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Preface

The purpose of the Community action programme HELIOS 11 is to promote integration and equal

opportunities for disabled people. It was established by the Council Decision of 25 February 1993 and
covered the period from 1 January 1993 to 31 December 1996.



Exchange and Information Activities (E.I.A.) were one of the programme’ s operational aspects. Their
am wasto identify, define and disseminate innovative and effective practices regarding integration in the
Member States. In addition, they tried to develop a strategy of European know-how on integration

I SSues.

The Social Integration and Independent Living sector of the E.I.A.s consisted of 192 organisations,
officially nominated by the 15 EU Member States plus Norway, Iceland and Liechtenstein. Their
representatives were divided into 15 thematic groups in order to analyse at European level the different
Issues that constituted the official working themes of the sector: Elimination of technical and
socio-psychological barriers.

The main means of European networking and collaboration between the partners involved study visits,
training sessions and seminars. Within every group, the development of the working theme was
approached as a three stage process involving: getting to know each other and exchange information,
anaysis and discussion of the issues on the basis of the different practicesin the Member States and
drafting conclusions.

Thisreport isthe result of the work done by thematic group No 5 on the theme "The key role of
personal assistance in promoting autonomy: key principles, finance'. It reflects not only the challenge of
such adiverse group of disabled people, professionals, representatives of associations, service
providers, managers, policy-makers etc. working together at European level but also the richness of the
work achieved during the course of the Helios |1 programme with the presentation of conclusions and
proposals that need further action.

Thisreport isintended to help set a new agenda for improving the quality of life for people with
disabilities so that their needs can be met throughout the European Union.



Mary Kyriazopoulou
Helios Team of Experts

I ntroduction

Thisreport isthe culmination of three years work by thematic group No 5’ The elimination of
socio-psychological barriers. Assistance in daily living Training: disabled people, assistants)’

The membership of this group is made up of Personal Assistance Users, service providers managed by
disabled people, other service providers and representatives from governments, voluntary and statutory
agencies.

During its three years existence the group had members from the following countries (please see
appendix A for full list)

Austria (1)
Belgium (2)
Finland (1)
France (1)
Greece (1)
lceland (1)
Italy (2)
Norway (1)
Portugal (1)
Spain (1)



® Sweden (1)
e UK (3)

and held 9 study visitsin the UK (2), Belgium (2). Portugdl, Italy, Sweden, France and Spain.
The contact persons for the group were:

Cléon Angelo (Belgium)
Angelo Paganin (Italy)
Gyles Pamer (UK)

The key elements addressed for the final year of the project were:

® Definition of the operating procedures for personal assistance in the different countries

® Exchange of information on the different experiences of training from the point of view of
disabled people, professionals and service providers.

® Provision of training addressed to both personal assistance users (disabled people) and personal
assistants to optimise quality of personal assistance in daily living.

® Definition of key elements which training must address (e.g. technical aspects,
administrative/legal, management and relationships).

® Co ordination between service providers, professionals and disabled people.

® Main issuesin the independent living movement.

® Peer counsalling as a means of promoting and supporting independent living.



Throughout the life of the group (1994 - 1996) emphasis has been placed on the importance of
communication between disabled people, statutory and non-statutory service providers and funders, this
has been supported by formal and informal information gathering exercises which have led to the
production of a number of group statements. These include the Madera Declaration (1994) (A ppendix
D) and the Herefordshire statement on training needs (1995) (Appendix F). The group also recognised
the importance of the 1989 Strasbourg resol utions which were drawn up by disabled people from
fourteen countries at a conference in April 1989 at The European Parliament, Strasbourg, France
(Appendix C). Further information in the appendices include a summary of the’ Description and
Evaluation of the best personal assistance servicesin avariety of European countries (Appendix B).

Our fina year has focused on the training of disabled people and their assistants but we have also
returned to a discussion of principles of independent living prompted by the arrival in the group this year
of colleagues from the Scandinavian countries (Sweden, Norway, Finland and | celand).

For disabled people and for those who fund and provide services for and with them the 1980'sand 90’'s
has seen atime of change within the public welfare sector in Europe. This change has been characterised
by growing expectations and demands for autonomy and independence from individual disabled people
and those who represent disability movements and decreasing resources for public welfare in general.
The impact of these changes have been tempered by local conditions and attitudes in each of the
countries belonging to the European Union, each country is unique and at a different stage of
development, dictated by different histories, the attitudes of politicians and of *society’, and differing
geographical, socia and resource conditions.

Thereis an increasing emphasis by many members of the European Union on the introduction of
market forcesto improve the quality of services to disabled people. The assumption isthat service users
will be empowered by having the ability to 'exit’ services with which they are not satisfied. This method



of empowerment relies, however, on the’ customer’ having sufficient resources to weigh up the relative
advantages of the cost of the service against its quality and having awide variety of servicesfrom which
to choose. An aternative approach is that disabled people have full control of their services and the way
in which they are provided - either by directly employing personal assistants or by managing the
organisations which provide them. The extent to which this form of empowerment can lead to disabled
people having real control over their livesis, again, constrained (1) by the attitude of funders whether
they use the medical model of disability to place the responsibility on the disabled person to
'compensate’ for their 'lack’ of ability to access society and employment or the social model of
disability which places the responsibility on society to break down the barriers which disable individuals
(physical or attitudinal) and (2) by the lack of resources.

Group 5 came to the unanimous conclusion that the ability of disabled people to employ their own
personal assistantsis an essential prerequisite to real empowerment and control. Thisincluded the
responsibility of training their own staff although it was recognised that some training should be
provided by specialists or professionals (e.g. lifting and First Aid). The group also recognised atension
between the need to be good employers and to meet legidative requirements when employing staff and
thewish to retain full control.

Consideration must also be given to those people who may, either because they are intellectually
disabled or through choice, not wish to have complete control of their personal assistants as direct
employees (for example administrating pay, tax and insurance or the organisation of emergency support
when regular workers leave suddenly or fall ill). Group 5 therefore concluded that disabled people
should be offered a choice of system to use.

The prime focus of Group 5’ s work was therefore on the opportunities that disabled people have to
employ their own Personal Assistants (or to choose agencies to do so for them) and retain complete



control over the choice, training, scheduling of staff and the type of support that they purchase.

Principles of Independent Living

Independent Living is a philosophy and a movement of people with disabilities who work for civil
rights and equal opportunities, self respect and self-determination. "Independent Living" does not mean
that persons with disabilities do not need anybody, that they want to do everything by themselves or live
inisolation. "Independent Living" means that disabled people want the same life opportunities and the
same choices in every-day life that their non disabled brothers and sisters, neighbours and friends take
for granted. That includes growing up in their families, going to the neighbourhood school, using the
same bus, getting employment that isin line with their education and abilities, having equal access to the
same services and establishments of social life, culture and leisure. Most importantly, just like everyone
else, persons with disabilities need to be in charge of their own lives, need to think and speak for
themselves without interference from others.

To this end disabled people need to learn from and support each other, organise themselves and work
for political changesthat lead to legal protection of their human and civil rights. Traditionally, disabled
persons have been seen as medical cases and objects of charity and care, pity and protection. These
wide-spread attitudes have been obstacles on their way to self-determination, self-representation and full
citizenship.

In order to reach the same control and the same choices in every-day life that nondisabled persons take
for granted a number of prerequisites are necessary. For persons with significant support needs there are
three key requirements. personal assistance, technical assistance and accessibility in the built
environment including accessible housing. Without these three necessities persons with significant



support needs can choose only between being a burden on their families or living in an institution. These
extremely limited and limiting options are incompatible with the concept of Independent Living.

The Principles of Personal Assistance

Assistance from paid workers enables the user to carry out such every-day activities as bathing and
dressing, and going to the toilet, household chores such as shopping, preparing meals and cleaning.
Assistants help the user at work, about town and on travel. They assist in communicating or in
structuring the day, as required. In brief, assistants help with those activities which the user would have
done by himself or herself, had it not been for a physical, sensory, mental or intellectual disability.

People who are dependent on others for the most basic needs of life face pregjudices. Given their physical
dependency it is easy to reach the conclusion that they are also dependent on others emotionally and
intellectually. Somebody who cannot pull up his or her pants like asmall child, may be treated as a
small child in other respects as well.

