILE OF RESIDENTS IN LONG-STAY INSTITUTIONS 
2.3 SUMMARY OF FINDINGS 

CHAPTER 3 DISABILITY PROFILE 
3.1 BACKGROUND 
3.2 DISABILITY PROFILE OF ALL RESPONDENTS 
3.3 DISABILITY PROFILE OF RESPONDENTS IN LONG-STAY INSTITUTIONS 
3.4 SUMMARY OF FINDINGS 

CHAPTER 4 EMPLOYMENT, UNEMPLOYMENT INCOME ADEQUACY 
4.1 UNEMPLOYMENT 
4.2 EMPLOYMENT 
4.3 INCOME 
4.4 SUMMARY OF FINDINGS 

CHAPTER 5 SERVICES: USE AND SATISFACTION 
5.1 INTRODUCTION 
5.2 GENERAL PRACTITIONERS AND CONSULTANT NEUROLOGISTS 
5.3 SOUTHERN HEALTH BOARD SERVICES 
5.4 MS SOCIETY SERVICES 
5.5 SERVICES PROVIDED BY NRB (NATIONAL REHABILITATION BOARD) 
5.6 RESPITE CARE 
5.7 SUMMARY OF FINDINGS 

CHAPTER 6 PEOPLE IN LONG-STAY INSTITUTIONS 
6.1 GENERAL PROFILE 
6.2 INCOME ADEQUACY 
6.3 SUMMARY OF FINDINGS 

CHAPTER 7 HOUSING AND ACCOMMODATION 
7.1 INTRODUCTION 
7.2 SURVEY FINDINGS 
7.3 SUMMARY OF FINDINGS 

I 
• 
I 

i 
• 
I 

•• 
11 

ix 

1 
1 
2 
3 
3 

7 
7 

10 
1 1 

13 
13 
14 
17 
19 

21 
21 
25 
26 
32 

35 
35 
37 
41 
47 
51 
52 
53 

57 
57 
58 
60 

61 
61 
61 
65 



CHAPTER 8 FAMILY AND COMMUNITY SUPPORT 
8.1 FAMILY AND PERSONAL SUPPORT 
8.2 COMMUNITY AND SOCIAL ACCESS 
8.3 SUMMARY OF FINDINGS 

CHAPTER 9 CONCLUSIONS AND RECOMMENDATIONS 
9.1 INTRODUCTION 
9.2 SUMMARY OF MAIN FINDINGS 
9.3 RECOMMENDATIONS 

BIBLIOGRAPHY 

Nexus Rese.an::h 

67 
67 
70 
72 

75 
75 
75 
82 

89 

MS Society of Ireland 



PREFACE 

The starting point for the work of the Multiple Sclerosis Society is the needs of 
people with MS. The research project which has led to the production of this report 
is no different. If the Society is to plan and organise its services in an efficient 
manner, and to lobby for adequate service provision, then it is important to have 
sound information about the situations in which people with MS live, their 
perception of their needs and how they can be met. 

A survey such as this has not been undertaken in the Republic of Ireland before. 
This particular study was carried out in the Southern Health Board region of 
Counties Cork and Kerry. It has brought together a large body of information 
concerning the 260 people with MS interviewed. The information covers a wide 
range of issues, much of it of a type not previously gathered. This report is, 
therefore, of major importance for people with MS in Cork and Kerry. However, it is 
also of much wider significance. Much of the information gathered and 
recommendations made are of relevance to people with MS in the rest of Ireland 
and much of it is of relevance to Irish people with other physical disabilities 
generally. 

It was the needs of people with MS that gave impetus to this project and it is also 
those same people with MS who deserve the greatest appreciation now that the 
report has been produced. The Willingness, and indeed eagerness, with which they 
co-operated in the completion of what was, by any standards, a lengthy 
questionnaire, was frequently remarked upon by the interviewers. The quality of the 
report is rooted in the quality 01 the information they provided and the 
recommendations are based on their experiences. The MS Society will do all it can 
to translate those recommendations into firm action aimed at improving the 
experiences of those who come after them. 

The project has been distinguished by co-operation between a range of agencies 
and between the voluntary and statutory sectors. Having secured grant aid as 
described below, I invited a number of people to sit on an advisory group in order to 
help guide the project to its conclusion. That group was made up as follows: 

Mary Kirk Alien 
Or. Flana Ryan 

Helen Johnston 
Marty Kerrane 
Dr. Roddy Galvin 
Michael Dineen 
Michael Shemeld 

Member of Research Committee, MS Ireland, Co-Chairperson. 
Specialist-Public Health Medicine, Southern Health Board. 
Co.Chairperson. 
Research Manager, Combat Poverty Agency 
Area Manager-South, National Rehabilitation Board 
Consultant Neurologist, Cork University Hospital 
National Treasurer, MS Ireland 
Community Worker, MS Ireland, Project Coordinator. 

The lead researchers from Nexus Research Europe Ltd., were Joan Byrne, Eoin 
Collins and David Redmond. Sean Megahey, who resigned as Co-ordinator of 
Community Services in MS Ireland in 1994, was also involved in the early stages. 

The group met nine times in full session and on countless other occasions in 
smaller groups. The main work of drawing up the questionnaire was carried out by 
Joan Byrne and that of writing the report, by Eoin Collins and David Redmond. 
Their work and mine, as project co-ordinator, was greatly assisted by the 



commitment and sheer hard work combined with the range of skills and experience 
of the advisory group members. We an learnt a lot from each other in the process. 

From the start, it has been obvious that the Southern Health Board management 
and staff fully understood the importance of this project. As well as providing 
financial assistance, we have enjoyed the fullest possible co~operation with the 
Board at all levels. The Combat Poverty Agency offered a preliminary grant in order 
to allow my original proposal to be developed. On completion of the preliminary 
phase they made a substantial grant available to help fund the main research. The 
Health Research Board also provided a grant towards the main research and the 
Department of Health agreed to fund the publication of the report through the 
Health Promotion Unit. The MS Society itself provided the remainder of the 
resources necessary, financial and otherwise. 

The commitment of the researchers, Nexus Research Europe Ltd. , to helping 
organisations in the voluntary and community sectors to produce material of quality 
to meet their needs was stretched far beyond their contractual obligations in this 
case. 

The co-operation described and the process involved in setting up and carrying out 
this research project were, in themselves, very valuable exercises which will bear 
fruit in the form of closer working relationships in the future . Based on the findings 
of our survey, a report has been written which has led to firm conclusions resulting 
in clear, useful and targeted recommendations. The next stage is to act upon them. 

Michael Shemeld 
Multiple Sclerosis Society of Ireland 
Cork & Kerry Region 

PROJECT COORDINATOR 
JULY, 1996 
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SUMMARY 

S 1 BACKGROUND 

This study was commlBBloned by the Multiple Sclerosis Society of Ireland 
and funded by the Society, the Health Promotion Unit, the Heelth Research 
Board, the Southern Health Board and the Combat Poverty Agency. The 
research was undertaken by Nexus Research. 

S 2 OBJECTIVES 

This study set out to explore the existing provision and use of services for people 
with multiple sclerosis (MS) in the Southern Health Board region of Ireland 
(covering counties Cork and Kerry) with reference to the actual living conditions 
and needs of those affected by the illness. The study focused on the extent and 
severity of disabilities faced by people wilh MS, and the implications 01 such 
disabilities for employment, income adequacy, housing and accommodation, family 
and community support and the need for, and uptake of, services provided by 
statutory and voluntary agencies including the Southern Health Board, the Multiple 
Sclerosis Society of Ireland (MS SOCiety) and NRB (National Rehabilitation Board). 

The underlying objectives of the study were to inform those bodies charged with 
providing services to people with MS, thereby increasing the scope and quality of 
service provision in the future; and to produce policy recommendations for both 
regional and national authorities concerning the broad social and economic needs 
of people with MS in particular, and of people with disabilities more generally. 

S 3 ME I HODOLOGY 

The results of this study are based on the replies of two hundred and sixty 
respondents in the Southern Health Board region to a detailed two part 
questionnaire . The questionnaire included one hundred and six questions and 
covered eight areas; general information, severity and extent of disability, 
employment, income adequacy, services, issues for people in long-stay institutional 
care, housing and accommodation and family and community support. 

The best estimates suggest that between 590 and 734 people with MS live in 
Southern Health Board region. It was not expected that this entire population could 
be contacted to participate in the research as many may not yet have been 
diagnosed or are not aware of their diagnosis. However, to ensure as 
representative a study sample as pOSSible, considerable efforts were made to 
identify all those people who were known to the MS Society and various health 
care agencies and relevant professionals, to invite them to participate in the study. 
Great care was taken to protect the privacy of individuals in the course of this 
process, from which 334 people were identified and contacted. Two hundred and 
sixty of those contacted took part in the research, a response rate of seventy eight 
percent. 

MS Sodety 01 Ireland PSf}si 



S4 FINDINGS 

The respondents to this survey were found to have severe and multifaceted 
disabilities. The majority were unemployed, living on low levels of income and 
incurring significant costs arising from their disabilities, which further reduced the 
adequacy of their incomes. A majority of respondents were also dependent on a 
family member as their principal carer, a significant number of whom had left their 
jobs to provide such care. 

Take up of services and state benefits relevant to the ir needs was low. In many 
cases respondents were not aware of what services were available. There was 
also limited awareness of availability of, and entitlement to, state benefits. Take-up 
of benefits was further curtailed due to the stringency of means tests which 
normally do not take account of the extra costs which arise from disability. 

Specific findings of the study are presented below. 

S 4.1 Profile of Participants 

• Almost two thirds of respondents (63%) were women. 

• The average age of respondents was forty nine years and 75% were over forty. 

• Ninety percent of respondents had experienced the first symptoms of MS more 
than five years ago and 80% had been diagnosed with MS for more than five 
years. 

• The apparent under-representation of younger people and the more recently 
diagnosed indicates that these people had not been in contact with the MS 
Society and relevant health care agencies from whose contact lists the majority 
of survey participants were drawn. Some of this group might not have been told 
of their diagnosis, while others may not seek to access services because they 
have not experienced severe enough physical symptoms and are not aware of, 
or are unwilling to use, those services designed to meet the needs of the newly 
diagnosed and others who need information and emotional support. 

• Between a quarter and one third lived in isolated rural areas. 

• Eighty percent of respondents lived with a relative. More than half (51 %) lived 
with their partner and children. Nine percent lived alone. 

• Fourteen per cent of respondents had some third level education compared to 
20% of the national population. 

• One in ten respondents lived in a long-stay institution. 

S 4.2 Disability Profile 

Using an internationally validated measure of disability. many partiCipants in the 
survey were found to be not only severely disabled but also to exhibit a wide range 
of disabilities. Specifically: 

Nexus Research 



• More than ha" of respondents were in the two highest severity of disability 
categories according to the severity scale developed for this study. 

• Eighty nine percent of respondents had some disability in relation to locomotion, 
59% had incontinence problems and almost half had problems with regard to 
aspects of personal care such as washing and dressing. 

• There was also a high prevalence of behavioural and intellectual functioning 
difficulties, with more than two thirds of respondents recording behavioural 
problems and 60% reporting difficulties with regard to intellectual functioning. 

• In specific areas of disability, almost a third of respondents (28%) could not walk 
at all and 17% could not use a toilet without assistance. 

• All respondents living in long-stay institutions had levels of disability which 
placed them in the two highest severity categories as measured by the severity 
scale used in this study. . 

• All of those living in long-stay institutions had some locomotion disability and 
80% could not walk at all. Ninety six percent had some disability in relation to 
personal care, 88% had problems in relation to continence and 72% could not 
use a toilet without assistance. 

54.3 EmploY_ILent and Unemployment 

• Seventy three percent of respondents who were in the labour force (165 
respondents) were not in paid work. Of these, 92% had been unemployed for 
more than two years. 

• Thirteen percent of unemployed respondents were actively seeking work, but 
could not find work suitable to their level of disability. Despite this, only 1% of 
respondents were participating in formal training schemes. 

• The majority of unemployed respondents had lost their jobs because MS directly 
impaired their ability to carry it out. 

• Fifteen respondents, a third of those at work, reported facing physical difficulties 
getting to their work and getting into or around their workplace. For most of 
these respondents, access within their workplace was the most Significant 
problem encountered. 

• The large numbers of people who stated that they gave up work because of MS 
has to be qualified by limitations inherent in simply asking respondents why they 
are unemployed. 

• Almost one in three respondents who were working were in the highest severity 
of disability categories. A higher proportion of respondents who were employed 
had third level education than those who were unemployed. A key factor in their 
capacity to continue work may relate to the status of the job. 

MS Society of IrfIktnd P8[16 iii 



S 4.4 Inco",. Adequacy 

Some of the most striking findings in the survey are in relation to the issue of 
income adequacy. Specijically: 

• Almost three quarters of the households surveyed were depending upon less 
than £800 per month net income. 

• There is a considerable burden of extra costs associated directly with the illness 
(80% in all reported extra costs. the most frequently cited ones being in relation 
to heating and transport). 

• For the majority of respondents the extra costs were approximately £75 per 
month (or nearly 10% of average household income) but for a significant number 
(38%) the extra costs amounted to more than £100 per month. 

• Eight out of every ten respondents reported some degree of difficulty in making 
ends meet. 

• Such financial difficulty does not translate into high levels of uptake for different 
state benefits. For example. only two respondents were in receipt of Family 
Income Supplement and Social Welfare Allowance. 

• The stringency of means testing and the fact that means tests do not normally 
take into account the extra costs of disability. would appear to be a factor in the 
relatively low take·up of the medical card and possibly the Mobility Allowance. 

• There appeared to be uncertainty among respondents regarding the benefits 
available and the eligibility criteria attaching to them. 

• Eleven percent of respondents did not hold either a medical card or long-term 
illness card, although everyone with MS is entitled to hold at least the latter. 

S 4.5 Services: Use and Satisfaction 

GENERAL PRACTITIONERS AND CONSULTANT NEUROLOGISTS 

• Fifteen percent of respondents were told of their diagnosis by someone outside 
the medical field and 45% were unhappy with the way in which they were 
informed of their diagnosis. Responses ranged from the manner in which their 
diagnosis was delivered to inadequate counselling and information provision. 

• General practitioners were the primary point of medical contact for respondents, 
with 88% of respondents attending their general practitioner at least once in the 
previous 12 months. Ninety one percent were satisfied with the quality of the 
service they provided. 

• Fifty nine percent of respondents had attended a consultant neurologist in the 
previous 12 months, although only a small minority had attended on a regular 
basis. 

• Geographical accessibility appeared to be a factor in determining use of the 
services of a consultant neurologist, with 37% of those living in West Cork 
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attending a neurologist at least once compared to 69% of those living in Cork 
City and South Cork, which are closer to where the neurologists are based. 

• More than a third of respondents were unhappy with the quality of service 
provided by their consultant neurologist. 

SOUTHERN HEALTH BOARD SERVICES 

• Only 10% of respondents had used the services of an occupational therapist 
although substantial numbers had recorded problems directly relevant to the 
services provided by the occupational therapy service. It would appear that 
many people are not aware of what service an occupational therapist can 
actually provide. 

• Thirty two percent of respondents had availed of advice on mobility aids in the 
previous 12 months although 89% reported having locomotion difficulties. 
Although occupational therapists and physiotherapists have particular expertise 
in the provision of such advice, only 21 % of those who obtained advice on 
mobility aids had used the services of an occupational therapist and 55% had 
seen a physiotherapist over the same period. 

• Fifty eight people (22% of all respondents) stated that they needed. or needed 
more of I the services of a physiotherapist. Ten percent of respondents stated 
that this service should be accessible locally. 

• Although 151 respondents reported incontinence problems only 30% of these 
had used the Southern Health Board's continence management advice service. 

• Nine percent of those respondents in private households reported needing the 
services of a public health nurse. 

• Fourteen percent of respondents in private households stated that they needed 
the services of a home help or required more of this service at present. 

• Expressed need for the services of a public health nurse or home help may be 
understated. There are significant links between severity of disability, problems 
relating to personal care and use of the service. Given these links, it is notable 
that substantial number of respondents had problems in these areas and yet 
were not using the service. 

• Five percent of respondents had used the Southern Health Board funded 
speech and language therapy service although 18% of respondents had 
reported some communication problems. 

• Three percent of respondents had availed of the Southern Health Board 
counselling service and 9% had availed of counselling funded by the MS 
SOCiety. However, 69% of respondents reported behavioural problems such as 
apathy, frustration and difficulties in relating to other people. This suggests a 
considerable degree of unmet need for counselling by people with MS in the 
regIon. 

MS SocIety o/lreIand Page, 



MS SOCIETY SERVICES 

• With the exception of the MS newsletter, a majority of respondents were not 
using individual MS Society services. 

• Eleven percent of respondents had contacted the MS Society telephone help
line (MS Contact) in the previous 12 months and 6% stated they would like to 
contact the help-line. 

• Twelve percent of respondents stated that they currently needed assistance 
from the national MS Society Emergency Welfare Fund and 15% reported 
needing financial assistance from MS branches. 

• Seventeen percent of people would like to receive, or receive more visits from 
MS Society members. 

• Twenty five percent of respondents would like to have contact or more contact 
with the MS Society community worker in the region. 

NATIONAL REHABILITATION BOARD SERVICES (NRB) 

• Thirteen percent of respondents (32) stated that they would like to use the NRBs 
occupational guidance service. 

• Although 120 respondents were unemployed, and 2 people were on a training 
course, uptake of NRB employment services was very low. Two percent of 
respondents had used the NRB occupational guidance service (a key function of 
which is to assess the training needs of people with disabilities) in the previous 
12 months, 1 % had availed of services supporting employment and 1 % had 
undergone psychological assessment. 

• Low uptake of NAB services is likely to relate more to lack of information on the 
services available or other factors such as motivation, rather than geographical 
accessibility or limits to services availability. 

RESPITE CARE 

• Eighty percent of respondents had never availed of respite care, 47% of whom 
were in the two highest severity of disability categories and 40% of whom 
reported needing care and attention either during the day or day and night. 

S 4.6 People In Long-Stay Institutions 

• Twenty five respondents were living in long-stay institutions ranging from 
Cheshire Homes to wards in community hospitals in the region. 

• Those in long-stay care had more severe disabilities than for the survey sample 
as a whole. Twenty of them could not walk at all and 18 could not use a toilet 
without help. 

• Sixteen (more than two thirds) had entered a long-stay institution because family 
or friends with whom they were living were unable to provide the level of care 
they required. 
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• Six respondents stated that it would have been possible to stay at home if 
certain types of support had been available. The main supports cited were the 
availability of a full-time carer, respite care and housing modifications. 

• All 25 respondents stated that the institution In which they lived was suitable for 
their needs. This level of satisfaction should, however, be set in the context of 
the questions asked. Respondents were not asked whether they would prefer 
alternative care arrangements if these could be organised. In this respect, 
research on people with MS in the United States has consistently shown that 
people with MS preferred their own home to any other living option with very 
little support for institutional living. 

• Twelve respondents had personal disposable incomes, after the costs of 
institutional care had been met, of less than £50 per month. 

• Thirteen people found some or great difficulty in meeting their personal needs 
within the institution given their level of disposable income. 

S 4.7 Housing and Accommodation 

• More than 70% of respondents in private households (that is, those not living 
long-stay institutions) were owner occupiers. 

• More than a quarter stated that their accommodation was not suitable to meet 
the needs that had arisen due to MS. Most commonly cited problems included 
inaccessible bathroom (36%), need for a downstairs bedroom (30%), negotiating 
outside access (28%) and inadequate heating (21 %). 

• Almost a third of respondents envisaged changes in accommodation needs in 
the future . The main areas of future need were house modifications to include 
downstairs bathroom and bedroom and modifications to improve outside access. 

• Thirty six percent of respondents had made changes to either their internal 
house structure or external house access due to disabilities ariSing from MS. 

• Of those who made changes to their accommodation, more than a quarter 
incurred costs of more than £10,000. This is significant given that the grant 
available from the local authorities for such housing alterations only covers two 
thirds of the cost and up to a maximum of £8000 for those not living in local 
authority housing (a majority of respondents). It is worth noting in this respect, 
that only 14% of those who received grant aid stated that the grant covered the 
entire cost. 

• Of those who did not receive grant aid or where the grant did not cover the 
entire cost of house alterations, more than half used their own resources, a 
quarter obtained a bank loan and 6% received financial assistance from the MS 
SOCiety. 

• Thirty seven percent of those who had carried out housing alterations had 
received specialist advice relating to their specific disability and only 12% had 
obtained assistance from an occupational therapist, who would be specifically 
trained to give advice in this area. 
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• A quarter of respondents who made changes to their accommodation stated that 
the alterations did not meet their needs. 

S 4.8 Family and Community Support 

FAMILY AND PERSONAL SUPPORT 

One hundred and forty seven respondenls (two Ihirds of respondenls living in 
private households) had a principal carer', that is, a person other than a home help 
on whom they relied for help because of MS. The main areas of care provided were 
assistance with household duties, transport and assistance with personal care. Of 
those with a principal carer: 

• Eighty eight percent had a principal carer who was an immediate family 
member, either spouse, parent, or child. 

• A quarter reported that their carer was over 60 years of age. 

• Only six percent stated that their carer was in receipt of carer's allowance. 

• Sixteen percent of respondents reported that their carer had had to give up work 
to meet their care needs. This is likely to be an important factor contributing to 
low household income. 

• Three quarters had never availed of respite care, although this service is partly 
designed to give the main carer a break. Of those who had never availed of 
respite care, 60% stated that they did not want or need to avail of it. Answers to 
this may have been different if the carer had been asked if respite care was a 
useful means of support 10 Ihem. 

