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SUMMARY OF RECOMM ENDATIONS 

Chapter 4 

National Database 
1. The Group recommends the establishment of a national database on physical 

disability which w ou ld greatly aid planning of services. 

Chapter 5 

Departmental Responsibility fo r PA Services 
2. The Group recommends that in t he medium to long term a PA allowance 

should be paid as an income maintenance allowance by t he Department of 
Social W elfare to people w ith sev ere physical disabi lities who meet the 
eligibility criteria for such an allowance. The level of payment should be on 
a sliding scale depending on the number of hours personal assistance 
required and cou ld form part of a general costs of d isability allowance . 

3. In t he short term, (ie, up to 3 years) and until such time as PA services are 
more firmly established , the Group recommends that the funding and 
administration of PA services should rest with the Department of Health 
through t he health boards with the exception of PA services for people in 
th ird level edu ca t ion. 

Short term/Interim Funding Arrangements 
4 . The Group consid ers t hat a PA service for people w ith significant needs 

should be placed on a firm footing with guaranteed permanent funding . 
The Group recommends that funding be phased in over the next three years 
pend ing t he introduction of a di rect payment system to individuals . 

5. In the case of those requiring a PA service to pursue third level education, 
th e Group recommends that the necessary fund ing be made availabl e by the 
Depa rtment of Education. 

6. In regard to the alternative levels of personal assistance i.e. home care 
attendant schemes and respite type services (categories (ii) and (iii) as 
described in the Introduction), the Group recommends that additional 
fund ing should be provid ed by the Department of Hea lth to allow these 
services to expand considerably on existing levels. 

7. The Group recommends that any developments in relation to personal 
assistance services should be subject to periodic reviews and evaluation . 
Thi s evaluation shou ld involve the pe rsona l assistant users themse lves. 
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Opportunity Costs 
8 . The Group recommends that there should be greater debate between people 

with disabilities, service providers and policy makers concerning the costs 
and benefits of full PA services. 

9 . In order to ensure that high-cost PA services are targeted to ensure 
maximum benefit and accepting that demand will inevitably exceed funding 
available, the Group recommends that full PA services be allocated on the 
basis of national guidelines concerning eligibility criteria. 

Means testing 
10. The Group recommends that criteria for a means test should be included in 

the national guidelines recommended above. 

Recommended method of assessment 
11 . Two principal areas of assessment to determine the level of service are 

recommended: 

(1) Functional assessment to determine areas of dependency and 
levels of dependency; 

(2) Interview to determine whether the individual has the 
psychological capacity to manage a personal assistant or 
alternative forms of assistance services. 

Appeals Procedure 
12. The Group recommends that an appeals procedure be developed to deal w ith 

cases where the client disagrees with the assessment result . 

Service Brokerage 
13 . The Group recommends the establishment of service brokerage through 

voluntary organisations for PA users. 

Training 
14. The Group recommends that preparatory training/peer counselling shou ld be 

provided for prospective PA users. 

15 . The Group recommends that as far as possible, people appointed as PAs 
should have successfully completed the CILlFAS training course. 

16. The Group recommends that a three-week co urse should be provided as a 
minimum (for people providing alternative levels of personal assist ance) and 
that training should be the respo nsibil ity of th e organisat ion acting as service 
broker . 
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Future funding of INCARE 
17. The Group recommends that, subject to assessment, the present leaders 

under INCARE should continue to receive a PA service and that additional 
funding for this purpose should be approved in 1995. 

Chapter 6 

Phasing in of funding 
18. The Group considers that the introduction of a full PA service must be 

accompanied by a parallel development of lesser levels of PA services. The 
Group recommends that funding of £5 million should be phased in over a 
three-year period, 1996-1998, for the development of all personal 
assistance services. 
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CHAPTER 1 

Introduction 

1.1 Establishment and Terms of Reference 

1 . 1 . 1 The Advisory Group was established by the Minister for Hea lth on 23rd 
January 1995. Its terms of reference were :-

" To report to the Minis ter for Health by 15 March 1995 on 
future policy of providing and developing a personal assistance 
service to enable people with severe physical disabilities to live 
independently. 

Specificallv~ the group will examine: 

• 

• 

• 

• 

the personal assistance services provided by the 
Centre for Independent Living 

the present and likely future demand for such a 
servIce 

the model and organisation of service which should 
be provided taking particular account o f cost 
effectiveness 

the estimated cost of the service. IJ 

1. 1.2 The Group was established following consideration by the M inister of 
proposals from the Centre for Independent Living (Cll) for the 
continuation and expansion of its personal assistance service. These are 
documented in Chapter 2. The Minister wa s concerned at the absence 
of any clear policy on the provision of a personal assistance service and 
of any detailed analysis of serv ices currently being provided and of the 
likely future demand for a personal assistance service. Pending the 
recommendations of the Group, the Minister agreed to fund Cl L' s persona l 
assistance service at existing levels until 31 March 1995. 

1.1.3 The Advisory Group is aware t hat the Review Group on Services for 
People w ith Physical or Sensory Disabilities wi ll, inter alia, be examining 
the provision of a personal assistance service for people with disabilities. 
The Advisory Group's exami nation and recommendations wi ll inform the 
Review Group's examination of the matter. 
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1.2 Membership 

1.2. 1 The membership of t he Group w as as foliows:-

Ms Frances Spillane 
(Chairperson) 

Mr Mark Blake-Knox 

Mr Joe Cahill 

Dr Eibhlin Connolly 

Ms Unda Con way 

Ms Josette Cuthbert 

Ms Angela Kerins 

Mr Brian Mullen 

Mr Martin Naughton 

Mr Declan O'Briain 

Mr Breandan E O'Murchu 

Ms Anne Winslow 

Mr Patrick Wylie 

Ms Siobhan Kennan 
(Secretary) 

Principal Officer 
Department of Health 

Chief Executive Officer 
Cheshire Foundation in Ireland 

Senior Executive Officer 
Eastern Health Board 

Registrar in Public Health Medicine 
Eastern Health Board 

Programme Officer 
FAS 

Area Manager, Dublin North 
NRB 

Director, Public Affairs and Care 
Services 
Rehab Group 

Assistant Principa l Officer 
Department of Health 

Operations Manager 
Centre for Independent Living 

Assistant Principal Officer 
Department of Social Welfare 

District Primary Inspector 
Department of Education 

Director of Services 
Irish Wheelchair Association 

Secretary, Commission on the 
Status of People with Disabilities 
Department of Equality and Law 
Reform 

Higher Executive Officer 
Department of Health 



8 

1.3 Working Methods 

1 .3.1 The Advisory Group met on 6 occasions. In addition to the organisations 
represented on the Group, we sought the views of the Disability 
Federation of Ireland, the Spinal Injuries Action Association, Cerebral 
Palsy Ireland, the Multiple Sclerosis Society, Muscular Dystrophy Ireland 
and the Caring and Sharing Association. We also sought information from 
certain EU Member States on the provision of personal assistance services 
in those countries. Because of the demand for personal assistants for 
students pursuing third level education, third level colleges were also 
asked for their views, particularly in relation to the likely future demand 
for personal assistants from that sector. All Directors of Community Care 
and the relevant Health Board Programme Managers were also asked for 
their views. 

1 .4 Scope of Personal Assistance Service 

1 .4.1 While the Group's examination was prompted by developments initiated 
by Cll, ie a comprehensive service of the type described at (i) below, the 
Group is aware of different t ypes/ levels of personal assistance services 
being provided by other organisations. It is necessary to examine all of 
these in order to carry out a comprehensive examination of personal 
assistance services. Currently, personal assistance services fall into three 
broad categories, viz, 

(i) a comprehensive service whereby a person with a severe disability 
might employ a personal assistant on an ongoing basis to enable 
him/her to live and pursue an education and/or employment; 

(ii) assistance services such as care attendants whereby assistance is 
provided for specific tasks or at specific times, eg washing, dressing 
in the mornings and/or evenings, limited assistance with education 
etc' , 

(iii) other forms of assistance which provide respite to the carer and 
enable people with disabilities to engage in social and recreational 
activities such as attendance at the cinema, participating in spans, 
etc. 

1.4.2 Some representatives on the group stressed that only the first category 
above constituted a real personal assistance service as the term is 
understood internationally by independent living movements. However, 
the term "personal assistance" is used in the broad sense throughout the 
report . 
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1.5 T arget Group 

1.5.1 The Group agreed that the target group for a fu ll PA service (category (i) 

above) was people between the age of 18 and 65 who have a severe 
physical disability. The target group for the other two categories of 
alternative assistance could also include both children and those aged 
over 65 y ears of age. It was considered that people aged under 18 would 
not be capable of managing a full PA service. While the Group would not 
rule out the possibility of a person over 65 using a full PA service, it was 
felt tha t the main target group was those aged 18 to 65 years of age. 

Acknowledgements 

We would like to thank all the groups and individuals who made written submissions 
on PA services. We would also like to than k Brian Mullen and our Secretary, Siobhan 
Kennan, for their excellent work in preparing drafts and re-drafts of material within 
very tigh t timescales. 
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CHAPTER 2 

CENTRE FOR INDEPENDENT LIVING (Cll) 

2.1 CIL 

2.1 . 1 Established in August 1992, the Irish Centre for Independent Living forms 
part of an international movement towards t he promotion of disability 
rights. Operated and controlled by people with disabilities, ell aims to 
promote independent living among people with significant physical 
disabilities. The philosophy of independent living espouses living like 
every one else, ie having the righ t to self determination, to exert contro l 
over one ' s life, to have opportunities to make decisions , take 
responsibility and to pursue activities of one's own choosing, regard less 
of disabi lity. 

2. 1 .2 In practice, independence is created through t he use of a personal 
assistance service. A personal assistant (PAl provides assistance at the 
discretion and direction of the person with the disability. The PArs work 
may involve helping t he disabled person in tasks of everyday living such 
as personal care, household tasks, interpreting and transport to 
assistance in t he study/workplace and social/leisure activities. The person 
with the disability is effectively the employer with the power to hire and 
fire . 

2. 1.3 CIL is involved in a number of activities for people with disabilities, 
encompassing housing, access and mobility, transport, legislation, image , 
perception and terminology of disability and international rela tions. The 
Centre operates on four levels: action, training , research and 
development. 

2.2INCARE 

2.2. 1 CIL became involved in the promotion of independent living in December 
1992 w hen it set up a t wo-year action research programme called 
INCARE to research and investigate the provision of a persona l assistance 
service ope rated and contro lled by people with disabilities. INCARE w as 
run by Cll in conjunction with FAS and the NRB (Horizon Programme). 
Included in INCARE was Operation Get Out, a one-year programme 
examining the factors involved in making a move from dependent or 
institutional living to independent living. 

