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Chapter 1

Understanding Values

“August: You know some things don’t
matter that much...like the colour of a
house...But lifting a person’s heart--now that
matters. The whole problem with people--”

Lily: They don’t know what
matters and what doesn’t...

August: They know what matters,
but they don’t choose it...The
hardest thing on earth is to
choose what matters.”

Sue Monk Kidd, The Secret Life of Bees
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Why things are
the way they are
Understanding where
we have come from
We tend to forget that the development
of human services is relatively recent
in historical term. It is only in the past
200 years that social policy has been
concerned in any planned way with groups
of people described as a ‘problem’ or in
need of some kind of help or intervention,
by local or national government. It is
also the case that social policy has gone
through many changes in this period
and that services we may have imagined
‘always being that way’ might in fact have
altered greatly over the years.
Wolf Wolfensberger points out that
the service models developed and
championed at any one time reflect the
social perceptions of people that are
prevalent at that time. A social perception
is simply a commonly held view in the
society we live in. In other words ‘people
get the services that society thinks they
deserve’. He goes on to argue that most of
our services today are made up of bits and
pieces of the old ways of doing things with
the new ideas simply bolted on.

CHOOSING WHAT
MATTERS
As you read through this
try to identify some of
these elements in the
design of services that
you use currently.

Notes

Here are some of the social perceptions
that Wolfensberger identified and
some examples of how those were
demonstrated in the design and delivery of
services.
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People as an
economic burden
People may be seen as primarily a drain on
society, as people who do not contribute
but simply require others to pay for and
support them. The ‘colonies’ and ‘farm
schools’ set up to provide for disabled
people from 1870 onwards were organised
to be as self-sufficient as possible, in order
to reduce the costs to the public purse.
League tables were published to compare
the performance of different institutions.
Very large establishments were built in rural
settings to achieve economies of scale. Many
long stay hospitals in the UK had farms until
recent years.
Continuing this tradition, disabled adults
were encouraged to attend adult training
centres where they used to undertake jobs
like packaging on a contract basis and, rather
than get paid directly, would earn money for
the local authority or the voluntary organisation
running the centre. Many elderly people are
now regarded as economic burdens for the
rest of society and we are constantly warned
that as a society we will not be able to sustain
our ageing population. People immigrating to
Australia are sometimes accused of ‘taking
our jobs’ or being ‘benefit scroungers’. A
recent survey has shown that this is particularly
prevalent in respect of asylum seekers who
have been described as ‘parasites’. Those who
have the misfortune to be unemployed have
long been regarded in this light.
The ideas of cost and burden are also
prevalent in the discussions around
abortion of unborn babies who are
suspected of ‘defects’ or ‘abnormalities’.

People as child-like/
eternal children
Tom Shakespeare, the Director of Outreach
for the Policy, Ethics and Life Sciences
Research Institute (UK), has suggested that

8
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the fundamental social division is between
adults and children. He comments that many
devalued groups have been seen as child-like.
Sometimes disabled people, particularly
those with intellectual disabilities, are seen
as children who never grow up. In fact, there
are adult social clubs called the ‘Peter Pan
Club’ based on exactly this view. Similarly,
people with dementia are sometimes seen as
returning to a childlike state.
Seeing and treating people as children is a
theme which runs through many different
services, and is often explicitly justified on
the basis that people have a ‘mental age’
of 5 years, or 6 months. This is given as an
explanation for why people do not have a
home of their own, or a job, or any money
- and why they have not been consulted in
crucial life decisions.
Services which treat people as children
will seek to protect them from risk, from
responsibility, from serious choices, from
knowledge - to keep them in a state of
innocence and also of powerlessness. Design,
decor, activities and language all reinforce
the message that ‘these people are childlike’ and ‘we are the grown-ups’. Bedrooms
have single beds and are decorated with
children’s posters. The television is switched
on for The Wiggles. People are addressed as
children - men and women in their 80’s are
referred to as boys and girls and asked to
eat up their dinner. Older men and women,
who are considered to be ‘disorientated and
confused’ are asked to play team games with
parachutes as a form of therapy.
Expressions of opinion by adults are simply
discounted and not taken seriously. Staff
assume a parent-like authority in relation to
people of their own age and older, without
even thinking about it. People are expected
to ask permission and follow rules as if they
were in primary school - while at the same
time being told ‘this is your home’.

Some villages and ‘rural communities’ for
people with intellectual disabilities have a
strong element of this approach - they wish to
protect people and to create a make-believe
world where they will be able to escape the
dangers of the real world. However, some of
these villages also miss out on much of the
variety, fun and freedom of the real world.

People as sick,
ill, diseased
People may be seen as sick or diseased when
they are quite well, or their illness, medical
labels or history may be seen as the most
important thing to be known about them.
Some of the consequences of this are that
people are grouped by diagnosis, living
alongside people with the same syndrome
or label, in a service run by an organisation
for people with that syndrome. It is not clear
what benefits derive from sorting people
into these groups, since the syndrome itself
is not treatable or curable. Unlike TB, these
syndromes are not contagious, and there are
no benefits to other people from grouping
people in this way.
People’s ‘clinical needs’ are the focus of
intervention, and people’s ordinary, universal
needs for housing, employment, friends etc.
may be overlooked or seen as secondary.

The people who are employed to provide day
to day support in ordinary life matters may be
nurses, medically qualified, or employed by a
health care provider.
Medical and clinical perspectives and
language are given overriding importance.
Decisions about the risk attached to someone
living in their own home are seen as medical
matters. Support staff often need to seek
authorisation for supporting someone in
ordinary activities from a more highly qualified
medical professional. Regular activities such
as riding, swimming or making things are
redesignated as ‘therapeutic’, as if there is a
sickness in people which these activities will
cure.
Information which is recorded or distributed
about people often starts with medical
information. The first thing that a new school
finds out about a prospective pupil may be
their medical diagnosis - something they
have never heard of and which sounds
worrying but tells them nothing useful.
People who communicate through their
behaviour are described as ‘challenging’
and their behaviour is seen as a side effect,
not of neglect, abuse or boredom, but of
the disability or label. In medical terms, it is
seen as a diagnosis rather than a symptom.
It becomes a focus for clinical intervention
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rather than an environmental problem that
needs to be addressed.
It is seen as acceptable and desirable to
undertake research and observations on
people in their everyday life. Some services
use one way glass to enable them to observe
and monitor people. Nurses may be located
in observation stations.
Unfortunately, the sickness model does not
always result in people getting good basic
health care - in fact, many people living in
hospitals, hostels and group homes have
unmet primary health needs.
Often people in long stay hospitals have to
be removed to general hospitals for medical
treatment. They may not receive regular
dental check ups or sight tests. Many older
people in institutions have had their teeth
removed, they share hearing aids and they
don’t have glasses. They may have far
less information about the drugs they are
compelled to take and their side effects than
members of the general public. They may
have far less power to refuse medication and
may often be sedated against their will.
This is nothing to do with the skills and
qualities of people who have trained as
nurses. This is about the model. A service
model based on the perception of people
as primarily sick is not focused on meeting
their most important needs as people.

A burden on charity, holy
innocents or sinners
People may be seen primarily as objects
of charity, “as gifts from God”, or as people
who have received divine punishment.
Lynne Elwell, a trainer in this field of work,
talks about the nuns who taught her
regarding her deafness as a blessing but
her left handedness as a sign of the devil.
In pre-industrial times, disabled people may
have been supported in monasteries, by

10
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wealthy benefactors or through charitable
donations from the parish. Religious
organisations are major providers of care
services in Western Australia and in the other
states. With the development of secular
charitable and voluntary organisations, the
image of people as objects of charity has
been maintained as a way of raising money.
Organisations still use collecting cans,
second hand shops, door-to-door
collections, and summer fairs to encourage
people to ‘give to the handicapped’. Some
organisations post bin bags to houses asking
for second hand goods. Many large voluntary
organisations use pity and fear as a way of
making us put our hands in our pockets.
Many people find this demeaning. It
undermines their status as citizens - they
do not have a right to decent services but
should be grateful for handouts. Some of
the annual charity events across Australia
such as Telethon are strongly criticised
by many people with disabilities and their
supporters for the imagery they perpetuate.
Contrast this for example with the Big
Issue where homeless people themselves
do a disciplined job to earn some cash
and produce a quality product. Generally,
this notion of people as objects of charity
encourages organisations to be complacent
and think of themselves as working out of
the goodness of their heart. Instead they
should think of themselves as privileged
to provide a service to people, and as
accountable to the people they serve.

People in need of
improvement
Sometimes it is assumed that people need
to learn skills in order to gain acceptance in
society. In other words they are not yet ready,
but with enough help some of them may
make the grade – and if they don’t then there
is good reason for them to be kept apart.

