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1. Introduction

Giving disabled people control over their own lives by providing them the opportunity to steer their
own support: that is what direct payment is all about. This implies that disabled people directly
receive the budget for their support instead of the government funding the care providers. With this
budget, disabled people may engage their own personal assistants. In that way they (or their legal
representatives) become budget holders, but also employers. It enables disabled people to shape
their own lives in an independent way.

That is the philosophy, which underpins the Personal Assistance Budget as it was implemented by
decree in Flanders in 2000. Many years of lobbying had preceded that achievement. The activists of
Independent Living Flanders have consistently referred to those countries where the system of direct
payments was already in use and where it had revealed to be successful.

Ten years later, we now have the Expertise Centre Independent Living. We research the functioning
of direct payments in Flanders and abroad. We also gather and publish existing information, because
knowledge is power. Principles matter of course, but if you are able to underpin principles with facts
and figures you stand more firm in the debate.

Take for example figures on the cost of direct financing. Or look at good practices in countries where
direct payments are already a well-established system. After having documented the situation in
eight different European countries (2008), we decided to concentrate on the Netherlands and
Sweden.

The Independent Living Institute (ILI) has written this report on the Swedish situation on our demand.
We gave ILI a list containing questions and topics on hot issues in Flanders. What is the legal
framework? How does the assessment take place? What is the assistant's statute? What are the
experiences with private enterprises? In this report, Kenneth Westberg answers these questions. He
has written this report under the guidance of PhD. Adolf Ratzka. Suzanne Berg has translated the
document into English. Davy Gaeremynck has taken care of the Dutch translation. We thank them for
the work and their contribution to the realization of this report.

We hope that this report will incite you to learn even more about this interesting subject, for this is
what we plan to work on during the following years.

Elke Decruynaere — Juliska Van Hauwermeiren — Peter Lambreghts,
Collaborators of the Expertise Centre Independent Living

. Vlaanderen met steun van het
Met dank aan '" LG L Agentschap Ondernemen
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2. General Introduction to the Reform

In 1994, personal assistance became a legalized right in Sweden. Persons with extensive disabilities
were granted direct payments. Then onwards, they could purchase personal assistance services
through either the municipality or the Social Insurance Agency. The situation of persons in need of
personal assistance services before the reform, as well as the events leading up to the legalization,
and the role of the Swedish Independent Living movement its origins have been described
elsewhere.

The purpose of the reform is to provide assistance during everyday activities, so that individuals with
extensive disabilities can live like others in the community. The aim is to enable a “good quality of
life” and to cater to the individual’s needs and preferences. The assistance user has the right to
choose who is to work as a personal assistant, but s/he may also decide on when, how and where the
assistance is provided, and who employs the personal assistants.

Benefits under the legislation are based solely on the individual’s need of personal assistance and are
not means-tested, i.e. not dependent on assistance users’ or their families’ income and wealth.
Payments do not constitute taxable income.’

2.1. Who is Eligible to Receive Personal Assistance?

Persons can be eligible for personal assistance, if they belong to one of the three groups specified in
the Act Concerning Support and Service for Persons with Certain Functional Impairments (LSS):

1. Persons with an intellectual disability, autism or a condition resembling autism;

1. Persons with a significant and permanent intellectual impairment after brain damage in adulthood
due to an external force or a physical illness;

2. Persons who have other major and permanent physical or mental impairments which are clearly
not due to normal ageing and which cause considerable difficulties in daily life and consequently
an extensive need of support and service.

In addition, people have to require assistance with at least one of the following five fundamental
needs:

1. Personal hygiene

2. Eating

3. Dressing and undressing

4. Communicating with others

5. Other help, which requires detailed knowledge of the person’s impairment

Persons who need 20 or more hours of assistance per week for these fundamental needs are entitled
to personal assistance payments from the Assistance allowance Act (LASS). Payment for personal

! SFS 1993:387; SFS 1993:389; Socialstyrelsen (2009a)



assistance from LASS is provided through the Forsakringskassa [Social Insurance Agency]. Persons
who need less than 20 hours of assistance per week can apply for personal assistance services or
direct payments to purchase services from their local municipality under LSS.

