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Executive Summary
Disability Research on Independent Living and Learning (DRILL) is a new five year UK wide programme, funded by the Big Lottery.  DRILL will work in partnership with disabled people, academics and policy makers to build a better evidence base about approaches that enable people to live independently.  DRILL is being delivered by a partnership of Disability Wales, Inclusion Scotland, Disability Rights UK and Disability Action.  
This report is one of four from each nation on initial engagement with people with disabilities.  
The Northern Ireland road shows and engagement events held in November 2015 – February 2016, aimed to;
· Increase the awareness of the DRILL Programme 

· Increase disabled people’s knowledge about key issues and evidence of what works to enable people to live independently
· Engage disabled people to give feedback on the proposed research themes of autonomy, resilience, peer support, social citizenship, economic participation and civic participation
· Focus on research driven solutions based on these themes 
106 people attended events.  100 were asked to complete an equality and diversity form.  78 completed the form, a 78% completion rate.  Of those 78 participants 52 (67%) considered themselves to be a disabled person.  
66 individuals were asked to completed questions on the outcomes of the events.  43 answered the questions, a completion rate of 65% of those asked.  24 people (56%) increased their knowledge of independent living and learning after attending a DRILL road show or engagement event.  To measure the outcomes more accurately further refinement of the questions is required and more rigour in ensuring forms is completed.  

46 suggested research questions resulted from the discussions.

From the road shows and engagement events the feedback is that:
· The research theme terms used by DRILL need to be defined and agreed
· Continued outreach will ensure further inclusivity 

· Relevant evidence exists but is not easy to find and analysis is not readily available 
· There is value in understandable and usable evidence
· Relationships need to be strengthened between DRILL, disabled people and academics to ensure that the co-production approach is as effective as possible
· People with disabilities need to develop skills in leadership, partnership and research to engage in coproduction research

All of the research themes were discussed.  Some sub themes engaged people more than others.  These were education and employment, inclusive communities and public services and active participation.  The emerging priorities are:

Attitudes:  Respect and dignity are essential.  Society’s attitude to disability and the stigma attached to it must be included in the research themes.  Referring to the resilience of disabled people without putting it in the context of the society’s attitudes is misleading.  It does not provide a realistic reflection of our lived experience of the barriers to independent living.
Care and support choices:  Relevant and flexible care choices and circles of support are essential.  We need to know where to go to get accessible information.  We need the skills make our own decisions and be able to practically carry them out.  This is the basis of independent living.

Transport:  Accessible and affordable transport for rural and urban communities makes independent living a possibility.
Housing:  Access to suitable and affordable housing is essential to independent living.  Connecting services such as housing, health and social care and employment services would improve our access to independent living.
Multiple Identities:  The experience of a disabled woman, with children, living in a rural area is very different to an older person with acquired disabilities, living on their own, in an urban area.  Different multiple identities and multiple disabilities impact on our lived experience.
These emerging themes have been added to by the Northern Ireland National Advisory Group.  Their additional themes are:

Wellbeing:  Cut backs have impacted on disabled people’s wellbeing.  This includes safety in communities and in personal relationships.  The vulnerability of people with disabilities in different environments needs to be explored in relation to independent living.

Economic Independence:  What does economic independence really mean to us and how can it be achieved?  For us to be able to make choices to be able to live independently we need to be economically independent. 
Bullying and Hate Crime:  The bullying of children with disabilities is an area to be explored including institutionalised abuse in the care system.  Disabled adults are also victims, both in their own homes and in care settings.  Many older disabled people are not given choices.  Incidents of hate crime, their reporting and subsequent actions taken need to be included.  Bullying and Hate Crime clearly impact on whether we can live independently.
Support for families:  There needs to be support for children with disabilities and their families / carers.  Support through the transition between children and adults health and social care services is also vital as is support in any move towards independent living,  This support also applies to parents who have a disability and their children.
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National Context, Disability and Policy
Northern Ireland
Following the Belfast / Good Friday Agreement in 1998, the UK government devolved additional legislative powers to the Northern Ireland (NI) Assembly.  This process of devolution has continued with powers in relation to policing and justice matters being devolved in 2010.  
The NI Assembly has power over devolved or transferred matters which include agriculture, education, housing, employment, health & social care, social security and policing and justice matters.  Equal opportunities and discrimination are ‘transferred matters’ under the Northern Ireland Act 1998 
, unlike the Scottish Parliament or the National Assembly for Wales. 
The NI Assembly is obliged to implement UK, International and European Union obligations where they relate to transferred matters such as equality matters.  The manner in which this is done is a matter for local legislators.  However, if the International and European Union obligations as set are not complied with, the UK government retains the right to impose legislation to fulfil its obligations. 
  