This way of thinking was the motivation
behind the first residential schools for
people with intellectual disabilities and/
or physical impairment founded in the
1840s and 1850s in the UK and US. These
were relatively small schools providing
intensive training in trades such as printing,
bookbinding, shoemaking, tailoring and
brush-making. However, many students
never ‘graduated’ to the point where they
were economically self-sufficient, and
many of these schools, founded with great
optimism, gradually deteriorated into - or
were replaced by - long-stay institutions.

People as a social menace

‘An injustice against
anyone is an injustice
against all’
Martin Luther King Jnr
Another common social perception of people
has been that they are a menace to the
stability and prosperity of society. With this
assumption, it becomes the job of services to
keep them out of the social mainstream and
to prevent an increase in their population.
This was done most aggressively in the early
part of the 20th century when there was
an active policy of taking people away to
segregated institutions.

killings of selected groups of people which
began in the late 1930’s. While we have
no organised programme of sterilisation
here in Australia there is a great deal of
anecdotal evidence of it being offered to
families for their daughters.
At the Nuremberg War Trials the Nazis cited
the Alberta Eugenics Board
in Canada as a source of inspiration for
their policy of sterilisation. In Canada,
sterilisation has only recently been
challenged and the law changed. Many
People First organisations (organisations
led and directed by people who have
intellectual disabilities) in Canada are
supporting people to sue their state over
the fact that they were sterilised without
either knowledge or consent.
The social menace model is perhaps
strongest today in relation to people with
mental illness despite the fact that the
vast majority of people with mental health
problems are in no way dangerous to others.
The social menace model reappears in the
use of genetic testing and screening. Many

It was commonly accepted that a wide
range of ‘mental deficiency’ was passed on
through a single recessive gene, and that
this gene had to be eliminated through social
engineering. Compulsory sterilisation was
used. Although it was publicly rejected in both
the US, UK and Australia as impractical as a
mass policy, it was and still is used as a way to
deal with particular individuals.
This attitude was taken to its logical
extreme in Nazi Germany with the mass
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people make the unconscious assumption
that the world would be better off without
disabled people. Therefore, they conclude,
if we can find out that someone will be born
with a disability we should organise an
abortion as a matter of course.

A life not worth living, or
less than human
Some people are seen as so disabled or
impaired that their lives could not possibly
be worth living. Older people with
dementia may be described as ‘gone’.
Nursing homes are sometimes referred
to as “God’s waiting room”. People may
be seen as less than human, so that it
is assumed that their only needs are for
food and shelter. The word ‘vegetable’ is
sometimes used.
Sometimes this has effects on the standards
of health care people receive. Judith Snow,
a leading disability activist from Canada
explains that she was told that “people like
that don’t survive past 30”. Her ill health was

12
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seen as inevitable, and nobody realised that
she was severely allergic to the food dyes
in some of her vitamins.
If you have a couple of minutes, watch
this powerful video clip from the late Stella
Young. Stella was a powerful and effective
advocate for disabled people whose life
challenged the assumption that life with a
disability was a life not worth living
https://www.youtube.com/watch?v=mphPb615b0

People as commodities
The growth in the care sector,
particularly over the last 20 years, and
the integration of business language
and ideology into the provision of care,
has supported the view of people as
commodities.
Although not an Australian example, the
following article by David Brindle in the
U.K. newspaper, The Guardian on 2nd.
September 1998 talks about older people
being ‘bought and sold”.

“Old people are being bought and sold
without any say or protection as nursing
and other care homes change hands at
on alarming rate, a campaign group is
today warning.”
... The alert comes from Counsel and
Care, which specialises in advice and
help for older people in care homes. It
says that growing domination of the
homes sector by bigger companies,
and the accelerating withdrawal from
it by local authorities, mean that home
residents increasingly resemble a
commodity being traded - often without
knowing who ‘owns’ them. Some have
experienced up to five different owners
of their homes.

The article goes on to say that there
are now 16 companies each operating
more than 1000 beds in nursing,
residential or dual-registered homes.
BUPA Care Homes is by far the biggest
in the field, with almost 16,000 beds, but
Ashbourne has more than 8,500 beds
and Westminster Health Care almost
6,000. It states that there is “no direct
voice for the users of the service - old
people themselves and their relatives
and carers.”

Let us put our heads
together and see what
life we will make for our
children.
Tatanka Iotanka (Sitting Bull, Lakota Leader)
that some people may need help for most
or all of their life. Our view is that everyone
has a contribution to make. We believe
that society as a whole benefits from the
presence and inclusion of all and that it
would be a better place if the contributions
of all were recognised and valued. Services
based on this perception concentrate
on helping people to be included; on
increasing and maintaining their power
and status, and building their networks of
friendship and association.

A new social perception
- people as citizens at risk
All of our work is based on seeing people
first and foremost as citizens - as adults
and children first - who share common
human needs and who need more help
than other people to have these needs
met. We believe that the sort of help that
disabled people, or people with mental
health problems need is not different in kind
from the sort of help that everyone else
needs from time to time in their life. What is
different is the intensity of help, and the fact

What does Australian
history teach us about
social perceptions?
The 20th Century will be remembered for
the changes which occurred in attitudes
towards people with disabilities in Australia
and all over the world. For much of the last
century in Australia, thousands of people
with disabilities were living in institutions.
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If you change the way you look at things,
the things you look at change.
Wayne Dyer
They lived in large buildings or institutions often
with up to several hundred other people with
labels of disability or difference. They lived in
psychiatric hospitals, nursing homes, or hostels
for different disability groups, such as people
who were blind, or people who had cerebral
palsy. People were largely separated from their
families and communities and often remained
in these institutions for their entire lives.

influenced by the changing social perceptions
and by progressive development of several
models of disability: the religious model of
disability; the medical/ genetic model of
disability; the rights-based model of disability
and other models often created by ‘health
care professionals’ or groups of people with
disabilities themselves, to provide treatment or
increase their participation in community life.

Life was routine and there was little choice.
People were often in the custody of their
carers. This meant that they were not able to
leave indeed, no-one even considered that
they would want to.

These various models, or constructions of
disability, have created a framework for our
response to people with disability.

We began to see a policy change which
reversed this pattern and the idea of ‘deinstitutionalisation’ emerged.
Thinking had changed over the previous
decades to recognise that people with
disabilities should not have to live in
institutional or custodial placement. There
was a growing understanding that people
are most likely to experience a good life with
the continuing care of their family or with
alternative support within the community.
Institutions were ‘all-of-life’ inclusive for people
with a disability. Everything happened in one
place: health services, education, training,
employment and recreation were all provided
at the institution. De-instititionalisation meant
a move away from these congregated and
segregated ways of living and actively sought
out ways to provide support for people in ways
that were typically found in ordinary situations
in local settings.
As we have just explored, the history of
disability in Australian society has been

14
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2 Models of Disability
The Medical Model of Disability
The medical model of disability sees the
person with a disability as the problem. The
medical model of disability says people are
disabled by their impairments or differences.
Under the medical model, these impairments
or differences should be ‘fixed’ or changed by
medical and other treatments, even when the
impairment or difference does not cause pain
or illness.
The medical model looks at what is ‘wrong’
with the person, not what the person needs. It
creates low expectations and leads to people
losing independence, choice and control in
their own lives.
For many years it has been the dominant
approach to disability services. Based on this
model many people were shut away in some
specialised institution or isolated at home,
where only most basic needs were met. The
emphasis in this model is on dependence,
backed up by the stereotypes of disability that
call forth pity, fear and patronising attitudes.

When people such as policy makers and
managers think about disability in this individual
way they tend to concentrate their efforts on
‘compensating’ people with impairments by
providing segregated ‘special’ services for
them. ‘It makes it easier for them’ might be
offered as a rationale.
The Social Model of Disability
The social model of disability says that disability
is caused by the way society is organised,
rather than by a person’s impairment or
difference. It looks at ways of removing barriers
that restrict life choices for disabled people.
When barriers are removed, disabled people
can be independent and equal in society, with
choice and control over their own lives.
Disabled people developed the social
model of disability because the traditional
medical model did not explain their personal
experience of disability or help to develop
more inclusive ways of living.
An impairment is defined as long-term limitation
of a person’s physical, mental or sensory
function.
Social model of disability: some examples

• A child with a visual impairment wants to
read the latest best-selling book, so that
they can chat about it with their sighted
friends. Under the medical model, there are
very few solutions. A social model solution
makes full-text audio recordings available
when the book is first published. This
means children with visual impairments can
join in cultural activities with everyone else.

CHOOSING
WHAT MATTERS
How can you influence
the social perceptions
that people hold about
your child? What would
this mean for the kind of
language you use and the
stories you tell?

Notes

• A wheelchair user wants to get into a
building with a step at the entrance.
Under a social model solution, a ramp
would be added to the entrance so that
the wheelchair user is free to go into the
building immediately. Using the medical
model, there are very few solutions to help
wheelchair users to climb stairs, which
excludes them from many essential and
leisure activities.
• A young woman with a learning disability
wants to live independently in her own
home but is unsure how to pay the rent.
Under the social model, she would be
supported so that she can pay rent and
live in her own place. Under a medical
model, she might be expected to live in a
communal home.

