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[bookmark: _Toc109386114]Key messages
60 per cent of those who died from Covid-19 in the first year of the pandemic were disabled. The health inequalities disabled people already faced were made worse by the pandemic and a decade of austerity. In this context, it’s vitally important to include disabled people in designing and planning health and care system responses.
Health and care services need to understand the broad diversity of disabled people’s identities and experiences, and adopt a social model approach to disability, understanding that people are disabled by barriers in society, rather than by impairments or health conditions. 
Health and care professionals need to value disabled people’s expertise through properly recognising the value of lived experience and ensure disabled people’s voices are central to any plans right from the start.
Disabled health and care staff are potential partners in this work, with their perspectives of both using and delivering services. 
Disabled people’s organisations (DPOs) can strengthen their impact by working with other local DPOs and user-led organisations, understanding which parts of health and care systems they can best influence, and supporting health and care organisations to meaningfully engage with disabled people.
Both health and care organisations and DPOs need to improve their understanding of how people’s multiple identities shape their experiences, and embrace diversity of voices, opinions and challenges as an opportunity to think differently.
Ensuring disabled people’s voices are heard requires constant attention. While there are some examples of good practice, we many stories we heard where involvement wasn’t happening or felt tokenistic.


[bookmark: _Toc109386115]1 Introduction
During the first year of the Covid-19 pandemic in England, 60 per cent of those who died from Covid-19 were disabled. People with learning disabilities were eight times more likely to die of Covid-19 than the general population. 
These numbers are truly shocking. But what is also shocking is that, for many disabled people, this is not a surprise. These statistics reflect multiple inequalities that disabled people have faced and continue to face in British society. 
The inequalities experienced by disabled people are well-documented. Disabled people are more likely to live in poverty, have less access to education and employment, and experience poorer ratings of personal wellbeing compared with non-disabled people. Disabled people are among those who have been disproportionately affected by a decade of austerity and major reforms to the welfare system, which have increased the risk of poverty and, in turn, affected people’s health. The number of disabled people’s organisations (DPOs) in England has also declined significantly in recent years – as result of funding cuts and related challenges – reducing their capacity to tackle the structural inequalities facing disabled people. 
When the Covid-19 pandemic hit in early 2020, health and care services needed to reprioritise patients, restrict access and delay care for millions. People across all parts of society faced additional barriers and poorer experiences in terms of accessing health and care but disabled people were hit harder than others. Inaccessible public health communications, cancellations of regular health and social care services and inappropriate use of ‘do not attempt resuscitation’ notices all reflected and exacerbated longer-standing inequalities. 
But despite these challenges, disabled people continue to make valued contributions to family, communities and wider society. And good, equal access to health and care is possible. With this access, people can live in their own homes, take part in their local communities and lead ordinary, valued lives. 
Alongside evidence of the barriers disabled people face, is evidence of how to remove them. Many disabled people, researchers, policy-makers, and charities have posed solutions, and yet disabled people continue to die avoidable deaths, and many more experience unfair, poor outcomes. Behind these statistics are our family members, our friends, ourselves. Disability inevitably touches all our lives – we all have a stake in ensuring that things improve.
The need to actively involve disabled people in planning and design of policies has been long recognised by disabled people and DPOs through the slogan ‘Nothing about us, without us’. Key to this involvement is health and care services understanding and valuing the expertise people with lived experience hold. Speaking to non-disabled led charities, or only to family and carers, is not an adequate substitute. This means services and the people using them can come together to ensure that solutions start with people themselves, rather than what the system thinks will work. 
There are many benefits to listening to and learning from people and communities. Services can start to address inequalities by understanding the barriers that people face to accessing health and care and co-designing person-centred, effective, sustainable solutions. And co-creation doesn’t end there – once services are in place, it is the people using those services who are best placed to know what is working and what could be improved. While there are good examples of disabled people being involved, there are still questions to ask about how well this is currently being done across the health and care system.  
Who is disabled?