Operation of INCA RE 
2.2 .2 The INCARE programme aimed to develop the concept of independent 

living and in particu lar to research, design and implement a programme 
aimed at: 
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(i) providing for the first time in Ireland a range of appropriate personal 
assistance services, managed and controlled by people with 
disabilities; 

Oi) educating and training both PAs and persons with disabilities 
("leaders") in the acquisition of skills and attitudes necessary for an 
effective PA service. 

2.2.3 The formal evaluation of the INCARE programme refers to the 
involvement of 26 leaders, of whom 3 were part of Operation Get Out, 
and 45 PAs. The number of leaders peaked at 33 and at time of writing 
is 30. 

2.2.4 elL advertised the INCARE project in the IWA newsletter "Spokeout" and 
made some approaches to individuals. Approximately 70 people were 
screened. The eligibi lity criteria for participation on the project were that 
a person must be at least 18 years old, have a level of disability which 
would lead them to require at least 20 hours of assistance per week, 
show how the service would be of benefit to them, have an 
understanding of the philosophy of independent living, and be willing to 
be active in the development of an Irish Independent Living movement. 
The assessment procedure included an application form, interview and 
assessment as to suitability by the leader coordinator. If successful, the 
leader coordinator then began the process of establishing the candidate's 
assistance requirements and recruiting PAs. Unsuccessful applicants 
w ere advised by the leader coordinator as to the other service options 
open to them. 

2.2.5 Approximately half of the leaders were employed, 28% in full time 
education and 18% in training. Twelve lived with their families, 1 with 
partner, 11 lived alone in private rented accommodation , 4 were in 
residential care, 1 in social housing and 1 in local authority housing. The 
majority o f administrative matters, including financial matters, were dealt 
with centrally by e ll. 

2.2.6 The year-long PA training programme encompassed four modules -
philosophy of independent living; health, hygiene and safety; 
communications; and career guidance. Seventy-five per cent of the 
train ing for PAs was given by the leaders in the "workplace" (in the 
leader's home, place of work or education etc) and 25% was "classroom" 
based. At the end of the training period. successful PAs are awarded a 
Certificate in Community Care (City and Guilds/FAS). The first twelve 
PAs to graduate were awarded their certificates in August 1994. 
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Funding of iNCARE 
2.2.7 The NRB estimated the tota l cost of the Horizon/lNCARE project at 

£386,607, made up of ESF aid £251,295 and co-funding of £135,312 
provided by the Department of Social Welfare, the Rehab Lottery, the 
Eastern Health Board and Cll. 

2.2.8 The weekly rate paid to PAs was £82.20 per week. This was made up 
of the JTS trainees allowance of £69.90 per week, 75% of which was 
provided by FAS, with e ll making up the balance of 25% as well as 
providing a top up allowance (annual cost approximately £1,500 per PA). 
However, as t he JTS rules do not allow for a person on a scheme to be 
replaced if he/she wishes to leave, ell had to cover the full cost of 
replacing any PA who left. Accordingly, the average annual cost to elL 
per PA was actually £3,000. 

2.2.9 While the original cost had been estimated at £386,607, ell projected 
the expenditure for 1994 at £415,165, broken down as follows: 

• £272,388 for wages 
• £74,431 for administration and 
• £68, 346 for training (including £30,000 f or rent of apartments 

and £10,000 for attendance at conferences). 

2.2. 10 Income received left a shortfall in 1994 of over £122,000. This shortfall 
became the subject of a high level of publicity in June 1994 when it 
threatened the continuation of the INCARE Programme to December 
1994. Consequently , the Department of Health put together a financial 
package to enable the project to continue until its completion date of 31 
December 1994. This package comprised £33,000 from the Minister for 
Health's lottery allocation, £30,000 from Rehab lotteries, £50,000 from 
the Department of Social Welfare and a bringing forward of a payment of 
£7,000 by the Eastern Health Board for Operation Get Out. 

Evaluation of INCA RE 
2.2.11 The formal evaluation of Inca re's pilot programme, Nothing About Us, 

Without Us prepared by Ms Grainne McGettrick for ell, was launched on 
18 November 1994 by the former Minister for Social Welfare and Health, 
Or Michael Woods. 

2.2.12 The report refers to great enthusiasm for the programme from all 
participants and sta tes that" the leaders are no longer "dependent" on 
family, friends or colleagues to meet their personal care needs; they no 
longer have someone else deciding what is best for them, taking away 
responsibility, protecting and ultimately controlling their lives .... They are 
achieving what is second nature for most people and taken for granted by 
the majority of the population - independence. It has also allowed for the 
dignity of risk and the possibility of failure ." 
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2.2.13 However, a number of difficulties were identified in the Programme, 
including : 

(i) The relatively low training allowance limited the number of people, 
in particular suitable males, who were attracted to the job of PA 

(ii) Some leaders who had only one PA, especially those in college, felt 
t hat the 35 hours a week were insufficient 

(iii) The FAS Job Training Scheme lasts one year on ly leading to a lack 
of continuity in the leader-PA relationship 

(iv) Personality clashes, incompatibility between leader and PA 

(v) As PAs were not paid by the leaders themselves under the 
programme, some leaders were not perceived as the real employers 
leadi ng to some difficulties of control over the PAs 

(vi) Lack of job security for PAs 

2.2.14 The Report's recommendations include: 

(i) t he establishment of an Independent Living Fund (lLF) to finance a 
consumer controlled personal assistance service 

(ii) the development of training to enable people to fully utilise the ILF 

(iii) t he establishment of service brokerage rather than a direct payment 
system for the initial provision of a PA service 

(iv) appropriate certification and remuneration for PAs 

(v) involvement of people with disabilities in policy making at statutory 
and non statutory level 

2.2.15 Essential elements identified by INCARE to the achievement of 
independent living include housing, income support, accessible transport, 
access, employment and education. 

2.2.16 The evaluation of INCARE by NRB shows that the project delivered an 
effective personal assistance service. The Eastern Health Board 
preliminary assessment of the three EHB-funded participants in Operation 
Get Out, carried out by one of the Board's Occupational Therapists, was 
quite positive. The inability to find suitable accommodation in the private 
rented sector was a major problem for the programme participan ts. 
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2 .2.17 Criticisms of INCA RE 

Some criticisms have been made to the Department concerning the level 
of tra ining given to PAs in terms of caring for their leaders, eg improper 
lifting techniques. It is alleged that the unreliability of some PAs, t heir 
moving on and subsequent difficulty in trying to find replacements caused 
great insecurity and stress for some leaders. While it is acknowledged 
that problems of continu ity of PA service under INCARE were related to 
the t ime-limited rules of the FAS JTS scheme, they highl ight the need for 
people with significant disabili ties to be able to rel y on the avail ability of 
the service at all times. 

The transition from dependent to independent living, including the 
management of a PA, requ ires signif icant adjustment for most people with 
disabilit ies. In addition, the fac t th at the user is largely responsible for t he 
tra ining of the PA means that s/he, prior to using a PA, should be fully 
aware of all that is involved in such a service. It was felt that some 
leaders under INCARE were not given adequate preparation and training 
for th is role and found the responsibi lity of running their own PA service 
difficult. It has been suggested that the experiences of many young 
people w ith physica l disabilities in Ireland, such as over protection, 
in stitutionalisation, disempowerment and dependency, have deprived 
them of the emotional and psychological foundations t o help them 
develop confidence and autonomy. Accordingly, peer counselling and 
oth er f orms of counselling to help overcome these problems are necessary 
ingredients of independent living and it has been suggested that they 
were not suffic iently catered for in the INCARE programme. 

2.3 ell Proposals for Future Developments 

2.3.1 Cll has developed a five-year plan encompassing the continuation and 
expa nsion of the present PA scheme as well as a course in Disabi lity 
Studies developed in conjunction wit h and based in the National College 
of Industrial Relations. These are explained below. At appendix A are CIl 
five-year plan proposa ls regarding transport, housing , Horizon 11, el l 
Foundation and International Affairs . 

2.3.2 The total cost of the five-year plan is estimated by Cll at £5,880,000, of 
which they estimate £3,370,000 can be met from existing schemes and 
EU fund ing. 

INCA RE beyond '94 
2 .3.3 Cl l contends that a major benefit of the INCARE programme w as the 

hands-on experience which the partic ipants ga ined in the use and 
management of personal assistants. The evaluation of the INCARE 
programme, Nothing About Us, Without US" recommends t he 
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establishment of an Independent Living Fund for the development of a 
consumer controlled Personal Assistance Service. This fund would be 
used to fund 25 leaders and 50 PAs at a minimum annual salary of 
£7,500 per PA. 

2.3.4 The ev aluation report on INCARE also recommends the appointment of a 
Leader Training Coordinator to support and counsel leaders and provide 
administrative back-up and the appointment of a PA Training Coordinator 
to assist in recruiting, training and supporting PAs. 

Budget 
2.3.5 ell estimates the annual cost of this service as follows: 

50 PAs @ £7,500 per annum 
One Leader Training Coordinator 
One PA Training Coordinator 
Employer' 5 Liabi lity Costs 
Total 

£375,000 
£ 12,500 
£ 12,500 
£ 50,000 
£450,000 

NB: This estimate excludes funding from FAS as the PAs would be fully 
trained . e ll estimates tha t the continued involvement of FAS through the 
JTS would reduce the cost to £400,000. 

2.4 Expanding INCARE Nationwide - Community Employment 

2.4.1 Arising from the demand for PAs generated through INCARE, ell is in the 
process of establishing personal assistance services in twenty centres 
nationwide in the form of FAS Community Employment Schemes. Cll 
has applied for CE schemes in 20 different locations around the country 
Tullamore, Ennis, Roscommon, Sligo, Clonmel, Limerick, Blanchardstown, 
Cork, Dundalk, Ballyfermot, Cavan, Monaghan, letterkenny, Dublin 7, 
Galway, Wexford, Waterford, Thurles, Castlebar and Arklow. Schemes 
are up and running in Dublin 7, Galway and Blanchardstown. Schemes 
in Arklow, Castlebar and letterkenny are close to starting. 

2.4.2 The schemes outside of Dublin will each employ one supervisor 
(sponsored and appointed by CIL) with responsibility for the development 
of CIL in their area and for choosing and training 17 CE participants, of 
whom 14 will be PAs for approximately 8-10 leaders. The other 3 CE 
participants will include an administrator, leader coordinator and one 
research officer to conduct a study on disability in their area. The 
supervisor will be tra ined by e ll and receive a FAS Supervisory Training 
Allowance. Health Boards have not been involved to date. 

2.4.3 The schemes in Dublin 7 and Blancha rdstown will employ 6 research 
officers to conduct research on disability issues in their area (e9 transport, 
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housing) and 9 PAs. Preference will be given to PAs who assist 5 to 17 
year-aids in attending school . 