C H A P T E R 1 - U N D E R STA N D I N G VA LU E S
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Welcome to Service Land
Services tend to entice people into a parallel
world - the theme park world of Service
Land. Whilst Walt Disney was working
away developing Disney Land and Disney
World, human services have been solidly
constructing and commissioning Service
Land. In Service Land however we fail to
have created the best queues in the world
and many staff do not see themselves as
part of the cast.
The emergence and dominance of
Service Land not only reduces the range
of opportunities available to people with
disabilites, it frames their expectations
about what is possible and acceptable. It
also deprives the ‘non-disabled’ world of
the contribution disabled people have to
make.

16
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It is true that residential and day services have
changed considerably in the last 25 years.
There is a greater variety of services, provided
by a wider range of agencies. Many facilities are
comfortable and well-equipped. Staff work hard
to provide physical and practical assistance,
advice and encouragement. Many services
have varied and imaginative programmes of
activities.
Despite this variety, there are a number of
features which are common to residential and
day care and educational services for all ‘care’
groups. These features are inherent in the
way the services are designed - they are not
criticisms of the staff who work in them.
Firstly, segregation and congregation services bring people together and group
them. While this increases the scope for mutual
support it also makes it much more difficult to

build connections with the community. Services
may be physically located in the heart of the
community but socially isolated - in but not
with. For both the staff and for the community,
people who use the service tend to become a
homogeneous group rather than a number of
very different individuals.
There is an enormous difference between
segregation and kinship - between voluntary
association (people coming together with a
shared interest or shared goals) and people
being involuntarily grouped by others on
the basis of a single label. For the people
concerned, their ‘label’ is not the most
interesting thing about them. They are a brother,
a partner, a football supporter, a computer nerd,
a Northerner, a lover of jazz. For the services
they become just one thing - their label.
Secondly, they struggle with the issue of
power and autonomy. There is a tendency
for staff people to take over decision-making
and to make the rules. There is a tendency
for people who use the service to become
dependent. Mike Lawson says ‘Professionals
should be on tap, not on top’ - but often nothing
is further from the truth.
Thirdly, they have a tendency not to see
people’s life as a whole - their family and
friends, their other skills and interests, their past
life and former relationships seem never to
have existed. People’s needs are seen through
the service ‘frame’ and service solutions
become the only solutions.

you live with everyone you know you have no
one left to visit.
As a result, people who rely on these services
are in danger of losing their social identity, of
shrinking rather than growing. Vic Finkelstein
talks about people experiencing ‘social death’.
People’s activities may become meaningless.
They may lose reciprocal relationships. They
may become less confident and less able to
manage their own lives.
Clearly, this is not true for all of the people
all of the time. Some services do a brilliant
job of helping people maintain or rebuild
their social network . But others struggle with
the constraints of thinking and working in a
particular way and find it difficult to make the
creative leap which empowers the people who
use the service.

CHOOSING
WHAT MATTERS
How does the concept of
Service Land impact on you
and your family’s life?

Notes

Fourthly, they become trapped in the building
and lose sight of the fact that the main work
needs to be done ‘out there’. They become
building-centred and service-centred in their
thinking rather than person-centred. Many
people have campaigned for years to raise
the money for the building - they can’t imagine
what would happen if they weren’t based in
a building. People assume that the only way
of avoiding loneliness and isolation is to have
large groups of people living together - but if
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Working with the
present – the impact
of Russian dolls
Despite the best efforts of support staff
or people working in support roles most
services tend not to address or meet
people’s most important needs.
The way we organise services tends to
reinforce negative assumptions about
people as a group. By providing separate
facilities, by batching people together by
group, and by organising strange activities
and imagery around people we create a
cultural apartheid in which people are seen
as separate and unequal.
Someone’s label - such as ‘disabled’, ‘frail
elder’ or ‘refugee’ may be seen as the most
interesting and important thing about them
in other people’s eyes. This obliterates other
more important personal characteristics
and qualities. People are assumed to have
more in common with other people who
are similarly labelled than with anyone else,
even their own family.

Resources
18

|

C HOOSIN G W HAT MATTE RS

Skills

Services typically face four different
challenges in closing the gap between what
people need and what they get. These are
to do with: values and vision, service design,
staff skills, and resources.
These factors are linked. The underpinning
values shape the service design, and this
shapes the skills we expect from staff. The
skills of staff affect the range and type of
resources available to the service.
Organisations and services often say that
all they need is more resources. However,
it is clear that if the challenge is one of
service design or of values and vision, just
increasing staff resources will not prove to
be a productive first step - it may be simply
putting new wine into old bottles. Each type
of challenge provides a constraint on what
the service can achieve.

Service
Design

Values

1. Thinking about
values and vision

2. Thinking about
service design

We have seen the central role of values in
shaping the way we understand people’s
needs and the sorts of services we provide.
It is difficult to get managers in a service to
take time out to talk about values - about
what they think people need, about what
makes them go to work in the morning.

The service design must allow and enable
the implementation of the values and vision.
By design we mean the way the service
is set up and managed: when, where and
how people are able to use the service: the
buildings that are used, the way people are
grouped, the relationship which the service
creates between staff and service user.

Values are not something which can
be simply written down in the mission
statement and then left to look after
themselves. Staff at all levels of the
organisation need the chance to keep
thinking about what they are trying to do,
and why. This thinking works better if it can
be done alongside the people who rely on
the service.
Human services need to take as much care
working on their values and vision as they
take working on their budgets and their
development plans. Otherwise, they will
quickly go off course, and end up being
very busy doing the wrong thing.
The values and vision must be clear, and
they must be faithful to what people who
use the service want and need. Otherwise,
energy will be wasted and the service will
not be focused on the right task. Every
other decision will be flawed and may be
counterproductive.

Many services were set up with a different
set of values and vision and have inherited
a design based on those different values.
To make sense of their new vision they may
need to make significant changes in design.
The explicit philosophy may have changed,
but the models used are still the old ones.
So we may talk about integration and
inclusion but we still operate a whole range of
segregated services - special needs housing,
sheltered workshops, special schools, horse
riding for the disabled, nursing and residential
homes, day centres for people with learning
difficulties and club houses for people who
experience social and emotional distress. We
are still using many of the buildings put up
between 1850 and 1950 to keep people ‘out
of sight and out of mind’.
The way we do things is influenced as much
by unstated assumptions and custom and
practice as by written policy.
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Service practices, the ‘look and feel’ of
the service, the design and location of the
building, job titles and the way staff see their
role, the messages the service sends out
about what it is - all these often reflect very
old-fashioned and sometimes unconscious
assumptions about the people being served.
If you accept that children and adults with
disabilities are citizens at risk of social
exclusion, the role of services is to support
and strengthen the capacity of society to
include them and to help them maintain and
extend their positive social identity as valued
members of their communities.

Person Centred
Simon Duffy describes being Person
Centred as having
‘Values and attitudes that honour
a person’s unique individuality and
perspective and which lead to their full
inclusion.’
It is an approach rather than a list of
procedures or techniques and can only
exist in a sustained and effective manner
when underpinned by core values such as
inclusion, respect, self-determination and
personal choice.
Person-centred working is
‘A range of ways in which we can make
our own practice more respectful of a
person’s choices and wishes.’
It is the demonstration of our values through
our actions. What we say that we believe
about people becomes visible in the ways
that we work with them.
‘It’s not another job, it’s the job. Personcentred support is not another thing that
you have got to do, it is what you have
got to do.’ Support Worker
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Duffy goes on to expand on some of these
ideas through his work on Citizenship
http://www.centreforwelfarereform.org/library/
by-az/citizenship-in-a-decent-society.html

CHOOSING
WHAT MATTERS
How can you influence
the supports and services
around your child to
take a Person Centred
approach to their work?
Do they work in a way
that demonstrates that
they understand the ideas
of Citizenship? Can you
think of examples of this?

Notes

The values
of inclusion
The Values of Inclusion are the distilled
wisdom of the great and good who have
been working in the Human Services sector
over the past 30 years.
It’s possible to understand them as cute little
slogans or sound bites and to miss the depth of
the wisdom and the challenge that they hold.
The Values of Inclusion are an invitation to
actively and intentionally decide what you
will believe about people with labels of
disability or difference.

Read with them.
Sit with them.
Allow them to challenge you.

They will help you see the lines that you
draw every day in the context of your life
with your own family and in your community.

Every one is born in
We are all born as equal citizens and part of
a community, we are only later excluded.

All means all
Everyone capable of breathing, even if
breathing requires support, is entitled to be
included - no-one is too difficult, too old, too
poor or too disabled to qualify.

Everyone needs to be in
If people are physically excluded, they have
to be physically included. Judith Snow talks
about presence being the first criteria for
inclusion - if you’re not there, no-one will
know you’re missing.
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Everyone needs
to be with
Being there is necessary - but being with
takes time and effort. A community is not
just a locality - it is a network of connections
and relationships. We have to help people
be part of and belong to communities, not
just be lonely residents within them or day
visitors to them.

