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Foreword

People with intellectual disabilities are full citizens of their countries. Depending on the level of their
disabilities, they are able to lead a normal life without support in many areas, to take own decisions,
or to solve problems by themselves. In other areas they are able to organise their own informal
support networks of friends, colleagues or neighbours. In some areas of life they need professional
support in the form of reliable support services that help to take difficult decisions or help to solve
complex problems.

Services are provided for people! This simple truth is the starting point for the work of Inclusion
Europe to improve the quality of services for people with intellectual disabilities and their families.
We also believe that the users of mainstream or special services should have a decisive influence
in the way how these services are provided. “Nothing about us, without us!” describes our policies
also in this area.

The most effective way of ensuring user control of support services are personal budgets or direct
payment programs that enable the user to purchase exactly that kind of support that an individual
user needs. These support services are often delivered in the mainstream of society and often do
not require specialised congregated settings where a larger number of people with intellectual
disabilities are supported in one location. However, most people with intellectual disabilities in
Europe still get their support in the framework of specialised services in education and training, in
employment and in living facilities.

This publication therefore focuses on how the needs and interests of users can be most effectively
represented in specialised services that cater for people with intellectual disabilities in a
congregated setting. It is most important that also in these circumstances users gain more control
over the services that are provided for their benefit.

Inclusion Europe therefore calls upon all providers of services for people with intellectual disabilities
to ensure a democratic and independent representation of users in the management of their
services and an effective control of users of the key aspects of service provision. The existence of
such independent representation and control is an indispensable indicator of the service quality
provided.

An effective way to ensure democratic representation and control by users is an elected body of
user representatives in each service, that is supported independently from the service providers’
interests. This body is called in the following text a “User Council”. Inclusion Europe wants to
provide in this publication some examples of good practices from several European countries that
can support the establishment and running of such User Councils.

This publication is addressed to service providers or supporters of User Councils to provide ideas
and background that may help with establishing an effective user representation. We provide also a
number of references of resource material in easy-to-understand language that may be used
directly by User Councils, mainly in English language. However, Inclusion Europe has compiled a
large collection of easy-to-read material in all languages of the European Union. Please contact our
Secretariat to know about available resources in your language.

Ingrid Korner
President of Inclusion Europe
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Introduction

Creating user-led services

Inclusion Europe’s main objective is to help people with intellectual disabilities to gain more control
over their own lives. In many countries, they still spend significant parts of their lives in or using
special services. Therefore, it is very important for people with intellectual disabilities to gain more
influence and control in the way how these services are provided.

In autumn 2007, Inclusion Europe organised a seminar on this topic with representatives from more
than 15 European countries. The participants identified many different types of specialised support
services: some are focusing on individual support, like personal assistance; some services are
designed for a specific group of people, like sheltered workshops or living facilities; and some
services are public and available for everybody.

The more individualised support services
are, the more important it is for their users
to be in control. For general services, like
public transport, the level of individual
control is normally rather low and at best
realised through elections or general
consumer’s organisations. If we look at
very individualised personal support
services, there is a very high need to be in
control. Indeed, nobody would think about
employing personal assistants without
interviewing them personally or without
evaluating their work. A person needing a
service at this level should be in total Level of individualization of service
control of its implementation.

€.¢. personal
assistance

e.q. public
transport

Need to be in control

v

There are different ways of organising the control over disability support services by their users.
While individualised personal support services should be absolutely tailored to the needs of each
individual, disability services that are delivered to a group of people in a congregated setting require
some form of democratic and independent group representation of the users. In this paper, we will
call this representation a “User Council”.

One of the most important questions for such a User Council is the decision in which of the key
aspects of service delivery it should be involved. On the following pages, Inclusion Europe has
identified some of the main areas of functioning and decision-making of a User Council that
democratically represents the needs and wishes of service users with intellectual disabilities. We
have identified good practices supporting their practical implementation and independence from the
service provider’s interests in order to show how User Councils can work for the benefit of people
with intellectual disabilities.

2 User Councils in Disability Services



General Tasks for Service Providers

Setting up independent User Councils in all services

Research of Inclusion Europe has highlighted the
fact that the existence of User Councils depends 80
very much on the type of services provided. While 60 - _‘

73% of all employment services in the responding
countries (i.e. mainly sheltered workshops) seem to 40 1
have some kind of organised user representation,
less than 50% of support services do. It is striking, 20
however, that in most responding countries there is 0
no legal basis or obligation to create User Councils
in any service.

