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The Australian Institute on Intellectual Disability

The Australian Institute on Intellectual Disability (AIID) operates as the information, research
and development arm of NCID. The AIID is entering into a new and exciting phase that will
see it expand its current role of delivering information to people with intellectual disability,
their families, service providers and the broader community.

The AIID aims to support high level, high quality, independent analysis and strategic policy
advice in order to improve the effectiveness of disability service systems, and help sharpen
the focus of groups advocating for reform and improvement.

The activities of the AIID include:

Publication and Sales

The AIID publishes and/or distributes a range of books, monographs and reports relevant to
the area of intellectual disability

Policy Research Briefs

The purpose of the AIID’s Policy Research Briefs is to establish what is known and not
known about an issue utilising and synthesising extant research, then to define the most
productive areas of possible research. Two Briefs currently available: Families with Members
with Disabilities: Love, Money and Public Policy and Individual Funding: Flavour of the
Day or Sea Change?

Training and Consultancy

Training and consultancy services are available from the AIID to assist and support people
with intellectual disability, their families and support services. Training and consultancy
services currently available include:

¢ Family Skill Development

* Advocacy Skills and Self Advocacy Skills Development

* Inclusive Schooling Strategies

Roundtables

The AIID aims to provide high-level forums where research is discussed and debated with
the aim of proposing policy principles and program directions, furthering the research agenda
and fostering new partnerships between participants.

Research & Development

The AIID aims to commission evidence-based research independent of the political agenda,
that will advance the discussions, debate and ultimately the policies affecting Australians
with intellectual disability and their families. Key priority areas include unmet needs,
accommodation support, employment, inclusive education, family skills development and
leadership.
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People with Disability Having Control
Editorial

The most important issue facing people with disability and their families is their right to receive
support as Australian citizens. With the ratification of the UN Convention of the Rights of Persons with
Disability, the challenge is for the Australian Government to allocate sufficient funds to meet the needs
of all Australians with disability. The recent allocation of $1.8 billion by all governments was a good
start, but it is only a beginning and, unless more funding is allocated each year, it will become only a
token gesture.

The next most important issue is for people with disability, and where appropriate their families, to
have control over their lives. In this Issue of Interaction Robbi Williams examines the many benefits
of self-directed support (what he calls ‘Individualised Funding’) and provides a blueprint for its
implementation.

At their meeting on 23 July 2008, the Disability Ministers agreed to:
a new National Disability Reform Agenda that will place people with disability, their families ... at
the centre of services across Australia.

If they were genuine, and not merely expressing a ‘good intention’ by saying what they thought people
wanted them to say, then they must move quickly in all jurisdictions to implement self-directed support
as a matter of urgency.

For many years, there have been self directed support pilot and demonstration projects around Australia,
but these have not progressed as politicians and public servants have found it difficult to relinquish the
power to control peoples lives, ie, to tell other people how they should live their lives. It is time to give
this power to the experts, to the people who have to live the ‘disabled’ life and who have to bear the
consequences of the decisions made! The question is, who do you trust to make the best decision about
your life? You — or a politician or bureaucrat?

The only country that has moved beyond the rhetoric is England where over 4,000 people now
have direct control over their support. The result is best summed up by a recent evaluation by Charles
Leadbeater*:

This report advocates a simple yet transformational approach to public services — self-directed
services — which allocate people budgets so they can shape, with the advice of professionals and peers,
the support they need. This participative approach delivers personalised, lasting solutions to people’s
needs at lower cost than traditional, inflexible and top-down approaches, by mobilising the intelligence
of thousands of service users to devise better solutions. The self-directed services revolution, which
began in social care with young disabled adults designing and commissioning their own packages
of support, could transform public services used by millions of people, with budgets worth tens of
billions of pounds. From older people to ex-offenders, maternity to youth services, mental health to
long-term health conditions, self-directed services enable people to create solutions that work for them
and as a result deliver better value for money for the taxpayer. Self-directed services can be taken to
scale safely while minimising fraud and risk. They can also be good for equity because they empower
those people who are the least confident and able to get what they want from the current system. Self-
directed services give people a real voice in shaping the service they want and the money to back it
up. Previous approaches to public service reform have reorganised and rationalised public services.
Self-directed services transform them.

Readers are encouraged to read the full report: www. demos.co.uk

*Charles Leadbeater is a Demos Associate, author of We-Think and a visiting fellow at the National
Endowment for Science Technology and the Arts.
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Individualised Funding

A summary review of its nature and impact, and key
elements for success

Robbi Williams!
BA (Hons), MA, MIDNZ, MAICD
© Julia Farr Association 2007

(Reproduced with the kind permission of author and publisher?)

1.0 Summary

This paper offers an overview of work in various places around the world, where people
living with disability and their families have control over their support funding.
The paper describes the basic elements that currently feature, together with the benefits that
have been reported, with due acknowledgement to some of the challenges associated with these
frameworks. The paper sums up a range of elements that favour success, and concludes that
Individualised Funding should be a standard option in all disability support jurisdictions.

2.0 Introduction

Disability policy in Australia is currently limited in the extent to which it gives the opportunity
for people living with disability and their families to purchase their own support services. This
limitation, in turn, may be contributing to the maintenance of service systems that are driven
by what service provider agencies choose to supply rather than by what people and families
actually want.

The purpose of this article is to provide an overview of the nature, extent and benefits of
Individualised Funding, together with the elements that will support its success.

The article aims to inform key stakeholders — people living with disability, their families,
service agencies, and federal and state policy-makers and funders — about the main characteristics
and effects of Individualised Funding, so that there is an increased likelihood of Individualised
Funding being made more widely available to Australians living with disability.

3.0  Definition of Individualised Funding

First, it is important to clarify the nature of the topic. There are a range of different terms

I Robbi Williams has over 20 years experience across a number of countries, covering a wide range of
roles in disability and in mental health. He is currently CEO of the Julia Farr group, a trio of non-
government organisations working to improve the life chances for people living with disability and
their families. Robbi is a regular columnist for the national magazine, Link, and is the developer of
the wellbeing planning framework known as the Q50.

2 ©IJulia Farr Association Inc., 104 Greenhill Rd, PO Box 701, Unley Business Centre, Adelaide, South
Australia 5061: T: 08 8373 8300/F: 08 8373 8373; E: admin@juliafarr.org.au; www.juliafarr.org.au
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used to describe a shift towards greater control by the person living with disability in the services
they receive. Terms include ‘individualised care packages’, ‘individualised support packages’,
‘self-managed care’, ‘individualised budgets’, ‘Individualised Funding’, ‘direct payments’ and
‘cash and counselling’.

In part, this is because there are a number of different methodologies that have technical
differences to each other. Many of those differences relate to the extent to which the person
living with disability has control over the range of transactions associated with the planning,
brokerage and management of his/her support needs.

However, the underlying themes are common and relate to the advancement of self-
determination. For the purpose of this article, I will use the phrase Individualised Funding and
will be looking at those approaches where the person with disability has a significant degree of
control (either directly themselves or through a significant other) in how funding is spent. Put
simply,

“Individualised Funding gives control of the funds to the person so that they
can purchase the services they require”.
Laragy (2002)

Similarly, the Nova Scotia Department of Health refers to ‘self-managed care’ as:

“Providing an opportunity for disabled clients to increase control over their
lives and enhance their participation in the community by enabling them to actively
participate in the development of their care planning and to directly arrange and
administer their own support service needs”.

Nova Scotia Department of Health (2005)[1]

In this way, the person with disability assumes full responsibility for arranging and managing
her or his support services (Nova Scotia Department of Health, 2005 [2]).

Dowson and Salisbury make important references to strengths and citizenship in their
definition:

“... public funding that is allocated to the individual based on his/her unique
strengths and needs, and placed under the control of the individual to enable them
to live in the community as a full citizen.”

Dowson and Salisbury (1999)

Marlett (2006) notes that this approach basically turns the user of services into a purchaser of
services. This is a dramatic shift in paradigm in terms of power and control. The question to ask
is whether there is a compelling case for the widespread availability of such an approach. We
can begin to examine this by considering the philosophical basis for Individualised Funding.

4.0  Philosophical basis
Countering the ironic consequences of professional assistance

In the main, disability support service systems have been built around the contribution
of professionals, principally via the medical model of disability, where practical benefits to
the disability community were largely framed in terms of ‘symptom management’ and health
maintenance.

The professional approach tends to be grounded in a philosophy originating with the
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Hippocratic concept of ‘never do harm’. This has given rise to the notion of ‘duty of care’
which, as no doubt intended, has resulted in a general culture of caution and risk aversion,
underpinned by suites of professional standards.

This then gets reflected in legislative and regulatory frameworks such that professional staff
are guided in their practice more by the need to adhere to those frameworks rather than by the
need to create arrangements that genuinely afford the person with disability more autonomy
and choice (Polivka and Salmon 2001; Kapp 2000).

Kapp (2000) notes how such frameworks reflect the misplaced fear of exposure to legal risk,
and serve to encourage public service administrators and professional service staff to retain tight
control of the process and effectively deny people the opportunity to take charge of key aspects of
their own lives. This is unfortunate because, aside from the philosophical considerations, there
are some clear practical benefits from giving more control to the person living with disability,
and the family. As Kapp (2000) notes:

“There is convincing evidence that it is health promoting for individuals to make
personal choices regarding their own lives”.
Kapp (2000), cited in Polivka and Salmon (2001 )

This professional culture of risk aversion has survived the shift away from a medical
model of disability support to a broader ‘community care’ model of disability support, because
professional staff (rather than people living with disability) have remained in charge of the key
processes of assessment, care planning, service orchestration and administration. If anything,
a culture of risk aversion has perhaps intensified because of the view held by some that more
things can go wrong in the community compared, say, to an institutional service, because the
community cannot be controlled in the same way as an institution. The perception appears to
be that people’s vulnerabilities are accentuated in a community context.

However, Kapp says outright that it is ethically wrong not to extend to people every
opportunity to participate in the orchestration of their own support:

“it should be the obligation of both the public and private sectors to empower
the consumer to overcome any informational and/or intellectual shortcomings to the
greatest extent possible, rather than to permit proponents of extensive regulation to
latch on to those consumer limitations as a convenient excuse or pretext to foreclose
consumer options in the name of beneficence”.

Kapp (2005), cited in Polivka and Salmon (2001)

Indeed, Polivka and Salmon (2001) argue that:

“Any public policy or program practice that qualitatively restricts the capacity
of individuals to exercise autonomy because of impairment bears a heavy burden
of justification”.