COMMUNITY AND SOCIAL ACCESS 

• Forty six percent of respondents (107) in private households reported facing 
barriers which restricted their access to community facilities . Barriers included 
cost, access to transport, difficulties in accessing local buildings, and living too 
far from local centres. 

• More than half of respondents rarely or never went out socially in the evening 
lime. Of Ihese, half slaled Ihallhey were loo disabled 10 gel oul, almosl a Ihird 
stated they did not have enough money, 13% stated that transport costs were 
too high and 12% reported having no access to transport. 

1 ~ was r8CQ!Pised lhat ttia term carried with it COMOtations 01 dependency but a widely understood anemalive was not available. 
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SS RECOMMENDATIONS 

The recommendations are based on the specific findings of the study and directed 
towards those agencies with primary responsibility in each of the areas covered in 
the report. These are as follows: 

S 5.1 Employment 

• The MS Sociely, NRB, FAS and Local Employment Services (where they exist) 
need to ensure the Identification of current and future job seekers with MS and 
also ensure that they receive the advice and guidance services of their choice. 

• In considering recommendations for increasing access to employment for 
people with disabilities, the Council for the Status of People with Disabilities 
should include the specific needs of people with MS, in particular the need for 
flexible working conditions given the fluctuating nature of the disease. 

• The MS Society. NAB and the Council should seek wider implementation of 
NRB's "Positive to Disability" programme. 

S 5.2 Income Adequacy 

• The Department of Social Welfare should recognise the extra costs associated 
with MS, and disability more generally, and special cost related payments 
should be made available immediately. 

• The Department of Social Welfare should also undertake further work with a 
view to providing payments for additional costs as a matter of right and 
standardising the manner in which these payments are delivered. 

• The Department of Social Welfare should increase social welfare payments to at 
least the minimally adequate levels recommended by the Commission on Social 
Welfare. The Department should also. in the current process of reorganising the 
system of state payments for people with disabilities. ensure that sufficient 
information is made available on what people are entitled to receive. 

• The Department of Social Welfare, Department of Health and other relevant 
government agencies should review the stringency of current eligibility criteria 
which may be resulting in low take-up of specifically targeted payments and 
services for people with disabilities. In particular, there is an urgent need to 
review the means test relating to Carer's and Mobility Allowance to ensure it 
takes account of the extra costs associated with disability. There is also a need 
to review the stringency of the medical criteria attaching to the Mobility 
Allowance and the disabled drivers tax concession. 

• The Southern Health Board and other Health Boards should ensure immediately 
that the means test for obtaining a medical card takes account of the extra costs 
associated with disability in general and MS in particular. 
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S 5.3 Education 

• The Department 01 Education should, through the higher education authorities 
and institutions, ensure that higher education courses are sufficiently flexible to 
facilitate the participation of people with disabilities in general and people with 
MS in particular. This could include lengthening the time during which the course 
could be completed and allowing for periodic breaks at times when symptoms 
are exacerbated. 

• The Department of Education and the Local Authorities should take account of 
the extra costs arising from disability and build this into the level of edUcation 
grants provided. 

S 5.4 Services 

SOUTHERN HEALTH BOARD 

• There is an urgent need for more consultant neurologists in the Southern Health 
Board region. Additionally, given the multi-faceted nature of the disease, 
consultant neurologists should work as part of a multi-disciplinary team to meet 
the different needs arising for people with MS. 

• In line with this recommendation, the Southern Health Board should examine the 
feasibility of adopting a multi-disciplinary approach to the management of MS, 
which might include the establishment of a clinic in the region specifically for 
people with MS. This should include provision of residential facilities to enable 
people to avail of the full range of rehabilitation services provided. 

• Given the nature of MS and acknowledging the obvious heavy burden placed on 
carers of people with MS, the Southern Health Board should make available 
sufficient and appropriate respite care facilities. 

• The Southern Health Board, in conjunction with the MS Society, should ensure 
that these facilities are made known to people who may benefit from their use. 

• There is an urgent need for consultant neurologists to adopt the guidelines for 
communicating diagnosis of MS recommended by the MS SOCiety in its 
submission to the Commission on the Status of People with Disabilities. 

• The Southern Health Board should provide personnel and other resources to 
assist consultant neurologists in implementing these guidelines. 

• The Southern Health Board should increase awareness of the services provided 
by occupational therapists, not only in relation to disability management, but also 
the provision of advice on household alterations . 

• In line with this, the number of occupational therapists should be increased with 
a strong emphasis on making their services available to people in their homes. 

• The Southern Health Board should examine the apparent under utilisation of the 
public health nurse and home help services by people with MS, given the high 
levels of disabilities experienced by respondents. 
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• There is also a need for the Southern Health Board to examine the under
utilisation of the continence management advice service with a view to meeting 
the level of need revealed from this report. 

• The Southern Health Board should provide psychological assessment to enable 
people with MS to address psychological problems experienced by people with 
MS. 

• The Southern Health Board should provide community based counselling 
services for people with MS and their families. 

• The Southern Health Board should increase the availability of the physiotherapy 
service, with a strong emphasis on local provision and where necessary, making 
the service available to people in their homes. 

• The Southern Health Board should promote its speech and language service 
and provide the resources to meet the need for this service. 

• The Southern Health Board, in consultation with the MS Society, should produce 
a leaflet and other information packs aimed specifically at people with MS 
concerning services for people with MS. 

• The Southern Health Board should ensure that, in conjunction with the MS 
SOCiety, educational programmes for its own staff include information on the 
issues relating to MS. 

• Because of the high level of use of the services of general practitioners, the 
Southern Health Board, in conjunction with the MS SOCiety, needs to provide all 
general practitioners in the region with comprehensive and up to date 
information on issues affecting people with MS and the services provided for 
them by the Southern Health Board and the MS Society. The MS Society should 
immediately establish links with the Irish College of General Practitioners in 
order to discuss the implementation of this recommendation. 

MS SOCIETY 

• The MS Society should examine why younger people with MS are not in contact 
with the Society and make the necessary changes in the nature of its activities 
and in the focus of its information provision, 

• There is an urgent need for the MS Society to evaluate its information service. 
This should include: 

• Specifically targeting information towards the newly diagnosed, by 
distributing information packages to doctors surgeries and neurology 
clinics. 

• Continuing the development of MS News as an information vehicle. 

• Establishing an information service specifically targeted at neurologists 
and general practitioners. 

• Developing a comprehensive range of booklets pertaining to MS and 
ensuring such booklets are widely distributed. 
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• Advertising the help·line more widely, given the fact that so few people use 
this service. 

• The MS Society should consider immediately how it might develop its capacity 
to inform and influence government policy with regard to issues facing people 
with MS. As part of developing this capacity. the Society should appoint a 
person with the appropriate skills. 

• The MS Society should actively develop its visiting service in the region to meet 
expressed demand for this service as outlined in this report. 

• The MS Society should strengthen its relationship with the Southern Health 
Board with a view to securing increases in the level of resources made available 
to it. 

NRB 

• Given the fact that so few respondents were using NRB services, NAB should, 
in consultation with the MS SOCiety, actively and immediately examine the 
barriers to service use. This should form part of a strategy to increase the use of 
their services by people with MS. 

• In developing this strategy, agreed structures and procedures for ongoing liaison 
between the MS community work services and NRB field staff in Cork and Kerry 
should be developed and reviewed annually. 

• NAB should avail, on an ongoing basis, of the internal communications 
structures of the MS Society to promote and publicise its services and activities 
locally and should work with the MS Society to develop new means of doing so. 

S 5.5 Long-Stay Institutions 

• The MS Society through its community work service and branch structure should 
ensure that people with MS living in institutions are aware of the welfare benefits 
to which they are entitled. 

• The MS Society, in conjunction with the Southern Health Board, should initiate 
action oriented research into the existing conditions of people with MS who live 
in long·stay institutions and into the circumstances leading to people entering 
long·stay institutional care and the appropriateness of this care for people with 
MS. 

S 5.6 Housing and Accommodation 

• The Local Authority housing departments and the Southern Health Board should 
ensure that everyone contemplating alterations to their homes because of MS 
has access to a domiciliary occupational therapy service. 

• The Department of the Environment should urgently increase the level of 
Disabled Person's Housing Grant and increase the proportion of the cost 
covered from two·thirds to one hundred percent. 
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• 

• Given the importance of adequate heating for people wilh MS. upgrading and 
installation of heating systems should be included in the list of works allowable 
under the Disabled Person's Housing Grant. 

S 5.7 Family and Community Support 

• Southern Heallh Board policy should focus on ensuring that people with MS are 
sufficiently supported to enable them to continue to live in their own homes. 

• The Southern Health Board should initiate a process designed to ensure that 
there is adequate liaison between the MS Society and health care professionals 
in order to identify those people for whom the only available service option is 
appropriate institutional care. An important part of this process will be to ensure 
that the transition to Institutional care is planned in a climate free of crisis . 

• Given the very low numbers in receipt of carer's allowance, the Department of 
Social Welfare should immediately review the stringency of eligibility criteria and 
in particular ensure that the means test applied takes account of the extra costs 
to the household arising from disability. 

• In line with the above recommendation, the Department of Social Welfare and 
the MS Society should liaise to ensure that people with MS are made aware of 
the existence of this payment. 

• The Department of Social Welfare and the Southern Health Board should make 
every effort to ensure that family members are not obliged to leave paid 
employment in order 10 provide care for a person with MS. In Ihis regard. they 
could usefully examine models of support in operation in other countries. 

• MS Society branches should be actively involved in NAB promoted Local 
Access Committees to ensure that the needs of people with MS are fully 
represented in enhancing access at local level for people with disabilities. 

• There is an urgent need to address the particular problems faced by people with 
disabilities living in rural areas, in particular, cost and availability of accessible 
transport. 

• Given the multiplicity of agencies and organisations involved in the broad issue 
of access for people with disabilities, the Government should consider giving a 
single agency, for example, NAB, a firm brief to promote this issue. 

S 5.8 Further Action Research 

Given the scope of this study, it was not possible to examine certain issues 
affecting people with MS in great detail. In this respect, it is recommended that 
action research, including pilot projects, be undertaken around the following issues: 

• General levels of support required by principal carers of people with MS, 
particularty with regard to their perceived need for respite care facilities . 

• Developing a measure of disability which takes into account issues specific to 
MS, such as fatigue. 
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• The factors which contribute to unemployment for people with MS and measures 
necessary to address this issue. 

To facilitate further research and ongoing evaluation of the needs of people with 
MS in the region, the Southem Health Board, the MS Society and the hospitals 
should liaise in relation to their records on people with MS to ensure that the 
recording systems are comparable, comprehensive and accessible while having 
due regard to individual rights to privacy and confidentiality. 

Nexus Ressareh 



CHAPTER 1 INTRODUCTION AND BACKGROUND 

1.1 CONTEXT 

There is a growing awareness in Ireland of the processes which exclude people with 
disabilities from those areas crucial to economic and social well-being. The 
commitment by the Government to tackle this problem is evidenced by the 
establishment of the Commission on the Status of People with Disabilities in 1993 by 
the Department of Equality and Law Reform, whose terms of reference included 
advising the Government on ways that people with disabilities can exercise their right 
to education, training, employment and social, political and recreational life. The 
current Government is also committed to introducing amendments to the Employment 
Equality Act (19n) and to a new Equal Status Bill which will include protection for a 
wide range of categories including people with disabilities. 

The Government is also currently developing a National Anti·Poverty Strategy (NAPS) 
under which all government departments and state agencies will be expected to 
include the reduction and prevention of poverty as key objectives in the development 
and implementation of their policies and programmes. The Inter-Departmental Policy 
Committee set up to oversee the development of NAPS has recently published an 
overview document which acknowledges the level of disadvantage faced by people 
with disabilities. The Committee notes the substantial numbers who are dependent on 
state payments as their only source of income. They also recognise that there are 
disability-related costs which are not necessarily reflected in the level of state payment 
and that there have been no substantial increases in levels of payments since 1987, 
when the ESRI identified people with disabilities as being at high risk of poverty (Inter· 
Departmental Committee on the National Anti-Poverty Strategy, 1995). 

In relation to Health Policy, the recent health strategy document published by the 
Department of Health Shaping a Healthier Future (t994) emphasises the importance 
of the health dimension to wider areas of public policy including education, 
employment, welfare and housing: what is described as a multi-sectoral approach to 
health promotion. The health strategy also sets down the specific policy of targeting 
resources towards groups with low health status and giving them priority in the 
development ot services (1994:23). 

Key objectives in the planning and development of services outlined in Shaping a 
Healthier Future include the achievement of the greatest possible health and social 
gain and to ensure that treatment or continuing care is provided in the most 
appropriate setting. This may involve ..... providing community based rather than 
institutional care for a person who can, as a result, continue to live at home; or it may 
mean providing the most appropriate option from a number of types of institutional 
care" (1994: 24). Achieving these objectives will, the strategy document states, require 
a number of measures including: continuing the development of services, with an 
emphasis on community based provision, and strengthening the linkages between 
different services to support the provision of appropriate care. 

In undertaking these measures the strategy emphasises the need for more 
comprehensive epidemiological and other data collection as a basis for: better 
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identification of the needs to be addressed and better evaluation of existing and new 
technologies, and of alternative approaches to the delivery of services. More 
comprehensive data collection would form the basis for on-going monitoring and 
evaluation of the effectiveness of services, taking both costs and outcomes into 
account (1994:24). 

Outside the specific area of health services provision, the Inter-Departmental 
Committee on the National Anti-Poverty Strategy also noted the absence of research 
data and basic information about people with disabilities in Ireland, which has 
implications for developing policy and measures to counter the problems faced by 
those affected. There is for example, little research on those factors which limit access 
to employment and services for people with different illnesses and different levels and 
severity of disability. Neither is there comprehensive information avai lable on the extra 
costs incurred by people with disabilities, which, according to research in other 
countries, are likely to be sUbstantial2 • 

1.2 BACKGROUND TO THE REPORT 

Much research work is currently being undertaken by the Commission on the Status of 
People with Disabilities to overcome the problem of insufficient inform.ation and to help 
it frame recommendations to government on the practical measures needed to 
redress the disadvantages faced by people with disabilities. However, there is still little 
information on the effects of particular illnesses on those affected. 

One such illness is Multiple Sclerosis (MS), which is one of the most common 
neurological diseases in young adults, most people exhibiting their first symptoms 
between 20 and 40 years of age. The disease affects multiple sites in the central 
nervous system and can result in a wide range of major disabilities from impaired 
vision to unsteadiness (ataxia), from incontinence to fatigue. It is this wide range of 
disabilities and the typical and confusing attack and remission pattern of the disease 
which make MS virtually unique among major disabling conditions (MS Society. 1994). 

The range and severity of disabilities experienced by people with MS make them 
particularly vulnerable to those processes which disadvantage people with disabil ities 
in general. The unpredictability of the disease also has particular implications for the 
development of services to meet the needs of those affected by the disease. 
According to the MS Society of Ireland: 

~Current systems and criteria predicated on how an individual feels or presents on 
a particular day are too inflexible to meet the needs of people with MS. Similarly, it 
is easy to dismiss as fussy or neurotic people who talk to their doctors or other 
service providers about symptoms and concerns which may have been fleeting 
and are no longer evident. While all people's needs and requirements change over 
time, this may be telescoped and rapid for many people with MS, requiring a fast 
and sympathetic service response- (MS Society of Ireland, 1994:2) 

This report, which was commissioned by the Multiple Sclerosis Society of Ireland and 
funded by the Society, the Health Research Board, the Health Promotion Unit, the 
Southern Health Board and the Combat Poverty Agency, examines many of these 
issues by exploring the existing provision and use of services for people with multiple 

2 A number 01 studies in the UK have attempted to establish the costs 01 disability and findings nave varied trom £6.10 (OPCS SUNey of Disabled 
People, 1968) to £65.92 per week due 10 differing methodologies and sample differences in disability and income. 
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sclerosis in the Southern Health Board region with reference to the actual living 
conditions and needs of those affected by the illness. The study, which is based on a 
survey of people with multiple sclerosis (MS) in the Southern Health Board region, 
covering counties Cork and Kerry, looked at the extent and severity of disabilities 
faced by people with MS, and the implications of such disabilities for employment, 
income adequacy, housing and accommodation and family and community support. It 
also explored the need for, and use of, services provided for people with MS by 
statutory and voluntary agencies such as the Southern Health Board, the MS Society 
and NRB (National Rehabilitation Board). 

While the study focuses on one region, the results have wider application and offer an 
important insight for policy makers and service providers into the issues arising for 
people with MS in particular, and for people with disabilities more generally. 

1.3 RESEARCH AIMS 

The aims of the research were: 

1. To examine the existing use of services by people with MS and their families in 
the region covered by the Southern Health Board; 

2. To assess the need for services by people with MS and their families and 
identify those areas where gaps exist between current use of services and 
existing and emerging need; 

3. To inform those bodies charged with providing services to people with MS, 
thereby increasing the scope and quality of service provision in the future; 

4. To examine those processes which increase the general risk of poverty for 
people with MS, including issues such as discrimination and difficulties in 
gaining access to employment; 

5. To produce policy recommendations for both regional and national authorities 
concerning the needs of people with MS, including aspects of 'double' 
disadvantage such as rural isolation and poverty. 

1.4 METHODS 

1.4.1 Sampte Selection 

According to the last census of population (1991) 532,263 people live in the Southern 
Health Board region: 127,253 living in Cork City, 283,116 living in other parts of 
County Cork and 121,894 living in County Kerry. No recent studies have been 
undertaken to assess the prevalence of MS in the region. Estimates of prevalence of 
MS from studies in the United Kingdom have ranged from 138 per 100,000 in 
Northern Ireland (Hawkins and Kee, 1989) to a prevalence of 111 per 100,000 of the 
population in Sussex (Rice-Oxley et ai, 1995). Within this range of estimates, we 
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would expect there to be between approximately 590 and 734 people with MS in the 
Southern Health Board region.3 

At the end of 1994, the starting point of the research, the Cork and Kerry regional 
office of the MS society was aware of 320 people with MS in the region. In an attempt 
to ensure that the study sample was as diverse as possible, considerable efforts were 
made at this stage to identify and contact those not known to the MS Society to give 
them the opportunity to participate in the research. While it was recognised that the 
entire population of those with MS could not be identified (for example, some people 
may not yet have been told of their diagnosis) many people not known to the MS 
Society would have been in contact with neurologists, general practitioners, public 
health nurses and other medical services. A number of people with MS also reside in 
long-stay institutions. 

A method was devised to check the MS Society contact list with those held by relevant 
professionals and health agencies· while ensuring that the privacy of those in touch 
with the society was protected. To do this, a code was devised which identified each 
individual by community care area, their initials, gender and location. Other agencies 
who had contact with people with MS were then asked to check which of their contacts 
did not match these codes. The agency or health professional was then asked to 
contact these individuals, who would not have been in touch with the .MS Society, and 
ask them if they would be willing to participate in the research. Letters were also sent 
by the Southern Health Board to all long-stay institutions known to them, requesting 
staff to ask any people with MS in their care to participate in the survey. 

Some issues did arise in the course of this cross-checking process which made it 
difficult to identify a number of people with MS. Firstly. hospital recording methods in 
some instances made it impossible to match the MS codes against hospital records. 
Secondly, it was apparent that there were some people with MS on the medical 
records who had not yet been informed of their diagnosis. 

It was recognised that in accessing people with MS through the MS SOciety, Health 
Board and other related services, there was potential for bias in the survey sample. 
These people may have particular characteristics which result in them becoming 
known to these agencies. While it is not possible to be certain what these 
characteristics might be, they may include level of disability, need for services, 
awareness of services. age and people's perceptions about the appropriateness of the 
services available and hence their willingness to access such services. 

To help avoid such bias, the process of cross-checking records was supplemented by 
a general publicity campaign launched by the MS Society, which sought to encourage 
those who might not have been in touch with the MS Society, Health Board or related 
services to participate in the research. The publicity campaign included a public 
launch of the proposed research (which was reported in the local media). display of 
posters in health centres and general practitioners' offices and the distribution of 
information packs to Health Board staff, general practitioners and others who may 
have come into contact with people with MS. 

3 It is important to note that this study has not attempted to examine the prevalence 01 MS. These estimates should therefore be treated with caution 

and are onty an attempt to provided a rough guide. 
4 These included all public health nurses, hospital records departments, general practitioners and Health Board staft with access to Iong·term illness 

card and DPMA lists. 
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As a result of these activities, the final population of people actually identified with MS 
in the region was 353 people. All but 7 people were identified through the MS Society. 
Four people were identified by the Southern Health Board, f person was referred by a 
general practitioner and 2 people contacted the MS Society as a result of publicity 
about the project in a local newspaper. 

Given the estimated prevalence of MS in the Cork and Kerry region outlined above, 
this means that there is possibly between 237 and 381 people with MS who have not 
been identified in the research process. 

1.4.2 Survey Preparation 

At the beginning of the research process a detailed questionnaire was developed, 
comprising 106 questions covering a number of areas including: personal profile 
details, economic circumstances, current level of disability, housing and 
accommodation and family and community support. The questionnaire also had a 
comprehensive services section, eliciting information on awareness of services 
available to people with MS, take-up of services, satisfaction with current services 
provision, and perceived service needs. Where appropriate, the questionnaire 
included separate questions relevant to those people with MS who reside in long-stay 
institutions. 

