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Foreword

April 2009

Development for all

Bob McMullan MB
Parliamentary Secretary for International Development Assistance

One of my proudest achievements in a long career as a Member of Parliament has been
the launch of Development for All — Australia’s first strategy to specifically address the
needs and priorities of people with disability living in developing countries in the Asia
Pacific region.

I have long held the belief that people in poor countries are doubly disadvantaged
by poverty and social and economic exclusion. They are too often excluded from
development processes and programmes. Yet they have as much right to take part in
everyday life, to be part of decision making and to have the same social and economic
wellbeing as everyone else.

This is not a small problem. The UN estimates about 10 per cent of the world’s
population — about 650 million people — have a disability and about one-quarter
of the world’s households are impacted in some way by disability. Most of these are in
developing countries, and most of them are in our region. Disturbingly, levels of disability
and impairment are expected to further increase as a result of population growth, lifestyle
diseases, conflict and other causes.

I congratulate the Australian Disability and Development Consortium and the ANU
for addressing these issues in this publication. It is very timely given the Australian aid
programme is moving into an exciting new phase with the start of planning and early
implementation of the Development for All strategy.

Already there is evidence of increased recognition of disability as a core development
issue and many of our development partners are looking to us to see how we incorporate
disability-inclusive development into the aid programme.

Over the past year we have achieved a number of milestones in advancing the cause
of people with disability. We have launched Development for All, we have ratified the
UN Convention on the Rights of Persons with Disabilities (CRPD), and Australia is
developing a national strategy for people with disability.

When we held consultations on our disability strategy we received over 500 written
submissions from people with disability, their families, carers and the organisations they
represent. It was as though we had opened the floodgates.

Strong leadership will be crucial to keep up this momentum and the profile for
disability-inclusive development that we have built through the strategy consultation
process. This leadership will be demonstrated in a number of areas — in using
international events and forums to advocate for increased attention and resources for
people with disability, in building the capacity of people with disability themselves to
take the lead in promoting their rights, and in integrating the needs and priorities of
people with disability into everything we do. Disability will not be treated as a stand-alone
activity.

However, there are strategic gaps where Australia can demonstrate leadership on
disability issues, none more important than investing in better knowledge, and in
building a robust evidence base for our work.

Already we are supporting some key multilateral work in knowledge and research,
including the World Report on Disability and Rehabilitation, a joint initiative of
WHO and the World Bank, due for publication later this year. We are also talking



with international agencies such as the UK Department for
International Development (DFID) on cross-cutting research,
and working with a number of development partners to support
research to advance the implementation and monitoring of the
CRPD. Our own Australian Development Research Awards
have already identified disability as a priority research theme
and will be supporting valuable work in this area.

There is much to do and many gaps in knowledge. The
challenges of data collection and consistency in definitions
are large. Investment in research will not only strengthen our
knowledge base about disability, but will make our development
activities more effective, more relevant and more dynamic.

Consultations raised many important issues that need to
be addressed if people with disability are to be fully included
in social and economic life. However, not every suggestion
or recommendation proposed by stakeholders could be
accommodated in our disability strategy. That would have
been neither possible nor sensible. Instead, we are aiming to
lay the foundation for sustainable change in the way the aid
programme works, and build capacity to deliver the strategy’s
three main outcomes: to improve the quality of life for people
with disability, to reduce preventable impairments, and to foster
effective leadership on disability and development.

By improving the quality of life for people with disability
we will bring people who are the subjects of stigma or neglect
out of the shadows and into the mainstream of everyday life.
We will concentrate our efforts on two areas — education and
infrastructure.

There are good reasons for this. Education opens doors to
both social inclusion and economic success. It is the platform
for all other development objectives. The UN estimates that less
than 10 per cent of young people with disability have access
to primary education. The figure is even lower for girls with
disability or girl carers. These girls are not trained for economic
self-sufficiency and as adults often do not marry, rarely inherit
or own property and are excluded from social and community
activities.

Access to infrastructure is also fundamental to social and
economic development. If people cant get into schools or
workplaces or are unable to use roads and transport, they cannot
be productive or participate fully in their communities.

Where we have a role in the planning or construction
of new roads, buildings or facilities in partner countries, we
will ensure they suit people with disability. We will build on
existing efforts in infrastructure to improve access to essential
infrastructure and services.

We are already using our expertise and experience to

help reduce preventable impairments in Asia and the Pacific,

especially avoidable blindness and road traffic accidents. People
in lower socio-economic groups in developing countries are at
greater risk of the range of factors that cause impairment such
as poor maternal health and diet, poor access to water and
sanitation, and immunisation. In many emerging economies,
health and safety in the workplace and increased traffic on poorly
built roads are contributing to increasing levels of impairment.
Our assistance will increase opportunities for people with low
vision and blindness to have the same rights and freedoms as
others and to benefit from improved road safety.

In fostering leadership we will put people with disability
at the centre of our development assistance efforts, including
in key decision-making processes such as design, monitoring
and review. The only way we can meaningfully understand the
issues that impact on the lives of people with disability is if
we work with them, their families and carers, as well as their
broader communities and local communities. People with
disability know best what they need and have the potential
to be powerful advocates. We must support their efforts to
find practical solutions to the barriers they face to social and
economic participation.

Australia applauds the work already being done by many
countries in Asia and the Pacific to promote disability inclusion.
Some have signed international agreements such as the Bikawo
Millennium Framework for Action and the CRPD. Individuals
and organisations representing people with disability are
becoming more active in decision making. However, despite
these advances, the lack of resources, assistive devices, technical
knowledge and capacity hinders further progress. In particular,
people with disability in rural and remote areas struggle to access
social services, and those with multiple disabilities frequently
remain marginalised.

The Australian Government is seriously committed to
the Millennium Development Goals. We intend to continue
increasing our aid budget to 0.5 per cent of Gross National
Income by 2015 to help countries meet MDG targets. Yet
we cannot achieve the MDGs if we do not improve the
circumstances of people with disability. This group should not
be bearing the dual burden of poverty and social and economic
exclusion. In the 21st century, we can do better than this. I am
proud that Australia’s aid programme has taken firm steps to
help overcome barriers that make life unnecessarily difficult for
people with disability.

This issue of the Development Bulletin will make an
invaluable contribution to improving our understanding of
disability and development. By making a difference to the
quality of our efforts, it will help all of us to make a difference

to the lives of people with disability.
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Introduction: Disability, disadvantage
and development

Pamela Thomas, Development Studies Network, The Australian National
University

Background

The idea for this issue of Development Bulletin was first raised early in 2007 when Paul
Deany, the coordinator of the newly formed Australian Disability and Development
Consortium (ADDC), visited the Development Studies Network at The Australian
National University to discuss the possibility of an issue of the journal devoted to the
relationship between disability and development. Like many academics working in social
and economic development this was a relationship I had not considered, although I
was aware of the situation of some Pacific Island people with disability. An exhaustive
literature search revealed very little but over the following year a clear picture began
to emerge — one of poverty, invisibility, exclusion and lack of access to basic human
rights — but also one of a few effective small-scale partnerships and support for Pacific
disability organisations.

To help create greater awareness of the impact of disability on development and to
encourage the inclusion of disability within the development agenda, we planned an
international conference with the option of using some of the papers as the basis for a
special issue of our journal Development Bulletin.

The international conference ‘Disability, disadvantage and development in the
Pacific and Asia organised by the Development Studies Network in collaboration with
the ADDC, was held in Canberra September 29-30 followed by a Policy Roundtable
October 1. The conference, roundtable and this issue of Development Bulletin have
been supported by AusAID, indicative of their awareness of the need for including
disability within their policy, planning and programming. For me, the conference and
this journal have involved an almost perpendicular learning curve. It is an on-going

journey I am pleased to be making.

Introduction

Contributors to this journal agree that in the Asia Pacific region there are an estimated
400 million people with disability. The actual numbers are uncertain, however, because,
like many other aspects of disability in developing countries, there has been very limited
national or international academic, government, non government or United Nations
scrutiny. Like many people with disability, the critical relationship between disability
and development has remained hidden. Disability has not been considered in academic
development discourse or theory, and is very seldom apparent in the development
literature. Its inter-relationship with disadvantage and poverty is seldom considered
in mainstream development policy or planning. It is missing from the Millennium
Development Goals, yet it impacts on the possible achievement of all social and
economic goals. It has also been missing from international law.

The papers and case studies in this journal begin to address this lack of information
and understanding of the relationship between disability and development, and in
particular the inter-relationship between disability and poverty. They also highlight recent,
dramatic changes in development assistance policy in the Pacific and Asia and provide
first-hand experience of community, national, regional and international initiatives that

are now beginning to address the invisibility and lack of rights of those with disability.



While some papers provide first-hand experience of
discrimination, disempowerment, exclusion, vulnerability and
the vicious circle between poverty and disability, the overall focus
of the journal is on ability rather than disability. It considers
the positive actions of individuals, their families, communities,
organisations and governments to address the rights of people
with disability and their equal access to development. This
includes the role of international conventions and strategies
and the development of the Australian Government’s disability
strategy Development for All: Towards a disability-inclusive
Australian aid program, 2009-2014.

The common threads that run through the papers are the
importance of inclusion and equal opportunities for those with
disability; the role of networking and sharing information and
skills; the importance of equal human rights for people with
disability and the role of the Convention on the Rights of Persons
with Disabilities (CRPD) in achieving this; the need to include
people with disability in initial planning of any disability-
related activities; the need to give special attention to women
with disability; and the importance of communicating and
utilising the CRPD. Modern communication technologies are
seen as valuable tools for creating awareness and implementing
the Convention through enabling the formation of powerful
alliances of disabled people’s organisations (DPOs) which can
learn from each other, advocate en bloc, lobby politicians and
allow widespread, inexpensive circulation of information.

There remains an urgent need for quality research into
many aspects of disability and its links to social and economic

development.

The situation

The incidence of disability within populations varies
considerably between countries; between urban and rural areas;
and between the poor and those better off. Globally around 10
per cent of the population, or an estimated 650 million people
worldwide, have one or more disabilities. Around 80 per cent
of those experiencing disability live in developing countries
and are over-represented among the very poor, but are seldom
counted in surveys. Debra Perry makes the point that because of
lack of reporting in poorer countries and in poor, isolated areas
in particular, current estimates of disability in these situations
are likely to be too low.

The discussion on the inter-relationship between poverty
and disability shows clearly that poverty is both a cause and
consequence of disability. Poverty may cause disability through
malnutrition, poor health care, dangerous living conditions,
lack of communication and information, while disability
results in high rates of illiteracy, lack of access to health care,
unemployment, lack of representation, and often lack of

mobility, creating a vicious circle.

It is estimated that 98 per cent of children with disability in
developing countries do not attend school so are ill equipped
for employment. This reinforces the poverty-disability cycle.
The failure of development and international aid programmes
to include a disability perspective fundamentally entrenches the
exclusion of people with disability from development efforts,
continuing the cycle of poverty and disability. In all countries,
women with disability are usually the poorest members of
society. They suffer multiple discrimination and frequently,
abuse and sexual harassment.

In the Pacific, people with disability have until very recently
been ignored and excluded from national development planning
and priorities. Setareki Macanawai and Alastair Wilkinson
suggests that urbanisation and changing social arrangements
in most Pacific countries together with increasingly high rates
of diabetes, hypertension and road accidents will lead to an
increased percentage of people with disability without a support

network.

Using conventions, strategies and policies

While there are a number of international human rights
conventions and plans of action which should ensure that the
human rights of all people, including the 650 million with
disability, are respected, this has seldom been the case. The
CRPD addresses the specific situation of people with disability.
It is the most detailed statement of human rights by the
United Nations to date. The CRPD was adopted by the UN in
December 2006 and entered force in May 2008. Unlike other
UN Conventions, the CRPD is seen as an ‘implementation
Convention’ setting out a detailed code for how existing
rights should be put into practice. It is both a development
and a human rights instrument and marks the first time that
international cooperation has appeared as a stand-alone article
in an international treaty.

In the Pacific, only Australia, New Zealand and Vanuatu
have ratified the Convention. ‘Ratification of human rights
treaties’, Graeme Innes suggests, ‘is not a priority amongst
Pacific Island countries as they consider human rights to be
incorporated in their Constitutions’. And, many Pacific Island
citizens are unaware that their country has a Constitution let
alone its content. Limited understanding about the Convention
and human rights means many people with disability lack the
tools to lobby their leaders for the policies that affect them.
In the Pacific, individual human rights perspectives are often
considered incompatible with communal Pacific Island social
structures and values.

Access to information is clearly elaborated in the CRPD
(Article 9). Robyn Hunt puts forward a strong argument

that access to information is fundamental to development and
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to human rights, including people with disability. This requires
information being provided in formats that are disability
friendly.

In developing disability policy, Alastair Wilkinson says that if
policy is to have an impact and change attitudes, then the policy
development process must be taken to the village and developed
within this cultural context. The importance of understanding
and supporting people with disability within their cultural
context, the value of community-based interventions and the
importance of planning interventions and support with people
with disability and their communities are reiterated by many
contributors.

The development of the strategy Development for All:
Towards a disability-inclusive Australian aid program 2009-2014
provides a good example of widespread community consultation
and consideration of different cultural contexts. Kristen Pratt
outlines the goals of the strategy as ‘all AusAID staff to have the
understanding, commitment, skills and resources to ensure that
people with disability are automatically and effectively included
in development processes and benefit equally from AusAID’s aid
programme’. This approach is also stressed by Megan McCoy of
NZAID. Outlining New Zealand’s disability policy framework,
McCoy says that as a core human rights issue, disability is
considered across a range of their policy and strategic documents
that require development of a mainstreaming approach.
However, the NZAID health policy supports a twin-track
approach which aims to address fundamental inequalities as well
as supporting specific initiatives to enhance the empowerment
of people with disability. One NZAID programme is giving
increased attention to education for children with disability.

Both aid organisations have a clear focus on inclusion and
are committed to ensuring their own organisations practice
‘disability awareness and inclusion’ — a situation that some
contributors suggest is not always the case within government
or non government disability organisations. Alexander Gartrell
suggests that many organisations need internal and external

disability mainstreaming,.

The economics of disability

The large majority of people with disability face significant
barriers to accessing work and the experiences and skills that
make work more likely. The workforce participation and
incomes of people with disability are significantly lower than
others, particularly in the case of women. Education and
vocational training are crucial to participation in the labour
force but, as Debra Perry suggests, one in three of the world’s
77 million children who do not attend school have one or
more disabilities. People with disability have great difficulty
accessing credit — especially those who face transport barriers.

Perry shows that from a global economic perspective, the cost
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of disability is between US$1.37 and US$1.94 trillion or an
average annual global GDP loss per person with disability of
between US$2,486 and US$8,226. In OECD countries the
cost of disability benefits alone is 1.23 per cent of overall GDP.
‘People with disability who are not working’, she says, ‘represent
an under-utilised human resource ... when included they
contribute to the economic development of their countries’.
Jennifer Gersbeck provides an example of the economic cost
of impaired or loss of vision that could be prevented and
suggests that it is the economic cost of disability that provides

a compelling case for decision makers to take action.

Achieving social and economic inclusion

Inclusion of people with disability in education, the workforce,
decision making, health and legal services, and access to
transport and information are the goals of a number of small
and larger initiatives in Asia and the Pacific. In Timor-Leste,
an April 2008 survey showed that only one in 10 children
with disability attended primary school, the ratio for girls
was even lower, although the Constitution affords children
special protection against all types of discrimination. Natalie
Grove, Junstinho Amaral and Jose Freita point to difficulties
faced by the Ministry of Education — 90 per cent of schools
were damaged or destroyed in the post referendum violence in
1999 and the education system has few teachers, overcrowded
classrooms and high rates of repetition. But, as the authors state,
there are some positive indicators. Some children with disability
are attending local primary schools and there is a special school
in Dili. The Ministry of Education is aware of the situation and
a national inclusive education framework will be developed.

Robert Choy raises the issue of the plight of people with
disability in humanitarian disasters. He gives the examples of
Bangladeshi floods and the Indian Ocean tsunami where the
limited mobility of people with disability and their inability to
access food and water distributions resulted in a much higher
death toll among this population. ‘People with disability are
doubly vulnerable when emergencies occur on account of their
disability and poverty’. He suggests that to address the issue, a
community-based disaster planning approach should engage
people with disability themselves in its development. The
identification and registration of people with disability, including
their special needs, should include the ‘invisible’ people.