~
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Many service providers seem to accept it as good practice to establish User Councils in their
services. The lack of a legal obligation, however, leads to large regional differences in the
responding countries, depending on the attitude of the service provider. Often, these User Councils
also lack independence from the interests of a provider, thus not really being able to represent the
user’s interests. But also in countries and service areas where a legal obligation exists, some User
Councils are installed only because of the legal requirement without a real commitment of the
service providers to their work.

Good Practice in Germany

There is a law in Germany describing the rights of persons working in a sheltered workshop.
The users are entitled to form a Consultative Council. The law includes a very detailed list of
activities and decisions where this Consultative Council can claim to be consulted and actively
involved in the decision-making process. This includes, for instance, the contents of
employment contracts, payment during holidays and/or in case of iliness etc. If the workshop
does not accept the proposals and claims of the Council, the case may be transferred to a
neutral expert unanimously nominated by the service provider and the Consultative Council.
This good practice is limited by the fact that while the expert may propose a solution, the final
decision is still made by the service provider of the sheltered workshop. Also there is the
question about how independent these User Councils are from the provider interests.

Good Practice in Belgium

The public agency taking care of all services for people with disabilities in the French-speaking
area of Belgium is called AWIPH. They have produced about 15 “fact-sheets” on the different
services they offer, and they specifically demand that a User Council functions in each service.
They explain who should be members of this Council and what its mission should be.

These missions are — unfortunately — kept at a level of suggestions without mentioning the
possibility for User Councils to interfere in the decision process. “The council is constituted of
representatives of the users and, if needed, of their legal representatives. Its mission is to
formulate suggestions in regards to the quality of life and to the practical organisation of the
service provided to the users.” The agents inspecting the services have to check if a User
Council is set up in each organisation they visit, but the low level of specifications regarding the
missions of the User Councils makes it a hard task for them to evaluate the quality of
functioning of such a representative group. Furthermore, service providers are not required to
ensure independent support for these User Councils.

Democratic elections of the members of User Councils

As one precondition to ensure independence from the service provider’s interests, it is important
that all users of a service have the possibility to elect a User Council or to be elected as user
representative. To ensure a democratic process, the development of clear election procedures is a
key element. They should state at least

e when and for which periods elections should take place;

e that only service users, but no staff members, can vote or be elected;
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¢ that the elections are confidential;

that no service user should suffer from any negative consequences for standing for
election;

how many members of the User Council should be elected;

that the voting lists should include pictures of the candidates;

which independent persons will be asked to count the votes;

how the election process will be supported by the service provider.

It is important that the service provider informs all service users early enough and in an accessible
format about the planned elections. Service providers should not exert any undue influence on the
nomination of candidates and the election process itself. Staff costs and all other costs related to
the election of a User Council should be financed by the service provider.

In some countries, people with intellectual disabilities have no legal capacity to act or vote. This
should not serve as an excuse not to organise democratic elections for a User Council. It would be
also contrary to the purpose of a User Council if service user’s parents or legal guardians could be
elected to the User Council because they often tend to dominate the discussions in a mixed group.
In case of services for people with severe disabilities or complex support needs, it is suggested to
create specific Councils of parents and guardians that interact with a Users Council in a structured
way.

Good Practice in Germany

The German Ministry for Employment and Social Affairs has supported the publication of an
extensive easy-to-read guide for the election of User Councils in sheltered workshops. The legal
provision governing these elections details who can vote and who can be elected. It explains
the preparation of the election and how it should be carried out, including all relevant deadlines
and procedures. If the case arises whereby there are many service users who cannot vote with
a voting list, it proposes alternatives for the organisation of these elections. The German law
also includes in detail the obligations of service providers to support and finance these elections
and to ensure their independence.

Specification of the roles and responsibilities of a User Council

In some countries, the roles and responsibilities of a User Council vis-a-vis the service, the staff
and the service provider structures are specified by law. However, reports received by Inclusion
Europe show that the actual definition of the work of a User Council is an extremely crucial point.
Most important is to ensure the independence of the Council from the interests of the service
provider.