Pitot interviews were held from which it was found that the questionnaire took more 
than one and a half hours to complete. To reduce this time, the overall questionnaire 
was split into two sections, one to be completed by the participant, the other to be 
administered by an interviewer. It was also decided to set out the two section 
questionnaire in modular form so that people had the option of not completing anyone 
sub-section, without reducing the quality of other information obtained. 

All of those interviewed at the pilot stage indicated that they would prefer to be 
interviewed alone and that the only time the person caring for them should be present 
was in the event of a disability limiting their capacity to be understood. In this way, 
they felt, a person could speak more freely. Interviewees in the pilot interviews also 
felt that the person administering the questionnaire should not be from their own 
locality as people were very sensitive about their privacy, particularly in relation to their 
financial situation and the stress which may have been placed on family relationships 
as a result of a family member having MS. 

Following the piloting stage, four individuals were identified and recruited by the 
researchers as interviewers. These individuals were then given an intensive two day 
training session, involving the researchers, the community worker from the Cork and 
Kerry region of the MS Society and a representative from the Southern Health Board, 
to acquaint them with the nature of MS, the purposes of the research, the content of 
the questionnaire and many of the issues that had arisen at pilot stage. 

1.4.3 Administration of Survey and Response 

Following the preparatory stages of the research process, the survey started in April of 
1995 and continued through to October of that year. The survey covered the four 
community care areas of the Southern Health Board region: Cork City and South 
Cork, North Cork, West Cork and Kerry. The first of these areas is the most urban, the 
latter three are mainly rural. 
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The 353 people idenlified at the preparatory stage were contacted by letter from the 
MS Society, asking if they would take part in the survey and enclosing the first part of 
the questionnaire to complete. A suggested time of interview was included in the letter 
together with the researchers name and phone number to contact if this date and time 
was not suitable or if the person did not wish to take part in the research. Following 
this process, interviewers proceeded to make direct contact with potential 
respondents. 

In the course of setting up the interviews it was found that 19 people were either 
deceased or had moved from the region. Hence the final identified population of 
people with MS in the region was 334 people. Of these, 260 people actually took part 
in the survey, a response rate 01 78%. Seventy four individuals did not participate for 
various reasons ranging from an unwillingness to do so to actually not being available 
throughout the interview period 

Of those who participated, three people did not complete section one of the 
questionnaire but did complete section two. A further four people completed section 
one but declined to take part in an interview for the purposes for completing section 
two. As the questionnaires had been structured in a modular format, the quality of the 
information received from these seven people was sufficient for their inclusion in the 
study. Response rates are expressed as a percentage of those answering a particular 
question. 
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CHAPTER 2 PROFILE OF PARTICIPANTS 

2.1 GENERAL PROFILE 

There were 260 participants in the survey, 163 women and 97 men, a gender ratio of 
almost 2:1 which closely approximates the estimated ratio of MS for women and men 
in the total population. Figure 2.1 shows the distribution of the sample by age and 
gender. 

2.1.1 Age Profile 

One hundred and ninety five people (75%) were age forty and over. There were no 
substantial differences in the gender ratio between different age groups. The average 
age of respondents was 49 years old.sn,e majority 01 respondents were above 30 
years of age. 

Figure 2.1: Age Pr01ile 01 Participants (N = 257) 
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Although we do not have information on the 8gB structure of the entire population of 
people with MS in the region, it would appear that younger people with MS are under
represented in the sample. For instance, ninety eight respondents (38%) experienced 
the first symptoms of MS and 67 respondents (26%) were diagnosed before they were 
thirty years of age, yet only 4% of our sample are below this age. Concern has been 
raised by a number of people working in the area of MS support that younger people 
are less likely to contact MS support groups such as the MS Society. If this is true, the 
fact that the sample is biased towards those who have had some contact with the MS 
Society may explain the small numbers in lower age groups. 

5 As respondents were asked 10 lick their age witlVn a range 01 five year i"llervals, mean ages are caJruated from !he mid·points 01 each interval. 
They are, therefore, incflC8tive rather than ex~ cak.Uatioos. 
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2.1.2 Age at Onset and Diagnosis of MS 

Two hundred and thirty one respondents (almost 90%) experienced the first 
symptoms of MS more than 5 years prior to the survey. white 203 people (almost 
80%) had been diagnosed with MS for more than 5 years. The mean number of years 
since onset of symptoms was 15 years while the mean number of years since 
diagnosis was 12 years. 'The relatively high numbers of people in the sample who had 
been diagnosed with MS for quite some time may again reflect the bias in the sample 
towards those with some contact with the MS Society or statutory health services. 
Thornton and Lea (1992) noted in their investigation into the needs of people with MS 
in South Africa that many people are at first reluctant to get in touch or join MS 
Societies and outline previous research which suggests an average interval of two 
years between diagnosis and making contact with an MS Society. The reasons for not 
contacting an MS Society varied, but were primarily due to people not having 
experienced severe enough physical symptoms and were not aware of, or unwilling to 
use, those services designed to meet the needs of the newly diagnosed. A similar 
pattern may be operating in the Cork and Kerry region. 

2.1.2 Location 

Figure 2.2 outlines the community care areas in which respondents to the study 
resided. A majority of people (53%) lived in the relatively high population area of Cork 
City and South Cork. 

Figure 2.2 Survey Sample by Southern Heahh Board Community Care areas (N = 260) 
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Figure 2.3 outlines the total sample by location category, showing that more than 62% 
of respondents lived in either a city or town. However, it is notable that 29% of 
respondents lived in isolated rural areas.7 For people living in these areas the 
provision of support and services is likely to be particularly important. 

6 As the mean Is calculated lram the mid-point 01 age intervals it is indicative rather than exact. 
7 The definition 01 an 'isolated rural area' was largely atlhe discretion oIlhose who administered !he questionnaires. In general, respondents were 

ciassilied as living in such an area iI!hey were a considerable distance from the nearest town, had limited or no public transport links and law 
close neighbours in the vicinity. 
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Flgul9 2.3: Total Sample by Location (N = 260) 
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2.1.4 Educational Profile 
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Respondents to the survey were asked for their highest educational qualification and 
Figure 2.4 shows that those interviewed were, on the whole, not highly qualified. 
Fourteen percent of respondents had some third level qualification, compared to 20% 
of the overall population nationally, and 21% of respondents had the Leaving 
Certificate, compared to 25% of the national population', While it is possible that some 
respondent's education was disturbed as a result of having MS, only 28 people (10%) 
first experienced MS related symptoms below the age of 20 years. This would suggest 
that MS was not the principal factor in relation to poor education performance. 
Relatively low levels of educational attainment may reflect the older age profile of 
respondents, the vast majority of whom are 30 years of age and over, whereas figures 
for the national population include people 15 years and over. 

8 EducalionaI attairvnent figures for the national popth1ion are derived from the 1991 census and reler 10 the proportion oIlhe popUation 15 years 
of age and (Mlr. 
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Agure 2.4: Educational Attainment (N:257) 
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2.1.5 Living Arrangements 

Table 2.1 outlines the living arrangements of respondents, showing that the majority of 
respondents lived with immediate family members, the majority with a partner. It is 
important to note however, that 22 people (9%) lived alone which may have particular 
implications for the provision of support and services. 

Table 2.1: Living Arrangements 
,-------.-

::----_+-----.::51 %'---1 

2.2 PROFilE OF RESiDENTS IN lONG-STAY INSTITUTIONS 

Twenty five respondents, 15 women and 10 men, lived in some type of long-stay 
institution in the Southern Health Board region. Of this group, 16 had been living in 
such an institution for more 5 years. 

Those who lived in long-stay institutions had a slightly higher age profile than the 
general sample, with a mean age of 53 compared to 49 years for the total sample8

• As 
outlined in Figure 2.5 no respondents in the long-stay institutions were under the age 
of 30 years old and 8 people were over 60. 

9 As !he mean is cala.!lated from the rriOi>Oint of age intelVals ~ is indicative rather than exact. 
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Figure 2.5 Age Profile 01 People In Long·Slay Instltulions 
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The educational attainment of those in long-stay institutions was slightly better than 
that for the overall sample. A majority of th is group of people had at least a leaving 
certificate qualification compared to the overall sample, where less than 40% reached 
th is level. This difference should however, be considered in the context of the small 
sample size of those living in long-stay institutions. 

2.3 SUMMARY OF FINDINGS 

• Almost two thirds of respondents (63%) were women. 

• The average age of respondents was forty nine years and 75% were over forty. 

• Ninety percent of respondents had experienced the first symptoms of MS more 
than five years ago and 80% had been diagnosed with MS for more than five years. 

• The apparent under-representation of younger people and the more recently 
diagnosed indicates that these people had not been in contact with the MS Society 
and relevant health care agencies from whose contact lists the majority of survey 
participants were drawn. Some of th is group might not have been told of their 
diagnosis, while others may not seek to access services because they have not 
experienced physical symptoms (change) and are not aware of, or are unwilling to 
use, those services designed to meet the needs of the newly diagnosed and others 
who need information and emotional support. 

• Between a quarter and one th ird lived in isolated rural areas. 

• Eighty percent of respondents lived with a relative. More than half (51%) lived with 
their partner and children. Nine percent lived alone. 

• Fourteen per cent of respondents had some third level education compared to 20% 
of the national population. 

• One in ten respondents lived in a long-stay institution. 
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CHAPTER 3 DISABILITY PROFILE 

In this chapter a profile of the disabilities experienced by participants in the study is 
outlined. The chapter is divided into two sections. The first section examines the 
sample as a whole while the second section outlines the disability characteristics of 
those in the study living in long-stay institutions. 

3.1 BACKGROUND 

To profile the severity of disabilities faced by respondents to the survey the severity 
measure developed by the United Kingdom Office of Population Censuses and 
Surveys (OPCS) was used. This measure has also been used by the Policy Planning 
and Research Unit (PPRU) in Northern Ireland in a suite of surveys on disability 
undertaken in 1990 (McCoy and Smith, 1992). While the system used by the OPCS 
(and adopted by the PPRU) was developed to measure general levels of disability in 
the population and not those specifically associated with MS, it has the advantage of 
being one of the most comprehensive measures available and the use of it in this 
survey facilitates comparisons with studies in other areas of disability in Britain and 
Northern Ireland. 

A key concept underpinning the measure of disability severity developed by the OPCS 
is the relationship between the terms disability, handicap and impairment. These 
terms, which are often confused, are distinguished from each other in the World 
Health Organisation's Intemational Classification of Impairments, Disabilities and 
Handicap. In summary, impairment relates to parts or systems of the body which do 
not work as they should, disability relates to activities which people can or cannot 
carry out due to impairments, and handicap relates to disadvantage suffered by a 
person as a result of an impainment or disability (McCoy and Smith, 1992:3·4). 

To operationalise these definitions in order to apply them to the measurement of 
disability, the OPCS defined severity of disability as "the extent to which an individual's 
performance of activities is limited by impairments". To estimate the overall prevalence 
of disability using this definition, the OPCS developed scales based on peoples' 
limitations in performing particular activities in 13 areas. These areas were: 

• Locomotion 
• Reaching and stretching 
• Dexterity 

• Seeing 

• Hearing 
• Continence 
• Fits and convulsions 
• Communication 
• Behaviour 
• Intellectual functioning 
• Eating, drinking and digestion 
• Disfigurement 
• Personal Care 

Numerical scores were assigned to indicate severity of disability in each area: the 
higher the score, the higher the severity. For example, with regard to locomotion: 
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someone who cannot walk at all was assigned the highest score of 11 .5, someone 
who could only walk up to 50 yards without stopping and experiencing discomfort was 
assigned a score of 5.5; and, and someone who could walk for a quarter of a mile 
without stopping and without discomfort was considered not to have a locomotion 
disability. 

As people could have a disability in more than one area, an overall measure of 
disability severity was obtained by combining the three highest scores for each 
separate area using the formula: 

Highest Score + (0.4 x Second Highest Score) + (0.3 x Third Highest Score) 

This formula gives an overall score from which people are allocated to one of eleven 
overall severity categories. For example, category 0 for no disability, 1 for the least 
severe disability and category 10 for the most severe. 

While it was felt that the opes scoring system was suitable for this study, it must be 
noted that there are some limitations in its application to MS. One limitation is that the 
study only provides a picture of severity of disability at a particular point in time. It 
does not take into account the changing nature of MS in that some people have a 
remitting/relapsing form and will therefore experience varying degrees of disability 
over time. Another limitation is that categories such as 'behaviour or 'intellectual 
functioning' do not adequately describe some of the cognitive dysfunction caused by 
MS. Neither does the measure address the problem of fatigue which was mentioned 
by many respondents in the study as a particularly debilitating symptom of the illness. 
Nevertheless, as stated, it was felt that the opes scoring system was the most 
suitable available for the purposes of this study, and does effectively measure most of 
the disabilities which arise as a result of MS. It also has the advantage that some of 
the characteristics identified in this study can be compared with those identified in 
other national studies in Northern Ireland and Britain.'o 

3.2 DtSABtLITY PRO Ft LE OF ALL RESPONDENTS 

3.2.1 Severity of Disability 

Figure 3.1 shows the distribution of the sample by severity of disability as derived from 
the opes scoring system incorporated in the questionnaire. For ease of presentation, 
the ten categories of disability have been collapsed into five. We have also included a 
zero category covering those people currently without any disability. One hundred and 
thirty three respondents (52%) were in the two highest disability categories (Le. 7,8 
and 9,10), while only 38 people (15%) were in the two lowest (zero and 1,2). Such 
high levels of disability possibly reflects the bias in the sample towards those who 
have been diagnosed for some time (as outlined in Section 2.1) and hence might be 
more likely to have developed a disability arising from impairments associated with 
MS. Levels of disability among that section of the population with MS in the region not 
included in the sample may be lower. 

10 h must also be rIOted that !he use 01 a measurement tool based on a medical model 01 disability (such as that developed by the OPCS) was 
considered necessary for the purposes of !his study ~en!he facl that services are often delivered and resources allocated to them according to 

such a model. 
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Figure 3.1: Di.trlbution of Sampfe by Severity of Disablll1y (N =256)" 
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There would appear to be some correlation between age and severity of disability. The 
mean age for those in the two lowest categories (Le. 0 or 1,2) was 42 years compared 
to a mean age of 52 years in the two highest categories,'2 

As stated in the introduction to this chapter, the overall level of severity of disability is 
obtained by combining disability 'scores' in 13 different areas, ranging from locomotion 
to personal care. Table 3.1 shows the six areas where numbers of respondents 
recording the maximum disability score was highest. This shows that in relation to: 

• Locomotion. Seventy three respondents (28%) had the highest score, meaning 
they could not walk at all. 

• Personal care: 44 respondents (17%) could not use a toilet without help. 
• Continence: 30 people (12%) did not have voluntary control over their bowels or 

bladder. 
• Dexterity: 27 people (10%) could not pick up a cup of tea with either hand. 
• Reaching and stretching: 17 respondents (7%) could not put out either arm to 

shake hands with someone. 
• Behaviour: 11 people (4%) had got so angry at some point that they had injured 

themselves or others. 

11 Four people did no! answer the seooi)d part 01 the questionnaire which included the questions relating 10 severity 01 disability. The base, therefore, 
Is 256 people rather than 2fiO. 

12 As respoodenls were asked to tick their age..uhin a range 01 five year inlefVaIs, mean ages are calculated from the mid-points of each intefVai . 
They are, therefore, indicative rather Ihan exact caIaJIalions. 
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Table 3.1: Numbeil Experiencing Most Severe Dlsablll1y In Six 
Areas 

3.2.2 Frequency of Different Types of Dlsablllly 

Severity of disability is a function not only of severity in one particular area but also an 
amalgam of disabilities in different areas. Table 3.2 shows the areas in which 
respondents most commonly experienced a disability, irrespective of severity (as 
many people in the sample had more than one type of disability Ihe percenlages in 
this table add up to more than 100%) The most common areas were locomotion 
(including difficulties in walking, bending, straightening and maintaining balance) which 
affected 89% of respondents and behaviour (including apathy. aggressiveness and 
difficulties in relating to family members) which affected 69%. Also important were 
problems relating to intellectual functioning (including difficulties in concentrating, 
memory lapses and limitations in reading and writing) and continence, affecting 60% 
and 59% of respondents respectively. Only 4% of respondents experienced fits and 
convulsions or reported disfigurements. 

Table 3.2: Percentage of Respondents wnh Each 
Type of Dlsablll1y 

------ ~.-=-~ 

The most severely disabled of respondents were particularly likely to have more than 
one disability. This is apparent from Table 3.3 which outlines the frequency of different 
types of disability among the 78 respondents in the highest overall severity category 
(9,10). Everyone in this severity category had some disability in relation to locomotion, 
73 people (93%) had some disability in relalion 10 personal care. 64 people (82%) had 
problems with dexterity and 63 people (81 %) had a disability in relation to continence. 
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Table 3.3: Frequency 01 DIfferent Type. of Disability for those In 
Highest Severity Category =--,-_ ~ 
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3.3 DISABILITY PROFILE OF RESPONDENTS IN LONG·STAY 
INSTITUTIONS 

3.3.1 Severity of Disability 

Figure 3.2 shows that all people living in long-stay institutions were in the two highest 
severity of disability categories (Le. categories 7,8 and 9,10). 

Figure: 3.2: Distribution 01 Respondents In Long-Stay Institutions by Severity of Disability (N=25) 
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Figure 3.3 shows the six areas in which people recorded the highest disability scores 
possible. As can be seen, in relation to: 

• Locomotion: 20 people (80%) had the highest severity score in relation to 
locomotion, meaning they could not walk at all. 

• Personal care: 18 respondents (72%) could not use a toilet without help. 
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• Continence: 15 people (60%) did not have voluntary control over their bowels or 
bladder. 

• Dexterity: 15 people (60%) could not pick up a cup of tea with either hand. 
• Reaching and Stretching: 10 people (40%) could not put out either arm to shake 

hands with someone. 
• Behaviour: 1 person had got so angry at some point in time that they had injured 

themselves or others. 

Figure 3.5: Numbers Experiencing Most Severe Disability in Six Areas 
(N=2S) 
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3.3.2 Frequency 01 Dlllerent Types 01 Disability 

Table 3.4 shows that respondents in long·stay institutions had a multiplicity of 
disabilities. All respondents had a locomotion disability, 96% had a disability in relation 
to personal care and 88% had some disability with respect to continence. 

Table 3.4: Percentage 01 Respondents in Long-Slay Institutions with each Type 01 Disability 
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3.4 SUMMARY OF FINDINGS 

Using an internationally validated measure 01 disability, many participants in the 
survey were found to be not only severely disabled but also to exhibit a wide range of 
disabilities. Specilically: 

• More than half of respondents were in the two highest severity of disability 
categories according to the severity scale developed for this study. 

• Eighty nine percent of respondents had some disability in relation to locomotion, 
59% had incontinence problems and almost half had problems with regard to 
aspects of personal care such as washing and dressing. 

• There was also a high prevalence of behavioural and intellectual functioning 
difficulties, with more than two thirds of respondents recording behavioural 
problems and 60% reporting difficulties with regard to intellectual functioning . 

• In specific areas of disability, almost a third of respondents (28%) could not walk at 
all and 17% could not use a toilet without assistance. 

• All respondents living in long-stay institutions had levels of disability which placed 
them in the two highest severity categories as measured by the severity scale used 
in this study. 

• All of those living in long-stay institutions had some locomotion disability and 80% 
could not walk at all. Ninety six percent had some disability in relation to personal 
care, 88% had problems in relation to continence and 72% could not use a toilet 
without assistance. 

MS SocIety of 1f9/and Page 19 



P ... 2O NEXUS Ressan::h 



CHAPTER 4 EMPLOYMENT, UNEMPLOYMENT INCOME ADEQUACY 

This chapter examines the standard of living of respondents , particularly in relation to 
their employment opportunities and the adequacy of their income. To examine the 
issues of employment/unemployment in the context of this study. respondents were 
asked a series of questions relating to their employment experience. The results to 
this part of the sUlvey are presented below. Firstly. those respondents not currently 
employed (the majority of all respondents) are examined. Then we look at the issues 
important for people currently at work. Finally. the question of income adequacy is 
examined, since this can be an issue for both employed and unemployed 
respondents. 

4.1 UNEMPLOYMENT 

One of the most serious effects on the living conditions of people with MS is the extent 
to which symptoms reduce the capacity to work. Results from surveys in the United 
States reveal a common pattern: within 15 years after the onset of symptoms, more 
than two thirds of people with MS are no longer engaged in remunerative work (La 
Rocca, 1995:10). Our own survey confirms the prevalence of unemployment, where, 
as outlined in Figure 4.1, 120 respondents were identified as being unemployed. 13 

Number 
120 

100 

80 

60 

40 

20 

o+-' 

Figure 4.1: Occupational Status of Respondents (N:J!50) 
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57 
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28 

2 

Training Retired Employed Home Dutle. Unemployed 

13 We have included among the unemployed lOOse respondents who describe themselves as being'oo disabled 'Of mosllypeS 01 employment" on 
the basis ihallhis is qu~e a subjective judgement and assllTleS IhaI the respondent kilOWS, understands and can acruralely summarise all loo 
forces impinging on employment. FOf example, many respondenls might not be loo disabled lorwork if !he working environment could be adapted 
10 suiliheir level of disability. 
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The closest approximation to an 'unemployment rate' (that is those people not in paid 
work as a proportion of the sample labour force) is 73%u, which is extremely high 
compared to the national average of approximately fourteen percent. Put another way, 
about 15% of those surveyed are in paid employmenVself-employment outside the 
home (this is fairly similar to the equivalent finding of the Irish Wheelchair Association 
(IWA) who estimated that 17.7% of their members were in paid employment outside 
the home in 1994 (Irish Wheelchair Association, 1994). Given the link between 
unemployment and risk of poverty, especially for heads of households, the extent of 
unemployment is an important concern. It is also important given the link between 
disability and risk of poverty established by the Economic and Social Research 
Institute (Callan et ai, 1987). The issue of poverty and income adequacy is addressed 
in the final section of this chapter. 