Understanding the diversity of disabled people is vital to knowing who to engage with. Disabled people make up approximately 22 per cent of the British population, and up to 45 per cent of those of state pension age. People from all ages, genders and ethnicities, and all walks of life experience disability. But in 2017, more than a third of people in Britain said they didn’t know anyone who was disabled, and 60 per cent of people underestimated the number of disabled people in Britain.
So who ‘counts’ as disabled? The most commonly used definition in the UK is from the Equality Act 2010, which states:
You have a physical or mental impairment that has a ‘substantial’ and ‘long-term’ negative effect on your ability to do normal daily activities.
In national datasets, the definition used is:
…a person who has a physical or mental health condition or illness that has lasted or is expected to last 12 months or more, that reduces their ability to carry-out day-to-day activities.
In this work we’ve taken a broad approach so that anyone who identifies as disabled or who would be considered disabled under these definitions is included. 

[bookmark: _Toc109386116]About this work
There is an urgent need to improve disabled people’s experiences of health and care services. When researching this project we found a series of reports The King’s Fund had previously published on disability issues. From the 1980s to the early 2000s, ‘an ordinary life’ was a key theme for supporting disabled people moving from long-stay hospitals into the community. And in 1995, The King’s Fund published reports on developing services for disabled people, written by disabled researchers and campaigners. The issues described, such as the impacts of disablism and racism and the intersections between the two, are still being felt by too many people. And the message that service users and user-led organisations want to work with commissioners on how services are planned and purchased because it ‘determines the quality of their lives’ is still equally needed today, a quarter of a century later. 
The work of integrated care systems (ICSs) and place-based partnerships offers real opportunities to ensure disabled people’s voices are heard, listened to and acted on. The Health and Care Act 2022 includes a new duty on NHS organisations to focus on the ‘triple aim’ of promoting health and wellbeing, improving the quality of services and making efficient use of resources. This incorporates an explicit focus on addressing health inequalities, reinforcing the opportunity to improve services for disabled people. However, this can only be achieved by understanding what is going to make a difference to people’s lives, so the first step has to be listening to and learning from people and communities.  
Lessons from what has and has not worked in the past need to inform how ICSs do this. Doing this will also support many of the challenges the health and care system is facing – because ensuring health and care services are accessible to disabled people will mean people get the support they need more efficiently. This will in turn facilitate improved health and wellbeing and reduce the need for more intensive interventions. 
In this context, this work, by The King’s Fund and Disability Rights UK, centred on hearing from disabled people who have been involved in co-design and co-production of health and care services. More than 50 people contributed their insights and experience. This included people with lived experience of disability, representatives from 15 DPOs, disabled people working in health and care, and NHS and local authority representatives, across a range of ages, ethnicities, genders and sexualities. We describe our methods in detail at the end of the piece.
Here we set out what we found about how disabled people are currently involved in health and care system design, and what good might look like. We’ve organised our findings into three sections.
What do health and care organisations need to do?
What do disabled people’s organisations need to do?
What’s the work everyone needs to do?
We hope that this project will provide inspiration and impetus to focus on disability equality, whatever your context. But this is not a box-ticking exercise, or something to be done once. Equality work requires constant attention, until it becomes a habit. Crucially, this first requires a deep understanding of why it’s important. Throughout this project, we heard stories of poor experiences of health and care, from missed appointments to serious harm – experiences that might be avoided if disabled people were involved in service design. These experiences ripple out into disabled people’s wider lives – the untreated health condition that means losing a job, the lack of adequate care support that means losing your social life. 
[bookmark: _box_1:_Who][bookmark: _box_2:_What]What is a disabled people’s organisation (DPO)?
Disability Rights UK sets out the key features of disabled people’s organisations. 
[A DPO] is governed, led and directed by Disabled people for and with Disabled people. DPOs work to uphold the human rights of Disabled people and the Social Model of Disability. The Social Model says that it is societal factors that create the barriers that stop us from living our lives with full choice and control.
DPOs distinguish themselves from other organisations and charities that work with disabled people by this clear commitment to disabled people’s leadership and ownership, using a rights-based model. 

What do we mean by involving people?