Polivka and Salmon (2001)

Unfortunately, systems do often restrict such capacity, and it is not unknown for such
restrictions to be linked to funding constraints, maintenance of policy bureaucracy, and perhaps
the anxiety of political administrations regarding the risk that goes with individual choices.
For example, if someone makes a choice that does not work out, and results in unfortunate
consequences, this can sometimes be translated in some quarters as the ‘fault’ of the political
administration for not taking care of its citizens, and may in turn be perceived to reduce the
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chances of that administration being re-elected.

However, to acknowledge that disability support systems are prone to such restrictions would
presumably mean that we also have to acknowledge that disability support systems are not set
up to primarily add value to the disability community, but instead to preserve value for public
service accountants, administrators and political masters.

Interestingly, and as Nermey and Shumway argue, it is the bias towards ‘duty-of-care’ and
how that is then expressed in service design and delivery that commits a significant disservice to
people living with disability. As is often the case with cosmic irony, it seems that good intentions
towards people living with disability, when expressed via duty-of-care, can deliver the opposite
effect in terms of acceptance and inclusion.

“The intense over-regulation of programs and the setting of goals and objectives
to meet the needs of the human service system more than the aspirations of people
with disabilities, have conspired to prevent people with disabilities from truly
contributing to the associational life of their communities”.

Nermey and Shumway (1996)

The professional perspective on duty-of-care may also be influenced by the tendency to see
people living with disability as fundamentally different to most members of a community, and
therefore not an integral part of that community. Goggin and Newell note:

“Something is fundamentally wrong with dominant ways of perceiving disability
in which disability remains as the hallmark of otherness”.
Goggin and Newell (2005, p25)

Goggin and Newell chart a range of lifestyle experiences that show that people living with
disability have to navigate all sorts of hurdles in order to access practical support, and in most
cases this is done via systems controlled by professional staff. These systems tend to be based
on the conceptualisation of people with disability as being different to everybody else. These
same systems then serve to set people living with disability apart from community.

In other words, the systems that apparently have been set up to help, instead serve to hinder
people living with disability from accessing the decent things in life.

Self-determination

Meanwhile, there has been pushback from the disability community. Doty et al (1996) noted
that professional authority was increasingly being challenged by an ethic of consumerism fuelled
by the independent living and disability rights movements.

With a similar sentiment, Nermey and Shumway (1996) focus on the concept of self-
determination as it applies to disability service systems, defining it as:
“... an attempt to fundamentally reform both financing mechanisms and basic
structural aspects of the current service delivery system”.

They go on to identify four principles that underpin the notion of self-determination as it
relates to individual support. These principles are:

* Freedom, where people living with disability have the option of using public funds to
build a life rather than have purchased for them a pre-determined program;

* Authority, where people with disability really do carry meaningful control over a specific
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sum of public money;

* Support, with emphasis on both formal and informal support networks and on the
expectation that the support arrangements include participating in the rich associational
life of the person’s community;

* Responsibility, where people living with disability are expected to assume responsibility
for not being passive recipients of support but for also contributing something to their
communities, like any other citizen.

The effects of the disability rights movement worldwide have been most recently felt with
the UN adoption of the Convention of the Rights of Persons with Disabilities. The Convention
contains an explicit commitment to the principle of full participation in the life of the community,
and sets out expectations of choice and inclusion across a comprehensive range of lifestyle
parameters including, in the preamble:

(n) Recognizing the importance for persons with disabilities of their individual
autonomy and independence, including the freedom to make their own
choices,

(o) Considering that persons with disabilities should have the opportunity to be
actively involved in decision-making processes about policies and programmes,
including those directly concerning them,

(United Nations 2006)

This newly adopted international position provides significant support for a shift to a greater
degree of self-determination in the support that people living with disability receive, which
logically would include the option of Individualised Funding.

There have been demonstrations of the value that people place in feelings of autonomy and
control. For example, in a study of people living with disability in Tampa Bay, Florida, the
researchers found that people value highly the extent to which they retain control over the things
that happen to them, and perceptions of personal autonomy were found to be closely related to
overall feelings of satisfaction about their lifestyle and the support they receive (Polivka and
Salmon 2001).

If we are serious about a philosophical underpinning of self-determination and the associated
principles such as freedom and responsibility, then we have to look at systems other than program-
driven ones.

A shift in power, towards partnership and reciprocation

It is difficult for anyone to live a truly independent life. This is because we all carry a certain
degree of reliance on others around us. For example, we tend to rely on our partners and families
and friends for emotional support, on our employers for financial support, on banks and insurance
companies to assist us take care of what we own, on our neighbourhood stores for supplying
us with provisions that suit our preferred lifestyles. For all of us, there will be a measure of
reliance on others for some part of our preferred lifestyle. And most of these relationships are
two-way, where both parties benefit in some way. As Cialdini (1998) notes, this mutual benefit
is a cornerstone of society —it tends to be why societies emerge and how they are sustained.
Such is the strength of this principle that it gives rise to the behaviour of reciprocation, where
as per the old phrase, one good turn deserves another.

Australian Institute on Intellectual Disability 9
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The notions of mutual benefit and reciprocation imply an active relationship, one borne of
the contribution of both parties. This logically extends to the participation of people living
with disability in the wider community. The implied relationship is that the wider community
conspires to offer the person living with disability (just like anyone else) the support they seek,
and in return the person living with disability (like anyone else) makes a contribution to the
wider community, in whatever way is appropriate and achievable in terms of that person’s
inherent human value and her or his current (and future) strengths. Similarly, if a person living
with disability is afforded every opportunity to participate and contribute, then it follows that
the wider community will reciprocate in ways that reinforce inclusion.

Unfortunately, conventional societal and service systems, consciously or unconsciously, tend
to disregard the potential for contribution by the person living with disability. If in this way
the notion of active participation is not upheld, then the person is placed in a passive role of
care-recipient, and unable to enjoy the freedom and responsibility that goes with participation
and reciprocation.

Individualised Funding supports partnership and reciprocation in several ways. It offers
a partnership between formal and informal networks of support. Informal or natural support
networks are the foundation for most of us in terms of the lifestyles we lead. Individualised
Funding gives the person living with disability the opportunity to orchestrate arrangements that
maximise the interplay between formal and informal arrangements. The more that a person
(or his/her advocate) is able to build natural and informal networks in that person’s life, where
people in the person’s network and community give freely of their time because of a genuinely
felt regard for the person, then the greater the overall network of support the person can access
once the paid component is introduced. Put simply, the disability support dollar will go a lot
further if its foundation is the natural and informal support the person gets by being part of a
community.

Indeed, to accept this means there is an imperative for all service systems to ensure there
is a visible and auditable investment in assisting people living with disability to build natural
support networks in their lives. A good example of this investment is the approach called Circles
of Support (e.g. Neville et al 1995).

Polivka and Salmon (2001) argue there is therefore an ethical imperative to create more
opportunities for people living with disability to take greater control over the assistance they
receive because, through a sense of shared responsibilities, it moves systems away from a culture
of dependency to one of interdependency.

5.0  Prevalence of models of Individualised Funding

Laragy (2002) references two projects in the 1970s, one in British Colombia and one in
California, which both represented early practical examples of the concept. Since that time,
various applications of Individualised Funding have emerged around the world. It is important
to equally note, however, that there are likely to be various examples of local flexible funding
that go further back in time, and which have given the person and their family some control
over funds. This paper focuses on initiatives over the last ten to fifteen years, during which time
there has been a growing movement of interest.

Examples of initiatives can be found in Canadian provinces such as Alberta (Marlett 2006)
and Nova Scotia (Nova Scotia Department of Health 2005), and in US states like Arkansas,
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New Jersey and Florida (Frogue 2003; Phillips and Schneider 2004), and California, Oregon,
Michigan and Washington (Polivka and Salmon 2001). The Ohio Association of Area Agencies
on Ageing (OAAAA 2005), in promoting their own scheme in Ohio, noted that at that time the
number of US states running comparable schemes had risen to 31.

There are initiatives in Australia (for example Laragy 2002: Buchanan 2006) and also in
European destinations, for example Wales (Stainton and Boyce 2002), and the Netherlands,
France, Austria and Germany (Polivka and Salmon 2001).

In England, Glasby and Duffy (2007) describe how a system called Direct Payments emerged
with legislation in 1996. Many thousands of people have taken advantage of this option, whereby
they received funds directly from their local authority to purchase their own support services.
Glasby and Duffy note that, more recently, the system called Individualised Budgets has emerged,
which offers a range of options for control by the person who knows the actual financial value of
the budget assigned to them. This is part of a broader movement called Self-Directed Support,
aimed at radically re-designing service arrangements so that they are a better match with the
needs and aspirations of people living with disability. As Glasby and Duffy note:

“Individual budgets seem to offer all the advantages of direct payments, whilst
also starting to transform the system as a whole”.
Glasby and Duffy (2007)

More and more local authorities in England are exploring the potential of Individualised
Budgets for people living with disability, and more than two thousand people are now
accessing the option. This is in addition to over fifty thousand people who are accessing Direct
Payments.

Such has been the interest that the initiative has moved beyond disability and into the realm
of support for older persons (Polivka and Salmon 2201: OAAAA 2005) and mental health
(National Mental Health Information Centre 2005).

Much of this work has been driven by the philosophical considerations mentioned earlier.
However, especially in the United States, there has also been the practical consideration of service
costs. The US’s ‘managed care’ approach to health care places a heavy reliance on people taking
out health insurance to pay medical and personal support bills should their health circumstances
change. However, there is a growing population of lower income people (destined to grow further
as baby-boomers hit retirement, and as more people survive trauma but are left with a permanent
disability), where costs of Medicaid and Medicare (the US safety net systems designed to ensure
that people on lower income can still get healthcare) are starting to really dig deep and become
unsustainable. While Australia does not yet operate a ‘managed care’ model of healthcare and
personal support, the fact is that the ‘baby-boomer-retirement’ phenomenon is likely to place an
enormous financial strain on public resources in health care and personal support.

Given, then, that there are numerous examples of system approaches based on Individualised
Funding, the next consideration is how it actually works.

6.0  Practical components of Individualised Funding
Genuine control over the funds

There has to be genuine control over the funds by the person or their nominated advocate.
A framework where a funder/provider consults with the person, and then makes the decisions
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about what to provide, is not necessarily Individualised Funding.

For the purpose of this article, Individualised Funding happens when the person, either directly
themselves or indirectly through a supporting agency or significant other, has awareness of, and
control over, a known amount of public funds and makes decisions about support arrangements
that reflect his/her preferences and aspirations.

Infrastructure Documentation

It is important that the intentions of the system are documented, because there are explicit
expectations placed on the person living with disability as a self-manager of the support they
need, and this in turn has implications for the professional staff and funders with whom they
come into contact.