In addition to the assistance hours for the fundamental needs, individuals receive payments for the
purchase of additional assistance hours for activities such as assistance for household chores, at
work, caring for one’s children, during leisure time or when travelling. LASS can be regarded as an
appendix to LSS, designed to reduce municipalities’ costs. Municipalities, however, are responsible
for covering costs for the first 20 hours per week, irrespective of whether an individual has personal
assistance under LASS or LSS. This is a pure administrative transfer of costs and does not involve the
individual assistance user.

In case a temporary increased assistance need is not covered in the assistance user’s original
decision, the municipality can grant additional assistance hours. Additional hours can be granted for
temporary illness, vacations or tasks at work that require more assistance. Also, assistance users can
apply with the municipality for payment of accompanying assistants’ entrance tickets to events,
meals, accommodations and transportation when travelling. When assistance needs change
permanently, individuals can ask for a reassessment.

There is no minimum age for eligibility for personal assistance payments or services but the
maximum age for eligibility of assistance payments under LASS is 65. Persons who received LASS
payments at a younger age remain entitled after 65. The same applies for personal assistance
services or payments for such services provided under LSS from the municipality.

2.2. How is Personal Assistance Provided?

Users who receive their assistance allowance from LASS can choose to purchase assistance services
from their municipality, from private for-profit companies or employ their personal assistants
themselves individually or collectively by joining a users’ cooperative. Users who receive their
assistance allowance from LSS can choose to have their personal assistance provided by the
municipality. They can also choose to receive direct payment from the municipality, and purchase
assistance services from private for-profit companies or employ their personal assistants themselves
individually or collectively, in the same manner as users who receive their assistance allowance from
LASS.?

Users who receive their assistance allowance from LASS have a right to receive payment from
municipalities covering the costs (i.e. sickness benefits) arising from personal assistants’ illnesses.
This is viewed as a part of municipalities” fundamental responsibility for assistance, as it is their
obligation to provide assistance services for users who do not choose another way of delivery.*

2 Socialstyrelsen (2010a); Férsakringskassan 2003:6 ver.5

3 Forsakringskassan 2003:6 ver.5
* SKL (2006)



2.3. What is the Size of the Assistance Allowance/Direct Payment for
Assistance? What are the Required Accounting Methods?

Assistance allowance is provided according to a flat rate per hour, which is revised yearly. In 2010,
the hourly sum provided is SEK 252, approximately € 24.8 (exchange rate according to xe.com at
2010-03-01). The yearly revised rate is set to cover 100% of the costs of the assistance user’s
assessed number of hours. The flat rate is the same for all recipients throughout the country,
regardless which service provider the users choose or if they employ their assistants themselves.
When greater expenses can be shown (for example due to many hours or need of specially trained
assistants) a flat rate up to 12% higher can be applied for.

Funds are paid in advance. The assessment of assistance hours is based on the needed average per
month. However, this decision is based on the sum of hours during a six-month period, after which
the recipients are required to account for their use. Recipients of the payments need to show that
they actually have used their hours, by supplying time sheets signed by their assistants. Persons, who
employ their assistants themselves or who receive higher flat rates, also have to account for the
spent funds.

Assistance hours can be used flexible within the six-month period. According to the assistance user’s
needs and wishes, the sum of used assistance hours can vary monthly, provided that the total
amount during the six-month period does not exceed the hours granted. Funds, which are provided
for assistance hours and which are not used within the account period, return to the
Forsakringskassa [Social Insurance Agency]. Assistance service providers are paid by the user for the
number of assistance hours delivered. Any profit is subjected to regular taxes.

While assistance allowance provided under LASS is regulated in detail, direct payment for assistance
services from the municipalities under LSS is not. It is not controversial, but the government expects
to regulate the work of a government agency, such as the Forsdkringskassa [Social Insurance Agency]
in quite some detail. The municipalities, however, are local political units with the power to issue
local taxes and govern areas of responsibility assigned to them. The municipalities are defined as
local self-government in the Swedish Constitution. Of course, their activities are executed under the
laws, but for the government to place obligations on municipalities as separate democratic units and
to regulate the manner in which they fulfil these obligations, are two separate things.