The people we spoke to used lots of different words to describe activities to listen to and learn from people. This reflects other findings about how people use different terms – consultation, engagement, involvement, participation, lived experience and voice – often interchangeably, and don’t always agree about the exact meanings or how they are different from each other. This can be confusing, and sometimes it slows progress where there is disagreement.  
While all forms of listening and learning from users have value there is an important question about at which point users are involved. Feedback and consultation are about seeking views on services that are already in place or on decisions that have already largely been made. If services are to reflect what matters to disabled people, then these voices need to be heard from outset. Disabled people should be involved in planning, commissioning and designing those services and too often this is not happening. 
An increasingly commonly used term is co-production. This is defined by Think Local Act Personal as: 
A way of working, whereby everybody works together on an equal basis to create a service or come to a decision which works for them all. 
Co-production is not a ‘thing’ that you do. It’s an approach that recognises that services don’t hold all the answers, so ‘working with’ people rather than ‘doing to’ is vital. It’s about sharing power between people using services and people delivering them. There is no one way to do this, but co-production recognises that partnership working and sharing power is likely to lead to more effective outcomes. Whatever words people used, these principles around sharing power and equal value came through strongly in this project. Moving beyond definitions, any work with people and communities should be judged by the intent and commitment behind it and what is done as a result, rather than the term used to describe it. 




[bookmark: _What_do_health][bookmark: _Toc109386117]2 What do health and care organisations need to do?
To properly acknowledge and involve disabled people in developing services, health and care organisations need to listen to disabled people. Applying a social model approach, supporting staff, valuing disabled people’s expertise and prioritising disabled people’s involvement are all part of this.
[bookmark: _Toc109386118]Adopt a social model approach
Throughout this project, we heard how people had poor experiences when treated as just a particular condition or seen as only one aspect of their identity by staff (a medical model), both in terms of accessing health and care, and taking part in engagement. They contrasted this with experiences when they felt seen as a ‘whole person’ in the context of their life. We heard that in health and care contexts, professionals often start from a medical model – looking at an individual, their condition and how to ‘fix’ it or adapt themselves to fit in better with their environment. This is not necessarily wrong in a health context such as the NHS, where you might need a specific treatment or intervention, but it is not sufficient. The social model of disability shows how the challenges disabled people face are caused by the way the world around us – our environments – are designed, rather than by a person’s impairments or health conditions. Environments and processes are often designed implicitly for people who aren’t disabled – this is ableism. Ableism can lead to people experiencing disablism: prejudice and discrimination that comes in the form of disabling barriers. 
The social model is a helpful lens to use when thinking about access to health and care. If someone is unable to communicate with their GP surgery, is it because they can’t hear, or because the GP can only be booked by telephone? If someone can’t wait in a health service waiting room, is it because they are autistic, or is it because the waiting room is overly crowded, noisy and bright?
What does a social model approach involve?
Health and care organisations need to use the social model of disability to fully involve disabled people in health and care service design. It means thinking about how situations or environments could be adapted or changed to enable a person to live the life they want. It’s crucial that people working in the health and care sector value disabled people’s perspectives as much as they value their own.  
A social model approach would also mean health and care organisations working with other sectors, for example housing, to get a better understanding of people’s lives. ICSs provide an opportunity to do this, but only if partners listen and learn together.

[bookmark: _Toc109386119]Support staff
When health and care organisations plan engagement work, they need to ensure that they create spaces where disabled people feel heard, and feel that sharing experiences will make a difference to how services are designed and delivered. For this to happen, staff working in health and care organisations need to listen and have the permission and resources to respond meaningfully to what is shared. 
Experiences with staff, both good and bad, were central to the stories of involvement that we heard in this project. Staff who ‘get it’ were hugely valued, but also rare. More often, we heard about staff who don’t understand, don’t have time, or don’t value disabled people’s voices. The ongoing workforce crises in health and social care are contributing to this lack of time and resource.