The result is often over-protection and custodial care where other people make the decisions for them.

It is no surprise then that the Independent Living philosophy is most easily grasped by people who are
dependent on assistance in their every-day lives. Thisis also the reason why the Independent Living
Movement emphasi ses the importance of the quality of assistance for users who want to achieve
maximum independence. In order to provide an operationa definition for quality, the Independent
Living Movement coined and defined the term "personal assistance':

"Personal’ assistance means that users exercise the maximum control over how



services are organised and custom design their services according to their individual
needs, capabilities, life circumstances and aspirations. In particular, personal assistance
requires that the individual user decides

® who isto work,
® with which tasks,
® at which times,
e where and how

Thus, the individual user must be able to recruit, train, schedule, supervise, and, if necessary, fire his or
her own assistants. Simply put, "personal assistance", means that the user is the boss.

It is recognised that users with learning or mental disabilities will need support from third persons with
these functions.

Personal assistance enables usersto take their rightful place in family, at work and society with all the
rights and duties that the general population takes for granted. With personal assistance persons with
significant support needs need no longer be a burden on their families. Parents, husbands, wives and
children do not need to stay at home and sacrifice their careers or education. Personal assistance users
not only manage on their own, they can aso take their share of household and childrearing. With
personal assistance we can attend school and educate ourselves, enter the labour market and become
tax-payers. When wefall in love, our partners need not fear that they are about to sign up for alife-long
24 hour job.

Most existing services cannot be called "personal” assistance, since they are not custom-made to the
individuals needs and do not allow control and acceptable choices. Most often users are not in the



position to recruit their own assistants. Instead. they have to accept assistance from the available staff.
Thisistrue for both stationary institutions or their "ambulatory” counterparts - the community-based
services of local governments or voluntary organisations. Inherent in these solutionsis their hierarchical
structure with the user at the bottom. Users are forced to share the common staff which, in itself,
reduces choices and freedom of movement.

Other limitations exist when assistants do not have proper employment contracts and wages. Then,
users can neither demand quality work, attention and reliability nor can they feel in charge.

Direct Payments

Today, most assistance services control and limit the lives of disabled people, making them dependent
and helpless. The solution is for them to take a position where they no longer have to adapt their needs
to the needs of the service provider but instead shape their own services according to their own needs.

Turning into "personal assistance" requires afundamental shift in the distribution of power between user
and provider. One precondition for this change is an altered self-perception of the user of the services.
Instead of seeing oneself as the passive object of other peopl€’ s interventions, the user needs to be
actively in charge of hisor her own life. The best help in facilitating this change is peer support. The
other precondition is having access to the funds it takes to hire one' s assistants. Both requirements go
hand in hand.

Direct payments must be arranged in such away that all disabled people have equal access to them.
They should be available to people of al ages and social backgrounds, and without regard to the persons
Income.



In order to have access to the necessary money we need to redirect the resources which are used in the
disability field today. Instead of passively receiving services, the :individual user needs to have the
money which these services cost. With the same amount users can achieve a better quality of life. With
money in their hands, they can buy services from the provider of their choice. Or they hire, train and fire
their own assistants which is the most direct and effective control over service quality.

"Servicesin kind control us, direct payments empower us'.

Resistance to the ssimple idea of direct payments has been strong given the vested interests of many
service providers and the wide-spread prejudices against disabled people according to which they cannot
act in thelr own best interest and need to be "taken care of".

Direct payments are truly the state of the art when it comes to enabling persons with extensive
disabilities to reach self-determination, integrity and full citizenship.

Analysis

Based on a survey of Personal Assistance services, discussions and study visitsin group 5 and the
ENIL (European Network for Independent Living) meeting in Stockholm 1996.

A review of the legidation in place in each of the European Countriesinvolved in Helios shows awide
variety of funding mechanisms both between different countries and within them.

Group 5 concluded that, irrespective of the resources available to each country, their geography, history
and attitude there are a number of common factors which need to be considered when eliminating



socio-psychological barriers which prevent disabled people from exercising their rights as citizens.

L egislative and financial basisfor the funding of PA Systems

In most countries the right to financial support depends on a combination of a medically determined
level of disability which isadministered nationally and which is statutory and a discretionary
contribution towards ' social needs which is paid locally. In aimost all countriesthe level of financia
contribution is not sufficient to enable the disabled individual to lead alife as a participant in their
society. In many cases discretionary contributions are reduced when the individual has other income
funding is therefore not universal. Many countries have funding mechanisms which enable disabled
people to employ their own Personal Assistants but legidlation is variable, for example in several
countries the funding available makesiit difficult for PA usersto cover such costs as administration,
emergency cover, insurance, PA holidays etc. and an implicit assumption is made that they will be
employed informally. In Sweden and Finland (amongst others) the full costs are covered but thereisa
growing emphasis on reducing costs by limiting the number of hours paid for. Many countries have a
maximum limit to what they are prepared to pay which might be determined nationally or locally or
both.

The review highlighted significant regional variations within countries which depend on geographical
location, the availability of and competing pressures on local authority resources and their political
makeup. Thiswas even the case where high levels of funding were generally available in the country as
awhole. In most cases there are no national guidelines or legisation which dictate how funding isto be
provided (for example in the UK the new Direct Payments Bill only alows Local Authoritiesto decide
whether they will use the system). It is often difficult for disabled people to move from one areato
another as they may then lose their funding and be forced into more institutional support. This placesa



significant restriction on their freedom of movement and ability to choose where they live. In some
countries access to personal assistanceis limited to support within the home -for example Belgium - no
assistance is provided outside the home.

In some countries the maximum limit on funding implies that disabled people who require more
support should’consider’ the option of institutional care.

Few countries have systemsin place which take account of disabled people with intellectual disabilities -
where PA systems exist for this group the role of PA employer is often taken by relatives - no country
recognises the need for independent advocacy to the extent of providing significant funding for it.

Thetraining of Personal Assistant Usersand Personal Assistants

In countries where the use of Personal Assistants has become commonplace (for example Sweden)
there is arequirement placed on the PA user by some agencies managed by disabled people to undertake
training in the management of staff. In other countries little support, advice or training is given to PA
users in managing their staff. This has negative consequences both for the PA user and for people
employed as PA’s (for example the UK). Other countries do not have legislation which allows the
employment of PA’s (for example Belgium). The systems that do exist are therefore informal and do
not provide for the training of PA users.

Training for PA users

Group 5 agreed that it isimportant both that PA users (and/or their advocates if they use them) should
receive training in the management of Personal Assistants both in terms of administering payroll, tax



and insurance and in terms of ’ people management’. Additional support should be given to PA users
through peer group support.

Training for PA’s

There are anumber of models. In four countries thisis amost entirely done by the user. In three
countriesit is done by the user with help from Co-ops or avoluntary agency. In the majority of
countries there is no recognised training.

PA users within the group and PA users consulted by the group feel very strongly that they should have
total control over thetraining that PA’s receive both because they wished to avoid over
professionalisation of PA’s and because they are best placed to train PA’s to meet their specific needs.
At the same time all members of the group recognise that some general training isrequired - for
example to meet Employment and Health and Safety legidation in individua countries (e.g. basic lifting
training and First Aid, driving). Some members of the group feel that where PA’s may be employed
through agencies and working with people with particular disabilities (deaf, blind, intellectual) more
specific training may be required such as communication, disability equality or signing. Where PA
usersfind it difficult to communicate their specific needs personally to assistants some training could,
for example, be provided through the medium of avideo of the PA user.

How ar e assistants employed?
There are two basic models of employment for personal assistants: as direct employees, hired by the

user; or as agency employees, hired via a co-operative or voluntary agency. Severa countries had one or
both of these systems. In both cases, the user makes the choice of worker, and has day to day control



over the worker. These options are not yet available in some countries in Europe.

The traditional model of employment isfor the local authority (or voluntary non profit or Private
for-profit organisations) to employ care staff. In this case, the user does not have the same choice or
control over the workers. In some cases, the workers are "refuseniks’ (Conscientious objectors), people
who have opted out of national military service and who are allocated to "community work" instead.
This happensin Italy and Germany, for example. In the UK some workers are volunteers, recruited by a
national agency, Community Service Volunteers. None of the contributors favoured this sort of
arrangement except where disabled people where able to choose the volunteer / refusenik. Even then the
rapid turnover of staff can cause difficulties.