Disability in Northern Ireland

The Northern Ireland 2011 Census reported that of 20.6% of the population stated that their day-to-day activities were limited because of a long-standing health problem or disability.
  
On Census Day 2011, two-fifths (40 per cent) of households contained at least one person with a long-term health problem or disability; of those households 9.2% had dependent children 31% had no dependent children.  Unsurprisingly the census analysis also concluded that disability was higher in areas of high deprivation and rises with increasing age.
 
A number of studies have examined the impact of the 30 years of conflict on the physical and mental health of children and adults and the levels of disability within our community. 
  However, there remains little research on the experiences of disabled people during the conflict or of people disabled by the conflict.  Estimates of numbers of people injured during the conflict, range from 8,383 to 100,000 due to disparities in the definition of 'injury' and to changing record keeping practices including the destruction of some records. 
 
Perhaps the most negative potential impact of the conflict in Northern Ireland is the impact to peoples’ mental health.  It is estimated that one in six people in Northern Ireland will be diagnosed as having a medically defined mental ill health at some stage in their lives
.
Northern Ireland Disability Legislation & Policy 
The Mental Health (NI) Order 1986 
 addresses the assessment, treatment and rights of people with mental health needs.  
The Disability Discrimination Act 1995 (DDA) 
 protects people with disabilities in the areas of employment, access to goods, facilities and services, buying or renting land or property.
Section 75 and Schedule 9 to the Northern Ireland Act 1998 came into force in January 2000 
 and placed a statutory obligation on public authorities in carrying out their various functions, to have due regard to the need to promote equality of opportunity between nine groups - one of which is disabled people.  The statutory obligations are implemented through Equality Schemes, approved by the Equality Commission for Northern Ireland, and by carrying out Equality Impact Assessments (EQIAs) on policies. Equality Schemes are anticipatory and evolving therefore requires continual amendment.

Carers Direct Payment Act NI (2002) 
 places a requirement on Health and Social Care Trusts to make sure careers know about their right to a career’s assessment, which could help them in their caring role.  The Act also allows Trusts to make direct payments to people with parental responsibility for children with disabilities; disabled people with parental responsibility to a child; and 16 and 17 year old children with disabilities for services that meet their own assessed needs.
The Special Educational Needs and Disability (Northern Ireland) Order 2005 and the Regulations (Northern Ireland) 2008 
 makes it unlawful for schools, education and library boards, colleges and universities to discriminate against disabled people.  The Regulations also relate to general qualifications bodies.
The Equality Act 2010 was not implemented in Northern Ireland.  The Disability Discrimination (Northern Ireland) Order (DDO) 2006 makes some changes to the DDA (1995). 
  The Order amends the definition of disability in relation to some progressive conditions and mental health.  It also placed new duties on public authorities to promote positive attitudes towards people with disabilities and to encourage the participation of disabled people in public life.
The Bam ford Review (2007) 
 of mental health and learning disability law policy and provision started in 2002.  In relation to mental health law and policy concluded that the existing framework was discriminatory and confusing.  In relation to learning disability the review has had a major impact as evidenced in the Autism Act (2011) referenced below. 
The United Nations Convention on the Rights of Persons with Disabilities (ratified 2009) 
 is monitored jointly by the Northern Ireland Human Rights Commission (NIHRC) and the Equality Commission for Northern Ireland (ECNI).  They have formed a joint committee for their Convention remit, the Independent Mechanism for Northern Ireland (IMNI). 
 