Some countries reported that “User Councils end up in deciding where to go for the next weekend
or holidays...” While even in those situations users seem to be satisfied with the performance of
their User Council, this is more an indicator that there are no guidelines about its rights and duties
and hardly any possibility to compare its performance with User Councils of other services.

The challenge is to meet organisational performance management requirements, whilst increasing
and improving the ways in which service users are engaged and empowered. Having a real power
of decision within the service requires making engagement with users integral to all aspects of the
work of the service. If user involvement is taken seriously, User Councils are consulted before new
services are created (e.g. concerning size, place or architecture), in all aspects of defining their
work and objectives, as well as in the practical pursuit of their implementation.

Useful Tool
The King’s College in London has published detailed guidelines on “Deciding together: working
with people with learning disabilities to plan services and support”. In a chapter on changing
organizational practice, these guidelines identify some of the key challenges for service
providers to include service users effectively in all important key decisions. Perhaps the most
important issue identified is “to allow more time for everything”. It also recommends the
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User involvement in the evaluation of service quality

The evaluation of the service quality is another important area of influence of User Councils.
Service providers should choose external and internal evaluation instruments that build their
evaluation on user satisfaction as a key criterion of service quality. No service should be evaluated
as having good quality if the users of the service are not satisfied.

In the context of service provision, it may be difficult to measure and assess service satisfaction of
users with intellectual disabilities in an objective way. Reasons are that many service users may not
have clear ideas about how a better and more satisfactory life situation could look like. Some might
also feel intimidated when being interviewed by external professionals. A good way to address
these issues is the following example of good practice of Nueva in Austria that builds its service
evaluation entirely on user satisfaction that is evaluated through interviews conducted by evaluators
with intellectual disabilities who are specifically trained in this process.

Good practice in Austria

Nueva is an innovative evaluation process that measures the quality of managed residential
opportunities and describes them by means of a quality profile. The special feature of this
evaluation process is that it is carried out by people with learning difficulties and special needs.
Being service users themselves they know best what they want and need. The Nueva process
was developed from the point of view of residents. Nueva’s criteria and questions are prepared
by people with learning difficulties and special needs on the basis of their own experience as
users of managed accommodation. Altogether 24 Nueva trainees have worked for a total of two
years on this process. Not all people can be interviewed on a purely verbal basis. That is why
there is participative observation as a method for people with severe disabilities or complex
needs. Furthermore, every question in the questionnaire, and every choice of answer, is
presented in the form of an image. The results of the evaluation are presented so as to suit
customers: for customers of managed residential opportunities there is the Nueva Catalogue.
For those offering managed residential opportunities there are not only the results of the
evaluation of their own establishment but also benchmark data and the possibility of evaluating
special interview topics. This is how Nueva offers managed residential opportunity providers
numerous possibilities for optimising what they offer, above all in the areas of quality
management and accounting, internal and external benchmarking, marketing and positioning
and target-group-oriented consumer information. Public services can draw on the quality
profiles of individual residential opportunities as the basis for quality control. By means of
regional comparisons, provincial comparisons, average values etc., through analysis Nueva can
also support social service planning.

Support in assessment procedures and personal future planning

Assessment procedures and personal future planning have a significant impact on the life of a
person with intellectual disability. It is therefore important that a person is supported in this process
by an independent person of his or her choice. If a service user requests peer support in the
process of his/her own needs assessment or personal future planning, a member of the User
Council should be available for this purpose.

In the publication “Oi! It's my assessment’, People First explains that people with intellectual
disabilities usually have very little power in these procedures, despite their important
consequences. An assessment of a high support need may, for example, lead to a placement into a
segregated high care unit whereas an assessment of a low support need may lead to a situation
where not all the needs of a person are met. People First point out that the agendas of carers and
parents may be different from the one of the service users. Their experience is that sometimes the
needs of carers and parents are met and not those of the people with intellectual disabilities.
People First clarifies the need of independent support in this process. This could be done by a
representative of the User Council or other people whom the service user trusts. It is necessary that
the users have sufficient time to prepare for this meeting and to talk about what they want. The
representative of the User Council should be able to explain what will happen at the meeting, what
support options could be available and how to make sure that carers and parents do not dominate
the meeting.
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Good Practice in Finland

Me lItse ry, the Finnish Self-Advocacy Society of Persons with Learning Disabilities, has
developed a Guide for Individual Service Planning. The Guide makes clear that the starting
point is the satisfaction of a person with his or her present life situation. Individual Service
Planning is done in meetings at which only people can participate who are personally invited by
the service user. If needs and wishes are identified for which support is not readily available
locally, the meeting should explore creative ways to make the wishes of the person with
intellectual disability come true.