All countries have some sort of assistance provided by the local authority, although it islimited in scope
In some.

Recruitment is done in various ways. Direct advertisement seems most common, word of mouth or
employment agencies are also used.

Conditions of service

In countries where the money available to hire assistants is sufficient to meet full wages costs (Sweden,
Norway, for example) workers have standard contracts based on national labour laws.

In several countries, the money available to hire assistants is not sufficient to meet full wages costs.
People therefore work in the’grey’ economy and do not have standard contracts. This has a detrimental
effect on the quality and reliability of the service.



Many people employ family or friends as and when required, using the social security payments
available to them. Because these amounts are usually small, the employment is not formal. This
happens quite often in Austria, France, Italy and the UK for example.

Where assistants are employed by the local authority they have standard contracts. In some countries
wages are equivalent to those paid to basic nursing staff and in othersthey are significantly lower.

In some countries, anyone can be employed as a PA. In others there are restrictions, for example the
UK limits the employment of family members as personal assistants.

Who chooses the assistants?

Thisisthe major issue for most users. In schemes where the user has a direct payment to employ
workers, the user makes the choice. Some respondents stressed that the user and only the user, makes
this choice. A few others said that the user chooses, sometimes with help from the voluntary
organisation or co-op. But in several countries, there is no choice. "Assistants are sent by the services'.
In some schemes there may be a chance to rgject a particular worker if you do not like them but choice
Islimited.

Consistency acr 0ss one country
In several of the countries, both good and bad practice co-exist. The standard of service available may

depend on where you live, your age or your impairment. Regional variations were noted in Italy, the UK
and Germany. In Austria, the law was drafted to try to stop regional differences and to form a



"partnership’ between central and regional government. Even in Sweden, where one law coversthe
whole country, rural areas do not offer the same level of service as urban ones. Age restrictions on direct
payments apply in most countries.

Resour ces

In mogt, if not al, countries the resources available for independent living are not so great as those
available for supported or institutional living. In many countries the financial regulations favour
institutions, for example in Germany the fee charged by residential homes can include an element of
capital costs, for buildings, whereas the fee charged by a personal assistance co-op can not include any
capital costs. In some countriesinstitutional careis offered by charitable and religious organisations;
these bodies do not offer money for personal assistance to support independent living. (In some
countries charitable bodies are now starting to provide 'assistance’, but thisis not usually under the
direct control of the users.) In those countries with awell established state welfare system, the bulk of
spending is on assistants employed by local government. Relatively small amounts are spent on
supporting disabled people to employ their own assistants. Few countries provide funding for theinitia
development of user led PA organisations.

When thisis added to the problem of under financing of individual care packages, so that users are

forced to employ people inthe "grey" economy, it isclear that the financial bias against independent
living is strong.

Support for the PA user



There are three types of situation: countries with awell developed PA servicein al or a part of the
country (Sweden, Norway, Germany, UK, Finland) countries with a PA service at different stages of
development, (Belgium, Italy, Austria, Iceland and France) and countries currently with no PA service
(Greece, Portugal, Spain).

Amounts of support available correspond with the level of development of PA services .in the country.
Slightly less support seems to be available in France and Austriathan in Belgium and Italy. However
there are dways significant regional variationsin al countries.

In anumber of countries, there are Centres for Independent Living and/or Personal Assistance Support
Services. ClLs are aways controlled by disabled people; PA Services are often controlled by disabled
people but are sometimes run by the local authority or by avoluntary organisation (NGO). These sorts
of scheme are also to be found in Italy.

Who informs people about independent living programmes?

In five countries an organisation of disabled people (CIL or PA Services) provides information but this
Ismostly concentrated in urban areas. In three countries the local authority provides information. In
other countriesit is down to the individual to seek out the information.

What help istherefor usersin relationshipswith personal assistants

In six countriesthereistraining available via CIL or PAS. Thisisaso available in someregionsin Italy.
In other parts of Italy and in some other countries there is support from the local authority or from



charitable organisations. In at |east two countries thereisno help at all.

Training available varies within countries too, because it is usually available only from specific local
organisations.

All countrieswith a CIL stress the importance of peer support, not just for training but for ongoing
support for users. The ability to share experience, and to support one another through difficulties, and
find solutions to problems, is highly valued.

What help istherefor user in legal disputes

Only four countries have formal legal help available, viathe CIL. Some other countries have citizens
advice or rights offices. In most it isup to the individual to use what genera legal aid isavailable.
Severa ClLsreported aneed for lega aid fund, to help users who get into disputes.

Help for userswith intellectual impair ments

Some counties use a"deputy" or "advocate" to assist. Quite often arelative will play thisrole. In five or
Six countries there are schemes serving people with learning difficulties, but these are all small in scale.

In at least three countries users must be intellectually capable of managing their own schemes.

Some examples of good practice in involving people with intellectual impairments exist in the
Netherlands, Sweden and the UK but thisisrare.



Conclusions and Recommendations

General Conclusion

Personal Assistance as defined in thisreport is an essential factor for the independent living and
empowerment of disabled people as active and responsible members of their local communities and
society asawhole. It enables access to employment, leisure, education and social interaction.

Conclusion

Direct payments are intended to give the user autonomy and power. It fellows that the user should be
able to choose how to spend the payment, including hiring family membersif that is their choice.

High service quality isonly possibleif training for PA users and PA’sis being provided by
organisations of disabled people.

Disabled people need access to information about the opportunities for independent living.

At the present time the mgjority of resources are devoted to institutionalised services. This disempowers
disabled people and is not an effective, efficient and economical use of these resources.

Disabled people require arange of options from which to choose the best personal support system for
themselves.



Countrieswhich are till developing services for disabled people now have the opportunity to learn from
good practice identified in our study.

Recommendations

® All countries must recognise the right of disabled people to user controlled personal assistance.
In the same way as their citizens have the right to education and health care.

® Statutory authorities should have alegal duty to ensure that accessible information is available
on independent living and the range of options available.

® The state must finance networking between disabled people and their organisations (eg. peer
counselling and advocacy).

® The state must finance the devel opment costs for Personal Assistance and Independent Living
advisory services,

® Resources must be moved from institutional services to independent living servicesincluding
personal assistance as defined in this report.

® Financial support should not be based on amedical definition of the disability. Asfar as
possible it should be based on the disabled persons assessment of the support that they require
in order to live the life which they want to live as responsible citizens. It should be available to
reduce the barriers which prevent this.

e The funding available for the employment of Personal Assistants should be identified and paid
nationally - it should not depend on local priorities or agenda.

® [Funding and information should be transferable within and between European Community
countries.



® The control of personal assistants should lie with the PA user (within the requirements of
national / European employment legislation) or their chosen representatives.

® Any direct payment provided for the employment of personal assistants should reflect the
resources required to provide formal employment (e.g. the right of the employee to have paid
holidays, insurance and sickness benefit) and appropriate backup systems.

® Existing and future Direct Funding and PA systems must be widened to include al disabled
people irrespective of age and disability; this may include the development of appropriate
advocacy and self-advocacy.

® Training provided by disabled PA users should lead to credits towards European / Nationa
Vocational Training Qualifications.