For example, the Novia Scotia Department of Health (2005) has set out the various roles and
responsibilities in an unambiguous policy document. The document also sets clear parameters
in terms of how the funds can be used, eligibility criteria, philosophy and operational guidelines.
Interestingly, Nova Scotia has gone one step further than a policy document and, in a similar
vein to England’s Direct Payments legislation, has the Self-managed Support-care Act, passed in
2005, which specifically makes the provision for people living with disability to receive funding
directly in order to purchase their own support.

Phillips and Schneider (2004) note the usefulness of translating the policy documentation
into a ‘how-to’ manual in Florida. However, documentation is only the first component. As
Phillips and Schneider note, reading a manual is not always enough to ensure that the person
living with disability (or his/her advocate) makes a decent go of Individualised Funding. The
availability of guidance and advice from another person is a regular feature.

Support for planning and brokerage

A key feature of Individualised Funding is the availability of someone to help plan and
broker the support that will assist the person to build a richer lifestyle. In the US, this role is
often called the Facilitator-Broker and it implies two main functions. The first, facilitator, refers
to the process of assisting the person to identify his/her range of support needs and to develop
a plan. This can include calling on other people for their particular knowledge of the person,
and/or their knowledge of a particular technical issue.

The second role, broker, refers to the process of linking the person and his/her funding with
the preferred support options. This can include the task of creating those support options if such
options do not currently exist.

Marlett (2006) describes the overall role as follows:

“...advises and assists the person and his family or friends to identify the supports
needed, secure the funding resources and to negotiate and set up customised services
to the person’s specifications.”

Marlett (2006)

It is important to note that this role is different to the professional ‘case manager’-type role
often found in disability service systems. The main distinction is that the person assisting with
planning and brokerage is primarily there to serve the person living with disability, while the
case manager is primarily there to serve the service system. Of course, every professional in
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a case manager role will say they are there to serve the person, and that sentiment will in most
cases be genuine. However, consider the following three questions:

1. Does the professional act as a ‘gatekeeper’ for the service system, determining the extent
of a person’s eligibility for services?

2. Does the professional, on average, have only a limited amount of time to give to a person
on their ‘caseload’, because of overall caseload size and the pressure of new referrals
coming through?

3. Does the professional mainly place people into existing services?

If the answer to any of these questions is ‘yes’, then the role the person performs is more
likely that of a case manager, because the imperatives are fundamentally different.

While the ‘case manager’ may understandably need to spend much of his/her time processing
(which includes the undertaking of professionally defined technical assessments of someone’s
support needs) and gatekeeping, the person assisting with planning and brokerage will spend
much of his/her time building relationships.

Indeed, Lord and Hutchison (2003), in their examination of the best examples of Individualised
Funding models across Canada, the US and Australia, found that the principles of relationship-
building guided the work of staff across the projects, because relationship-building is key to
the development of informal supports in a person’s life and, in turn, the presence of informal
supports in a person’s life help strengthen wellbeing and community inclusion.

They go further by noting that in some of the projects, the person in the planning/brokerage
support role undertakes indirect relationship-building by supporting the person and the family
to develop networks. Lord and Hutchison conclude by identifying seven key functions evident
across the majority of the projects they focused on. These are:

1. Build relationships with individuals with disabilities, their families’ networks and the

local community;

2. Provide information about network building, individualised support options, community
resources and direct funding;

3. Help the individual build a social support network (circle, cluster, group, network), that
would be willing to meet regularly;

4. Assist individuals, families and support networks to plan what the person wants, using a
strengths-based approach (including for example dreams, vision, outcomes, preferences
and priorities), often facilitating network planning meetings;

5. Help individuals and their networks to develop detailed support plans and budgets for

submission to the funder;

Facilitate community connections in both formal and informal settings;

7. Assist people to find, purchase or create supports that may be required and provide ongoing
implementation support.

e

All seven functions have relationship-building and networking at their heart. This is consistent
with the findings of Western Australia’s Disability Services Commission which, in a 2003 review
of the Commission’s Local Area Coordination model, reported that the strengths of the scheme
included the emphasis on relationships and building informal supports.

Phillips and Schneider (2004) conclude from their research that it is possible for people with

Australian Institute on Intellectual Disability 13



interaction * v22/1'08

a background in case management to shift to a planning/brokerage support role where the person
living with disability is driving the arrangements. Conditions for this include the professional
person’s support for the philosophy that underpins Individualised Funding, and good orientation
to the framework.

In considering the role of a support person to help planning and brokerage, it is important to
note that people’s personal competence is not necessarily static. For any of us, our capacity to
make a decision can be affected by circumstances such as ill health, bereavement, fatigue, use
of alcohol, drugs and medications, emotional feelings, and so on. This will, therefore, also be
true for a person living with disability.

This means that there is some onus on the person in the planning and brokerage role being
able to issue clear guidance (but not make the decisions), for example in respect of the person
wanting to access products/activities that are illegal, or where the person’s competence to make
a decision is being affected by a particular circumstance.

It is important to remember that the availability of someone to assist with planning and
brokerage is, in itself, an option and it should not be assumed that every person living with
disability will need or want such assistance. A person may prefer instead to rely on his/her own
capacity to identify and build a framework of support.

Support to Manage

Individualised Funding means that the person living with disability carries responsibility
for purchasing and managing his/her own support services. This includes a range of legal and
financial considerations that go with carrying accountability for the public funds and the staff
involved.

In our communities, many self-employed people will use the services of an accountant, a
lawyer or a business bureau, to assist them to meet their legal and financial obligations. This
is also the case for people using Individualised Funding arrangements. The entity they use
is described in a number of different ways. In the US, for example, it is referred to as a fiscal
intermediary, and Nermey and Shumway summarise the role thus:

“This organizational/intermediary function allows individuals with disabilities
(or families) to serve as the employer of record (or this other intermediary, individual
or organization can become the employer of record) for any staff hired to provide
supports and allows this other organization or individual to manage all tax filings
and payments to these staff. Fiscal intermediaries simply provide technical and
fiscal supports without usurping the primacy of the individual with a disability,
family and friends.”

The last sentence is key, because it makes the all-important point that the person living with
disability is still in charge. The Fiscal Intermediary provides a service that keeps the person safe
in alegal and financial sense, without compromising the person’s fundamental self-determination
regarding the support arrangements.

Because the term Fiscal Intermediary suggests a role that is confined to money management,
for the remainder of this paper I will use the term host agency.

Any organisation, entity or individual can feasibly become a host agency for a person living
with disability, so long as the person freely chooses this while remaining in control of the
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decisions that affect him/her, that the tasks are performed as expected, and that there are no
significant conflicts of interest.

Interestingly, in British Colombia, the host agency role has in some places been undertaken
by an entity called a microboard.

According to the Vela Microboard Association’s website:

"A Vela Microboard is formed when a small group (micro) of committed family
and friends join together with a person with challenges to create a non-profit society
(board). Together this small group of people addresses the person’s planning and
support needs in an empowering and customized fashion. A Vela Microboard comes
out of the person-centered planning philosophy and is therefore created for the sole
support of one individual.”

Vela Microboard Association
http://www.microboard.org/index .html

In their review of Individualised Funding in an area of South Wales, Stainton and Boyce (2002)
reported that people using the scheme valued highly the role of the host agency. Interestingly,
people particularly valued the fact that the host agency’s staff were themselves people living
with disability.

Polivka and Salmon (2001) found that between 75 and 80% of people in Individualised
Funding programs across the US chose to go through a host agency.

7.0  Reported benefits

Stainton (2006) notes that the vast majority of the available literature shows a big increase
in positive outcomes, including quality of life, satisfaction and independence.

Poll et al (2005), in evaluating a pilot study in the UK, reported dramatic increases in
satisfaction, cost savings and community support.

Over ten years ago, Doty et al (1996) found a strong correlation between consumer choice
and consumer satisfaction, and that was heightened when agencies encouraged consumers to
hire their support staff directly. They found that the person’s active involvement in the hiring
and management of support staff, including whether they knew the people prior to employing
them, all contributed to overall satisfaction with services.

Conroy et al (2002) spent three years looking at schemes across 42 US States, including a
more detailed examination of six States in particular. They developed a hypothesis based on
the impact of self-determination:

“If people gain control, their lives will improve and costs will decrease.”

The results were striking. In each of the States they looked at, they found evidence (through
measures such as the degree of shift to person-centred planning, and the extent of decision
control) that people did indeed have more control. They found significant improvements across
14 quality of life indicators (for example, regarding client/family perceptions of choice-making,
getting out and about, socialising with friends, and health), that life did indeed improve. Finally,
although adequate financial information was limited to only three States that they looked at, they
found that costs were favourable when compared to traditional arrangements.

Lord et al (2006), in their study of initiatives in Canada, concluded that Individualised Funding
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had a positive impact on quality of life, as reflected in areas such as making choices, achieving
goals, participating in the community and growing relationships.

Frogue (2003) cites evidence across a number of studies that satisfaction rates are high with
this model, and without any negative effect in terms of costs. The USA’s National Council on
Disability (2004) found positive outcomes in respect of consumer satisfaction, quality of life
and perceived empowerment, and no downside in respect of any safety compromises.

Western Australia’s Disability Service Commission (2003) reported the review of its Local
Area Coordination (LAC) framework, which found that the framework (which has the ability
to conduit funding directly to clients) achieved good results in terms of service coverage, cost
and consumer satisfaction.

Stainton and Boyce (2002), in a Welsh study, reported key benefits in terms of perceptions
of independence, client control, perceived value and cost efficiency.

Geron (2000) notes how the advent of the model has resulted in a new perspective on service
quality, one that is driven by the person living with disability. Given that it is a person who is
crafting the support arrangements, and employing and directing the staff, s/he is in the driving
seat in terms of how quality is defined and measured. As such, the model serves as an important
vehicle for acknowledging, and heeding, the voice of the consumer.

Taking this further, Polivka and Salmon argue that Individualised Funding, in addition to
being exceptionally popular with its participants today, also supports the future:

“By giving consumers the flexibility and independence to spend their money
as they see fit, [Individualised Funding] encourages the evolution of long term
care services that are responsive to consumer needs rather than to government
regulations.”

Polivka and Salmon (2001, page 20)

They also argue that, through its focus on the consumer and his/her network of family and
friends, the model can make a critical contribution to the capacity and sustainability of the
informal systems of support in people’s lives.

“it is compatible with a broad commitment to the value of public policies
that strengthen the family and support its capacity to care for [relatives with
impairments]”.