In the reconstruction phase, both Choy and Samantha
Whybrow recommend that the special requirements of people
with disability be incorporated into the design and building
of roads, paths, houses, shops, and toilets to ensure they are
accessible. But ‘unfortunately planners often recreate the
inequitable status quo by failing to adapt the design of the re-
built environment to meet the needs of people with disability’.

Universal accessibility for all should be paramount.



Whybrow provides the example of the project ‘Access
for AIl’ which advocated universal design principles in the
reconstruction efforts in Sir Lanka. The project advocated for
adaptable housing that would suit the requirements of people
with different abilities and mobility levels but it was difficult
to get builders to incorporate changes in design.

Emma Pearson and Katy Cologon outline some myths
regarding the experiences and beliefs of those people with
disability who come from diverse cultural and linguistic
backgrounds. In Australia it is believed that people from
diverse cultural background ‘prefer to look after their own’
and are less likely to access services. It is also thought that
cultural background is not an issue for people receiving
support. However, people with disability are as likely to face
discrimination from within their cultural group as from wider
social groups. The authors strongly contest the notion that
cultural values and practices do not impact on the experience
of disability. They call for inclusive and culturally-sensitive
disability support services. A call strongly supported by
Damian Griffis in his discussion of the situation of Indigenous

Australians with disability.

Women and disability

Sainimili Tawake and Andonia Piau-Lynch provide examples of
the ways in which the situation of poor women in the Pacific is
compounded by disability. Case studies show they are among
the poorest of the poor, are often subject to abuse and sexual
harassment, are denied access to education and in some cases to
marriage. Although in the past, family members often cared for
women with disability, these safety nets are eroding with the rise
of urban migration, squatter settlements, and unemployment
among young people. The first to suffer are women.

Martha Morrow and MC Arunkumar show that the
difficulties faced by women with disability may increase HIV
vulnerability. As yet, there is little international research on
HIV prevalence, risk and vulnerability among people with
disability. Stigma, isolation and gender not only enhance
HIV vulnerability for people with disability but are barriers
to accessing HIV services. Unless services are accessible and
comprehensible to those with different disabilities they will not
meet the needs of people with disability.

In Australia, Sue Salthouse and Carolyn Frohmader report
that available research into levels of violence experienced by
women with disability is limited but suggests that the incidence
is anything from two to 10 times that experienced by non-
disabled women. ‘One in five Australian women has a disability
but Government policy irrespective of political persuasion has
largely ignored this group. As a result, their development needs
are parallel to women with disability in the region’s developing

countries’.

Communication and community-based
approaches

More recent approaches to empowering individuals and DPOs
involve working within the community and training members
of the community to become active in appropriate care for
those with disability. This is seen as particularly important in
the case of children. Often the problem is one of information,
understanding, and of being aware that something can be done
and there are services available. Within communities there is
little recognition that those with disability also have abilities.
The provision of appropriate wheelchairs, making small changes
to the access to the house, school or latrine can be undertaken
by the community if they are given training and support.
Examples of community-based occupational therapy in India,
the UK and Solomon Islands point to the need for adapting
community-based training to the specific cultural context and
social values and beliefs.

Many contributors stress the need for greater recognition of
the importance of communication in improving the situation of
people with disability. Lack of communication and information,
especially to those in rural areas and those who are illiterate, and
in particular women, is a major barrier to people with disability
being able to seek services or access their human rights. Greater
consideration needs to be given to finding appropriate ways to
provide information to people with disability and ways to train
communities in disability support. Genevieve Wiley provides
an example of the value of drama, role play, songs and stories in
training community-based rehabilitation workers in Solomon
Islands — techniques she believes are valuable when working

in communities.

The medical model of disability

In several papers there is discussion on the shortcomings of
the medical approach to disability. A more inclusive social
approach is required that takes into consideration the social,
economic and cultural context of the person with disability and
the recognition that disability can be socially constructed and
needs a social solution.

In discussing Indigenous Australian communities, Damian
Grifhis shows that Indigenous people with disability can face
multiple barriers to meaningful participation in their own
communities — they face double disadvantage of discrimination
based both on their Indigenous identity as well as their disability.
The prevalence of disability among Indigenous Australian is
around twice that of the non-Indigenous population for a range
of social reasons — poor nutrition, lack of health care, exposure
to violence, and psychological trauma. In their communities,
the medical cause of disability can be attended to but there
are often social aspects that must be taken into consideration.

Historically, the focus on Indigenous Australians with disability
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has been from a medical perspective. While this is essential it
has come at the cost of failing to recognise the social aspects
of disability. The barriers that produce discrimination remain
firmly entrenched and interventions often simply treat the
health condition without considering the broader implications.
For example, ear infections are common among children. They
are successfully treated but there are no programmes addressing
the acquired learning disability caused by the infection not
being treated early enough. People with amputations from
diabetes may have a successful operation but nobody provides
a wheelchair or crutches so they can retain mobility.

Paul Petrus outlines the way disability is traditionally
diagnosed in the Highlands of Papua New Guinea where
prescriptions are given according to perceived causes — these
are based on signs and symptoms involving the relationship of
the patient with the religio-cosmic environment, and can relate
to disobeying taboos, sorcery and spirits. With traditionally
perceived causes, a medical report does not satisfy the patient,
the family or villagers. He concludes that if people are to seek
modern disability services, health workers and community-based
rehabilitation volunteers need to take the lead in promoting

disability awareness and support.

Networking, partnering and volunteering

A number of the case studies illustrate the importance of
networking between regional, national and community-based
organisations. There are many examples of the importance of
exchange of information and of partnerships between developed
and developing country DPOs. Volunteers have also played a role

in helping strengthen links between organisations. Many Pacific
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Island and Asian DPOs are now able to collectively advocate
and lobby for inclusion of those with disability. Margaret Gadd
illustrates the importance of building partnerships between
governments and how one initial contact between a South
Australian and a Thai Government department can develop
into a valuable and successful partnership.

The ADDC also provides a valuable example of how
networking and organisations working together can provide
effective advocacy and can bring about concrete and practical

changes for improved support for people with disability.

Looking to the future
The papers and case studies indicate that there has already been
positive change in disability advocacy, knowledge and services in
the region. People with disability are saying ‘no’ to old advocacy
paradigms, ‘no’ to charity models of condescending help, ‘no’
to medical models, and ‘no’ to colonial perceptions of how
assistance is delivered. People with disability wish to be involved
in all levels of society, to be consulted and given employment in
the delivery of programmes and services. They also wish to be
fully involved in development policy and programmes.

Another positive change has been the inclusion of disability
within the Australian aid programme and the development of
the disability strategy Development for All: Towards a disability
inclusive Australian aid policy 2009-2014. The way in which the
strategy was developed marks a new consultative and community-
based approach for the Australian aid programme.

Perhaps the clearest message from this special issue of
Development Bulletin has been the importance of inclusion:

‘Nothing about us without us’.



Disability, disadvantage and development in the Pacific and Asia

Graeme Innes, Human Rights and Disability Discrimination Commissioner,

Australian Human Rights Commission

There are around 400 million people with disability in the Asia
and Pacific region. Over 40 per cent of us are living in poverty.
Many of us are prevented from accessing entitlements that are
available to other members of our society such as health, food,
education and employment.

This paper looks at the value of, and the use of, the
Convention on the Rights of Persons with Disabilities (CRPD)
as a tool for progress to address this unacceptable situation, with
a focus on the Pacific.

‘There are numerous international human rights conventions,
plans of action and declarations which should ensure that the
rights of everyone — including the 400 million people with
disability — are respected, protected and promoted. In theory, a
CRPD should not be necessary. Yet, it is an unfortunate fact that
people with disability are amongst the ‘poorest of the poor.’

Ratification of human rights treaties is the first step towards
a government recognising the rights of their citizens. It creates a
framework for identifying rights-holders and duty-bearers.

Ratification of international human rights treaties in
the Pacific region is the lowest in the world.! I am cautious
here not to be artificial and arbitrary when I speak of the
Pacific Island countries as a group. Each country, and indeed,
each island and even each village, is unique. They each have
different ethnicities, languages and political structures.
However, they do share some similarities — in their history of
Western colonisation, democracy and Christianity, their small
populations, vulnerability to natural disasters and their reliance
on subsistence economies.

Ratification of human rights treaties does not seem to be
a priority amongst Pacific Island countries. It is important to
understand why there is a reluctance to ratify human rights
treaties. It is also important to understand what pressures are
placed upon the governments of Pacific Island nations. I'll
address just some of these reasons.

Most Pacific Island countries’ constitutions contain bills of
rights, something which I note, Australia lacks. However, these
bills of rights tend to refer only to civil and political rights and
not to economic, social and cultural rights. The reason for this
can be traced back to the constitution and political history of
the Pacific Island nations. At independence, the majority of
constitutional frameworks resulted from the constitutional
ideas dictated by Western colonial leaders. Constitutions were

drafted without any significant local participation. At that time,
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the prevalent human rights thinking within the realm of British
constitutionalism were civil and political rights. Accordingly,
constitutions of the Pacific Islands followed suit.

This can lead to two conflicting arguments. First, that
human rights are enshrined in the constitution and therefore
should be adopted on the international level. Alternatively, that
international human rights treaties are not needed as they are
already enshrined in the constitution.

However, many Pacific Island citizens are unaware of the
existence of their constitution let alone its contents. The rights of
people with disability are also not included in their constitutions.
Joining the international human rights treaty system affords an
additional layer of protection for citizens. Civil society groups also

use the treaty framework in their promotion of human rights.

The Convention of the Rights of Persons

with Disabilities

The CRPD seeks to address the specific needs of people with
disability in a similar fashion to other thematic human rights
conventions such as the Convention on the Elimination of All
Forms of Discrimination Against Women (CEDAW) and the
Convention on the Rights of the Child (CRC). CEDAW and
the CRC are the two most ratified human rights treaties in the
Pacific. The ratification of these two Conventions has assisted
in improving people's understanding and awareness of women’s
and children’s rights through the review of domestic legislation,
development of policies and court jurisprudence. Likewise, the
ratification of the CRPD will raise awareness about the human
rights of people with disability.

An often cited reason for not ratifying human rights treaties,
especially those containing economic and social rights, is the
increased resource burden that the international human rights
treaty framework imposes. This resource burden is felt in terms
of both human and financial resources, and at different stages
of the treaty process:

*  First of all, at the decision stage: it takes resources

to review domestic legislation and decide whether
the conventions are culturally offensive or
acceptable.

*  Secondly, at the ratification stage: submitting and

responding to the reporting process under human
rights treaties necessarily imposes a human and

financial resource burden.
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* Thirdly, at the implementation stage: especially
in implementing economic and social rights.
Traditionally, these rights are seen to incur an
outlay of resources on behalf of the state.
This additional resource burden is seen as too overwhelming
and the primary focus of Pacific Island governments tends to
be on economic growth and responding to the pressures of an

exploding and young population.

Young Pacific Islanders living with disability
Pacific Island countries have a rapid population growth with
over half the population under the age of 24 in some countries.
Of these, there are almost 360,000 Pacific Islanders living with
disability. As a result, young Pacific Islanders with disability are
the population group most likely to be living in poverty today
and in the future. It is these youth who are the future of the
Pacific Island nations.

Less than 10 percent of children and youth with disability
have access to any form of education compared with an
enrolment rate of over 70 per cent for non-disabled children and
youth in primary education in the Asia and Pacific region. This
exclusion from education for children and youth with disability
results in exclusion from opportunity for further personal, social
and vocational development. People with disability also remain
disproportionately undereducated, untrained, unemployed,
underemployed and poor. As I mentioned previously, economic
and social rights such as the right to work and the right to
education are not recognised under the current bills of rights
of most Pacific Island countries.

This is where the international human rights framework
can assist. The Biwako Millennium Framework and the Biwako
Plus Five create targets to ensure that people with disability
are no longer excluded. Ratification of the CRPD will add an
additional layer of protection, legally binding protection for
these people. The Convention also assists in the progressive
realisation of health, education and other economic and social
rights. This approach will assist many people, more than people

with disability in each country.

The CRPD and economic growth

Pacific Island countries are primarily focussed on economic
growth. However, a recent report by the UN High Commissioner
for human rights indicates that economic growth and
development have been disappointing in the Pacific and the
costs of poor governance have been significant.

What is often not understood about the CRPD is that it
is unique in that it is both a development and a human rights
instrument. The Convention incorporates a development
framework and deals with empowering people with disability,

who are often among the poorest in any country.
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By ratifying and implementing the Convention, governments
should see results which will, in fact, assist in the economic
growth of their country. Ways in which this may eventuate
are through:

* increased workforce participation by people with

disability and their family members and carers;

* increased economic participation by people with

disability;

* a potential decrease in public expenditure on

parallel and specialist services; and

* potential business opportunities in the

development of accessible products and
technologies and works in the community.

The CRPD can assist because it addresses development
including economic development, governance issues and can
also attract significant funding. If people with disability in the
Pacific are to be included in national development processes,
then the development of policy, legislation and service provision
must be established in full partnership with organisations
of people with disability and other concerned agencies. The
Convention can play a key role here, in affirming the rights
of people with disability and spelling out the action needed to
implement them.

For donors and aid organisations, ratification of the
Convention and adherence to the rule of law will improve the
public standing of that country and government. Ratification
and implementation will also demonstrate to international aid
organisations that governments have goals to work towards that
are internationally recognised. As international aid organisations
are going to be looking at measuring against Convention
parameters, ratifying countries will improve their chances of

receiving aid.

Pacific perceptions of human rights treaties
There is also a perception amongst Pacific Island countries
that international human rights treaties were not designed for
small, developing nations. Rather, they are seen as an external
political and legal interference. The indigenous traditional
power structures in most Pacific Islands are patriarchal and
hierarchal. Identity may be tied up with the inherited chiefly
system. This system is strongly resistant to human rights
intervention as it is seen as a “Western imposition” on culture
and identity.

Added to this, the individualistic nature of human rights is
seen to be incompatible with the communal nature of Pacific
Island states.

It is hard to make accurate judgments about the ways and
extent to which Pacific cultures are inherently unfavourable
or favourable to human rights values. They are foreign in as

much as they were not thought up in Pacific societies and
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Pacific terms. However, this does not mean that human rights
should remain foreign to or cannot have applicability in,
Pacific cultures.

People with disability represent a significant, overlooked
development challenge, and ensuring equality of rights and
access for these people will have an enormous impact on the
social and economic situation of Pacific Island countries.

As already mentioned, an obvious problem in most Pacific
Island countries is that the vast majority of people know little
about their constitution let alone their rights under international
human rights treaties. They rely more closely on traditional and
religious leadership than on their parliamentarians for their daily
needs. Therefore they do not have the tools to lobby their leaders

to make changes in policies, laws or practices that affect them.

Getting the CRPD ratified

Earlier this year, the Australian Human Rights Commission,
through its international membership of the Asia-Pacific Forum
of National Human Rights Institutions, did some preliminary
work in Samoa — in conjunction with a number of other

organisations — to build capacity of NGOs of people with
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disability. This was so NGOs would be better placed to advocate
to their governments to sign and ratify the Convention. We hope
to be able to continue this work in the future.

In relation to advocacy to governments to sign and ratify
the Convention, chances of succeeding will probably depend
upon the strength of advocacy, and the messages and support
that come from as many people as possible.

This is why it is important for people with disability in
these countries to familiarise themselves with the Convention.
Work plans should be developed around it. It should be referred
to when speaking with government and other organisations.
People should be educated about it. Adopting such an approach
provides direction and focus for activity. It also puts the
Convention in the forefront of people’s minds.

Finally, what must be remembered is that it is a journey.
Ratification is only a small step on the journey to implementing

and using the Convention to its fullest.
Note

1. To date Australia, New Zealand and Vanuatu have ratified the
CRPD.
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The Convention on the Rights of Persons with Disabilities:
Why it is needed

Rosemary Kayess, Disabilities Research Centre, University of New South Wales*

The General Assembly of the United Nations adopted the
Convention on the Rights of Persons with Disabilities (CRPD)
and its associated optional protocol on December 13, 2006.
At its opening ceremony on March 30, 2007, Australia along
with 80 other nations and the European Union signed the
CRPD. The Convention entered into force on May 3, 2008
and Australia ratified on July 17, 2008. The CRPD negotiations
are reputed to have involved the highest level of civil society
participation of any human rights treaty. This representation
was overwhelmingly that of people with disability and disabled
people’s organisations (DPOs).