Appendices
Appendix A:

Address list of the participantsin Group 5

B (Belgium)

Cléon ANGELO

Association Nationale pour le Logement des Personnes Handicapées (A.N.L.H. ashl)
rue be laFleur d’ Oranger 1,

Bte 213, B - 1150 Bruxelles



Tel: 32/2 772.78.95
Fax: 32/2 779.26.77

Anne-Marie FEY S

|. PW. Integratieproject voor Personen met een handicap regio Waas/and
Lindestraat 45,

B- 9100 Sint-Niklaas

Tel: 32/3776.70.59

Eddy GYSBRECHTS
Mobility International

Jef van Hoofstraat 4, Box 543,
B - 2030 Antwerp

Tel: 32/3 544.90.69

Fax:32/3 542.33.34

GR (Greece)

S. SPIRIDAKIS
Municipality of loannina
5 Democracy Square,
GR 45221 loannina

Tel: 30/651 30501

Fax: 30/651 30501



E (Spain)

|sabel GONZALEZ INGELMO

Instituto Nacional de Servicios Sociales Centro de Recuperacion de Minusvalidos Fisicos CRMF
(INSERSO CRMF)

Avenida Villamajor 79 85,

E-7006 Salamanca

Tel: 34/23 234850

Fax: 34/23 121892

F (France)

Roland ROUX

GIHP Aquitaine (Groupement pour |’ Insertion des Handicapés Physiques)
436 av de Verdun

F-33700 Mérignac

Tel: 33/56.12.39.39

Fax: 33/56.12.37.92

IS (Iceland)
Birgir GUOMUNDSSON

Svaeoisskrifstofu Region Office
Bjarnarbraut 8



|S - 310 Borgarnes
Tel: 354/437 1780
Fax: 354/438 1782

| (Italy)

Angelo PAGANIN
Centro Studi PRISMA
Via San Lucano 24
[-32100 Belluno

Tel: 39/437 941312
Fax: 39/437 947312

Michele RESTA
Communita Emmanuel
via Don Bosco no. 16

| - 73100 Lecce

Tel: 39/832 308693
Fax: 39/832 306492

Paola CATTELINO

Regione Autonome dellaVellad Aosta

ASSESSORATO SANITA E ASSISTENZA SOCIALE. per S.I.D.
ViaLocalista Grand Chemin 30

[-11020 Aosta



(Saint Christophe)
Tel: 39/165 235238
Fax: 39/165 235238

N (Norway)

Bente SKANSGARD
UL Oba, Larsehagan 6
N - 3408 Tranby

Tel: 47/22 675965
Fax: 47/22 683634

A (Austria)

Renate HOFFMANN
Jugend am Werk
Grundsteingasse 65,
A- 1160 Wien

Tol: 43/1 42 02 86/17
Fax: 43/1 405 18 36

P (Portugal)



Maria Magda BARROS

Direccao Regional de Educacao

Especial Sevico Teécnico SUcio-Educativo de Deficientes Profundos
Lombo Segundo - Sao Roque

P- 9000 Funchal

Tel: 351/91 742696

Fax: 361/91 741569

S (Sweden)

Adolf RATZKA

Stockholmskoperativet for independent living (STIL)
Bondegatan 39,

S 116 33 Stockholm

Tel: 46/8 506 221 50

Fax: 46/8 506 221 70

UK (United Kingdom)

Frances HASLER

Greater London Association ot Disabled People
336 Brixton Road,

GB - London SW9 7AA

Td: 44/171 274 0107



Fax: 44/171 274 7840

Arwel Wyn OWEN

The Gwynedd Consumer Unit,
Gwynedd Voluntary Services
Bryn Morfa, South Road,
Caernarfon,

GB - Gwynedd LL55 2YH
Tel: 44 1286 672 626

Fax: 44/1286 678 430

KrisDHONDT | Gyles PALMER

The Herefordshire Lifestyles and First Key Partnership
Mortimor Trading Annex, Unit 11/12,

Burcott Road,

GB - Hereford HR4 9L W

Tel: 44/1432 342 402

Fax: 44/1432 264 240

Appendix B

Summary of survey of personal assistance servicesin Europe

Description and Evaluation of the Best Personal Assistance Servicein Y our Country



Stockholm 1996

Participating countries:

Austria

Belgium

Finland

France

Greece

|celand

Italy

United Kingdom
Sweden

Questions
A. Legidative and financial basis

1. Purpose of legidation

2. Lega basisfor the funding of the p.a. program
3. Financia responsibility

4. Eligibility criteriaand needs covered



©oNo O

Who assesses needs and how?

How much money is paid and how often ?

Does the amount depend on the user’ /user’ s family income ?

Money flow and its control

What costs are covered (e.g. back wages. full wages, employer’s socia insurance fees.
employer’ s administration assistants' costs when accompanying user) ?

Answers

France

wn -

>

O NG

Financial compensation of the persona help in relation with the percentage of disability.

Origin of the disability and no need of the person. Blueprint law 80/06/75.

Social Security for the general system, social support (Department) for adisability which isthe
consequence of an illness.

Recognition of the disability rate by the technical commission for the professional replacement
(COTOREP). Cover of thereal needsis not taken into account.

No evaluation of the needs. Evaluation according to medical criteria.

Allowance celling for athird party at afull rate, >4000 FR. monthly.

No, except for disabled workers.

Present trend: control of the use of those funds for the use of athird party.



9. Reduction of socia contributions and the income tax of the disabled person.
Austria

1. Since approximately 350.000 personsin Austrianeed help or care afedera law concerning care
allowance was enacted in 1993 to meet at least part of the expenses of necessary care without
consideration of income to enable independent life as far as possible for persons with a
deficiency.

State and federal countries.

Seven levels (level 1:50 - 75 hours help needed per month, level 7: more than

180 hours monthly); care and help in daily life.

Public health officer (medical doctor).

Between ATS 2.635, - (level 1) and ATS 21.074, - (level 7) monthly (twelve times a year).
No.

Money goes to the bank account of the user; there is no control whether the money isused in
the intended way.

It is not enough money to pay normal wages, socia insurance, etc. It israther like
pocket-money for relatives or friends providing care in the case of a severe handicap. If the
disability is not very severe part of the needed support can be financed (Socia services, help
with household chores, home helper services).

W

O NG

©



United Kingdom

N

Legidationisstill being developed. Currently the legal basis for funding isthe NHS and
Community Care Act. Since this specifically prohibits direct paymentsto p.a. users money has
to channel through a"third party” (an organisation of disabled people). Legidation is currently
going through Parliament to allow direct payments. Thereisalso provision for alimited form
of direct payments, the Independent Living Fund. This does not represent the best persona
assistance service available, but it iswidely used. Thisresponse does not refer to the ILF; it is
based on schemesin London local authorities.

Thefinancial responsibility istaken by the Socia Service department of the local authority.

The basic digibility criteria are that the person isin need of "community care" services, and is
both willing and able to direct their own personal assistance. The best (but not most) schemes
cover people with any form of impairment and all ages of adult. Needs covered are personal
support, domestic support. The best schemes aso cover socia needs such as going out, writing
|etters.

Needs assessment is usually by a"care manager”. In best schemes the user will set out her own
assessment and will discuss this with the care manager. The user Will have advice from an
organisation of disabled people on assessing their own need. (See also Section C).

Money is paid either monthly or quarterly. The amount is paid on assessed need at an agreed
hourly rate. The agency ratesin London are weekdays 8.00 am until 10.00 pm £6.31 per hour,
weekends £6.59 per hour. Sleegp-ins Weekdays £4.12 per hour, weekends £4.30 per hour.
Local authorities may apply a means test (there are no national criteriaon this as yet). Most



authorities expect the user to contribute a portion of their disability benefits to the cost.
Authorities may not take family income into account only the user’sincome.

8. Users keep time sheets and wages records. Most schemes require users to open a separate bank
account for direct payments, so that payments in and out are easy traced. Auditing is carried out
guarterly in some schemes, annually in others.

9. No scheme coversall costs. The best ones cover national insurance, agreed wages, recruitment
costs, limited holiday pay and a small amount for administration.

Belgium

1, 2,6, 8. TheActivitiesof Daily Life services (AVJ): Brussels, Wallonie and Flanders. The

AV J services are non profit associations and are rules on three different legidation basis:
Brussels: 16th May 1991 Law (Officia Journal - 1.8.1992), Decree of the gathered
College of the C.C.C.. - 21.10.1993 (official Journal - 23.12.1993). Number of AV J
places : 50. Staff norm : 0.8 full time per service' s user and one full time coordinator.
Subsidy: +/-1.000.000 BF per user/year. Age maximum of the users: 60 years.
However, the people who reach 60 yearsin the AV J service could continue to benefit
of it.
Wallonie: Decree of the "Executif de la Communaute Francaiso” - 9 September 1991
(Officia Journa - 24.1.1992). Number of AV J places :165. Staff norm: Not yet fixed.
Subsidy : Not yet fixed. Age maximum of the users: 60 years. However, the people
who reach 60 years in the AV J service could continue to benefit fromit.



