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Miro Griffiths - Rushton Lecture

I would like to start by saying thank you to DaDaFest for the opportunity to speak here today; additionally, I really appreciate all of you for giving up some time to hear what I have to say.  As it has been said, my name is Miro Griffiths, I am from the Wirral and I have worked and campaigned on disability rights for about 12 years.  For six years, I was a policy advisor to the UK Government offering strategic, confidential advice on issues that affect disabled people, particularly to the U.K.’s Department of Health, Department for Education and Department for Work and Pensions.  I also advise the British Council, guest lecture at a number of universities and I work with many organisations committed to social inclusion of young disabled people.  More recently, I was a project officer at the European Network on Independent Living and, as part of my role, coordinated the writing of a disability hate crime guide, a European Parliament MEP election pledge manifesto and an analysis of EU disability policy implementation 2009 - 2014.  I am currently a PhD researcher and teacher at Liverpool John Moores University – looking at how young disabled people experience social movements.  I speak to you today as an expert-by-experience and as someone who is passionate about ensuring disabled people now – and in the future – receive the right level of support and become fully included and participate in their communities.
I would like to start by telling you two, very short, stories about disability.  A number of years ago I began working on a regional project in the Balkans, which was looking at the development of a strategy to take action against hate crime. At the beginning of the project, I was talking to the director of a disability rights NGO who told me about a young man from Macedonia, who used a wheelchair because of a physical impairment.  This person had just completed their PhD and, subsequently, applied for a lecturing position at his local university.  It was reported that, at the interview, the Dean of Faculty (or equivalent) told him to leave immediately, stating that the disabled applicant would never be employed at the university because he could not command respect from students if he was unable to stand up. I asked her what happened next and was informed that nothing happened.  The director concluded our conversation by outlining 2 points: firstly, the young man felt powerless in this situation and believed that no action could be taken against an individual of authority and influence; and, secondly, he struggled to find a user-led group, network or organisation that would prioritise this issue. 
The 2nd story that I would like to highlight took place in Italy in 2011. I had been asked to visit a number of schools across Europe, to observe and review inclusive practice for ensuring disabled students are part of mainstream education.  The Italian government had taken a ‘radical step’ of dismantling their segregated schooling system and requested that mainstream schools to facilitate the inclusion of disabled students.  As a vocal supporter of inclusive education, I was fascinated to observe how this policy would work in practice.  No young person, parent and teacher I spoke to acknowledged the benefit of an inclusive education approach; teachers would find opportunities to remove disabled children and young people from the classroom and the students were encouraged to remain passive in the process.  I was extremely confused because the majority of national and international leaders within the Disabled People’s Movement have continually demanded that all disabled people get access to mainstream education, so why was their an apathy towards this opportunity to further develop inclusive education?  One notable point of my research in Italy was the nonexistence of a Disabled People’s Organisation in that region.  Here there was legislation but no real voice of disabled people to continually and effectively promote the principles of inclusion.
It is these 2 experiences which epitomise the reality facing many disabled people.  I have just spoken about various forms of discrimination, from the blatant display of prejudiced behaviour towards an individual to the systematic discriminatory practices as a result of policy implementation; but what interests me most - in these situations - is the role and voice of influential disabled people and their organisations, and this is what I want you to consider throughout my talk.