Polivka and Salmon (2001, page 41)

Extrapolating from this, it suggests that Individualised Funding actually helps grow the extent
and range of informal supports in someone’s life.

The benefits are thus summarised by Glasby and Duffy:

“...all the available evidence suggests that [Individualised Funding] leads to greater user
satisfaction, to greater continuity of care, to fewer unmet needs, and to a more cost-effective
use of scarce public resources”.

Glasby and Duffy (2007)

Finally in this section, it is worth noting that Individualised Funding offers portability. The
person accessing Individualised Funding is likely to have an increased capacity to easily make
changes in their arrangements, rather than being tied to broader arrangements that at times may
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have more to do with the needs of service agencies than the needs of the clients they’re meant
to serve.

However, is it all good news?

8.0 Challenges to the approach

No system is a panacea in and of itself. Any service system, in any field of human endeavour,
can carry within it the potential for both good and/or bad things to happen.

In respect of Individualised Funding, it will therefore not be unusual to find that there are
potential pitfalls, such as the following.

Exploitation of clients

A concern could be that with people charged with putting in place their own arrangements,
they could lay themselves open to abuse. This could be on the basis of the assumption that it is
easier to ensure safeguards for vulnerable people if they are either physically, or organisationally,
congregated.

However, there are plenty of examples around, be it in the literature or in the stories that
people tell about their experiences, which suggest that ‘traditional” sector arrangements are not
necessarily all that good at protecting vulnerable people from neglect and abuse.

Doty et al (1996) note that in the Massachusetts arrangements, there was a significant
investment in growing the capacity of people living with disability to manage their own
arrangements.

Phillips and Schneider (2004), in harvesting a wide range of practical wisdoms in their study
of arrangements in Florida, found that the exploitation and neglect of clients was rare, and
there was no reported evidence that people were more at risk than in previous more traditional
arrangements.

Arelated concern has been the perceived incapacity of people living with disability, especially
those with cognitive impairment, to manage their own arrangements. The above capacity-
building argument, as per the Massachusetts example, still applies. In addition, methodologies
such as Circles of Support and Microboards provide significant support for vulnerable people
to make their own decisions.

Interestingly, Stainton and Boyce (2002), in their Welsh study, found that such concerns were
largely held by professional staff with no direct experience of the framework of Individualised
Funding. Those professional staff who did have familiarity with the framework tended to be
more accepting of the person’s capacity to manage their own arrangements.

Glasby and Duffy (2007) note that, far from being exploited, people living with disability,
or their advocates, take advantage of the opportunity and demonstrate their capacity to make
effective decisions because they have a strong vested interest.

It will cost more

The numbers of participation remain relatively small compared to the overall population of
people living with disability, so it is hard to find compelling evidence that Individualised Funding
costs more or less than traditional arrangements.
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However, in each of the places where Individualised Funding has been made available, it
is likely that there will be public fund administrators who have a keen interest in the financial
effect. If there was a distinct trend for service costs to go up, one could reasonably have expected
those administrators to signal this.

What evidence there is does suggest that costs do not increase significantly, and can often
compare favourably with traditional alternatives (e.g. Conroy et al 2002, Frogue 2003, Stainton
and Boyce 2002). Early evidence from the U.K. points to at least a 12% cost saving as a result
of people being able to direct their own support (Duffy 2006).

Gathering data can be a challenge. It is not always straightforward to set up a control group to
compare costs, because of the range of variables that can come into play. However, if a person
was previously receiving services under a traditional funding mechanism, it ought to be relatively
straightforward to translate that into dollar terms. This figure provides a baseline measure, and
also can be used as an indicative working figure for the Individualised Funding, which can then
be tested using whatever assessment tool the funder has chosen. Interestingly, if in this scenario
the funding costs did increase, this would not necessarily mean that Individualised Funding is
more expensive, but may in fact point to problems of assessment, be it the traditional assessment
methodologies, or the one chosen for Individualised Funding. In other words, it may be poor
implementation that is causing the problem, rather than the idea itself.

No take-up of the opportunity

Low take-up can be an issue. As with most things, if people don’t have enough relevant
information about something, they are less likely to actively support it.

It follows then that there has to be an appropriate investment in ensuring all key stakeholders
— people living with disability, their families, support agencies, staff — have access to good
information. Phillips and Schneider (2004) note that advocacy agencies can play an important
role in getting information out to people living with disability so that they can make an informed
choice about whether to move into Individualised Funding arrangements. In contrast, the same
authors also note that agency resistance, and competing staff priorities, can potentially diminish
take-up.

Government also has an important role to play in setting up the appropriate conditions for
Individualised Funding arrangements to flourish. Indeed, Glasby and Duffy (2007) note that low
take-up doesn’t necessarily disprove the concept, but instead could reflect poor implementation.
They also note that greater success often comes when a user-led information/advice agency is
available to assist a person to decide whether the option is right for him/her.

Diminishment of professional safeguards

Laragy (2002) notes there could be concerns whereby the direct involvement of people in
orchestrating their own support arrangements could mean the removal of those safeguards that
exist by virtue of the involvement of professionals who, in addition to their own knowledge
about risk issues, perhaps at times act as a counterbalance to the pressures placed on people by
their own family and other people providing support.

Again, the presence of support systems like Circles and Microboards can help mitigate this.
There is also no reason why an Individualised Funding framework cannot carry an appropriate
suite of system safeguards without being invasive or diminishing the person’s opportunity to
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make personal choices about services.
Exploitation of staff

Another stated concern is that a system of Individualised Funding can cause a reduction in
salary and benefits for staff working in the industry. The assumption is that, by having a large
number of individual people living with disability entering the market place as purchasers, it will
create increased competition among service agencies, who may, among other things, consider
reducing their prices to get a market edge. Such service price reductions are often associated
with reduced staff salary and benefits, because staffing costs are the main influence on price in
the disability support sector.

An associated concern is that staff benefits are at risk of diminishment where they are working
for a small, or single-person, agency, perhaps without the infrastructure to provide conventional
staff benefits.

The summary catch-cry for those cautious about a framework of Individualised Funding is
that it results in ‘staff on the cheap’.

However, a look at the examples of Individualised Funding frameworks elsewhere shows
that this is not bound to happen.

The program in Massachusetts, as reported in Doty et al (1996), found that in fact support
workers involved with Individualised Funding worked to a better hourly rate than the typical
agency rate in other States. Part of the key to success was the very small administrative charge
levied by the consumer-run entities that administered the program.

Doty et al go on to note the variations across US States in pay rates for both individual and
agency-employed staff.

It cannot be concluded that a framework of Individualised Funding will inevitably lead to
a diminishment of staff benefits, with at least one example showing that the reverse was the
case.

Also, Lord and Hutchinson (2003) make the point that Governments have a key role to play
in setting employment guidelines. As such, one can reasonably expect Government to establish
regulatory safeguards that help ensure that, within a framework of Individualised Funding, the
disability support workforce is treated fairly.

Interestingly, Lord et al (2006), in their study of four areas, noted that many families reported
that staff remained for years. This suggests a low turnover, and the researchers also noted that
clients reported high levels of satisfaction with their support staff, who also played a valued role
in using significant time linking clients with opportunities in the wider community. As such,
this suggests that a framework for Individualised Funding can bring greater job satisfaction to
support staff, in terms of client appreciation and role diversity.

Diminishment of agency sustainability

Another concern could be that service provider agencies might have their sustainability
damaged by a shift to a framework of Individualised Funding, which arguably means there
would be an overall loss of sector capacity and consumer choice.

It is certainly true that an informed person, buying personal support, will make choices between
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service agencies. These choices will be based on the main parameters of quality, price and brand
(familiarity and reliability). Assuming that there are framework safeguards that avoid a price
war that gouges staff benefits, the main choice-making will be on the basis of service quality,
reliability and agency administration costs. Itis, therefore, arguably a good thing if some service
agencies subsequently have a sustainability problem, because they are not competing well in
respect of quality or reliability or administration efficiency. This situation does not stop new
entrants to the market either, who profess (and can subsequently demonstrate) a well-run, high
quality, reliable service. As such, the arrangements do not diminish choice — they enhance and
reinforce choice. In short, the arrangements provide incentives that encourage service agencies
to be more responsive.

The framework can challenge service monopoly, and can also challenge the levels of
administrative charges that agencies include in their service prices. The Massachusetts example
shows the ascendancy of those agencies with low overheads, transferring those savings into
direct client support from motivated, relatively well-paid staff.

Lord and Hutchinson (2003) note that Government can play a role overall in supporting
the overall sustainability of the non-government sector in this framework, by investing in
infrastructure support and technical support. Western Australia is given as an example.

The Burden of Accountability

Even allowing for the availability of support to help the person navigate the legal and financial
obligations, the fact remains that the responsibility may be a joy to some and a burden to others,
more so the latter if the funder places heavy demands in terms of accountability reporting. The US
system, driven by the features and imperatives of the Medicare and Medicaid systems, appears
to place a heavy burden of bureaucracy on people in charge of their own funding, while the UK,
for example through the efforts of the organisation In-Control (www.in-control.org.uk), appears
to be nurturing a framework that emphasises minimal bureaucracy.

Bureaucrats who expect people to fail at organising their own support can help this to become
reality by imposing heavy bureaucratic demands. Alternatively, the lighter the bureaucracy, the
more likely it is that people will succeed in managing their own arrangements.

Limited horizons

One problem is that it is dangerous to assume that once a person is in charge of funding, s/he
will automatically make better purchasing decisions than the Government. People are more
likely not to succeed if they do not have access to information and support to undertake the role
as purchaser of their won services. In this way, people can be set up to fail.

More than this, there is the added consideration of the person’s view of what is possible.
If this is limited to the history of their personal experiences, then for many people living with
disability and their families, it may be that they will buy services in a similar vein, in order
to ‘stick with what they know’. This means there is less likely to be a significant change in
the quality of what is provided, which in turn could, in the eye of Government administrators,
diminish the argument for people having control over their own funds.

It is no surprise that horizons can be limited in this way. People living with disability are
more likely to be exposed to experiences of marginalisation, where the views and actions of
others have ‘trained’ people living with disability to have lower expectations of what is possible
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in their lives.

To counter this requires a genuine commitment from Government and the community to
embark on a patient and thoughtful journey with people living with disability and their families, to
reclaim an aspirational sense of what is possible in their lives. This is not limited to direct work
with the person, but extends to the Government and community leaders growing the community’s
capacity for inclusion — building access, public transportation, mainstream employment, a decent
education, and so on — so that the view of what is possible begins to extend beyond personal
care tasks, household support, therapy and meaningless diversionary activities, and more into
a rich associational life within the wider community.