It’s also important to recognise that there is lots of experience to draw on from inside health and care organisations. Many disabled people work in health and social care. There isn’t a clear divide between ‘disabled people who use services’ and ‘staff who are not disabled’. Slightly more than 20 per cent of NHS staff indicated ‘they have a disability’ in the latest NHS Staff Survey. However, the Workforce Disability Equality Standard (WDES), which measures and compares the experiences of disabled and non-disabled NHS staff, found that most disabled staff don’t share this information at work. There is a common perception (and sometimes reality) that disclosing disability will lead to negative consequences at work, including barriers to career progression. Barriers to accessing training (and lack of visible disabled representation in the workforce) can mean disabled people don’t join the workforce in the first place. 
What does supporting staff involve?
It’s not a big, onerous piece of work to get [staff] to understand the value of engagement and partnering. 
NHS England deputy director
Understanding disability
Staff at all levels – from administrative staff and clinicians to commissioners and leaders – need to have a deeper understanding of disability. It is everyone’s business. Staff training and development needs to include what disability is and what disabled people’s rights are, what the social model is and how they can bring lived experience to their work. Alongside understanding disabling barriers, disabled people’s strengths also need to be recognised – and staff need to take time to properly get to know the people they work with, both colleagues and those involved in engagement work. Crucially, any new training should be designed and delivered in partnership with local disabled people’s organisations and span across the career pathway; through inductions and ongoing continuing professional development (CPD) elements.  
Leadership
Health and care leaders need to model a compassionate and inclusive approach that recognises the importance of a broader view of disability. Leaders also have a role in enabling staff to use their learning to work in different ways to make a difference to people’s lives.  
A vital part of this is recognising and promoting the role of disabled staff, ensuring that disabled staff are visible, heard and recognised. Disabled health and care staff have a unique perspective, bringing both lived experience and professional experience to the table. Disabled staff networks are an important source of insight for involvement work. For NHS organisations, the WDES data is a useful tool to understand the issues facing disabled staff and to create a more inclusive workplace. The NHS Disabled Directors Network is newly formed, but is already starting to give senior disabled staff more of a voice in the health sector. 
Disabled staff, they generally have experience of using our local services as well, so as well as being a valued member of staff, they've got experiences as service users as well. 
Equality, diversity and inclusion lead, NHS trust

[bookmark: _Toc109386120]Value and prioritise disabled people’s expertise
Fundamental to better partnership working between disabled people and health and care services is understanding why it is important to listen to disabled people’s voices and the value of disabled people’s contributions. Throughout the project, this was at the core of the issues people described. Lived experience expertise is not given the same status as formal expertise. And this sits within a wider societal context where disabled people aren’t valued equally with non-disabled people. Ableist and disablist attitudes are all too common, and so it was unsurprising to find multiple examples of poor attitudes to disabled people in health and care contexts both from previous research and in this project. This included professionals patronising or disbelieving individuals, which people in our group discussions put down to a lack of understanding about how disability has an impact on different people in different circumstances.
We have one lady who's stopped engaging with the local authority now, because she [says] it's just a tick box exercise.
Discussion group participant
Not valuing disabled people’s voices has multiple negative impacts. People who do not feel listened to may withdraw from future engagement opportunities. Poor engagement also leaves people feeling excluded and can have an adverse effect on their wider wellbeing. One of the impacts of ableism and disablism is that some people feel ‘less than’:
We can't underestimate the levels of oppression in society that make us, as disabled people, feel less than, or like second-class citizens. That makes us feel invisible. That makes us feel that we have no right to be at the decision-making table, even when its decisions being made about our own lives.
Local authority co-production lead
[bookmark: _box_3:_What]Health and care professionals need to ensure disabled people’s voices are central to any planning right from the start – to understand the problem as well as to design the solutions. If this doesn’t happen, then the resulting services may be poorly used, or need re-developing to make them accessible. 
We heard lots of examples where this hasn’t happened, and people’s experiences of being involved felt tokenistic, or staff didn’t view it as a priority. We heard examples of decisions about a project being made when people with lived experience were not ‘in the room’, which is not truly sharing power. Participants told us that engagement could feel like a ‘nice to have’ rather than essential part of the decision-making process, or simply a waste of time for participants, when views did not seem to influence decisions.
And I know full well, [they’re] going to go away from this, put this document in the bin, and carry on as usual.
Discussion group participant
[bookmark: _Hlk105602091]What does valuing and prioritising disabled people’s involvement mean?