The current situation facing many disabled people is one of exclusion, isolation and reduced life chances.   Whilst we acknowledge there has been small pockets of positive progress we also need to be honest and recognise that more has to be done.  We cannot continue to define people by their medical condition or support requirements, we cannot stay complacent and believe that – over time – our lives will improve without direct and collaborative action, we cannot ignore the evidence and data which highlights that the decision-makers are not acting on the demands of the Disabled People’s Movement and the reality is that individuals who require support are marginalised and trapped in their localities, with many overrepresented in institutionalised support.
At the last DaDaFest Festival, Ruth said: ‘People are people, people are personalities, people are not labels’.  The lives of disabled people should not be perceived by focusing on the support package they receive or should have.  The social injustice that the majority of disabled people experience cannot be excused by pressure to reduce or redistribute resources, to allow prejudiced and hostile behaviour to continue or even to disregard the importance of support, which is specific to that individual and is essential to our existence – irrespective of geographical location, background or aspirations.
We need to ask ourselves why; why are disabled people facing barriers.  It is because societal structures are designed by non-disabled people for a non-disabled society and we, disabled people, are expected to try and fit in as best we can – even though the majority of services and actions taken by decision-makers do not reflect our aims and demands.  On the subject of personalised support, it is a mechanism considered a human right under the United Nations Convention on the Rights of Persons with Disabilities, a mechanism which is vital to our empowerment, inclusion and existence, a mechanism that is embedded within Article 19 of the Convention but is not realised by many European countries, including those who have signed and ratified the UNCRPD.  With a sporadic approach to ensuring this type of support is a viable option to individuals, there are countries that do not possess any legislation for Personal Assistance as well as countries that have a structured process, yet it does not reflect the philosophy of the Disabled People’s Movement, ultimately leading to our terms and definitions being hijacked and our voice silenced.  This means that there is a general lack of political engagement on this specific issue, with no clear direction being offered to find solutions to the general points I’ve already highlighted.
This issue of legislation, including the non-existence of it in some countries, is extremely concerning.  Disabled People’s Organisations are tirelessly working to negotiate and lobby government and other decision-makers to consider the prospect of implementing personalised support legislation; nevertheless, continual barriers are being encountered with alterations being made to proposed legislation.  Research shows that disabled people have struggled to advise appropriate bodies and when they have had opportunities to share their views and recommendations, their guidance has been omitted by the time the proposals have become public.  This shows a clear lack of appreciation and respect by the State – here in the UK and across the world – who do not value the contributions, time and effort which many user-led organisations provide to local, national and international bodies.  Furthermore, where drafted laws have been prepared or implemented to some extent, there is an assumption that governments will not adopt the proposals or will seek to dismantle the established, existing support schemes.  Whilst the refusal to protect personalised support services within government policy leads to a detrimental impact on disabled people’s participation, contribution and inclusion within their communities, it also demonstrates the reluctance or aversion of government bodies to collaborate and work with disabled people and their organisations.  We must share power to agree and understand the outcomes we believe will solve the injustice of not accessing tailored support anywhere.  Governments and powerful bodies need to agree that disabled people are experts by experience and should see disabled people as a valuable asset to society – working with us, not without us.       
Worryingly, the process to identify if a person ‘should’ receive support can be impairment specific.  Rather than perceive our exclusion by acknowledging the various barriers which disable and restrict all of us from being valued members of society, the focus on ‘qualifying’ impairments groups means we undoubtedly create a hierarchy – further marginalising pockets within the disabled people’s community.  The Independent Living philosophy does not discriminate against specific impairment groups.  That must be echoed and reinforced in the various mechanisms to deliver services.  It is alarming to witness how States are selectively removing people with particular access or support needs from the eligibility criteria of their established support services.  This decision cannot be justified in any circumstance.  It means disabled people are facing barriers to services as a direct result of their medical condition or impairment; furthermore, the vision of portable support packages becoming a viable option for disabled people will be limited to countries which ‘acknowledge’ the disabling barriers affecting all disabled people.  If we want disabled people to be valued, respected citizens with skills then we need to ensure services are fully inclusive to all and no longer promote a segregated approach to any aspect of our life.  
Notwithstanding the important issue of an ‘impairment specific’ approach to providing services, there are two similar key issues which require our attention if we are to develop a solution.  The assessment criteria to determine the amount of support has not been developed into a standardised tool; even though the barriers that disabled people experience can be thematic and should be considered a global issue, the methods for assessing need is dependent upon the State’s established framework and the interpretation of the funder (whether that is local authority or the State).  We should not underestimate the dangers of having an interpretative approach to identifying support as the current methods allow for excessive reliance on medicalised assessment tools, it makes it difficult to challenge decisions over support and leaves disabled people with no equal basis or reassurance when moving between Member States.
Society is promoting a damaging message that implies disabled people’s contributions are not wanted, not appreciated and we exist as an inconvenience to the State and those around us.
To consider this further, I want to briefly reflect on the role of welfare in this discussion.  With the Disabled People’s Movement intent on the development and delivery of personalised support to relinquish reliance on traditional marginalising welfare provision, the austerity measures and political agendas of current government policy across Europe has reduced disabled people’s choice and control to access social and economic opportunities, whilst retaining the marketisation elements of public services. 
With regards to welfarism, it seems that the DPM has two considerable issues – definition of ‘self-determination’ and its relationship to the welfare state, including those who operate it.  The DPM must reclaim the meaning of terms such as ‘Independent Living, choice and control’ as well as recognise how the neoliberal mainstream audiences have altered the concepts to suit their agendas.
Although the welfare state has, systematically, stigmatised disabled people and placed the ‘expertise’ firmly with medical and bureaucratic professionals, the DPM is required to defend the welfare state’s role in providing vital support whilst opting to criticise its failure to address social injustice.  This draws attention to the human rights aspect of welfare provision, irrespective of the purpose of a welfare state.

Policy reforms have continued to focus on transitioning people from welfare to employment, minimising the importance of rights-based policies.  Individuals who fail to participate within the economic framework of our current neoliberal, capitalist regimes have their value as ‘contributors’ questioned and, by extension, their status as ‘citizen’.  The short-term focus of moving people from welfare to work has embedded neoliberal participation strategies and, therefore, will not address the underlying causes of disadvantage for disabled people.  According to various papers on this issue, social rights become conditional, based on the needs of a productive market and economy, and others argue that the welfare state – within this context – is perceived as a luxurious option to meet the needs of daily living and, consequently, becomes a burden to competitiveness.  This has been reinforced by successive governments who have sought to reduce public expenditure and decrease the size of the state through ‘welfare reform’.