Budget 
2.4.4 The average cost per programme is £120,000. This gives a total cost of 

£2.400,000 for twenty programmes of which £2,300,000 will be 
provided by FAS. 

2.5 National College of Industrial Relations/European Social Fund 

2.5.1 e ll, in conjunction with the INCARE participants, has designed a training 
course in "'Independent Living , Leadership Skills and Disability Studies" in 
conjunction with the National College of Industrial Relations. This course 
has been approved by NRB for one year's pilot testing under ESF. The 
programme aims to provide specific skills, knowledge and attitudes to 
enable participants to gain employment within the Independent living 
movement and/or to progress to further education/training in related 
areas. Cll has identified job opportunities for people with a disability in 
the disability industry, teaching and training, local community 
development and small businesses. 

2.5.2 The programme also provides training to enable leaders to achieve 
independent living through the use of personal assistants. A PA service 
will be necessary to assist course participants in the first year. Cll will 
establish a partnership with FAS to provide training and allow ances for 
approximately 40 PAs. 

2.5.3 The course will be certified by the NCIR and the NCEA (National Council 
for Educational Awards). Partic ipants will be awarded a Certificate in 
Socia l Studies (Disabi li ty Studies) in the fi rst year, a National Certificate 
in the second, a Diploma in t he third with the possibility of obtaining a 
Degree in the fourth. It is planned to expand this course to other parts of 
the country, including the Midlands, Cork and Galway. 

2. 5.4 The course has been approved by NRB for fund ing from the European 
Socia l Fund in respect of 12 tra ining places in Dublin initially for the pi lot 
testing phase. 24 training places were approved nationally, subject to the 
outcome of the pilot testing phase. 

Budget 
2.5.5 The cost of running the course in Dublin wa s orig inally estimated at 

£227 ,000 for 20 places, and £ 128,000 each for the Midlands, Galway 
and Cork giving a total cost of £611,000 . This includes the cost of 
t raining 56 leaders and 108 PAs. The ESF contribut ion was estimated at 
£364,000 leaving a ba lance of £247,000. 
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2.5.6 The course is being set up in Dublin currently at an estimated cost of 
£241,000 for 24 places (ie an average cost of £10,000 per place, 
including fixed overheads) of which a maximum of £168,000 w ill be met 
by ESF contributions, leaving a shortfall of approximately £73,000. 
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CHAPTER 3 

PERSONAL ASSISTANCE SCHEMES IN OTHER COUNTRIES 

3.1 Introduction 

3.1.1 The Group wrote to the Health Ministry in England, the Netherlands, 
Germany, Luxembourg, Italy, Belgium, Spain, Portugal, Greece and 
Denmark asking for details of independent living schemes with the use of 
personal assistants in those countries, if any. Material on community
based services was received from the English Department of Health, 
Belgian Ministry of Public Health and Environment and from the French 
School of Public Health in Rennes . 

3.1.2 Mr Evald Krog, National Chairman of the Danish Muscular Dystrophy 
Association, addressed the Group on t he Danish model of independent 
living. His comments are incorporated in section 3 .3 below. A video 
explaining the history and operation of the personal assistant scheme in 
the Danish city of Arhus was also made available to the Group. 

3.1.3 The Group reviewed research studies of independent living schemes with 
the use of personal assistants in the USA, Denmark, Sweden, the 
Netherlands, West Germany , the United Kingdom and France. 

3. 2 Person al Assistance Models in the USA 

3.2.1 The Rehabilitation Amendments of 1979 officially made independent 
living a standardized service entitlement to all citizens with a disability in 
the US. 

3.2.2 A 1978 national survey of the then 60~ 70 independent living programmes 
(rising to 200 ells by 1981) identified three major models of independent 
living. Over 50% of programmes fi tted into the three major models which 
are described below. These models differ according to whether they 
provide an ongoing or transitional service, whether they are res idential or 
non-residential , and whether they provide direct or referral services. 

Centre for Independent Living in Berkeley 
3.2.3 Thought of as the prototype of the community-based independent living 

model, the Cll in Berkeley is a non-residential programme. It was 
fou nded in 1972 by Berkeley University students with severe physical 
disabilities who wanted to live in the community . Managed primarily by 
staff with physical disabilities, Cll Berkeley seeks to secure total 
integration of people with severe disabilities into community life by 
providing v arious kinds of services using, where possible, existing 
community resources. These services include counselling, attendant 
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referral, advocacy services, independent living skills training and other 
supportive services such as housing referral and wheelchair repairs . 

Centre for Independent Living in Boston (ECIL) 
3.2.4 Founded in 1974, ECIL is a residential programme where people with 

severe physical disabil ities develop independent living skills in a consumer
run self-help community. Since 1974 , ECIL coordinates three different 
forms of independent living in the Boston area . 

3.2.5 These are: 

• Transitional housing service - provision of skills training to prepare 
participants live independently in the community while living for a 
short period of t ime in ECIL-owned facilities 

• provision of cluster housing in modified apartments with a pool of 
personal care assistants assigned to those apartments. Assistance 
is provided when the user calls on the service for assistance 

• provision of an accessible apartment which the person with the 
disability shares with a personal care assistant. 

"Ne w Options" in Houston 
3.2.6 This transitional training programme prepares participants for independent 

living in a residential setting. Training includes first-hand experience of 
independent living and six weeks of instruction in the skills needed to live 
and work wi th a minimum of assistance. 

Current developments 
3 .2.7 Some US State Welfare Departments allocate funding to people with 

disabilities to enable them to buy up to 224 hours a month personal 
assistance service. This is means tested. The Welfare Department 
assesses the needs of the applicant who is accompanied at the 
assessment by a social worker and, if wanted, a friend or family member. 
The Department gives the person $ 5 per agreed hour of personal 
assistance and the user then organises his/her own help through a 
privately run agency. The funding is shared between the County State 
and the Federal Government. In practice, the cost pe r hour is 
approximately $15 which reduces the number of hours available to the 
user by two-th irds. 

3.3 Personal Assistance in Denmark 

3.3.1 The Danish policy regarding the provision of services for people with 
physical disabilities is to move away from institutional care and provide 
the assistance necessary to enable each citizen to live in the community 
while availing of normal train ing and work opportunities. To be eligible, 
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a person must be highly dependent on others for normal daily functions, 
have needs wh ich cannot be met by ordinary home help (which does not 
include accompanying dutiesL be able to manage a PA service and who 
has or will have an activity level that requires a particularly intensive level 
of assistance. Typically, this would include people who have moved from 
their parents' home, who are pursuing a course of education , who have 
moved from a nursing home, etc . 

3.3.2 If normal domestic help only is needed, e9 help for personal care and 
household duties, the Department of Domestic Welfare must provide the 
assistance. If a greater degree of help is needed which would warrant the 
use of a personal assistant fo r people with disabilities living at home, this 
is paid for under a 1979 Social Securi ty Act which compensates people 
for the added expense associated with the disability. 

3.3 .3 The PA needs of the person with the disability (ie number and time of 
hours of personal assistance) are assessed by a committee representative 
of the social and health services and the applicant and companion. 
National special advisers on disability should also be involved as experts 
on the needs of people with disabilities. The needs are reassessed on a 
yearly basis or if there is a temporary increase/decrease in level of 
assistance required. An appeals procedure exists. 

3.3.4 The person with the disability becomes the PA's employer, with the 
power to hire and fire and pays the PA with money lodged monthly to 
his/her account by the Social Department. Arrangements can also be 
made for the municipality to pay the PA direct. The cost of the PA is 
shared equally between t he State and local municipalities through local 
taxes. The scheme's administration covers the areas of holiday pay, sick 
pay, insurance. A relative can be employed as the PA. 

3.3.5 Other problems linked to independent living are dealt with by the sector 
in which they arise, e9 transport and housing. 

3.3.6 

3.3.7 

Points made by Mr Krog during his address to the Group 
The PA system becomes economically viable only when a significant 
number of people with disabilities are involved for only then is the 
necessity to provide residential care reduced. A number of residential 
institutions have closed since the development of the PA service in 
Denmark. 

• There are now 400 " leaders" in Arhus being assisted by 900 PAs. The 
qualifying criteria for the scheme are that the client must have a physical 
disability, be otherwise able to live at home, have a place of his/her own 
to live and be both willing and able to assume responsibility for the 
employment of the PA. 
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3.3.8 A PA rece ives approximately £10-an-hour salary (shared equally between 
the State and the municipality and taxed at approximately 50%) . A 
"user-club" or service centre operated by people with disabilities offers 
advice and guidance to employers and PAs and negotiates between them 
where necessary. There are over 100 applications for each PA job. 

3.3. 9 The average working life of a PA is between two and five years. Mr Krog 
stated that he preferred hiring PAs who do not have formal health 
qualifications as these have a tendency to take over and assume 
unwanted responsibility for the leader. He advertises in the newspapers 
for his PAs. 

3 .4 Personal Assistance in Sweden 

3.4.1 The concept of personal assistance programmes dates back to the 1930s 
when home help services were provided to assist sick mothers with the 
care of their children on a temporary basis. This w as extended in the 
1950s to services for the elderly as a means of keeping people out of 
institutions. 

3.4.2 A home help or "home samaritan service" is provided for a modest fee. 
Services are coordinated by social workers who assign assistants to 
consumers. Service provision is subject to the financial situation of the 
local municipal social service office. 

Fokus Housing 
3.4.3 In 1968, Fokus Housing, also known as cluster housing, was introduced 

for younger persons needing personal assistance on a daily basis. In 
cluster housing, in addition to part ti me "home help " services provided by 
the local authorities, a pool of highly-trained personal assistance staff was 
available 168 hours a week. Assistance was not provided outside of the 
home. 

3.4.4 The common pattern early on in the development of cluster housing was 
that ten to fifteen apartments of 50 or more unit apartment complexes 
were made accessible and ava ilable to people with disa bilities. This was 
reduced later to 5-10 units maximum in an effort to achieve more 
integrated living with non-disabled tenants. By 1985, 1,000 cluster 
apartments had been built in Sweden . In 1973, local authorities became 
responsible for providing such housing services . 

3.4.5 However, this model has been critici sed by Or Adolf 0 Ratzka (Stockholm 
Co-operative for Independent Living (1993)) who stated that th is "semi
institutional solution forces people to live in certain houses; thereby 
limiting their geographical and social mobility. Users do not choose their 
assistants and have to adapt to the schedules of the common staff". 