Genuine partnership and involving disabled people from the start should be the first step in any work. How local health and care systems hear from and work with communities should be seen as central to how they address inequalities, not as separate strands of work. And who ICSs hear from matters. As ICSs develop their strategies around how they work with people and communities, particularly in tackling health inequalities through initiatives such as Core20plus5, leaders need to explicitly consider how disabled people can input at all levels, from governance to frontline services. This is particularly important on topics that disproportionately affect disabled people, such as health inequalities.
Health and care systems need to apply the principles of co-production, recognising that the answers to the challenges people face do not lie in the system. Meaningful involvement is key, and one way of achieving this is working with disabled people’s organisations who can support individuals to ensure their voices are heard. Awareness raising and capacity building are important parts of this support. Understanding the social model of disability can be a gamechanger for disabled people:
There are lots of disabled people that are that have never heard of the social model who experienced the sense of internalised oppression… So there is a piece of work to be done that really helps disabled people wherever we are in our lives, or in our understanding of disability as a social construct, to say ‘look disability is a positive identity. It's a political identity. It is society that makes you feel terrible about who you are.’ And only then can disabled people really have a sense of their right to be at the table.
Local authority coproduction lead
For example, one person in our discussion groups described their experience of internalised disablism, feeling that ‘nothing I did was worth anything’. But being involved in a meaningful co-production project changed their perspective:
The work I'm doing as co-production, it helped me regain my confidence… And so I've actually managed to be stimulated by this. It has actually been my job, I've put on my CV… I've done really well for myself and I feel a lot better about myself... I feel like I have so much more agency now.
Discussion group participant
Understanding and identifying shared aims between providers and people using services can really benefit the work. For example, it can be a helpful way for professionals to rethink how they include people who they might otherwise view as ‘challenging’ if they understand that challenge to be coming from a place of wanting to improve services:
I tend to be extremely critical. But hopefully it's to get to a better place, I come with solutions, not just the problems. But I live in the real world with the real problems and hark back to things people have said about bad outcomes for people. That's why I got involved in the first place. 
Discussion group participant
This approach to involving people also means reckoning with power. To be able to meaningfully contribute, disabled people’s power needs to be recognised by everyone working in the system. This means hearing from and working in equal partnership, not tokenism. The structural power imbalances between people working in health and care organisations and people representing DPOs and their own lived experience need to be fully recognised, with those holding more power proactively working to reduce these imbalances. People need equal recognition – both pay and acknowledgement – for equal work. And there may be limits to the power a particular project can influence – and so being honest and transparent about those limits is also important. 
Finally, it’s important to keep track of any impacts these changes are having. Progress cannot be taken for granted. Local systems need to have the right data and measures in place that capture disability to track progress, understand variation and assure themselves of the progress they are making. For example, a review of routine collections including waiting list data could ensure that disability is being coded correctly and uniformly. 
If disability is part of what is measured, and disabled people considered as key stakeholders, this will act as an incentive. As one NHS chief executive described: 
What gets measured does have a huge impact… what my board responds to, in terms of where we put our priorities, is partly around what is measured. But it is also around the multiple of stakeholders to whom we have to respond.
Again, partnership with disabled people’s organisations is vital to review what is collected, how these measures are constructed, what is captured and what could be improved, as well as ensuring there is consistency in how disability itself is defined. 
[bookmark: _box_4:_What][bookmark: _Toc109386121]When it works: everyone benefits
If services value disabled people’s expertise, and work with people and communities to design and plan access in the first place (rather than addressing individual access needs each time they arise) this can have positive impacts.
For individuals, when people do feel valued it can be transformative:
[Involvement] changed my life so much for the better. Because for several years before that I'd gone to a day centre. And I'd improved a little bit because of that. But when I stopped going to the day centre I stopped improving. And then… once I was taking part in that project everything, my confidence, my abilities, my self-esteem, everything just skyrocketed. 
Discussion group participant
There is also a potential economic value or business case for this work when a service gets it right first time. As a disabled non-executive director described:
[Disabled people’s group] were consulted on quite a few projects and what was being proposed was not accessible for disabled people, and we said, ‘if you go ahead with this, it's going to cost you money once you've done it, to redo it, to make it fit for disabled people’. So if you engage with us at the development stage then you might save money, so that was actually an easy win.