This paper discusses the evolution of the CRPD. In
particular it will look at the central role the issue of development
played in garnering support for the negotiations and the
unprecedented involvement of civil society in negotiations. It
will then look at the mechanisms the Convention contains to
promote international cooperation and establish a human rights

framework for international development programmes.

Disability: The missing component of

human rights law

The CRPD is the first UN treaty finalised in the 21st Century
and is also the first binding human rights instrument to
explicitly address disability. Up until the adoption of the CRPD,
disability had been the missing piece of the international human
rights framework. Disability has been invisible within the
binding international human rights instruments; none of the
equality provisions in the International Bill of Human Rights
— which includes the Universal Declaration of Human Rights,
the International Covenant of Civil and Political Rights and the
International Covenant on Economic, Social and Cultural Rights
— list people with disability as a protected class. The application
of these instruments has resulted in disability being recognised
within the grounds of ‘other status’. Nor does disability feature
strongly within the thematic conventions.! Disability is not
mentioned in either the International Convention of the
Elimination of all forms of Racial Discrimination, nor the
Convention on the Elimination all forms of Discrimination
Against Women, though the treaty body has, through general
recommendation 18, required member states to provide data on
women with disability in their periodic reports. The Convention
on the Rights of the Child (CRC) explicitly refers to disability
for the first time in an international treaty. Article 23 of CRC
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provides for children with disability to achieve the greatest
possible social integration.

This lack of recognition, within the binding instruments
of international human rights law, does not mean that the
international community has not had a focus on disability in
the 25 years preceding the disability Convention negotiations.
During those years, the UN and the international community
engaged in significant policy and programmatic work to
establish non-binding international standards. In 1976, the
UN adopted the Declaration on the Rights of Disabled Persons,
in 1991, the General Assembly adopted the Principles for the
Protection of Persons with Mental Illness and the Improvement
of Mental Health Care, in 1992, it adopted the World Program
Action for Disabled Persons, and then followed up in 1993
with the Standard Rules on the Equalisation of Opportunities
for Persons with Disabilities. Regardless of this extensive policy
and programmatic work, the incidences of violations of human
rights of people with disability were still of concern. Proposals
were brought to the General Assembly on three occasions to
develop a convention on the rights of people with disability but

failed to generate support with member states.’

Disability and poverty: A vicious circle

An estimated 650 million people worldwide experience disability
with two-thirds of that number in developing countries. This
is an important fact to consider as people with disability in
developing countries are recognised as being overrepresented
among the poorest of the poor.? Poverty is recognised as both
a cause and a consequence of disability. Poverty may cause
disability through malnutrition, poor health care, and dangerous
living conditions. In developing countries higher disability rates
are associated with higher rates of illiteracy, poor nutritional
status, lower immunisation coverage, lower birth weight,
higher rates of unemployment and underemployment, and
lower occupational mobility. The United Nations Educational,
Scientific and Cultural Organization estimates that 98 per cent
of children with disability in developing countries do not attend
school? Disability can further cause poverty by preventing
the full participation of people with disability in the economic
life of their communities. Further, children with disability
in poor developing countries often have little to no access to
health care. Effective strategies to combat diseases such as HIV/

AIDS and malaria include the provision of health education,

13



prevention and promotion; however, this information is often
not available in formats accessible to people with varying
types of disabilities. Less capacity to adapt to environmental
changes in their surroundings, due to lack of information and
support systems, people with disability are vulnerable to issues
of environmental sustainability. Yet, despite the obvious links
between disability and poverty, disability continues to be largely
absent from international development efforts. In recognising
the important role of development programmes, the Special
Rapporteur on disability and human rights, in his 1993 report,
cited underdevelopment as a violation of human rights.® The
failure of development and international aid programmes to
include a disability perspective fundamentally entrenches the
exclusion of people with disability from development efforts
continuing the cycle of poverty and disability.

Despite the evidence of the significant links between
disability and poverty, along with continued evidence that
people with disability were among the poorest of the poor,
several major UN social development initiatives including
the 1995 World Summit for Social Development, the World
Summit +5 and the Millennium Development Goals, which were
directed at eradicating poverty by 2015, failed to incorporate
disability as a mainstream issue.” This failure was recognised by
Mexico, which then proposed a convention based on a social
development approach.® With this approach, Mexico was able
to garner support for a thematic convention on the human
rights of people with disability and as such social development

was a strong focus of the negotiations.

Getting disability onto the human rights agenda
In December 2001, the General Assembly established an ad
hoc committee to consider proposals for a convention. The
General Assembly resolution establishing the ad hoc
committee called for participation by civil society in the
deliberations of that committee. This resolution and the
modalities adopted by the ad hoc committee paved the way
for an unprecedented level of civil society involvement,
particularly, as noted in the introduction, this was
predominantly involvement of people with disability and
DPOs. The ad hoc committee met in eight sessions over a
five-year period. It is estimated that at any given meeting
there would have been over 100 people with disability and
representation of over 70 national and international DPOs,
and including civil society delegates from developing nations.

The mandate given to the ad hoc committee was for the
convention to create no new rights with the objective that the
convention apply existing human rights within a disability
context. Accordingly the chairman of the negotiating committee
has conceptualised the CRPD as an implementation convention;

one that sets out a detailed code for how existing rights should
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be put into practise with respect to people with disability. In
achieving this aim, the Convention provides for a mix of non-
discrimination and substantive articles and it includes first
generation rights, being civil and political rights, and second

generation rights, being economic, social and cultural rights.

The CRPD
The CRPD is notably the most detailed statement of human
rights by the UN to date. It comprises a preamble and 50 articles.
Its articles vary considerably in length, with some articles being
a brief statement of rights or principle and others being quite
detailed in guiding states in the types of measures that need
to be taken to ensure people with disability can exercise their
rights. In response to the length of the document, the CRPD
is the first human rights treaty to contain titles for each article
as an aid to its accessibility.

The adoption of the CRPD is a significant legal and policy
advance, moving from non-binding international standards to
formally binding legal obligations for those states that become
party to the Convention. The Convention was intended to build
on existing human rights standards and apply them within a
disability context to ensure that people with disability can
exercise and enjoy all of the fundamental human rights. Some of
the rights are simply restated in the form in which they appear
in other documents, for example the right to life, but most
contain detailed content to provide a clearer understanding of
the obligations with which it is necessary to comply in order
to fulfill the right. It is effectively an international charter of
rights for people with disability. It provides a framework for
policy analysis, design and implementation and is a tool for
DPOs in advocating for the rights of people with disability.
Central to the achievement of this is the general guarantee
of the right to equality before the law contained in Article
5 of the Convention and the clear emphasis on the right to
non-discrimination including reasonable accommodation of
disability requirements.

The Convention contains several innovative elements.
These innovations give greater insight to the obligations on
states and a clearer understanding of how disability is to be
understood. For the first time in an international instrument,
the Convention contains in Article 3 a list of general principles.
These principles include:

(a) Respect for inherent dignity, individual autonomy
including the freedom to make one’s own choices, and
independence of persons;

(b) Non-discrimination;

(c) Full and effective participation and inclusion in society;

(d) Respect for difference and acceptance of persons with
disabilities as part of human diversity and humanity;

(e) Equality of opportunity;
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(f)  Accessibility;

(g) Equality between men and women; and

(h) Respect for the evolving capacities of children with
disability and respect for the right of children with
disability to preserve their identities.

These principles underpin the interpretation of the
substantive articles and provide guidance to member states for
implementation.

Another innovative element is found in Articles 6 and 7,
which set out general guarantees and recognition of particular
population groups. In particular, Article 6 recognises that women
and girls with disability are subject to multiple discrimination
and places an obligation on states to take appropriate measures to
ensure that women and girls with disability enjoy fundamental
freedoms and human rights.

Perhaps the most innovative element of the Convention is
found in Article 9, people with disability can participate fully in
all aspects of life. It is this article that gives life to the principle
of substantive equality. It ensures that states take measures to
provide access on an equal basis with others to the physical
environment, transportation, information and communication,
and facilities and services openly provided to the public in
both urban and rural areas. It is an overarching right aimed at
guaranteeing equality of access for people with disability to all
facilities and services within the community.

The Convention also incorporates four other new
formulations of rights, in brief:

e Article 11, situations of risk and humanitarian

emergencies;

* Article 19, living independently and being part of

the community;

*  Article 20, personal mobility; and

e Article 26, habilitation and rehabilitation.

The final novel element I wish to note is that for the first time
in an international human rights treaty, the Convention also
incorporates in a stand-alone article, Article 32, on international

cooperation, which I will look at in more detail below.

Civil society and the Convention
One of the major achievements for this Convention is the way
that it successfully integrated on-going involvement with civil
society. This Convention heralds a new formal role for civil
society. The CRPD is the first convention to so thoroughly engage
civil society in the negotiations and to include substantive
provisions outlining on-going engagement with implementation
and monitoring. These provisions are embedded in Article 4
General obligations, Article 33 National implementation and
monitoring and notably Article 32 International cooperation.
The inclusion of these provisions recognises engagement

with civil society as a particularly important part of capacity
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building, which is critical in relation to disability. The very
nature of disability, and the inherent systemic discrimination
and social exclusion that is an element of it, means that many
governments have very limited expertise in disability. People
with disability have been excluded from key social institutions
which has isolated them and the issues that disability raises from
mainstream public policy. This was repeatedly demonstrated
through the failure of successive treaties to recognise disability
as an area of concern. The dominance of the medical model
has meant disability has been a welfare or clinical issue within
social security, medicine and rehabilitation. Further segregation
in education has meant historically low levels of academic
achievement, which have kept people with disability out of key
professions and public administration.” As a result, people with
disability have not been represented in the decision-making
process. Disability has not been an area for academic concern
in the areas of law, policy, public administration, planning and
architecture which has led to limited understanding of the issues
raised by disability.'® This has meant that ever since disability
emerged as a significant human rights issue, governments have

been slow in implementing remedial programmes.!!

Implementing the CRPD

The CRPD has been conceptualised as an ‘implementation
convention’ setting out a detailed code for how existing rights
should be put into practice. As such it plays an important role
in the realisation of human rights for people with disability. A
central objective of a human rights approach to development is
ensuring that aid programmes further the realisation of human
rights. To this end and given the undeniable link between
disability and poverty, especially in developing countries,
international development initiatives have the potential of
being significant implementation mechanisms, and as such
it is critical that international cooperation be bound by
the principles derived from CRPD and other international
human rights instruments. The CRPD provides a template for
including a disability perspective in all development initiatives.
The human rights standards contained within CRPD should
guide development cooperation and planning both of disability

speciﬁc initiatives and mainstream programming.

The CRPD and international cooperation

The CRPD marks the first time international cooperation has
appeared as a stand-alone article in an international treaty.
International cooperation issues were robustly promoted
within the ad hoc committee meetings. There was a strong
push for the recognition that international development
programmes needed to be inclusive of and accessible to
people with disability. The CRPD provisions build on

the elements found in other human rights instruments.'?
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International cooperation, where it appears in other
instruments, is formulated as a general implementation
method. The working group that drafted the negotiation text
proposed a broader approach to international cooperation.
Its discussion highlighted that international cooperation
should be conceived broadly to incorporate elements such
as the exchange of information and best practices, scientific
research, training, awareness raising, cooperation between
DPOs, the development of technology, and capacity building
not interpreting international cooperation as just the transfer
of economic resources, economic aid or assistance.

A substantive article, Article 32 International cooperation,
along with provisions in Article 4 General obligations and a
Preambular paragraph were included in the text. The proposed
inclusion of a substantive article in the early drafts of the
Convention text generated significant debate. Many states were
concerned that this was a significant shift away from existing
human rights approaches to international cooperation. States
were concerned that such a formulation was inconsistent with
previous approaches where international cooperation was solely
linked to implementation and not a specific right. Further it
was argued that no human rights instrument deals with states’
obligations toward other states. There was pressure for any
reference to international cooperation to be general rather than
specific obligations consistent with previous formulations in
international law. Such previous formulations make reference
to implementation horizontally not being possible without
international cooperation but do not set out obligations. Some
delegations considered that a separate article on international
cooperation may hinder implementation of this Convention;
it would allow states to say the reason they are not respecting
the rights of people with disability is because other states have
not met their international cooperation obligations.

In the preamble, subparagraph (1) recognises the importance
of international cooperation for improving the living conditions
of people with disability in every country, particularly in
developing countries. This is supported by two other paragraphs
(g) that emphasises the importance of mainstreaming disability
issues as an integral part of relevant strategies of sustainable
development. While subparagraph (t) emphasises the fact
that the majority of people with disability live in conditions
of poverty, and in this regard recognising the critical need
to address the negative impact of poverty on people with
disability.

The Article 4 general obligations includes, in paragraph 2,
an overarching provision with regard to economic, social and
cultural rights, that each state party undertakes to take measures
to the maximum of its available resources and, where needed,
within the framework of international cooperation, with a view

to achieving progressively the full realisation of these rights. This
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provision only applies to economic, social and cultural rights
and does not in any way waive responsibility of the immediate

applicability of civil and political rights.

Implications of the CRDP for international
cooperation

Apart from these overarching provisions, CRPD includes
Article 32, international cooperation. Article 32 is derived
from elements of the International Bill of Human Rights that
foster cooperation with the UN and among states, as well as
Article 4 and provisions in the CRC regarding international
cooperation. This article captures the important elements of a
broad construction of the obligation upon states.

Article 32 emphasises the importance of international
cooperation in supporting domestic efforts in the realisation of
human rights and also promotes other partnerships with
relevant international and regional organisations and civil
society, in particular DPOs. It promotes unilateral and
multilateral resource transfer including; aid, information, best
practice, scientific knowledge, technical assistance and
technologies.

If we consider the CRPD in light of Article 32 and the
interpretive elements and the general obligations of Articles
4, 5 and Article 9, accessibility, there are clear requirements
that become obvious for international aid programmes. Aid
programmes need to adopt the principle of equality and
non-discrimination to ensure all programmes and services
provide equitable and non-discriminatory access for people
with disability. Access needs to be recognised as a much
wider concept than just physical access. If we consider the
provisions within the Convention, access requires not only
physical access but also that all aspects of services are provided
without discrimination. For people with disability it should
include access to information about services in appropriate
formats and modes of communication. This would include
the provision of any reasonable accommodations people with
disability may require. To achieve this end any policy framework
should include both horizontal and vertical strategies. This
would involve strategic mainstreaming across programmes
and projects along with disability-specific measures to address
systemic disadvantage and designed to accelerate inclusion and
participation of people with disability.

The text of the Convention clearly points to an on-going
role for people with disability in the implementation of the
Convention and highlights the need for donor countries to
engage and consult with people with disability. It is seen as of
fundamental importance to incorporate people with disability
in policy, planning and implementation. The provisions have
a strong focus on partnership and outline an important role

for people with disability in governance. To include advisory
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and consultative mechanisms to give people with disability a
‘voice’ in programme development and implementation. This
ongoing role reinforces the explicit thrust of the Convention:
that disability is one element of human diversity and people
with disability share the inherent dignity and worth and the
equal and inalienable rights as all members of the human

family.
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Making disability policy in the Pacific rights-based policy

Alastair Wilkinson, United Nations Economic and Social Commission for Asia and the Pacific

Pacific social policy context

Traditional languages, cultural beliefs and practices which do not
recognise people with disability as having the right to full and
fair participation and access to services in their communities,
represent a significant barrier to developing rights-based
disability policy in the Pacific. A ‘critical collaboration’ approach
has proved effective in developing inclusive language and in turn
enabling the development of policy responses to the needs of
people with disability and in promoting partnerships between
community-based organisations and government social policy
agencies.

In all cultures the family is the ‘heart’ of society and culture. In
Pacific Island countries the family extends its influence through
a structure that is large and complex. The family is the principle
economic and political unit, welfare agency, and dispenser of
justice. As with all other societies, these relationships and roles
are rapidly changing with urbanisation and the extension of
education, health and the monetised economy.