Of those who are unemployed, the vast majority (as indicated in Figure 4.2) have 
been unemployed for more than two years. 

Figure 4. 2: Time Since Last Employment (N = 118)" 
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Those respondents who were unemployed generally had severe levels of disability. 
This is shown in Figure 4.3, where 100 people (83% of those who were unemployed) 
were in the three highest categories of disability severity (Le. categories (5,6), (7,8) 
and (9,10)) 

14 Estimated lOIal labour lorce in the sample is 165 Le, those respondents who are currently working or on training courses and those who are 
unemployed, including those who describe themselves as being "too disabled lor most types of unemploymeor and who WOIJd not noonally be 
classified as being part 01 the labour lorce. Uowever, as stated in tne text, we have included Ihis last group In the sample labour terce as the seW
description of being "too disabled for most kinds of employment" is a Subjective judgement and does noIlake Into accounl the possibility that some 
respondents might be able to work H a paI1iaJlar wor1<ing environment could be adapted 10 su~ their level 01 disability. The sample labour torce 
excludes those respondents who are retired or engaged in home duties. 

15 Two people who were unemployed did no! answer this question. 
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Figure 4.3: Spread of Disability Severity Amongst Respondent. who are Unemployed (N = 117") 
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Research from the United States indicates that the symptoms of MS with the greatest 
impact on the capacity for work are those associated with physical mobility (La Rocca, 
1995). This would appear to be the case for respondents in this study. where 
locomotion was the area in which people who were unemployed most frequently 
recorded a disability. One hundred and fifteen people who were unemployed (96%) 
had some disability in relation to locomotion and 45 people (38%) could not walk at all . 
This compares to those who were working where 32 people (71 %) had some 
locomotion disability and 6 people (13%) could not walk at all. 

Given the high levels of disability severity, it is not surprising that the primary reason 
stated by respondents for not being in employment related to disabilities arising from 
MS. Eighty five respondents (71 % of those who are unemployed) described 
themselves as being 'too disabled to work'. 

However, it is notable that 16 people (13%) were actively seeking employment and 
were either: 

• skilled and able enough to work in a number of areas, but could not find 
employment sullable to their level of disability (14 respondents); 

• or considered themselves as able to take on most kinds of work but just could not 
find any (2 respondents). 

Three people (3% of unemployed respondents) said that they had no wish to find 
employment, while16 people (13%) did not state why they were unemployed. 

16 Three people who were unemployed did no! completed the section on severity of disability. The base there/ore, is 117 rather than 120 
responclert.s. 
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The very low percentage involved in training is significant in this respect. In fact only 
two .r~sp~nd~nts (both f~~ale), representing less than 1% of the total sample, were 
participating In formal training courses. Although comparisons need to be qualified in 
terms of severity of disability, it is worth noting the corresponding finding in the Irish 
Wheelchair Association survey of its membership in 1994. That research established 
that approximately 12% of their total membership were involved in 'job training,17 

Eighty people (31 % of all respondents) reported having lost employment because of 
MS, while a further 3 people (1 %) suspected that MS was the overriding reason for 
having lost their job. 

Table 4.1 focuses only on those people who had lost their jobs due to MS. It shows 
that MS interfered directly with work duties in the vast majority of cases. 

Table 4.1: Reasons Stated by Respondents for Lost Employment 

But it is significant that more easily accommodated problems (such as poor 
attendance rate and access to transport) were issues for some people. 

It must also be noted that there are limitations in simply asking respondents why they 
were not working. This assumes that the respondent knows, understands and can 
accurately summarise all the forces impinging on employment. For example, some 
respondents might not have given up employment if they had a more supportive 
working environment. Having such a supportive environment may relate to broader 
issues including employment status, the nature of particular types of employment or 
employer, awareness of legal entitlements for people with disabilities and the degree 
of support available to persons with MS to take advantage of legal entitlements (e.g. 
membership of a trade union with equality policies relating to disability). The fact that, 
as outlined below, those respondents currently in employment had a higher level 
educational profile than that for the general sample may be some indication of the 
relationship between some of these factors and capacity to participate in the labour 
force. 

All of this would suggest that further consultation is necessary to explore the range of 
supports required by people with MS if they wish to continue working. While it was not 
possible to do this in the context of this research, studies from the United States 
suggest that many people with MS would continue to work if certain accommodations 
were made at the workplace. The most common accommodations needed, as 
indicated from a number of surveys, were part-time work, flexible work schedules, 
work at home, accessible workplaces and special transportation (La Rocca, 1995). 
The NRB has made a start in this regard with their "Positive to Disability" programme. 

17 Caution is recommended in comparing the Irish Wheelchair Association results wilh our own in Ihis context. For example, less than 46% of 
unemployed people in the IWA sample saw their leyel 01 disabilily as the principal reason for not working, Yttlile 79% 01 our unemployed 
respondents described themselves as ~oo disabled to work'. But, eyen a1lowin!l for Ihis, differences in the proportion inyolved in trainin!l are 

substantial. 
18 Three people did not report any reason fOf having lost their job. 
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4.2 EMPLOYMENT 

As outlined in the previous section, 43 respondents were in paid employment and two 
people were on FAS or equivalent work training schemes. Of those in employment or 
on work training schemes 27 (60%) were employees and 11 (24%) were self
employed. The proportion of self-employment is higher than the national average but, 
given the rural nature of part of the study area and the fact that 'self-employed' 
includes people working on their own farms, the high figure is not surprising. However, 
it is also possible that those who are self-employed can more easily develop a working 
environment suitable to their level of disability and hence can continue to work. Figure 
4.4 shows the spread of disability severity amongst those respondents who were in 
work. 

Figure 4.4: Spread of Disability Severity Amongst Respondents who are Employed (N)4S) 
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Twenty one people (47%) were in the three lowest severity of disability categories (Le. 
categories 0, 1,2 and 3,4), compared to only 14% of those who were unemployed. 
However, 14 people, (31%) of those in work, were in the two highest severity of 
disability categories (Le. 7,8 and 9,10). This would suggest that the effect of MS in 
limiting people's capacity to participate in the workforce has to be examined in the 
context of broader employment issues, as outlined in Section 4.2 above. One 
important factor in this case is education. The proportion of respondents who were 
currently employed was skewed (in comparison to general sample) in favour of people 
who have completed th ird level educational courses. Sixteen people (36% of those 
employed) had a third level qualification, compared to 12% of those who were 
unemployed. 

As indicated in Figure 4.5, 24 people (53% of those respondents who were working) 
stated that MS affected their capacity to work in some way and 12 people (27%) 
reported that MS sometimes affected their capacity to work. Eight people (1 S%) stated 
that MS had no effect on their capacity to work at present. 
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Figure 4.5: Impact of MS on Capacity to Work (N:44) 
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Fifteen respondents (a third of those at work) reported facing physical difficulties 
getting to their work and in getting into and around their workplace. For most of these 
respondents, access within their workplace was the most significant problem 
encountered. 

4.3 INCOME 

An adequate income is a fundamental condition to avoid living in poverty. Because of 
the inadequacy of social welfare payments, the lack of recognition of the additional 
costs associated with disability and the difficulties associated with accessing existing 
provisions, people with disabilities who depend on social welfare payments are living 
on seriously inadequate incomes (Combat Poverty Agency, 1994). Some of these 
issues were explored in this study by asking participants a range of questions 
including those relating to their household income, the extra costs arising from their 
disability, the state payments they receive and the difficulties they face in making ends 
meet. The results are presented below. 

4.3.1 Household I"COllle 

To assess household income, respondents were asked to select an income category 
which most closely represented their household's net monthly income. This approach 
was adopted, rather than asking respondents to state their exact income outright, in 
order to encourage a relatively high level of response to the question. The answers 
given to these questions are outlined below, but exclude people living in long-stay 
institutions who were asked a separate set of questions which reflected their particular 
circumstances. The issue of income adequacy for this group of people is outlined in 
detail in Chapter 6. 

Figure 4.6 outlines the household income of respondents to the survey, which, as 
stated, excludes those respondents living in long-stay institutions. One hundred and 
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sixty respondents in the survey (72% of those in private households surveyed) were in 
households with a net monthly income of less than £800 per month, i.e., a net weekly 
income of £200 per week. This compares with an estimated average household 
weekly disposable income of approximately £260 per week in 1995 for the population 
as a whole. l' 

50% 

45% 

40% 

35% 

30% 26% 

25% 

20% 

15% 

10% 

5% 

0% 

<£400 

Agur. 4.6: Net Household Income per Month 
(N: 223, excludes those In long-stay Institutions)" 
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4.3.2 Extra Costs of Disabilities 
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In establishing the adequacy of income for those with MS it is also necessary to look 
at the extra costs which the disability can impose on a household. A number of studies 
in Britain have attempted to establish the costs of disabilities and findings have varied 
from £6.10 (OpeS Survey of Disabled People, 1988) per week to £65.92 per week 
(Disablement Income Group) due to differing methodologies and sample differences in 
disability and income. Although variance in estimated costs is high, all studies 
established an extra disability related cost. Our own survey established the 
significance of extra costs for people with MS with 207 respondents (80% of all 
respondents) stating that they incurred extra financial costs as a result of having the 
disease. These additional costs are not adequately taken into account in current 
disability-related payments as outlined below in relation to respondents' receipt of 
state payments. 

As outlined in Table 4.2, of those who reported extra costs, 124 respondents (60%) 
had extra heating costs, 106 (51 %) had extra costs associated with having a car and 

19 This figure is a rough estimate of average househokl income lor t995 obtained by increasiog average household income for 1987 (obtained by the 
ESRI in their Survey of Poverty, fncome Distribution and Usage of State Services conducted in 1987) in line with increases in national income. 

20 The 25 people residing in Iong·stay institutions were asked a separate question on income adequacy and are not inctuded. A further twelve people 
did not answer the question, 4 0/ 'I'Alom did not answer this part oi lhe questionnaire, the remainder either LIlwilling to state their income or else 
uncertain 
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95 people (46%) had extra costs in relation to usage of a telephone which they may 
not have had otherwise. Also important were costs arising from regular trips to the 
hospitat (27%) and home help (24%). 

Table 4.2: Areas of Extra Financial Costs Arising from MS 
(N = 207, exctudes respondents In long-stay Institutions) 

Figure 4.721 outlines the estimated extra cost to households ariSing from MS each 
month. One hundred and seven people (55%) had monthly extra costs in the region of 
£25 to £99, 47 people (24%) between £100 and £200, while 5 respondents (3%) had 
more than £400 in extra costs. 

There would appear to be some relationship between the level of extra costs 
associated with MS and severity of disability. Almost all respondents with more than 
£200 in extra costs were in the highest three severity of disability categories (Le. 
categories 5,6, 7,8 and 9,10), 78% of respondents with extra expenses of £25 to £200 
were in these top three severity categories and 46% of those with extra costs of less 
than £25 per month. 

21 It should be noted that only 196 people answered this question despite the lact that 207 people reported having had extra costs arising trom MS. 
In some cases, according to the interviewers who administered the questionnaires to respondents, people were reluctant to consider the extra 
costs associated with their illness as they already felt they were a burden to their families. Calculating the cost 01 this possible burden in these 

circumstances was seen to be emotionally distressing. 
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Figure 4.7: Estimated Extra Anancial COlts per Monlh Due 10 MS 
(N:196, excludes respondents in long-stay institulions) 
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4.3.3 Receipt of State Payments 

One hundred and forty four respondents (62% of respondents who lived in private 
households) reported being in receipt of some form of state income or income 
support, or had made private pension arrangements. The source of income or income 
support is outlined in Table 4.3 overleaf, showing the numbers receiving general state 
income support such as unemployment assistance, and those receiving state 
payments specifically for people with disabilities. The numbers receiving state 
payments however, may be understated as interviewers who administered the 
questionnaires found that many people were unsure of what payments they were 
actually receiving and were thus unwilling to answer the question. This may account 
for the fact that 20 people who were unemployed did not report being in receipt of any 
state payment at all. According to interviewers, a number of respondents also reported 
being in receipt of 'other' state payments when they were unsure about the actual 
payments they were receiving. 

MAIN DISABILITY PAYMENTS 

Given the level of overall disability it is perhaps surprising that only 23 people (16% of 
those in receipt of some state benefit) said they were in receipt of Disabled Person's 
Maintenance Allowance. Only nine of these respondents were women, despite the 
overall predominance of women in the sample. The majority of those receiving state 
payments specifically targeted at people with disabilities said they were in receipt of 
Disability Benefit or the Invalidity Pension, both of which are contributory payments. 
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Table 4.3: State Benefits Received 
(N=l44, excludes respondents In long-stay institutions) 

INCOME SUPPORT CATEGORY TOTAL 'I. MALE 'I. FEMALE 'I. 

~,.,..... 
Unemployment Assistance 2 1'1. 1 2% 1 1'1. 

Unemployment Benefit 3 2% 1 2% 2 2% 

lone Parents Allowance 5 3% • • 5 6% 

Supplementary Welfare Allowance 2 1% 2 3'!. • • 

Family Income Suppl&ment 2 '" • • 2 2% 

Old Age ContribulOfY Pension 1O 7% 5 9% 5 6% 

Old age NOIH:OOlributOfY Pension 'O 7% 5 9% 5 6% 

Private Pension 20 14% 12 21 '1. 8 9% 

= Plymtntl tor Plop" will, 
11eb!ftlln 

DPMA 23 16% 14 24% 9 10% 

Disability Benefit 12 8% 3 5% 9 lOO. 

Invalidity Pension 53 37% 23 40% 30 35% 

MobiHty _aoce 9 6% 3 5% 6 7% 

Rehabil~ation Maintenance Allowance 1 1% 1 2% • • 

~P'YIII'IIII 17 12% 2 3% 15 17% 

Total n=l44 n =58 n=86 

Note: Number of responses are expressed as a percentage of those who ticked at least one category. A 
respondents could give more than one answer, the columns add up to more than one hundred percent 

SUPPLEMENTARY PAYMENTS 

While acknowledging the fact that respondents may have under.reported the actual 
payments they receive, given the extra costs many respondents incur as a result of 
MS, it is still surprising that, as outlined in Table 4.3, very few respondents said they 
were in receipt of the two main state supplementary payments for people whose 
means are insufficient to meet their needs: the Supplementary Welfare Allowance 
(SWA) and Family Income Supplement (FIS). The low numbers who stated they were 
in receipt of FIS may reflect the nature of this payment, which is directed at those 
families in low paid employment. The fact that MS limits people's capacity to work 
suggests that this form of income support is of limited relevance to people with severe 
disabilities. However, only two respondents said they were in receipt of SWA, which is 
a means tested allowance directed at those not working (but is also open to people 
with mental or physical disabilities who are in employment) and which involves weekly 
supplements for expenses such as rent, mortgage interest repayments or special 
dietary or heating needs. It is notable in this respect that of the 122 people who 
reported extra heating costs arising from MS, only one person reported being in 
receipt of SWA. None of the 36 respondents who had extra costs associated with 
dietary requirements arising from MS were in receipt of SWA. 
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MOBILITY ALLOWANCE 

Also notable from Table 4.3 are the small number of respondents who stated they 
were in receipt of Mobility Allowance. Mobility Allowance is a monthly means tested 
payment for people who are unable to walk (Section 61 of the Health Act 1970). In 
order to qualify for the allowance, a person must be over 16 years and under 66 years 
and must be living at home or maintained by the Health Board in a long-stay 
institution. A person must be unable to walk, even with the use of artificial limbs or 
aids, and must be in a condition of health that the exertion to walk would be 
dangerous. The inability to walk has to be likely to last for at least one year and the 
claimant must not have been forbidden to move for medical reasons and must be in a 
position to benefit from a change of surroundings. The allowance is payable at a rate 
of £38 per month. 

Even with these stringent qualifications, It is surprising that only 9 respondents 
reported that they receive the Mobility Allowance given that, as outlined in Chapter 3 
of this report, 73 respondents (28%) stated that they could not walk at all. We did not 
explore in the survey why so few people were in receipt of the Mobility Allowance, but 
as referred to above, interviewers who administered the questionnaires found that 
many respondents were unsure about the state payments they were actually receiving 
and which benefit they were entitled to receive. These factors, as well as the 
stringency of the eligibility criteria, may explain why so few people reported being in 
receipt of this payment. 

DISABLED DRIVERS TAX CONCESSIONS 

A greater number of respondents (57 people) had obtained disabled drivers tax 
concessions, which are directed towards severely and permanently disabled persons 
who use a specially adapted motor vehicle as drivers or passengers, enabling them to 
claim exemption from motor tax and vehicle registration tax, refund of VAT and refund 
of duty paid on petrol or diesel. It is notable in this respect however, that only 11 
respondents who could not walk at all (15% of the total) were in receipt of any of these 
tax concessions and none of the 77 respondents in the highest category of disability 
(i.e. 9,10). 

MEDICAL AND LONG-TERM ILLNESS CARDS 

One hundred and thirty nine respondents (60% of those who lived in private 
households) were medical card holders, which entitles them to a range of health 
services free of charge, including doctors, drugs and hospital services. The number of 
medical card holders would appear to be quite low given that 160 people had net 
monthly incomes of less than £800 per month and 207 respondents reported extra 
costs associated with disabilities arising from MS. This may be due to the eligibility 
criteria for the medical card which includes a stringent means test , with income 
thresholds set significantly below £800 per month for both married and single people22 

and which does not normally make allowance for the impact of disability related costs 
on a persons income.Z3 

22 The income threshold at !he time of writing was £3.46 per month lor a single person (below the age 01 66) living alone and £502 per month for 8 

married couple below !he age 0166 with allowances for each chi ld under the age 01 16. 
23 The Health Boards do have some discretion in determining eligibility for a medical card under Section 45(7) of the Health Act 1970. This allows a 

person to be eligible lor services available IreeIy 10 people with medical cards illhe chief executive otIicer of the appropriate Health 80ald 

MS SocIsty oIlffJ1and Page 31 



Multiple SderoSs, MuntJIB ChalJ8nges 

Sixty seven people (29%) had long-term illness cards, which are available to those 
with particular medical conditions (including MS) who do not have medical cards. 
However, the card only covers the cost of drugs relating to the specific illness for 
which the person is entitled to receive the card. 

Twenty five people (11 %) had neither the medical or long-term illness card. 

4.3.4 Adequacy 01 Income 

One hundred and eighty two respondents (79% of those living in private households) 
found great difficulty or some difficulty in 'making ends meet' with respect to their 
monthly income. This compares to 66% of the national population who found great or 
some difficulty in making ends meet when surveyed in the ESRl's Survey of Income 
Distribution, Poverty and Use of State Services follow-up survey conducted in 1989 
(Nolan et ai, 1994: 67) and 54% of respondents who reported such difficulties in the 
Irish Wheelchair Association's survey of their members 2. (IWA, 1994:21). 

Low levels of income adequacy are clearly linked to the fact that very few respondents 
were in paid employment and a majority of respondents depended on state payments 
either as their primary source of income or else to supplement their income derived 
from another source. The majority of social welfare payments including Disability 
Benefit, DPMA and the Invalidity Pension still fall below the lowest point of the range 
recommended as minimally adequate by the Commission on Social Welfare (1986), 
which now stands at £67 per week. Disability payments such as Disability Benefit and 
DPMA are paid at £62.50 per week and Invalidity Pension is paid at £64.20 per week. 

This situation is particularly serious for respondents given that most will have been 
dependent on state income support for some time. Research on poverty undertaken 
by the ESRI has shown that the erosion of resources can lead to deepening poverty. If 
people are forced to live on low incomes over a long period of time their savings 
dwindle and they are less able to budget for unforeseen expenditures (Nolan and 
Callan 1994a and Nolan et ai, 1994b). This point is relevant in this study where 73% of 
the sample (as a proportion of the sample labour force) were not in paid work, and of 
these, 92% had been unemployed for more than two years or have never been 
employed. In addition those respondents who are unemployed have relatively severe 
levels of disability. This has implications for levels of income support for people with 
MS and their standard ot living over time. 

4.4 SUMMARY OF FINDINGS 

4.4.1 Employment and Unemployment 

• Seventy three percent of respondents who were in the labour force were not in paid 
work. Of these, 92% had been unemployed for more than two years. 

considers !hat they would be unable, wi!houl undllB hardship, to provided that service for themselves or their dependants. We did not ask 
respondents ho>Never, whether they have ever a made a case to their Health Boards for a medical card on this basis or whether they were aware 

they were entilled to do so. 
24 The 53.5% refers to those respondents to the Irish Wheelchair Association who said they were either 'living with some difficulty' or were 'living with 

considerable diHicuity', 
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• Thirteen percent of unemployed respondents were actively seeking work, but could 
not find work suitable to their level of disability. Despite this, only 1 % of 
respondents were participating in formal training schemes. 

• The majority of unemployed respondents had lost their jobs because MS directly 
impaired their ability to carry it out. 

• Fifteen respondents, a third of those at work, reported facing physical difficulties 
getting to their work and getting into or around their workplace. For most of these 
respondents, access within their workplace was the most significant problem 
encountered. 

• The large numbers of people who stated that they gave up work because of MS 
has to be qualified by limitations inherent in simply asking respondents why they 
are unemployed. 

• Almost one in three respondents who were working were in the highest severity of 
disability categories. A higher proportion of respondents who were employed had 
third level education than those who were unemployed. A key factor in their 
capacity to continue work may relate to the status of the job. 