Everyone is ready
No-one has to pass a test or meet a set of
criteria to be eligible - everyone is ready
to be part of community now and it is the
community’s task to find ways of including
them.

Everyone needs support
- and some need more
support than others
No-one is fully independent and
independence isn’t our goal. We are working
towards interdependence and differing
degrees and kinds of support at different
times.

Everyone can
communicate
Just because someone can’t or won’t use
words to communicate doesn’t mean that
they don’t have anything to say - everyone
can communicate and we have to work
harder at hearing, seeing, understanding and
feeling what people are communicating to us
and what we are communicating in return.

Everyone can learn
We believe that everyone should be given
the opportunity to learn new things, grow as
individuals and develop to their full potential.
Everyone can learn and we can all become
better teachers.
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Everyone can contribute
Each person has their own gifts and
strengths - and each person has a unique
contribution to make. Our task is to
recognise, encourage and value each
person’s contribution - including our own!

Together we are better
We do not believe the world would be a
better place if everyone is the same. We are
not dreaming of a world when all differences
are eradicated and all disabilities are cured we believe that diversity does bring strength
and that we can all learn and grow by
knowing one another.

CHOOSING
WHAT MATTERS
How can the Values of
Inclusion help guide your
families journey? Which
of the Values challenges
you most? Which of the
Values most inspires you?

Notes

You – Power
and Influence
Many families often feel like they have little
control or influence over the kind of supports
that their child and family receive. This is
often due to families feeling that the service
workers or the service system knows best.
However families all over the world are
taking control and directing their supports to
make sure they work best for their child and
family.
There is a big difference in receiving a
service (even a good one) to shaping the
support to really meet your child and family’s
needs and lifestyle. You and your family are
the expert on what works best for you!
However many families report having to
‘battle’ for the right support and after years
of battling they can become tired and
exhausted with the ‘fight’.

So Choosing What Matters wants to help
you focus your energy on areas that you can
influence, making sure you stay strong for
you and your family.
You have way more power than you think, if
you focus your attention and energy.
Everyone has concerns and worries about
life now and in the future – think of all of the
things you worry about.
Here is an example of one Mum’s concerns.
• Matt’s ongoing health care needs
• The increase in health costs
• The inequality in society
• Matt never making any friends
• Matt being happy
• Making sure our babysitter sticks with us –
the evening out is what keeps us strong
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• Matt having a full life
• Matt being seen as a full person
• Ellie our daughter not feeling left out
The list can be overwhelming. So in order
to focus your thinking, direct your energy
and preserve your wellbeing – we begin by
sorting the worries into areas of concern and
areas of influence.
Matt’s mum does that for herself here.
You can see how immediately there are
many things that are within Mum’s area
of influence – things that Matt’s mum can
influence. This focuses our attention on
things that can be influenced and keeps
the areas of concern that at this time feel
completely out of your influence.
For example:
Matt never having any friends
Mum can make sure that Matt opens out the
invitation to school friends to come to his
house to play.
Mum can support her current babysitter to
stay – by exploring what that might take and
exploring how her current support funds may
help. Mum can also interview for another
baby sitter to grow her circle of support
so that Mum is not solely reliable on one
person.
This way of thinking – is the difference
between being proactive and reactive.
Taking control of a situation, rather than
waiting for it to happen to you and your
family.
We have learned that by exploring worries
in this way and by checking in what and
how you might influence things, people feel
stronger and more in control of the situation.
For many people, their confidence grows
and they can begin to extend their sphere of
influence.
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Thinking about what you can influence is
easier than being overwhelmed by all of the
concerns that feel out of your control.
With thanks to Kate Fulton for her thinking on
power and influence.

CHOOSING WHAT
MATTERS
Who is in your Circle of
influence and what can
they do that would be
useful to you?

Notes

Chapter 2

Understanding the person

“If you don’t know who I am, and
I don’t know who you are then a
pattern that others have made may
prevail in the world…”

William Stafford – ‘A Ritual to read to one another’
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How we see people Putting on the capacity
lenses
One characteristic of most human services
is their focus on peoples’ deficits rather
than their capacities. Older people are
‘frail’, ‘housebound’ or ‘confused’. Children
are ‘attention seeking’ or ‘school refusers’.
People with disabilities are ‘wheelchair
bound’ or ‘non verbal’. These ‘reputations’
often have their origins in genuine
attempts to be helpful to people but in
effect produce a view of individuals, which
is distorted by its focus on the negative.
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So Social Workers or Local Coordinators
are asked to undertake ‘needs led
assessments’ in order to try and work out
what services might help an individual
or family but are not usually expected to
ask what strengths and capacities they
might have. Moreover, many of these
descriptions or categorisations of people
can develop into reputations which might
follow them around for most of their lives an even greater risk when you have a file
or report written about you at some time.

When thinking about reputations there are
some important points to consider:
• Sometimes people have qualities and
traits which other people dislike or
which can be seen negatively in one
context, e.g. someone may be described
by some people as ‘pig-headed’ or
‘insecure’ or ‘selfish’.
• These same qualities might be seen
differently by people who like the
person or people who know the person
in a different context. They may say
that the person is ‘committed and
determined’, or ‘keen to please’ or ‘good
at making time for themselves’ or ‘clear
about what they want’.
• Sometimes the way someone behaves
can be seen as a diagnosis rather than
a symptom - the person is described by
others as having ‘challenging behaviour’
or being ‘attention seeking’ or ‘self
isolating’. This description is seen as part
of their ‘medical condition’ rather than a
response or reaction to a set of external
factors. If the people around the person
see them in this way, they can end up
trapped in their reputation.
• Sometimes the way someone behaves
is misinterpreted or taken out of context
and the reactions and responses based
on this misunderstanding in fact make
the person’s behaviour worse. Situations
can go on like this for some time, with
every new behaviour seen as further
evidence.

For example we are trying to move from
seeing people through the lenses of:
• What other staff say, anecdotes and
stories
• Labels and Descriptions
• Environmental grouping and imagery
• An assumption of fundamental difference
To instead seeing people through the
lenses of:
• a sense of justice and decency
• a recognition of wounds
• seeing people in another context
• an appreciation and understanding of
difference
• giving the benefit of the doubt, the belief
that people can change
A more person centred approach to working
starts from these lenses.
People working in a person centred way
definitely wear the capacity lenses. This
gives them a great opportunity to really
get to know the person and discover what
they have to offer. The rest of this section
says more about some of the ideas and
frameworks that might help keep the
capacity lenses clear and focused and
allow you to meet people with gifts, dreams,
stories and contributions to offer.

In some senses when we are thinking about
reputation we are trying to see through a
new set of lenses. Some of us can imagine
sitting in the optician’s chair while she slots
in different strengths of lens in each eye
until we can see things in focus. Part of this
work is about changing some of the lenses
commonly used.
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Understanding the
person – their gifts,
strengths and capacities
One way to develop an understanding
of who the person is, is to develop a
gifts poster. It is fun to do and invites
contributions from all of those people who
love and care about your child. You can
also use the themes form the poster as
conversation headings in how you introduce
your child now and in the future.
The gifts Poster is a way of creating a
positive picture of who the person is. It starts
with the basics…

Identity
• A big Brother
• Footy Fan
• A funny boy

Identity – who am I? What roles do I have in
my life? What’s the least you could say about
me that’s positive and valued in the society
we live in.
Hobbies and Passions – What do I enjoy
doing? What do I love? What gets me stirred
up or engrossed?
Skills and Resources – What can I do well?
What do I have that could be useful to other
people?
Gifts – What are my unique qualities and
attributes?

Hobbies & Passions
• Watching footy with Dad (especially
shouting at the TV)
• Playing WII games with my friends

• A cub scout (with 6 badges)

Skills & Resources
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Gifts

Understanding how the
person communicates
and is heard
It is really important that from an early
age, your child has the best chance to be
understood and listened to. For many young
people this may mean working hard to help
others understand your communication style
and to help others communicate effectively
with your child.
To do this well the starting point for real
understanding and learning is to establish
what everyone around the child is seeing
and responding to as communication.

Many people with unique style of
communicating which may include not
using words to communicate but behaviour,
often this can be misunderstood and seen
as difficult or challenging behaviour. It
is important this the child’s behaviour is
understood as communication.
Completing a communication chart can focus
your thinking and action when exploring
your child’s communication. It can also help
others around your child learn quickly about
their communication style.

Understanding the young person’s communication

At this time

When the
child does
or says this

We think it
means

You should

Usually after school

Matt lies on the floor
on his back and
makes soft moaning
noises

Matt is tired and
wants to have a
sleep

Ask Matt if he wants
to go to bed
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Helping the young person understand others
It is also important that people learn a consistent way of supporting people to understand the
best way to communicate with your child.