The Autism Act (2011) 
 surpasses the English Autism Act (2010) as the most comprehensive and progressive legislation for Autism across the UK and Ireland.  The legislation requires all government departments to plan, cooperate and implement an agreed strategy and services for individuals with a disability and sets in place a system of scrutiny and accountability that is overseen by the NI Assembly.  
The Office of the First Minister and Deputy First Minister (OFMDFM) currently has responsibility for disability legislation and policy.  This is likely to change in 2016 with the expected restructuring of government.  
In 2012, OFMDFM published 'A Strategy to Improve the Lives of People with Disabilities 2012 – 2015’. 
  The Strategy was launched without any action plan or additional resources.  The strategy was to deliver outcomes in the areas of: 

· Disability Awareness/Advocacy 

· Access, particularly access to Transport, and Digital Inclusion 

· Housing 

· Employment and Standard of Living 

· Tackling crime against people with disabilities 

· Access to Sports and Leisure 

· Monitoring and Reporting 
Whilst the UK Government, through the Office for Disability Issues (ODI) has published its strategic document 'Fulfilling Potential – 
Making it Happen' 2013 
, it is not truly a UK wide strategy.   It recognises that many of the issues that it deals with are devolved matters and there appears to be little or no co-ordination between the devolved governments regarding implementation.

Regarding the reform of disability equality legislation in Northern Ireland, the Equality Commission for Northern Ireland in 2012 made certain recommendations regarding strengthening the protection for disabled people that will address key inequalities. 
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Disability Action and the Disability Research on Independent Living and Learning (DRILL) Programme
Disability Action is a Northern Ireland charity working for the rights of people with disabilities.  The organisation is governed by a Board of Directors that are nominated by our 100 member organisations, all of whom are disability organisations. Our Charter of Rights underpins all of our work. 

As well as delivering a range of services such as advocacy and advice, Disability Action actively works with our members to campaign for policy and legislative change to work to ensure that people with disabilities in Northern Ireland have their rights realised. 

Our Vision is a society which is inclusive, adapts to meet the needs of people with disabilities, rather than one that expects them to fit in.

A society that recognises disabled people's right to be different and to live their life in a way which meets their particular needs without prejudice.

 

Our Mission is working for the rights of disabled people.

The Disability Research on Independent Living and Learning (DRILL) Programme is a new five year UK wide Programme, funded by the Big Lottery. 

DRILL will work in partnership with disabled people, academics and policy makers to build a better evidence base about approaches that enable people to live independently.  This will be used to inform future policy and service provision, as well as giving a greater voice to disabled people in the issues that impact on them.

DRILL is being delivered by a partnership of Disability Wales, Inclusion Scotland, Disability Rights UK and Disability Action.  This report is one of four from each nation initial engagement with disabled people and their organisations on the proposed research themes. 
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Approach and Methodology
The road shows and other engagement events aimed to;

· Increase the awareness of the DRILL Programme 

· Increase people with disabilities’ knowledge about key issues and evidence of what works to enable people to live independently

· Engage disabled people to give feedback on the proposed research themes

· Focus on research driven solutions based on the DRILL research themes of autonomy, resilience, peer support, social citizenship, economic participation and civic participation
We approached the engagement with people with disabilities in a manner that reflects the principles and co-production ethos of DRILL.  All engagement was conducted with respect and in a manner that encouraged discussion and challenging conversations.  The information provided was in large print, easy read and by email if required.  There was a loop system available and used at both events.  Both road shows had interpreters offered for British and Irish sign language and a note taker.

The format of the road shows included presentations on DRILL and co-production research.  National Advisory Group representatives spoke and attended both road shows.  A member of the Central Research Committee spoke at one of the road shows.  The majority of the time at the road shows was spent in small groups discussing the research themes to ensure that disabled people and their opinions were the priority.
The three different engagement events were made accessible by the organisation’s hosting them.  These smaller engagement events were ones where DRILL was invited to participate in existing meetings.  They involved a brief introduction to DRILL and how co-production research works.  Participants were asked to think of the research questions they would like answered if they were provided with funding by DRILL.
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Events
There were two road show events and five engagement events.  
	Title
	Venue
	Date
	Attendees

	Road Show 1
Lisburn


	Lisburn Civic Centre, Co Antrim (South East)
	9 November 2015 

1.30 – 4.45pm
	24 people 


	Road Show 2
Derry
	Derry City Hotel, Co Derry (North East)
	16 November 2015

12.30 – 4pm
	21 people 


	Engagement 
Event 1

Disability Action Strategic Advisory Group (DA SAG)


	Disability Action, Belfast, Co Antrim (East)
	27 November 2015

12 – 1pm
	7 people 


	Engagement 
Event 2

Disability Action Annual General Meeting (DA AGM)


	Disability Action, Belfast, Co Antrim (East)
	4 December 2015 1.30 – 2pm 
	6 people


	Engagement 
Event 3

Cookstown Disability Forum (CDF)

	Youth Resource Centre, Cookstown (Mid Ulster)
	16 December 2015

2.30 – 3.30pm
	14 people 

	Engagement 

Event 4

Age no Barrier
	Disability Action (members from across Northern Ireland)
	01 February 2016

11 – 12noon
	19 people

	Engagement 

Event 5

MENCAP Carrickfergus Junior Gateway;
Crossroads Group 


	Sunnylands Youth Club, Carrickfergus (East)

	25 February 2016

7.30 – 10pm
	15 people
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Participants
106 people attended road shows and other engagement events.  Of these 106 individuals 100 were asked to complete an equality and diversity form.   