Traditional structures and authorities are being challenged
by these changing social arrangements, as well as by the
increasing risks that high rates of diabetes, hypertension, road
accidents and other non-communicable and communicable
diseases present. Although the figures are not comprehensive
or reliable, the Pacific, with the rest of the world, is likely to
have an incidence of disability of 10 per cent (United Nations
1990) or more in the general population.

This group also tends to be over-represented among those
people living in poverty as they seldom have income earning
and livelihood opportunities. When there are few services or
public support programmes, political leaders refer to the family
as principle welfare and support agency.

If disability policy is to have an impact, change attitudes, set
standards, and identify priorities for addressing needs, then the
policy development process itself must be taken to the village
and developed within this social and cultural context. Such an
approach has been termed ‘critical collaboration’ because it is
based on collaboration between government and civil society
and it engages people with disability and the community in
writing policy. As Riley (2008:15) noted, ‘such efforts are often
volatile, fragile and ... call for change and cooperation among
all involved’.

The critical collaboration approach brings people into the
centre of policy making by mainstreaming their needs and voice

across sectors, and addressing social cohesion both locally and
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nationally (see Ortiz 2006). In this context, policy development
can be transformative and gives substance to the saying: ‘nothing

about us without us.’

Political recognition of people with disability in
the Pacific

Why should governments willingly cooperate and make policy
for people for whom they provide few services? Why should
they bother about a minority group who are rarely seen and
who rarely feature as a priority in national development plans?
Governments, traditionally, have not concerned themselves
with this group. If disability is not recognised as a priority in
the national development plan not only does the government
ignore this group but donors and other regional development
partners do as well.

A United Nations Economic and Social Commission for Asia
and the Pacific (ESCAP) survey of progress with implementing
the priorities of the 1993-2001 Asian and Pacific Decade for
the Disabled Person received a poor response from Pacific
governments. Those that did reply to the survey questionnaire
illustrated that few of the decade’s priorities were being addressed
and that people with disability had not been considered a part
of national (and regional) development processes.

People with disability had been largely ignored and excluded
from national development planning and priorities. Given
the high incidence of diseases such as diabetes, the increasing
number of car accidents and lack of early intervention services,
the number of people with disability in the Pacific is likely to be
high in comparison with other regions of the world.

Despite the apparent high prevalence of people with
disability in communities there is a lack of community
awareness, services, policy guidance and recognition that people
with disability have rights equal to all in society. The needs,
aspirations and concerns of people with disability had been
swept under the proverbial Pacific mat.

When political leaders or officials are asked who will address
the needs of people with disability, the common response is: ‘the
family’. However, families often keep their family member with
disability at home and do not necessarily promote or advocate
for their rights or access to services. In some situations, children
with disability are a source of shame and are excluded from
school and community activities.

There is often a lack of acceptance of people with disability

within families, communities and schools.
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Where government does not provide services, this does
not mean it has no role to play. If the quality of life of people
with disability is to be improved, the central place and role
of the family, church, NGOs and other community-based
organisations requires government recognition and the
development of strategic partnerships between the state and civil
society. Policy has a role to address equity and rights issues as
well as to organise this relationship, and set principles, standards
and priorities.

Pacific social policy lacks an adequate broad-based
framework to provide an understanding of social processes
and how they are changing. Social policy in the Pacific
context is defined in terms of education, health, housing, or
welfare with little recognition of the relationships between
these sectors and little acknowledgement of how one may
impact on the other. Pacific governments have relied on the
traditions embedded within families and villages and have
assumed that traditional practices will continue to address
the needs of people and, in particular, the special needs of

vulnerable groups.

The Biwako Millennium Framework

The Biwako Millennium Framework for Action towards
an Inclusive, Barrier-free and Rights-based Society for Persons
with Disabilities in Asia and the Pacific (BMF) was endorsed by the
Pacific Islands Forum leaders meeting in 2003. It is designed as a
rights-based tool for governments to guide policy development,
planning and implementation of programmes concerning
people with disability.

The BMF has explicitly incorporated the Millennium
Development Goals (MDGs) and their relevant targets to
ensure that the concerns of people with disability are an
integral part of the MDGs and national poverty alleviation
strategies.

The BMF’s goal is to promote inclusive, rights-based
societies free of barriers for people with disability in the region.
To achieve this goal, the BMF’s mission is to strengthen the
following priority areas:

¢ self-help organisations and related family and

parent associations;

* women with disability;

* carly detection, eatly intervention and education;

* training and employment, including self-

employment;

* access to built environments and public transport;

* access to information and communications,

including assistive technologies; and
* poverty alleviation.
Seven Pacific Island countries (Cook Islands, Kiribati,

Federated States of Micronesia, Fiji, Papua New Guinea,
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Solomon Islands and Vanuatu) recently developed national
disability policy statements using the BMF model to guide the
policy development process. Four governments have formally
endorsed the policy and two have committed additional
resources to implement the policy. A further three Pacific Island
governments have indicated a wish to develop new policy within
the next few months.

The BMF is proving a useful tool for guiding the policy
development process and ensuring that debate on priorities is
situated within the community. In addition to shifting attention
away from welfare provision to giving recognition to the rights
of people with disability, the BMF redefines disability as arising
from barriers in society preventing the full inclusion of people in
the community and national development processes. The focus
of attention is shifted away from the welfare of the individual
and onto recognising and addressing societal barriers and human
rights. The BMF provides the framework to start a discussion
about disability that gives a clear message our concern is not
simply individual and welfare based, but one that involves all
of society.

Many Pacific Island countries are now using definitions of
disability that address the environmental barriers that create a
disabling society, and draw on this WHO (nd) definition:

Disability is the outcome of the interaction between a person
with an impairment and the environmental and attitudinal

barriers he/she may face.

In the case of Fiji, for example, the community took
the WHO definition of disability and applied their own
understanding and agreed, through an iterative policy
development process undertaken in almost all of the provincial

centres, on their own definition:

People with disabilities are those who cannot fully participate
in everyday life and society effectively, due to environmental
and attitudinal barriers, as well as owing to physical, psycho-
social, sensory and other impairments and who, because of
their lack of inclusion in village life and society generally, do
not enjoy their full human rights as citizens and participants

in communities and families (Fiji Government 2006).

Many community meetings grappled with the meaning of
disability and the process stimulated a debate about how it is
understood within the community and what kind of vernacular
can be employed to talk about disability. Although the WHO
definition may not have been fully embraced, it was recognised,
particularly in respect of situating people with disability within
communities and acknowledging their right to participate in

all aspects of community life.
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The consultation process

Only when all have had an opportunity to mould and influence
the policy document and priorities is there a sense of ownership
and commitment. This process is iterative and involves a wide
range of stakeholders in formulating, debating and agreeing on
the key elements of the policy. Consultation elicits community
priorities and those priorities are reflected in a set of agreed
goals and objectives, as well as strategies and actions sufficient
to ensure the goals and objectives are met.

A further consequence of policy consultation, involving
open discussion and information sharing, is that it builds
alliances and enhances collaboration and coordination. It also
increases understanding of the issues, raises awareness and
goes some way to identifying and recognising that people with
disability have the same set of ‘rights’ as others in society. Most
importantly, national disability policy development must ensure
that those who have disability have a say.

Policy consultation also builds awareness in the wider
community that the issues are not isolated, that similar concerns
exist elsewhere in the world and that disability is, in fact, a global
concern. The policy development process provides the opportunity
to draw together the threads of international and regional
commitments made by government, with other national policies
and priorities, to form a coherent national policy statement.

The policy development process has followed a similar path
in many Pacific Island countries. In most cases the process has
been preceded by a national scan of policies and survey of people
with disability in order to build a clear rationale. There has
always been extensive consultation with disability stakeholders
(i.e. people with disability, families and care givers as well as
service providers including churches and NGOs), initially to
draft the policy, followed by community consultations to build
on the draft policy through an iterative process that develops
a dialogue about the meaning of disability and the aspirations
of people with disability.

Model policy, based on the BME provides a vehicle for
governments and communities to build rights-based discourse
and express the rights and needs of people with disability within
a broad community-based framework.

Participants of the Pacific Islands Human Rights Consultation
(2004),

reaffirmed that the primary focus for the promotion and
protection of human rights is at the national level and that
therefore it is the primary responsibility of States to ensure

that human rights are respected, promoted, protected and

fulfilled.

The meeting also acknowledged that ‘all governmental bodies

must play an important role in protecting human rights.’
play p p g g
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Indian MP, S Jaipal Reddy, draws a distinction between a
rights-based approach to public policy at the national or local
level, and a rights-based approach to development cooperation.
He has noted that although a rights-based approach to public
policy is most desirable, it needs to come from within.

Reddy says that movement away from political, economic
or social oppression can only be sustainable when it springs
from within a society and is in harmony with local culture and
values. Reddy argues that rights which are externally driven
do not necessarily represent the interests of local communities
(Nyamu-Musembi and Cornwall 2004).

Conclusion

The development of effective public social policy requires
consultation with local and national stakeholders. The idea that
vulnerable groups and individuals should play a central role in
policy formulation targetting them gives greater certainty the
policy is relevant, able to be implemented and will work for
communities, families and individuals as well as government
and church agencies, NGOs, private sector employers, schools
and tertiary training institutions. The key to developing good
social policy is recognising that although the policy may target
particular vulnerable groups, such as people with disability, the
response to meeting the needs of the target group is to engage
with the whole community. The agreed policy objectives must
reflect the interests and priorities of all community stakeholders
if more inclusive societies are to develop, barriers dismantled
and human rights recognised.

‘The way we respond to the most vulnerable in society says
much about the society. Although some Pacific Island countries
address disability concerns in their national development
plans, very few have set specific objectives and made disability
a priority.

The BMF has grown out of the Asia and Pacific experience,
reflects the priorities which governments in this region
have articulated and provides a framework for disability
policy development at the national and community level. A
number of Pacific Island countries have taken this framework
and developed national policy and an action plan through
participatory processes.

The benefits of such processes include building capacity,
developing commitment, awareness and recognising human
rights within a social and cultural context. The BMF has
encouraged the development of inclusive language and challenges
established traditions in the way disability is perceived. Moreover,
the policy development process has engaged those who have a
stake in articulating priorities and the means of addressing those
priorities. In this way, policy is rooted in the everyday world and
concerns of people with disability as they live in rural villages

and urban communities throughout the Pacific.
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AusAID: Inclusive development: A new era in consultation

Kristen Pratt, Director, AusAID Disability Taskforce

I'm proud of the consultation process. It has been quite
exceptional in that it put people with disability, their
organisations, their families and their carers, at the centre
of the process — Bob McMullan, Parliamentary Secretary for
International Development Assistance, at the presentation of the
first draft of AusAID5 strategy Development for All: Towards a
disability-inclusive Australian Aid Program 2009-2014.1

A long process of advocacy on the part of those involved in
disability and development in Australia drew to a close with the
launch of the strategy on 25 November 2008 at the Australian
Institute of Sport, Canberra. Development for All is the Australian
aid programme’s first strategy to explicitly include and focus on
the needs and priorities of people with disability. The depth of
support and commendation with which its development has
been met underlines the commitment and passion of those
engaged in this area. It also draws attention to the fact that
many policies are developed differently — often due to lack of
time and forethought, admittedly, but in the absence of broad
consultation, and most especially, without listening to those
who have most at stake.

The Development for All strategy is a product of the
Australian Government’s social inclusion agenda, which draws
on the premise that all citizens should be able to recognise their
full potential and have the opportunity to live a rewarding
social and economic life, and share in their nation’s prosperity.
It was also a response towards meeting our obligations under
the United Nations Convention on the Rights of Persons with
Disabilities (CRPD), both its framework for promoting the
wellbeing and supporting the rights of people with disability,
and (through Article 32) its call for countries’ to work together
through international cooperation to ensure the Convention is
put into practice.

From the start, the challenges of including people with
disability in development were stark — how to avoid the
common trap of doing development for, rather than with, the
beneficiaries? The struggle to fully integrate gender, HIV and
other key development issues into the aid programme confirmed
that innovative thinking, time and effort would be needed to
move AusAID towards disability-inclusive development. The
way we approached this issue from the start would set the scene
to how we would move forward. Overall, we think we’re on
the right track. In comparison with many policy development

processes, the development and consultation process of
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Development for All was unique in its openness and inclusiveness,
and in its determination to ensure that the voices of people with
disability were heard and responded to.

This paper sets out the development process for the strategy,
both to mark the significance of this historic first step towards
a disability-inclusive Australian aid programme, and to enable
lessons to be drawn for similar processes. The process has, we
believe, reaped real benefits: a sense of investment and trust on
the part of stakeholders who will be most directly affected, and
a framework for action that is both dynamic and relevant for

people with disability.

Planning and preparations: Where did we start?
Clear mandate from the top

To some extent, AusAID’s Disability Taskforce, charged with
managing the development of the new strategy, was exceedingly
lucky. We started with what every team leader or director of
new policy initiatives dreams of: clear and strong direction;
commitment and ongoing support from the highest level; and
political commitment. At the same time, we were given the
autonomy and flexibility to manage the process as we saw fit:
acknowledging our expertise as disability-inclusive development
practitioners.

The mandate for such a strategy was clear. The Australian
Government promised during the election campaign that if
elected, a comprehensive disability strategy to guide Australia’s
aid programme would be a priority. The aid programme’s
strategy affirms the Governments commitment to extending
the benefits of development to all, to promoting the dignity and
wellbeing of people with disability, and to supporting them to
improve the quality of their lives through accessing the same
opportunities for participation, contribution, decision making
and economic wellbeing as others. It is a part of the broader
transformation of Australia’s aid programme and the Australian
Governments social inclusion agenda towards more inclusive,
barrier-free and just societies for all.

The taskforce’s role in leading the strategy development
process was also greatly strengthened by dedicated senior
AusAID management understanding of the issues and support

for the process.
The right team

Having the right mix of people in the team facilitating and
pulling the strategy together was critical to getting a good
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outcome; it meant that we had in-depth practical understanding
of the issues and credibility with our stakeholders.

The branch head overseeing the process had prior experience
in local government in the development of a social justice
policy. The director of the taskforce, originally trained as
an occupational therapist, had 15 years of work experience
domestically in the provision of services for children and
young adults with intellectual disability, as well as time in
Papua New Guinea working with local NGOs supporting
people with disability prior to joining AusAID. Two of the
inclusive-development policy officers on the team also had
direct professional and personal experience with disability. One
member is a person with a disability, new to AusAID and with
a substantial legal background in human rights instruments
as well as experience in a developing country working on a
disability-related activity. The other inclusive-development
policy officer, also an occupational therapist, has 11 years work
experience in disability and development in Maldives, India and
PNG. Another member of the team had extensive experience
in managing the development of a similar strategy process on
a complex and sensitive issue and had worked closely with a
large and diverse stakeholder group in the process. The team’s
coordination and support officer had a family member with a
disability who had been deeply involved in the local community
in relation to services for people with disability.

This sound mix of skills and experience was complemented
by two consultants recruited to support the taskforce and who
provided invaluable support early on in the process. The taskforce
was clear about what they wanted from the consultants and roles
and responsibilities were clarified at the outset. The consultants
brought with them an important mix of technical experience
and expertise in relation to performance measurement in the
preparation of a strategy and a sound understanding of the
trends, issues, and key stakeholders in inclusive development
internationally. Both consultants had directly relevant personal
experience; one of the consultants had a background as a
physiotherapist working with people with disability and the
other was a parent of children with disability.

Another key role for the consultants was in leading the
in-country discussions with stakeholders. This was important
in the countries where the disability taskforce facilitated
consultations because it provided some distance between the
‘AusAID face’ and the stakeholders, and enabled stakeholders
to express their views freely and firmly. The consultants could
simply listen impassively without the need to present or defend
a government position.

Importantly, the consultants were flexible and responsive in
their approach to the work of the taskforce and, in addition to
agreed inputs and deliverables, were available to provide support

and advice on specific issues as they emerged. At no time did
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they attempt to dictate or drive the process — their approach
was to facilitate and provide support and advice as needed, and
in response to where the taskforce and process was at and the

issues at hand.

Planning and being realistic

We recognised that the approach to developing the strategy
was as important as the final product, in terms of building
understanding of the issues and establishing credibility for
AusAID in the way it set out to meet the Government’s new
direction — disability-inclusive development — for Australia’s
aid programme.

