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Guiding Principles for Consumer Participation

Preamble

The purpose of this document is to provide a set of guiding principles relevant to consumer
participation so that support services and consumers understand and are able to utilise these
principles to strengthen the consumer voice and their influence within the support service
context. Work with people supported through Project 300 and other stakeholders including
support workers, supports co-ordinators and other interested stakeholders, have provided
the foundations for the creation of this document. The Consumer Participation Project’s
literature review (located at www.cru.org.au) has also been relevant in formulating this
material. Furthermore the document includes:

—_

. Reasons for consumer participation,

2. Defining statements about consumer participation,
3. What might influence consumer participation,

4. How consumer participation may evolve,

5. Consumer participation within a decision-making framework in relation
to the use of a support service and finally

6. Guiding Principles for Consumer Participation.

The term ‘consumer’ is defined as a person with a mental illness who uses a support
service(s) funded through Disability Services Queensland.

The term "participation’ refers to participation in life more broadly, as well as participation in
one’s support arrangements. Participation within a service context is a part of the recovery
process for an individual who may have initially lost control of their lives and been excluded
by society. The process of regaining and retaining control to move towards being and feeling
more included within society (Ahern and Fisher, 1999) is an important aspect of recovery.

The focus of this document is participation in relation to individuals within the service
environment only.

There is no one right way to enable consumers to participate in their services. However, it
is important that consumer participation is seen as a significant part of an agency’s overall
organisational ethos in working with the individuals they support.




1. Reasons for Participation

(i) Participation provides further opportunities for recovery for people with a mental illness,

(i) Participation allows services to have greater scope to be more responsive to the needs of
the people it supports,

(iii) Participation is an ethical and democratic right,

(iv) Participation is one of the means to equalise the power relationship between the service
and the person and

(v) Participation by consumers can improve service quality and is an integral part of the
Disability Sector Quality System.

2. Defining Statements about Consumer Participation
Consumer participation can be defined by:
(i) A recognition that the consumer is a unique individual,

(i) A recognition of the interaction between the consumer and the environment
(see next page),

(iii) Consumers developing the confidence to express an opinion,

(iv) Consumers expressing an opinion rather than giving support staff an answer that
consumers think support staff want to hear,

(v) Support services and the person working in partnership on decisions that effect the
individual,
(vi) Consumer and support staff creating a working relationship that fosters opportunities

for engagement in an event or an activity,

(vii) A working relationship between support staff and the person that aims to create a
sense of respect for each other, integrity and rapport,

(viii) The consumer learning about his or herself and beginning to understand that with
participation and decision-making comes associated responsibilities,

(ix) An understanding that services can delegate decisions (e.g. decisions that might
otherwise be made by a co-ordinator) to the individual and that the individual can take
on (or learn to take on) the consequent responsibility and accountability,

(x) Changing the balance of decision-making and control. Through increasing knowledge
and understanding of relevant issues (e.g. values, decisions, choices and directions of
the service) power is not only spread across all parties but expanded for everyone.



3. What Might Influence Consumer Participation?

Cummings (2004) outlines numerous sets of interactions that may influence consumer
participation. The diagram includes the following dimensions: the environment, relationships,
personal qualities and traits. Depending on the individual’s circumstances on any given day or
moment, he/she may be placed at a given point along each of the dimensions and therefore
at any point along the participation continuum.

Friends
Few Interests

Competence

Introvert
Energy

Uncomfortable
Importance

PARTICIPATION NON-PARTICIPATION

Extrovert
Strangers

Not Important

Many Interests
Lack of Energy

Comfort Not yet
Competent

These dimensions and where a person sits in relation to the participation continuum may
vary widely from person to person. For example, (according to the above diagram) if a
person is attending their regular personal review meeting in a service context they may know
many people (some who may be friends or family). In this context the person may be more
extroverted and perhaps more likely to participate. If this person was attending their first
review meeting amongst many people who they did not know the person may be inclined
not to participate. According to Cummings, other factors may also influence a person’s
participation at any event, including a personal review meeting, such as: a person’s level of
interest; perceived importance of the meeting; their energy level; their comfort; and their
competence or understanding of the meeting.




4. How Consumer Participation May Evolve

Leong (2004) proposes that a ladder of participation be developed according to the
individual's capacity to be present, prepared, ready and have decision-making powers.
The levels of participation could vary as follows:

(i) Consumer not present;

(i) Consumer present but unprepared and not ready;

(iiiy Consumer present and prepared but not ready;

(iv) Consumer present, prepared and ready but not contributing to discussion;
(v) Consumer present, prepared, ready and contributing to discussion;

(vi) Consumer present, prepared, ready and having decision-making powers (p4).

If the consumer is not present then the person may have the opportunity to participate

(e.g. in a review meeting) through prior interaction with support staff who ask appropriately
framed questions. Leong outlines that ‘preparation’ refers to the extent in which the
consumer is ‘informed about the context, purpose and process of participation’ (p.4).