(The remaining six individuals attended the 30min session after the Disability Action AGM so completing equality and diversity form seemed ‘form heavy’.  However of these, five of the six had different disabilities and two of the six were women.)
Of the 100 people asked to complete an equality and diversity form, 78 completed the form.  This is a 78% completion rate.  Of those 78 participants:

Gender

48 (62%) were women and 30 (38%) were female
Sexual Orientation
62, (80%) described themselves as heterosexual, 5 (6%) as ‘other’ and 4 (5%) as bisexual.  4 participants (5%) gave no answer, 2 (3%) ‘preferred not to say’ and 1 participant (2%) described themselves as gay.

Community background

31, (40%) described their community background as Protestant and 27, (35%) identified as Catholic.  14 (20%) defined their community background as ‘other’ and 5, (16%) gave no answer to the question.
Disability

52 (67%) considered themselves to be a disabled person, 26 (33%) as not having a disability.
25 (32%) participants had a physical disability and 13 (17%) stated they had multiple disabilities. 10 (14%) had a learning disability, 8 (10%) defined as having a mental health background, 9 (12%) with a hearing impairment and (6%) defined their disability as visual.  4 participants (5%) described their disability as ‘other and 3 (4%) gat not answer regarding the specifics of their disability.
Age

46 (58%) of participants were between 25 – 64 years.  17 (28%) were over 65 years old.  8 (10%) were under 24 and 3 (4%) gave no answer to the question.
Ethnic background

23 (30%) described their ethnic group as Northern Irish, 20 (26%) as Irish and 13 (17%) as English.  5 (6%) described their ethnic background as white and 4(5%) as being from the UK.  6 (8%) didn’t answer the question.  3 (4%) gave no clear answer.  
2 participants, (3%) described themselves as ‘other’ and I participant (1%) described themselves as ‘other mixed background’.
Religion or belief

54 (70%) described their religion or belief as Christian and 9 (12%) stated they had had no religion.  9 (12%) gave no answer to the question and 3 (5%) defined as a Buddhist, a Sikh and ‘other’.
Caring responsibilities

54 (70%) were not carers and 17 (23%) were carers.  5 (6%) didn’t answer the question and 1 (1%) gave no clear answer.
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Feedback on Themes

The information from the road shows and engagement events is provided under each theme and sub theme.  There are also 33 Suggested Research Questions (SRQ) that came from the discussions at all of the events and with the National Advisory Group.
Cross Cutting
Autonomy

We need to be able to control our own lives at home and in the workplace to actively participate – person centred planning is part of this.  The Micro board was used as an example of a means of providing autonomy.
Peer support

Peer advocacy was cited as very important.  It works when people have the skills to provide it.  However the boundaries, of professionalism and interaction, need to be considered.
Resilience

Circles of support were mentioned several times as a mechanism to develop resilience.  It was noted the carers / parents need to be resilient, not resistant, as part of the circle.

We need to be able to control our own lives at home and in the workplace to actively participate – person centred planning is part of this and helps to build resilience.
Resilience implies that it is only the attitude of people with disabilities that prevents or supports independent living.  There needs to be attitudinal change amongst decision makers and society as a whole.
We need to learn the skills that will mean we can live independently.  Family and friends can help with this.

Dignity is so essential.  Respect and kindness are needed.  We need to feel safe.
SRQ 1
Intervention is needed at an early stage to give us the skills to live independently – how do parents and service providers manage this? (Road Show 1)
SRQ 2
How do I pay bills and learn to cook?   Where do I go to learn what I need to know to live alone or with others?  (Engagement Event 5)

SRQ 3
Why do people think that people with learning disabilities can’t live by themselves? (Engagement Event 5)
Economic Participation
Education

We need to learn social skills and self expression in early childhood.  We need to experience different learning styles.  We want an education system within which we can participate and contribute in the same way as anyone else.  