In principle, there should be no difference for the individual when it comes to receiving payment for
personal assistance either from the municipality (LSS) or from the Foérsakringskassa [Social Insurance
Agency] (LASS). The municipalities should provide payments covering ‘reasonable costs’. According
to Socialstyrelsen [National Board of Health and Welfare], this should amount to the same sum
provided by the assistance allowance under LASS, i.e. app. €24,8 (exchange rate according to xe.com
at 2010-03-01).

The Forsakringskassa [Social Insurance Agency] issues guidelines (not binding) for the use of the
payments. Assessment of hours by means of a flat rate system was introduced in 1997. The size of
the flat rate is decided on recommendation by the Forsakringskassa [Social Insurance Agency] and



Sveriges Kommuner och Landsting, SKL [Swedish Association of Local Government and Regions].
Approximately 87% of the benefit has been dedicated to salaries and employment-related costs. The
final 13% of the flat rate is divided into different types of costs that can differ due to the individual
assistance users’ life. This is based on an average sum to cover costs that arose before the flat rate
system. The sums are updated yearly on recommendations from the Forsakringskassa [Social
Insurance Agency] and Sveriges Kommuner och Landsting, SKL [Swedish Association of Local
Government and Regions], taking into account their experiences of actual costs.

85-87 % is spent on direct and indirect labour costs, including remunerations, employer’s social fees
and wage taxes, pensions and other costs stipulated by trade union agreements such as workmen’s
compensation, sick leave and similar insurances and taxable benefits.

5-8 % is spent on administration of personal assistance services, including costs for running and
maintaining an office, equipment and material, travel, certified public accountant, company
insurances, membership fees in employers’ and trade associations, etc.

2-3 % is spent on training for assistance users, personal assistants and office staff such as courses,
trainers and the supervision of personal assistants.

1-2 % is spent on measures for safety and work environment, the staff’s health and well-being, a
staff room, basic equipment, beverages, soap and lotion, etc.

1-2% is spent on the costs of accompanying assistants when outside the user’s home, such as
entrance tickets, transportation, meals, etc.’

Generally, personal assistance can be granted for up to four weeks when users are hospitalized.
Longer periods are possible when the nature of one’s disability makes the assistance relevant in the
hospital, e.g. when a limited number of persons with intimate knowledge of the person’s needs is
imperative or when the person’s ability to communicate depends on a limited number of people who
have learned to interpret the person.®

2.4. How many Individuals Receive Assistance and which Providers do they
Choose?

For October 2009, the Social Insurance Office reports 15,710 persons entitled to the Social Insurance
Office’s payments for personal assistance under the LASS Act. Of those persons, 48,6% chose the
municipality as provider, whereas 37,7% chose private assistance companies, 10,8% opted for a
users’ cooperative and another 2,8% employed their assistants by themselves. The figures for private
firms have risen since 1994 at the expense of the municipal and cooperative providers. The average
number of assistance hour used was 110,24 per person and per week. An additional 3,500 persons

> Forsakringskassan 2003:6 ver.5
®SFs 1993:1091; Forsdkringskassan 2003:6 ver.5
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had personal assistance from municipalities under the LSS Act. No breakdown as to provider category
is available for this group.’

Approximately 70,000 persons worked as personal assistants in Sweden in October 2007,
corresponding to approximately 45,000 full-time positions. The number of assistance users in
October 2007 totalled 18,167 under both the LSS and the LASS acts. Also for October 2007, the
number of assistance providers (companies and cooperatives) was estimated at 450, which included
organizations with 1 and some over 1,000 clients.®