4.4.2 Income Adequacy 

Some of the most striking findings in the survey are in relation to the issue of income 
adequacy. Specifically: 

• Almost three quarters of the households surveyed were depending upon less than 
£800 per month net income. 

• There is a considerable burden of extra costs associated directly with the illness 
(80% in all reported extra costs, the most frequently cited ones being in relation to 
heating and transport) . 

• For the majority of respondents the extra costs were approximately £75 per month 
(or nearly 10% of average household income) but for a significant number (38%) 
the extra costs amounted to more than £100 per month. 

• Eight out of every ten respondents reported some degree of difficulty in making 
ends meet. 

• Such financial difficulty does not translate into high levels of uptake for different 
state benefits. For example, only 2 respondents were in receipt of Family Income 
Supplement and Social Welfare Allowance. 

• The stringency of means testing and the fact that means tests do not normally take 
into account the extra costs of disability, would appear to be a factor in the 
relatively low take-up of the medical card and possibly the Mobility Allowance. 

• There appeared to be uncertainty among respondents regarding the benefits 
available and the eligibility criteria attaching to them. 

• Eleven percent of respondents did not hold either a medical card or long-term 
illness card, although everyone with MS is entitled to hold at least the latter 
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CHAPTER 5 SERVICES: USE AND SATISFACTION 

"Management of patients with multiple sclerosis begins at the time of diagnosis. 
The diversity and complex interactions of subsequent disabilities are best 
managed by an integrated multi-disciplinary team. The assessment of need, for 
both the patient and carer, is a crucial issue, the findings of which must be 
matched by efficient delivery of services appropriate to those needs. This will 
involve in-patient and out-patient rehabilitation services linking with and supporting 
community care (Thompson et ai, 1994: 3) 

5.1 INTRODUCTION 

5.1.1 Background 

Persons affected with MS have a variety of needs based on the disabilities they 
experience and the psychological, social and economic consequences of these 
disabilities for them and their families . Care and assistance arrangements and the 
utilisation of services (both medical and more general services) are two of the factors 
which influence whether an individual's needs are met. The provision of services for 
people with MS is complicated by the unpredictability of the illness, where, depending 
on the course of the disease, needs can change as people move between relapses 
and remissions. As noted by the MS Society (1994), because it is impossible to predict 
the course of the disease for anyone individual, current systems and criteria for the 
delivery of services predicated on the how an individual feels on a particular day can 
be too inflexible to meet the needs of people with MS (MS Society, 1994:2). 

A very useful discussion and analysis of the service needs of people with MS is 
provided by Alan Thompson2~ and others in a recent article published in MS 
Management entitled Long Term Management of Multiple Sclerosis (1994). The 
authors note that the course of MS can be usefully divided into four stages, although 
not everyone with MS will necessarily travel the entire course. Each stage has 
different implications for the medical and more general needs of people affected. The 
first, or initial stage is the time at which a person is diagnosed with the disease. Much 
bitterness and resentment can ensue at this time if the person with MS discovers their 
di ,l~nosis accidentally or feels discarded by their doctor, and this can have a profound 
ehect on their subsequent ability to trust and accept advice and to cope with the 
condition. The extent to which these problems can be avoided will depend on the level 
of information and support available to the newly diagnosed. 

The second, or early stage is when the person affected by MS suffers occasional 
relapses of varying severity (averaging one every two years) but recovers from these 
relapses. At this pOint, the person's main concerns may focus on fear of becoming 
disabled, and they may also require advice concerning having a family and decisions 
regarding economic planning, employment and housing. 

25 AI the time 01 writing A1an TOOmpson was head of the Neuro-rehabilitalion Section, Department 01 Oinical Neurology, Institute 01 Neurology, 
London. 
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The third stage in the course of the disease outlined by Thompson, is that pOint in time 
when the person has established impairment resulting in both disability and handicap. 
The role of health services at this stage should be to maximise functional 
independence by minimising disability and maintaining, as far as possible, the 
person's role in the family or other social unit, workplace and community. For each 
persisting disability and handicap there will be specific strategies which can be taught 
to the person and/or their carer with appropriate expertise and monitoring. 

Given the multiplicity of interacting problems associated with the disease, providing 
support to people with MS at this stage will require the expertise of a wide range of 
disciplines, and, as the problems interact, so must the disciplines (1994:5). According 
to Thompson, it is essential in this respect that persons with MS can access the 
services of a multiMdisciplinary team to assist them in managing their condition. 

The last stage in the course of the disease outlined by Thompson is when the person 
with MS has developed such severe disabilities that they become entirely dependent 
on others with respect to mobility and other activities of daily living. If the person with 
MS is to continue to live at home, a great deal of support will need to be directed 
towards reducing the physical and psychological burden on the carer. Much 
rehabilitation input at this stage will involve the installation of equipment in the house 
to allow the person with MS more independence and to lessen the burden on the 
carer. The provision of respite care for the person with MS will also be an important 
part of any support system for carers, which, Thompson states, should be planned to 
correspond with the specific needs of the carer rather than at the convenience of the 
admitting respite care institution (1994:8). 

5.1.2 Survey Approach 

To explore the issue of service needs in the context of this study, respondents were 
asked a series of questions about their use of services in the previous twelve months, 
the degree to which these services met their current demands in this period and their 
perceptions of the quality of the service used, Respondents were also asked a series 
of questions regarding services they would expect to need in the future . However, 
given the unpredictable nature of the disease and the consequent difficulties in 
predicting future needs, the response rate to this question was very low and the 
results have not been included in the report . 

The results of questions relating to services are outlined according to the principle 
service providers for people with MS in the region. These are: consultant neurologists 
and general practitioners, the Southern Health Board, the MS Society (nationally, 
regionally and at local branch level) and the NRB, A number of voluntary organisations 
also provide services such as meals on wheels and transport. 

In examining service needs in this way, it is important to note that there are limitations 
in simply asking respondents whether they need a particular service. Expressed need 
may conceal a considerable degree of unexpressed (and unmet) need if respondents 
have never availed of a service and are not sufficiently aware of what a service can 
actually provide. The level of need may also not be expressed if people have low 
expectations about the quality of life they can expect as a result of having a disability. 

Given these difficulties we have attempted to set respondents' answers to questions 
relating to the use and need for services in the context of their living conditions as 
revealed in answers from other parts of the questionnaire. This includes levels of 
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disability, the extent of care they currently require and other issues such as income 
adequacy and access to employment. This section has also been supplemented by 
informal interviews conducted with professionals in relevant areas. 

5.2 GENERAL PRACTITIONERS AND CONSULTANT 
NEUROLOGISTS 

General practitioners and consultant neurologists are centrally important in both 
determining and imparting a diagnosis of MS as well as in providing on-going medical 
care for those affected by the illness. Respondents' perceptions of these two aspects 
of the services provided by neurologists and general practitioners are explored 
separately below. 

5.2.2 Imparting Diagnosis 

As noted by Thornton and Lea (1992). many losses accompany the diagnosis of a 
chronic illness like MS. These losses can be real or imagined, experienced or 
antiCipated. With the diagnOSiS of MS, people may need to adjust to the loss of their 
health, their future plans, their economic viability and their setf-concept. If not having 
to deal with the actual loss itself, the newly diagnosed are confronted with a myriad of 
threatened losses and need time to mourn and grieve (1992: 322). 

While these feelings of loss are quite understandable, they can be exacerbated by the 
environment in which people learn of their diagnosis. With limited information on the 
exact nature of the illness, feelings of loss can be compounded by misplaced public 
perceptions of the illness as being characterised by inevitable and rapid disability. The 
degree to which these problems can be avoided will depend, according to Thompson 
on four important factors. These are:~ the certainty with which the diagnosis is made; 
the clarity with which this information is conveyed to the person with MS; the level of 
support which the person receives subsequently; and the on-going availability to the 
person affected, of information regarding the diagnosis and what this implies (1995:5). 

Expanding on these factors outlined by Thompson, the MS Society in their submission 
to the Commission on the Status of People with Disabilities (1994) set out a series of 
guidelines for communicating the diagnosis of MS based on best psychological 
practice. The guidelines include: 

• No person should hear about their diagnosis by accident. 
• Nobody should be alone while being told the news or afterwards, unless they 

specifically ask. 
• Partners should be told together if at all possible. 
• The diagnosis should not be given to a relative rather than a person with MS, 

except in the most unusual circumstances. 
• Information should be given in sufficient detail and in such a way as to allow people 

with MS to come to terms with their condition, allaying fears of other illnesses and 
leaving the door open for further consultations (MS Society, 1994). 

SURVEY RESULTS 

Results from the survey show that for many respondents these conditions were not 
met, leading to great distress in a number of cases. Two hundred and eighteen 
respondents (85%) were informed by a neurologist, general practitioner or a hospital 
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source that they had MS, but 39 people (15%) were informed by "other means". When 
asked to specify what was meant by "other means" common responses included being 
told directly by a partner or other relative who themselves had been informed by a 
neurologist or GP. A number of people found out inadvertently by reading material on 
MS and relating associated symptoms to those they were experiencing. Some of 
these responses are indicated in the following list. 

List 5.1: Source of Information on Dlagnoslslrom those other than Neurologist, GP or Hospital 
Sources 

One hundred and twelve respondents (45%) were unhappy with the way in which they 
were informed of their diagnosis. When asked why this was the case, responses 
ranged from the manner in which the diagnosis was delivered to inadequate 
counselling and information. The most frequent answers however, related to not being 
informed directly, or in some cases not being informed at all. The following list gives 
some examples of responses. 

List 5.2: Reasons for Dissatisfaction with Diagnosis 
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5.2.3 On-Going Medicai Care 

GENERAL PRACTITIONERS 

As indicated in Figure 5.1, general practitioners are one of the most important medical 
contacts for people in the study, with 154 respondents (60%) using their services on a 
regular basis over the previous 12 months. 

G.P. 

Figure 5.1: Us. of GP SeNic •• in the Previous 12 months (N ; 256) 

12% Not Used 

3% Once 

25% More than once 

H'''' , ... 

60% 
Regularly 

Two hundred and twenty one respondents (87%) described the level of the service 
provided by their general practitioner as being adequate for their present needs, 
although 9 people (3%) stated that they needed more of this service at present. 
Twenty three people (9%) stated that they did not need the services of a GP at 
present. 

Figures 5.2 shows that there was a high degree of satisfaction with the services 
provided by general practitioners, 201 respondents (91 %) stating that they were very 
happy with the quality of service they received. 
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Figure 5.2: Satisfaction with Quality 01 Gene •• 1 Practitioner Services (N:222) 

Very Happy 
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CONSULTANT NEUROLOGISTS 
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One hundred and fifty one respondents had attended a neurologist in the previous 
twelve months. As indicated in Figure 5.3, 28 of those respondents who had attended 
a neurologist had done so on a regular basis. 

Figure 5.3: Usage of NeuiOlogist Services in the Previous 12 Months (N = 256) 

41% Not Used 

23% Once 

Neurologist 

25% More than once 

11% Regutarty 

, ... 2 ... , ... .... 
It is important to note however, that excluding people living in long-stay institutions. 
usage of the service of neurologists differed between community care areas. For 
example, 85 people, 73% of respondents living in the Cork City and South Cork 
community care area had used the services of a neurologist at least once in the past 
twelve months, compared to 10 people or 34% of those living in West Cork community 
care area and 21 people, or 49% of those living in Kerry. 
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Two hundred and two people (87%) did not need the service of a neurologist at 
present, or else described existing provision as being adequate for their needs, 
However, 28 respondents (12%) stated that they either needed more of the services 
of a neurologist or else didn't receive the service at present but would like to at this 
point in time. 

As indicated in Figure 5.4, ninety nine people (66%) stated they were very happy with 
the quality of the service provided but. thirty seven respondents (25%) felt the service 
did not meet their needs and 14 people (9%) were very unhappy with the quality of the 
service. 

Figure 5.4: satlslaction wHh QualHy of ServIce Provided by Neurologist (N=I50) 

25% 
Does Not 

Very 
Unhappy 

Happy 

66% 

The relatively low numbers attending neurologists compared to general practitioners. 
and the relative dissatisfaction with the services they provide has to be examined in 
the context of the overall demands being made on the service they provide, There are 
three consultant neurologists based in Cork. serving the Southern Health Board region 
and parts of the South Eastern and Mid·Western Health Board regions. In 1991, the 
Comhairle na nOspideal Committee on Neurology Services recommended the 
appointment of a fourth consultant neurologist in the region as well as the 
restructuring of existing neurology services to ensure better co·ordination to meet 
overall need (1991 :19). 

5.3 SOUTHERN HEALTH BOARD SERVICES 

The Southern Health Board provides a range of services for people with MS in the 
Cork and Kerry region. The usage of, and satisfaction with, these services by 
respondents to the survey is explored below, Two of these services, the public health 
nurse and home help services, are not directly relevant to those living in long·stay 
institutions and issues of service provision in relation to these services have been 
explored with reference to those living in private households only. 
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5.3.1 Occupational Therapy 

Occupational therapists provide advice on disability management and an assessment 
of people with disabilities in relation to their needs for aids and appliances. They also 
provide advice on housing alterations. At the time this survey was conducted, the 
occupational therapy service provided by the Southern Health Board comprised of a 
centre based service in the Cork University Hospital staffed by three occupational 
therapists. People are referred to this service through a consultant. 

Since Augusl 1995, one occupational therapist has been employed in the Cork City 
and South Cork Community Care Area to provide a service to people in their homes 
and another has been employed to provide a similar domiciliary service to people in 
the Kerry Community Care Area. Referral to this community service, as with the 
centre based occupational therapy service, is not means tested and is provided free of 
charge to those who are referred. 

In the survey, usage of services provided by occupational therapists was much lower 
than in the case of physiotherapy. Only 25 respondents (10%) reported using this 
service in the previous 12 months. 

The services of an occupational therapist are particularly relevant to respondents 
given that the vast majority of people sUlveyed had disabilities in those areas where 
the services of an occupational therapist would be useful. Notable in this respect, are 
problems relating to personal care, an area in which 125 respondents recorded some 
problems, 82 of whom reported severe difficulties in this area. Also of interest is that 
almost half of those who did not use the service of an occupational therapist were in 
the two highest overall severity of disability categories (7,8 and 9,10). 

Despite this, more than 80% of respondents stated that they do not need the services 
of an occupational therapist at present and only 15 respondents, a small minority, 
stated that they would like to avail of, or else need more, occupational therapy. 
Further, no respondent referred to the need for the services of an occupational 
therapist in answer to the general open ended question regarding satisfaction with 
service provision. It must be noted in this respect, that a number of experts informally 
interviewed in the course of this research project believed that substantial numbers of 
people were not aware of which services an occupational therapist could actually 
offer, or that they could benefit from assessment by an occupational therapist. 

Some indication of the extent to which respondents may not have been aware of the 
services provided by occupational therapists is the very low numbers who sought their 
advice when making alterations to their accommodation as a result of disabilities 
arising from MS. Although occupational therapist are trained to provide advice in this 
area, as outlined in chapter 7, of the 95 respondents who made alterations to their 
accommodation as a result of having MS only 35 people (37%) had obtained specialist 
advice, 11 of whom had obtained this advice from an occupational therapist. It is 
notable in this respect that a quarter of those respondents who made alterations to 
their accommodation stated that the alterations did not suit their needs. 

With regard to the quality of the service provided by occupational therapists, 21 
people, the vast majority of those using this service, were very happy with the quality 
of the service while 2 people stated that the service did not always meet their needs. 
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5.3.2 Physiotherapy 

A physiotherapist's role in relation to MS is primarily to maintain mobility, to manage 
spasticity and to prevent muscular difficulties which can arise from using a wheelchair. 
For those people with very severe MS, physiotherapy is also important in preventing 
respiratory problems and lung infections. People with MS are likely to need the 
services of a physiotherapist on an on-going basis as the disease and associated 
symptoms vary and progress. At a minimum, such services may involve reassessment 
of therapeutic goals. 

The Southern Health Board provides a physiotherapy service through its clinic in Cork 
University Hospital and through a minority of the community hospitals, which are 
based in the medium sized towns in the region. The service is not means tested and is 
provided to those people with MS who have been referred to a physiotherapist by a 
neurologist. 

Since August of 1995 (during the latter stages of conducting this survey) a limited 
community physiotherapy service has been developed, whereby physiotherapists visit 
people in their homes. The service operates in Cork City and South Cork Community 
Care Area only. This community service is indirectly means tested in that it is only 
available to those holding a medical card. Referral is open and the service is available 
to those on medical cards who cannot access the centre based services. 

One hundred and sixteen respondents (45%) used the service of a Southern Health 
Board physiotherapist over the previous 12 months, 81 (70%) of whom used this 
service on a regular basis. The majority of those using the service describe it as being 
adequate for their existing needs. However, 28 people (24% of those using the 
service) reported needing more of this service at present. Thirty people who have not 
used the service stated that they would like to avail of it. 

Eighty nine people, more than 70% of those using the services of a physiotherapist, 
were very happy with the quality of the services, 21 people (18%) stated that the 
service they received did not always meet their needs and 8 people (7%) were very 
unhappy with the quality of the service provided. 

It is notable, that when respondents were asked in an open ended question to state, in 
a general sense, the kind of services they would like to see being made available that 
would make their lives somewhat easier, 25 people referred to physiotherapy and in 
particular, the need to make th is service more accessible locally. 

5.3.3 Continence Management Advice and the Provision of 
Incontinence Materials 

Forty five people (18%) had availed of the continence management advice service 
and 75 people (30%) had used continence materials provided by the Southern Health 
Board during the previous 12 months. While these two services are primarily provided 
by a public health nurse, 15 of those who have availed of continence management 
advice and 18 people who had availed of incontinence materials had not received a 
public health nurse visit over the previous 12 months and are, therefore, likely to have 
availed of these services from a different source. This different source may have been 
a hospital based urologist, one of whose functions is to provide more specialised 
treatment with regard to continence issues. 
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These services would appear to be under utilised given that 151 respondents (59%) 
reported incontinence problems. Of these, 105 (70%) did not use the continence 
management advice service. However, some of these may have received advice on 
continence management some time ago and have possibly established a service for 
themselves. They may, therefore, be getting the materials they need and no longer 
need the advice service. 

Of the 45 respondents currently receiving advice on continence, 9 people (20%) 
reported needing more of this service at present. Fourteen people stated that they 
need to use this service but are not currently doing so. Of the 75 respondents using 
incontinence materials, 9 people (12%) reported needing more of this service. Seven 
people stated that they would like to receive this service at present. 

With regard to quality, 39 people, the majority of those using the continence 
management and advice service, were very happy with the quality of the service. Four 
people (9%) felt the service did not always meet their needs while 1 person stated that 
they were very unhappy with the quality of the service. In the case of incontinence 
materials, 9 people stated that this service did not always meet their needs and 3 
people were very unhappy with the quality of the service. 

5.3.4 Advice on Mobility Aids 

Responsibility for the provision of advice on mobility aids is split between occupational 
therapists and physiotherapists. According to professionals in this area interviewed in 
the course of the research, occupational therapists generally provide advice on 
mobility aids to those who are non-ambulant while physiotherapists provide advise to 
those who are ambulant. 

Eighty two respondents (32%) received advice on mobility aids at some point over the 
previous 12 months, 60 of whom used this service on a regular basis. The use of this 
service would appear to be low given the level of disability in relation to those areas 
linked to mobility, i.e. 228 respondents (89%) reported some locomotion problem, 138 
people (54%) had dexterity problems, 125 people (49%) had limitations in relation to 
personal care and 79 respondents (31 %) had some difficulties with regard to reaching 
and stretching. 

Although responsibility for the provision of advice on mobility aids primarily rests with 
physiotherapists and occupational therapists, it is notable that only 17 people (21 % of 
those who received advice on mobility aids over the previous twelve months) had 
actually used the service of an occupational therapist in this period and 45 
respondents (55%) had used the services of a physiotherapist. This suggest that a 
substantial number of people are obtaining advice from other sources. This is a matter 
of some concern for a number of professionals in this area interviewed in the course 
of this research, who expressed concern that people may have obtained advice on 
mobility aids from those not directly qualified to give such advice. 

Of those who have received advice on mobility aids, 8 people reported needing more 
of this service at present. A further 7 people stated that they needed to receive this 
service, while 157 people reported that they did not need this service at present. 

With regard to the quality of the advice on mobility aids they had received, 70 people 
(85% of those using the service) stated they were very happy with the service. 
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However, eight people stated that this service did not always meet their needs and 2 
people were very unhappy with the quality of the service. 

5.3.5 Public Health Nurse Visits 

The public health nurse service is a community based service designed to meet 
particular personal care and nursing related needs for people in their homes. The 
service is open to everyone with MS in the region. The public health nurse is often the 
first point of contact for people for accessing other Health Board services, including 
the provision of mobility and continence aids. 

One hundred and sixteen people (half of those respondents living in private 
households) had received a visit from a public health nurse at least once in the 
previous 12 months, 65 of whom had received such visits on a regular basis. 

There were no significant differences in use of the service between Cork City, towns in 
the region and rural areas. The principle difference between those using and not using 
this service related to severity of disability and issues concerning personal care. 
Eighty four people, 72% of those who had received a visit from a public health nurse, 
were in the two highest disability severity categories (7,8 and 9,10), compared to 25 
people (21 %) who did not use the service. The areas of disability of most significance 
in this respect were personal care and incontinence. Sixty eight respondents (59%) 
who used the public health nurse service had some problem with regard to personal 
care compared to 33 (28%) of those who did not use the service. Also, 75 
respondents (64%) who used this service reported needing care and attention either 
during the day or day and night, compared to 27 respondents (23%) who did not use 
the service. With regard to continence, 87 respondents (75%) who used the public 
health nurse service reported incontinence problems, compared to 40 people (34%) 
who did not use the service. 