At this time
On a Saturday afternoon

When we want
the young
person to know

We do and say
this

When it’s time to go to
Dads house

Show his football scarf and
say time for Dad’s

Valued Social Roles
Wolf Wofensberger tell us that people acquire
status and value through the things that they
do and the people they associate with.
Whether we think it is right or wrong the
society we are are part of in 21st Century
Australia finds it hard to see value in people
with disabilities or some kinds of differences.
We value intelligence, nimbleness, speed,
agility, charismatic personalities, exceptional
talent or ability and physical beauty. It is
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often hard for people with disabilities to
compete on those terms. This is absolutely
not to say that the people we know and
love who have the labels of disability or
difference are not smart, charismatic,
incredibly talented and beautiful. It often
means that we need to look a bit longer or
harder to have these things shine through.
We have the option to completely reject
the prevailing social perceptions but we
need to know that is a choice that has
consequences.

If we want to ensure that there are the
best possible opportunities for our children
to become valued members of our
communities we need to pay attention to
the things that they do and the people they
are with. We need to look for and develop
valued social roles.
The best way to do that is to understand
what is important to the child and creates
enthusiasm, enjoyment and excitement
for them. When we know this we can
think about the people who share their

enthusiasm: the places that bring out the
best in your child and the kind of activities
that generate enjoyment and excitement for
them.
We also need to think about the people,
places and activities that create boredom,
misery and frustration for the child, taking
them seriously enough to avoid them and
reject attempts by services and systems
to channel them in to such places, with
people they don’t like and spending time on
activities that have no meaning for them.

What creates enthusiasm, enjoyment, excitement
and energy?

People

Places

Activities

What creates misery, boredom, frustration and
anxiety?
The concept of valued social roles tells us
where people belong, how they interact and
what their mutual responsibilities might be to
one another.
For example…
A Cub Scout belongs in a Pack…usually
associated with a particular Community…they
wear a uniform that says that they are part of
that pack and part of a bigger movement…
World Wide Scouting!

They interact with other Cubs by going to
the pack meetings…they help set up and tidy
away…they play the games and are involved
in the activities together…they attend special
events…camp, jamborees…parades…
Their mutual responsibility lies in showing
up…taking their turn at helping out…paying
their dues/subscriptions…keeping the rules…
playing their part.
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Chapter 3

Understanding Relationships

Ask me what is most important
in this world,
let me tell you,
Tis people! Tis people!
Tis people!

Maori proverb
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The impact of power,
status and kinship on
quality of life
People’s quality of life, their sense of identity
and their safety is closely connected to:
• the power they have
• the formal status which society confers
on them
• the strength of their kinship network.
In Australian society, there are huge
differentials between the status and power
of individuals. By status, we mean the
importance which society accords to them.
By power, we mean someone’s capacity to
make things happen, to control events in
their own life and influence the actions of
others.
Status and power are associated, but are
not the same. For example, Rupert Murdoch
has more power than Stephen Hawking,
but probably lower status. In Australia, The
Queen may have higher status than Julia
Gillard but less power.
A person’s status and power can change
dramatically during their lifetime. Churchill
was sacked by the government in the 191418 war; 25 years later he became Prime
Minister at a critical point in World War Two.
He has now been voted the greatest Britain,
although many people hold highly critical
views of him.

Status - where it
comes from
People’s status may derive from their
membership of particular groups; from their
roles and responsibilities within particular

contexts; from their talents, integrity, courage
or personality; from particular actions or
achievements, or from their conduct over a
long period of time.
Adults can have status within one setting
but not another. Someone can be head of
a large organisation, but seen as the duffer
in a local darts team. Some children may be
regarded as the cleverest child in the class,
but ridiculed by the other kids because they
aren’t cool. Someone may be seen as a
freedom fighter by one group and a terrorist
by another group. Someone may have high
status within their own small community, but
be unknown outside.
People can acquire status through their
individual efforts, qualities, characteristics
or achievements, or they may derive it from
their membership of a particular group.
Someone who is related to the Kennedy
family in the United States will start off with
high status - although they may lose it later.
Similarly, some people start off with low
status because of their family background,
where they live or many other factors - and
they may achieve high status despite this.

Power - where it
comes from
People’s power may derive from their
physical strength, their control of resources
(money, organisations, facilities), the people
they know, the legal authority invested in
them by the state, their particular skills or
the force of their personality. Someone may
have great power within their family, but no
power at work, or vice versa.
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Three ‘bands’ of status
and power
The 1%
Our society can be seen in terms of three
unequal ‘bands’ of people. There is a
small group of people - perhaps 1% of the
population - who have very high status and/
or very high power. Government ministers,
sporting heroes, company bosses, top
civil servants, judges, media people, top
academics, landowners, famous lawyers
and doctors ... their status and power
puts them in a position where many other
people look up to them or are directly
influenced by their decisions. They are the
people for whom other people wait, the
people whose words other people pay
attention to.
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For someone with such very high status or
power, the role or talents or achievements
from which their status and power derive
‘drown out’ almost everything else about
them. Individuals become their public
persona. They can afford to be no good at
plenty of things because they are so famous
and powerful in one or two roles. Richard
Branson’s hot air balloon can blow away
before his world record attempt, but no-one
questions his ability to manage Virgin’s many
business activities.

The 90%
There is a large group of people - maybe
90% of the population - who get by. Within
this group, there are big differences of
wealth and health. Some people will have
significant authority at work, or will have a

highly respected profession, while other
people are unemployed or in low-paid jobs.
Some people will have loads of money,
others are scraping by. Some people will
live in mansions, others will be tenants
in poor housing. Some people will have
many talents or be members of prestigious
organisations, others will have much
quieter lives.
However, all the people in this group are
seen as citizens, customers, consumers,
voters, community members. They are
seen as part of society, as OK, as the great
Australian public.

The 9%
Finally, there is a band of people with such
low status, or such little power that they are
at risk of being marginalised or excluded.
Within this band there are people who are
homeless, people who are permanently
unemployed, people who are old and ill and
very poor, people who have long-standing
major mental health problems, children and
young people in the care system, children
and adults with sensory and physical
impairments, and children and adults with
significant learning disabilities.
Not everyone with these characteristics
will end up ‘on the edge’ like this. Some
will achieve enough status or power to
see themselves and be seen as people
who matter. But people ‘on the edge’ are
seen by society as unimportant and have
little capacity to take control of their own
situation. They become the people for whom
nobody waits, whose words nobody hears.
These people get a worse deal from society.
They are likely to receive a smaller share of
society’s resources, to have to accept lower
standards, to live shorter and harder lives.
The more unequal a society, the greater this
difference of treatment, and the more this
difference is seen as acceptable.

Kinship
Kinship is concerned not with formal roles
and responsibilities, but with personal ties
and connections between people - friends
and family to rely on, colleagues at work,
neighbours to swap favours with, mums
and dads and grannies who take care to
spoil us.
These are the people who introduce us
to new people and new opportunities, the
people who include us in things they are
planning, the people who keep in touch
and who think we matter.
These friendships and relationships are
also a vital safeguard against abuse and
neglect, and a source of solidarity and
support in taking on the system. They are
especially important to children and young
people to help them develop into confident
and secure individuals.
Some people who are at risk of exclusion
have strong family connections, but only
with a small number of people. They may
be very close to their mum, or daughter, or
partner but know very few other people.
Sometimes the whole family is at risk of
exclusion because nobody in the family is
well-connected with the wider world.
A crucial role of parents and support
systems is to support people in building up
and maintaining their networks of kinship
and acquaintance. Again, however, services
can operate in a way which destroys
people’s existing networks and cuts them
off from opportunities to build new ones.
Sometimes services lock people into being
entirely dependent on one caring relative
or paid carer.
The challenge for parents and those of us
connected to young people is to act in a
way which enhances the young person’s
status, allows them to take greater power
and creates new opportunities for kinship.
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Why most people who
use services have low
status and power
People who use services, like other people,
acquire status in two ways. As an individual,
their personal characteristics, talents, roles,
activities, contributions are regarded as
desirable or undesirable. But they are also
seen as a member of a minority group, for
example ‘disabled people’, ‘old people’ ,
‘abandoned children’, ‘orphans’, ‘travellers’,
‘Asians’, or ‘the mentally ill.’
They have a particular social status as a
group - and individuals from that group have
to start with and work from that point.
The beliefs which are commonly held in
society about people who use services, as a
group, make a frame through which we see
and judge these individuals. The way we
then treat people who use services tends
to keep us within this frame and to confirm
rather than challenge the judgements we
make.
So being a member of the group gives
people a poor reputation to recover from.
If society perceives an individual to be part
of a group which has a devalued status,
then that individual will inherit any social
perceptions which surround that group of
people.

Individual Status
People can achieve things as individuals
that reduce or even cancel out the negative
reputation they inherit from their ‘group
identity’. By holding down valued roles
in society they can be recognised as
individuals with a place and a contribution
to make. So, for example, people can
become classmates, members of a youth
group, members of the board of directors,
householders, employers, partners, parents,
actors, writers, designers.
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All these formal social roles help to create an
alternative status and identity for this person
as an individual, so they can be seen as
someone in their own right.