Italy

Flanders: Decree of the’ Executif Flamand" - 31 Juliet 1990, 21 November 1990.
Ministerial Decree (Official Journal - 30.4.1991). Number of AV J places: 250. Staff
norm : 9 full time for 12 up to 15 users and one full time coordinator. Subsidy : +/-
1.000.000 BF per user/year. Age maximum of the users : 65 years. However, the
people who reach 60 yearsin the AV J service could continue to benefit from it.
8. They are granted by the regions through the Social Welfare. The subsidies are administered
by the servicein order to give the AV J assistance to the disabled persons.
7, 9. In Brussdls. the user financially contributes to the services (max. 3000 Bf month) but it
does not cost anything for the people having incomes lower than 500.000 Bf. In Wallonie. the
financial contribution is 1000 Bf max./month and the services are free in Flanders.
5. The service is addressed to disabled people being able to determine their own demand, who
need a minimum of 7 hours of AV J assistant per week and thisis only a physical assistant
notably in the following domains:. getting-up and to bed, toilet, meals, mobility transfer, various
activities, so that they could lead the same life asavalid person. A contract is signed between
the user and the service, in some AV J services, in which the user determines his AV J demand
and the frequency of it. By this contract, the service engagesitself in providing this assistance.

. The Italian Framework Law on Disability (5.2.1992, no 104) providesinits article 9 that

municipalities and local health and welfare authorities have to implement services of persond
assistance.



2. Regional laws and regulations plus Local Health Welfare Authorities and city/ municipality
regulations.

3. Municipalities according to the economical possibilities; regional regulations.

4. All citizensin temporary or permanent severe limitation of their persona autonomy: people
without any support (especialy from family) or in the situation of disability or iliness; livein
family but in situation of uneasiness.

5. Socia service of Municipality: through domiciliary visit after request made by user, his/ her
family or after any indication made by voluntary organisation or any other citizen.

6. The cost of the service, depending on the Municipality can be free. When paid, usualy it is done
every two or three months, sometimes also yearly. The user’ s or family’s contributions covers
usually not more than 20% of the whole cost of the service.

7. Inamost al cases there is a co-financing/contribution given by the user according to his/ her
income. In few municipalities the cost of the service depends on the whole family income.

8. The control is made by the socia service department of the municipality or who sends the
invoice with all costs defined to the user.

9. Usually the service delivery system covers more than 85%of the costs. Each Municipality has
its own regulation and cost rates. The user, depending on itsincome, covers the rest of the cost.

| celand

1. Purpose of legidation isto ensure to the disabled, equality and living conditions comparable
with those of other citizens, and to provide them with conditions that enable them to lead a



normal life.

. ACT on the affairs of the handicapped no.59 1992 form alegal basis for funding of p.a
programs.

. Local authorities shall, within possible means, give the disabled the option of personal assistant
services and thus have the primary responsibility. In cases of specia support needs, disabled
people shall be according to the ACT given further personal assistance. Regional offices make
decisions as to further personal assistance. Regional offices make decisions as to further
personal support according to authorised budget expenditures at each given time. upon prior
opinion from the Regional Board.

. All persons who meet The National Insurance Institution’ s assessment criteria of disability
(medical assessment). Needs covered are breaking through social isolation and various kinds of
assistance concerning the multiple functions of daily life, if such assistance is needed to prevent
Institutionalisation.

. Local social service assesses the needs concerning socia participation. Regiona offices (on
behalf of the Ministry of socia affairs) assesses the needs for assistance in functions of daily
life.

. The amount per hour is determined by the wage contracts of supportive assistants. Paid
monthly.

. No, it does not depend on income, it depends on the quantity and quality needed and the money
the authorities are willing to put in it.

. The control isin the case of socia assistance made by each local socia service. For personal
assistance in functions of daily life the money flow is controlled by the Regional offices on
behalf of the Social Ministry which decides the total amount for each Region. Money can be
paid directly to the user, the user’ s family or to the user’ s service provider.

. Full wages are covered but recruitment costs and administration costs are not. It is up to the
different local authoritiesif and how much thereis paid for assistant when accompanying the



Finland

user.

1, 2. Act on Services for Persons with Disabilities, which states that the local government has to
provide all persons with extensive disabilities with some kind of housing and assistance. The
act does not say how the assistance should be organised and one way of doing thisis through
the personal assistance. There are other ways but they do not have as much user control as the
personal assistance scheme does.

8. According to the Act the local government has to cover the costs due to hiring a persona
assistant.

4. Anyone with an extensive disability is covered in principle. There are no limitations of age or
type of disability. The user can define the duties of the assistant as she/he likes. The system
covers personal needs. household work, education and employment.

5. Usually the user writes an application defining his/her needs and a social worker in local
government assesses those and sees how they are covered. The need for a Personal Assistant is
measured in hours per week.

6. Salary paid every month according to the hours worked. It is common to set alimit of 40
hours per week although the best systems cover more.

7. Payment is not means tested.

8. In some places the money is paid directly to the user who then pays insurance, taxes and
salary to lesson the administrative duties of the user some places have a system where the local



government pays the salary of the assistant directly (including insurance and taxes) but the user
aways remains the actual employer and retains control.

9. The local government covers full wages (inc. holiday pay), insurance and taxes. It sometimes
covers the cost of recruiting and costs of the assistant when accompanying the user (e.g..
entrance fees) it does not cover higher pay for Sundays or night time work or for administrative
costs.

Sweden

LSS The Law of Specia Support and Service to specific disabled people, LASS - The Law of
Assistance Cost Funding. Purpose isto enable persons with extensive disabilities to have a’ good
quality of life’, that isto become more independent of their families, move out of institutions and
become productive citizens. The law was inspired by the Swedish Independent Living Movement. LSS
gives the user the legally guaranteed right to receive funds for PA.

The National Socia Insurance is funding (depending on the LSS) the costs for persons who have the
right to use more than 20 hours (PA) per week, it is also responsible for health insurance, pensions etc.
The insurance is financed by state income taxes.

All persons up to the age of 65 who need a minimum of 20 hours per week for such basic tasks as
dressing, bathing, eating, communicating etc. have the right to personal assistance. A tota of 6,200
persons are entitled to benefit. Persons with fewer then 20 hours per week requirement can apply to their
local government for asimilar scheme but in this case the user has no legal right to receive cash
payments - the services may be provided in kind instead. Local Government is also only obliged to



ensure a reasonable quality of life and fewer hours of assistance may be granted.

Assessment is conducted by trained staff from the Socia Insurance. They are to consider a persons total
life situation including the users responsibility within the household, at work and in leisure. Need is
expressed in the number of hours per week. Assessment also includes the length of the accounting
period within which the user can dispose of hours, save or spend as they wish.

The maximum amount per user hour is determined each year by central government and is presently
(1996) 21 ECU'’s,

Benefits from Social Insurance are not means tested.

The monthly payment from the Socia Insurance can be paid directly into the users bank account or, at
the discretion of the user, to the service user’ s provider. At the end of each month the user has to send
the Socia Insurance a signed statement specifying the amount of money received and spent (hours
used). At the end of the total accounting period excess hours must be reported and this amount of
money is subtracted from the next payment. Social Insurance can audit service providers.

Question

B- Serviceddivery

1. Who can work as assistant?



What types of employment contracts exist?

Who isthe employer?

Who recruits the assistants, how?

Who trains assistants, how?

Who Schedules, supervisors assistants, how?

Can theindividual p.a. user choose higher assistants?

NOoOGAR®LD

Answer

France

=

Daily life help trained for this service; untrained assistant; family members who are not
particularly competent.

Salaried contract with providers of services or individual contract in case of adirect job;
Providers of services associations or individual employer, or local communities.
Various systems according to the situation.

Thereisavocationa training certificate for the assistance to disabled people (CAFATH).
Providers associations or disabled persons;

No, except if heis himself an employer.

NOoOGAR®D



Austria

a) relatives, neighbours and friends - without wages.
b) persons who are sent by home helper services, organisations which provide care and
assistance, etc.
Full time jobs, Part time jobs, Fee contract.
Socia Services, Private organisations.(the user would need a very high income of hisown to be
able to employ one or more assistants).
Social services, Private organisations, etc. in their usual manner.
Social services, private organisations, etc. in courses, or the employ nurses,
Social services, private organisations.
Assistants are sent by the services, the user may reject one or two, but then.