2.5. What are the Antecedents to Personal Assistance in Sweden? How was
it Introduced?

In an article published 1982 Ratzka, who had direct payments for personal assistance during his
university studies in the US, introduced and defined the term “personal assistance”. He argued for
direct payments for personal assistance in the form of expanded handikappersattning [disability
allowance]. This was an existing benefit by the Forsakringskassa [Social Insurance Agency], and it was
intended to compensate individuals for the additional costs of living due to disability. The additional
cash payments would replace services in kind delivered by municipalities in the form of cluster
housing such as Fokus and municipal home care services. With an amount corresponding to the
municipality’s costs for the individual’s current cluster housing or municipal home care services,
Ratzka suggested, users would be able to purchase their services from competing service providers.
Users who are unable or unwilling to contract service providers or to employ their assistants
themselves, should be able to contract municipal services paying with their funds from the
Forsakringskassa [Social Insurance Agency]. Among the advantages for assistance users would be
freedom of choice, improved service quality as result of competition among service providers,
increased self-determination as well as geographical and social mobility.” In 1983, Ratzka organized a
conference in Stockholm introducing the philosophy and approach of Independent Living to Sweden.
In 1984, he initiated the founding of the first Scandinavian Independent Living organization, STIL
(Stockholm Cooperative for Independent Living), and a pilot project with the goal of realizing
personal assistance services for STIL members.™

Situating the concept of personal assistance in a wider context, STIL introduced concepts that were
largely new to Swedish disability politics and the Swedish welfare state at the time. These new
concepts were self-determination, self-representation through organizations run and controlled by
persons with disabilities, de-medicalization, de-professionalization, de-institutionalization and
discrimination.™*

7 Forsakringskassan (2010); Socialstyrelsen (2009c)
® SOU 2008:77 pp.19-22

° Ratzka, A. (1982)

1% Berg, S. (2008); Ratzka, A. (1986)

! Ratzka, A. (1989)
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After several years of campaigning for personal assistance and tirelessly pointing out the
shortcomings of cluster housing and municipal home care services, STIL could start its pilot project in
January 1987 with 23 participants. The Ministry of Health and Social Affairs under the leadership of
its Social Democratic minister Bengt Lindqvist agreed to finance part of the project’s administrative
costs, after which the reluctance of the City of Stockholm eased. STIL functioned as a subcontractor
to the City of Stockholm, delivering personal assistance services to cooperative members who took
part in the pilot project.*

STIL, as employer of the assistants, calculated and paid assistants’ wages, withheld taxes, paid
employment fees and insurances as specified by union agreements. The cooperative also managed
contacts with the municipality, the trade union, the media and politicians. Tasks essential for the
quality of services, such as recruiting, training, scheduling and supervising assistants, were delegated
to the individual member for maximum control and influence over service quality at a minimum of
paper work. To prepare members for their supervisory role, STIL offered training and support both
individually and in groups based on peer support. The vast majority of the office staff were personal
assistance users. Only users were eligible to serve on the cooperative’s board. Members’ assistance
needs were assessed by staff of the municipality’s division of home care or cluster housing services,
and expressed in a number of hours per month. The number of hours was then multiplied with the
flat rate per hour, which the municipality and STIL had negotiated. This amount was paid in advance
to STIL on behalf of the member.

During the pilot project, STIL developed a system of internal rules and regulations delineating the
division of responsibility between cooperative and member, suggesting control mechanisms to the
City. Much of this system was taken over by LASS, such as the concept of expressing assistance needs
in terms of hours (as opposed to needs categories), time sheets signed by assistants as proof of how
funds were used and the ability to save hours and funds over a twelve-month period for maximum
flexibility. The pilot project showed the viability of STIL’s vision, gained considerable political
acceptance and raised interest in other parts of the country as well as abroad, particularly in Norway.

The pilot project was evaluated by external research showing that personal assistants employed by
the cooperative experienced half the physical and emotional stress that a comparable group of
workers reported in the City’s cluster housing facilities. Seventy-five percent of the assistants had
interests in common with the person they worked for (as opposed to 25% of the staff in cluster
housing); 90% of STIL workers considered it crucial that assistance users are able to choose their
assistants (as opposed to 30% of the staff in cluster housing). Eighty percent of the STIL assistants
considered STIL to be the best service delivery (as opposed to 30% of the staff in cluster housing)."

After two and a half years, STIL asked the City of Stockholm to discontinue the pilot project and
instead give all people in need of personal assistance the permanent possibility to join STIL or to form
new assistance user cooperatives. The social services administration in the City of Stockholm was
sceptical against services shaped and run by STIL. The City suggested compromises that would have
entailed more control by the social service administration over STIL's proposed activities. An early

2 Berg, S. (2008); Ratzka, A. (1990); Ratzka, A. (1993)
B Gough, R. (1994)
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response, which also was shared by many people in the disability movement, was to run the project
within the City of Stockholm’s department of social services, within the existing system. STIL declined
and avoided these concessions, afraid to lose control over the project and also refusing compromises
on its concept of self-determination.