CHOOSING WHAT
MATTERS
What does this mean for
you and your family? How
can you be in a relationship
with services and decisions
are jointly made?

Notes

The importance
of relationships
One scientific study showed that loneliness
was a more significant mortality risk
than smoking! Clearly relationships in
general and friendships in particular are
crucial to individual wellbeing. A common
characteristic of the lives of people at
risk of exclusion is that they would like
more and varied opportunities to develop
relationships. If for no other reason, this
is a good place to start in getting to know
people. In supporting people to have good
lives, relationships are an integral element.

“So we start with
relationships. We discover
who and what really
matters. We discover ethnic
and religious ties and
identities. We discover the
seeds of deep relationships
and possibilities and
connection to nurture in the
future. We discover who
to include in the planning
process, and we adapt
the process to ensure the
participation of essential
people.”
- Beth Mount

1

Circles of support
This framework was developed by Marsha
Forest, Jack Pearpoint and Judith Snow1 and
is a particularly helpful way of understanding
and building relationships. Much of their work
has been based on actually building the
networks of friendships and support - especially
around children being included in mainstream
education. This approach of intentionally
building networks around people at risk of
social exclusion is known as Circles of Support
and has been adapted widely in this country
and elsewhere.
We can use this to map our relationships
and to then explore opportunities to build
relationships.
We suggest exploring a circle of support….
(ie with others, on your own)

Circle of
intimacy

Circle of
friendship

Circle of Circle of
participation exchange

To learn more about Circles of Support http://www.marshaforest.com/centreprojects.html

C H A P T E R 3 - U N D E R STA N D I N G R E L AT I ON SHI P S

|

37

Circle of intimacy
This is the innermost circle and includes the
people closest to you. This may include family
members and/or some of our oldest and
dearest friends... the people you can’t imagine
not being around even if you don’t see them all
that often.

Circle of friendship
The second circle includes the people we
think of as friends in the real sense of the word.
People we confide in, rely on, borrow money
from, laugh and cry with, people who almost
made the first circle.

This may not seem all that relevant when your
child is young but it is an important point to
bear in mind. As they grow older, the need
to form what some people call ‘freely given
relationships’ will become more relevant as you
seek to avoid the isolation that can often come
when we imagine services to meet the needs
for friendship.

An alternative
relationship map

Circle of participation
(or association)
The third circle includes all the people we meet
on a daily basis, people who work in our office
or we used to work beside, old school friends,
people who we meet when following our hobbies
or interests, people who always say “hello” even
though we don’t know their first name.

Circle of exchange
This outer circle includes all the people who
are PAID to be in our families lives - either
directly by us or because they provide us with
a service. This might include our doctor, dentist,
child-minder, hairdresser, plumber etc.
Note: When using this approach it is not
uncommon for people to list staff members in
one or other of the first three circles. Without
disrespecting the positive nature of many
such relationships, it is worth reflecting on why
this might be the case. Would these paid staff
remain in contact if they moved job? Do they
chat on the phone late at night or invite the you
and your family to dinner? Sometimes people
have so few valuable relationships that staff are
closer to them than anyone else, but adding
names of staff into a circle to which they may
not belong paints a misleading picture.
2

Beth Mount http://www.bethmount.org/
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A slightly different approach is outlined in
Personal Futures Planning (O’Brien, O’Brien and
Mount)2 where the first step in getting to know a
person is to develop a Relationship Map.
Rather than circles the paper is divided into
segments with the focus person in the middle.
As a minimum there are always at least 3
sections:
• Family
• Friends/community
• Paid providers / Paid people in our life
In this model, people are placed in the
appropriate section but nearer or farther away
depending on the strength of their relationship
to the focus person.

Developing relationships
Regardless of which approach you take – the
next steps focus on how you can develop
and strengthen the relationships you have
identified.
Used sensitively and creatively both
frameworks can make a difference to how
we begin to explore the existing relationships
in a young person’s life. They can give us
some direction in relation to positive changes
for the young person and their relationships.

CHOOSING WHAT
MATTERS
How can you use
relationships maps to
explore the relationships
in your child’s life?

Notes

What is a ‘Right
Relationship’?
Having people in your life who love and
care about you is really important. It’s
important to not just have one person but
a range of people to whom you matter.
However, the quality of the relationship is
always the most important thing. There is
no point in having lots of people around
who treat you disrespectfully. There is not
point of having lots of people in your life if
they don’t treat you well. They need to be
relationships of quality, relationships that
matter.
Dr Michael Kendrick, a leading thinker
and writer in this field talks about the
importance of the right relationship (italics
please for right relationship)
Here is what he has to say...

“The Right relationship” would
require treating the person as
an equal authority in his or her
own life. The act of deferring
to professionals and managers
would be done voluntarily by
the person on its merits rather
than this being a foregone
conclusion. In the most practical
terms possible this ethic would
mean providing supports or
assistance “with” the people
affected rather than “on” or “to”
or even “down to” them.
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In developing right relationships there are
key points to consider

The power in the
relationship is shared
‘Treating the person as an equal authority in
their own life.’

The person gets to choose
‘The act of deferring to professionals…would
be done voluntarily by the person on its merits
rather than this being a foregone conclusion.’

Choice
I wish I had a dollar for every time I’ve heard a
Service Provider say that they offer choice to
families and then hear from a family member
that they were offered the choice of…about a
person they assist, “Well, he had a choice…” and
then heard them go on and describe a range
of service options that had been offered and
mistaken for real choice.

The work is done in
partnership

Many families experience things like…
You can choose your child’s school (only to
find the range of schools are down to 1)
You child has a choice to take part in
community actives (the special class – not
the ordinary ones)
Is the focus here – how the family advocates
what they want and asks for choice based
on this?

Choice means different
things to different
people... how do we
‘discern’ real choice...

CHOOSING WHAT
MATTERS
How can you build
and develop the right
relationships that work to
enhance your childs life?

‘This ethic would mean providing supports or
assistance “with” the people affected rather
than “on” or “to” or even “down to” them.’

Notes
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Chapter 4

Understanding the Community
‘Every single person has capacities, abilities and
gifts. Living a good life depends on whether those
capacities can be used, abilities expressed and
gifts given. If they are, the person will be valued,
feel powerful and well connected to the people
and people will be more powerful because of the
contribution the person is making’

John McKnight

“We are in community
each time we find a
place we belong”
Peter F. Block
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Connecting to the Community
Community connectedness relates to a
person’s sense of belonging within the
community. It is closely linked to quality
of life and general well-being. Community
connectedness involves areas of life such as
relationships and friendship networks, self
esteem and day to day support networks.
The connections we have with our community
enrich our lives.
They are likely to provide us with a sense of
belonging, a purpose, an identity, a support
network and many opportunities to learn.
We build our connections to community over
a life time and we may belong to several
communities i.e. our local community, our
work community, our school community or our
church community.
Quality community connections do not always
occur naturally, particularly for groups who are
vulnerable or seen as being different in some
way, such as people with disability. The reality
for many people with disabilities is a life of
disconnection to community. Even people who
live amidst community can do so in isolation.
An important aspect of any parents thinking is
to explore how to build, develop and support
your child’s relationships. The place to look
to develop relationships is in the community.
To understand how we can assist people with
disabilities to connect within their community, it
is useful to consider three forms of associations
that create communities as described by
McKnight:

Formal
These associations often have names and
officers elected by members that hold
certain positions. Examples: sporting clubs,
churches, charity groups.
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Informal
Informal associations represent a gathering
of people who solve problems, celebrate
together or enjoy social contact. They
usually do not have a name or officers
bearing positions. Examples: a gathering of
neighbours, a cards group.

Enterprise/Business
Although less obvious, considerable
associational exercise occurs in locations
that could be described as enterprises or
businesses. Examples: Restaurants, pubs,
supermarkets, the hairdressers and hardware
stores provide places where people gather for
interactions as well as purchasing goods and
services. (Source: McKnight J. The careless
society: Community and its counterfeits. New
York: Basic Books; 1995)
People benefit from being involved in these
types of associations through gaining every
day exchanges of support, having socially
valued roles and having opportunities to
develop and maintain personally significant
relationships. Currently people with
disabilities are often isolated from these
types of associations and are hence unable
to gain such benefits. (Source: Community
Connectedness A Priority When Supporting
Individuals with Disability 2006)
Some individuals with disabilities and their
families face significant barriers to making
connections on their own behalf. However
working from the premise of shared
interests can be the door in. There are some
helpful principles to supporting community
connections, that are often the same strategies
we would use for ourselves and other
members of our families only that they are used
more consciously, explicitly and deliberately.

Community
Connectedness Guiding
Principles
Individual
•

Consider the whole person, focusing on
their gifts and assets.

•

Ensure the person’s own views and
interests are being pursued even when
they are hard to find or understand.

•

Focus on common interests when
facilitating relationships.