Non-executive director
Ensuring disabled people’s voices are heard can also benefit staff. Providing services that truly meet the needs of disabled people can mean better interactions between staff and people using the service, and therefore playing a part in reducing the pressures staff are currently facing in all parts of the health and care system.
Finally, we heard how it could be transformative for health and care professionals without lived experience to partner with disabled people on projects. As one NHS England deputy director described:
[When involving a person with lived experience] they have a set of eyes and opinions and perspectives that I will never ever have. I need somebody alongside me who could not just empathise with [the topic], but who might have some really valuable data set. Killer questions – that's what I called them. And boy did I learn from that. So without those people as allies and partners to [the project], we wouldn't have garnered the information we did. We wouldn't have been able to make the recommendations that we did for people’s future.


[bookmark: _What_do_Disabled][bookmark: _Toc109386122]3 What do disabled people’s organisations need to do?
[bookmark: _Hlk105604209]While much of what we heard about in this project was how health and care organisations could better acknowledge and involve disabled people, we also heard ways disabled people and DPOs are already working to support their local health and care systems. And, we heard about ways DPOs could work most effectively to make involving disabled people in health and care a priority. 
We heard about the work still to do among the wider voluntary sector to understand disability rights and the importance of user-led organisations: 
[non-user-led voluntary organisations] can't really represent the voice of the people in the same way.
DPO chief executive
And local DPOs can also work together to strengthen their impact. One DPO chair told us about how his organisation and several others had come together as a group, and were therefore able to build better local relationships in their health and care system: ‘it’s a stronger voice’. Some of the more established DPOs we spoke to were also either collaborating with other equalities groups, or actively trying to make these links and work in an intersectional way. This is something the wider DPO sector has already identified it needs to improve on. We discuss the importance and opportunities of an intersectional approach in the next section. 
DPOs are well placed to advise health and care systems and staff on using the social model approach and how to meaningfully engage with disabled people, as well as often having good local grassroots networks. And DPOs also need to develop their own strategic knowledge of where and which levels in health and care systems to target their influence, and work with other organisations with similar goals to maximise impact. Part of this is learning from other DPOs across the country at different phases of the work.
Rather than… bashing the local authorities over the head with a stick saying ‘you've got to do this’, we’re trying to take them on a journey.
DPO representative
We heard examples of disabled activists and DPOs working with local system leaders – including local authority commissioners and politicians – to educate them about the social model and about disabled people’s human rights that are in law. In areas where DPOs and their representatives described making the most progress, this was built on decades of work by activists. It had involved difficult, and at times adversarial, relationships with statutory organisations. But over time, through getting their priorities on to the agendas of local politicians, these DPOs had developed positive relationships that were starting to lead to positive change. Thanks to the work of these activists, there are ways of working we can point to for how DPOs in other places might engage with their local health and care systems. 

[bookmark: _Toc109386123]When it works: disabled people leading change
The Greater Manchester Disabled People’s Panel is made up of representatives from local disabled people’s organisations and was established in 2019 as a joint initiative with the Mayor of Greater Manchester. Its remit covers improving disabled people’s involvement and representation in all aspects of public life. Its officers described being able to use their position on the panel to draw attention to issues facing local disabled people during the pandemic and get support to address these. A key strand of the work is supporting local politicians and decision-makers to understand disabled people’s rights, framed by the United Nations Convention on the Rights of Disabled People. The panel has also helped to drive a broader ‘equality lens’ approach in the region, joining up with other minoritized groups to co-ordinate their work. 
The panel is convened by Greater Manchester Coalition of Disabled People, an established DPO with a 40-year history of grassroots organising, which means it has strong links with its local community and can negotiate the balance of being trusted and respected by people inside and outside the system. However, while the officers described good relationships and being heard by local health and care system leaders, this didn’t always translate to necessary substantial, systematic change to policy or approach. There were also barriers to ensuring consistency across the different local authorities within Greater Manchester, for example, in relation to issues of social care. The work of the panel was one of the most positive examples we came across during this project, but it highlighted that progress can be slow – this work takes time.