We carefully mapped out what we believed to be a
comprehensive and realistic process, making best use of all
resources available, and then sought a revision of the original
time frame set for the process, which gave us a further two
months to carry out the consultations. The revised time frame
gave us the time that we needed to make best use of available
resources, both internal and external. This included working
with the Australian Disability and Development Consortium
and other partners such as the Pacific Disability Forum
and NZAID. It also allowed us to properly reach our key
stakeholders and have sufficient time with them, to research
what other partners were doing in this area, to collate, synthesise,
and analyse information and to test it with stakeholders and

revise and refine as we went along,.

Review of lessons learned

We undertook research and analysis of other donors’ efforts,
lessons learnt and AusAID’s own programmes. Lessons learned
from other donors confirmed what we suspected: that disability-
inclusive development was challenging, ‘mainstreaming’ had not
been a success, and many organisations continued to struggle

to make headway.

Key stakeholder needs

We took time to map out who the most important
stakeholders were, what we needed from them, what competing
priorities or challenges they might face in considering the issues,
and then set out to structure the process to make it as easy as
possible for them.

For instance, we mapped out a clear process for the Minister
for Foreign Affairs and Parliamentary Secretary for International
Development Assistance. This included critical decision points
for Government. We provided regular updates throughout the
strategy development process.

We structured discussions with people with disability, in
places where they were comfortable, and tried to distribute
background information, including key questions, to them

in accessible formats ahead of time to give them time to
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consider and discuss the issues. Where possible, discussions
were translated into the local language or an interpreter was
engaged. Understanding each group’s level of understanding
of the issues was also important in how we approached issues,
and it brought them along in the process. We wanted to make
sure that we properly heard from people with disability, what
their priorities were, and how they felt that AusAID could best
support them.

At the same time, we knew that whatever the shape of the
final strategy, if AusAID staff didn’t understand and support
it, then it would be challenging to effectively implement. We
recognised that AusAID officers have busy work programmes
and competing priorities and aimed to minimise additional
work for them around the process. For those AusAID country
officers who facilitated consultations, we provided ‘consultation
kits’; tools to provide them guidance and practical information,
tips and strategies to make the job as easy and comfortable as
possible, allowing our colleagues to learn about the issues during
the consultation process.

Through the consultations, many ‘AusAlDers’ had their
first experience in directly relating with a person with disability.
Supported by the consultation guidelines or after having sat
through the process with the taskforce, most people came
away far more confident about spending time with people with
disability. In addition, most could immediately see opportunities
for including people with disability in AusAID’s programme.

We included representatives from Disabled People’s
Organisations (DPOs), Australian NGOs working in the area
of disability and development, and other key partners such as
NZAID in the development of the process from the outset
and kept them informed and sought their advice at key stages
throughout.

‘Nothing about us without us’

This widely-quoted saying is used to communicate the idea that
no policy should be decided by any representative without the
full and direct participation of members of the group(s) affected
by that policy, particularly groups that are often thought to be
marginalised from political, social and economic opportunities.
‘Nothing about us without us’ relies on the principle of
participation, and has been used by DPOs globally to achieve
the full participation and equalisation of opportunities for, by
and with people with disability. We listened to and respected
this principle and deliberately put people with disability, their
families, carers and representatives at the forefront of the process

from the outset.
Scope of and approach to consultations

Consultations informing a disability-inclusive strategy for

Australia’s aid programme took place in the majority of
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developing countries Australia works with, and with leading
disability and development stakeholders in Australia during July
and August 2008. Stakeholders included people with disability,
their families and carers, government representatives, NGOs,
service providers and other donors.

AusAID, in conjunction with prominent regional, Australian
and international organisations, including a regional DPO and
donor partner, prepared a Disability Strategy Consultation
Paper to help guide discussions during the consultation process.
This paper was widely distributed before the consultations
and was available electronically on AusAID’s internet in a range of
accessible formats. It was also translated into local languages
where needed. Many stakeholders commented on the value of
the consultation paper, the issues raised, and the opportunity
to simply sit with others and consider and discuss the issues. By
itself, this reflective process started to build joint understanding
of issues.

AusAID’s Disability Taskforce led consultations in
Samoa, Vanuatu, Thailand, Laos and East Timor and
observed consultations in the Philippines. Consultations led
by AusAID posts took place in 14 other countries. Public
meetings for Australian stakeholders were held in Sydney and
Melbourne. Two small focused events were held for leading
disability stakeholders from the region and Australia to enable
them to directly brief Australia’s Parliamentary Secretary for
International Development Assistance on priorities identified

through consultations.
g

Responsibility and ownership

It was recognised that occasionally AusAID either hasn’t had
the internal expertise or time to dedicate to comprehensively
manage and maintain ownership of a process for a new initiative
such as this. The taskforce felt that allowing consultants to take
a key role in the development of the disability strategy could
come with risks that: AusAID might not fully comprehend
the issues behind the final product, not entirely agree with
or support it, or lack ownership of it when moving to
implementation. Part of the strategy development process
in our minds was building awareness, understanding and
capacity and as such, AusAID needed to be actively involved
in the process. The consultants respected and supported the
taskforce’s expectation that AusAID would be the primary
architect of the strategy.

Providing balanced support

The taskforce was mindful of two competing situations during
the strategy development process: the need to provide timely
effective technical support as needed to bolster confidence,
capacity and success of AusAID personnel in engaging in and

supporting the development of the strategy while avoiding
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a longer-term situation where disability-inclusive practice in
AusAID was viewed as being the primary responsibility of a
disability-inclusive team.

Our ultimate goal is for all AusAID staff to have the
understanding, commitment, skills and resources to ensure that
people with disability are automatically and effectively included
in their standard development processes, and that they benefit
equally from AusAID’s aid programme. So it was important to
strike a balance of providing the appropriate level of support in

a manner that clearly left responsibility with the relevant area.

Existing capability in AusAID
In addition to the taskforce team members, we soon found
that there was considerable depth of interest and experience
in disability-inclusive development among many AusAID staff
members and these officers were quickly able to engage in the
strategy development process and immediately apply their
understanding of the issues to their core AusAID work.

The taskforce took advantage of this group. Identifying,
acknowledging and working with these AusAID staff members
greatly strengthened the strategy development process, and

contributed to further building ownership of the strategy
within AusAID.

Trusting the process

Although we had some broad parameters that would guide us
and some issues that we wanted to explore, we kept an open
mind about what form the strategy might ultimately take. We
allowed the strategy to evolve in response to the issues arising
throughout the process and undertook a continual process of
‘testing’ the themes, approaches and priorities with our primary
stakeholders throughout the process, reviewing and refining as
we went along.

The first full draft of the strategy was subjected to a rigorous
peer review process and was endorsed by the AusAID Executive
and Minister for Foreign Affairs before being presented by
Mr McMullan for final consideration at the International
Conference ‘Disability, Disadvantage and Development in
the Pacific and Asia’, in Canberra at the end of September
2008, where many people who were consulted in the strategy
consultation process were present.

In allowing the consultation process to inform the
development of the strategy we reached a point with the final
document where we were confident that key stakeholders
could clearly see how the issues that they had raised during
the process had been addressed; either included or if not, why
not. A key to this was using language and phrases often used
by key stakeholders. Final revisions involved strengthening the
language which led to a change in the sub-title of the strategy

to “Towards a disability-inclusive Australian aid program’, a
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stronger emphasis and greater clarity around the relation of the
CRPD and the strategy, a stronger focus on the links between
disability and poverty, and the inclusion of vocational training

under the strategy’s support for inclusive education.

Remaining flexible and responsive

Given the tight time frame that we faced in consulting, analysing
and drafting the strategy, we needed to adhere to a tight and
comprehensive work programme to meet the deadline. The in-
country consultations were demanding, in terms of the pace of
meetings, time to reflect and write up of meeting outcomes, and often
back-to-back travel programme. We were also confronted with a
growing level of interest in the issue among the public and within
AusAID. We needed to prepare briefings for ministers and respond
to correspondence with AusAID and ministers on the issue.

It would have been tempting, given the need for precision
timing, not to have been flexible and responsive during the
consultation process. However, taking advantage of opportunities
that came up and varying in our approach undoubtedly
strengthened the process. For example, supporting the Pacific
Disability Forum, the Pacific Islands Forum Secretariat, the Fiji
National Council for Disabled Persons and the Fiji Disabled
Peoples’ Association to facilitate a workshop with stakeholders
in Fiji on behalf of AusAID. This variation to the original work
plan, while requiring some extra effort on our side, ultimately
resulted in one of the most inclusive and comprehensive parts
of the consultation process. We found that it was important to
remain open to these types of opportunities and be willing to
do a rapid cost/benefit analysis before deciding not to proceed

with a different approach.

Information management

One of the biggest challenges — after dialoguing, clarifying
and recording information in face-to-face meetings — was
consolidating and analysing all of the information coming
in various formats, in a very short time period, and working
through how we treated the information, how would it inform
the strategy, or not. Simple systems to group issues and
prioritise them assisted with this process, making it easy for us
to discuss and form decisions about how to use information in
the strategy design. For example, the decision not to refer to
a ‘mainstreaming approach’. While ultimately we are aiming
for disability-inclusive development to be mainstreamed in
AusAlID, it was clear to us that the use of the term would prove
both confusing and off-putting and would not assist the positive

implementation of the strategy.
Transparency and accountability

Throughout all stages of the consultation process, many

stakeholders explicitly commended AusAID on the participatory
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and open approach taken in developing the strategy. People with
disability and their families told taskforce members throughout
regional consultations that they were heartened to have their
views explicitly sought out and to have ‘space’ in which they
felt genuinely listened to. We heard from NGOs, AusAID staff,
advisors, consultants, and many others that the consultation
process was ‘something different’. And, that this was ‘very new
and refreshing for AusAID’.

By the time the Parliamentary Secretary presented the
draft strategy it was, by and large, enthusiastically supported
by stakeholders at the conference. Key to arriving at this point
was maintaining a high level of openness and communication
throughout the process, keeping stakeholders engaged and
informed of our thinking and developments throughout, so that
what was presented for final comment was not new to them.
We hope that stakeholders felt that their views were heard and
treated seriously and with respect.

We are committed to maintaining this approach throughout
the implementation, monitoring and evaluation of the

strategy.

Lessons learned

On reflection, there are a number of things that we could have
done differently. The process might have been strengthened had
there been greater representation by stakeholders from remote
and rural areas. Many involved felt that a longer time period was

warranted to do justice to the task, but we found it important
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to make best use of the available time, people, expertise, etc.
This process was particularly effective because of the ability of
the team to work with what we had, and remain dynamic and
open and responsive to all possibilities.

The needs and priorities of people with disability vary from
country to country as well as within countries and communities,
and any strategy risks ignoring some and privileging others,
or remaining at so high a level as to fail to speak to people’s
needs.

We are determined to see the strategy implemented in such a
way as to make its objectives and principles real. In the foreword
to the strategy Mr Stephen Smith, Minister for Foreign Affairs,
and Mr McMullan confirmed this commitment with the
following clear and simple statement:

There are many good reasons why we must do more to
support people with disability to meet their full potential; social
reasons, economic reasons and building better communities for
all. But the most compelling reason is the most fundamental:

it is simply the right thing to do.

Note

1. From the Parliamentary Secretary’s presentation of the first draft of
AusAlD’s strategy Development for All: Towards a disability-inclusive
Australian Aid Program 2009-2014 to the Australian Disability
and Development Consortium’s International Conference on
Disability, Disadvantage and Development in the Pacific and Asia
on Monday 29 September 2008.
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New Zealand official development assistance for disability

Megan McCoy, New Zealand Agency for International Development

Introduction

Agencies responsible for managing official development
assistance (ODA) develop policy frameworks which outline
their approach to human rights issues, including disability.
These policy frameworks then inform programming initiatives
and advocacy engagement. The approach and implementation
are crucial in determining whether disability is appropriately
recognised or becomes an invisible issue.

The experiences of the New Zealand Agency for International
Development (NZAID) in managing the New Zealand
Government’s ODA, in the Pacific in particular, via the
policy framework, can provide lessons learned on both the
approach and implementation of the framework as it relates
to disability.

The policy frameworks of national development agencies
responsible for managing ODA provide the strategic
direction, modality and guidance for providing both financial
and advocacy (or policy engagement) support. The
development of these policy frameworks is informed by
multiple factors including the situation within partner
countries, international ‘best practice’, domestic context,
political relationships, international obligations, and the
particular expertise and passion of agency staff.

The process for developing those frameworks is crucial
in ensuring a balance between multiple influential factors.
And clarity between approaches, especially as they relate to
human rights, is vital in informing implementation through
funding and advocacy. This can involve a rights-based
approach, mainstreaming and/or specific human rights focused

initiatives.

Official development assistance

Mainstreaming human rights in development aims to ensure
that human rights principles are a foundation for all ODA
activity — through development policy, programmes and
organisational systems. While the degree to which human rights
is included can depend on the context and purpose, effective
mainstreaming ensures that human rights are appropriately and
consistently considered.

Disability, as an essential human rights issue, sits within
the mainstreaming approach and can be seen as a strategy for
achieving equality for people with disability. Mainstreaming
disability can be seen as a similar process to mainstreaming

gender where the concerns and experiences of people with
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disability are integral to all phases of policy and/or programme
(from design to evaluation) as they relate to political, economic
and societal spheres (ECOSOC 2007:2-3).

In moving forward with the mainstreaming of disability, it is
also important to learn from the experiences of mainstreaming
gender. This includes ensuring that responsibility for
mainstreaming rests at the highest levels within agencies, making
certain there are accountable measures for monitoring progress
and bearing in mind that mainstreaming does not negate the
need for specific initiatives (ibid:8).

The need for specific initiatives for disability is recognised in
the development of the United Nations Convention on the Rights
of Persons with Disabilities (CRPD). While the Convention does

not establish new rights per se, it recognises that:

a comprehensive and integral international convention
to promote and protect the rights and dignity of persons
with disabilities will make a significant contribution to
redressing the profound social disadvantage of persons with
disabilities and promote their equal participation in the civil,
political, economic, social and cultural spheres with equally
opportunities, in both developing and developed countries

(UN nd:Preamble y).

Specific initiatives are also documented in the Biwako
Millennium Framework (BMF) for Action towards an
Inclusive, Barrier Free and Rights-based Society for Persons
with Disabilities in Asia and the Pacific. The BMF’s principles/
policy directions include establishing/strengthening national
coordination committees on disability and supporting the
development of people with disability and their organisations
(UNESCAP 2002).

The specific approach to human rights (including disability),
and other relevant factors (such as senior organisational
leadership and guidance for staff), determine whether it is

appropriately considered, or becomes an invisible issue.

NZAID policy framework

NZAID is a semi-autonomous body within the Ministry of
Foreign Affairs and Trade (MFAT) responsible for managing the
New Zealand Government’s ODA. As a relatively new agency,
established in 2002, its overall policy framework is still to some
extent in the development and implementation phase. NZAID’s

vision is a safe, just and inclusive society, free of poverty.
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NZAID has been required by Cabinet to mainstream
human rights, along with gender and the environment. This
requires human rights to be considered across all policy
and strategy, programme and organisational culture and
processes.

As a core human rights issue, disability is considered across
a range of policy and strategic documents. A review of these
documents, from the MFAT Statement of Intent down to
the NZAID Pacific Strategy, shows that disability is referred
to as a human rights issue that requires the development of a
mainstreaming approach, a cross-cutting issue as part of human
rights, or an issue that requires a multi-sectoral approach within
health initiatives.

The NZAID health policy, however, most notably supports
a twin-track approach, which aims to address fundamental
inequality as well as supporting specific initiatives to enhance
the empowerment of people with disability. It also advocates
for the participation of people with disability in public policy
dialogue, development and implementation.

There is a clear mandate to mainstream human rights, with
implications in considering disability across all policy and
strategic work. There are, however, a number of key guiding
documents which do not provide any acknowledgement of
disability, and multiple interpretations where it is mentioned.

While it is important for each policy to consider the unique
outcomes it is trying to affect, it is difficult to consider how any
development policy or strategy cannot consider the particular
situation for people with disability who do, after all, make up
at least 10 per cent of the world’s population. What is more, 80
per cent of the world’s people with disability live in developing
countries (WHO 2005).