While some political theorists have discussed the role of the welfare state in realising a model of social justice, the ethical basis for a neoliberal approach relies upon a social-democratic direction.  However, changing from a neoconservative welfare state, which aspires to prepare people for the labour market, to a political ideology that favours social justice within a capitalist economic framework is dependent upon two factors.  Firstly, a state’s recognition of the individualistic needs of disabled people and, secondly, a commitment to maintain sufficient levels of public spending to address existing cracks in support provision and long-term strategies to advance inclusion.
Those involved in campaigning, advising and supporting disability rights have focused on achieving an outcome that, in the most broadest sense, improves inclusion of disabled people within society, removes discriminatory practices as a result of policy implementations and works to protect disabled people when encountering discrimination, as it infringes the human rights of those affected, stopping them from being able to enjoy the full benefits of society.
The role of disabled people and their organisations were instrumental for advancing policy development and continues to be a crucial factor for ensuring the rights of disabled people are upheld.  By reviewing disability activism there is an appreciation and understanding for their success of effective engagement with local, national and European level policy and practice.  Even at a time when many disabled people are experiencing hostile behaviours – evidenced through the emergence of data on ‘disability hate crime’ – and reductions in services and further potential cuts to support packages – such as the closure of the Independent Living Fund, government proposals to dismantle the Disabled Student Allowance and the introduction of further welfare cuts – the role of established user-led organisations and individuals considered to be part of the “Disabled People’s Movement’ is paramount if there is going to be the protection of people’s rights and advancing the inclusion – or slowing the exclusion – of disabled people within their communities.
A suitable example illustrating the importance of the Disabled People’s Movement, came at the 2013 London Launch of the UK Disability History Month where Professor Mike Oliver – one of the recognised key figures of the movement – spoke publically on disability for the first time in ten years.  His address covered ‘six lessons from history’ that disabled people must learn in their struggle for independence, these included acknowledging ‘the history of creating a strong and powerful Disabled People’s Movement’, recognising ‘the fakes and so-called allies of the Movement, who hijack ideas and turn it into their agendas’ and reflecting on ‘the original definitions of the Independent Living principles’.  This last lesson is reflected in many families and disabled individuals rejecting or criticising the concept of the personalisation agenda, as Independent Living has been interpreted to mean "living on our own" or "doing everything for ourselves", but was originally defined as "having choice and control over one’s life" and "autonomy and self-determination". 

A particular issue has been the growing concern as to whether there are young disabled people empowered and aspiring to become future leaders of various aspects within the Disabled People’s Movements – for example, the Independent Living Movement.  Many organisations and individual campaigners are striving to support young people to know about their rights, to understand why many disabled people and their allies fought for positive change and to be aware of the United Nations Convention on the Rights of Persons with Disabilities and how it relates to their specific situation.  For example, The European Network on Independent Living developed a study programme, in partnership with the Council of Europe, to capacity-build young disabled people to become future leaders; furthermore, The Young Foundation and Council for Disabled Children have established similar projects.  
I was interested in a theme of a workshop at last year’s: The World Forum for Democracy event, which discussed how young people can revitalise democracy.  The following is a caption taken from the agenda:

“Today, power in democracy often rests in the hands of a few. In an inclusive democracy, however, power at all levels is equally distributed among societal groups. How can youth foster inclusive democratic structures that integrate minorities in the institutions of governance?”

The question, in my view, assumes that, within ‘so-called’ democratic structures, societal groups are already established and sustainable; to achieve this, it requires effective leadership with built-in contingencies for the development of subsequent leaders to take responsibility at the appropriate time.  Is this issue part of the youth strategy within the Disabled People’s Movement?  If we consider that the number of grass-root disability organisations continues to reduce and services are not meeting the needs of the people who use them, especially for individuals with mental health conditions and learning disabilities, can there be a realistic expectation that the involvement of young people, as future leaders, is a priority for current individuals who identify as part of the Movement?  
It is also worth noting that oppression is not a vertical, linear relationship centred just on state coercion, rather it should be understood as routine activities of everyday life, borne out of structured institutional policies, procedures and benevolent individuals.  We are desperately trying to slow down our exclusion from society, whether through direct action, internal negotiations or other similar methods.  
I suppose we need to consider where we go with disability activism?  The legacy of the DPM relies upon the membership exerting influence and nurturing a sense of solidarity, not just on the basis of impairment but through common struggle and a recognition of social injustice.  We need to be mindful that an exploration of the relationship between disabled people’s current social position and the ‘mode of production’ is hindered because of the urgency of immediate concerns such as access to social care, health and participation in the community; additionally, the DPM’s commitment to progressive change could lead it to become focused on short-term, crisis-driven agendas.  In other words, we are fighting for our survival today, tomorrow and next week…
Thank you for listening.