[bookmark: _What’s_the_work][bookmark: _Toc109386124]4 Disability is not a standalone issue: what’s the work everyone needs to do?
The previous two sections have focused on the role of health and care organisations and of DPOs. One issue came through the work that both need to make progress on to get disabled people’s voices heard: prioritising solidarity.
Disability is not a standalone issue: disabled people come from all sorts of different backgrounds, ethnicities, genders and sexualities. Where these characteristics intersect, it can have an impact on access to services and make being heard even more of a challenge.  
If you can get non-disabled people to see the intersectional nature of disabled people's experience, I think we will get further faster. But that's tricky because getting people to understand intersectionality is tricky. 
DPO chief executive
In our project we heard from a Black woman who has a hearing impairment. She attended a local co-production event run by commissioners. As she explained, no one had asked about her access needs and her request for a hearing loop had been ignored, so she struggled to hear what others were saying. Because she could lip-read, she noticed that the white person running the event was making comments to colleagues about her being rude and interrupting, and that he was ‘trying to get rid of her’. Not only had this event not considered the needs of people with hearing impairments, but as she pointed out, the comments the organiser made also played into negative stereotypes of people from minority ethnic groups.
Statutory organisations and DPOs need to understand the importance of these intersections. One of our stakeholders represented a DPO that supports people from a particular ethnic background. They provide culturally sensitive support, but described how local commissioners often don’t recognise this specialist expertise and community insight, meaning they prioritise generalist organisations. 
We heard about a lack of understanding or consideration of people’s multiple identities and experiences, leading to narrow engagement such as a focus on a single condition or treatment pathway. 
[NHS organisations] struggle with the concept that someone might have cancer and also be Deaf. 
Lead, Healthwatch England 
We also heard about DPOs that wanted to improve their diversity of representation. This is something the wider DPO sector has already identified it needs to improve on.

[bookmark: _Toc109386125]What does working together in solidarity involve?
The need for an intersectional approach to including disabled people was clear during this project. We heard from some a feeling that at a national level disability equality had been neglected in recent years, contrasting this with the way the NHS in particular has – rightly – focused on race equality. But equality issues can’t be addressed in isolation.
Heath and care systems and DPOs need to embrace diversity of voices, opinions and challenges as an opportunity to think differently, and embrace any discomfort as part of progress, rather than seeing this as a threat to the status quo. 

[bookmark: _Toc109386126]When it works: taking an intersectional approach
Some DPOs working with other user-led organisations (led by people from other minoritised groups) took an intersectional approach to strengthen disabled people’s voices. A DPO chief executive told us about a local campaign working alongside other user-led groups with different protected characteristics to ensure disabled people’s voices, and those of other excluded groups, were represented on a key health decision making board: 
We will be speaking as one voice. We're not competing with each other. We're saying we don't care who it is, what we care about is having a balance on that board […] I don’t think we should push for a [disability] seat, I think we should push for an equalities seat and whether that's the user-led [organisation] that represents [ethnic minority communities] and I work with them or whether it's [the DPO] and I work with them – it doesn't probably matter. 
The most important factor here was recognition for the work and expertise of user-led organisations, and working in solidarity with other user-led groups to achieve this.
[bookmark: _Box_5:_What]What is an intersectional approach?
We heard throughout this project that it’s important not to look at disability in isolation. It’s vital to ensure other aspects of people’s identities – their race, gender or sexual orientation, for example – are not forgotten. An intersectional approach acknowledges that other issues – such as racism or sexism – may have an impact on disabled people’s lives and may compound the experience of disablism. 
An intersectional approach can also help to identify parallels with other marginalised groups who face other inequalities. Our multiple identities change and complicate our experience of disabling barriers. For example, a focus on race equality or disability equality needs to consider the experiences of disabled people from ethnic minority backgrounds, as well as different genders and sexualities. Taking into account both the specific issues affecting disabled people, and making links across other groups facing inequalities, gives opportunities to build solidarity, get a greater number of people involved, and ultimately have a greater influence.