22 

Stockholm Cooperative for Independent Living (STIL) 
3.4.6 Set up in 1984, STIL's vision was that local governments would pay 

directly t o the user the same amount of money that his or her services 
would have cost if provided under the home help scheme. STIL received 
a state grant allowing it to operate a pilot project in the Stockholm area 
which began in January 1987 with the use of 22 PAs. STIL established 
itself on a permanent basis in July 1989 and negotiated an average price 
per hour from the local governments for each hour of personal assistance 
provided. This price included all costs incurred by STIL, including 
administration costs. 

3.4.7 A user moving from the traditional local government home help service to 
the PA service needs to get agreement from his/her local goverr.ment to 
the change. The funding provided to STll is worked out by multiplying 
the PA price per hour by the number of hours home help the user used to 
receive. STll pays the money into the user's account - two-thirds goes 
on t he cost of the PA , the balance on STll administration and transport . 
Accessible housing is not a difficulty in Sweden so that people are not 
unduly constrained as to where they can live . Users can hire anybody 
they choose including friends and family members and can split the hours 
between any number of PAs. Most users prefer workers who have no 
health-related working experience - assistance needs are practical rather 
than medical and the worker is trained to carry out the user's wishes 
without preconceived notions or skills. Peer support sessions are also 
provided for users who are responsible for training, scheduli ng and 
motivating assistants. 

3.4.8 Cooperatives of users who passed certain training requirements were set 
up nationally to ease administration. All jobs in the cooperative are 
reserved for the users and a rotating membership on the Board enables 
users to develop organisational skills. 

3.4.9 In 1993, STIL had 95 members with a tota l of 600 PAs with an annual 
turnover of $7 million . STll concedes that running the business takes up 
time and energy which would otherwise be devoted to political work. 
STll has identi fied lack of internal financial control and basic business 
routines as threats to its survival. 

3.4.10 A new law came into force in January 1995 giving a legal right to people 
with functional impairments to various kinds of support and services. 
Persons with severe disabilities are entitled to personal assistance for 
personal care and for work, studies or leisure time. The municipality 
covers the cost of assistance for those who need less than 20 hours a 
week . Those requiring over 20 hours a week assistance receive an 
allowance from the social insurance office with which they can buy 
assi stance from the municipalit y or employ their own assistants. Either 
way I the person with the disability has the right to choose his/her own PA 
giving the user freedom of choice he/she never had before. 
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3.5 Personal Assistance in Germany 

3.5 .1 The early 19705 saw the emergence of self-help groups for young people 
with significant physical disabilities interested in integrated education, 
access to public transport and de-institutionalisation. In 1978, a 24-hour 
personal assistance and transport service was established in Munich by 
a group of interested people living and working in a large institution for 
people with disabilities . Interested people from other parts of Germany 
converged on Munich to avail of this service. Following the 1981 
International Year on Disability, personal assistance centres known as 
"Ambulante Hilfsdienste" (AHO) spread throughout the country. 

3.5.2 While not all AHDs provide t he same level of service, eg some have a pool 
of assistants while others operate the US independent living concept, all 
share the same underlying principles . These are that personal assistance 
services should be provided in all fields of daily life, determined by the 
user, that PAs should be trained by the users and be lay-workers in order 
to prevent professional paternalism and that they be paid directly by the 
attendant on a fee-far-service basis. 

3 .6 Personal Assistance in England 

3.6.1 Local authority social services departments have primary responsibility for 
services for people w ith physical disabilities. Two recent developments 
in UK Government policy are the April 1993 arrangements for community 
care and current moves to introduce direct payments to enable people 
with disabilities to buy their own services. 

3.6.2 Since 1970, local authorities have specific duties towards disabled people 
including providing practical assistance in the home, assistance in taking 
advantage of educational facilities and assistance with transport to and 
from home for prescribed purposes. Authorities are given considerable 
discretion regarding the level of assistance they feel appropriate in each 
case and assistance is means tested . 

3.6.3 The 1990 Community Care Act, fully implemented in April 1993, sought 
to enable people with disabilities to live in their own home environment 
wherever possible. For the f irst time, local authorities are required to 
tailor services to the in dividual rather than vice versa. Following an 
assessment of need, local authorities design a cost effective care package 
which takes account of the wishes of the user and any carers and 
provides for regular monitoring and review. It is intended that the reforms 
under this Act will stimulate the development of a "mixed economy of 
care" involving statutory, voluntary and private providers. This would 
then stimulate quality and value for money, and increase the choice of 
services available to individuals. The intention is that care provision for 
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each individual should be the result of a constructive dialogue between 
service user, carer, social services staff and those of any other agency 
involved . 

Direct payments 
3.6 A In November 1994, the Secretary of State for Health announced the 

Government's intention to leg islate to allow direct payments to be made 
to disabled people to enable them to buy care services for themselves . 
The press release states that "research by the independent Policy Studies 
Institute shows that giving people with disabilities cash to organise their 
own personal and domestic assistance not only leads to higher quality 
support arrangements, but also represents b etter value for money than 
direct services ". 

3.6.5 The intention is that local authori ties will have the power to make cash 
payments to some people with disabilities in lieu of providing community 
care services. Local authorities will decide themselves whether or not to 
use this power to help them make better use of resources. (Th is means 
that if a local authority decides to continue with the present sy stem, the 
user has to comply with that decision .) In the short term, the scheme will 
be limited to younger people with disabilities who are able and willing to 
take on responsibility for arranging their own services. The Department 
of Health intends to establish a technical group, representative of interest 
groups, to advise and help work out the necessary details . 

3 .6.6 It is intended that people will go through the same assessment procedures 
as they do now for local authority services and direct payments will then 
be made in lieu of the individual care services which the local authority 
would formerly have arranged to meet each person's needs. 

3 .7 Personal Assistance in France 

3.7 .1 The French PA service has been in operation for over 10 years and 
provides assistance to people with physical disabilities who need it to 

carry out norma! daily functions such as getting up or eating/drinking. 
There is no training requirement for PAs although limited work experience 
in centres for people with physical disabi liti es and information sessions 
organised by the employer are recommended. 

3.7 .2 Th e service is operated under the aegis of the different Departements . 
Between 90~95% of the cost is met centrally, the balance being met at 
local level through, for example, local collections and social welfare 
contributions. Lack of a legal framework for this scheme since 
decentralisation has resulted in a low take up by the Departements in 
instituting such schemes. A 1993 report to the Government by the Court 
of Auditors recommends that the respon sibilities of the Departements in 
relation to PA service provision be cla rified and strengthened. 
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3.8 Conclusion 

3.8.1 Independent living programmes with the use of personal assistants differ 
from most traditional rehabilita tion programmes with respect to their aims, 
their methods of service deliv ery and their style of management. The 
main aims of independent living are self-direction on the part of the 
person with the disability (ie, he/she assumes responsibility for his/her 
actions) and the ability to participate actively in the community. Clients 
choose their own goals and lifestyle rather than having to fit into one 
preordained for them. Personal assistants and peer counsellors offering 
practical and emotional support to the client are important players in this 
model of service delivery . 

3.8.2 The management of PAs requi res a substantial involvement by consumers 
in service provision. Programmes initiated by people with disabilities tend 
to be led by a team of highly motivated people with disabilities. 
Ultimately , as the scheme develops and grows, the need for a formal 
management procedure arises as well as issues such as accreditation, 
eligibili ty criteria, standardisation of case management and monitoring. 

3.8.3 It may be seen from the experience in other countr ies that it is difficult to 
examine personal assistance services in isolation. Practical considerations 
such as accessible housing, transport and technical aids are vital to the 
achievement of independent living for people with disabilities. [t should 
also be noted that factors such as accessible housing , technical aids and 
availabili ty of other support services may greatly diminish the need for 
PAs. However, even under optimal conditions, some people will always 
need a personal assistance service . 

3.8.4 The group notes that PA services have been developed to a considerable 
extent in the US and in various European countries. In drawing up a 
policy for the development of PA services in Ireland, the Group considered 
the following issues of particular relevance: 

(i) the theory of direct payments to the consumer versus t he actual 
dev elopment of service brokerage in many countries: 

(ii) the involvement of consumers in service provision 

(iii) the emphasis on provision of PA services through 
cooperatives/non-governmental organisations (N GOs) 

(iv) racent decision to move to a direct payments system in the UK. 
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CHAPTER 4 

ESTIMATE OF DEMAND 

4.1 Introduction 

4.1 . 1 In line with its terms of reference the Group examined the present and 
likely future demand for personal assistance services. The Group wished 
in particular to try to estimate the number of people requir ing a 
comprehensive/full personal assistance service. In practice thi s proved 
ve ry difficult for a number of reasons. Firstly, there is no database of 
people with physical disabi lit ies in this country and there is no 
comprehensive source of information on the target group of people with 
severe physical disabil ities. Secondly, the personal assistance service 
provided by ell is a relative ly new service. Many people w ith severe 
physical disabilities may now be aware of the INCARE project but when 
it was first established the publicising of the scheme was done in a rather 
in formal manner. The Cll representative on the Group also stressed that 
the "dependen cy cu lture " in regard to people with disabilities means that 
many people w ould be afraid to opt for this type of support as t hey would 
lack the sel f-confidence and determination required. It w as f elt that as 
awareness of PA services grows and in particular jf PA services become 
w ell established and funded t hroughout the country this would lead to an 
increased demand. 

4.2 Source of Demand 

4.2. 1 The Group considered that a significant proportion of people current ly 
being cared for in residential centres for people with disabili ties would be 
interested in availing of PA services, in some cases so that they could 
move out of residential care. This was borne out by a research project 
ca rried out by the Cheshire Foundation in w hich 75% of Cheshire 
residents (180 people approx ) partic ipated. Fifty per cent of the residents 
expressed an interest in living more independently. In addition, some of 
those who did not express an interest did so due to concern about lack 
of adequate support fo r people living independent ly. It was considered 
that people in existing residential care would be particular ly interested in 
the third category of assistance out lined at 4.3.1. below which would 
en able t hem to integrate more in t heir loca l community and greatly 
improve their quality of life. 

4.2 .2 A second group requiring personal assistants are young people who w ant 
to pursue third level education. Ten or 33 % of the current INCARE 
leaders are engaged in fu lltime education. The Department of Health is 
aware that health boards are increasingly being asked to contribute 
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towards the costs of PA services for students with severe physica l 
disabilities. 

4.2.3 A th ird group requiring PA services are those who must have a PA in 
order to carry out their employment. Again a large proportion (13 or 
43%) of the current INCARE participants are in open employment. The 
majority of leaders (S) use personal assistance at work, as well as using 
personal assistance t o get up in the mornings and getting to and from 
work. A minority of leaders (5) do not use personal assistance in the 
w orkplace but require it to get up and get to and from work. 

4.2.4 Finally there are people currently living at home and being cared for by 
family carers who aspire to a more active and fulfilling life . They may 
w ish to have PA services to pursue further education, t raining or 
employment or to have a better social life. Some of this group would 
hope to move out of the family home to fully independent living which 
they consider would give th em a better quality of life . (This group is 
probably the most difficult to quantify) . 