When asked the extent to which the level of service provided by the public health 
nurse met their needs, 111 respondents (48%) stated that they did not need the 
service at present and 99 people (43%) stated that the current level of service is 
adequate for their existing needs. Twenty people (9%) stated that they either need 
more of this service or would like to have a visit from a public health nurse at present. 
Again, it would appear that level of disability is a factor pertaining to need for such a 
service. A majority of those who stated that they need more visits by public health 
nurse or who would like the service are in the two highest severity of disability 
categories (7,8 and 9,10). 

Expressed need could possibly be understated given the substantial numbers, as 
outlined above, who did not use the service but who had particular disabilities and 
personal care needs which appear to be significant in detennining use of the service. 

In relation to the quality of the public health nurse service, 94 respondents (81 % of 
those who used the service over the past 12 months) stated they were very happy 
with the quality of the service. However, 10 people (9%) were very unhappy with the 
quality of the service, while 9 people (8%) stated that the service is not delivered in a 
way that always meets their needs. 
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5.3.6 Home Helps 

The Southern Health Board funds the employment of home helps, who provide non
nursing services, including assistance in household duties, cooking. shopping and 
other aspects of personal care. It is indirectly means tested in that only those on 
medical cards qualily for the service free of charge. 

Forty nine people (21 % of respondents living in private households) had used the 
home help service provided by the Southern Health Board at some point over the 
previous 12 months, almost all of whom had used the service on a regular basis. One 
hundred and eighty two respondents (79%) had not used the service at all. 

There were no significant geographical differences in use of this service. Differences 
between those using and not using the service appear to relate more to severity of 
disability and issues pertaining to personal care. For example, those respondents in 
the two highest severity of disability categories (i.e. 7,8 and 9,10) comprised 65% of 
those who used home help services compared to 41 % of those who did not. Twenty 
seven people (55%) using the service recorded some difficulties with respect to 
personal care compared to 72 people (39%) who did not use the service. Also, 29 
people (59%) using the service needed care and attention either during the day or day 
and night compared to 72 people (39%) of those not using the service. 

Thirty three respondents (14% of those living in private households) stated that they 
needed a home help or required more of this service at present. This level of 
expressed need may understate actual need given the large numbers of people not 
using the service who reported levels of disability and personal care needs which 
appear to be a significant factor in determining its use. 

Th irty live respondents (the majority of those using the home help service) stated that 
they were very happy with the quality of the service. Six people stated that the way in 
which the service is delivered does not always meet their needs while 2 people were 
very unhappy with the quality of the service. 

5.3.7 Speech and Language Therapy 

Three therapists provide speech and language therapy through the clinic at the Cork 
University Hospital. There is also a centre based community service provided by six 
therapists in the Cork City and South Cork community care area, two therapists in 
North Cork, one in West Cork and three therapists in Kerry. The service is not means 
tested and is available free of charge to those who require it. Therapists will accept 
self-referrals from people with MS as well as referrals from other health care 
professionals. In all cases the therapist will liaise closely with the person's neurologist. 

Speech and language therapists aim to provide the following services: maximisation of 
residual communication skills, facilitation of optimum communication, exploration of 
augmentative and alternative communication techniques, swallowing therapy and 
maximisation of the skills of those with whom the person is communicating (for 
example listening skills, prompting and so on). 

According to speech and language therapists interviewed in the course of this study, 
the two areas of disability most relevant to this service are those of 'Communication' 
and 'Eating, Drinking and Digestion', where difficulties in swallowing can be a major 
limiting factor in relation to communicating with others. As outlined in chapter 3, 46 
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respondents (18%) and 41 (16%) expertenced disabilities in these areas respectively. 
However, despite the extent of problems experienced in these areas, only 13 
respondents (5%) reported using the speech and language therapy service at some 
time over the previous 12 months. When asked whether they were satisfied with 
current levels of service provision, 4 people stated that they needed more of the 
service and 14 people who had not received the service stated that they would like to 
avail of it. Eight people, the majority of those using the speech therapy service, were 
happy with the quality of the service provided while 3 people stated that they were 
unhappy about the quality of the service or that it did not always meet their needs. 

The speech and language therapy service is currently in the process of development 
and staff in the field interviewed in the course of this research would accept that 
resources are not yet adequate to fully meet the need for the service in the region. 

5.3.8 Counselling 

There is no adult counselling service available within the Community Care Programme 
of the Southern Health Board. A service for adults is only available through the 
psychiatric units in each Community Care area. 

Seven respondents (3%) reported using the counselling service provided by the 
Health Board in the previous 12 months, 4 of whom used the service on a regular 
basis. Of those availing of the counselling service, 3 people stated that they need 
more of this service at present. Sixteen people stated that they would like to receive 
counselling from a Health Board counsellor, but are not currently doing so. Only one 
person reported being unhappy with the quality of counselling provided. 

The low numbers using this service, and who have expressed a need for it, may 
reflect the fact that the vast majority of respondents have been diagnosed with MS for 
some time and consequently do not require support for possible trauma surrounding 
diagnosis. However, it is notable that 1 n respondents (69%) have reported 
behavioural difficulties which may suggest a need for counselling. These difficulties 
range in severity, for example, 11 respondents (4%) have been so upset at some 
pOint that they have injured themselves or others; 53 respondents (20%) reported 
needing someone with them all the time or having got so upset that they have broken 
or ripped things up and; 24 people (9%) reported finding relationships with members 
of their family very difficul!. 

Given these problems, it may be necessary to explore why so few people are using 
the Southern Health Board counselling services or have expressed a need for such 
counselling. One possible reason according to experts in the area interviewed in the 
course of this research, is that there is still a stigma attached to both special hospitals 
and psychiatric clinics through which this service is made available and people 
experiencing problems, for example, difficulties with family relationships, would be 
unlikely to embark on this route to assistance. 

5.4 MS SOCtE I V SERVtCES 

The MS Society offers a range of services, a number of which are organised and 
delivered through its national office, the rest delivered at regional or branch level. 
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At national level, three services are provided directly from the national MS Society 
office in Dublin. These are: 

• Financial assistance from the national MS Society Emergency Welfare Fund. This 
is available to people not in touch with their local branch or those who are unwilling 
to approach their local branch. Disbursements from the fund are primarily directed 
towards meeting needs arising for people in emergency situations. 

• A telephone help·line, which provides information and telephone counselling. 
• The MS Newsletter, which is produced four times per year and sent directly to the 

homes of members of the society. 

Two other nationally organised services are provided at regional level. These are the 
community work service and the counselling service. The counselling service is 
offered through two sessionally employed counsellors, one based in Cork City the 
other based in Killamey. Availability of this service is limited, as they would usually be 
accessed in the centres in which they are based. Hence transport problems could be 
an issue for some people in outlying areas in availing of this service. The service is 
offered free of charge to those with MS or to those close to them e.g. family members, 
friends etc. 

The community work service is offered through one community worker based in Cork 
City. The community worker has a number of functions including: 

• the development of services in the whole region for people with MS and their 
families, either within the MS Society or in conjunction with the Health Board 
or other health care agencies. 

• the provision of information on MS and relevant services available through 
the MS Society and other agencies. 

• the provision of support for people with MS and their families, especially at 
time of diagnosis or at time of first referral to the MS SOCiety. 

• raising public awareness about MS. 

A range of services are also provided to people with MS in the Cork and Kerry region 
through eight local branches of the MS SOCiety. These services include visits from MS 
Society members to people with MS and the provision of financial assistance to meet 
a wide range of needs, The extent of services from each branch depends on the 
resources, financial and other wise, available. Branches in some areas have more 
resources available and hence provide more comprehensive services than others. 
However, at a minimum, the rules of the Society oblige each branch to operate a 
visiting service to those who require it and to establish a welfare committee which 
disperses funds to those requiring financial assistance. 

5.4.1 MS Society Services: National Level 

Figure 5.5 outlines usage of the help-line, newsletter and disbursements from the 
National MS Society Emergency Welfare Fund, services which are organised and 
provided from the national office in Dublin. 
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Figure 5.5: Usage of National MS Society Services Over the Previous 12 Months: 
(N:253) 
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Given the way the question was asked, the 208 respondents (82%) who reported 
'using' the MS Newsletter in the previous 12 months is difficult to interpret, but is most 
likely to refer to receiving a copy. Ninety four percent of those 'using' this service were 
very happy with its quality. Twelve people (5%) would like to receive the MS 
Newsletter. 

Twenty eight respondents (t1%) had contacted the MS Society telephone help-line at 
least once in the previous 12 months, the majority of whom were happy with the 
quality of the service provided. Fifteen people (6%) stated that they would like to use 
the help-line and 2 people reported needing to use this service more often. 

Six people (2%) had received financial assistance from the MS Society Emergency 
Welfare Fund, one person on a regular basis. Uptake of this service would appear to 
be low given the problems of income adequacy encountered by respondents outlined 
in Chapter 4. However, according to the MS Society community worker in the region, 
this service, which is designed primarily to meet the emergency financial needs of 
those who cannot, or choose not to, avail of financial assistance available from MS 
branches, is not widely advertised and many respondents are likely to be unaware of 
its existence. 

Of those who had availed of financial assistance from this fund, two people were not 
happy with the quality of the service provided. Twenty nine people (12%) stated that 
they would currently like to receive financial assistance from the fund. 

5.4.2 MS Society Services: Regional and Branch Level 

Figure 5.6 outlines the usage of services provided at regional and branch level in the 
Cork and Kerry region. As referred to in relation to Southern Health Board counselling 
services, given the extent of behavioural problems experienced by respondents, the 
MS Society counselling service would appear to be under-utilised. Twenty three 
respondents used this service over the previous twelve months with only 7 
respondents (3%) reporting that they availed of the service on regular basis. The 
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numbers using this service however, are higher than in the case of the Southern 
Health Board counselling service. 

Of those who used the MS Society counselling service, t7 (74%) were happy with the 
quality of the service, while 4 people (17%) were either unhappy with the quality of the 
service provided or else stated that the service did not meet their needs. With regard 
to the level of the service provided, 25 respondents (10%) stated that they needed to 
use this service or needed more of it. 

Ninety six respondents (38%) reported receiving a visit from MS Society branch 
members at teast once in the previous 12 months, 39 of whom received such visits on 
a regular basis. Forty two people (17%) stated that they would like to either receive a 
visit or more visits at present. 

Many more people had received financial assistance from MS Society branches in the 
region than availed of assistance from the national MS Society Emergency Welfare 
Fund. Seventy two respondents (28%) had used th is service at least once, 8 of whom 
had used the service on a regular basis. Sixty one people (85% of those using the 
service) were very happy with the quality of this service. However, 5 people stated 
that the service did not always meet their needs and two people were very unhappy 
with the quality of this service. Thirty eight respondents (15%) reported needing, or 
needing more of, this service at present 

Figure 5.6: Usage of MS Society Regional and Branch Services Over the Previous 12 Months: 
(N=253) 
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Ninety three people (37%) had contact with the MS community worker based in the 
region at least once over the previous 12 months, 13 of whom had done so on a 
regular basis. A majority of these were very happy with the quality of service provided. 
However, 25 people (more than a quarter of those in contact with the community 
worker) stated that the service provided did not always meet their needs. 

Sixty three respondents (25%) stated that they either needed more contact with the 
MS Society community worker or else would like to have availed of the worker's 
services at present. 
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5.5 SERVICES PROVIDED BY NRB (NATIONAL REHABILITATION 
BOARD) 

Respondents were asked about their usage of, and satisfaction with, the employment 
related services provided by NRB (National Rehabilitation Board) through its two 
bases in the region, one in Cork City. the other in Tralee. These services are 
Employment Supports, Occupational Guidance and the employment related 
Psychological Assessment for Adults. 

One of the principal services provided by NRB under the general heading Employment 
Supports is the Employment Support Scheme, which offers financial support to 
employers to encourage them to employ people with disabilities whose work 
productivity levels are less than average. Other Employment Supports include jobs 
clubs (through which people can avail of a range of free back up services for job 
search), the Wor1<place/Equipment Adaptation Grant (where the NRB will provide a 
grant to employers to make the necessary adaptations to employ a person with 
disabilities), an equipment loan service, grants for personal readers and grants to 
provide an interpreter for people with hearing and speech impairments attending job 
interviews. 

The Occupational Guidance Service offered by NRB provides guidance and 
assistance to help people with disabilities to identify their occupational strengths, 
identity areas in which training or further education could improve their occupational 
potential and help develop realistic occupational goals that suit the individual's 
abilities, interests and personality. This is a key service, according to NRB in the 
region, in that it is the route through which people generally gain access to 
Employment Supports and Psychological Assessment. 

The Psychological Assessment for Adults service provided by NRB has three main 
purposes. The first of these is diagnostic, so as to assess the level of handicap to 
determine eligibility for NRB services, entry into training centres and eligibility for 
disability allowance. The other aims include the provision of information relevant to the 
creation of a vocational plan for people seeking occupational guidance and to assist 
training organisations in developing appropriate training programmes for the 
individual. 

Given the level of unemployment among respondents to the survey and the small 
numbers who were on training courses, it is surprising that so few availed of these 
employment and training related NRB services. As outlined in chapter 4, 120 
respondents were unemployed, 16 of whom were actively seeking employment and 
the remainder described themselves as too disabled to work. Two people (1%) 
reported being on a training course. However, only 4 respondents (2%) had used the 
Occupational Guidance Service over the previous 12 months, 2 people (1 %) had 
availed of Employment Supports and 2 respondents (1 %) had undergone the NRB 
Psychological Assessment. 

As to perceived need for these services, 32 respondents (13%) stated that they would 
like to use the NRBs Occupational Guidance Service, 31 people (13%) would like to 
avail of Employment Supports and 32 people (13%) wanted to avail of the 
Psychological Assessment. 

No information is available from the survey on why respondents were not using these 
services, despite the level of expressed need, particularly for the Occupational 
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Guidance Service, which as outlined above, is generally (although not necessarily) the 
route through which people gain access to other NRB services. However, according to 
NAB in the region, low uptake is not necessarily related to geographical accessibility 
or limited availability of the services. The Occupational Guidance and Employment 
Supports services can be, and generally are, accessed by individuals away from the 
service base. The services can be provided to individuals in their home area if this is 
outside Cork City or Tralee. There is also, according to NRB, no extended waiting 
times for access to the Occupational Guidance Service and applications for 
Employment Supports are processed without any significant delay apart from entry 
into Job Clubs, which, by their nature, have to wait until there are sufficient numbers of 
people to justify running such a programme. 

The pOints made by NRB in relation to accessibility and availability of their services 
suggest that low up-take of their services by respondents may relate to lack of 
information on the existence of such services, how to avail of them or other factors 
such as lack of motivation. 

5.6 RESPITE CARE 

In addition to the general section on services in the survey questionnaire, respondents 
were also asked a set of detailed questions relating to respite care, including 
questions about the duration of their stay and the place in which they received this 
care. 

In general, take-up of respite care among respondents was very low, with only 50 
respondents (20%) reporting ever using respite care facilities. A majority of those who 
had availed of respite care used the MS Care Centre in Bushy Park in Dublin, the only 
purpose built respite care facility of people with MS in Ireland. Of those who had used 
respite care services, 30 people (60%) had used the service once, with only 7 people 
(14%) using the various services provided on a regular basis. The vast majority were 
in respite care for one to two weeks. 

Of those who had not availed of respite care. 131 people (69%) stated that they did 
not avail of this care because they did not want or need to avail of it, 29 respondents 
(15%) never knew such a service was available and 3 people (2%) were on a waiting 
list to receive this service. Twenty six people reported 'other reasons for not availing of 
respite care. Of these, 15 (14%) thought it would have been too difficult to access or 
to organise. It is worth noting in this respect however, that answers to these questions 
may have been different if the respondent's principal carer had been asked if respite 
care would be a useful means of support. 

In general it would appear that those using respite care facilities have a higher 
disability profile and greater needs with respect to personal care. For example, 31 
people (62% of those who have used respite care) are in the two highest severity of 
disability categories, compared to 90, or 47% of those who have never used respite 
care. Also, 34 people, or 68% of those who have used respite care reported needing 
care and attention either during the day or both night and day. The corresponding 
figure for those who have never used respite care was 78 people, or 40%. It is also 
worth noting that a higher proportion using respite care had a principal carer other 
than a home help or a nurse. Although these differences are significant, the fact that 
respite care is partly designed to give carers a break from the strain of constant and 
intensive care provision, the substantial numbers who have not availed of respite care 
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who nevertheless have significant personal care needs would suggest that this service 
is under utilised. 

5.7 SUMMARY OF FINDINGS 

5.7.1 General Practitioner. and Consuhant Neurologists 

• Fifteen percent of respondents were told of their diagnosis by someone outside the 
medical field and 45% were unhappy with the way in which they were informed of 
their diagnosis. Responses ranged from the manner in which their diagnosis was 
delivered to inadequate counselling and information provision. 

• General practitioners were the primary point of medical contact for respondents, 
with 88% of respondents attending their general practitioner at least once in the 
previous 12 months. Ninety one percent were satisfied with the quality of the 
service they provided. 

• Fifty nine percent of respondents had attended a consultant neurologist in the 
previous 12 months, although only a small minority had attended on a regular 
basis. 

• Geographical accessibility appeared to be a factor in determining use of the 
services of a consultant neurologist, with 37% of those living in West Cork 
attending a neurologist at least once compared to 69% of those living in Cork City 
and South Cork, which are closer to where the neurologists are based. 

• More than a third of respondents were unhappy with the quality of service provided 
by their consultant neurologist. 

5.7.2 Southern Health Board Services 

• Only 10% of respondents had used the services of an occupational therapist 
although substantial numbers had recorded problems directly relevant to the 
services provided by the occupational therapy service. It would appear that many 
people are not aware of what service an occupational therapist can actually 
provide. 

• Thirty two percent of respondents had availed of advice on mobility aids in the 
previous 12 months although 89% reported having locomotion difficulties. Although 
occupational therapists and physiotherapists have particular expertise in the 
provision of such advice, only 21 % of those who obtained advice on mobility aids 
had used the services of an occupational therapist and 55% had seen a 
physiotherapist over the same period. 

• Fifty eight people (22% of all respondents) stated that they needed. or needed 
more of, the services of a physiotherapist. Ten percent of respondents stated that 
this service should be accessible locally. 

• Although 151 respondents reported incontinence problems only 30% of these had 
used the Southern Heatth Board's continence management advice service. 
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• Nine percent of those respondents in private households reported needing the 
services of a public health nurse. 

• Fourteen percent of respondents in private households stated that they needed the 
services of a home help or required more of this service at present. 

• Expressed need for the services of a public health nurse or home help may be 
understated. There are significant links between severity of disability, problems 
relating to personal care and use of tt:le service. Given these links, it is notable that 
substantial number of respondents had problems in these areas and yet were not 
using the service. 

• Five percent of respondents had used the Southern Health Board funded speech 
and language therapy service although 18% of respondents had reported some 
communication problems. 

• Three percent of respondents had availed of the Southern Health Board 
counselling service and 9% had availed of counselling funded by the MS Society. 
However, 69% of respondents reported behavioural problems such as apathy, 
frustration and difficulties in relating to other people. This suggests a considerable 
degree of unmet need for counselling by people with MS in the region. 

5.7.3 MS Society Services 

• With the exception of the MS newsletter, a majority of respondents were not using 
individual MS Society services. 

• Eleven percent of respondents had contacted the MS Society telephone help-line 
(MS Contact) in the previous 12 months and 6% stated they would like to contact 
the help-line. 

• Twelve percent of respondents stated that they currently needed assistance from 
the national MS Society Emergency Welfare Fund and 15% reported needing 
financial assistance from MS branches. 

• Seventeen percent of people would like to receive, or receive more visits from MS 
Society members. 

• Twenty five percent of respondents would like to have contact or more contact with 
the MS Society community worker in the region. 

5.7.4 National Rehabilitation Board Services 

• Although 120 respondents were unemployed, and 2 people were on a training 
course, uptake of National Rehabilitation Board employment services was very low. 
Two percent of respondents had used the NRB occupational guidance service in 
the previous 12 months, 1 % had availed of services supporting employment and 
1% had undergone psychological assessment, a key function of which is to assess 
the training needs of people with disabilities. 
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• Low uptake of NRB services is likely to relate more to lack of information on the 
services available or other factors such as motivation, rather than geographical 
accessibility or limits to services availability. 

5.7.5 Respite Care 

• Eighty percent of respondents had never availed of respite care, 47% of whom 
were in the two highest severity of disability categories and 40% of whom reported 
needing care and attention either during the day or day and night. 
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CHAPTER 6 PEOPLE IN LONG-STAY INSTITUTIONS 

6.1 GENERAL PROFILE 

Twenty five respondents (10% of the total sample) were living in long-stay institutions 
in Cork and Kerry. The types of institutions in which people lived varied from those 
designed specifically for non-geriatric patients with disabilities, for example Cheshire 
Homes, to wards in community hospitals. The majority of these people had been living 
in these institutions for more than five years. 

As outlined in Chapter 2, respondents living in long-stay institutions had a slightly 
higher age profile than the general sample. None of them were under the age of thirty 
and eight people were over sixty. Chapter 3 also shows this group of respondents had 
more severe disabilities than the general sample, particularly in relation to locomotion 
and personal care. The following table shows the numbers of people in long-stay 
institutions who scored the maximum scores with respect to individual areas of 
disability. 