In July 1989 and with the majority of a single vote, the City adopted a proposal granting inhabitants
of Stockholm the right to receive direct payments and organize their own assistance. Other
municipalities followed Stockholm’s example and several new cooperatives were formed in
Stockholm and other parts of the country, many of which copied STIL’s approach and received
training and financial support from STIL.**

2.6. What were the Arguments Pro and Contra Personal Assistance?

Privatization leads to bad services and exploitation

In the middle of the 1980’s, privatization entered the political agenda. By privatization we mean the
rise of private organizations delivering services which traditionally had been provided by public
monopolies. Pysslingen, the first private day care centre and day care centres run by parents’
cooperatives, fought a long uphill battle before they finally were able to start in 1983. The
privatization of service provision was perceived as a threat by the political left, which included the
ruling Social Democratic Party. According to these sentiments — which are to some extent still
present today - only providers of health and social services owned, run and controlled by
government entities are able to guarantee general welfare. Private operators were accused of
profiting on vulnerable people’s needs at the public’s expense.

The labour unions also feared that their members would be exploited. Kommunal [Swedish Municipal
Workers’ Union] felt threatened by the prospect of disabled people employing their assistants and
exploiting them under poor working conditions. In addition, they foresaw difficulties in organizing
and protecting union members who were employed by assistance users and worked in their home,
instead of in municipal organizations including the semi-institutional cluster housing.

“The disabled will ‘eat up’ their employees”/---/ They are completely unable to understand that their

employees have a private life too.”*

STIL, a not-for-profit membership organization, countered this negative view by pointing out that it
was a cooperative and, thus, part of a long and proud tradition of cooperatives started by the labour
movement such as cooperative building societies, credit unions, funeral societies or food chains. In
negotiating the original contracts with municipalities, STIL received important legal assistance from
the Swedish Cooperative Development Agency through a seconded lawyer. The Swedish Folkhem
[People’s home] harbours two separate trends of providing social security and services: in kind
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service provisions regulated and provided by the social services under the municipalities; and direct
payment support provided by the government through the Forsakringskassa [Social Insurance
Agency]. STIL argued that direct payments were a part of Social democratic ideology, referring to the
Social Democratic Minister Gustav Moéller, who is credited for introducing the present Swedish social
security system in the late 1940’s. Moller was known to favour cash payments as part of the social
insurance system over services in kind. He propagated welfare benefits in cash, administered by the
recipients themselves.

To counter arguments from Kommunal [Swedish Municipal Workers’ Union] on the exploitation of
personnel, STIL argued that its system relied on assistants’ and assistance users’ voluntary and
mutual consent. In effect, they chose each other, which was in stark contrast to the municipalities’
home care services or cluster housing services ran by the principle that “anyone has to work for
anyone” and where neither workers nor clients had a choice in this respect. *

Personal assistance an elitist solution

Another argument against STIL’s initiative was the notion that the solution was only for an elite of
persons with mainly physical disabilities, since it demanded involvement, time, energy and skills of its
members. Several disability organizations as well as civil servants within municipal social service
departments voiced their concerns that cash payments for personal assistance might improve
services for the strong at the expense of the less assertive assistance users. No evidence was
provided for this claim.

Regarding the elitist argument, STIL took the position that, as in all innovations, it takes pioneers to
break new ground, test it and lead other people who are ready to follow their example. Thus,
pioneers were needed to demonstrate the viability of STIL’s vision against resistance from the
municipal administration and the disability movement. The subsequent development of LSS and LASS
is evidence that direct payment for personal assistance, while pioneered by a few, is a solution for all.

STIL also countered the accusation of being elitist by pointing to its considerable efforts of training
and supporting members in their management role, emphasizing the fact that education and self-
improvement through mutual efforts had always been one of the cornerstones of the Swedish
cooperative movement. According to STIL no service solution should be ruled out because not
everybody was willing or able to use it. People, including assistance users, differ from each other in
many aspects including family situation, assistance needs, physical and mental capabilities and all
should have the right to choose freely their preferred solution as long as their choice did not affect
other assistance users negatively.