4.3 Estimate of demand 

4.3.1 The Advisory Group contact ed health boards, voluntary organisations and 
thi rd level colleges asking for estimates of t he number of people requiring 
various levels of personal assistance as follows: 

(i) a comprehensive service whereby a person with a severe disability 
might employ (or be provided with) a personal assistant on an 
ongoing basis to enable him/her to live and pursue an education 
and/or employment; 

(iil assistance services such as care attendants whereby assistance is 
prov ided for specific tasks or at specific times, eg. w ashing, 
dressing, limited assistance with education, etc; 

(iii) other forms of assistance which provid e respite to the carer and 
enable peopled with disabilities to engage in social and recreational 
activities such as going to the cinema, participating in spans, etc. 

Health Boards 
4.3.2 The Group contacted all Programme Managers responsible for physical 

disability services and all Directors of Community Care asking them to 
estimate requirements for PA services for people wi th severe phy sical 
disabilities in their respective areas. The replies received were very 
inconclusive particularly in regard to the need for a full PA service. 
Figures supplied also varied considerably between areas with similar 
populations. These problems reflect both the lack of reliable data on 
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people with disabilities and the lack of awareness generally concerning full 
PA services. Among the general comments made by health boards 
concerning the development of PA services were the following: 

(i) concerns re the difficulty of recruiting suitable PAs in rural areas 
Hi) likelihood that persons currently managing without assistance 

may require such assistance in the future 
(iii) need for any new PA serv ice to work in close cooperation with 

existing Home Help services 
(iv) danger of social isolation of persons living independently with a 

PA 
(v) need for emergency provision during times not covered by t he PA 

system or if the PA was sick 
(v i) concerns re moral, ethical issues arising from one-to-one 

relationships where standards, pol icies and procedures as defined 
in residential care would not be available to either party 

(vii) suggested establishment of an agreed national training course for 
PAs as part of a broader "ca rer" training course targetting people 
with disabilities, the elderly, children and disadvantaged groups 

(viii) contribution towards the cost of PA services should be sought as 
appropriate, eg where people had received compensation awards 

Voluntary Organisations for People with Disabilities 
Centre for Independent Living (Cll) 

4.3.3 When the INCARE project was being set up Cll advertised for participants 
in the IWA magazine "Spokeout". In addition, individual approaches were 
made to some people known to Cll members . Arising from this process, 
some 70 people were interviewed by ell to assess their suitability and 
gradually over the 2 year duration of the project, a total of 32 leaders 
were chosen for participation on the programme. Unfortunately, there is 
no detailed information ava ilable on the applicants w ho were not 
successful. As outlined in Chapter 2, Cll is now attempting to establish 
PA services in twenty centres nationwide under FAS Communi ty 
Employment Schemes. If all these CE schemes are established 
successfully, t hey will cater for some 200 leaders and this is Cll's "best 
estimate" of current requirements for a full PA service. 

Cheshire Homes 
4.3.4 It is estimated that 100 Cheshire Home residents would be interested in 

availing of a full PA service, either to live within a res idential care setting 
or as an alternative to residential care. 

Irish Wheelchair Association 
4.3.5 "People First" - an Irish Whee lchair Association survey of need in 1993 

estab lished that 26% or 1,040 IWA members need assistance with areas 
of personal care, eg to ileting and dressing . 38% or 1,520 need help with 
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shopping and 43.6% or 1,744 need help with transport. 50% or 2,000 
are not involved in social activities. A survey of need in February 1995 
produced the following findings: 

SERVICES ESTIMATED DEMAND 

Personal Assistance 298 

Care Attendance 561 
(in addition to 250 already in receipt of 

a care attendant service) 

Social Support 722 

Note: There is some overlap between categories 1 and 2 above. 

Multiple Sclerosis Society of Ireland 
4.3.6 The MS Society responded that their members would require each of the 

three types of assistance at different stages of the condition. There are 
an estimated 3 ,500 people with MS in Ireland up to half of whom would 
need care at anyone time. The MS Society considered that -

"a PA scheme would be of tremendous benefit to a great many people 
with MS enabling them to continue to pursue a full and productive part 
in society whether through education, work~ etc. and in view of the 
progressive and often debilitating nature of the disease, the ability to stay 
at home and have a decent and dignified family life If. 

4.3 .7 The MS society described the urgent need for personal assistance 
services for people with MS. 

"Nearly a quarter of people with MS need help with personal care and 
15% require assistance with routine ac tivities of daily living. The 

persona! care requirements of people with MS who need assistance are 
provided by public health nurses~ family members and, rarely, home care 
attendants and personal assistants. The paucity of service provision 
means that most people have to rely on their families, causing tension and 
strain in even the most open and trusting relationships (see below). 

It is not unusual for people with MS to have to wait for hours to go to the 
toilet or to change incontinence pads, for example~ until somebody comes 
home. The stress and distress this causes~ and the attendant feelings of 
uselessness and abandonment are easily imagined. 
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Onlv 10% of people with MS in the Tallaght and Blanchardstown survey 
received daily visits from a public health nurse. None had a home care 
attendant or personal assistant. 

Home care attendants~ who do provide assistance with personal care and 
are available during anti-social hours and at short notice, are not available 
throughout the country. At present, they are generally available only 
through particular disabili ty organisations reliant on temporary 
employment schemes and short-term funding. This means that personnel 
change frequently, training is often repeated and continuity of service 
cannot be guaranteed. If 

4.3.8 The MS society made the following points: -

0) Personal Assistants would be a terrific help to people with MS who 
have quite a severe disability and live alone or who have children and 
no spouse. It w ould also enable a spouse to continue in work to 
support family. 

Hi) A personal assistant is the most essential service to enable people 
to continue to live independently or with their family and not have to 

go into long-term care . 

(iii) This service is also vita l for people with MS who have a severe MS 
attack and need help during the anack and when they are 
recovering. This may be over the period of a few weeks or months. 
The person is then able to continue as before without such a high 
level of assistance. Because existing services are so limited and not 
flexible enough to be available quickly on a short term basis, many 
people with MS and their families and friends experience great 
hardship which often results in much longer stays in hospital, etc. 

(iv) Respite care is seriously under provided and therefore a service that 
allowed the carer respite for out of home activities and the person 
with a disability the same respite would be a great step. It would be 
especially helpful in preventing marital difficulty, breakdown and 
depression. 
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4.3.9 The MS Society commented that the main source of support to people 
with MS in their own homes, after family and friends, is the home help 
service. While this is an invalu able service to people with MS, the 
Society pointed out tha t the service, as presently structured, is limited in 
terms of its ability to meet the needs of people with MS:-

• older people have priority for the service in many parts of the 
country, so younger people with MS may lose out 

• the ages of children living in the house may be taken into account 
when eligibility is being assessed , so some families are forced into 
allocating children domestic duties inappropriate to their age 

• the service is sometimes offered in the short-term, e.g. during an 
exacerbation of MS, and then wi thdrawn , leading to the fatigue and 
stress wh ich may be significant elements in further exacerbations 
(some 45% report serious fatigue) 

• the service is generally concerned w ith household tasks such as 
cooking, cleaning and washing and does not meet the personal care 
needs of many people with MS. e.g. assistance with hygiene 

• it is not available outside ordina ry working hours. 

Muscular Dystrophy Ireland (MD!) 
4.3.10 MOl estimated that 30 people with neuromuscular disease (NMD) required 

a personal assistance service. These were broken down as follows: -

Currently in receipt of PA service from CIL in Dublin 10 

Currently in receipt of PA services from MDI /CIL in 
Galway (FASfCES) 3 

Currently in receipt of PA service from MOl in Cork 
(FASfCES) 4 

Identified who cou ld use a PA service 
13 
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4.3.11 MOl stated that the majority of their membership (500 approx) would 
require a care attendant serv ice for two reasons: 

(i) they are under 18 years of age and therefore would not have the 
level of independence and skills necessary to operate with a PA; 

(ii) they are adults with severe neuromuscular disease who would not 
possess the intellectual, psychological and emotional resources 
necessary to either employ or be provided with a PA. 

4.3. 12 MOl estimated that there were 100 of their members who could utilise a 
comprehensive care attendant service, of whom 38 were children or 
young adults. 

4 .3. 13 In regard to assistance which provides respite to the carer, MOl estimated 
that 60 of their members would require this type of support. Of these, 
70% would also require a PA or home care attendant service. 

4 .3. 14 More generally, MOl considered that a PA scheme would be of enormous 
assistance to "active persons capable of living independently in the 
community". MOl also called for the development of a comprehensive 
care-attendant service in every health board area. 

Spinal Injuries Action Association (SIAA) 
4.3.15 The Spinal Injuries Action Association estimates that there are 1200 

people living in Ireland who suffer from Spinal Cord Injury resu lting in a 
severe physical disability. The Association stated that these people have 
very little back up or support and commented as f ollows on the 
development of PA services : 

"The development of a Personal Assistant Scheme would be a 
large step in re-integrating Spinal Injured people into the 
community, work force and p articipating general public. It 
would remove the need for disabled people to rely solely on 
goodwill and samaritan gestures from their friends, family and 
spouse in order for them to partake in the most mundane of 
human activities such as socialising~ and more generallv, simply 
integrating with the non-disabled community. 

It would also assist in removing disabled people in general from 
the poverty trap and allow them to partake in re-training, 
education and most importantlv employment without the need 
for the employer or educator to take on some of the extra onus 
tha t a Severe phvsical disability entails, enabling the disabled 
person to become as close as is possible to being truly 
independent. " 
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4.3.16 The Association carried out a survey on a random sample of people with 
spinal injuries in February, 1995 in order to provide accurate and up-to
date information for the Adv isory Group. The sample comprised 200 
randomly selected spinal injury sufferers which equates to approximately 
16.7% of the spinal injured community . The people surveyed were 
divided into f ive groups according to the severity of the injury and level 
of dependency of the sufferer. The results may be summarised as 
follows :-

19% 228 

Semi Dependent Quadriplegics 23% 276 

Semi 9% 108 

Fu lly Independent 7% 84 

Inde 42% 504 

Sample survey carri ed out on 200 Spinal I people by The Spinal Injuri es Action Association 
1 995 

Note: The numbers are an ext rapolation of the percentages found in the sample 
su rvey based on an estimated total population of people with spinal injuries 
of 1,200. 

4.3.17 The resu lts of the survey were broken down further by area of residence 
(Connaught, Munster, Leinster) for each of the f ive groups. In terms of 
requirements, the three dependent groups, or 612 people, would benefit 
from PA services. The Association considered that "a structured~ multi
layered PA scheme would be best suited to the needs of spinal injured 
people. This would allow people access to as little or as much help as is 
required ". 