Implementation of the NZAID policy framework
The NZAID policy framework is implemented through
programmes that deliver ODA (including funding and
advocacy). These can be bilateral, regional, multilateral or
contestable/criteria-based schemes. Each programme has some
form of guiding strategy; the process for developing it will
depend on the type of programme. For bilateral programmes
this involves a negotiated process with the partner government,
which is often based on the national development plan.

Regional programmes are often guided by the strategic
processes and/or plans of the region. Within the Pacific, this
includes the ministerial meeting processes, which are largely
managed by the Pacific Island Forum Secretariat. For other
programmes, this can involve a balancing of the thematic
context with the unique perspectives of NZAID, that is, where
value can be added.

These strategies guide the programmes over a multi-year

timeframe. As strategic documents, they do not specify each
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project the programme will support, but rather set out the
rationale for the priority directions. These directions are then
implemented through agreements with a variety of partners,
from government to civil society, for the delivery of programmes
and/or projects.

Programme strategies are informed by a situational analysis,
which recognises three forms of poverty: extreme poverty,
poverty of opportunity and vulnerability to poverty. People
with disability within developing countries often suffer from all
these forms of poverty. The evidence suggests that people with
disability are often disproportionately represented among the
poor and are also often poorer than citizens without disability.
It is estimated that of the world’s poorest people, one in five is
a person with disability (Elwa 1999).

While very few NZAID programme strategies include
specific references to disability there is considerable support to
specific initiatives and increasing attention to mainstreaming

disability.

NZAID support to specific initiatives

NZAID supports specific initiatives such as the Pacific Island
Forum Secretariat, the Pacific Disability Forum, and the national
disabled people’s organisations (DPOs).

Some of the major lessons learned from NZAID’s support
to specific initiatives are related to supporting organisations
that are often new or challenged through inexperienced and
under-resourced capacity. For any official development agency,
managing the domestic accountability requirements can put
pressure on to supporting well-established organisations with
robust project and financial management systems that work
towards a clear strategic direction.

Many disability-focused organisations are staffed by
volunteers and have never had the experience of dealing
with donor requirements, so the challenges can often seem
insurmountable. When NZAID has made the decision
to support those organisations, there has sometimes been
insufficient up-front consideration of the depth of capacity-
building support required.

The most challenging aspect of supporting the capacity
development of any organisation is ensuring that technical
advice, whether from NZAID or contracted consultants,
facilitates the organisation and individuals to complete the
tasks themselves. While some disability-related activity has
been carried out by consultants, the agency is now moving back
to supporting organisations with a mandate, such as national
disability councils.

This recognises that while NZAID is required to consider
efficiency, it must also consider sustainability and effectiveness
in any development activity. This approach requires a long-term

investment, such as providing funding for assistive technology.

Development Bulletin 73



While the accountability requirements cannot be relaxed for
DPOs, capacity-building support can be increased to ensure
equity with other NGOs.

NZAID has also had to reconsider some of the processes that
we take for granted. This means ensuring all hard copy contract
documents are accompanied with an electronic version.

While there can be challenges in implementing specific
initiatives, sometimes the challenges lie in identifying that
specific initiatives are required in the first place. The Pacific
presents unique challenges in this respect.

With a total population of over eight million spread over a vast
area of ocean, the populations of the Pacific vary both between
countries and within country islands. While it would desirable for
every Pacific country to have the same range of support services
and advocacy groups that developed countries may have, the
economies of scale often mean this is impossible. This can require
some creative thinking about the modalities for support to people
with disability. No matter how small the population, each person
with disability is both a rights holder and duty bearer.

Recent internal reporting on human rights activity did not
accurately reflect the full complement of activities related to
disability. For some reason, staff didn’t naturally associate the
disability-related activity within their programmes as part of the
human rights reporting. It was apparent that programme staff
require support to embed disability as a fundamental human

rights issue.

NZAID mainstreaming of disability

Mainstreaming, by its very nature, can be difficult to quantify.
NZAID does not as yet have indicators for the mainstreaming
of human rights, let alone disability. While the agency health
policy notes that a mainstreaming approach to disability
will be established over time, this guidance has not yet been
developed.

While NZAID is required to mainstream human rights
and disability across all development activity, the Sector-Wide
Approach (SWAp) can provide some insight into how this might
work at national level.

A SWAp commonly involves the coordination of development
support from a range of partners around a national sector
plan, for example health or education. It aims to enable more
analytical and strategic management of development assistance
in a holistic approach, and away from the high transaction costs
comparative to outcomes associated with individual projects.

The education policy and strategy, for example, recognises
that education is a human right and should therefore ensure
inclusive and equitable access, including a particular emphasis
on ‘disability-inclusive measures’. The reality is that very little to
date has been proactively followed through on this (for various

reasons) within SWAps. In some countries government has been
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solely focused on getting the majority of school children into
quality education, so little resourcing has gone into supporting
those children with disability.

While this is not entirely dependent on NZAID’s (or other
development partners’) financial or technical support, the reality
is that there has been no guidance for staff on what disability-
inclusive measures are and how they might be included within
the SWAp modality.

Despite this, there are positive signs that disability is
becoming an increasingly important focus for education. The
Pacific Regional Initiative for the Delivery of Basic Education
(PRIDE) is reporting significant grants to countries to support
inclusive education.

One NZAID bilateral programme also reported that
increased attention was being placed on education for children
with disability in the next strategic phase. A large majority of
the basics in rebuilding an education system were completed
or underway, and the partner government ‘owned’ this new
direction, which is expected to lead towards sustainable
outcomes. In addition, many of the initiatives to date had
supported a more accessible education system in general, so
specific initiatives for children or young people with disability
would be able to build on this.

Moving forward

As a relatively small agency, NZAID also needs to consider
the economies of scale question that partners in the Pacific also
ask themselves. For an agency that has just started to develop
the last of its key policies, it is unlikely that NZAID will have
a disability strategy in the near future. What is clear is that
some consistency is required in the policy framework as it
relates to disability, the mainstreaming approach to disability is
developed and that the lessons around both specific initiatives
and mainstreaming are promulgated across the agency.

A recent report produced in conjunction with a ‘NZAID
Guideline on Mainstreaming Human Rights’ found that
within NZAID, like other donors, the ‘internal organisational
barriers to mainstreaming appear to outweigh the (often
difficult) contexts of development’. In the context of an
internal structural review process, NZAID is considering
resources across the board. It is hoped this will result in
greater capacity for the mainstreaming of human rights, and
thus disability.

The ‘NZAID Guideline on Mainstreaming Human
Rights’ is also a positive development, providing guidance for
programming staff on the implementation of activities which
highlight issues the agency has committed to mainstream
(including human rights) and other cross-cutting issues.

This tool provides specific guidance on mainstreaming across

sectoral programmes, including education. It also specifies that
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supporting DPOs at national level is one way of supporting
advocacy of the rights of people with disability, including
holding government and other agencies accountable. It is hoped
that specific guidance will also be developed which identifies
further key issues specific to disability mainstreaming.

There are also plans to improve information sharing across
the agency regarding support to disability, including specific
and mainstreamed initiatives. So that at the very least, staff
embarking on a programme of support for, or impacting on,
people with disability can identify colleagues to learn lessons
from their experiences.

There is likely to be increasing attention placed on both the
NZAID policy framework and its implementation by a range of
stakeholders. New Zealand NGOs working on disability issues
have become active in further developing an NZAID contestable
scheme to ensure disability is appropriately considered in the
application, and hence design, implementation and evaluation
processes. Setting the standard for one scheme could lead to
further engagement across NZAID’s processes.

With civil society partners in the Pacific in disability moving
from strength to strength, it is not inconceivable that attention
could eventually end up on the policies and implementation
activities of donors such as NZAID. The recent commitment
of the Australian Agency for International Development
(AusAID), aside from the significant financial support and the
development of a specific disability strategy, has already served
to draw more attention to this area by government and civil
society partners alike. While NZAID has been one of the few
official development agencies working in disability in the Pacific,
there is a need to ensure that the agency is able to learn from
the experiences of AusAID as they embark on implementation
of a draft disability strategy.

In moving forward it is important to remember the
commitments NZAID has to disability outside the existing
policy framework. For the first time in 2008, NZAID provided
input into the MFAT reporting to the Office for Disability
Issues on the New Zealand Disability Strategy. Reporting back
in future years will ensure that NZAID is meeting New Zealand
Government expectations regarding disability. The recent third
High Level Forum on Aid Effectiveness, which resulted in the
Accra Agenda for Action (World Bank 2008:13(c)), states:

Developing countries and donors will ensure their respective
development policies and programmes are designed in ways
consistent with their agreed international commitments on
gender equality, human rights, disability and environmental

sustainability.

While the Millennium Development Goals (MDGs) do

not include specific reference to disability, the high numbers of
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people with disability has a considerable impact on whether the
MDGs will be met (ECOSOC 2007). This adds to the impetus
to follow through on policy commitments.

Perhaps most importantly, New Zealand ratified the CRPD
on 25 September. Article 32(1) of the Convention states that:

States parties recognise the importance of international
cooperation and its promotion, in support of national
efforts for the realisation of the purpose and objective of the
present Convention, and will undertake appropriate and
effective measures in this regard, between and among States
and, as appropriate, partnership with relevant international
and regional organisations and civil society, in particular

organisation of persons with disabilities (UN nd).

While NZAID already considers that its existing policy
framework is aligned to the Convention, there is likely to
be additional emphasis on the implementation of the policy
framework in light of the commitments embodied in Article

32.

Conclusion

The NZAID policy framework and the implementation of
this have led to support to both disability-specific initiatives
and the mainstreaming of disability across other development
activity. For the Pacific region in particular, NZAID has
supported disability-specific activity across a number of
countries and the region.

With the added emphasis on disability, it is timely for
NZAID to consider both the consistency and appropriateness
of the policy framework as it relates to disability and the
implementation of these policy commitments. One of
the most important considerations in moving forward is
analysing the tools and support that the core programme
staff, responsible for developing programme strategies and
implementing activities, require to enable them to effectively
consider disability (as is required by the mainstreaming
approach) across the design, implementation and evaluation

of all development activity.
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Getting the word out:
Developing, communicating and using international conventions

Robyn Hunt, New Zealand Human Rights Commission

Introduction

It can be no accident that there is today no wealthy
developed country that is information-poor, and no

information-rich country that is poor and underdeveloped
Dr Mahathir Mohammed, former Prime Minister of Malaysia.

Access to information is fundamental both to development
and to the realisation of human rights for everyone, including
people with disability. Without access to information and
communications, there would be little progress or prosperity.
Access to information is a fundamental right under the
Universal Declaration of Human Rights and the International
Covenant on Civil and Political Rights. Knowledge of rights
is fundamental to being able to realise them and perform our
obligations as citizens.

While ignorance of the law is no excuse, in a free and
democratic society governments generally recognise their
obligations towards their citizens to provide information
about the law. Fundamental civil and political rights mean
that information from government to the public must be
accessible so people can exercise their civil and political rights,
their rights to official information and access to justice, and
so on.

It can be argued that in relation to civil and political rights
the right to information should be realised immediately. There
is also an obligation to make progress in the areas of information
provision for economic social and cultural rights.

This paper gives a brief overview of the role of accessible
information, education strategies and programmes, and
communications using a variety of channels and strategies in
development and capacity-building initiatives which focus on
the United Nations Convention on the Rights of Persons with
Disabilities (CRPD).

There are cost implications for creating accessible
information. However, in my experience, accessibility is more
about attitude than about technical knowledge and expensive
technology. With the right approaches and appropriate plans

the best value can be achieved with available resources.
International support for access to information

As well as clear direction given in the CRPD, access to

information and communications including information,
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communications and assistive technologies is also one of
the seven priority areas identified for action in the Biwako
Millennium Framework.

Access to information is very clearly elaborated in Article
9 on accessibility, and Article 21 on freedom of expression
and opinion and access to information in the CRPD. While
the CRPD does not grant new rights in this respect, it does give
clear guidance on how this right should be realised.

The CRPD equates access to information with access to
buildings and transportation, which is significant. The right to
information is generally described as a desired outcome rather than
in technical terms so flexibility is appropriate in implementation.
Access to information is threaded through 14 of the 32 non-
procedural articles of the Convention which define accessibility
mandates, some of which are specific, some implied.

Access to information will be absolutely necessary for the
involvement of people with disability and their organisations,
and for civil society generally in working towards ratification
of the CRPD, and for the implementation and monitoring of
the Convention.

People with disability and their organisations will need to
use a variety of strategies to spread the word. Spreading the word
about the CRPD began in the earliest stages of its development.
People with disability began to mobilise to support the
Convention from day one. They had at their command one of
the most powerful communication tools ever developed — the

electronic media.

Electronic media and developing the CRPD
The CRPD is an historic document in a number of ways. Not only
is it the first human rights instrument of the 21st century and the
fastest to be negotiated and adopted by the UN and subsequently
come into force, it was also the first to involve NGOs, and
in particular disabled people’s organisations (DPOs) in the
negotiations. All of these ‘firsts’ relate to the use of the internet.
The internet enabled the formation of the powerful alliance
of DPOs, the International Disability Alliance (IDA). It
enabled these organisations to negotiate and form positions
between meetings of the ad hoc committee, learn about and
from each other, distribute action alerts, advocate to politicians
and government officials and diplomats, gather support from
people with disability at home and from other NGOs. It enabled

information to be cheaply and speedily distributed and meetings
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organised and conducted online. It enabled people and groups
who could not afford the expense of regular trips to New York
to participate in some way.

Daily reports on the UN negotiations could be posted and
detailed feedback from home organisations, experts and other
influencers could be received overnight ready for the next day’s
proceedings.

These advantages also worked for governments, although
they would have always had access to more communication
resources than NGOs. National human rights institutions were
also able to take advantage of the internet and they formed
working groups and quickly produced influential papers without
needing to physically meet.

This work continues with the Asia Pacific Forum of National
Human Rights Institutions forming an international partnership

to progress human rights for people with disability.

Adoption and ratification

Following adoption of the CRPD, a plethora of websites has
sprung up offering usually free and often quality resources
about the Convention. Blogs provide excellent opportunities
for posting and commenting. There are also online education
packages and advice on strategies to encourage governments
to ratify. National human rights institutions such as the New
Zealand and Australian Human Rights Commissions and the
Asia Pacific Forum of National Human Rights Institutions have
posted resources and information about the CRPD.

The UN has also produced online resources and information
relating to the CRPD and disability rights. During the negotiations
in New York, the UN was challenged to produce information in
accessible formats, and needed to build an accessible website for
the CRPD and resources relating to it. Sadly, much of the rest

of the UN website remains impenetrable.

Standards and accessibility

All of this activity raises the question of international and
national standards for accessibility of websites. International best
practice, which forms the basis of many government standards,
is developed by the Web Accessibility Initiative of the World
Wide Web Consortium (W3C).!

There are many resources on the web which can provide
assistance with website accessibility. Many mainstream, and
some disability development organisations, could greatly
improve the accessibility of their websites and their valuable
free downloads if they are serious about providing accessible
information for people with disability.

Even in developed countries the accessibility of government
websites is far from universal. It is critical for standards
worldwide to improve so people with disability have equal

access to information.
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DPOs in developing countries can advocate for the
development of government standards based on international
best practice to make sure their governments are providing
accessible information, which is a very cost-effective way to do
so in the long term. The CRPD and the relevant sections of the
Biwako Millennium Framework are useful tools here.

Development neither is, nor should be, a disability-free
zone, so if disability is to be mainstreamed into development
it should be introduced at the earliest stages of technological
development in an integrated fashion, and not left solely to
disability-focused organisations to progress, where there is a
danger of it becoming a technological ghetto.

Disability-focused, mainstream development agencies
and international technology-focused organisations should
look for opportunities to work together to bridge the digital
divide. If mainstream development organisations, and, for that
matter, disability-focused organisations, really want to include
people with disability and their issues, they must make their
information accessible to people with disability to enable them

to contribute to the process.

Productive partnerships

Technology is enormously valuable, but building relationships
is also an important strategy. During the development of the
Convention, the New Zealand Government and officials
worked closely with people with disability, forming a productive
partnership. This partnership gave wide access to briefing
documents and position papers, and pooled expertise for the
best possible results.

Following completion and signing of the Convention, this
partnership was renewed to work towards ratification.