Examples of exclusion included:  disabled children not getting to participate in physical education, the lack of accessible transport means that people with disabilities cannot access some higher / continuous education opportunities and, specifically in relation to mental health, that children and young people are taking their own lives as the required support and services are not available.
The transition from education to employment needs to be realised as well as the opportunity for continuous learning.  This lays the foundations for successful independent living.
SRQ 4
What roles do parents, carers and/or schools take in relation to equipping disabled people for the world of work? (Road Show 1)
SRQ 5
What are the educational achievements (in English and Maths) for a person with a disability coming through mainstream schooling, mainstream special unit and the special school system, in comparison with a non disabled child coming through mainstream education? (Engagement Event 3)

Employment
People need to find their passion and the right skill set.  This includes looking to future job opportunities.  This applies to everyone with disabilities. 
Employers have a role to play. They need to be confident in dealing with disability in the workplace.  Employers can make assumptions and project their own discomfort.  Examples of this
included:  employers asking about a person’s disability at a particular stage of the employment process (The Equality Act 2010 does not apply in Northern Ireland); the manner in which sick leave is recorded and work assessments that look at what a person can’t do rather than what they can do.  There is still a stigma in declaring a disability when looking for work and an individual may not self identity if they don’t have to, particularly regarding mental health.  

The difficulties with personal care packages impact on our ability to earn.  They need to be person centred.  Health and wellbeing can be a result of employment and income.  
It was stated that childcare is needed for women with disabilities to be able to economically participate.  The issue of appropriate childcare for children with disabilities to allow parents / carers to work was also mentioned.
Rehabilitation services were also discussed.  This was in relation to the need to do quick assessments for someone who acquires a disability to enable them to make informed choices.
As stated under the Education sub theme, transition from education to employment needs to be realised as well as the opportunity for continuous learning.  This lays the foundations for successful independent living.
SRQ 6
What are the common gaps in access to services and employment for people with disabilities? (Engagement Event 1)

SRQ 7
What numbers of people with learning disabilities in employment are coming through supported employment, work schemes and open employment? (Engagement Event 3)
SRQ 8
What supports have disabled people used to enable them to gain open employment or supported employment? (Engagement Event 3)

SRQ 9
Provide a pre-employment support for a group of people with disabilities.  Compare the outcomes for people coming through a pre employment process to those going through government schemes for the same amount of time. (A pilot idea) (Engagement Event 3)
SRQ 10
Can there be a system of childcare in the workplace to encourage people into work? (Engagement Event 4)
SRQ 11
How do I get a job?  A job is the biggest thing that will help me to be independent.  Earning your own money means you’re not relying on anyone else.  (Engagement Event 5)

SRQ 12
Why do disabled people not apply for jobs they believe they meet the criteria for? (National Advisory Group)

Career Progression

We need experience to be able to get a job, never mind a career. 

It was also noted that a career break can mean that you return to work more able to do your job depending on your disability and its impact.
SRQ 13
‘Cradle to career’ – do we know what disabled people are experiencing?  Is anyone tracking young disabled  people? (Road Show 2)
SRQ 14
People who develop a disability as they get older or acquire one – what is their experience of career development / change? (Road Show 2)
Peer support in employment

The importance of being able to get advice from others was noted as well as the use of champions in big organisations.  However, the discussions in relation to peer support tended to move towards advocacy.  

Social Citizenship
Inclusive Communities
We are not ‘hard to reach’ or ‘hidden / invisible’.  We believe it’s more appropriate to describe us as ‘easy to ignore’.  

Housing policy is not considering disabled people. Social housing should be mixed from the beginning, not as after thought.  We need housing in communities, bearing in mind that we may choose to live on their own.  Communities need to be educated about accessible housing so that we are supported.  Most people want to stay in their own homes and mechanisms are needed to enable this.  
As previously mentioned under economic participation there is a major issue with domiciliary care services and the times they are provided.  This restricts our participation and spontaneity.  An example of this was access to recreational activities including sporting stadiums and smaller venues.  
SRQ 15
What accessible housing is available in Northern Ireland? (Road Show 2)
SRQ 16
What would be the impact of a Carers Act in Northern Ireland? (Engagement Event 2)
SRQ 17
The issue is accessibility to employment and social inclusion.  The barrier is transport.  What are different transport providers offering and what is the demand for their service? (Engagement Event 3)