Understanding your
community
Communities can be seen either as
places that are full of deficits, problems
and concerns or as places full of capacity,
potential and rich in gifts. Knowing and
understanding what your community has to
offer is crucial. There are simple ways to do
this.

Part one - where are the
places in the community
To begin with simply going for an inquisitive
walk around you community and finding out
what is out there is a good starting point, we
call this community mapping.

•

Ensure there is time available for social
relationships to develop.

•

Aim to positively develop the roles a
person plays within society.

•

Search for leaders within the community
and connect individuals to them.

•

Be prepared to let go when appropriate.

•

Consider the person as part of a family
system.

•

Provide support with uncertainty and
problem solving.

•

Aim for an extensive and varied social
network.

Part three - mapping
informal associations

•

Allow an appropriate level of risk taking.

•

Look for small increments of change
rather than a breakthrough.

•

Be aware of the influence you can have.

•

Always assume there are ways of
achieving community connectedness.

They may be groups of citizens who meet
to share social contact, pursue common
interests, solve problems, have fun. Some
examples might be coffee mornings, local
bridge clubs, mother and toddler groups,
fishing groups, neighbourhood groups.

•

Continue to pursue community
connectedness.

Part two - mapping
associations, clubs and
societies
These might include rotary clubs, bowling
clubs, women’s guilds. Formal associations
usually have articles of association, office
bearers and may be listed in community
directories or yellow pages.

Part four - mapping Third
places
Also, look out for ‘third places’. In his book
“The Great Good Place: Cafes, Coffee
Shops, Community Centers, Beauty Parlors,
General Stores, Bars, Hangouts, and how
they can get you through the day”, Ray

C H A P T E R 4 - U N D E R STA N D I N G T HE C OM M U N I T Y

|

43

Oldenburg writes about ‘third places’,
which are the places in a community where
locals gather to share news and views. He
describes them as follows:
•

They must be on neutral ground - places
where individuals come and go as they
please, none are required to act as the
host, and in which all feel comfortable
and at home.

•

They act as a leveller - a place that is
inclusive, accessible to the public and
does not set criteria for membership and
exclusion.

•

Conversation is the main activity - a place
where the ‘talk is good’, lively, colourful
and engaging. You can see it in the
smiles of others, handshaking, backslapping, and pleasurable, entertaining
conversation.

•

There are regulars - a place where the
customers are a source of attraction,
giving the place its character and
the assurance that on any given visit
someone will see someone the know.

•

They have a low profile - the place
is typically plain, sometimes looks
unimpressive, and do not attract a
high volume of strangers and transient
customers. This discourages pretence
and people ‘come as they are’.

•

The mood is playful - there is laughter,
which is the magical element that warms
the insider. The urge to return is there, to
recreate the good time and to recapture
the experience.

•

They can feel like a home away from
home - people feel rooted, see familiar
faces, and may have special privileges
because they are a regular.
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Making
connections
Step 1 - describing
the person
Think about the person you are trying
to connect. Using the same headings as
you used in your own poster, you have 10
minutes to describe the person to your team
mates. The graphic recorder will draw up
a poster with details of their identity, their
hobbies and interests, their skills and talents,
their passions and gifts.
Please note that there is no room on this
poster for details of anyone’s impairments
or labels. Your team do not need this
information and if you insist on telling them, it
will stifle their creativity.

Step 2 - thinking about
what works and what
doesn’t work
Thinking about the person, take no more
than five minutes to give your team mates
as much information as possible about the
following:
•

•

What works for the person - what places,
people and activities create enthusiasm,
enjoyment and fulfilment.
What doesn’t work for the person - what
places, people and activities creates
boredom, frustration, anxiety and misery.

Step 3 - brainstorming
connections
You have now had 15 minutes or so to give
your team as much information as possible
about the person you are trying to connect.
The person who has been keeping the
graphic record now hands you the pen. The
coach and this person now join the other
team members to be the brainstormers
The brainstormers now have no more than 5
minutes to come up with as many community
connections as they can possibly think of for
your person. You must write them all up on
a flipchart as quickly as they say them. Say
nothing - just write.
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Step 4 - grabbing the
best ideas and working
out how to make it
happen
Your team have now done their bit. You give
the graphic person back the pen and you
have a few minutes to reflect on the ideas
they come up with and pick the best ones which have made you think “oh, maybe...”.
Circle all the good ideas and then work
through them one at a time. With the help of
your team, try and get a first step or a plan of
action.

CHOOSING WHAT
MATTERS
What does your
community offer as
potential for your family?
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Notes

Chapter 5

Understanding good support

“Build me up and I
with you. For we are
more one than two.”
Deborah Day
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Understanding good support
As you begin to understand you and your
family’s lifestyle you will also be the best
person to determine what makes good
support for your child and your family.
Many families often lack the confidence to
state what good support looks like for them,
feeling that the professional will probably
know best or that any support is better than
no support even when it doesn’t really suit
your child or your family.

Here at Choosing what Matters we are very
confident that in most situations the family has
the most expertise about their child and their
own family. The worker offers expertise that
can be shared to ensure that the support is the
best that it can be. The workers also come with
expertise that can help shape good support.
Being clear about the elements of good
support enables you to think through what
that will look like for you and your family.

GOOD SUPPORT
Being clear
Figuring out
Being clear
Checking and
Being clear
about what’s
what it will
about what you
learning about
really important
take to make about how to
want to achieve
what’s working
stay safe and
to and for my
it happen - the aim or
and what needs
well
child and my
resources and
outcome
to change
family
actions

WHY YOU SHOULD
NEVER CUT YOUR
OWN HAIR
Being clear about what you want and need can
be difficult. it can be hard to see the big picture
when your nose is pressed right up against
things. Many families find it easier with some help.
in a few paragraphs we’ll go on to talk about
particular strategies that involve other people.
Their perspectives and ideas can be fresh...and
challenging...
They can also provide some insights and help around
technical matters...where to go...who to talk to ...how
to do...
If you think about it...there is a reason that, in general,
we don’t cut our own hair. We can’t see all the way
round and the bits at the back are tricky to reach!
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The Importance
of Planning
It is likely that simply reading the heading
to this section will make many families sigh
deeply.
Over the past few years planning has
been ‘the thing’ and there are planning
requirements for almost every aspect of
you and your family’s interaction with the
service system.
These planning processes are often
described as being ‘Person Centred’. This
is an idea that has swept through Human
Services and seems to offer immense
possibilities in the way that we understand
people and the ways in which we provide
support.
There is no big mystery about Person
Centred Planning. Put very simply it is
exactly as it sounds…planning with a
person that puts them at the centre of the
process and designs the actions offered
around their gifts and capacities as well
as taking into account their needs for
support. Whenever a Person Centred Plan
has been experienced it should feel like
the difference between going in to Myer
and buying a suit ‘off the peg’ (putting up
with the slightly long sleeves and the way
the jacket rides up when you sit or pulls a
bit across the shoulders…not bad but just
not right) and going to a tailor and having
something made to measure, something
that fits you exactly and comfortably
that has been cut to enhance your fine
shoulders and disguise your slight tummy.
Person Centred Planning should fit you…
highlighting your gifts and capacities and
finding ways to deal with your difficulties
and differences.

What’s In A Name?
It is important to say from the start that it is
always Person Centred Planning and NEVER
PCP. This is one of the traps of the Service
system. It takes every idea and reduces it to
a meaningless set of initials or an acronym.
This has two effects.
The first is that it is a way of maintaining
power within the system - only the people
‘in the know’ understand the initials and if
you don’t know them then that’s just too bad.
Many people and their families have stories
to tell of being intimidated as professional
workers bandied acronyms around the place
leaving them feeling lost and foolish and
disempowered by the experience
The second effect is that it leads us to forget
what the process is all about. When we talk
about Person Centred Planning there is a
chance of remembering that this is a process
that is all about the person concerned.
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This is not a matter of being pedantic. We
name things for a reason. We want an idea
or an object to have a particular identity,
and often the name describes its function.
We call a vacuum cleaner a vacuum cleaner
because of how it works and what it does…
we don’t then expect it to fulfill the same
function as a mop and bucket.

Person Centred Planning should never only
be about securing services. There’s a little
adage that goes around in this work that
says that Person Centred Planning is about
getting a life, not just services. There are
many other processes around to help a
person

When we engage in Person Centred
Planning we hope to find inspiration and
assistance. The questions used in planning
guide us to think about what it would take to
create the conditions that make it more likely
that the person will live the life they want to
live and less likely that the service system,
for all its good intentions,gets in the way of
them living a life of meaning and purpose.