Table 6.1: Numbers 0' People in Long-Slay Inslnutions 
Recording High .. 1 Scores in Five Areas 0' Disability 

The circumstances leading up to their being in such institutions are outlined in Table 
6.2. (Given the small size of the sample, numbers of respondents are presented and 
not percentages.) Taking into account those who ticked the 'other' category, sixteen 
respondents had entered a long-stay institution because family or friends with whom 
they were living were unable to provide the level 01 care they required. Four people 
had been living alone and were unable to look after themselves while two people 
stated that they were unable to obtain enough state or voluntary support necessary for 
them to stay at home. One person entered long-stay care because they felt they were 
a burden on their family. 

Table 6.2: Circumstances Leading up 10 Residence in Long-
Stay InstHution (N:25) 

Six respondents stated that it would have been possible to stay at home if certain 
types of support had been available. When asked what such support would entail, one 
respondent stated a need for respite care, another a need for house modification, 
while the remaining respondents stated a need 10r a full-time carer. 
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All 25 respondents stated that the institution in which they lived was suitable for their 
needs. It is important, however, to set this answer in the context of the questions 
asked. We did not ask respondents whether they would prefer alternative care 
arrangements and in at least one case, the respondent had been in institutional care 
for so long he had I<no recollection of what life was like before". The possibility that 
respondents might have low expectations and the fact that interviews were often 
conducted with staff or family members present, should be taken into account when 
considering the level of satisfaction with institutional care. In this respect, surveys of 
people with MS in the United States have consistently shown that people with MS 
preferred their own home to any other living option with very little support for 
institutional living. (Frankel et ai, t 995). 

As outlined in Table 6.3, 16 respondents reported having normal relations/adequate 
contact with people outside the institution. However, one person had virtually no 
contact with anyone outside the institution while six people had minimal contact. Two 
people relied on visits from the institution's chaplain, MS Society or similar types of 
outside contact. 

Table 6.3: Contact with People Outside the 1"5th"tio" (N=2S) 

~ 

6.2 INCOME ADEQUACY 

Arrangements for paying for long-term institutional care vary depending on the nature 
of the institution, some requ iring means related contributions, others, such as private 
nursing homes, making their own rules, subject to minimum legal standards. Of those 
respondents in long-stay institutions, 11 had to pay at least part of the cost of their 
stay in the institution. 

In looking at the adequacy of income for those in long-stay care we have not 
examined the broader issues relating to the means by which level of personal income 
could give some a choice over selection of institution in which they might like to live. 
We have simply examined income adequacy with reference to the level of disposable 
income which respondents had after the costs of institutional care had been met, 
either from personal resources, state benefits or by the Health Board directly or 
indirectly. In this respect, Rgure 6.1 illustrates the range of disposable income 
available to respondents, 12 people reporting a disposable income of less than £50. 
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Figure 6.1 : Income per Month at the Disposal of those In Long-Stay Institutions (N=21) 
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As indicated in Figure 6.2, 13 respondents (59%) found some or great difficulty in 
meeting their personal needs with in the institution given their level of disposable 
income. According to the interviewers who administered the questionnaire to this 
group of people, difficulties included not being able to purchase basic commodities 
such as newspapers on a regular basis. 

Figure 6.2: Extent to which Long-Stay Institulion Respondents are Able to 'make 
ends meet' in Relation to their Monthly Disposable Income (N=22) 
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6.3 SUMMARY OF FINDINGS 

• Twenty five respondents were living in long-stay institutions ranging from Cheshire 
Homes to wards in community hospitals in the region. 

• Those in long-stay care had more severe disabilities than for the survey sample as 
a whole. Twenty of them could not walk at all and 18 could not use a toilet without 
help. 

• Sixteen (more than two thirds) had entered a long-stay institution because family or 
friends with whom they were living were unable to provide the level of care they 
required. 

• Six respondents stated that it would have been possible to stay at home if certain 
types of support had been available. The main supports cited were the availability 
of a full-time carer, respite care and housing modifications. 

• All 25 respondents stated that the institution in which they lived was suitable for 
their needs. This level of satisfaction should, however, be set in the context of the 
questions asked. Respondents were not asked whether they would prefer 
alternative care arrangements if these could be organised. In this respect, research 
on people with MS in the United States has consistently shown that people with MS 
preferred their own home to any other living option with very little support for 
institutional living. 

• Twelve respondents had personal disposable incomes, 
institutional care had been met, of less than £50 per month. 

• Thirteen people found some or great difficulty in meeting 
within the institution given their level of disposable income. 
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CHAPTER 7 HOUSING AND ACCOMMODATION 

7.1 INTRODUCTION 

People with MS, particularly those with disabilities relating to mobility, may require 
housing modifications if they are to maintain some degree of functional independence 
within their homes. Oepending on the extent of disability, modifications needed can 
range from the installation of hand rails to major structural changes to accommodate 
wheelchairs , In some cases, increasing or maintaining internal and external access for 
the person with MS may require new housing. 

To explore these issues, respondents to the sU/vey who were living in private 
households were asked a number of questions relating to current and future needs 
with respect to accommodation. They were also asked about the costs of 
accommodation modifications and alterations already incurred and the extent to which 
house improvement grants available from the local authorities helped meet these 
costs. The results are presented below. 

7.2 SURVEY FINDINGS 

7.2.1 Stalu8 and Sullablllty of Current Accommodation 

Table 7.1 indicates respondents' housing status, excluding the twenty five 
respondents (10%) who are living in long stay institutions. As can be seen, more than 
70% of respondents in private households are owner occupiers, owning their house 
outright or with mortgages. 

rable 7.1: Accommodation Status (excludes people in long· 
stay institutions) 

Sixty seven respondents (29%) stated that their accommodation was not suitable to 
meet the needs that had arisen from MS. Of these, 65 had some mobility problem and 
16 could not walk at all. 

The principal reasons for accommodation being unsuitable are illustrated in Table 7.2. 
Of the 67 people who found their accommodation to be unsuitable. 24 people (36%) 
reported lack of an accessible bathroom as being a problem, 22 people (33%) 
reported facing difficulties with regard to intemal access and 19 people (28%) stated 
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that outside access was too difficult to negotiate. Twenty people (30%) did not have a 
downstairs bedroom and 14 respondents (21 %) did not have adequate heating. 
Twenty people (30%) stated that there were 'other' reasons for the unsuitability of their 
accommodation. When asked to describe what these 'other' reasons were, in almost 
all cases respondents gave more detailed explanations about inaccessible bathrooms 
and bedrooms. 

Table 7.2: Reasons for Unsuitability of Accommodation (N=67) 

bathroom or 36% 

Other 20 30% 
Note: As respondents could tick more than one answer, percentages edd up to more than 

When asked whether they envisaged changes in their accommodation needs in the 
future, 66 respondents (31%) replied in the affirmative, 84 (39%) stated "no", 59 (28%) 
were uncertain and 5 (2%) found the question distressing. It is important to note 
however, that it is not possible to predict the course of MS in anyone individual. As 
respondents did not know what level of disability they would experience in the future, it 
was difficult to predict future accommodation needs with any degree of certainty. 

Figure 7.1: Future Accommodation Needs Arising from MS (N=214) 
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For those who did envisage changes in accommodation needs in the future , Table 7.3 
illustrates in what areas such need would arise in descending order of their 
importance. For most people. future accommodation needs involved modifications to 
their existing house. Only 5 people (S%) stated that their present house was 
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unsuitable for necessary modifications and expected they would need a new house in 
the future. 

Tabl. 7.3: Types of Accommodation Change or Adaptation (N=66) 

% 
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7.2.2 Housing Alterations 

Ninety five respondents (36%) had made changes to either their internal house 
structure or external house access due to disabilities arising from MS. 

COST 

Figure 7.2 illustrates the cost of housing alterations. For a half of respondents, these 
changes cost less than £5,000. 

Figure 7.2: Total Cost of Hous. Alt.rations 
(N=76 85 19 respondents did not give an answer on cost) 
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Grants are available from the local authorities for home improvements necessary for 
the accommodation of a person with disabilities. The amount of the grant is the full 
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cost of the work in the case of a rented local authority house or flat or two thirds of the 
cost (up to a maximum of £8,000 ) in other cases. The maximum amount allowable 
under this scheme is significant given that 21 people (28% of respondents who have 
undertaken structural alterations to their accommodation) stated that undertaking 
structural alterations cost more than £10,000. 

Also significant is the fact that only two thirds of the cost of alterations (except in the 
case of local authority housing) can be covered by the grant. As outlined in Figure 7.1, 
the vast majority of respondents were owner occupiers, only 12% living in local 
authority housing. Of those respondents to the survey who carried out housing 
alterations, 57 (60%) received grants from the local authorities in the Cork and Kerry 
regions for doing so, but in only 8 cases did this grant cover the total cost of 
alterations. 

Figure 7.3 outlines sources of funding for house alterations when grant aid was not 
obtained or where it did not cover the full cost of alterations. Over half used their own 
resources and a quarter used a bank loan. However, it is notable that 6% re
mortgaged their house to undertake alterations; 6% also received money from the MS 
Society. 

Figure 7.3: Source of House Finance for House Improvement Other than Grant Aid 
(N=79) 
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SUITABILITY OF ALTERATIONS 

Of the 95 people who made alterations to their homes as a result of disabilities arising 
from MS, 24 (25%) stated that these changes did not suit their needs. While the 
degree to which alterations did not meet the needs of these respondents may relate to 
limitations imposed by cost, it is notable that 59 people (62% of those who had carried 
out alterations) had not obtained specialist advice on the alteration relating to their 
specific disability. Also, only 11 respondents (12%) had obtained specialist advice 
from occupational therapists who are specifically trained to give advice in this area 
(the services provided by occupational therapist are outlined in Chapter 3). 
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7.3 SUMMARY OF FINDINGS 

• More than 70% of respondents in private households (that is, those not living long
stay institutions) were owner occupiers. 

• More than a quarter stated that their accommodation was not suitable to meet the 
needs that had arisen due to MS. Most commonly cited problems included 
inaccessible bathroom (36%), need for a downstairs bedroom (30%), negotiating 
outside access (28%) and inadequate heating (21 %). 

• Almost a third of respondents envisaged changes in accommodation needs in the 
future. The main areas of future need were house modifications to include 
downstairs bathroom and bedroom and modifications to improve outside access. 

• Thirty six percent of respondents had made changes to either their internal house 
structure or external house access due to disabilities arising from MS. 

• Of those who made changes to their accommodation, more than a quarter incurred 
costs of more than £10,000. This is significant given that grants available from the 
local authorities for such housing alterations only covers two thirds of the cost and 
up to a maximum of £8000 for those not living in local authority housing (a majority 
of respondents). It is worth noting in this respect, that only 14% of those who 
received grant aid stated that the grant covered the entire cost. 

• Of those who did not receive grant aid or where the grant did not cover the entire 
cost of house alterations, more than half used their own resources, a quarter 
obtained a bank loan and 6% received financial assistance from the MS Society. 

• Thirty seven percent of those who had carried out housing alterations had received 
specialist advice relating to their specific disability and only 12% had obtained 
assistance from an occupational therapist, who would be specifically trained to give 
advice in this area. 

• A quarter of respondents who made changes to their accommodation stated that 
the alterations did not meet their needs. 
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CHAPTER 8 FAMILY AND COMMUNITY SUPPORT 

MAelationships with kin, friends, and casual acquaintances fonn an important 
source of social support. This support can be divided into instrumental aid, 
including financial and practical assistance, advk:e and information, and socio
economic aid consisting of affection, sympathy, understanding, and esteem 
(Kaplan et ai, 1977). 

8.1 FAMILY AND PERSONAL SUPPORT 

Family members are usually the most important source of support for most individuals, 
but especially for people affected by chronic illness such as MS. In turn, caring for a 
severely disabled person can place significant psychological and physical strain on 
family members, particularly the person in the family who may act as the main carers. 
This strain can be compounded by financial problems if the principal earner in the 
household is the person affected by MS or else acts as principal carer, affecting their 
capacity to continue with paid employment. 

Other personal support networks, such as friends and neighbours can be equally 
important sources of care for people with MS, especially those people who do not 
have close family ties. Caring for someone with MS can place equivalent strains on 
these relationships. 

In order to explore these issues, a section of the survey questionnaire related to care 
received by respondents from family and other personal support networks. The 
results, outlined below, do not cover those people in the sample living in long-stay 
institutions. Issues of care and support in relation to this group were examined through 
a separate set of questions, the results of which are outlined in Chapter 6 of this 
report. 

One hundred and forty seven respondents (62% 01 those in private households) have 
a principal carer, that is, a person other than home help or nurse, on whom they rely 
more than others for assistance because 01 MS. As shown in Figure 8.1, for 129 
respondents (88% 01 cases) the principal carer was an immediate family member, that 
is, their spouse/partner, parent or child. 

26 The term 'carer' has been used 11 this study 10 describe a person who hJfils a sigmicant support function lor a person with MS. I1 was I'8WiJ lised 
thalltVs term carried with it connotations of dependency but a widely tIlderslood anemative was not available. 
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Figure 8.1: Relationship to Principal Carer 
(N = 147, excludes people In long-stay Instllutlons) 
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As indicated in Table 8.1, 58% of respondents stated that their principal carer was 
available 24 hours a day to look after them, while 15 people (10%) had the help of 
such a carer either occasionally during the day or a few days per week. 

Table 8.1: How often 'Principal Carer' is Present to Help --

12 8 
4 3 

• • 

7 

The type of care and support currently received by respondents from their carers and 
others is outlined in Table 8.2. The main areas are assistance with household duties, 
someone to do the shopping and the provision of transport when they go out. The 
'other' category in this table includes support such as visits from friends and 
assistance in accessing recreational facilities. 
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Table 8.2: Type 01 Support Currently Received by Respondent. 
(N = 231, excludes people In long-otay Institutions). 
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Figure 8.2 illustrates the age structure of respondents' principal carers. Thirty five 
carers (25%) are over 60 years, 21 of whom are over the age of 65. 
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Figure 8.2: Age Profile of Principal Carers (n=139) 
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Only 8 people (6%) of those who provide principal care to respondents receive a 
carer's allowance, although 23 respondents (16%) reported that those who provide 
such care to them had to give up work in order to do so. The carer's allowance is a 
means tested payment provided to a carer who lives with and is providing full-time 
care and attention to a person who is so incapacitated as to require such care. The 
person being cared for must also be: over 66 years of age and receiving any social 
welfare payment from the Department of Social Welfare; any age but in receipt of 
invalidity, blind pension or DPMA; or, aged 65 years and over having transferred from 
invalidity pension to a retirement pension. It is worth noting in this respect, that 103 
people, 70% of those who reported having a principal carer, were in receipt of some 
form of state benefit. Of these, 21 respondents were in receipt of DPMA and 35 
respondents were in receipt of the invalidity pension, which suggest their carers may 
be eligible for the carer's allowance. The low numbers in receipt of this allowance 
would suggest that it is badly targeted or that many people are not aware that it is 
available. 
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Given the extent to which carers are available to meet the needs of respondents (as 
outlined in Table 8.1) it is interesting to note that of the 147 respondents with a 
principal carer, 110 (75%) have never availed of respite care, a service partly 
designed to give the main carer a break or holiday. Of those who have not availed of 
respite care, 68 people (60%) stated that they did not avail of this care because they 
did not want or need to avail of it, 25 respondents (22%) never knew such a service 
was available and 4 people (4%) were on a waiting list to receive this service. Sixteen 
people (14%) reported 'other reasons for not availing of respite care, a majority of 
whom thought it would have been too difficult to access or to organise. It is worth 
noting in this respect however, that answers to these questions may have been 
different if the carer themselves had been asked if respite care would be a useful 
means of support. 

8.2 COMMUNITY AND SOCIAL ACCESS 

Having a disability can seriously affect the capacity 01 an individual to participate in 
their local communities or to access basic social and recreational facilities. To explore 
this issue in the context of this study, respondents to the survey were asked a series 
of questions relating to their involvement in community groups or services (examples 
included voluntary day care centres, community groups, resource centres, and so on) 
and the extent to which they can get out of their home to attend social events of any 
kind. 

As indicated in Table 8.3, 26 respondents (12%) were actively involved in their 
community and 79 (36%) are either involved in a community group or avail of some 
community based service. However, 79 people (36%) were not involved in any groups 
or availed of no services and 29 respondents (13%) had no interest in being involved. 

Table 8.3: Involvement In Community Groups or Services 
(N=219, excludes people living in long-stay institutions) 

:-::::-

getting involved in any community 

Respondent is unaware 

One hundred and seven respondents (46%) reported facing barriers which restricted 
their access to community facilities. Of these, as outlined in Table 8.4, 32 people 
(30%) had problems with access to transport, 42 people (39%) were too disabled to 
go out, 30 respondents (28%) had difficulties accessing local buildings and 29 people 
(27%) lived too far from local centres. It is notable that 22 people (21 %) reported cost 
as being a barrier. 
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Table 8.4: Bailie .. Restricting Respondenls Ac .... to Community Faellllies 
(11=231, excludes mpondenlsln long stsy Instllutlona) 

r-

Note: As respondents could tick more than one answer, 

With regard to accessing social and recreational facilities, Figure 8. 3, shows that 23% 
of respondents never go out socially in the evening times, while 32% rarely do so. 

Figure 8.3: Social Evenings Out 
(N-221, excludes people In long-stay InstHutions) 
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Table 8.5 illustrates the barriers to getting out for social events in the evening for 
those who never or rarely do so. A half of these respondents reported being too ill or 
disabled to go out socially. An important second factor however, is cost, where 37 
respondents (31%) reported not having enough money to go out for social events in 
the evening and 16 respondents (13%) stated that transport costs were too high. 
Thirty two people (26%) cited 'other' reasons for not going out socially in the evenings. 
In almost all cases these related to lack of access to buildings (particularly poor 
access to toilet facilities). 
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Table 8.5: Reason for nol Attending Social Events In the Evenings (N=121) 

. As respondents could tick more than one answer, percentages add up to 

8.3 SUMMARY OF FINDINGS 

8.3.1 Family and Personal Support 

One hundred and forty seven respondents (two thirds of respondents living in private 
households) had a principal care(7, that is, a person other than home help on whom 
they rely for help because of MS. The main areas of care provided were assistance 
with household duties, transport and assistance with personal care. Of those with a 
principal carer: 

• Eighty eight percent had a principal carer who was an immediate family member, 
either spouse, parent, or child. 

• A quarter reported that their carer was over 60 years of age. 

• Six percent stated that their carer was in receipt of carer's allowance. 

• Sixteen percent of respondents reported that their carer had to give up work to 
meet their care needs. This is likely to be an important factor contributing to low 
household income. 

• Three quarters had never availed of respite care, although this service is partly 
designed to give the main carer a break. Of those who had never availed of respite 
care, 60% stated that they did not want or need to avail of it, Answers to this may 
have been different if the carer had been asked if respite care was a useful means 
of support to them . 

27 It was recognised that this term carried 'Mth it connotations 01 dependency but a widely understood a1temalive was not available. 
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8.3.2 Community and Social Access 

• Forty six percent of respondents in private households reported facing barriers 
which restricted the ir access to community facilities. Barriers included cost, access 
to transport, difficulties in accessing local buildings, and living too far from local 
centres. 

• More than half of respondents rarely or never go out socially in the evening time. Of 
these, half stated that they were too disabled to get out, almost a third stated they 
did not have enough money, 13% stated that transport costs were too high and 
12% reported having no access to transport. 
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CHAPTER 9 CONCLUSIONS AND RECOMMENDATIONS 

9.1 IN I RODUCTlON 

This study was commissioned by the Multiple Sclerosis Society of Ireland and funded 
by the Society, the Health Research Board, the Southern Health board and the 
Combat Poverty Agency. It examined the use of, and need for, services by people 
with MS in the Southem Health Board region (counties Cork and Kerry) with reference 
to the actual living conditions of those affected by the disease. This included an 
examination of the extent and severity of disabilities faced by people with MS 
(including those people living in long-stay institUtions) and the implications of such 
disabilities for employment, income adequacy, housing and accommodation and 
family and community involvement. 

The underlying objective of the study was to bring forward recommendations to 
improve the quality and level of services designed to meet the needs of people with 
MS in the Southern Health Board region and nationally. The study also sought to 
produce recommendations for both regional and national authorities to address those 
processes wh ich increase the risk of poverty for people with MS, including limited 
access to employment, extra costs arising from disability and the Insufficiency of state 
income support. 

9.2 SUMMARY OF MAIN FINDfNGS 

9 2.1 Profile 01 Participants 

• Almost two thirds of respondents (63%) were women. 

• The average age of respondents was forty nine years and 75% were over forty. 

• Ninety percent of respondents had experienced the first symptoms of MS more 
than five years ago and 80% had been diagnosed with MS for more than five years. 

• The apparent undeHepresentation of younger people and the more recently 
diagnosed indicates that these people had not been in contact with the MS Society 
and relevant health care agencies from whose contact lists the majority of survey 
participants were drawn. Some of this group might not have been told of their 
diagnosis, while others may not seek to access services because they have not 
experienced severe enough physical symptoms and are not aware of, or are 
unwilling to use, those services deSigned to meet the needs of the newly diagnosed 
and others who need information and emotional support. 

• Between a quarter and one third lived in isolated rural areas. 

• Eighty percent of respondents lived with a relative . More than half (51 %) lived with 
their partner and children. Nine percent lived alone. 