Foreseeing the elitist argument, STIL had been keen to include children with assistance needs and a
young man with Down’s syndrome in the pilot group. For these members, STIL developed a solution
consisting of either legal guardians or especially trained and supervised personal assistants who
complemented the assistance user’s abilities and assisted him or her in carrying out the customary
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tasks of STIL members such as recruiting, scheduling, training and motivating assistants. For the
record, in 2009 forty percent of STIL members belonged to this group. Another Swedish cooperative,
JAG, based on STIL’s model, is fully composed by persons who cannot carry out these functions
themselves."

Abuse of public funding

There was also initial concern about the risk of misappropriation of public funds or mismanagement
by disabled people - sentiments that to some extent still can be sensed in the public discourse.

According to STIL, its model did not involve higher costs of services to the public — most likely
considerably lower costs — and it relied on fewer municipal administrators whose functions were now
being taken over by STIL members. Thus, more municipal staff resources were made available for
municipal clients who needed more help. Once the pilot project after long and careful preparations
was running, it became apparent to all persons involved that STIL was capable of handling large funds
professionally. In an op-ed article in 1990 in the largest Swedish daily morning paper, STIL provided
cost figures to prove this point.*®

2.7. How did the Established Disability Organizations Teact to the
Introduction of Personal Assistance?

In defence of boendeservice [cluster housing].

The biggest resistance against personal assistance came from the disability movement, notably from
the organizations, among them: DHR — Forbundet for ett samhalle utan rérelsehinder [DHR — the
association for a society without disabling mobility — formerly The National Association of the
Handicapped]. They had invested energy and prestige in the Boendeservice solution (cluster housing,
seen as an improvement over original Swedish Fokus Housing). Boendeservice [cluster housing]
combined accessible flats with dedicated home care services. Flats in ordinary residential areas,
often within one building or housing complex, were adapted, assigned through the social services
and rented out to persons with disabilities who needed personal services. Services were then
provided to the tenants by a group of home care workers located in a facility nearby. These were
viewed as part of the municipal home care services. Persons with disabilities living in boendeservice
[cluster housing] shared a dedicated personnel group.

Cluster housing inmates had complained for years about lack of control over their daily lives; they
suffered humiliation because of having to accept assistance — even for the most intimate bodily
functions — from literally any male or female worker; and they encountered mobility restrictions,
which made assistance possible only in one’s home, i.e. “house arrest” as STIL has disrespectfully
called it. DHR’s answer to these valid complaints was to demand Forstarkt Boendeservice
(“reinforced” cluster housing) from the municipality, i.e. “more of the same” in STIL’s interpretation.
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While DHR saw the solution in more staff training, STIL demanded power and self-determination for
the individual who could be achieved by employing personal assistants, and self-representation for
persons with disabilities as a group. STIL also argued that DHR’s national chairperson, its director and
a large number of board members, were not fit to have any views in the matter since they, as non-
disabled persons, had no first-hand experience of living in cluster housing units.*

Boendeservice [cluster housing], as far as STIL members were concerned, should be seen as
institutions according to Independent Living criteria. The most important criteria are bundling
housing and attendant services which limit the individual’s geographical and social mobility to a
restricted number of locations. On top of that, the individual is unable to decide who carries out
which tasks, when, where and how. In institutions, inmates do not have the same range of choice as
the general population when it comes to the size of the housing unit and its location. They are forced
to adapt their lifestyle to the institution’s organizational needs.*

Background — boendeservice [cluster housing], a service fitting the Swedish Folkhem [People’s home].
DHR’s position followed the Swedish welfare state tradition, where stakeholders through
negotiations attempt to reach uniform solutions for all individuals; where life is divided into various
realms (e.g. education, work and housing); where disabled people’s needs are to be integrated and
met within each realm; and where the responsibility for meeting one’s needs rests with
administrative departments of municipal and state government. DHR’s underlying vision of society is
that of the Folkhem, [the People’s Home], a concept which has been instrumental in forming the
Swedish welfare state since the 1930’s. In the Folkhem [People’s Home], all members’ needs are met
in solidarity, as in a family. The State, similar to a parent, determines nature and amount of
compensatory and redistributive interventions. Implementation is deleg