4.3. 18 The Association commented that the only assistance service currently 
offered w as the Home Help Service. The Association considered that the 
home help service was inadequate for the needs of people with disabi li t ies 
and was critical of t he payment requ ired to avai l of this service. 

Third Level Colleges 
4.3. 19 The Advisory Group wrot e to all third level colleges requesting information 

on: 

• the number of students wit h a disability in each college in receipt of 
a personal assistance service 
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the college' s esti mate of the number of students annually unable to 
attend college because of the lack of a personal assistant/adequate 
support 

• the type and level of faciliti es o r assistance currently provided for 
these students by the college 

• any general comments on the effectiveness of such a scheme or on 
problems encountered. 

4. 3 .20 The replies from th ird level colleges provided the following information in 
regard to students in receipt of PA services was as follows> 

UCD 26* 

UCC 3 

4 

* Only one student in UCD operates a fulltime PA service. The other 25 
students are availing of a personal assistance service provided by two 
PAs who split a 9.30 am to 10 pm shift, ie only one PA is on duty at the 
one t ime. Serv ices provided range from persona l care to assista nce with 
mobility . These PAs are currently being provided through INCARE 
although the College hopes in time to provide, t rain and fund its own "in
house " PA service. 

4. 3.21 The Group also examined the Report on Provision in Third Level Colleges 
for Students w ith Disabil ities commissioned by A HEAD (Associat ion for 
Higher Education Access and Disability) and the Higher Education 
Authori ty (O ctober, 1994) . The terms of reference of this research 
project were "to consider and review existing provision for students with 
disabilities (at third level) and to identify gaps in the existing provision by 
t ypes of disabilitv and/ or facilities for students with disabilities n. 

4.3.22 A questionnaire sent to 52 universities and colleges in the Republic of 
Ireland received a 90% response rate. A tota l of 433 students with 
disabilities were officially ident ified in the 1993-94 academic year . 
However, the author stressed that this w as not a comprehensive figure. 
The questionnaire contained a detailed section on aids and extra facilities 
fo r stud ents with disabilities includin g whether or not the college provided 
a personal assista ntl care attendant scheme. Of the 47 colleges which 
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responded to the questionnai re, only 6 responded positively regarding PA 
schemes, ie 

(i) Institute of Publ ic Administration, Dublin 4 
{ii} National College of Industrial Relations, Dublin 6 
(i ii) Regional Technical College, Athlone 
(iv) St Patrick's Coilege, Maynooth 
(v) Un iversity College, Cork 
(vi) University College, Dubl in 

4.3.23 No details of the funding or any other aspects of PA schemes were 
collected. The author made a number of points concerning PA services 
as follows: 

Some disabled people would be unable to attend college without a 
PA 

Because the PA system had only been recently introduced in Ireland, 
many colleges had not encountered it and saw the question as 
irrelevant to them; 50% of respondents repl ied "not applicable" 

Some colleges did not understand the PA system; perhaps there is 
a need for more publicity about the role of the PA in independent 
living schemes . 

4.3.24 The author commented that it would be debatable how much of the extra 
costs associated with disability should be borne by the college and 
recommended that a central fund (under the Department of Education and 
the NRB) should be established to aid colleges in the provision of more 
expensive facilities. 

4.3 .25 Summary of Estimates 

4.3.26 Health Board Data 1400+ 

Voluntary Organisations 

• Cll 200 

• Cheshire Homes 100 

• IWA 900-1500 

• MS Society 875 

• MOl 30 

• SIAA 612 

Third Level Colleges 80 
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4.3.27 It is accepted that there may be considerable double-counting in the 
above estimates. In addition , some of the estimates are based on a "full" 
PA service (eg . elL, MOl) whereas others would refer to varying/less 
intensive levels of assistance. Based on t he above information, the 
Advisory Group estimates the following minimum requirements for PA 
services 

Full PA service 200 

Lesser levels of assistance 1500 - 2000 

4.4 Conclusion 

4 .4. 1 In view of the problems outlined in the Int roduction and the short 
timescale to complete our report, the Advisory Group accepts that the 
above estimates of requirements are tentative. Nevertheless, the Group 
is satisfied that there is a rea l unmet need for various levels of personal 
assistance and t hat these serv ices w ould be welcomed by people with 
severe physical disabilities and their carers. 

4.4.2 The Group is aware that the Review Group on Services for People with 
Physical or Sensory Disabilities which is to report shortly is examining the 
question of a national database on physical and sensory disability. The 
Group strongly recommends the establishment of a national database 
which would greatly aid planning of serv ices and notes the considerable 
progress which has been made concerning the database on people with 
mental handicap. 
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CHAPTER 5 

ORGANISATION OF PERSONAL A SSISTAN CE SERVICE 

5.1 Objectives of a PA service 

5.1. 1 The objectives of a PA service are to enable people to live as normal a life 
as possible in their own homes or in a homely environment in the 
community by providing adequate care and support to allow them 
maximum independence, by acquiring or reacquiring basic living skills. 
People are given a say in how they live their lives and the services they 
need in order to do so thus promoting choice and independence. 

5. 1.2 Services should be flexible and sensitive to the needs of individuals and , 
where re levant, their carers. They should intervene no more than is 
necessary to foster independence and allow a rang e of options to the 
consumer. 

5 .2 Current organisation (IN CARE ) 

5.2. 1 The personal assistant services currently available, including those which 
provide a less intensive service such as the Irish Wheelchair Association 
Home Care Attendant Scheme, have been developed pr imarily by 
voluntary organisations. While significant f inancial assistance has been 
provided by health boards, these schemes have largely been developed 
and organised by voluntary organisations. The Group wishes to commend 
the voluntary sector for the ir in itiative in developing these services. 
However, the development of different schemes by individual 
organisations has resu lted in their provis ion in an unplanned and 
uncoordi nated way. 

5.2 .2 The personal assistance service operated by Cll, described in Chapter 2 
is operated solely by Cll, with no involvement of health boards in the 
establishment or operation of the service. The selection of PAs and people 
with disability (leaders) to be given a PA service, the training of leaders 
and PAs , and the rate of pay for PAs were determined solely by Cll. 
Other voluntary organisations providing home support/care assistance 
services have involved health boards to some extent in the determination 
of who should be provided with a service. 

5.2.3 ell's proposals for the development of a PA service using Community 
Employment would at this stage appear to involve /inle participation by 
health boards in the org anisat ion and/or del ivery of the service . 
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5.3 ell Community Employment Proposals 

5.3.1 Chapter 2 outlined ell's plans for the development of a PA service using 
Community Employment (eEl. The Group welcomes this development and 
sees CE as particularly suitable for this type of service, particularly for 
those who require less than a full PA service . We would however like to 
see health boards involved in the selection of leaders. Under eE, the 
sponsor selects the leaders. The Group w ould like to see the health 
boards involved in the selection process. The Group considers that while 
CE will provide valuable assistance in the development of the service it 
has a number of dra wbacks -

(i) the duration of participation on CE. Under eE, a project may be 
renewed year after year. However, after 12 months, the majority of 
workers on the project will change . Key workers may be retained. 
This may lead to a lack of continuity in the leader· PA relationship. 

(ii) under CE, workers work for 19.5 hours per week. As such, the 
programme is not particularly suited to leaders who require high 
levels of assistance . 

(iii) the absence of links between CE and the health service resulting in 
absence of any involvement of health personnel in the selection of 
leaders and the determination of the levels of PA service to be 
provided . In our discussions with FAS, it was stated that the sponsor 
is responsible for the recruitment of participants and that criteria 
should be set for participant selection. It was indicated that it would 
be possible for the Department to establish a system of approved 
agencies in regard to sponsors. 

(i v ) the absence of a permanent and properly remunerated personal 
assistance service means there is no employment outlet for PAs 
recruited under CE. FAS indicated that the establishment of a 
permanent PA service which would lead to a possible career path for 
participants would make the approval of CE projects involving the 
provision of PA services a much more attractive proposition. 

5.3 .2 The Group w as also informed of a planned reduction in CE places from 
40 ,000 to 35,800 in 1995. The FAS represent ative on the Group 
stressed that future provision of CE could not be predicted as they are 
fu lly Exchequer funded and elL's expansion plans could be affected by 
budgetary constraints or changes in policy. The Group therefore 
considered the use of CE as a pract ical interim measure which could not 
be relied upon to provide a long·term solution. The Group considered that 
CE had potential for all three ca tegories of personal assistance described 
in the Introduction . The IWA is currently using CE to provide social and 
recreational out lets for its members. 
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5.4 Departmental Responsibility for PA services 

5.4.1 The Group gave considerable thought to which Department should have 
overall responsibility for PA services. There was general agreement that 
PA services w ere primarily a matter of income support rather than the 
provision of a health/social service. Where a person w as capable of 
managing a PA his/her need was for the funding necessary to employ a 
PA rather than for an actual medical /health service. While the PA would 
very often assist with specific medical problems of the individual, t he 
PA' 5 main role w as simply to do the tasks of daily living which the person 
with a disability could not do for him or herself. In th is way, the 
assessment for suitability for a PA was primarily non-medical in nature i.e. 
a functional assessment of the type and levels of dependency of an 
individuaL 

5.4.2 The Group considered that the decision to provide a cash allowance or to 
provide the service would have important implications for the organisation 
of the service. The practice to-date in this country has been to provide 
social/healt h services and supports for people with disabilities rather than 
t o provide them with cash payments, to compensate for the extra costs 
of disability (as in France, for example) . However, the Group is aware 
that the issue of income support is being examin ed in detail by the 
Commission on the Status of People w ith Disabil ities. It is expected that 
the Commission will recommend an allowance for people with disabilities 
who are unable to work and a separate allowance t o meet the specific 
costs associated w ith disability including personal assistance. 

5.4.3 The Group recommends that in the medium to long term a PA allowance 
should be paid as an income maintenance allowance by the Department 
of Social Welfare to people with severe physical disabilities who meet the 
eligibi li ty criteria for such an allowance. The level of payment should be 
on a sliding scale depending on the number of hours personal assistance 
required and could form part of a general costs of disability allowance. 
In the short term (up to 3 years) and until such time as PA services are 
more firmly established the Group recommends that the fundin g and 
administration of PA services should rest with the Department of Health 
through the hea lth boards with the exception of PA services for people in 
t hird level educat ion. The Group considered that it would not be 
practicable to recommend the immediate introduction of a PA allowance, 
for the f ollowing reasons : 

* as PA services are relatively new in this country t there could be 
problems in ensuring an adequate supply of PAs and a good quality 

• service; 
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the evaluation of the INCARE Pilot Programme recommended the 
establishment of service brokerage rather than a direct payment 
system for the initial provision of a PA service; 
in view of the high costs of such an allowance and the novelty of 
this recommendation, it would take some time for this 
recommendation to gain acceptance and it would need to be 
examined in depth by the Department of Social Welfare. 