SRQ 18
Housing adaptations - there is no culture to ‘get it done’.  There’s a waiting List of up to two years.  How do the Housing Executive and the Health and Social Care Trusts (Occupational Therapists) work together? (Engagement Event 4) 

SRQ 19
Can we measure the value of sharing information in meetings / forums? (Engagement Event 4)
SRQ 20
Would ‘homes for life’ lead to more inclusive communities?  What is the impact of the reduction in social housing, increasing private rental sector and the desire for home ownership on our social mobility and mixed housing communities?  (National Advisory Group)

New service responses

A rights based approach is required (not a needs based one).  Not providing services is violating our rights.  The infrastructure needed to allow the powerless to become powerful and government has a responsibility to facilitate this.  Not everything needs to change, just need to do things differently. 
We need to learn the skills to make choices about independent living.  This needs to be done in a way that we can understand.
Nobody can decide what we can do – we have the power.  We need to take control over services and decide what we want.
It was noted that pay for carers is no where near appropriate if your only source of income is a benefits package.  Pay scales don’t take into account the skill, experience and commitment required.
As services get cut we become more isolated and opportunities for meaningful contact disappear.

SRQ 21
The idea of self directed care is being pushed but how does it work in reality? (Road Show 1)
SRQ 22
Care packages – 15minute visits – can this work? (Engagement Event 4)

SRQ 23
Would priority passages through health care for us work?  Looking at what is the need and how would it improve well being through targeted health and social care services? (Engagement Event 4)

SRQ 24
Why is respite so important to us?  Why is respite important to young disabled people? (Engagement Event 4)

SRQ 25
How do we provide freedom of choice on an individual need basis?  This is in relation to, for example: health services and transport for disabled people and older people. (Engagement Event 4)
SRQ 26
Is there any support for someone like me with a learning disability and epilepsy?  (Engagement Event 5)

SRQ 27
Who do I go to if I get confused? (Engagement 

Event 5)

Public services
There is a need for an adequate standard of living within the social security system.  Services need to be simple but flexible.  We also need to make better use of the public services presently available.  
The contracts from the Trust for care provision allow private agencies to interpret what’s needed and what is provided.  Mileage is a major issue for agencies providing care and restricts choice.  
People are being put to bed at 6.30pm every night and we’re discussing social participation.

In the end you don’t challenge the service provided because you’re so grateful for anything that you don’t ask for anything different or challenge decisions.  Occupational Therapist’s opinions are more powerful than those they are providing a service for.  We are all viewed as the same and not treated as individuals.

SRQ 28
How can ‘transition’ between children and adult services be improved? (Engagement Event 1) 
SRQ 29
What is the impact of the recession and the government response on disabled people? (Road Show 2)
SRQ 30
Within the Mid Ulster District Council area there is an increasing population presenting with more complex health care needs.  What are the contingency plans to deal with this?  Is there a service delivery plan, who was involved in its preparation and what funding resources been identified? (Engagement Event 3)

Volunteering

There is an economic reason behind choosing volunteering or employment.  There are issues regarding us being directed to volunteering not employment.  The process can force people into volunteering.  
However, volunteering can be a way into employment.  Volunteering should be ‘to achieve’.  It should be part of a continuum of personal and professional development.
Barriers to volunteering and being active can be insurance, circles of support needed, transport, the cost and worries about benefits.
SRQ 30
The current push to get older people to volunteer – how does this fit with increasing disabilities? (Road Show 1)
SRQ 31
How many disabled people end up in paid employment after volunteering or a work placement? (Road Show 1)
SRQ 32
Peer advocates are all volunteers – do we know the impact this has on social isolation? (Road Show 1)
Information
There is a need to inform the public, media and service providers about us, our experiences and our multiple identities.  However it must be remembered there is a fear of challenging a system that is weighted against people.

Information needs to be accessible, understandable and shared.  Information on help with disability issues is not easy to find. 
Freedom of information is important.  This related to how to get information, how to give it and how we provide information.  The effective use of Information Technology can be used to inform the public, access required information, share and use information and challenging misconceptions.

Connecting IT systems would help to join up services e.g.:  health and social care services, with housing and employment services.