While good relations with government officials are
necessary to get things done, it is the politicians who must be
convinced that action is needed. People with disability and their
organisations can be sources of regular, reliable and trustworthy
information. They can produce ideas for solutions, and case
studies to illustrate both problems and solutions.

This approach can help allay fears about costs in relation
to implementation of the Convention. Those working with
government and officials need to be well informed and
briefed. Talking points can be prepared in advance and copies
provided. Questions can be anticipated and answers produced.
Strong community support will also help reinforce these

relationships.

Communication planning

The development of the CRPD has resulted in local, national,
regional and international coalitions among disability
organisations and other organisations with human rights

agendas. Networking among NGOs and sharing information
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is increasing, and becoming easier. Training for advocates can
be sourced and adapted through regional and international
networks.

Public attitudes and support from wider civil society as well
as from people with disability and their organisations may also
be mobilised in support. Communication planning will be
important. Who needs to be engaged and how? What outcomes
are being sought? What are the obstacles and the strategies to
overcome? Key messages can be concise, positive and clear.
Audience and key messages can be identified and matched.

One of the most useful ways of gaining community
acceptance is for all of those involved to interact in various
ways on an equal basis. Getting to know each other, talking to
each other and working together on a human rights issue of
mutual benefit and importance and challenging stereotypes and
discriminatory attitudes in a real situation makes a difference.
Respectful coalitions on issues of mutual concern may provide

better outcomes that working alone.

Making information accessible

Organisations, local, national and international, which recognise
the importance of including a// people with disability in their
development or other work, can take some basic steps to begin
with.

Firstly, people need vital information, such as the text of
the CRPD in their own language. This should be a given in
any situation. Alternative formats such as audio, Braille or sign
language will be most useful when they reflect people’s language,
nationality and culture.

Some useful principles to begin the process of developing
accessible information are:

* universal design concepts must underpin all

activities;?2

¢ policies and standards should be based on

international best practice in whatever medium is
being used;

* responsibility for accessible information must be

defined and allocated — accountability is key;

* involve people with disability from the outset —

nothing about us without us;
* accessibility has to be planned from the start,
adding it in later won’t work and will cost more;

¢ accessible information and communication must
relate to and contribute to the business goals of
the organisation so people understand why, and
the rationale will be clear and justifiable;

* clearly identify and understand the audience/s and

the means of communicating with them;

¢ make accessible formats available at the same time

as the information is available to everyone else so
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people feel valued;

* information is provided through the range of
channels and formats your audience needs — not
everything may need to be produced in every
format on every occasion;

* accessible formats should be provided to the same
content and professional standard and quality as
‘regular’ formats;

* clearly signpost the formats and channels so
people know what is available and how and where
to get it to ensure resources are not wasted; and

* producing multiple formats may need multi-
disciplinary teams so that all the expertise needed

is involved.

Alternative formats

While traditional printed material can be made more accessible
than it often is by following best practice guidelines, an
increasing number of alternative formats for traditional print
materials are available. The spread of digital technologies has
provided new, often cheaper and more varied accessible media,
such as audio description for video and film.

This area changes rapidly. Technologies which used to be
highly specialised such as audio books can be downloaded from
the internet and are becoming more mainstream.

Alternative formats include large print, Easy Read (which is
different from plain language), digital audio files such as WAV
and MP3, Braille, CD-ROM and DVD. The least expensive
to produce is large print produced in-house to best practice
guidelines, the most expensive is Braille.

Some of these are now available via the internet, an example
being files downloaded to computers with refreshable Braille
displays. Others, such as large print and Easy Read, have wider
audience appeal than for people with visual or intellectual
impairments, respectively.

People who are deaf or hearing impaired need alternative
formats to access purely audio information. Captioning for
video programming, as well as text transcripts of audio files are
the usual means. This applies to files on websites, intranets and
on CDs, DVDs and computers.

Many of these formats require a variety of resources and
are not practical in all situations. Available technology can
be used creatively, such as text messaging on mobile phones.
Development of sign language and provision of Braille for blind

children to develop their literacy are essential.

Campaigns and social marketing
New Zealand’s ‘Like Minds Like Mine’ social marketing
campaign to counter stigma and discrimination against people

with mental illness has been a measurable success.? While it has
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been a campaign with high profile television advertising, which
meant it was not a cheap option, social marketing can take
many forms and in this case included high-level participation
by people with experience of mental illness.

The campaign also includes a speakers’ bureau, print
resources (some in Pacific languages), research publications,
and merchandise. The training manuals, fact sheets, posters,
postcards, videos, and CDs can be used in workshops, seminars,
classes and events to enhance information and educate people
about the importance of reducing the stigma and discrimination

faced by people with experience of mental illness.

Working with the media
Establishing good rapport with the media is important. It
may assist in engaging the wider community in changing
attitudes towards a human rights-based perspective. In smaller
communities, working with the media is often relatively easy.
Making sure you and your organisation are well informed
about issues at local national and international level will mean
you can become a trusted source. Knowing and meeting their
deadlines is critical, and choosing the ‘angle’ for a story relating
to a particular issue is important. The more help you can give

the media, the more they will like it

Education strategies and programmes

There are a number of education tools and approaches which can
assist with community building and spreading understanding
about rights.

Training people with disability to train others to educate
their peers was a strategy used in the USA following the
introduction of the Americans with Disabilities Act, and in
New Zealand following the inclusion of disability in the Human
Rights Act of 1993.

The Tu Tikanga, Rights Now! programme for people
with disability, and the Korowai Whaimana programme

for people with experience of mental illness have been
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successful in educating people with disability about their
human rights.

These programmes have contributed to a more sophisticated
understanding of human rights generally among people with
disability in New Zealand. This has been evidenced by the way
the disability community called for an inquiry into accessible
land transport and then participated in the inquiry process.

Peer to peer education is a useful community tool for
building knowledge of human rights among people with
disability. It is particularly valuable for building support
among groups of people in similar situations and with
similar experiences. It can provide a safe place for sharing
stories, learning together and gaining confidence to take the
next step. It is important that any programmes start with
the current situation of the participants, and move on from

there at the pace of the group.

Nothing about us without us

I have tried to demonstrate throughout this paper the leadership
role that people with disability have taken in the development
of the CRPD. This critical role must be continued and
strengthened. Without people with disability playing leading
roles in the ratification, implementation and monitoring
of the Convention, human rights will be a purely academic
discourse, and we will not be able to demonstrate human
rights-based development processes leading to human rights-

based societies.
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Towards inclusive development:
Moving forward in addressing disability in the Pacific

Setareki S Macanawai, Pacific Disability Forum

Disability services in the Pacific

Disability services were introduced to Pacific Island countries
between the 1960s and 1980s. Much of the initial services fell
under the responsibility of civil society organisations, church groups
and concerned individuals within the private sector who wished
to address the needs of children with disability. Subsequently,
numerous single and cross-disability NGOs were established in
the Pacific region. They mainly focused on the provision of special
education and rehabilitation services, were managed by non-
disabled persons, and adopted the view that people with disability
must be cared for, spoon fed, protected and segregated. People with
disability were regarded as recipients of good will and unable to
make their own choices or determine their own destiny.

Traditionally, a strong extended family system in most Pacific
Island countries encourages family members to look after less
fortunate relatives. But a disabling condition has long been
associated with an ancestral curse, parental misdeed, witchcraft,
shame and fear and this has kept people with disability isolated,
neglected, dependent and poor. Furthermore, the struggling
economies of these island nations have inhibited government
attention to the presence, needs and concerns of their disabled
population.

In the 1990s, some positive developments in the area
of disability services began to emerge as various Pacific
governments and disability-related organisations implemented
the targets and actions of the United Nations Economic and
Social Commission for Asia and the Pacific (UNESCAP)
Decade of Disabled Persons, 1993-2002. The theme and goal
of the decade was the promotion of the full participation and
equality of people with disability in the Asia and Pacific region.
The decade’s agenda for action provided a framework for the
following: national coordination, legislation, information,
public awareness, accessibility and communication, education,
training and employment, prevention of causes of disability,
rehabilitation services, assistive devices, self-help organisations,
and regional cooperation.

Thirteen of the 20 UNESCAP Pacific island member states
became signatories to the Proclamation on the Asian and Pacific
Decade of Disabled Persons. Some Pacific Island countries which
did notsign the Proclamation, Papua New Guinea, for example,
nonetheless took an active part in some activities. Others that
did sign, including the Marshall Islands, Tuvalu, Federated States

of Micronesia, Palau and Niue took little or no action.
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In May 2002, a decision was taken by governments of the
UNESCAP region to extend the Asian and Pacific Decade of
Disabled Persons for another decade, up to 2012. In October
2002 a high-level intergovernmental meeting to conclude the
Asian and Pacific Decade of Disabled Persons was held in Japan
and representatives from Fiji, Samoa and Cook Islands played
a prominent role in the meeting, along with a representative
from the Pacific Islands Forum Secretariat. The highlight was
the adoption of the Biwako Millennium Framework for Action
towards an Inclusive, Barrier-free and Rights-based Society for
Persons with Disabilities in Asia and the Pacific (BMF) .

The BMF is the policy document to guide decision making
and action to achieve an inclusive, barrier-free and rights-based
society for people with disability in countries of the UNESCAP
region by 2012. An inclusive society means a society for all
including people with disability; a barrier-free society means
one that is free from physical and attitudinal barriers, as well as
social, economic and cultural barriers; a rights-based society is
one based on the concept of human rights, including the right
to development.

This regional disability framework encourages governments
to actively implement the paradigm shift from a charity-based
approach to a rights-based approach to the development
of people with disability and to move towards the human
rights perspective, especially the perspective of the right to
development for people with disability. The BMF identifies
seven priority areas for action:

¢ self-help organisations of people with disability

and related family and parent associations;

* women with disability;

* carly detection, early intervention and education;

* training and employment, including self-

employment;

* access to built environments and public transport;

e access to information and communications,

including information, communications and
assistive technologies; and

* poverty alleviation through capacity building,

social security and sustainable livelihood
programmes.

According to Wilkinson (2005), people with disability
in Pacific Island countries are among the poorest and most

marginalised members of their communities. They are
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uncounted, unheard and their rights to development, full
participation and equality are not upheld. They lack education,
employment and livelihood opportunities, and have no or
limited access to support services, leading to their economic
and social exclusion.

Lack of awareness and understanding in the wider
community has meant that people with disability and their
families face prejudice, discrimination and rejection in their
daily lives. This view was shared by government representatives
from 12 Pacific Island countries who attended the UNESCAP
7th Special Body on Pacific Island Developing countries in
Thailand in 2002. An assessment of achievements made by
Pacific Island countries during the first Asian and Pacific Decade
of Disabled Persons showed these countries lagged behind in
the implementation of the decade’s agenda for action. This
lack of progress was attributed to lack of information, distance
and cost of travel, poorly performing economies and lack of
government commitment.

Pacific Island countries had made progress in a number
of the priority areas, however, particularly with national
coordinating committees, legislation, information, public
awareness, education, prevention of causes of disability,
rehabilitation, self-help organisation of people with disability,
and regional cooperation. Little progress was made in the areas
of accessibility, training and employment and assistive devices
(Nowland-Foreman and Stubbs 2005).

Political will at regional level

With disability awareness gaining momentum in the region,
the Pacific Islands Forum (PIF) Secretariat began to show keen
interest and explore effective ways of engaging in this emerging
social issue. Miller (2007) commented that disability was not
on PIF’s agenda until 2002 when the then Prime Minister
of Vanuatu, Edward Natapei, raised the issue for the first
time at a Forum meeting in Fiji. This move was prompted by
recommendations adopted by UNESCAP’s 7th Special Body
on Pacific Island Developing Countries Meeting in Bangkok
in 2002.

The PIF Education Ministers’ meeting in 2002 also
considered issues in basic education for children and youth
with disability, resulting in the inclusion of this concern in the
Forum’s Basic Education Action Plan. Furthermore, an issues
paper relating to disability in the region was presented at the
pre-forum session of the Forum Officials Committee in New
Zealand in 2003 resulting in disability finding its place in the
2003 PIF communiqué. Therefore, the BMF was endorsed by
PIF leaders, providing a lasting mandate for regional work in
the area of disability.

The leaders acknowledged that immediate priorities for

Pacific Governments should be to address policy that would
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dismantle barriers and improve access and coordination for
people with disability. Honouring its commitment to this
sector, PIF’s Secretariat organised a Pacific regional workshop
on disability in Fiji in 2005. The establishment of the Disability
Coordination Officer position at the PIF Secretariat in 2006
was again a clear indication of Forum leaders’ commitment to

the issue.

UN support

A number of Pacific offices of UN organisations have also
worked to address disability issues in the region. UNESCAP’s
Pacific Operation Centre (UNESCAP/POC) actively
promoted the Decade of Disabled Persons, as well as the
BMF and its supplementary document, Biwako Plus Five.
It also provided valuable technical assistance to countries
such as the Cook Islands, Federated States of Micronesia,
Fiji, Kiribati, Papua New Guinea and Solomon Islands in
the development of their national policies on disability.
UNESCAP/POC has provided valuable contributions in
addressing the issue of inclusive education for vulnerable
groups, including children with disability, through two
regional seminars, in Samoa in 2005 and in Fiji in 2007.
UNESCAP/POC also organised a regional training workshop
on accessible information and communication technology
for people with disability in 2006.

The International Labour Organization (ILO) and
UNESCAP/POC have supported disability development in
the region in the areas of training and employment, as well
as children and youth with disability. The United Nations
Development Program has actively promoted issues concerning
people with disability, including the funding in 2007 of a desk
review on the status of women and girls with disability in the
Pacific. The Office of the High Commissioner for Human
Rights has supported the promotion of the United Nations
Convention on the Rights of Persons with Disabilities (CRPD)

in the region.

The Pacific Disability Forum

In the 1990s, disabled people’s organisations (DPOs) were
actively operating in Pacific Island countries such as Fiji and
Solomon Islands. Their collective efforts in promoting and
advocating for equality, empowerment and participation of
people with disability soon gained momentum as other Pacific
Island countries established their own national DPOs to be the
voice and representative of people with disability.

In March 2000, DPOs in Australia, Fiji, New Zealand
and Solomon Islands (all members of Disabled People
International) established a subregional office in Suva, Fiji to
strengthen self-help initiatives at the national level through

leadership training as well as information exchange across
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countries in the Pacific. As a result, national DPOs were
established in Cook Islands, Kiribati, Samoa, Papua New
Guinea, Tonga and Vanuatu.

The Pacific Disability Development Network was established
in 2001, with the support of Inclusion International. Under
the leadership of Inclusion International, surveys to collect
accurate data concerning people with disability were conducted
in countries including Cook Islands, Samoa and Kiribati.

The combined efforts of national DPOs and other service
providers in the Pacific led to a meeting in Fiji in 2002 where the idea
of setting up of a Pacific-based regional organisation on disability
was discussed. It was at this meeting that the Pacific Disability
Forum (PDF) was born. It continued as a loose organisation until
2005, when an NZAID review of disability support in the Pacific
recommended a five-year plan for clear, strategic assistance. PDF
was well placed as a partner to NZAID, and the PDF regional
office was established in Suva in January 2007.

Resources provided by NZAID have been vital in securing
representation and ensuring participation of Pacific people
with disability in the regional forums of the UN regional
inter-governmental bodies, the governments of the region,
and regional civil society organisations. The office is currently
organising and supporting the development of a federation
of people with disability in the region. The federation will
disseminate information, resources and projects to people with
disability and their organisations in the Pacific island nations.
It is also hoped that through this regional instrument, the voice
of people with disability in the Pacific will not be ignored in

regional and international forums.

The way forward: Challenges and constraints
From charity/welfare to rights-based

Being deeply rooted in the charity and medical models, disability
services in the Pacific are experiencing significant pressure
from the disability movement, as well as current global trends
and practices in the disability sector. A paradigm shift from
charity and medical models to social and rights-based models
of disability is both necessary and inevitable if Pacific Island
countries are to provide equal opportunities, greater recognition
and better treatment of their citizens with disability, as well as
to comply with the recently adopted CRPD, the Asian and
Pacific Decade of Disabled Persons policy framework, and
disability-related instruments adopted agencies such as ILO,
UNESCO and UNICEEF. The challenge will be for governing
boards of service providers and professionals to be ‘on tap
rather than on top’ and where the empowerment of, and self-
determination by people with disability are central to policies
being developed and decisions being made. National DPOs
must also equip themselves with appropriate knowledge and

skills to fulfil this role.
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Disability-inclusive policies

Pacific Island governments must demonstrate their commitment
to the implementation of the BMF, BMF Plus Five and
the CRPD by adopting an inclusive approach to disability
development and related initiatives in their countries. National
development plans, pertinent policies and programmes must be
cognisant and inclusive of the needs of people with disability,
their families and organisations.