The Group wished to await the conclusions of the Commission in 
regard to income support issues. 

5.5 Short Term/Interim Funding Arrangements 

5.5.1 While, as already indicated, CE was viewed by the Group to have 
significant potential, it was not considered ideal for those who require a 
comprehensive PA service on an ongoing basis, estimated by the Group 
to be in the order of 200 people. 

5.6 .2 The Group considers that a PA service for people with significant needs 
should be placed on a fi rm footing with guaranteed permanent funding. 
The Group recommends that funding be phased in over the next three 
years pending the introduction of a direct payment system to individuals 
as recommended in paragraph 5.4.3 above. 

5.5.3 In general, funding for PA services should be provided by the health 
boards. However, in the case of those requiring a PA service to pursue 
third level education , the Group recommends t hat the necessary funding 
be made available by the Department of Education. At present a 
considerable number of requests for a PA service comes from people with 
disabilities wishing to pursue third level education. The Department of 
Education currently funds t he provision of classroom assistants for 
students with a disability in special schools and the funding of PAs for 
those attending third level education would be a logical extension of that 
service. 

5.5.4 The Group considered the question of an Independent living Fund for fu ll 
PA services which would be funded through the Departments of Health , 
Social Welfare and Education. However, it was felt that this structure 
might be cumbersome to administer and that it would be preferable to 
have an integrated source of funding for all PA services i.e. for t he th ree 
categories referred to in paragraph 1.4.1 of the Introduction. 

5.5.5 In regard to the alternative levels of personal assistance i.e. home care 
attendant schemes and respite type services (categories (ii) and (iii) as 
described in the Introduction ), the Group recommends that additional 
funding should be provided by the Department of Health to allow these 
services to expand considerably on existing levels . Experience to-date in 
the mental handicap services where funding of £2.53 mill ion per annum 
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is being provided for "home support" suggests t hat these services are of 
considerable benefit to individuals with disability and their famili es and 
help t o reduce the demand for residential care. From t he point of view of 
equity, it is essential that additional funding for lesser forms of assistance 
should be provided in parallel with funding for full PA services and at 
least sim ilar funding levels . Precise costings are given in paragraph 6.3.5 
in Chapter 6. 

5.5 .6 The Group recommends that any developments in relation to personal 
assistance services should be subject to periodic review s and evaluation. 
This evaluation should involve the personal assistant users themselves. 

5.6 Opportunity Cost s 

5 .6 . 1 The Group recommends that there should be greater debate between 
people with disabilities, service providers and policy makers concerning 
the costs and benefits of full PA services. 

5.6.2 The Group is aware of the considerable "opportunity costs" involved in 
the provision of PA services, ie the alternative services for which th is 
funding could be used. In view of the acknowledged deficiencies in 
existing support services for people with phYSical disabil ities (as identified 
in the Int erim Report of t he Review Group on Services fo r People with 
Physical or Sensory Disabilities) the Group considered that the issue of 
"opportunity cost" was of particular relevance. 

5.6 .3 In order to ensure that high-cost PA services are targeted to ensure 
maximum benefit and accepting that demand w ill inevitably exceed 
funding available, the Group recommends that full PA services be 
allocated on t he basis of national guidelines concerning eligibility criteria. 
In general t erms, it was fe lt that priori ty should be given to people who 
needed a PA to undertake Third Level Education , train ing, employment or 
as an alternative to residential care. 

5.6.4 The Group considered that a detailed cost-benefit study of PA services 
should be carried out. Th is would help to estab lish the total costs of PA 
services and to assess the total benefits. During the course of the 
Group 's deliberations, it was ag reed that an economist would be 
employed on a consultancy basis by the Department of Health to carry 
out this cost evaluation. The results of this study w ill be available in June 
1995. 

5.7 Means Testing 

5.7.1 The Group considered the issue of means testing of individuals who apply 
for personal assistance services, for example where a person is working 
or ha s received a compensation award as a resu lt of their disability. The 
Group agreed that, in cases where people had a high income, a 
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contribution should be payable by the user towards PA costs. The v iews 
of INCARE leaders on this issue were as follows: 

"Monies paid to people for personal assistants should be seen to cover 
the cost o f disability. If there is a very rigid means test applied you could 
have the situation where a person would be allowed an independent living 
allowance, for example of £300 per week to employ PAs. If he/she 
succeeds in gaining employment and the independent living allowance is 
reduced, then the whole purpose of the payment would be defeated. This 
person is now beginning to pay for his/her disability. Those who are 
trying to contribute to the system are being penalised the most. 
Furthermore, in this situation .. there is an inherent inequality between the 
person w i th a disability and his/her non disabled counterparts. On the 
other hand" the person with a disability who enters employment because 
of personal assistance will b e paying tax/PRSI and contributing in a 
meaningful way to the Exchequer costs of providing the service. 

Therefore" the criteria set for the means test will have to ensure that it is 
not penalising people or denying them access to the critical amount of 
assistance which they require to become active contributors/participators 
to society. " 

5.7.2 The Group recommends that criteria for a means test should be included 
in the national guidelines recommended in paragraph 5.6.3 above . 

5 .8 Recommended method of assessment 

5.8.1 Two principal areas of assessment to determine the level of service are 
recommended: 

(1) Functional assessment to determine dependency and levels of 
dependency; 

(2 ) Interview to determine whether the individual has the capacity to 
manage a personal assistant or alternative forms of assistance 

• servIces. 

Functional Assessment 
5.8.2 In the assessment of disabil ity, a functional assessment would be 

preferable to an assessment of impairment per se. This should in clude an 
assessment of the safety of the individual in his /her environment. 
Functional assessment should preferably be carried out by a multi
disciplinary team of professionals with expertise in this area e.g. 
occupational therapist , physiotherapist or public health nurse. A 
standardised assessment should be developed to ensure uni formity. 
Occupational therapists should have significant input in devising this 
instrument. A number of standard instruments to assess competence in 
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the activities of daily living have already been developed (Barthel, opes 
etc) an d are in use by occupational t herapists and other professionals in 
other contexts. These allow the classification of disability into low, 
moderate and severe levels of disability. Ideally, they would be modified 
for use in the Irish context and in this particular situation. 

5.8.3 There are a number of similariti es between this proposal and the 
assessment procedure which has been developed by Health Boards to 
assess the dependency status of elderly persons applying for nursing 
home subventions and the procedures to deal with borderline cases, 
appeals etc. could be modelled on those used in that situation. The 
relevant professionals should be involved in the development and pi loting 
of th is assessment procedure, as should representatives of voluntary 
organisations and elL. 

5.8.4 Depending on the nature of the disability and other supports which are 
available, an individual might be highly dependent in some or all of the 
activities of daily living. In order to determine the number of hours of 
assistance required, the assessment would have to include a detailed 
history of the client's daily living habits, to determine the t imes of day 
and number of hours for which the client would require a personal 
assistance service. Reports of personal assistant schemes in other 
countries indicate that a small number of individuals require constant care 
i.e. 168 hours per week. 

5.8.5 In assessing an individual' s entitlement to other community care services, 
such as home help services or home care assistants, factors such as the 
availability of family members etc to provide assistance are taken into 
account. This should also be taken into account by Health Boards in the 
case of assessment for PA services . 

5 .8.6 The result of the assessment procedures i.e . the number of hours of 
assistance to be provided should be discussed with the client. In certain 
cases, the assessment team might recommend that an alternative, more 
cost-effective, form of assistance might be as benefic ial as persona! 
assistance to the client e.g . appliances, home help service etc, or that 
such a provision would reduce the requirement for personal assistant 
hours. The Group recommends that an appeals procedure be developed 
to deal w ith cases where the client disagrees with the assessment result. 
The appeals board might include relevant professionals and voluntary 
organisation representatives. 

Interview assessment 
5.8.7 The determination of a person's capacity to handle a PA service would 

require a detailed interview exploring the relevant skills such as mental 
state, maturity, assertiveness, communication and understanding of what 
the service entails. It would be important to try to standardise this as 
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much as possible as this type of assessment would involve a significant 
subjective component. The assessment should be carried out by one or 
more trained professionals, eg a member of the functional assessment 
team as above or a social worker, and individuals invclved in the training 
and rec ruitment of PAs and leaders. 

5.9 Remuneration of Personal Assistants 

5.9.1 The current weekly rate paid to PAs under the Incare scheme is £82.20 
per week. This is described in Chapter 2, paragraph 2.2 .8 . 

5.9.2 Under the CE scheme which allows for the recruitment of persons for a 
maximum of 19.5 hours per week, PAs receive a personal rate of £79.30 
a week . Th ose with adult dependents receive £114 per week which is 
increased by £1 3.20 for each child dependent (full rate) or £6.60 (half 
rate). 

5. 9.3 The Group considers that in order to make it a reasonably attractive 
career option, a minimum rate o f pay of £4 per hour should be paid to 
PAs. On the basis of a 40-hour w orking week, this would give a PA a 
salary of £8,320 per annum. 

5 .1 0 Service Brokerage 

5.10.1 Where PA schemes are in operation in other countries, fund ing is in many 
cases provided to the person with a disabi lity to enable him/her to employ 
the PA on the basis of an agreed number o f hours. While this has 
enabled t he person with a disability to ret ain control by effect ively acting 
as the employer, th is has caused administrative problems for the person 
with a disability as a result of his/her being responsible for tax deductions 
and returns, insurance, etc. As a result, and especially in Denmark (from 
where the most comprehensive information on a PA system was available 
t o the Advisory Group), there is a move towards service brokerage 
agencies being establi shed . These agencies effectively act as the 
employer and take care of the necessary administrative arrangements, ie 
making t he necessary tax deductions and returns, arranging insurance, 
etc. In practice, the INCARE scheme operated in this manner. 

5.10.2 The Group recommends the establ ishment of such service brokerage. 
Voluntary agencies currently providing personal assistance/home care 
schemes could ac t in this manner and the necessary funding for the 
provision of a persona l assistance service should be channelled by the 
Health Boards through these agencies. It would, however, be essential 
t hat the person with a disability is directly involved in the selection of the 
PA. 
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5.11 Training 
5.11.1 Training is a key element in ensuring the success of a personal assistance 

service . It involves both the training of the person with disability in 
managing a personal assistant service and of t he PA in all aspects of 
providing a PA service to people with disabilities. 

5.11.2 As presently structured, the person with the disability is the main trainer 
of the PA. It is important therefore that people with disabilities 
considering a PA service are adequately informed in advance of what is 
involved in managing a PA service and are provided with the necessary 
training in this regard. The Group recommends that preparatory 
train ing/peer counsell ing should be provided for prospective PA users. 