N =

Souhkow

United Kingdom

1. Usualy anyone EXCEPT close family living in the same house as you. (A few schemes allow
this), but it is not encouraged asiit is open to abuse by relatives and experience shows that
employing a member of the family does not work.

2. Workers have awritten contract: in UK law this does not give them many rights, but it sets our



hours of work, rates of pay, alowed time off, etc.

The user.

The user, either by direct advertisement or with the help of an advisor from PAS (see section
Q).

The user, sometimes with the help from PAS.

The user.

The user, sometimes with the help from PAS.

W
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Belgium

1, 2. The staff have a secondary school diploma and an employee contract.

3, 4. The employer is the non-profit association and, through it, the disabled persons who make
part of it.

5. Thereis no training school for the formation for the assistants. The AV J assistants are trained
directly on their entry into the service. Some demands have been made to the respective
Ministriesin order to put into place trainings following the scheme designed in Hereford.

6. To the minimum, the half of the governing board of the AV J services is composed of the
disabled persons, who are essentially users of the concerned services. This givesto the
members a decisional power about the engagement, the work to be done, and the assessment of
the assistants during a prove period, permitting them areal control on the quality of the service
and on the daily and financial management. This users' involvement and responsibility meet,
for agreat part, the goals described in the Declaration of Madere.

7. The AVJ assistance is given 24/24 In the user’ s private home who lives either alone or with
his family and organises his autonomy.



Thisisthe user who decides the moment where he wishes to receive the assistance and how it
will be given; however, he doesn’t have the choice between the assistants of the team who are
on duty.

Italy

Every person over 18 years of age can become an assistant.

According to the employer, public or private contract: full time, part time, temporary or

permanent collaboration job.

3. Municipalities or Loca Health and Welfare Units that manage the services directly or through
an agreement with social co-operatives of services. The social co-operatives or user
organisations directly. The user or hisher family.

4. Through adirect contact, after an interview or (if public), through public competition.

5. Usually the Regional Government organises two year courses of more or less 720 hours with
theoretical lessons and practical stages. The organisation of such courses is made by Local
Health Units or Cooperatives. User organisations are involved in the elaboration of the
educational programme or to bring forward some lessons or specific themes of the courses.

6. The organisation of the servicesis usually scheduled by the organisation responsible for the
delivery of the service. There are controls made by Local Authoritiesif the serviceisdelivered
by aprivate or voluntary organisation. The supervision is made by social workers or by any
other person responsible of the service.

7. The"fedling" between user and service provider is taken into account by the responsables of the

N



services.

Finland

Anyone can work as an Assistant, including afamily member although thisis not encouraged.
A written contract. The law gives specific rights to workers such as time off, holiday pay,
Insurance, minimum wage.

The user

The user. Advertisements and employment agencies can be used.

The user while the assistants are at work.

The user.

Yes.

N =
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Sweden

Anybody. organisation, company or person can deliver services. There are no requirements as to
qualifications. Only limitations relate to age (> 1 8) and the total number of hours worked during the
month (Swedish labour laws).

Employment contracts (agreed between unions and employers) can be full or part time, monthly



employment and severance payment at end of employment or payment per hour.

Socia Insurance funding can be used to purchase services from a provider (local government, private
company or user cooperative). In this case the provider is the employer of the assistant. An individual
user may start up their own company which is, then, the employer.

The service provider. Often users can express their wishes as to which assistants they prefer. In some
models (e.g. STIL) theindividual user is solely responsible for recruitment. The individual user can
advertise in any way.

In STIL’ s user co-operative the individual user is responsible for training assistants according to
individual users need. The only common training isin ergonomics (lifting). Users either use
experienced assistants to train new ones or, as recommended by STIL train each assistant themselves.

In STILs user cooperative model the individual user is solely responsible for scheduling, supervising,
motivating and retraining assistants.

STIL alowstheindividual user full freedom over the recruitment and scheduling process. It isup to the
user to decide who will work, when and with which tasks.

Questions

C. Support for theindividual p.a. user



1. How are usersinformed about program and their rights?

2. Lega aid for usersin disputes with funders, assistants, service providers?
3. Training of p.a. users.

4. Support of p.a. usersin conflicts with assistants.

5. Support of p.a. userswith intellectual disabilitiesin managing their service?

Answers

France

Not informed except through an individual step.
No.

No.

No.

Y es, within a continuation service.

agrODOE

Austria



1. They must seek information, look for advice and help themselves.
2. None known.

3. None Known.

4. Socia Services, private organisations.

5. Thereisnone.

United Kingdom

1. Usually by the p.a. advisory service (organisation of disabled people). Sometimes by the care
manager (employed by the local authority).

2. No automatic legal aid; can use PA advisory service, and local authority complaints process; is
possible to challenge local authority in court but it isa complicated procedure and there are only
afew usersto do this.

3. The best schemes are supported by a persona assistance advice and support service, (PAS)
always run by organisation of disabled people. They provide training for usersin self
assessment, budgeting, managing workers etc. Many PAS provide payroll service (GAO).

4. PAS service will help mediate disputes, support users in managing workers.

5. PAS service will ensure advocacy available when needed.

Belgium



1. The service convention processes the rights and the duties of the users as well as the modes
of the work execution. The AV J assistants are submitted to aworking regulation which putsin
value, between other, the AV J service philosophy.

2, 4. In the case of aconflict, both parties must attempt to find a solution; if it is not possible,
the service responsible or else the members of the Governing Board will intervene according to
the importance of the problem.

3, 5. Thereisno formation for the users. Every person must be capable of managing his life
independently and his assistance demand to the service (no user with intellectual disabilities).

Italy

1. Each Municipality has the obligation to promote the service with any kind of resources. Many
times, to avoid mistakes or lack of information, voluntary associations promote the extension of
the services.

2. Thelargest Municipalities, but in all Province Councils there are "Right of the Citizens Offices’.
Usually the citizen goes directly to hisher Municipality.

3. At the moment there are few experiences (like Prisma’ s independent living courses). in which
in the educational programme, thereis also the training of users.

4. Asabove and user organisations.

5. Asno.3 above and user organisation.



| celand

Regional offices have the role of informing all disabled people about their rights and programs
available. Various disability organisation inform their members about their rights.

Thereisno built in right to legal aid. Some disability organisations provide legal aid.

L ow-income persons can get legal aid paid by the local social services.

Until now thereis no specia training of p.a. users.

Disability organisations support users. Region offices have the contradictory role of providing
service and supporting the users.

Relatives often take the role of deputy. Disability organisations also have a strong supporting
role.

Finland

1. The independent Living Centres and some other disability organisations spread information
about the system.

9. The ILC in Helsinki has alawyer who specialisesin this.

8. The ILC organises courses for PA users where they are informed about their rights, shown



how to assess their needs and informed about the duties of an employer (e.g. Accounting).
4. The ILC' s have various forms of peer support for this such as discussion groups and a
telephone service.

5. Does not exist.

Sweden

The LASS law chargeslocal governments with the task of informing persons who might be eligible for
the payments. Also, disability organisations inform their members about the program and their rights.
STIL conducts courses, distributes literature and has staff to answer questions during office hours.

According to Swedish law legal aid to low income persons cannot he granted when the persons appeal
against Social Insurance decisions. Some disability organisationsincluding STIL do have staff on hand
who will assist theindividual to appeal against decisions.

Is not legally required but membership of some user controlled cooperatives (e.g.. STIL) requires
members to graduate from a’ supervisor course’ which prepares the user for becoming a supervisor of
his/her assistants.

STIL members have access to support from staff consisting of experienced PA users. Peer group
support sessions are conducted on the most frequent problem areas with assistants. Thereisalso a
"buddy’ system where inexperienced members are linked to experienced PA users.

In STIL there are anumber of members with intellectual disabilities. In most cases alegal representative



(often arelative) will take on the function of recruiting, training. supervising assistants. In some cases
where this support has not been strong STIL has tried to assist with a’ deputy supervisor’ the deputy
supervisor is, in turn, supervised by STILs own staff.

Questions

D- Evaluation

1. What are the problems with this particular solution?
2. How can this p.a. solution be improved?

Answers

France

1. Everything hasto be donein that field.



Austria

1. The"careadlowance" does not enable financing al the help needed. Families still have to supply
the majority of support. Users cannot choose or train their assistants.
2. By user co-operatives and peer support.