This also includes the person having access and understanding of all relevant information.
‘Readiness’ refers to the emotional and mental capacity of the person to have real
involvement in discussion and decision-making.

5. Levels of Participation in a Decision-Making Paradigm

Kendrick (2004) on the other hand, talks of empowerment through a decision-making
paradigm where there are six levels of participation. These levels are as follows:

(i) A person does not make any substantive decisions about their service or support
arrangements.

(i) In addition to level one, the person is routinely informed about the decisions others will
make on their behalf.

(i) A person is routinely asked to give advice (i.e. is consulted), by the actual decision—
maker, about his/her personal decisions.

(iv) A person begins to personally make a significant minority of substantive decisions about
their support service. This may be 25-45% of key decisions.

(v) A person may begin to make 55-90% of key decisions in relation to their support

service.

(vi) A person routinely makes vast majority of key decisions regarding their service and they
believe that empowerment is therefore not an issue in this context (p.6-7).




Participation in one’s service and support arrangements allows the person to realise that it is
their life.

A consumer could have full or partial control over the following things:

Values - identifying those beliefs or assumptions that underpin good service.

Vision - exploring and naming what a rich and meaningful life might look like.

Priorities - determining which of one’s needs are pressing.

Personnel - having authority (or input) into who is in paid and unpaid roles in the person’s life.

Models and Assumptions - naming and influencing what support model best meets the needs
of the individual, for example: a medical model, educational model, socialisation model etc.

Methods - having a say over how the supports are delivered, including the nature of
relationship with the paid worker, and what it is the paid support worker does.

Roles - defining the role and duties of the paid people in a person’s life.
Rules - having input into the rules of the service, whilst taking account of legal requirements.

Safeguards - identifying one’s vulnerabilities and risks and putting things in place to minimise
the likelihood that things will go wrong.

Financing - having input into how funds are spent, and what records are provided to the
individual.

Types of bureaucracy - having input about the level of formality that is required in the service.

There are a range of things over which people could have control, not simply one aspect, for
example, their financial arrangements. For many people, having control over their lives could
be more important than having full control over the service finances.

Initially individuals may not have experience with having power and authority, and so it is
possible that they could misuse this arrangement. The implication of this is that individuals
require support and other resources in order to develop into good decision-makers in their

own lives.




6. Guiding Principles for Consumer Participation

The following is a diagram of the six guiding principles that are relevant to
consumer participation.

Empowerment

Self-Determination Relationship

CONSUMER
PARTICIPATION

Recovery

Person Centredness

Each principle is explored in more detail in the following pages.




PRINCIPLE OF
PERSON-CENTREDNESS

| am the
centre of my
support plan.

The service
is getting to know
me as a person.

The service
values where | am
in my life.

| am at the centre
of my life and support
arrangements.

What does Consumer Participation mean in light of
Person-Centredness?

[t means knowing who the individual is and having them at the centre of every aspect of
their lives.

What it means for the Consumer:

Person-centredness means that | am at the centre of discussions and decisions that are
made regarding me and my support arrangements. Therefore, ideally | am present at all

of my support meetings and any decisions (relating to me) made without my presence are
considered in light of the impact that they may have on me. It means | am receiving support
to imagine a better life. It means that | feel like | am receiving an individually tailored service.
[t means that my experience and my views are as important as the views of the service
workers.

What it means for the Service:

Person-centredness means focusing support in partnership with the individual around
their specific needs. It also means knowing the person: their strengths, their challenges
and having plans in place so the individual can still influence their support arrangements if
unwell. It requires clarity around decision-making — to be clear about what decisions rest
with the person and what rests with the service. It means supporting the person to make
more decisions as they are able to.

Person-centred approaches require that services appreciate the real identity of each
individual, that resources are utilised in flexible ways, that forms of assistance are
personalised in community settings and that they are committed to evolving the relationship
with the individual and the family (if applicable) as circumstances change.




PRINCIPLE OF

RECOVERY

Social
Connectedness

Personal
Responsibility

Decision-Making

Contribution

Active
Sense of Self

Presence

Preparation

Readiness

Adapted from: Glover and Kalyansundaram (2004); Leong (2004).

What does Consumer Participation mean in light of Recovery?

Participation for a person using the services of a psychiatric disability support provider
incorporates a number of essential elements that are important to recovery: power and
control, peer support, community involvement and education (Ohio Department of Mental
Health, 2000).

What it means for the Consumer:

Recovery means | am accepting responsibility for myself, getting to know myself and
believing that | am capable of making decisions regarding my support arrangements and that
this will contribute to my well-being. This builds upon my sense of hopefulness about the
future and my connectedness to relationships, community and social roles.

What it means for the Service:

The concept of Recovery means understanding that the individual is on a personal journey
and that a belief in their capability to have a significant say and potentially take charge of
their support arrangements may be one expression of an individual’s recovery journey. It
means moving from a service-led approach to one where the person’s individual aims have

priority. This leads a service to work at encouraging hope, personal responsibility and self-
discovery.