5.11.3 Training of Personal Assistants is currently provided by Cll as set out in 
Chapter 2, paragraph 2 .2 .6. The Group recommends that as far as 
possible people appointed as PAs should have successfully completed the 
CILlFAS training course. 

5.11.4 The Group considered that some basic tra ining should also be provided for 
people providing alternative levels of personal assistance, particularly for 
home care attendants. The Group recommen ds that a three-week course 
should be provided as a minimum and that training should be the 
responsibility of the organisation acting as service broker. The course 
should cover lifting techniques, personal care, domestic duties and 
disability awareness. 

5.11.5 In view of concerns expressed about ethical issues, guidelines on personal 
care, relationships, etc should form part of t raining courses. 

5 .12 Future of INCA RE 
5.12.1 As outlined in the Introduction, the Advisory Group was established 

arising f rom the f unding difficulties of the Centre for Independent living. 
These arose when Horizon fund ing for t he t wo-year INCA RE pilot project 
expired in December 1994. The Ministe r agreed to fund lNCARE at 
existing levels until 3 1 st March 1995. 

5.12.2 The Group recommends that, subject to assessment, the present leaders 
under INCARE should continue to receive a PA service and that additional 
funding for this purpose should be approved in 1995. The Group accepts 
that INCARE w as a pil ot project and some would-be applicants may not 
have been aware of its existence at t he outset. However, those involved 
now have an expectation of a high level of independence and to 
discontinue funding the service would have very harsh consequences for 
the individual s concerned. The details of the funding arrangements will 
be the subject of further urgent discussions between the Department of 
Health, the Eastern Health Board and CIL. 
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Chapter 6 

Funding Issues 

6.1 Introduction 
6.1. 1 In considering the financial implications of implementing our 

recommendations the Group took particular account of the objectives of 
the National Health Strategy "Shaping a Healthier Future ", in particular 
the concept of social gain and the principle of equity. 

Social Gain 
6.1.2 As out lined in chapter 4 , we estimate that there are approximately 200 

people w ho would require a full PA service and a further ',500 ·2 ,000 
who would benefit from lesser levels of assistance. There would be 
signi ficant social gain to such people with disabilities and t heir carers 
thro ugh the provision of a personal assistance service. In particular the 
provision of a full PA service to those wishing to pursue third level 
education , training, employment or as an alternative to institutional care, 
would considerably improve their quality of life and faci litate their full 
participation in society . 

Equity 
6.1.3 

6.1.4 

The Health Strategy points out that "the emphasis in all services should 
be on the application of resources in whatever way will yield the most 
benefit" . We have already referred to the need for a debate on the 
"opportu nity costs" involved in the provision of a fu ll PA service. We are 
concerned with the equity of providing a high cost "total independence" 
service fo r a re latively sma ll number of people as against the benefits of 
providing other less costly supports to a far greater number of people with 
disabilities. 

The development and funding of a PA service must therefore be 
considered in the context of the development of support services 
generally for people with disabilities. Other dev elopments such as the 
improv ed provision of technical aids and appliances, accessible hou sing 
and t ransport, will have a significant bearing on the demand for a PA 
service . The Review Group on Services for People with Physical and 
Sensory Disability is curren tly finali sing its report and will be making 
recommendations in relation to health service developments. Non-health 
related issues such as housing and transport will be addressed by the 
Commission on the Status of People with Disabil ities. In relation to the 
health serv ice developments, it is expected that the Review Group will 
consider mechanisms fo r t he co-ordination and development of servi ces 
at regional level. We consider that the development of persona l 
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assistance services should be considered in the context of the 
arrangements recommended by the Review Group as part of the 
continuum of support services generally for people with disabilities. 

6.2 Cost of existing personal assistance service . 

6.2 .1 The estimated cost in 1995 of the Personal Assistance service currently 
operated by INCARE is £266 ,000 net of FAS subsidies. 

6 .2.2 The estimated annual cost of the Irish Wheelchair Association's Home 
Care Attendant Scheme currently providing services to 250 people is 
approximately £300,000. Other voluntary organisations also provide 
limited home support services. 

6.2.3 Approximately 7 % of the home help beneficiaries are people with physical 
disabilities. Based on total expenditure of £13.733m in 1994 on the 
home help service, this would mean that almost £1 m of the home-help 
budget is devoted towards providing home help to people with disabilities. 

6.3 Estimated cost of developing a Personal Assistance service 

6.3.1 In the absence of an assessment of the levels of assistance required, it is 
difficult to estimate with any real accuracy the cost of developing a 
personal assistance service . While it varies sig nificantly between 
individuals , the average number of hours service provided under the 
current INCARE programme is between 45 and 50 hours per week. Cll 
has pointed out that this is restricted by the lack of resources and that 
many of the leaders would use additional hours if available. 

6.3.2 It is necessary therefore to make certain assumptions based on the best 
information available to the Group as regards demand for service including 
possible number of hours which might be sought. For the purposes of 
calcu lating the costs of a full PA service, the Group considered that it 
would be reasonabl e to break the levels into three broad bands. Based on 
the estimated demand of 200 for a full PA service and assuming the 
percentage breakdown as between the various levels of need outlined 
below, the following table emerges:-
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Estimated % at level 50% 30% 20% 

No of People 100 60 40 

Cost annum @ £4 hour £1.04m £1.25m £1. 25m 

Total Cost £3.54m 

6.3.3 The Group notes that if PA services were continued at existing level s for 
INCARE leaders, i.e an average of 50 hours per week, the total cost 
would be £2.08m. 

6.3.4 Wit h regard to the cost of developing alternative levels of assistance, 
such as a home care attendant service, the estimated cost of developing 
such a service, based on an average of 15 hours per week [@ £3.00 per 
hour] for a total of 1,500 persons would be £3.51 m. This figure excludes 
a further 500 people who will continue receive social supports services 
under the CE programme. 

6.3.5 The total additional cost therefore of developing a personal assistance 
service is estimated at a maximum of £5.48m calculated as follows : 

(i) Estimated cost of full PA service for 200 people £2.08 - £3.54m 
(ii) Estimated cost of home care attendant for 1,500 

people £3.51 m 

TOTAL 

LESS Cost of existing support services 

(i) lncare PA Service 
(ii) Home Care Attendant Scheme 
(Hi) Home Help Service 

TOT AL 

AODITIONAL ANNUAL COST 

£5.59 - £7.05m 

£0.27m 
£O.30m 
£1.00m 

£1 .57m 

£4.02 - £5.48m 
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6.3.6 The above costs illustrate the Group's concerns regarding the 
"opportunity cost" of a full PA service, and sho w that for the same cost 
of providing a full PA service, in excess of seven times as many people 
could be provided with a home care anendant service. 

6.4 Conclusion 

6.4.1 The Advisory Group appreciates the significant costs involved in the 
introduction of a PA service . For reasons of equity already outlined, it 
considers that the introduction of a full PA service must be accompanied 
by a parallel development of alternative or lesser levels of PA services. 
The Group recommends that funding of £5 million should be phased in 
over a three-year period, 1996-1998 for the development of all personal 
assistance services for people with physical disabilities. Initially CE 
funding could be used to develop the programme. However, as PAs 
complete their period on eE, it will be necessary to provide permanent 
funding to facilitate the ongoing provision of a PA scheme. The Advisory 
Group is satisfied that the introduction of an adequately resourced 
personal assistance service will considerably improve the quality of life of 
a large number of people with significant physical disabilities. 
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APPENDIX A (to Chapter 21 

ell FIVE-YEAR PLAN 

(1J Horizon 11 
As part of the next round of the EU Horizon Initiative, elL has proposals for a two
year programme . The first year would concentrate on the development of a 
t rain ing course fo r 14 people w ith disabilities to train as consultants in the field of 
disability, and to t ra in as service brokers for already establ ished personal 
assistance services. People with disabilities w ill be trained to become advisors in 
all aspects of social and public policy and legislation which pertain to them such 
as housing, transport , income maintenance, education, employment, social rights, 
etc. 

The second year envisages t he establishment and development of a Consu ltative 
Co-operative to provide practical advice and information on all aspects of disability 
to anyone requiring information, including the public and private sector employers, 
voluntary organisations and individua ls. 

Budget 
The total cost of the project is estimated at £124,000. If the proposals are 
successful, over £80,000 (65%) would be provided by Horizon. The project 
would require the employment of a Training Coordinato r, Training Officer, a 
Specialist t o establish the Co-operative, a Communications Officer and two 
Ad ministrators. 

(2) Transport Submission - "Vantastic" proposal 
Cll has drawn up proposals for a subsidised accessible transport service in the 
form of a co-operative for people with disabil ities. This is intended to serve as a 
stop-gap while accessible public transport is introduced , given that this can take 
an average of eight years as rolling stock is replaced. The total cost of providing , 
se rv icing and running 20 vans is estimated at nearly £1.3 million . This estimate 
includes an estimated £700,000 from the Exchequer to pay sixty drivers who 
would come off the live register. 

(3 ) Housing Proposal 
elL has proposals to purchase 12 homes (£50 -£55 ,000 price range) through the 
Shared Ownership Scheme, operated by local authorities, in partnership with 
voluntary organisations and individuals with a disabil ity_ This would help provide 
for people with disabilities "cost-saving" properties in the area of their choice. 
Th ese are ex pected to be flats , req uiring the minimum mod ificat ion. The cost is 
estimated at £7 20,000, including £60,000 legal fees. It is anticipated that 
£350,000 will be provided by the Housing Authorities leaving a balance of 
£3 70,000 . 
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(4) The Centre for Independent Living Foundation 
elL plans to launch a e lL Foundation which will act as a source of core funding for 
elL. separate from funding for individual programmes . It will also act as a vehicle 
through which to promote exchange and link programmes, information and people 
within the corporate and business community. elL intends to fund the Foundation 
through trustees from the business community and general functra ising activities. 

(5) International Affairs 
ell has established the International Working Group on Disability (lWGD) to 
accelerate progress in the area of disability and independent living, to secure 
legislative change in this regard and to safeguard the rights of people with a 
disabi l ity. The Working Group has concentrated on t he areas of legislation, 
European Affairs, Exchange Programmes and the organisation of a Symposium on 
Disability at the end of March 1995 called "D;sability - Investment, not Burden". 

Apart from maintaining existing links with international contacts, transnational 
partners and the work of the IWGD, Cll has identified two other potential areas 
of development - firstly, the establishment of a European Centre of Excellence on 
Disability Stud ies to be based in Ireland (proposed Budget - £290,000), and 
secondly, the establishment of contact with Eastern and Central European 
counterparts. 
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