[bookmark: _Toc109386127]5 Towards a new partnership  
The engagement landscape working properly, in an integrated way, offers lots of opportunities… It's everybody's responsibility to do engagement and to use the views of users appropriately, to make sure that we're improving the quality of care that's being delivered. 
Lead, Healthwatch England
When we started this project, we identified the establishment of ICSs as statutory bodies under the Health and Care Act as a key opportunity for organisations and services to review their approaches to engagement. Integration and partnership working provide the opportunity for joined-up listening, not just joint services. Only by listening together can services work with the whole person and not define people by individual conditions, because people’s stories and experiences move beyond their experience of individual services. This means recognising that starting with people will make services more effective. 
Statutory services and DPOs can draw on learning from how wider voluntary sector and health and care organisations are learning to collaborate – for example on how to ‘partner’, build relationships, learn about each other’s roles and pay attention to power dynamics embedded in things like different access to resources, organisational security, etc. Leaders also need to show humility, recognising they do not hold all the answers. 
There needs to be a tool kit or a formula for both local authorities and CCGs [clinical commissioning groups] and user-led organisations, which basically enables all of us to understand the value – because they're missing out so much. And that's what they're starting to realise with us, the value of the data and the intelligence we gather actually helps them build better services.
DPO chief executive
Another important aspect of getting disabled people’s voices heard is ensuring work on lived experience is influenced by people with lived experience. But we heard about statutory organisations hiring engagement professionals who didn’t have lived experience, and who don’t understand the importance of paying people for their time, hiring processes that didn’t involve DPOs those organisations usually worked with, or expecting DPOs to work for free. While small, grassroots DPOs might not expect to be directly involved in every conversation, having a trusted representative or route into discussions is important. There is a crucial role for a link between grassroots organisations and the statutory sector, but this needs to be held by people or organisations that have existing strong networks, and understand the unique contribution of grassroots organisations.  
While this work is often best conducted at local levels there is a clear need for national bodies to set expectations, determine how they will get assurance from systems on what they are doing and lead by example. As NHS England and the Care Quality Commission develop their frameworks and regulatory models for ICSs, it’s important to think about how they will monitor these systems – both on how they have involved people and, more importantly, what steps they have taken as a result of that involvement. Disabled people should be involved in ensuring this accountability. 
A final aspect of this is taking a flexible and solution-focused approach. As one discussion group participant described her experience of involvement: 
They just basically looked at everything and rather than seeing the problem, they said OK, how can we work around this?
This flexible approach speaks to the change of mindset, not just of practice, that ran through everything we heard during this project. Disabled people need to be at the heart of health and care service design, and this requires health and care organisations and disabled people’s organisations to work better together. None of the issues raised in this work are new – and in fact in many ways things have got worse for disabled people in the past decade. Ensuring disabled people’s voices are heard requires constant attention, until it is thoroughly embedded in business as usual.
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Understanding integration
Lessons from the Wigan Deal
Developing place-based partnerships


[bookmark: _Toc109386130]Methodology
Our project explored what partnership working between disabled people and health and care systems looks like, and we tried to model partnership working as part of how we ran the project. 
We convened an advisory group of DPO representatives, disabled people working in health and care, and representatives from NHS leadership to provide support and challenge to the work. The project team and the advisory group included a mix of people with and without lived experience of disability, health and care sector expertise. People also brought their lived experiences across a range of different backgrounds.  
As a project team, we conducted a rapid literature review examining existing reports and research about disabled people’s involvement in health and care design and planning. We also engaged with disabled people, disabled people’s organisations, and NHS and local authority representatives through two focus groups and 12 individual or small group interviews. We also invited all participants, and several more DPO and NHS representatives, to an online workshop towards the end of the project to share and test our initial findings. 
Additionally, at key stages – the start of the project, the end of the literature review, and after the online workshop – we asked our advisory group for advice and comment on what we had found and on our plans for the next stages. Our advisory group also acted as external reviewers for a draft version of this final output. 
More than 50 people, including representatives from 15 disabled people’s organisations, took part in this project and contributed their insights and experience. 
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