However, the introduction of Individualised Funding should not be delayed for this to happen,
because that would deny people the opportunity to ‘learn through doing’. In other words, the
journey must start with the principle of self-determination, not end with it.

Individual and community

The emphasis of the model is on the individual, who is supported to make personal decisions
and enter into individualised arrangements. This opportunity to tailor the support arrangements
to the individual is important and attractive. However, we are individuals within communities
and people rarely operate wholly in isolation. Support arrangements tend to be stronger
and more sustainable when they are anchored within community networks and community
relationships.

There may be a risk therefore that someone endowed with an Individualised Funding
opportunity may only focus on the practice of the individual purchase, which could become
quite isolating as the person spends time only with paid staff whom they have contracted to be
there. In this way, the person may inadvertently disregard building broader relationships of
goodwill in the community.

The danger of perceived panacea

A pivotal issue is the extent to which the system sets people up for failure. In other words,
the notion of Individualised Funding, in and of itself, is no guarantee that people will get
better supports and a better life. As such, the greatest risk is doing it badly (as per any of the
above-mentioned challenges), or assuming that no other part of the overall system needs to be
addressed.

Individualised Funding is only a partial solution if it just involves part of the disability funding
available. For example, if the only Individualised Funding available is for personal support then
there will still be barriers in respect of issues where the funding comes from elsewhere, issues
such as support to access open employment or assistance with mobility.

Also, any number of factors can conspire to trip Individualised Funding up. The capacity to
buy one’s own support services is but one element of a range of supports that can assist a person
to live a decent life. A framework of Individualised Funding, delivered without appropriate
safeguards, without an integrated framework, without an emphasis on capacity-building, and
without a thoughtful understanding of exactly what the person wants to do with this life, will
increase the likelihood of disappointment.

However, none of the above factors disprove the concept of Individualised Funding or its
potential for adding significant value in the lives of people living with disability. Indeed, the
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UK’s Commissioner for Social Care Inspection identified in their 2004 report a range of issues
that were undermining the successful take-up of the options, yet were able to recommend a
range of practical measures in response.

9.0 Summing Up The Opportunity

The growth in various applications of Individualised Funding over the past twenty years,
together with the positive feedback from people involved, suggests that it is here to stay and that
increasingly it will become a standard option within disability support systems.

Also, the simple fact remains that you can only buy so much, and funding cannot replace
other elements necessary for a good life, such as the freely given association of others, like
friends and neighbours, and participation in community life. Individualised Funding will work
best in this context.

Accordingly, Individualised Funding is increasingly a feature of advocacy agendas, for
example the Disability Agenda authored by the Disability Rights Commission (DRC) in
the United Kingdom and which was developed as a result of consultation with the disability
community. The DRC called for individualised budgets throughout the UK, and this principle of
Individualised Funding is a feature in three of their recently released policy papers, in respect of
personal support, ending poverty and tackling health inequalities (Disability Rights Commission
2007, x 3).

There is enough evidence of the benefits of Individualised Funding, and the safeguards that
need to be attended to, for it to reasonably feature as a standard option right now for people
within the disability community in every jurisdiction.

The elements that favour its success include:

O Early access to information about the options;

O A tangible body of resources that are genuinely under the control of the person;

O The availability of support to assist the person to set out a personal vision, to identify
support needs and to organise arrangements that the person wants;

O The availability of support to assist the person control a range of management and
compliance issues associated with being a budget holder, and an employer/director of
staff;

0 A Government-endorsed framework of appropriate safeguards and evaluation;

0 Government commitment to regulating market conditions to avoid abuse and exploitation
of one or more of the various stakeholders;

0 The availability of resources that support authentic person-centred planning;

O A distinct and heartfelt emphasis, shared by all stakeholders, on individual/family/
community capacity-building, so that there is a blend of paid and unpaid (freely given)
supports in the person’s life;

O A culture of relationship and integration;

o Collaboration between funders, so that Individualised Funding supports a range of
lifestyle issues;

O A framework that is free from burdensome and invasive bureaucracy;

O Adefault assumption that people living with disability and their families have the capacity
to be successful in organising their own support.

This is in no way intended to read like a ‘too-hard’ list, but rather as a highly achievable
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primer for putting in place new arrangements that give people living with disability and their
families a greater degree of control over how they build support to access the same opportunities
as other citizens.

As Duffy notes:

“Self-directed support shifts the economic paradigm from one where the disabled
person is simply seen as a recipient, to one where the disabled person is a full and active
social and economic agent”.

Duffy (2006)

As I hope this paper has shown, there is now plenty of evidence in support of the concept
of Individualised Funding.

More and more people, in more and more jurisdictions, are taking up the opportunity of
Individualised Funding. For any Government not currently offering Individualised Funding as
a routine option to the disability community, a ‘wait and see’ approach is no longer a credible
reason for inaction.

If a Government is truly committed to values of self-determination, inclusion and capacity-
building, then the introduction of Individualised Funding is well overdue.
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JOANNE'S JOURNEY

John Page

Our daughter Joanne, now aged 30, has Down syndrome and for the past four years has been
on a journey of self-determination, self-advocacy and greater independence! It has been a story
about being “in-control” and, as Joanne’s parents, we look back over this time and wonder why
has it taken so long for families to be given ‘permission’ to have greater input into their child’s
lifestyle. To us,itis a logical, common-sense approach and although, we hear constantly how
difficult it is for the service-system to implement and sustain a system that can cater for all
needs, it is not an argument that can’t be challenged.

What was it like before we realised changes had (not needed) to be made?

Twelve years of integration at our small local schools was followed by automatically attending
an Adult Day Training Service, known in Victoria as ATSS. The funding for ATSS is block
funding provided from the Department of Human Services and, for the majority of Joanne’s life,
we were never told just what it equated to. There was also never encouragement for us to ask
— it was “secret service” and a matter of fitting in with what programs the service provided.

When Joanne was in her mid-20’s, she appeared to be stunted in her development. We were
growing older and becoming more aware of what needed to be done for Joanne, especially if
she was ever to life independently and to develop her self-determination to get her through life.
When we partook in General Service Plans or Individual Program Plans and started initiating
some new ideas, knowing already what Joanne wanted to do, we were met with the response
“we haven’t got time to do that — we have more than your child to look after!”

This in itself was enough to stir us and realise there has to be a better and more equitable
way. Previously, we had attended a 3-day workshop by John O’Brien and had also had our
appetite enhanced by Michael Kendrick. Following these sessions, we now knew there were
more options and a vastly different perspective which was very much in line with our thought
process. We were fortunate enough to have an advocate from VALID in Victoria support us
with our very real frustrations, and to assist in approaching our regional Department of Human
Services to start talks, which in time enabled us to have control over Joanne’s block funding.
This was a lengthy process, but a positive one, as we developed a true partnership with allies
within the Department who were prepared to see change happen.

‘What is it like now?

Great! The turnaround in attitude, being guided by underlying principles in Victoria’s new
Disability Act, allowed us to have autonomy which we had never experienced.

We know exactly how much money Joanne’s block funding is, which is now her individual
funding. We had choice over who was to hold the monies and, once again with our advocate
doing the ground work, we found three organisations to choose from. As parents, we looked
at how much administrative costs would be deducted and what we would receive in return for
this. We also took into account how visionary each organisation was, and once again looked
at their response/attitude to see if they would be happy with this relationship. They were only
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required to be our banker. As time has gone on and the relationship with our banker has been
healthy, Joanne’s respite allocation has also been transferred to the banker.

Joanne, with our guidance, chooses her own staff who are appropriate for the program that
has been identified in her planning. The programs vary between art, computer skills, literacy,
cooking, sewing, meals-on-wheels, working in the local community library, etc. The two vital
strengths we look for in staff are passion and skills — one without the other do not suffice.

A factor that really demonstrates being “in-control” is that Joanne takes control of the
timesheets. Each worker’s timesheet is filed in her satchel and, after each program, she
produces it for them to sign and then she signs off on it. That process in itself is so meaningful
and so good for her self-esteem. We then fax the timesheets off fortnightly to the banker for
the workers to be paid.

We must also mention that we live in a very small rural town, four hours north of Melbourne
and were originally told that there would not be the choices to make this model work. Wrong!
Staff have always been local and although the banker is not in our town, it is an organisation
that reaches out to our area. The Department of Human Services were also prepared to cross
regions for this to work, meaning our monies had to be transferred from one region to another
due to where the banker was situated. It is all possible — there should be no barriers!

How do you feel about it?

A wonderful feeling of satisfaction, but even more so is that it is a moral obligation of the
system to further recognise that families overall know their sons/daughters better than the
service providers. For so long, we have had to be on the receiving end of being told that they
know best for our child. Finally, we have been recognised for who we are — the people who
support our daughter day and night and know her intimately more than anyone possibly can.
That acknowledgement speaks a thousand words!
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Individualised Funding
General Considerations On Implementation

Robbi Williams!
BA (Hons), MA, MIDNZ, MAICD
© Julia Farr Association 2008

(Reproduced with the kind permission of author and publisher?)

1.0  Summary

The availability of Individualised Funding is essential to the empowerment of the disability
community. This paper continues an analysis commenced in Williams (2007). Using an approach
derived from the McKinsey 7S approach (Waterman et al 1980), the paper sets out the key
considerations underpinning the successful implementation of support arrangements where
the person living with disability has control of the funding (here described as Individualised
Funding). The analysis emphasises a habit of collaboration among a range of stakeholders, and
with particular reference to the genuinely heartfelt values that need to be present.

2.0 Considerations for Implementation, Including General Policy Settings

The argument in Williams (2007) puts the view that the concept of Individualised Funding
has demonstrated its worth and place as a standard option within a disability support system,
and has identified the key elements for success.

The next examination must therefore be the considerations for its implementation, including
policy and practice leadership. An effective organisational framework must have regard for a
range of practical issues, including the declaration of values and strategic intent, system and
structure arrangements, competencies, staff and cultural fit.

The following analysis uses as its framework the McKinsey 7S approach (Waterman et al
1980). Consultants at McKinsey developed this model to help administrators effect organisational
change. It focuses on the alignment of seven key areas of organisational activity. These can also
apply to a collection of organisations, such as those within a service system. Such alignment
is essential if Individualised Funding is to take its place successfully in disability support
arrangements.

The analysis offers the sequential elements to which a coalition of stakeholders should commit,

I Robbi Williams has over 20 years experience across a number of countries, covering a wide range of
roles in disability and in mental health. He is currently CEO of the Julia Farr group, a trio of non-
government organisations working to improve the life chances for people living with disability and
their families. Robbi is a regular columnist for the national magazine, Link, and is the developer of
the wellbeing planning framework known as the Q50.