• Fourteen per cent of respondents had some third level education compared to 20% 
of the national population. 
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• One in ten respondents lived in a long-stay institution. 
• • 

9.2.2 Disability Profile 

Using an internationally validated measure of disability, many participants in the 
survey were found to be not only severely disabled but also to exhibit a wide range of 
disabilities. Specifically: 

• More than half of respondents were in the two highest severity of disability 
categories according to the severity scale developed for this study. 

• Eighty nine percent of respondents had some disability in relation to locomotion, 
59% had incontinence problems and almost half had problems with regard to 
aspects of personal care such as washing and dressing. 

• There was also a high prevalence of behavioural and intellectual functioning 
difficulties. with more than two thirds of respondents recording behavioural 
problems and 60% reporting difficulties with regard to intellectual functioning . 

• In specific areas of disability, almost a third of respondents (28%) could not walk at 
all and 17% could not use a toilet without assistance. 

• All respondents living in long-stay institutions had levels of disability which placed 
them in the two highest severity categories as measured by the severity scale used 
in this study. 

• All of those living in long-stay institutions had some locomotion disability and 80% 
could not walk at all. Ninety six percent had some disability in relation to personal 
care, 88% had problems in relation to continence and 72% could not use a toilet 
without assistance. . . 

9.2.3 Employment and Unemployment 

• Seventy three percent of respondents who were in the labour force (165 
respondents) were not in paid work. Of these, 92% had been unemployed for more 
than two years. 

• Thirteen percent of unemployed respondents were actively seeking work, but could 
not find work suitable to their level of disability. Despite this, only 1% of , 
respondents were participating in formal training schemes. 

• The majority of unemployed respondents had lost their jobs because MS directly 
impaired their ability to carry it out. 

• Fifteen respondents, a third of those at work, reported facing physical difficulties 
getting to their work and getting into or around their workplace. For most of these 
respondents, access within their workplace was the most significant problem 
encountered. 

• The large numbers of people who stated that they gave up work because of MS 
has to be qualified by limitations inherent in simply asking respondents why they 
are unemployed. 
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• Almost one in three respondents who were working were in the highest severity of 
disability categories. A higher proportion of respondents who were employed had 
third level education than those who were unemployed. A key factor in their 
capacity to continue work may relate to the status of the job. 

9.2.4 Income Adequacy 

Some of the most striking findings in the survey are in relation to the issue of income 
adequacy. Specifically: 

• Almost three quarters of the households surveyed were depending upon less than 
£800 per month net income. 

• There is a considerable burden of extra costs associated directly with the illness 
(80% in all reported extra costs, the most frequently cited ones being in relation to 
heating and transport). 

• For the majority of respondents the extra costs were approximately £75 per month 
(or nearly 10% of average household income) but for a significant number (38%) 
the extra costs amounted to more than £100 per month. 

• Eight out of every ten respondents reported some degree of difficulty in making 
ends meet. 

• Such financial difficulty does not translate into high levels of uptake for different 
state benefits. For example, only two respondents were in receipt of Family Income 
Supplement and Social Wellare Allowance. 

• The stringency of means testing and the fact that means tests do not normally take 
into account the extra costs of disability, would appear to be a factor in the 
relatively low take-up of the medical card and possibly the Mobility Allowance. 

• There appeared to be uncertainty among respondents regarding the benefits 
available and the eligibility criteria attaching to them. 

• Eleven percent of respondents did not hold either a medical card or long-term 
illness card, although everyone with MS is entitled to hold at least the latter. 

9.2.5 Services: Use and Satisfaction 

GENERAL PRACTITIONERS AND CONSULTANT NEUROLOGISTS 

• Fifteen percent of respondents were told of their diagnosis by someone outside the 
medical field and 45% were unhappy with the way in which they were informed of 
their diagnosis. Responses ranged from the manner in which their diagnosis was 
delivered to inadequate counselling and information provision. 

• General practitioners were the primary point of medical contact for respondents, 
with 88% of respondents attending their general practitioner at least once in the 
previous 12 months. Ninety one percent were satisfied with the quality of the 
service they provided. 
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• Fifty nine percent of respondents had attended a consultant neurologist in the 
previous 12 months, although only a small minority had attended on a regular 
basis. 

• Geographical accessibility appeared to be a factor in determining use of the 
services of a consultant neurologist, with 37% of those living in West Cork 
attending a neurologist at least once compared to 69% of those living in Cork City 
and South Cork, which are closer to where the neurologists are based. 

• More than a third of respondents were unhappy with the quality of service provided 
by their consultant neurologist. 

SOUTHERN HEALTH BOARD SERVICES 

• Only 10% of respondents had used the services of an occupational therapist 
although substantial numbers had recorded problems directly relevant to the 
services provided by the occupational therapy service. It would appear that many 
people are not aware of what service an occupational therapist can actually 
provide. 

• Thirty two percent of respondents had availed of advice on mobility aids in the 
previous 12 months although 89% reported having locomotion difficulties. Although 
occupational therapists and physiotherapists have particular expertise in the 
provision of such advice, only 21% of those who obtained advice on mobility aids 
had used the services of an occupational therapist and 55% had seen a 
physiotherapist over the same period. 

• Fifty eight people (22% of all respondents) stated that they needed, or needed 
more of, the services of a physiotherapist. Ten percent of respondents stated that 
this service should be accessible locally. 

• Although 151 respondents reported incontinence problems only 30% of these had 
used the Southern Health Board's continence management advice service. 

• Nine percent of those respondents in private households reported needing the 
services of a public health nurse. 

• Fourteen percent of respondents in private households stated that they needed the 
services of a home help or required more of this service at present. 

• Expressed need for the services of a public health nurse or home help may be 
understated. There are significant links between severity of disability, problems 
relating to personal care and use of the service. Given these links, it is notable that 
substantial number of respondents had problems in these areas and yet were not 
using the service. 

• Five percent of respondents had used the Southern Health Board funded speech 
and language therapy service although 18% of respondents had reported some 
communication problems. 

• Three percent of respondents had availed of the Southern Health Board 
counselling service and 9% had availed of counselling funded by the MS SOCiety. 
However, 69% of respondents reported behavioural problems such as apathy, 
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frustration and difficulties in relating to other people. This suggests a considerable 
degree of unmet need for counselling by people with MS in the region. 

MS SOCIETY SERVICES 

• With the exception of the MS newsletter, a majority of respondents were not using 
individual MS Society services. 

• Eleven percent of respondents had contacted the MS Society telephone help-line 
(MS Contact) in the previous 12 months and 6% stated they would like to contact 
the help-line. 

• Twelve percent of respondents stated that they currently needed assistance from 
the national MS Society Emergency Welfare Fund and 15% reported needing 
financial assistance from MS branches. 

• Seventeen percent of people would like to receive, or receive more visits from MS 
Society members. 

• Twenty five percent of respondents would like to have contact or more contact with 
the MS Society community worker in the region. 

NATIONAL REHABILITATION BOARD SERVICES (NRB) 

• Thirteen percent of respondents (32) stated that they would like to use the NRBs 
occupational guidance service. 

• Although 120 respondents were unemployed, and 2 people were on a training 
course, uptake of NRB employment services was very low. Two percent of 
respondents had used the NRB occupational guidance service (a key function of 
which is to assess the training needs of people with disabilities) in the previous 12 
months, 1 % had availed of services supporting employment and 1 % had 
undergone psychological assessment. 

• Low uptake of NRB services is likely to relate more to lack of information on the 
services available or other factors such as motivation, rather than geographical 
accessibility or limits to services availability. 

RESPITE CARE 

• Eighty percent of respondents had never availed of respite care, 47% of whom 
were in the two highest severity of disability categories and 40% of whom reported 
needing care and attention either during the day or day and night. 

9.2.6 People in Long-Stay Institutions 

• Twenty five respondents were living in long-stay institutions ranging from Cheshire 
Homes to wards in community hospitals in the region. 

• Those in long-stay care had more severe disabilities than for the survey sample as 
a whole. Twenty of them could not walk at all and 18 could not use a toilet without 
help. 
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• Sixteen (more than two thirds) had entered a long-stay institution because family or 
friends with whom they were living were unable to provide the level of care they 
required. 

• Six respondents stated that it would have been possible to stay at home if certain 
types of support had been available. The main supports cited were the availability 
of a full-time carer, respite care and housing modifications. 

• All 25 respondents stated that the institution in which they lived was suitable for 
their needs. This level of satisfaction should, however, be set in the context of the 
questions asked. Respondents were not asked whether they would prefer 
alternative care arrangements if these could be organised. In this respect, research 
on people with MS in the United States has consistently shown that people with MS 
preferred their own home to any other living option with very little support for 
institutional living. 

• Twelve respondents had personal disposable incomes, after the costs of 
institutional care had been met, of less than £50 per month . 

• Thirteen people found some or great difficulty in meeting their personal needs 
within the institution given their level of disposable income. 

9.2.7 Housing and Accommodation 

• More than 70% of respondents in private households (that is, those not living long
stay institutions) were owner occupiers. 

• More than a quarter stated that their accommodation was not suitable to meet the 
needs that had arisen due to MS. Most commonly cited problems included 
inaccessible bathroom (36%), need for a downstairs bedroom (30%), negotiating 
outside access (28%) and inadequate heating (21%) . 

• Almost a third of respondents envisaged changes in accommodation needs in the 
future. The main areas of future need were house modifications to include 
downstairs bathroom and bedroom and modifications to improve outside access. 

• Thirty six percent of respondents had made changes to either their internal house 
structure or external house access due to disabilities arising from MS. 

• Of those who made changes to their accommodation, more than a quarter incurred 
costs of more than £10,000. This is significant given that the grant available from 
the local authorities for such housing alterations only covers two thirds of the cost 
and up to a maximum of £8000 for those not living in local authority housing (a 
majority of respondents) . It is worth noting in this respect, that only 14% of those 
who received grant aid stated that the grant covered the entire cost. 

• Of those who did not receive grant aid or where the grant did not cover the entire 
cost of house alterations, more than half used their own resources, a quarter 
obtained a bank loan and 6% received financial assistance from the MS Society. 

• Thirty seven percent of those who had carried out housing alterations had received 
specialist advice relating to their specific disability and only 12% had obtained 
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assistance from an occupational therapist, who would be specifically trained to give 
advice in this area. 

• A quarter of respondents who made changes to their accommodation stated that 
the alterations did not meet their needs. 

9.2.8 Family and Community Support 

FAMILY AND PERSONAL SUPPORT 

One hundred and forty seven respondents (two thirds of respondents living in private 
households) had a principal caref', that is, a person other than a home help on whom 
they relied for help because of MS. The main areas of care provided were assistance 
with household duties, transport and assistance with personal care. Of those with a 
principal carer: 

• Eighty eight percent had a principal carer who was an immediate family member, 
either spouse, parent, or child. 

• A quarter reported that their carer was over 60 years of age. 

• Only six percent stated that their carer was in receipt of carer's allowance. 

• Sixteen percent of respondents reported that their carer had had to give up work to 
meet their care needs. This is likely to be an important factor contributing to low 
household income. 

• Three quarters had never availed of respite care, although this service is partly 
designed to give the main carer a break. Of those who had never availed of respite 
care, 60% stated that they did not want or need to avail of it. Answers to this may 
have been different if the carer had been asked if respite care was a useful means 
of support to them. 

COMMUNITY AND SOCIAL A CCESS 

• Forty six percent of respondents (107) in private households reported facing 
barriers which restricted their access to community facilities. Barriers included cost, 
access to transport, difficulties in accessing local buildings, and living too far from 
local centres. 

• More than half of respondents rarely or never went out socially in the evening time. 
Of these, half stated that they were too disabled to get out, almost a third stated 
they did not have enough money, 13% stated that transport costs were too high 
and 12% reported having no access to transport. 

28 It was recognised that this leml carried with it connotations 01 dependency bul a widely IIlderstood aHemative was not available. 
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9.3 RECOMMENDATIONS 

The recommendations are based on the specific findings of the study and directed 
towards those agencies with primary responsibility in each of the areas covered in the 
report. These are as follows: 

9.3.1 Employment 

• The MS Society, NRB, FAS and Local Employment Services (where they exist) 
need to ensure the identification of current and future job seekers with MS and also 
ensure that they receive the advice and guidance services of their choice. 

• In considering recommendations for increasing access to employment for people 
with disabilities, the Council for the Status of People with Disabilities should include 
the specific needs of people with MS, in particular the need for flexible working 
conditions given the fluctuating nature of the disease. 

• The MS Society, NRB and the Council should seek wider implementation of NRB's 
"Positive to Disability" programme. 

9.3.2 Income Adequacy 

• The Department of Social Welfare should recognise the extra costs associated with 
MS, and disability more generally, and special cost related payments should be 
made available immediately. 

• The Department of Social Welfare should also undertake further work with a view to 
providing payments for additional costs as a matter of right and standardising the 
manner in which these payments are delivered. 

• The Department of Social Welfare should increase social welfare payments to at 
least the minimally adequate levels recommended by the Commission on Social 
Welfare. The Department should also, in the current process of reorganising the 
system of state payments for people with disabilities, ensure that sufficient 
information is made available on what people are entitled to receive. 

• The Department of Social Welfare, Department of Health and other relevant 
government agencies should review the stringency of current eligibility criteria 
which may be resulting in low take-up of specifically targeted payments and 
services for people with disabilities. In particular, there is an urgent need to review 
the means test relating to Carer's and Mobility Allowance to ensure it takes account 
of the extra costs associated with disability. There is also a need to review the 
stringency of the medical criteria attaching to the Mobility Allowance and the 
disabled drivers tax concession. 

• The Southern Health Board and other Health Boards should ensure immediately 
that the means test for obtaining a medical card takes account of the extra costs 
associated with disability in general and MS in particular. 
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9.3.3 Education 

• The Department of Education should, through the higher education authorities and 
institutions, ensure that higher edUcation courses are sufficiently flexible to facil itate 
the participation of people with disabilities in general and people with MS in 
particular. This could include lengthening the time during which the course could be 
completed and allowing for periodic breaks at times when symptoms are 
exacerbated. 

• The Department of Education and the Local Authorities should take account of the 
extra costs arising from disability and build this into the level of education grants 
provided. 

9.3.4 Services 

SOUTHERN HEALTH BOARD 

• There is an urgent need for more consultant neurologists in the Southern Health 
Board region. Additionally. given the multi~faceted nature of the disease, consultant 
neurologists should work as part of a multi~disciplinary team to meet the different 
needs arising for people with MS. 

• In line with this recommendation, the Southern Health Board should examine the 
feasibility of adopting a multi·disciplinary approach to the management of MS, 
which might include the establishment of a clinic in the region specifically for people 
with MS. This should include provision of residential facilities to enable people to 
avail of the full range of rehabilitation selVices provided. 

• Given the nature of MS and acknowledging the obvious heavy burden placed on 
carers of people with MS, the Southern Health Board should make available 
sufficient and appropriate respite care facilities. 

• The Southern Health Board, in conjunction with the MS Society, should ensure that 
these facilities are made known to people who may benefit from their use. 

• There is an urgent need for consultant neurologists to adopt the guidelines for 
communicating diagnosis of MS recommended by the MS Society in its submission 
to the Commission on the Status of People with Disabilities. 

• The Southern Health Board should provide personnel and other resources to assist 
consultant neurologists in implementing these guidelines. 

• The Southern Health Board should increase awareness of the services provided by 
occupational therapists, not only in relation to disability management, but also the 
provision of advice on household alterations . 

• In line with this, the number of occupational therapists should be increased with a 
strong emphasis on making their services available to people in their homes. 

• The Southern Health Board should examine the apparent under utilisation of the 
public health nurse and home help services by people with MS, given the high 
levels of disabilities experienced by respondents. 
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• There is also a need for the Southern Health Board to examine the under-utilisation 
of the continence management advice service with a view to meeting the level of 
need revealed from this report. 

• The Southern Health Board should provide psychological assessment to enable 
people with MS to address psychological problems experienced by people with MS. 

• The Southern Health Board should provide community based counselling services 
for people with MS and their families. 

• The Southern Health Board should increase the availability of the physiotherapy 
service, with a strong emphasis on local provision and where necessary, making 
the service available to people in their homes. 

• The Southern Health Board should promote its speech and language service and 
provide the resources to meet the need for this service. 

• The Southern Health Board, in consultation with the MS Society, should produce a 
leaflet and other information packs aimed specifically at people with MS concerning 
services for people with MS. 

• The Southern Health Board should ensure that , in conjunction with the MS Society, 
educational programmes for its own staff include information on the issues relating 
to MS. 

• Because of the high level of use of the services of general practitioners, the 
Southern Health Board, in conjunction with the MS Society. needs to provide all 
general practitioners in the region with comprehensive and up to date information 
on issues affecting people with MS and the services provided for them by the 
Southern Health Board and the MS Society. The MS Society should immediately 
establish links with the Irish College of General Practitioners in order to discuss the 
implementation of this recommendation. 

MS SOCIETY 

• The MS Society should examine why younger people with MS are not in contact 
with the Society and make the necessary changes in the nature of its activities and 
in the focus of its information provision. 

• There is an urgent need for the MS Society to evaluate its information service. This 
should include: 

• Specifically targeting information towards the newly diagnosed, by distributing 
information packages to doctors surgeries and neurology clinics. 

• Continuing the development of MS News as an information vehicle. 

• Establishing an information service specifically targeted at neurologists and 
general practitioners. 

• Developing a comprehensive range of booklets pertaining to MS and 
ensuring such booklets are widely distributed. 
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• Advertising the help·line more widely, given the fact that so few people use 
this service. 

• The MS Society should consider immediately how it might develop its capacity to 
inform and influence government policy with regard to issues facing people with 
MS. As part of developing this capacity, the Society should appoint a person with 
the appropriate skills. 

• The MS Society should actively develop its visiting service in the reg ion to meet 
expressed demand for this service as outlined in this report. 

• The MS Society should strengthen its relationship with the Southern Health Board 
with a view to securing increases in the level of resources made available to it. 

NRB 

• Given the fact that so few respondents were using NRB services, NRB should, in 
consultation with the MS Society, actively and immediately examine the barriers to 
service use. This should form part of a strategy to increase the use of their services 
by people with MS. 

• In developing this strategy, agreed structures and procedures for ongoing liaison 
between the MS community work services and NRB field staff in Cork and Kerry 
should be developed and reviewed annually. 

• NRB should avail, on an ongoing basis, of the internal communications structures 
of the MS Society to promote and publicise its services and activities locally and 
should work with the MS Society to develop new means of doing so. 

9.3.5 Long-Stay Institutions 

• The MS Society through its community work service and branch structure should 
ensure that people with MS living in institutions are aware of the welfare benefits to 
which they are entitled. 

• The MS Society, in conjunction with the Southern Health Board, should initiate 
action oriented research into the existing conditions of people with MS who live in 
long·stay institutions and into the ci rcumstances leading to people entering long· 
stay institutional care and the appropriateness of this care for people with MS. 

9.3.6 Housing and Accommodation 

• The Local Authority housing departments and the Southern Health Board should 
ensure that everyone contemplating alterations to their homes because of MS has 
access to a domiciliary occupational therapy service. 

• The Department of the Environment should urgently increase the level of Disabled 
Person's Housing Grant and increase the proportion of the cost covered from two· 
thirds to one hundred percent. 

MS Socfety of Ireland Page 85 



• Given the importance of adequate heating for people with MS, upgrading and 
installation of heating systems should be included in the list of works allowable 
under the Disabled Person's Housing Grant. 

9.3.7 Family and Community Support 

• Southern Health Board policy should focus on ensuring that people with MS are 
sufficiently supported to enable them to continue to live in their own homes. 

• The Southern Health Board should initiate a process designed to ensure that there 
is adequate liaison between the MS SOciety and health care professionals in order 
to identify those people for whom the only available service option is appropriate 
institutional care. An important part of this process will be to ensure that the 
transition to institutional care is planned in a climate free of crisis. 

• Given the very low numbers in receipt of carer's allowance, the Department of 
Social Welfare should immediately review the stringency of eligibility criteria and in 
particular ensure that the means test applied takes account of the extra costs to the 
household arising from disability. 

• In line with the above recommendation, the Department of Social Welfare and the 
MS Society should liaise to ensure that people with MS are made aware of the 
existence of this payment. 

• The Department of Social Welfare and the Southern Health Board should make 
every effort to ensure that family members are not obliged to leave paid 
employment in order to provide care for a person with MS. In this regard, they 
could usefully examine models of support in operation in other countries. 

• MS Society branches should be actively involved in NRB promoted Local Access 
Committees to ensure that the needs of people with MS are fully represented in 
enhancing access at local level for people with disabilities. 

• There is an urgent need to address the particular problems faced by people with 
disabilities living in rural areas, in particular, cost and availability of accessible 
transport. 

• Given the multiplicity of agencies and organisations involved in the broad issue of 
access for people with disabilities, the Government should consider giving a single 
agency, for example, NRB, a firm brief to promote this issue. 

9.3.8 Further Action Research 

Given the scope of this study, it was not possible to examine certain issues affecting 
people with MS in great detail. In this respect, it is recommended that action research, 
including pilot projects, be undertaken around the following issues: 

• General levels of support required by principal carers of people with MS, 
particularly with regard to their perceived need for respite care facilities. 

• Developing a measure of disability which takes into account issues specific to MS, 
such as fatigue. 
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• The factors which contribute to unemployment for people with MS and measures 
necessary to address this issue. 

To facilitate further research and ongoing evaluation of the needs of people with MS in 
the region, the Southern Health Board, the MS Society and the hospitals should liaise 
in relation to their records on people with MS to ensure that the recording systems are 
comparable, comprehensive and accessible while having due regard to individual 
rights to privacy and confidentiality. 
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