PRINCIPLE OF

RELATIONSHIP

Relationship
between Individual
and the Service

Alliance between
Support Worker
and Individual

A plan to
reach goals

What does Consumer Participation mean in light of Relationship?

At the heart of the relationship between the service, support worker and individual is a set of
ethics that include trust, respect, integrity and value.

The alliance between the individual and support staff includes building trust though
dialogue. This alliance facilitates participation by individuals in their support arrangements
and more broadly it aids individuals in achieving their personal goals. These become mutual
goals when both the individual and the support staff have the same aim as a part of their
working relationship.

What it means for the Consumer:

In a positive relationship with the service, | feel able to praise without prompting,
to challenge as | see fit, to feel like | matter, and feel like | have cooperation and
encouragement from the service.

The principle of relationship means that if | have a sense of the qualities and experiences

I would like in my support staff and service and | actively participate in the selection
process then the likelihood of achieving my goals can be enhanced. In addition, there is an
expectation by me that power between support staff and | will be shared.

What it means for the Service:

Participation by the individual in their support service arrangements is more likely if the
support service has a sense of the qualities and experiences required in its support staff to
work successfully with an individual. In addition, the service aims to share the power with
the individual and not have power over the person.

In a trusting power-sharing relationship, the service relates with people, not at, on, or down
to. Positive relationships are more likely when all parties are civil, when people in authority
are available for contact, when complaints are responded to, when consumers are consulted,
and where there is a low level of bureaucracy.

@©
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PRINCIPLE OF

EMPOWERMENT

Gain or regain
control over life
and future destiny
(Deegan, 2001)

Provision of
knowledge, skills
and resources

What does Consumer Participation mean in light of Empowerment?

Empowerment is connected to the concept of participation (Meekosha and Mowbray, 1995)
because as a person contributes to his or her life there is a process of getting to know his or
herself and gaining/regaining a sense of control over his or her life (Cheater, 1999).

What it means for the Consumer:

Becoming empowered is a journey of understanding who | am, and rightfully

claiming control of my own life. It is a journey, because no-one can go from a state of
disempowerment to empowerment in one step. It helps if | have dreams of a better life and
want to have a larger say over the decisions that affect me.

What it means for the Service:

The notion of empowerment is closely connected to notions of autonomy and self-
determination. Empowerment means providing relevant information and assisting the
individual to make their own decisions regarding their supports and their lives more broadly.
It requires support from the service leadership, as it is they who create the culture that
fosters empowerment. Empowering relationships are created by the support staff and the
individual.

In addition, it means the service is utilising a variety of approaches to enable participation for
the individual including providing information and guidance, being willing to step in when
required, and not taking power away. It requires that all service processes, for example:
assessment record keeping; planning; tracking the funds; recruitment and supervision of
staff and providing support; are all done in ways that allow two things:

(i) Respect and power given to the individual and

(i) Control over decision-making by the individual as much as possible.




PRINCIPLE OF
SELF-DETERMINATION

Power
and Control

Self-Actualisation
(Potential)

Individual
Choice

“Freedom to choose
behaviour in accordance
with ones inner needs,
feelings and thoughts.”
(Deci, 1980).

What does Consumer Participation mean in light of
Self-Determination?

Participation that is made meaningful is underpinned by the belief a person has in
themselves and assisted by the creation of conditions conducive to independent action
(Deegan, 2001). Self-determination starts with the basic ideas of freedom to design a
life plan, authority to control some targeted amounts of resources, support that is highly
indiviudalised, and opportunities to be a contributing citizen of the community (Nerney,
2000).

What it means for the Consumer:

Self-determination means | have a dream for a bright future and | am pursuing it. In addition,
it means | have a reason to get out of bed every morning and | am reaching for my potential.

Finally, in terms of receiving paid support self-determination means | have a say over who
provides the support, when they come and what they do.

What it means for the Service:

Fostering self-determination means perceiving the individual as someone who is or can
become able and competent. It means the service needs to give the appropriate level of
support — not so much that the person becomes dependent and not too little that the
person flounders — finding the balance, so as to allow the individual the opportunity to take
independent action.

In addition, it means encouraging the person to continue to learn, grow and develop. It may
also mean assisting a service user to find an identity beyond "consumer.’




PRINCIPLE OF
SELF-EFFICACY

Belief that one has
the capacity to take action
to deal with life situations
(Bandura, 1986).

What does Consumer Participation mean in light of Self-Efficacy?

Self-efficacy means that an individual having a say over their support arrangements is one
approach to building the individual’s belief in their capacity to deal with life situations.

What it means for the Consumer:

Self-efficacy means that | believe that | can take action and deal with life situations.
Therefore | could apply this belief and use it as a significant step towards participating in my
support arrangements and life more broadly. It means | have confidence in my ability.

What it means for the Service:

Self-efficacy means that there is a consistent belief and hope for the individual by the
support staff and the service in the individual’s capacity to have a say over their support
arrangements. It means providing support and guidance so that an individual can be more
skilled in their capacity to live in their own place and deal with life’s challenges.
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