2 ©IJulia Farr Association Inc., 104 Greenhill Rd, PO Box 701, Unley Business Centre, Adelaide, South
Australia 5061: T: 08 8373 8300/F: 08 8373 8373; E: admin@juliafarr.org.au; www.juliafarr.org.au
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if our communities are to make a decent go of Individualised Funding. It also captures a number
of the summary recommendations from the UK’s Commission for Social Care Inspectorate
(CSCI) report in 2004 on Direct Payments.

At the outset, | now make what I consider the Fundamental Point underpinning the successful
implementation of Individualised Funding. It is this: successful implementation does not lie solely
with Government. While Government has a considerable role to play in sustaining a vision for
change and overseeing the practical arrangements underpinning Individualised Funding (and
this is reflected in the language used throughout this paper), it would be wrong to conclude the
leadership belongs to Government alone.

Government policy-makers and administrators cannot by themselves develop faithfully-built
arrangements that deliver the benefits associated with Individualised Funding. Staff within every
organisation, including Government, are subject to enormous pressures which compete for time
and attention and thereby diminishing capacity for any specific initiative. To deliver the vision
and policy of Individualised Funding takes courage. People at every level - Government officers,
line managers, service staff, people living with disability calling for change — need support to
maintain and exercise that courage.

So, the successful implementation of Individualised Funding requires a coalition of effort,
where the voices and endeavours from a range of places — people living with disability, their
families, supporters, service providers, local community organisations and, of course, Government
staff — work together to create a collective momentum. This momentum includes collective
leadership and courage to create a framework for Individualised Funding that gives people the
genuine means to build authentic lives of personal authority and social inclusion.

As such, the following analysis applies to all of the above stakeholders. We succeed or fail
together.

2.1 Shared Values

Our society is shaped by individual values. Each person negotiates their stance in relation to
the liberties and constraints they encounter. Within society, where people hold values in common,
they can support the status quo, engender change or resist change. The shared values become
the basis for action. Behind this paper is the assumption that people living with disability do not
experience the liberties others in society take for granted and the constraints they face exceed
the constraints of others. There is a need for change. In this section, the key values motivating
this movement are identified.

Based on evaluations cited in Williams (2007), a cornerstone value for Individualised
Funding is the notion of personal authority (also linked to concepts such as informed choice,
self-determination, free will and independence). It is absolutely critical that a wide range of agents
—Government policy-makers and leaders, service provider staff, and those of other organisations
and groupings involved in the lives of people living with disability and their families — commit
to this, and fully embrace it intellectually and emotionally. Such a commitment to personal
authority infers acceptance of the obligation to support people exercising their discretion and
independence. This ability to make choices for ourselves and to give voice to our views is the
gateway to full and active citizenship. In other words, each agent (Government and others)
welcomes the responsibility and accountability to ensure every person gets the resources and
support they need to exercise personal authority and live active lives of citizenship. In the UK,

Australian Institute on Intellectual Disability 29



interaction * v22/1'08

the organisation in Control refers to this as ‘independent living’.

This is a critical test for any organisation and its support of people with disability. An agent
unable to sign up to this value has no real interest in supporting people living with disability
to live decent lives, indicating that independence of thought and action is less important than,
say, passive compliance.

A second key value is interdependence. In other words, we recognise that no person is an
island, and that societies and communities have evolved, because of the extent to which every
one of us depends on a range of different people for things to help us build our lifestyle. By
association, this means communities need to be inclusive of all their members, including people
who live with disability.

A third key value is capacity-building. This value recognises that throughout our lives,
we continue to learn and grow. This is true for each of us as individuals, as families and as
communities. This demands that any successful framework for Individualised Funding must
have the idea of capacity-building woven into every encounter.

Underpinning this movement is a vision for inclusion and participation that empowers each
person within the disability community to exercise personal authority, participate as active
citizens and to grow. Each agent, including Government, needs to express these cornerstone
values in the form of a vision. This vision and these values must then shape public expenditure
and public accountability. Similarly, service provider agencies and other relevant organisations,
including those involved in advocacy, need to formally express these cornerstone values in ways
that guide their work. Critical to success will be the extent to which the disability community
is supported to participate in the ongoing crafting and shaping of this vision and the plans and
actions which flow from it.

Referring back to the Fundamental Point, it is important the coalition commonly subscribes
to, and embraces, these values at every level, and participates in the development of the vision
so there is a shared ownership.

2.2 Strategy

While a clear value-base is fundamental to any human enterprise, it is hard to achieve any
change without charting a course. So, to give effect to the above shared values, Government,
service providers and other relevant agencies need to state in detail what they will do. This is
a critical act of formal and psychological commitment.

The strategy needs to clearly describe an intentional pathway to a set of tangible goals with
explicit and coherent reference to the values and vision. This description must identify the
key policy settings for success. When Governments consider the framework of Individualised
Funding, they must address:

O The extent of collaboration between different funding bodies, to create a single, integrated
fund;

0 How the amount of available funds is calculated for each person;

O The range of purposes to which those funds may be applied.

Again, referring back to the Fundamental Point, Government staff will be significantly aided
in this task if they are joined in dialogue with a wide range of stakeholders and as part of a
coalition of shared leadership.

30 Austalian Institute on Intellectual Disability



v22/1'08 + Interaction

In addition, service providers and other agencies will need to evolve their policy settings,
for example:

O How their services will be customised to authentically respond to the individual
aspirations of people using those services;

0 How they will build the right kind of relationship between agency staff and the people
using the services;

0 How people using the services are routinely consulted on the organisation’s work and
are part of the organisation’s governance arrangements.

Note a strategy is about a clear statement of intent, a description of what is going to happen.
It does not have to be pages upon pages of detail, with an attempt to plan for every possibility.
Such detailed work is time-consuming and ultimately futile. A degree of uncertainty is inevitable,
because the world does not stand still simply because someone wrote a plan.

A good strategy will have the critical support from the coalition of stakeholders, stay true to
the values driving it, and contain sufficient flexibility to adapt to a changing environment.

23 Systems

To make the strategy come alive, the coalition of stakeholders next needs to identify the
systems necessary for the safe and successful introduction of Individualised Funding.

Systems will include, for example, the mechanisms and tools for communicating with and
informing people about this option, how eligibility is determined, how people’s assessments
of their support needs are verified, how the money is made available, how people living with
disability and their families make contact with potential support providers, how outcomes are
measured, and so on.

Given the extent of Individualised Funding arrangements elsewhere, the process of developing
systems need not be overly onerous. Existing systems in other places can be accessed and adapted
to suit the local circumstances (e.g. Waters 2007; in Control 2006). However, a key feature has
to be simplicity. If the administration of Individualised Funding is burdensome, then it will
reduce the likelihood of success for the people involved.

The coalition can identify system safeguards, such as effective regulatory and audit
frameworks, to help ensure people, their support staff and funds are safeguarded against
exploitation. In designing safeguards, it is important the arrangements are proportional to the
true risk. This is important because it is not unknown for various agents to develop and maintain
cumbersome, top-heavy systems removing value.

In other words, Government agencies, service providers and other relevant entities involved
in setting constraints, need to presume the majority of people will make sensible decisions about
their funds and service choices. These people need to be resourced to seek out information and
support when they need it. Where individual circumstances suggest a person needs additional
support, the support must be informed first by the value of capacity-building — how the person
and those who support them can grow their capacity, for example in terms of knowledge and
confidence, to make quality choices. The removal of control and autonomy must be seen as
antithetical to these core values and occur only in rare and generally temporary circumstances.
By using this approach, every agency will avoid burdening the many with onerous ‘safeguards’
that are really only helpful to the very few. A critical component in this process is the generation
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of affirmative and appropriate accountability where people are enabled to accept responsibility
for their choices. Again, the assumption should be that most people recognise their decisions
have consequences and are content to live with those consequences.

Key to all this is the easy flow of information. All agencies within the coalition will need to
review and simplify their systems so people can easily access, understand, and measure, what
the agency offers.

24 Structure

These systems, and the decision-making they support, need to take place within a formal
framework, or structure. Structures are the formal organisational arrangements showing how
accountabilities are managed. This is a key issue, particularly when organisations become
larger.

For example, a Government department administering disability funding may have a formal
structure based on divisions of activity. This is a relatively neat approach for being able to
easily coalesce, quantify and account for a particular area of endeavour. However, it does not
necessarily make it easy for staff within one division to move freely through, and collaborate
with, other divisions.

Good funding mechanisms demand the capacity for people to think and act through a spectrum
of organisational structures. Structures that support networking and fast movement will be an
important boost to the implementation of Individualised Funding.

This does not necessarily mean there has to be wholesale reform in Government or agency
administration before Individualised Funding can work. It simply means thought should be given
to how existing structures can provide sufficient wiggle room so people can work quickly across
different areas in support of a well-integrated funding solution.

In practice, this will mean Government departments will need to support activities across
existing streams and promote conversations among various areas. Similarly, service providers
should avoid developing ‘silo’ structures where communications go up and down through formal
line management accountabilities. Such structures teach staff the only valued communications
in the organisation are those going up and down the silo and, if the silo is long enough (and
three line-managers is often long enough), then communications can be lost or diluted even
within the silo.

An essential feature of Individualised Funding is that people should not need to shape their
lives by regular and routine contact with Government agencies and service providers. Instead,
wherever contact with the various Government agencies and service providers is necessary, it
should happen in a smooth and connected way, enabling a person to get on with their life without
undue waiting or re-telling.

The notion of structure extends beyond Government to the range of agencies involved in
disability support and their relationship with each other. Often a person will relate to a number
of different agencies; it is vital these agencies collaborate in support of the goals the person has
set for herself or himself.

Itis not necessary to anchor key sector-wide structural mechanisms to support Individualised
Funding within a Government structure. In the spirit of coalition as set out in the Fundamental
Point, the structural arrangements could be anchored with another stakeholder or at various points
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within the coalition. For example, the UK-based organisation in Control provides support for
several aspects of the Self-Directed Support framework in the UK.

It is essential that all structural arrangements should reflect the key values of self-
determination, interdependency and capacity-building. As Individualised Funding comes to
life, new organisations are likely to emerge, such as those supporting Circles initiatives (Russell
1995), Microboards (Vela Microboard Association 1997), and similar structures available to
assist people to grow in their choice-making.

Itis critically important that Government fosters the emergence of ‘consumer-led’ organisations
(where people living with disability and their family members are centrally involved in the
governance arrangements). It is clear from people’s experiences (for example, see Williams
2007) that such entities are often valued highly by people living with disability and their families,
because they comprise people on the same journey, and with similar experiences, with natural
insight to the aspirations people have and the issues they encounter. Such organisations can have
the capacity to support the person and their family with information, planning, brokerage and
management of support arrangements. Their presence is an important affirmation that people
living with disability and their families are taking control and leadership of disability support
arrangements.