United Kingdom

The current problem islegal bar to direct payments. It is hoped this will be soon be removed. The other
major problem islack of consistent provision across the country. Each local authority can choose
whether to offer aPA scheme and if so,. how to arrange it, also getting full costs of being a good
employer isvery hard.

Personal assistanceis currently limited to asmall group of users. Thereis aneed to make the idea more
well known. We need more PAS services to support independent living. Many schemes bar older
people need more experience in this age group, maybe new sorts of PA service. Standards need to be set
for PAS services.

Belgium



Italy

1. The problems which have been met are the following

The personal assistant regulation is not recognised (which gives alimit into the choice of
candidates : staff without qualification by lack of financial means).

The lack of assistants training, as well as the qualification level isadifficulty for a good
performance of the servicesin the regions of Brussels and Wallonie.

Thelack of userstraining does not encourage them to take responsibilities within the non profit
association.

The AVJassistanceis only given in the user’ s home and in the immediate environment. No
assistance is foreseen to the outside, at work, during leisure time. That iswhy in Flanders, a
complementary budget is wanted in order to benefit of an assistance outside of the dwelling.
The environmental accessibility isrealy limited or missing (sidewalks, transport, stores).

1. Atthismoment in Italy, thereisno service of p.a. as denied in many European countries. The

description and evaluation made in the previous points are on the service of domiciliary
assistance, delivered both to disabled people and the elderly. We can have many examples of a
servicethat isvery smilar to aservice of p.a. The problem is that the users has very little time -



some hours per day or even less (some hours per week). In fact, the services are till very far
from what we consider p.a. (the user chooses directly the assistant), but more and more
domiciliary care services, with its polyfunctional figuresis giving an answer to the needs also of
the disabled. The new Framework Law on disability takes into account the p.a. service: now it is
timeto start it and user organisations are planning an important role in promoting it (also
managing innovative experimental services).

2. The Domiciliary Care serviceis guaranteed in most of the county. More and more this service
is being developed in order to give more autonomy to the user of the service (elderly first, and
then disabled). There isaneed to start with services of p.a. on an experimental basis. In paralléel
training courses for the users must be developed. Some user organisations and some local
authorities are moving in this direction.

| celand

1. The personal assistance system was legislated in 1992. It is by no doubt avery important step
in moving from institutionalisation towards an independent life. In Iceland local authorities and
Regional offices have taken a central rolein providing the p.a. service. It may be a question of
how successive a "providing of independence” can be. Authorities will always stress the
importance of regulations, controlled money flow, schedules being looked after and so on and
thus take the responsibility from the users.

2. There are yet not many users or users Co operatives employing persona assistantsin Iceland,
but the opportunity is there. Because of a small population (250.000 people) in abigisland with



some 300 local authorities, it will be necessary to find ' Icelandic" models that work for the
benefit of users autonomy and are strong enough to deal with the bureaucracy.

Greece
Description and evaluation of the best Persona Assistance Service in our country

Relating to the report about the description and evaluation of Personal Assistance Servicein our country,
we would like to inform you that in Dodecanses of Greece we do not have such akind of system.

Our experience in the past contains a visit through Horizon Programme at " Centre Studi Prisma’ in
Italy, where two members of our association (a paraplegic person and a personal assistant), had aweek
general training. We were also informed by Prisma’ s representatives at a convention in Rhodes.

We provide a personal assistant model through Social Exclusion’s programme, because our needs of
thiskind of service are various and original. In our territory we aso have to face a concrete conception
about people with extensive disabilities. This conception wants these people and their families locked at
their houses with any way out or opportunity for independent living, education, entertainment etc.

We believe that in Dodecanses we will succeed to adapt this system according to our needs, culture and
possibilities.

Finland



One problem is inconsistency throughout the country. It is up to local government to decide how the
assistance is organised - through the PA system or through more old fashioned systems. We need to
spread information about the system throughout the country.

Another problem is inadequate hours. The Assistance may be given for 40 - 60 hours per week
although area need might be for 80 hours or 24 hours per day. A problem related to thisisthe lack of
Sunday and night time pay. We must make the authorities see that Personal assistance isless expensive
than institutional care.

A third problem isthat it isafairly demanding task to be the employer of a Personal Assistant. Users
need more information and support.

Sweden

Social Insurance: After the age of 65 the user has to turn to local government which often entails alower
quality of life. People with fewer than 20 hours aweek requirement should benefit from the scheme.
Recent changes have removed the right to PA whilst at school or day centre. Those institutions must
now employ staff or use ordinary staff to assist usersin school or day centre hours. We see this as clear
leap backwards.

User cooperative models depend on the wisdom and enthusiasm of leaders. According to its
constitution the management board must be 100% PA users. The scheme may deteriorate if there are
not enough committed board members. t is also difficult to find qualified PA users to employ as staff.
Availability of peer support depends on good and motivated members who work in this field.



Solutions delegates a great deal of responsibility to the individual member and the cooperativeis
therefore quite vulnerable if some members do not live up to their responsibilities and, for example,
mistreat an assistant. If / when this happens the cooperative' s reputation suffers and labour unions might
take action against us.

The rapid growth of STIL hasled to a shortage of *buddies', ’ deputy supervisors', and peer support.
Since STIL respects the right of membersto run their own lives without interference they cannot be
forced to seek help in managing their affairs - aslong as they do not violate other members rights.
Thereisan increasing pressure (from the government) to reduce costs against which STIL lobbies and

demonstrates. STIL isstill inaprocess of growth and its quality will always depend on the members
There hasto bea’critical mass' of members with skills, motivation and solidarity.

Appendice C:

The Strasbour g Resolutions (1989)

Preamble

We, disabled people from The Netherlands, UK, Denmark, Italy, Switzerland, Sweden, France, Austria,

Finland, Belgium, USA, Hungary, Federal Republic of Germany and Norway have come together from
April 12 14 1989 at the European Parliament, Strasbourg, France.



This conference has focused on Personal Assistant Services as an essential factor of Independent Living,
which itself encompasses the whole area of human activities, e.g. housing, transport, access, education,
employment, economic security and political influence,

We, disabled people. recognising our unigque expertise, derived from our experience, must take the
Initiative in the planning of policiesthat directly affect us.

To this end we condemn segregation and institutionalisation, which are a direct violation of our human
rights, and consider that governments must pass legidation that protects the human rights of disabled
people, including equalisation of opportunities.

We firmly uphold our basic human right to full and equal participation in society as enshrined in the UN
Universal Declaration of Human Rights (extended to include disabled peoplein 1985) and consider that

akey prerequisite to this civil right is through Independent Living and the provision of support services

such as personal assistance services for those who need them.

The recommendations of the UN World Programme of Action (115) specifically states that *Member
States should encourage the provision of support services to enable disabled peopleto live as
independently as possible in the community and in so doing should ensure that persons with a disability
have the opportunity to develop and manage these services for themselves."

Resolution 1 of the 43rd UN General Assembly (1988) reaffirms the validity of World Programme of
Action, and Resolution 2 stresses That "special emphasis should be placed on equalisation of
opportunities’

Considering these and similar recommendations from both The European Community and the Council



of Europe and to ensure that disabled people within Europe should have parity of equalisation of
opportunities we stress that these objectives must be achieved.

In support of the international movement of disabled people in Disabled Peoples' International which
has a special commitment to setting up a network of initiatives for Independent Living as part of the
implementation of equalisation of opportunities, we call on governments and policy makers to enforce
the following principles:

1. Accessto personal assistance service isahuman and civil right. These services shall serve
people with all types of disabilities, of all ages, on the basis of functional need, irrespective of
persona wealth, income or marital and family status.

2. Personal assistance users shall be able to choose from avariety of personal assistance service
models which together offer the choice of various degrees of user control. User control, in our
view, can be exercised by all persons, regardless of their ability to give legally informed
consent.

3. Services shadll enable the user to participate in every aspect of life such as home, work, school,
leisure and travel and political life. These services shall enable disabled peopleto build up a
family and fulfil al their responsibilities connected with this.