SRQ 33
How do we challenge inaccurate information?  (Road Show 2)
SRQ 34
Where can I find information about where to live?  Information is too difficult to read and too small.  (Engagement Event 5)

SRQ 35
Are we losing out on the digital age, especially older disabled people? (National Advisory Group)
Civic Participation
Active participation

Active participation is based on positive attitudes.  As previously noted in the other research themes attitudinal change is key to active participation.

As in the discussion of other research themes, affordable and accessible transport was discussed as a barrier to civic participation.
The boundaries of democracy need to be pushed to enable and support us to get involved.  There needs to be advocacy for a reason.  Public policies need to be seen through ‘disability lenses’.  For example, government consultations need to be fully accessible with advocacy for those being consulted and training for those doing the consulting.  

We should be putting ourselves forward, armed with the skills to challenge, so that our lived experience is shared at all levels.
We need political representation at Ministerial level.  We need actions not talk.  Implementation is what it’s all about.
SRQ 36
Do disabled people know their rights? (Road Show 1)
SRQ 37
How many people with disabilities vote in relation to disability rights and not community background? (Road Show 1)


SRQ 38
How many disabled people are using our libraries and leisure facilities? (Road Show 2)

SRQ 39
How do we get more people with disabilities involved and hear their voice? (Road Show 2)
SRQ 40
Why people’s opinions are not asked on policy changes such as the TV licence and the bus passes? (Engagement Event 4)
SRQ 41
What do disabled people consider the barriers to participation and how do we overcome them?  (National Advisory Group)
Enabling leadership

There is a low expectation of us from others and of ourselves.
Attitudinal change is required from society, decision makers and us as noted in the previous research themes.

Programmes on leadership need to ask us what we’re interested in.  Good practice examples should be used as well as role models in the arts and in sport.

We need to be participating in public appointments and commissioning groups.  We need to be the community leaders. 
SRQ 42
How many of us are in positions of power in Northern Ireland?  What are the barriers to accessing positions of power and what support has enabled access these positions? (Engagement Event 1)
SRQ 43
How many of us have applied for positions and if not, why not?  (National Advisory Group)

Multiple identities

We are tied into ‘maintaining’ our disability and so our identity becomes based on this.  However disability is only part of our identity.

Our journeys should be studied and the impact of our different identities examined.  An example given was older people with disabilities in rural areas.

There is a different value given to different disabilities.  Hidden disabilities and mental health still carry the biggest stigma.  

Young carers are not on the agenda – it is not dignified or fair for them or for us.
SRQ 44
There are an increasing number of disabled people who are also aging.  This makes for more complex and higher needs.  What is the impact of this? (Engagement Event 2)
SRQ 45
Disabled women and reproductive rights – have these increased or fallen in Northern Ireland? (Engagement Event 2)

SRQ 46
Northern Ireland is different.  We have suffered.  What has been the impact on people with disabilities? (Engagement Event 2)
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Progress towards Measuring Outcomes
The Big Lottery has specified four outcomes for the DRILL Programme on a UK wide basis over five years.  These initial road shows and engagement events are being measured against two of these outcomes.
Outcome 1:  Disabled people have increased knowledge about key issues and new evidence of what works, enabling them to achieve independent living and fulfil their potential
Indicator:  The proportion of disabled people who feel they are more knowledgeable about key issues and evidence of what works to assist independent living

Indicator level:  85% of disabled people engaged feel they have increased knowledge of key issues and understanding of approaches to independent living

43 people of the 106 participants completed the outcomes questions as set out below:


Please score:  (1 = nothing up to 10 = everything)


To date, 24 people (56%) increased their knowledge of independent living and learning after attending a DRILL road show or engagement event.  15 people (35%) knew the same about independent living and learning after the event as they did before.  The remaining 4 people (8%) either didn’t complete or answer the question.

Unfortunately we have no way of knowing how many of these participants have a disability.

Outcome 4:  Disabled people are empowered and have directly influenced decisions about services that affect them.