The structural arrangements should include the formal involvement of people living with
disability participating in the overall stewardship (governance) of the arrangements. Indeed, this
will be critical because running a framework of Individualised Funding is likely to be an ongoing
journey, and there will be a variety of issues needing resolution along the way. Some of these
issues will in nature be practical, some strategic, and others ethical; all will have the capacity to
either strengthen or weaken the framework. A coalition steering group comprising a range of
skills and perspectives, including people living with disability and their family members, can
be an effective mechanism to navigate through such issues.

Service provider agencies also have an important role to play in ensuring the voice of the
disability community is heard and regarded. Service providers need to ensure they have structural
arrangements at every level of the organisation enabling the disability community to influence
the organisation’s decisions.

Finally, it is absolutely critical there are structures associated with advocacy. Each of us
has a fundamental need to express our identity, our ideas and our wants. For some people
within the disability community, this need may be frustrated, either because of aspects of the
person’s circumstances or because of the person’s history of experience. Given the vulnerability
experienced by many people living with disability, it is particularly important to ensure there
are supplementary mechanisms, such as advocacy structures, to help ensure people’s voices
are heard.

2.5 Skills (Competencies)
Competency refers to what people know and how they successfully apply it.

This means the coalition should be clear on the competencies a sector-wide framework for
Individualised Funding, and the people working within it, needs to demonstrate.

This will include, for example, competencies associated with giving out information, and
with assisting the person and family to establish an understanding of their needs and issues,
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including building a hopeful and aspiring vision of the future.

This in turn leads to the exercise of competencies associated with the development of an
authentic person-centred plan, built on the person’s vision for the good things in life, rather than
being built on those existing service programs available in the local area.

The person at the centre and a passion to make it work

In supporting people living with disability, agencies often make one or more of three
competency mistakes in planning with that person. The first mistake is the absence of planning.
An agency may provide services to a person, but there is no emphasis on goals, growth or
individuality. A shared statement of intentions is the first plank in a generative response.

The second mistake is planning but not genuinely involving the person at the centre of the
plan. This defeats the purpose — it’s somebody else’s plan. Open and informed conversation
must be the basis for the shared statement of intentions.

The third mistake is that agencies undertake too much planning with someone, and create
a sense of orchestration in a person’s life that exceeds what someone would typically do when
thinking about the future. Finally, the shared statement of intentions based on open and informed
conversation must be achievable and empowering.

The key is to ensure the person and their family own the plan and the planning process. This
involves making use of the naturally occurring planning opportunities in people’s lives. These
tend not to be that formalised and tend to be based on the art of simply getting to know someone
and their values and their dreams and goals, and how those dreams and goals are tested out with
trusted friends and family, to gain feedback and encouragement and support.

So, for a framework of Individualised Funding to assist a person to access the decent things
in life, it must include:

* amechanism to identify with the person what they want,

* the way it will be talked through with people that the person trusts,

* the identification of how to make it a reality, the means of remembering so that people
know what to do and stay focused.

* Above all, the planning process, and the people involved, must have the capacity to
look beyond what is currently available, to exercise imagination, and to replace ‘why
it won’t work’ thinking with ‘how it could work’ thinking.

Indeed, ignoring this last competency in person-centred planning will likely mean
Individualised Funding will produce underwhelming results that “fail to really address people’s
needs and potential to the degree they deserve” (Kendrick 2007).

Brokering relationships with and without money

The next set of competencies is associated with brokering arrangements in line with a person-
centred plan. This will include developing sustainable informal networks that rely on natural
community connections rather than paid relationships.

An implication throughout the framework is that hallmark competencies will be those
associated with relationships rather than competencies associated with health and safety. Health
and safety competencies often appear as hallmarks of traditional systems and are important,
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but should not be the predominant driver in the agency relationship with a person living with
disability.

The prevailing competency for any paid staff person involved in Individualised Funding, be
that staffer a politician, senior manager, policy worker, accountant or personal support worker, is
the capacity to engage the person living with disability and their family, so that person and their
family feel they are respectfully placed at the centre of any decision-making affecting them.

Affirming personal capacity

Finally and most critically, while I have identified a range of competencies that feel important
to the success of Individualised Funding, it nevertheless has to be assumed that people living with
disability have the capacity to successfully administer their own support arrangements, either by
themselves or through a nominated other. To not assume this will mean that formal and informal
structures will collude to exclude people from administering their own arrangements.

And there is every reason to expect that people’s success will be enhanced by the simplicity
of the system within which their personal authority can operate. In other words, people are
more likely to exercise their capacity to manage their own arrangements if the system has been
designed to be simple.

If the system is kept simple and straightforward, then the required competencies remain so
as well. If the system is made to be complicated and sophisticated, then the same is demanded
of people’s competencies, and this is quite unnecessary.

Unfortunately, as CSCI found in the UK (2004), people’s opportunity (as opposed to capacity)
to participate in the framework of Individualised Funding can be undermined by those around
them, notably professional staff, who doubt the person’s capacities and who are thereby reluctant
to pass over the control. Therefore, it is of vital importance all key stakeholders assume all
people have the competence/capacity to self-manage their support arrangements. There must
be a corresponding focus supporting this to happen within a system that is easy to understand
and move through (see in Control UK 2006).

2.6 Staff

Issues of staff recruitment and retention are prevalent in human services as for anywhere
else. In traditional service systems, it is common for there to be difficulties recruiting and
retaining staff.

Key to the success of a system of Individualised Funding will be the extent to which the
system attracts and retains support staff who genuinely subscribe to the value base. For this
to happen, the recruitment messages and associated material need to convey these values with
passion and commitment. It follows that it will help enormously if people living with disability
and their families are actively involved in the preparation and communication of those recruitment
messages.

It is critical to understand the contribution staff make, and where the boundary lies between
the contributions of people who are paid to be there (i.e. the staff) and those whose freely-given
presence is motivated by things more enduring than money — common values, family ties,
friendship, and so on.

It is therefore important any framework of Individualised Funding does not limit itself by
assuming paid assistance is the solution to every issue identified. More funding for more paid
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assistance is not a panacea for many of the issues felt by people living with disability and their
families. Financially wealthy people are not necessarily happy or fulfilled. This is not to say
that funding is irrelevant. It is simply a matter of recognising that the role of paid staff only
goes so far in the achievement of decent lives by people living with disability.

2.7  Style (Cultural fit)

The culture of an organisation/framework/system really comes down to the phrase, “the way
we do things around here” and, by association, the way the organisation presents itself to the
outside world. An organisation can declare feel-good values in its plans but, if the people in the
organisation behave differently, then the true values, the true culture of the organisation, lie in
the behaviour of the people rather than in the values written down in a plan.

It follows then, for a framework of Individualised Funding to succeed, the behaviour of those
involved must consistently reflect the stated values. This is an ongoing exercise in vigilance
and renewal, and places great expectations on those in leadership roles in all agencies within
the coalition. This includes the paid staff involved in giving direct support, who must undertake
leadership in their own practice and the way they build respectful relationships with the people
they serve.

Therefore, the coalition (and the agencies within it) must ensure a common set of values are
clearly stated for all to understand, and a commitment to work within them is pursued, exacted
and measured within every document. This insistence must be clearly evident in any and all
written materials, covering:

O the promotion of the framework

O the conditions by which people living with disability and their families are able to
participate in the arrangements for Individualised Funding

the parameters for what can be purchased within Individualised Funding

the role and practice of planning and brokerage support

the role and practice of financial /legal support

the role and practice of support providers

the role and practice of Government

0000 D

3.0 Summing Up Implementation

Building a new set of arrangements, such as a framework for Individualised Funding, involves
a number of considerations, including how to build a pathway from existing service systems.

There is a range of policy and practice questions to work through and plenty of opportunities
for the people involved to get it wrong, albeit with the best of intentions. Hopefully, this paper
shows the McKinsey 7S analysis is a useful methodology to assist leaders to attend to the
cornerstone issues. Chief among these must be the value base, and the existence of a coalition
of stakeholders, to help maintain collective and individual courage in line with that value base.
If the value base is clear, coherent and trusting of the disability community, then a robust and
remarkably straightforward framework can be built. A thoughtful, well-organised approach,
including the active involvement of, and leadership by, people living with disability and their
families, will help ensure that the resulting framework has the capacity to add value in people’s
lives.

To echo a comment made at the outset, ‘we succeed or fail together’.
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Dr. Christopher James Newell, AM

Reverend in the Anglican Church and
Associate Professor, University of Tasmania

Died 23 June, 2008 — aged 44 years.

“A humanitarian, an intellectual giant and a champion of

the disabled”
Dean of Hobart, Lindsay Stoddart

Reverend Dr. Christopher Newell dedicated his professional life to improving the educational
and social outcomes of people with disability, as a teacher, lecturer, researcher, writer, social
activist and commentator, and made a significant contribution to the promotion and protection
of human rights and equal opportunity.

He himself suffered from respiratory illness and mobility issues and often spent time in
hospital. It was during one bout in hospital that he met Jill, a nurse, who became his beloved
wife and who gave him a renewed sense of purpose in his life. His near-death experiences also
deeply reinforced his spiritual beliefs and he was ordained into the priesthood, combining the
post of Associate Professor in Medical Ethics at the University of Tasmania with Associate Priest
and Canon of St. David’s Cathedral, Hobart.

In 1981, his school placed him in a sheltered workshop for work experience. The young
Christopher was inspired when he met John, who astoundingly was both disabled and had a
university degree. Until then he hadn’t believed this was possible — while he ‘failed’ at school,
Christopher went on to gain a number of degrees, including a PhD! At the same time, he was
horrified by the treatment of people with disability — this was where his passion for the rights of
people with disability began. The Disability Rights Movement in Australia emerged around this
time and he became an active member. As Christopher once said: “We each make a difference
by our own behaviour.”

Despite his disability, he expended enormous energy in his commitment to improve the
understanding of “disability” within the community, the Government and the medical profession,
and to have the rights of people with disability acknowledged.