4. These services must be available long term for anything up to 24 hours aday, 7 days a week,
and on a short term, or emergency basis. These services shall include assistance with personal,
communicative, household, mobility, and other related services.

5. The funding authority shall ensure that sufficient funds are available to the user for adequate
training of the user and the assistant, if deemed necessary by the user.

6. Funding must include assistants' competitive wages and employment benefits, and all legal and



10.

11.

union required benefits, plus the administrative costs.

Funding shall come from one central guaranteed source, and be paid to the individual wherever
he/she chooses. Funding shall not be treated as disposabl e taxable income, and shall not make
the user ingligible for other statutory benefits or services.

The user should be free to appoint all personal assistants, whoever he/she chooses, including
family members.

Lack of resources, high costs, substandard or non existent services shall not be used asa
rationale for placing an individua in an institutionalised setting.

There shall be auniform judicia appeals procedure which works independently of the funders,
providers and assessors, and is effected within a reasonable amount of time and enables the
clamant to receive legal aid at the expense of the statutory authority.

In furtherance of all the above, disabled people and their organisations must be decisively
involved at all levels of policy making including planning, implementation and development.

Appendice D:

The Madera Declaration (1994)

The Philosophy

Rights



Everybody should have the right to personal assistance, as they do to health and to education - thisright
should beincluded in The Maastricht Treaty.

By assistance we mean the following:

Assistance given by aworker in the activities of daily life which the disabled person cannot do
because of his’her disahility.

For the physical/sensorily disabled person the assistance means assistance directed by the
disabled person e.g.: getting up, preparing meals, travel to work, support at work, accessing
community facilities, participating in asocia life.

For a person with intellectual disabilities the assistance may also include guidance (e.g.: utilising
public services, budgeting) by a person of their choice.

The group agree that every country should include such rightsin their laws or constitution.

Choice
Every disabled person should have afreedom of choice.
Should have avariety of possibilities (e.g.: institution, Assistance in daily living, agencies or others).

To be able to be free to choose and enter into mutual agreements without compromising their autonomy.



Participation

The disabled person’ s participation includes:
To have histurn to speak, to witness, To communicate

To intervene and to interfere in the organisation of the services which concerns
® his body;
® hishouse
® The community

To act asacitizen

Self Determination (autonomy)

Living ones own life and having personal goals

Determining and defining ones own needs

Living ones own life without being excluded by a disability

Responsibility

To accept the consequences which arise out of free choice - these consequences apply to:



® His/ her body
® Family
e Community

Control

Personal assistance budget: Disabled people must be able to set the priorities, to control and to be part of
the decision making process in the use of public finance.

Personal assistance: The disabled person must be able to be aresponsible employer, recognising their
rights and duties. Thisincludesthe right to direct the personal, the assistant, and ensure that the quality
of the serviceis satisfactory.

The services which may act as an agency for personal assistants: the disabled person must have The
power to control and to be included in the management of the service in order to ensure that the service
has the quality that the disabled person requires.

The means of control need to be clear and defined in consultation with the disabled person. There need
to be clear boundaries, demarcation of responsibilities and relationships between those invol ved.

To thisend there should be clear bilateral contracts between he disabled person (the consumer) and the
provider.

Disahility isasocial phenomenon created by inaccessible environments and negative attitudes.



Society must:

accept and value difference
recognise that specific needs exist
recognise that those needs are also of positive value to society
be inter-dependent and take responsibility
accept that the right to dignity, for compensation for disability, to education and employment
require Personal Assistance
Provide the meansto do the above:
- material / equipment
- people
- finance
- in order that the disabled person may inhabit and enjoy their bodies and minds, house
and community

The group also identified three other fundamental rights:
® To have the means of being equal

® To haveaprivate and confidential life
® To beableto takerisks

M eans

Recognition of role of personal assistants



Assistance which compensates for the disability and is under the control of the disabled person.
e.g.: Independent Living Fund (UK), Cellules AVJ/ Fokus (Belgium), Cooperative (Sweden)
Personal Assistants must have:

® Proper job

® Proper wages and conditions

® Employment protection

® Meansto pay for insurance, holidays etc.

| nformation

About how to achieve independence

About the options available

About rights (advocacy)

Peer counselling - disabled people providing information in collaboration with professionals
Sharing information between countries

Good quality of information



Training

To develop training centres for disabled people working towards independent life.

For the disabled person

For parents/ family

For the community

For PA’s - by disabled person, ongoing, basic and specific (To individual employer)

For professionals - about the philosophy of independent living as part of professional training.
About the best way of providing agood quality personal assistance service (mutual respect,
confidentiality, health and hygiene, lifting techniques)

Finance
Income to cover daily needs (from employment or benefits/subsidy) separate from:

® |ncome for expensesincurred as aresult of disability (Not meanstested, 24 hours per day if
necessary and untaxed)

® Income to fulfil family responsibilities

® Should not depend on family income

® Direct payments should be possible if wanted.



The working party recommends that this allowance is treated as a high political priority and that
sufficient means are assigned.

L egidlation

The group agrees that a European / National / Regional "regulation” would be the best guarantee of
ensuring that disabled people have access to persona assistance.

That there should be European / National | Regional commission to monitor standards and evaluate the
quality and effectiveness of personal assistance.

The legidation would also clarify the workers rights and responsibilities and the different types of
practices which improve the autonomy of disabled people.

The group agrees that the administration of the rules of accessto personal assistance should be separated
from the agencies which fund personal assistance.

That there should be a separation of functions between resources available and assessment of need

Others

This points hereafter are of main importance for an independent life in the community but haven’t been
treated here as they are making subject to the working meeting of other groups of HELIOS I1:



® Adapted architecture
® Equipments compensating the deficiency
® integration in the community

- transport

- employment

- leisure time

- education

Recommendations
Recognizing the personal assistance

Governments to recognise and give priority to personal assistance as away of improving the integration
of disabled people

The EEC and National governments need to recognise and prioritise the role of Personal Assistance as
an essential factor for the integration and emancipation of disabled people.

Transferability

The exchange of information and examples of good practice between all member statesto promote and

accelerate the process of the achievement of autonomy for all the disabled citizens of the European
Community.



It is accepted that the same philosophy and principles will apply but that each country will need to find
different solutions (subsidiarity)

Protect and enlarge budget for services for disabled people

The working group wishes that this allowance for persona assistance is recognised as a political priority
and the sufficient means are assigned.

Job creation The use of personal assistants will increase the possibility of local employment.

Strategy to Promote our Recommendations

Ontwo levels:

® At government level - Europe wide
® Through networks of disabled people - the consumers
- Through collaboration between disabled people and professionals
- Use media
- Show disabled people in activerole
- Positive images can lead to positive action e.g.. Employment opportunities
- Rolein family



Appendix E:

TheHereford Paper on Training of PA Usersand PA’s (1995)

Training of PA's

Training of PA users

Handling and lifting

Handling and lifting techniques

Health and safety Health and safety

First Aid Self asseniveness

Food hygiene Self assesment of needs
Peer counselling

Respect of private life and confidentialty Communication skills

Communication: to listen and to make oneself heard Recruitment:

Interview techniques
Job descriptions
Person specification

Application forms




Training in new technologies

Employment law and legidlation
Payment of wages, sick pay
Insurance contributions
Pensions
Disciplinary processes
Holidays
Management
Contracts
Polce chocks
Equal opponunities

Nonmedica and elementary knowledge of different kinds
of disabilities and their practical and daily consequences

Assesment of the PA
target setting
Independent advocacy
services, self advocacy

Knowledge of the reasons for the existence of the work

Human resource management and
negotiation

Definition of the boundaries of responsibility (contract)

Money management

Practical experience and training in communication skills

Use of technology
Time management,
rotas

Awareness of rights and obligations

Peer group support

Reflection on motivation

Ethics




Training for both PA users and PA’ s have some common elements, these are:

Better definition of the goals of the training in order to achieve clarity of role
The training starts and ends with the needs of the PA user

There should be an emphasis on good communication

Both parties must be clear about their expectations

Training should be evaluated regularly

There should be a code of practice and mutual respect

The motivation of the PA should be evaluated

Agencies should be able to provide training where PA users have learning difficulties who don’t want to
take responsibility

The PA user should control his’her PA’s training scheme

The training should be part of an EEC vocational training qualification.