Necessary Support for User Councils

Ensuring independent support

Independent support for the work of a User Council is one of the most important prerequisites for its
functioning. The challenge is that staff members of the service provider start from the knowledge of
specialists and from their role as support persons. Thus they often see service users only in their
role as recipients of support rather than their whole identity as full and equal citizens of society.
Parents and family members may know a person with disability from a different environment, but
can nevertheless also have a rather restricted view of the person’s abilities.

The ideal support person for a User Council would therefore not belong to any of these groups, but
for example work for an independent self-advocacy or disability rights organisation. This might not
be feasible in a number of local situations and staff or parents may sometimes be the only resource
available to support the User Council. In that case, it will be crucial to have a strong framework and
to follow some strict guidelines in order to guarantee a real support and to avoid undue influence.

A strong and close affiliation of User Councils to external and independent self-advocacy or
disability rights organisations can be a good balance to these risks of an undue influence. Self-
advocacy organisations already exist in most European countries and many are members in the
European Platform of Self-Advocates.

Useful Tool

Inclusion Europe has published “Guidelines for Good Support” which explain the role of a
supporter during a meeting, propose to write an agreement between the supporters and the
self-advocates and insist on the importance of free choice of both parties. This booklet is
available at www.inclusion-europe.org.

Several authors from the United Kingdom have produced a multi-media training resource for
staff to enable participation, inclusion and choice for people with learning disabilities called
“Person-centred active support”. Module 3 of this training pack proposes some key issues for
the organisation and improvement of (support) practice, with practical advice, for example, a
table of “things to consider when developing a support profile”.

Training: a corner stone for the work of User Councils

During most of their lives, people with intellectual disabilities are often not encouraged to speak up.
Service staff members, parents, professionals or guardians will think they know better what is good
for them and will therefore not take the time to offer them choices or to listen to what they have to
say. This is one of the reasons why many people with intellectual disabilities have only limited
abilities to speak up for themselves. It will thus be essential that members of User Councils are
trained, formally and informally.

Therefore an independent training of the members of User Councils can contribute much to their
success. This training should not only cover basic advocacy and self-advocacy skills, but also
inform people about the basic conditions for the running of their service. Another essential
component of such training would be assertiveness in difficult communication situations.
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Useful Tool
In “Deciding Together”, Jill Aitchison et al make several proposals in order to help people with
intellectual disabilities gain the confidence and skills necessary for engagement. “One of the
ways of helping people to gain confidence in expressing themselves is by setting up peer social
or discussion groups facilitated by an external advocate.”

Good Practice in France
Many services for people with intellectual disabilities in France have created a Council or
Committee made of professionals, parents and users. In order to promote a real participation of
the users and to encourage those users to find the strength to be involved formally in these
committees, the French self-advocacy movement “Nous Aussi” has developed a questionnaire
and also some information seminars where people learn to understand better what their role
could be in such committee.

Being involved in the independent movement of self-advocates

It has been mentioned before that User Councils need strong support that is independent from the
interests of the specific service provider. One of the sources of such support is the independent
movement of self-advocates or other disabled people and their families that exists in all countries of
the European Union. Without such involvement and contacts a quality work of User Councils can
hardly be realised.

It is thus essential that User Councils have the opportunity and are encouraged to meet with groups
of people with intellectual disabilities from other associations and services. These exchanges are
most easily organised at local level, but User Councils also need to be supported to attend
meetings at regional, national or even European level.

Numerous experiences in the past have shown that important initiatives and developments at
personal level have been inspired by exchanges between people. It is therefore important to bring
people with similar interests in contact with one another and to encourage a systematic exchange
of knowledge.

Good practice in United Kingdom
“A well-established housing association supports its tenants’ group which feeds into policy-
making committees, thus empowering the tenants. Additionally, individuals are encouraged to
join the local self-advocacy group to develop confidence and assertiveness, skills which
empower them in many other aspects of their lives.”