He was a prolific writer and has had a number of books published, as well as many articles
in national and international professional journals. He regularly contributed articles to the
journal of the Australian Institute on Intellectual Disability, Interaction. Dr. Newell was highly
regarded in the international academic world and is recognised as an expert in Australia in the
field of bioethics/disability. It was characteristic that he would continue to seek excellence and
advancement in his own work and accept those challenges, while continuing in a variety of
teaching roles and advancing research. He was an invited keynote speaker on over 30 occasions
at national and international conferences. His contributions greatly enhanced the issues affecting
people with disability and led to a better understanding of them.
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Dr. Newell received numerous awards in recognition of his work and achievements, including
the Human Rights Award in 2005 (jointly with Dr. Gerard Goggin), for his book ‘Disability in
Australia’, and again in 2007 “For service to people with disability over many years, particularly
through advocacy and research”. The Bulletin listed Christopher as one of Australia’s “Smart
100” and he was a delegate at the 2020 Summit in Canberra in April 2008. He received an Order
of Australia medal in 2001 ‘for services to people with disabilities, to health consumers and the
development and practice of ethics’. On receiving the award, Dr Newell joked in an interview
about why he was worthy of such an honour: “Why would they give me this? I am a stirrer, I
ask questions”.

Dr. Newell was much sought after by government, universities, corporations, the medical
profession and community organisations to undertake consultancy work in a variety of areas
relating to people with disability and he was unstinting in giving his voluntary time. He gave
numerous lectures and participated in and designed workshops/seminars in various parts of the
country.

In addition to his many organisational commitments, which have had an enormous effect on
the lives of people with disability, Christopher devoted much of his ‘spare’ time to the concerns
and cares of people with disability throughout Australia. His ability to ‘drop’ everything and
to concentrate on an issue which confronted another person was a gift few of us possess. And,
no matter what his personal circumstances (e.g. being unwell), his great sense of humour, and
his capacity to always be cheerful and positive about everything, made it a pleasure to associate
with him.

He was an active consumer representative, representing the disability sector on a number of
committees/councils over the past 15 years. Christopher was a great friend to NCID, having
represented us in a number of forums and having a special interest in people with intellectual
disability. He was a member of the Australian Health Ethics Committee since 1995 and ensured
that people with disability were fully considered in the issues discussed. He also made a large
impact in the field of telecommunications and disabilities and used his influence to achieve a
positive consultative environment for people with disability.

Christopher Newell’s immense enthusiasm and active participation in disability issues was
by far “above and beyond” the normal call of duty. He achieved much in improving the rights
of all people with disability, particularly in the bioethical field, by ensuring that issues which
affected them were fully recognised and considered in any debate on future policy.

Christopher will be remembered and appreciated for his enormous dignity, strength and
compassion for all those who suffered disabilities. He is survived by his wife, Jill and their three
daughters, Hannah, Hayley and Christine. He will be greatly missed, not only by his family, but
by all his former colleagues and the disability sector in general.
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JAMES McLOUGHLIN OAM

Former Chair,
National Council on Intellectual Disability
and
NSW Council for Intellectual Disability

James McLoughlin, who died in early April this year at the age
of 87, left two legacies: 1) a large family who loved him; and
2) his legacy on disability issues and a reputation that stretched
across Australia as a fierce and passionate warrior, particularly
on matters affecting people with intellectual disability.

Jim, the family man

Jim was born in Holywell, North Wales in July 1920. His father was a miner who worked in the
mines around Holywell until 1928 when all the mines closed down. His father was unemployed
for many years and no doubt this childhood experience of his father’s long unemployment ignited
his lifelong passion for Labor politics and his equally passionate belief in the importance of
unions, particularly the Teachers Federation. His mother was a prolific reader and firmly believed
that the only way her seven children were going to better themselves was by getting as good
an education as possible.

His career in education began in 1936 when he started as an “on the job” student teacher at
Holywell Catholic School; a couple of years later, the local education authority agreed to support
his application for entry to St Mary’s College, Strawberry Hill, a constituent College of London
University in Middlesex. He had completed a year of study at Strawberry Hill when World War
II broke out. Duty called and he enlisted in the RAF in 1941. He was posted to Wilmslow near
Stockport as an Instructor. It was here that he met Mary, the love and support of his life. They
were separated from June 1942 when he was posted to India and were reunited when Jim arrived
back in England in early 1944. By that time, he had been promoted to Sergeant and, having been
separated for so long, Jim and Mary decided to get married.

And so a loving partnership began which endured for more than 60 years. Their children saw
a relationship that was characterised by Jim’s deep respect for Mary. Until a couple of years
ago, up until the time he could no longer drive, every week without fail he would buy a huge
bunch of flowers for Mary. Not long before his death, when life had become a bit of a struggle
in the nursing home, he found the strength to say to Mary: “I wish I had some money so I could
buy you something nice”.

Jim was discharged from the RAF in 1946 and returned to College to complete his teacher
training. In 1948, with one young son and another on the way, Jim applied for and got a Head
Teacher position at the Catholic School in Bangor North Wales. Staff were not immediately
accepting of their new boss from Stockport, a mill town in that foreign country of England and
constantly spoke Welsh in his presence. It was a number of weeks before he let on that he was
actually from Holywell and spoke Welsh and, while he hadn’t said anything, he had been very
interested in many of their conversations during his first few weeks as their boss! One of Jim’s
ex-pupils from that school flew out to be with the family for Jim’s memorial service.
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Jim was at Bangor for eleven years and by 1959, with a family of six children, the call by
the Government for teachers to come to New South Wales, with an offer to cover passages and
accommodation for an initial period in Sydney, was very attractive. The family became “ten
pound Poms”! The accommodation in Sydney turned out to be at Bradfield Park in army Nissan
huts, where they lived for a year until a four-bedroom Housing Commission house became
available.

With the birth of their seventh child, and the expense of a large family, Jim took on extra
work. In addition to daytime schoolwork, he taught English to Adult Migrants at night and in
1962 he became Teacher in Charge of a unit for children with partial sight at Tempe. In 1966, he
transferred to Merrylands as Principal of a small school catering for children with a moderate to
severe intellectual disability. Under his leadership, the school at Merrylands grew and in 1968
moved to new premises which became known as “Holroyd”. It grew to a school with about 150
pupils and a staff of more than 70.

Jim, the disability advocate

By the middle of the 1960s, Jim was making his mark on changing the perception of what
was acceptable for people with intellectual disability. His extracurricular activities in a voluntary
capacity commenced in 1967 when he joined the Board of Directors of Cumberland Industries
where he served as Vice-Chairman until 1985. From his primary interest in education and
employment for people with intellectual disability, he extended his interest to include the life
opportunities available at that time for people with disability. He was State Chairman of Air
Retarded Persons (ARP) from 1978 until 1982 and a Director of the Australian Council for
Rehabilitation of the Disabled (ACROD) from 1979 until 1986.

His strong advocacy back in 1968 led to his election to the Board of Directors of the NSW
Council for the Mentally Handicapped (renamed the Council for Intellectual Disability in 1984).
He served as Vice-Chairman from 1970 to 1978, Past Chairman from 1982 to 1985, and he was
the Chair of Council for two periods between 1978 and 1982 and from 1985 to 1988.

His passion and determination about the right of an education for all people with intellectual
disability, and his ability to enlist the backing of the Teachers Federation, led to his many trips
to Parliament House and politicians of the day to argue the rights of the disabled community.

His advocacy with politicians and others was unique. It regularly involved one or other of
his jokes or stories, amended specifically for the occasion. Then followed the persuasive verbal
punching which politicians found very hard to deflect. The strong advocacy of the late 1960s
and early 1970s, which led to the right to an education for all people with disability, is a lasting
tribute to Jim and his colleagues of the day.

At the national advocacy level, he served as a Director of AAMR, the Australian Association
for the Mentally Retarded (renamed National Council on Intellectual Disability in 1988) from
1977 until 1984 and was elected President in 1985 until 1988. As a representative of AAMR,
he travelled overseas to meetings and conferences of the International League of Societies for
the Mentally Handicapped.

Jim’s efforts over the 1970s and 1980s contributed greatly to establishing the National Council
and the NSW Council as truly representative umbrella advocacy organisations, achieving the
respect, support and partnership of State and Federal Governments in initiating change.
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He was a master organiser and tactician — always quick to relieve tense situations
appropriately, especially with his humour. Jim’s comment, recorded in a 1985 AAMR Journal,
about an ineffective departmental sub-committee was:

“It is like a new-born baby.....a loud noise at one end and total irresponsibility at the
other”.

During all these years of voluntary activity, Jim remained at Holroyd Special School as
Principal, much loved by children, parents and staff, and occasionally by the Department, until
he retired in 1980.

In retirement, Jim had more time to devote to disability matters. While he briefly relinquished
the chairmanship of the NSW Council for the Mentally Handicapped in 1982, he came back as its
chair in 1985 under its new name of the NSW Council for Intellectual Disability. He kept his finger
on the pulse of State and national organisations as they gradually changed to involve people with
intellectual disability in their management and advocacy and was strongly behind the thrust for
new laws that culminated in 1987 with the legislation which established the NSW Guardianship
Tribunal. From his years of experience as a member of the NSW Intellectually Handicapped
Persons Panel, he then became an inaugural community member of the Guardianship Tribunal
where he served for more than a decade.

Coming from the experiences of his youth and seeing the hardships his father endured and
the years of the depression, throughout his life Jim had little time for rank and humbug. He
spoke out strongly and clearly for what he believed in and, for nearly forty years, people with
disability were well served by that strong voice. We knew him as a man of pride and fierce
conviction. Sometimes these qualities may have prevented him from making a tactical retreat
or considering another point of view. But those qualities were at the heart of his strength and
success as an advocate. When he was leading the peak intellectual disability groups it was a
time of great change, with the emerging rights movement clashing with some service providers.
Jim supported the rights movement but also acknowledged the perspective of parents who had
worked hard to establish services where there were none. At times he had to wear criticism
from both groups.

Jim’s work in education and on disability issues led to Life Memberships of the NSW
Teacher’s Federation, Cumberland Industries, the NSW Council for Intellectual Disability and
the National Council on Intellectual Disability.

Jim appreciated the Medal of the Order of Australia awarded to him in 1985 for services to
people with an intellectual disability, but his proudest moments were with Mary and his family.
After a short illness and just months before his 88" birthday, Jim died on 7 April 2008. His
wife Mary, their children Paul, David, Brian, Kevin, Peter, Anne, Karen, their partners and his
many grandchildren lost the husband, father and grandfather they dearly loved. People with
disabilities and their families remember a great advocate and friend who changed the map of
disability services in NSW and across Australia.

A friend (a man with intellectual disability) was once asked to describe Jim. “Jim is real” , he
said. He was reflecting on the memory held by countless people with disability and their families,
that here was a man whose actions and words reflected exactly what he felt and thought. A ‘real
warrior’ in every sense of the word.

(Compiled from a Tribute by Marj McDonald OAM, and Jeanette Moss AM)
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