Indicator:  The number of disabled people that have directly contributed to the project through the dedicated website, promotional activities and road show events
Indicator level:  10,000 disabled people have contributed to the project

To date, of the 106 people who have participated in these road shows and engagement events 78 completed equality and diversity forms.  Of these 52 (57%) regarded themselves as having a disability.
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Analysis of Feedback 
The general feedback from the discussions was positive.  People were interested in the idea of DRILL and its potential.  Some of the comments to be considered are noted below:

Achievement of road shows and engagement events
The aims of the road shows and engagement events and how they were achieved is detailed below:
Aim:
Increase the awareness of the DRILL Programme
· Of the 106 participants 26 completed ‘keep in touch cards’ 59 verbally agreed to be contacted again.  This is a total of 85 (80%) of those who attended a road show or an engagement event who agreed to be contacted by DRILL again either by email, through their organisation or to attend another meeting.
Aim:
Increase people with disabilities’ knowledge about key issues and evidence of what works to enable people to live independently
· Of those who completed an ‘outcome’ form 24 people (56%) increased their knowledge of independent living and learning after attending a DRILL road show or engagement event.  15 people (35%) knew the same about independent living and learning after the event as they did before.  The remaining 4 people (8%) either didn’t complete or answer the question
Aim:
Engage disabled people to give feedback on the proposed DRILL research themes of autonomy, resilience, peer support, social citizenship, economic participation and civic participation

· 106 disabled people and/or those who work with people with disabilities engaged in providing feedback to proposed research themes
Aim:
Focus on research driven solutions based on the DRILL research themes 

· 46 suggested research questions resulted from the discussions

The present context for people with disabilities

· Poverty is assumed for people with disabilities because of history and exclusion.  There is a chronic lack of expectation for and by people with disabilities
· The full impact of welfare reform on disabled people their families and their carers is still to be realised. 
 
DRILL research considerations
· The research theme terms used by DRILL need to be defined and agreed.  This will encourage research bids that reflect DRILL’s ethos and outcomes

· Continued engagement will ensure further inclusivity
· Research doesn’t have to be complicated.  There is value in understandable and usable evidence 
· Relevant evidence exists but is not easy to find.  Analysis is not readily available.  This is required to ensure DRILL is effective and relevant
· Relationships need to be strengthened between DRILL, disabled people and academics to ensure that the co-production approach is as effective as possible 

· People with disabilities need to learn skills in leadership, partnership, and research to engage in co-produced research
DRILL outcomes considerations
· To measure the outcomes more accurately further refinement of the questions is required and more rigour in ensuring forms are completed
· Long term, positive and ongoing relationships between DRILL, disabled people and academics are required to influence policy and practice
· The relationship between people with disabilities and public bodies needs developed and widened to influence policy

· DRILL needs to ‘tune in’ to the way the NI Assembly works to make an impact
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Analysis of Emerging Priorities
All of the research themes were discussed.  Some sub themes engaged people more than others.  These were education and employment, inclusive communities and public services and active participation.  The emerging priorities are:

Attitudes:  Respect and dignity are essential.  Society’s attitude to disability and the stigma attached to it must be included in the research themes.  Referring to the resilience of disabled people without putting it in the context of the society’s attitudes is misleading.  It does not provide a realistic reflection of our lived experience of the barriers to independent living.
Care and support choices:  Relevant and flexible care choices and circles of support are essential.  We need to know where to go to get accessible information.  We need the skills make our own decisions and be able to practically carry them out.  This is the basis of independent living.
Transport:  Accessible and affordable transport for rural and urban communities makes independent living a possibility.
Housing:  Access to suitable and affordable housing is essential to independent living.  Connecting services such as housing, health and social care and employment services would improve our access to independent living.
Multiple Identities:  The experience of a disabled woman, with children, living in a rural area is very different to an older person with acquired disabilities, living on their own, in an urban area.  Different multiple identities and multiple disabilities impact on our lived experience.
These emerging themes have been added to by the Northern Ireland National Advisory Group.  Their additional themes are:

Wellbeing:  Cut backs have impacted on disabled people’s wellbeing.  This includes safety in communities and in personal relationships.  The vulnerability of people with disabilities in different environments needs to be explored in relation to independent living.

Economic Independence:  What does economic independence really mean to us and how can it be achieved?  For us to be able to make choices to be able to live independently we need to be economically independent. 
Bullying and Hate Crime:  The bullying of children with disabilities is an area to be explored including institutionalised abuse in the care system.  Disabled adults are also victims, both in their own homes and in care settings.  Many older disabled people are not given choices.  Incidents of hate crime, their reporting and subsequent actions taken need to be included.  Bullying and Hate Crime clearly impact on whether we can live independently.
Support for families:  There needs to be support for children with disabilities and their families / carers.  Support through the transition between children and adults health and social care services is also vital as is support in any move towards independent living,  This support also applies to parents who have a disability and their children.
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