Resource list

Setting up User Councils in all services

e Bundesvereinigung Lebenshilfe fur Menschen mit geistiger Behinderung e.V.: Arbeitshilfen zur
Werkstatten-Mitwirkungsverordnung, Lebenshilfe, Marburg, 2002.

e Fact-sheet from AWHIP — “L’accueil et 'hébergement dans un service spécialisé”.
http://www.awiph.be/pdf/documentation/publications/informations _generales/fiches descriptives
/L_accueil_et | hebergement.pdf

¢ Working Document from Brothers of Charity Services South Eastern Region: Advocacy within
Brothers of Charity Services.

Specification of the roles and responsibilities of a User Council

e Aitchison, Jill et al.: Deciding together: working with people with learning disabilities to plan
services and support. Institute for Applied Health and Social Policy, King’s College, London
2001 — pages 31-38 on “Changing Organisational Practice”

e Mansell, J.; Beadle-Brown, J.; Ashman B. and Ockenden, J.: Person-centred active support. A
multi-media training resource for staff to enable participation, inclusion and choice for people
with learning disabilities. Pavilion, Brighton, 2004
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Keeping User Councils informed

e ILSMH: Make it simple. European Easy-to-Read Guidelines. ILSMH, Brussels, 1998.

e Inclusion Europe: The European Easy-to-Read Logo http://www.inclusion-europe.org/etr

e Parker, C.; Goedhard, F. and Gomez, G.: Partners for Better Policies: a Manual for
Mainstreaming. Brussels, 2006, page 77-78

e Inclusion Europe: European Criteria for Accessible Information, Inclusion Europe, Brussels,
2008.

Defining the framework for work and responsibilities
e Mendonga, P.: Guidelines for Supporting People with a Learning Disability on Committees.
National Federation of Gateway Clubs, London, 1997.

Representing the rights and interests of all users
¢ Inclusion Europe: Inclusion of people with severe and profound intellectual disability, Inclusion
Europe, Brussels, 2003.

Being involved in the important decisions
e Aitchison, Jill et al.: op. cit. , pages 15-23 on “Communication”
¢ Inclusion Europe: Rules for Meetings and Conferences, Inclusion Europe, Brussels, 2005.

Ensuring User Involvement in complaints procedures
e Aitchison, Jill et al.: op. cit. , pages 15-23 on “Communication”

Involvement in staff recruitment

e Working Document from Key Ring Living Support Networks: Recruitment Guidelines.

e Working document from Mencap: Involving people with a learning disability in choosing staff at
Mencap.

User involvement in the evaluation of the service quality

e Inclusion Europe: Achieving Quality. Consumer involvement in quality evaluation of services,
Inclusion Europe, Brussels, 2003

e Inclusion Europe: | know what | want! | buy what | want! People with learning disabilities have
the power to choose their support services, Inclusion Europe, Brussels, 2003.

e Atempo: Nueva: Qualitat kommt an: http://www.atempo.at

Support in assessment procedures and personal future planning
e People First England: Oi! It's my assessment. Why not listen to me! People First, London, 1993.
e Me Itse ry: Guide For Individual Service Planning, Me Iste ry, Tampere, 2003

Ensuring independent support

e Mansell, J.; Beadle-Brown, J.; Ashman B. and Ockenden, J.: op. cit., page 87-101 on
“Organisation and improving practice”

¢ Inclusion Europe: Rules for Good Support. Inclusion Europe, Brussels, 2005.

e Parker, C.; Goedhard, F. and Gomez, G.: op. cit., page 72-73

Training: a corner stone for the work of User Councils
¢ Aitchison, Jill et al.: op. cit. , pages 15-23 on “Communication”
e Parker, C.; Goedhard, F. and Gomez, G.: op. cit., page 63-82.

Being involved in the independent movement of self-advocates

e Aitchison, Jill et al.: op. cit. , pages 24-30 on “Independent Advocacy”

e Parker, C.; Goedhard, F. and Gomez, G.: op. cit., page 70-72

¢ Inclusion Europe: People with intellectual disabilities can decide more by themselves, Inclusion
Europe, Brussels, 2006.
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