The situation of people with disability in the Pacific is
expected to improve as more development partners begin to
recognise the need for disability-inclusive practices in their
development policies, programmes and agendas. However,
disability advocates including national DPOs must continue
to advocate to their respective governments for the benefits
and cost-effectiveness of disability inclusive plans, policies and

programmes.

Disability: A regional priority

The years old call and aspirations of Pacific people with
disability for a regional organisation was realised to
some extent by the establishment of the PDE The active
involvement of the PIF Secretariat in disability is an
important step towards the development of a regional
disability strategy. However, the vast distances between island
nations of the Pacific makes the frequent participation of
member representatives from those countries in regional
and international disability-related meetings extremely
expensive.

The needs, problems and perspectives of people with
disability in this part of the world are rarely, if at all,
adequately addressed in such gatherings. Yet, these people
with disability are the most in need of assistance and
attention, given their isolation from mainstream efforts at
rehabilitation and the ongoing struggle for equalisation of
opportunities for people with disability. In addition, the
young governments and struggling, tiny economies of the
region contribute to the lack of adequate services for people
with disability as disability issues are often not considered
a priority.

However, recent collaborative efforts of various UN agencies,
PIF Secretariat, Pacific Disability Forum and other regional civil
society organisations to address specific concerns in the field
of disability such as inclusive education, vocational training
and employment, human rights and theological education are
positive steps towards the embracing of disability as a regional

concern.
Pacific-specific strategies

The number of people with disability in Pacific Island

countries is relatively insignificant when compared with
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Asia. More often than not, disability initiatives designed
for and undertaken at the Asia-Pacific regional level do
not take into account the unique needs of the Pacific. The
sudden visibility of disability and increased activities in this
sector in Pacific Island countries, particularly in the last
five years, has been the result of Pacific-specific strategies.
In the much bigger and more complex region of Asia and
the Pacific, it is quite easy for the voice, representation and
concerns of the Pacific to be lost and dominated by their

Asian counterparts.
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Disasters are always inclusive: Vulnerability in humanitarian crises*®

Robert Choy, Christian Blind Mission New Zealand

Worldwide there are an estimated 600 million people with
disability, approximately 80 per cent of whom live in developing
countries, according to the World Health Organization (2005).
This represents between seven and ten per cent of the global
population. When disasters and emergencies strike, they leave
a huge legacy of serious impairment and injury (physical and
psychological) further increasing the number of people with
disability in affected areas.

In the aftermath of the Indian Ocean tsunami of December
2004, it is estimated that across the Asia Pacific region the
number of people with disability increased by 20 per cent
(World Bank 2005). Despite these realities, an often heard
remark among local and international NGOs and public actors
involved in humanitarian action is: “We didn’t see any disabled
people; there weren't any ...

This invisibility is a major factor why those with disability
are seldom included in the various stages of disaster response
or consulted in disaster preparedness measures. But whereas
people with disability are at risk of exclusion from humanitarian
response, disasters are without partiality. People with disability
are among the most vulnerable groups in emergency situations
sustaining disproportionately higher rates of morbidity and
mortality, at the same time being among those /easr able to access
emergency support and essential services such as medical care,

water and sanitation facilities, and safe shelter.

Why are people with disability more
vulnerable?

Due to limited mobility, many people with disability are
isolated or left behind when any kind of disaster strikes. They
may lose their mobility device, making it difficult for them
to leave home and seek assistance. After the 2007 Bangladesh
flood, for instance, and in direct response to the mobility and
assistive-device needs of people with disability, Christian Blind
Mission’s (CBM’s) partner, Bangladesh Protibandhi Kallyan
Somity (BPKS), distributed white canes, crutches, hearing
aids, wheel chairs, artificial limbs and low trolleys to more than
1,100 people.

After the Indian Ocean tsunami, only 41 of the 102 residents
of the Sambodhi Residential Home in Galle, Sri Lanka, survived
as many were unable to leave their beds or failed to comprehend
in time the need to escape. When forced or able to leave their
homes, people with disability may find emergency facilities,

such as first aid stations or emergency shelters, are inaccessible
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because of distance or difficult physical terrain. The surrounding
physical environment is often transformed by the destruction
caused by earthquakes or floods or by the insecurity of conflict
situations, exacerbating further the challenge of mobility and
access. During the conflict in Sierra Leone many children with
disability were abandoned by their families forced to flee across
the countryside (IFRC and RCS 2007).

General distributions to a disaster-affected population
cannot necessarily be assumed to reach people with disability.
Nor can it be assumed that they will automatically have equitable
access to supplies of food, water and non-food items in shelters,
internally displaced persons or refugee camps. Being often
hidden from view and stigmatised by families and communities,
people with disability face exclusion from basic entitlements
and services.

Bangladesh flood shelters are traditionally overcrowded
while toilets and water sources are inadequate and
inaccessible. Families with mobility-restricted adults have
found it difficult to pacify other survivors especially when
those with disability have no option but to defecate in their
makeshift beds. Since many shelters are in closed warehouses
with limited ventilation, others blame them for adding to the
stench and often gang up, eventually forcing many to leave.
Trauma-induced emotional distress and mental illness or even
people with disability’s own view that they are incapable of
participating in relief schemes, can also be limiting factors
to their receipt of assistance.

Social support networks are of crucial importance. Many
people with disability are dependent on family or close
neighbours for their daily needs and livelihood. For example,
children with disability may need parents or relatives to take
them to school or women with disability may rely on relatives
to assist them with domestic tasks. Men with disability may
be dependent on their families for their livelihood. Those with
visual impairment often have to rely on external assistance with
orientation and physical mobility.

Emergency situations tend to escalate this reliance on
primary care givers and support structures. If they are disrupted
(those they rely on being fully occupied with their own survival
and basic needs) or destroyed (injury or loss of care givers), this
can result in distress, neglect and isolation with negative impacts
on the health and wellbeing of those with disability.

In developing countries, the economic reality associated

with disability plays a major part in increasing vulnerability in

Development Bulletin 73



emergency situations. The vicious cycle linking disability with
extreme poverty is a result of societal and institutional barriers,
discrimination and resultant exclusion from education and
livelihood opportunities. The poorest often have limited or no
access to health care, education, shelter, safe employment and
social services increasing the risk of disability developing, or
existing impairments worsening.

People with disability are in a very real sense ‘doubly’
vulnerable when emergencies occur both on account of their
impairment and poverty. After the December 2007 post-election
violence in Kenya, more than 800 clients with disability who
had received loans through CBM’s partner’s micro-finance
programme (APDK), had to close their businesses and were
unable to repay. They required food aid and other assistance to
sustain their livelihood throughout the crisis.

Disability is often viewed through an unfavourable lens as
in many countries there is an association with negative cultural
and religious beliefs. A lack of knowledge about disability and
the capacities of people with disability even within their own
family and the wider community often means they are viewed
as being of lower worth and can be ill-treated. In emergency
situations, these negative attitudes, whatever their origin, are
exacerbated and there may be an increase in violence, sexual
abuse and neglect towards those with disability, especially of
women and children, by their family and community. After
the 1995 Kobe earthquake in Japan, people with intellectual
disability who managed to get to shelter faced discrimination
from the other occupants and found themselves pushed to the
back of food queues (IFRC and RCS 2007).

Despite good intentions, disaster response and rehabilitation
efforts typically do not meet the specific needs of people with
disability. The inadequate policies and practices of communities
and agencies providing humanitarian assistance means they
are all too often ignored and neglected at all levels of disaster
intervention from preparedness through to rehabilitation.
This increases the risk of their marginalisation and exclusion
when emergencies occur. Furthermore, the diversity of people
with disability is often overlooked in terms of their capability,
differences and in the gendered and age-related aspects of their

disability or injury.

Inclusion of disability in humanitarian action

Disability should primarily be understood within the context
of human rights — the rights of citizens with disability being
the same as those for all community members. The Universal
Declaration of Human Rights has been signed by virtually
every country worldwide and underpins the philosophy and
mission of most relief and development agencies. Yet disability
has largely been ignored when human rights are under scrutiny.

The physical and psychological discrimination many people

April 2009

with disability suffer is not typically considered alongside
other human rights violations such as ethnic cleansing,
imprisonment or torture. Relief agencies can therefore
easily overlook the rights of those with disability to access
emergency support and essential services when humanitarian
crises occur.

The UN Convention on the Rights of Persons with
Disabilities (CRPD) now constitutes the crucial human rights
instrument of international law, allowing claims that will
reinforce equality and the full participation of people with
disability. Article 11 (UN nd) specifically targets situations of

risk and humanitarian emergency by saying that:

States Parties shall take [...] all necessary measures to ensure the
protection and safety of persons with disabilities in situations
of risk, including situations of armed conflict, humanitarian

emergencies and the occurrence of natural disasters.

The recent ratification by the 20th state triggers into force
the Convention and its Protocol on 3 May 2008. The CRPD will
be a powerful tool to eradicate the obstacles faced by people with
disability and is a historic moment in the quest for realisation
of universal human rights for all.

The Sphere Project’s Humanitarian Charter and Minimum
Standards in Disaster Response (2004) emphasises disability as
a cross-cutting issue and the need to target and include people
with disability in emergency response. It identifies the key
vulnerable groups as women, children, older people, disabled
people, people living with HIV/AIDS and ethnic minorities.
Sphere advocates for special care to be taken to protect and
provide for all affected groups in a non-discriminatory manner
and according to their specific needs.

The international disability movement has adopted the
social model of disability as an alternative to the traditional
medical approach, which asserts people are disadvantaged by the
limitations imposed on them by the attitudinal, social, cultural,
economic and environmental barriers to their participation in
society, rather than by their impairments. A person’s disability
results from the interaction of their impairment with these
barriers preventing equal participation in community life,
discrimination and social exclusion.

Many international and local NGOs and agencies now
incorporate the language of the social model into their
programmes, advocating an inclusive, participatory approach
in both longer term development and emergency relief. Despite
the adoption of the CRPD and the policies and guidelines that
now exist, the challenge remains to operationalise them in ways
that are genuinely participatory, ensuring people with disability
are fully included, not ignored or merely consulted, in all phases

of the planning and implementation cycle.
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Best practice recommendations

In terms of meeting the needs of people with disability before,
during and after disasters, there is growing guidance and
experience to now draw on. Of fundamental importance is
their inclusion, along with their families, communities and
local disabled people’s organisations (DPOs), at each stage of
disaster response.

A twin track approach is recommended, whereby disability is
prioritised for inclusion into all aspects of disaster programming
activity as a cross-cutting issue (similar to the issue of gender)
being coupled with the raising and addressing of the specific
and special needs of people with disability. Such an approach has
been shown to also improve the situation of other vulnerable
groups such as the elderly, children, pregnant women and the
extremely poor.

Commencing at the disaster preparedness stage, the centrality
of a community-based disaster planning approach can not be
over emphasised. It is these local tailor made plans that will
facilitate an appropriate response to the special situations and
needs of all vulnerable groups as well as their full participation,
within each particular community. It is important to engage
people with disability themselves, their families and local DPOs
in risk mapping so that they can determine possible barriers
they may face in emergency situations. Similarly, participatory
resource mapping will identify resources specifically available to
people with disability such as accessible shelters, drinking water
supplies and volunteers to provide physical support.

After the floods of 2004 in Bangladesh, Handicap
International utilised transect walks, peer discussions, structured/
non structured interviews and key resource people (occupational
therapists and physiotherapists) to assess the immediate and long
term needs of people with disability, defining the surrounding
risks and available resources to meet them (HI 2005).

Other key recommendations involve the identification and
registration of people with disability (along with their special
needs) and the provision of both theoretical and practical
training on disability issues for relief workers, community
volunteers and family members. Involving people with
disability and other vulnerable groups in the effective design
and development of communication channels and early warning
systems will ensure all community members are reached should
a disaster be imminent.

In the aftermath of a disaster or emergency a number of
key actions will assist the inclusion of people with disability
within the immediate relief and rehabilitation measures that
are launched. The rapid assessment forms and checklists utilised
by humanitarian agencies should include questions on and
raise issues concerning people with injuries and disability. The
incorporation of local and international experts (psycho-social

trauma counsellors, multi-disciplinary triage teams, disability
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specialists, etc) will provide the necessary special focus within
the rapid assessment and advisory teams that arrive soon after
a disaster.

Plans for temporary shelters and camps, repairs and
construction of latrines, water sources or housing should
incorporate accessibility for people with disability as a key
consideration. People with disability and other vulnerable
groups are often more susceptible to physical, sexual and
emotional abuse when staying in shelters or camps due to their
reduced ability to protect themselves, hence their security and
the minimisation of such risks is critical. It is also important to
attend to the emotional and social needs of disaster victims to
help them overcome normal trauma symptoms as well as provide
professional assistance to those with severe traumatic distress,
so as to avoid long-term psychological disabilities.

For the ‘invisible’ people with disability living in disaster-
affected communities, especially those with intellectual and
psychological disability, there may be a need to locate them
and provide individual assistance as they may have difficulty
understanding the realities of an emergency situation. Finally,
with respect to responding relief agencies, it is necessary to
develop effective coordination through cluster meetings of local
and international NGOs, central and local government actors
and disability-specific organisations.

In the rehabilitation and reconstruction phase, a focus on the
participation and empowerment of all societal groups, especially
those who are most vulnerable, will lead to a higher level of
preparedness for the next emergency and an improvement of
conditions that existed prior to the disaster. Unfortunately
planners often recreate the inequitable status quo by failing
to adapt the design of the re-built environment to meet the
needs of people with disability. For example, if schools are
not accessible for children with disability, this places lifelong
limitations on them, affecting both their social inclusion and
employment prospects.

The principle of universal accessibility for all should be
paramount, ensuring appropriate ‘design for all’ features are
employed when planning and reconstructing infrastructure or
public facilities (see Whybrow, this issue). It is more cost effective
to modify the plans for a new building at the outset than to
adapt an existing structure retrospectively to make it accessible.
While it depends on the type of building, adapting an existing
structure retrospectively to make it accessible will cost an average
of seven per cent of the cost of the total building. Whereas if
you make it accessible from scratch, it will on average cost an
additional one to three per cent of the total construction cost.
The Indian Ocean tsunami has become a catalyst for agencies
and planners to rethink their methods, putting issues such as
universal design and accessible reconstruction much higher on

the agenda of those who respond to emergencies.
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Because of the vicious cycle linking disability with extreme
poverty, it is also important to develop the self-help capacities
of people with disability and their families through livelihood
programmes (skills training, income-generating activities). After
the 2007 Bangladesh flood, BPKS provided skills training on
economic activities such as vegetable gardening, poultry and
livestock management for over 12,000 people with disability
and their families and petty shop management training for
nearly 1,000.

During the rehabilitation stage, continuing medical
care, rehabilitation and psycho-social support for persons
injured or disabled by a disaster are also necessary, supporting
their integration into long-term public health programmes.
Establishing local community-based rehabilitation programmes
is a further key step in ensuring all people with disability have
access to community services and are treated as equal members

of society.

Conclusion
Among the most vulnerable groups in emergency situations,
people with disability are also among those Jeast able to access
emergency assistance and essential services. Where it comes
to including people with disability within all the various stages
of disaster response, there is a significant gap between existing
policy mandates and the actual on-the-ground reality.
Humanitarian agencies and communities that take heed of
the above recommendations and other emerging best practice
guidelines in this area will contribute significantly towards

bridging this chasm. This will require a coordinated, concerted,
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collaborative and inclusive approach by organisations and civil
society to address the challenges effectively. Such approaches
also have the potential to stimulate the kinds of longer-term
attitudinal and institutional shifts that will enable the rightful
inclusion and full participation of people with disability within all
social, educational, economic and political activities, which will

ultimately result in a positive impact on poverty reduction.
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