How It All Works
Person Centred Planning always starts with
bringing together people who know and
care about the person. It will include along
any other people who might have something
useful to contribute and, wherever possible,
people who have the authority to make
decisions.
The people who designed some of the
Person Centred Planning processes, John
O’Brien, Jack Pearpoint and Marsha Forrest
described Person Centred Planning as
‘A constellation of tools, designed to help
a person or a family make a purposeful,
meaningful change in their life’
This sense of meaning and purpose to
the planning is one of the key hallmarks.
Planning should be about SOMETHING. It
might be a plan about leaving school, moving
from home, getting a job, shifting a stuck,
unhelpful situation, having a person’s situation
understood in order to secure some funding to
help them get the assistance they need to live
the life they choose.
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There’s More Than
One Way to Plan
‘If all you have is a hammer, then every
problem looks like a nail’
A PATH is a useful process if you have
some notion of what you want to do but are
struggling to find a way to do it. PATH works
to create an irresistible image of the future
you want to have. It then uses a series of
great questions to work back from that idea
so that you are left with practical steps that
you can follow to work towards the thing you
hope for, your Dream.
In a MAP, time is taken to hear something of
the person’s story, the significant events in
a person’s life that hold some meaning for
them at the time of planning.

The process has opportunities for the person
to talk about the dreams they have for their
life. They are also asked to say something
about their fears for the future. People who
are part of the gathering have the chance
to talk about how they see the person, their
gifts and their qualities.
MAP addresses that lost feeling which
can sometimes overtake people and their
families when faced with big decisions about
their life and their future. It does what most
people do when faced with uncertainty. By
retracing the route that brought them to
this place they can look around for some
landmarks and some points of reference
then decide which direction they want to go.

Essential Lifestyles
Planning is a detailed
process. It is a way to
discover and describe
what is important to a
person in everyday life.
It records what others need to know and do
in order to keep the person healthy and safe
and if necessary to keep other people healthy
and safe.so that what is important to each
person is present while any issues of health
and safety are addressed.
PERSONAL FUTURES PLANNING is helpful
when people are moving on into a new stage
of their life, perhaps leaving school or starting
work. The plan helps people imagine what a
good life will be like in their new situation. It
does this by considering the person through
a series of ‘windows’ - the window of their
Community, their Relationships, their Gifts,
Capacities and Preferences, their History.
When the person is considered from all of these
angles then a rich picture of who they are and
how and where they are connected emerges.
What also becomes clear are the areas which
may need to be built up or made stronger.

If There are No Actions
There’s No Plan!
Every Person Centred Planning process
contains an Action Plan. If the plan is about
making ‘purposeful, meaningful change in
life then there needs to be some action to
support the change. Without actions, plans
are almost meaningless.
Good plans can become blueprints for great
support, detailing not just what needs to be
done but how it should be done.

Plan – Or Be Planned For…
Families often put off planning. They wonder
about the effectiveness of the planning.
They feel certain that they would not be
able to enlist family or friends. They have
concerns about feeling vulnerable and
exposed by the processes. They are often
inhibited by the low expectations they have,
not necessarily of their son or daughter,
but of the service system to support their
aspirations or the local community to provide
a welcome.
One thing is sure. Time will move on
and circumstances and events will mean
that change happens. Kindergarten and
Primary school give way to High School.
New legislation is introduced or there are
changes to the old rules. Leaving age comes
around and there are few opportunities
for employment. Decisions need to be
made about housing and support and daily
activities. Family members become unwell
and unable to continue the support they
once gave. Elderly parents pass away.
Without a plan of their own, people and
families get swept along in the current of the
Service System and are subject to what’s
available rather than being able to ask for
what they want. Families will feel powerless.
Their experience will be of ‘having things
done to them’.
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Having your own plan is not a guarantee that
everything will come out just as you wish it
however it will make it more likely your voice
and your choices will be heard, understood
and acted upon. It is a true saying “Plan or
be planned for.’

CHOOSING WHAT
MATTERS
What has been you and
your family’s experience
of planning? Are there
things you would do
differently next time
planning comes around?
Think about who you
might want to involve next
time.

Notes

Safeguards and
protection
People who rely heavily on other people
for day to day support are particularly
vulnerable to neglect and abuse. This is
especially true for people who have been
in an institution for a long time and have
lost contact with - or never had - family and
friendships in the outside world.
We used to think that one way to keep
people safe was to place them in
segregated environments such as long
stay hospitals or village communities.
Unfortunately, people are not always safe in
these places. People are often frightened
of other residents and staff. They may have
nowhere safe to keep their possessions.
They may be moved many times within the
institution and have no sense of physical
security. Having no place to call their own,
they find ways of withdrawing or of keeping
other people at a distance.
Some people have to share all their living
space with people who behave violently
or unpredictably. This is stressful enough
for staff, but is far more stressful for the
residents who have less confidence and
authority and have to be in that environment
for 24 hours a day.
As the scandals at many institutions have
shown, people are also at risk of deliberate
sexual and/or physical abuse, either from
staff or from other residents with the active
or passive collusion by staff. This may
be one or two particular staff, with other
people tolerating the situation out of fear or
complacency. Or it may be part of the whole
institutional culture, with people thinking it’s
perfectly OK to withdraw food, or impose
punishments, or lock people up, or bully and
tease them.
These situations can also develop in
community settings, but there is more chance
of an ordinary member of the public seeing
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that all is not well, and making a complaint.
However, active safeguards are also needed.
We need to remember just how vulnerable
people can be when they are unable to tell
other people what is going on.
There are various safeguards in the service
system designed to ensure the safety and
wellbeing of vulnerable people who rely
heavily on formal services:

Non-system safeguards
There are other ways to keep people safe
which are independent of the formal service
system and which depend on involving
ordinary people in looking out for their
friends and fellow-citizens.
For most people the best safeguards are
their family and friends, but when people do
not have this sort of natural backup, it may
be necessary to set up some backup which
is a bit artificial to start with, but which can
become natural over time. Three well-tried
ways of doing this are citizen advocacy, selfhelp networks, and circles of support.

Citizen advocates may get involved in helping
people achieve particular goals, speaking up
for them when they are in trouble, intervening
when their interests are being neglected.
The number of people in Australia who have
access to independent citizen advocacy is
still relatively small.

Self-help networks
While individuals can be isolated and
vulnerable, they can protect themselves and
each other better if they are part of a network.
For example, some networks of people with
long-term mental health problems make
arrangements to look out for each other both
while people are living in the community
and when they go into hospital. Self-help
networks can be good sources of information
about people’s rights.

Citizen advocacy
This way of linking unpaid citizens with
individuals at risk was developed originally
by Wolfensberger and O’Brien. John O’Brien
writes:
Citizen advocacy responds to people’s
exclusion by making and supporting
personal relationships between people with
very few resources and people with many
resources which have their roots outside the
human service system. Citizen advocates
can contribute in a variety of ways: they
offer the benefits of personal relationship,
provide introductions to new people, help a
person make contacts or use their network
of contacts on a person’s behalf, enlist
the support of community associations,
and sponsor a person’s membership in
community association.
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Circles of support
Circles start with a person in the middle someone who has a disability or is in need of
other people’s help. But as they develop, they
become less about people who can help and
someone who needs help, and more about a
group of people enjoying interdependence
and making common cause.
A circle of support brings together a diverse
group of people - some of whom already
know each other, some who don’t - to support
someone who is stuck, or in trouble, or trying
to get a different sort of life. Someone in
the circle acts as facilitator, but the job of
maintaining the circle is shared.
Like any group, the energy level in circles
goes up and down over time. People leave,
and new people join. The balance varies
between tackling specific tasks and simply
providing a focus for support and friendship.
Circles can take the lead role in helping
someone plan the services they need; can
recruit and appoint support staff; can make
sure the person’s needs are being met by
the service. But circles are not part of a
service, and don’t belong to a service. Like
citizen advocacy, they are a deliberate way to
engineer connections between people who
would not otherwise meet - but although they
start with a structure they develop organically
as people find their own way of responding to
each other.
A Microboard is another way of organising
around people that doesn’t involve services.
Check out these websites if you think you
might be interested in finding out more...
http://microboard.org.au/
And for one family’s story
http://www.companydirectors.com.au/directorresource-centre/publications/companydirector-magazine/2010-back-editions/
october-2010/october/featherstone-themerits-of-a-microboard
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To finish...

At this time in Australia we are in the
midst of a rapidly changing system as
the NDIS rolls out throughout the country
and service organisations adapt to
accommodate the changes it brings.
New information is soon old news and there
is SO much of it and so many places to find
it. With every new piece of information there
is the need to weigh it up and decide on its
worth. But how to do that? How does a family
go about considering the information and
choosing what matters for them? This resource
was created to help you understand some of
the ideas that have informed the way things
are. It is intended to give families insight into
how they system works. The hope is that this
resource will have provided some ideas that
will help you think and give you a framework
for making the decisions that have far reaching
implications for you and your family.
There is no pressure on anyone to agree
with what they have read here.
If it has served as a counterpoint to your
existing views then you have had to stop to
think and that can never be bad.
If some of the ideas got into your head and
heart and began to help you make sense of
your situation then it is a privilege to have
contributed to that in some small way.
If you find a way to use what you have
read and talked about to make changes in
practical, every day actions then all of the
words and ideas have done their job.
The ideas and words are of little use to
anyone unless they find a way to become
practical action. The point of this work is to
make a difference.
Choose what matters
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