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This resource is aimed at people who are interested in lived experience – people like you. You
might be somebody who has been doing this work for a long time, or you might be new to it. You
could be somebody who identifies with a particular kind of lived experience that the document
talks to directly, or you could be somebody who doesn’t. You could be working or volunteering in
an organisation that is doing this, or planning to do it, or you could be contributing to this work
completely independently.

No matter who you are, we’d like to thank you for taking the time to check it out. We hope that you
find it a helpful resource that you can either read in one go or dip in and out of.  

But before you go any further, it’s probably helpful to explain what we mean by lived experience as
a term and how we are applying this within this resource. Lived experience has been defined as
‘The experience(s) of people on whom a social issue, or combination of issues, has had a direct
impact’ (Baljeet Sandhu, 2017). Lived experience within this resource is inclusive of a range of
different, and sometimes intersecting experiences. It focuses on people who have direct and
personal experience of mental health, homelessness, drug and/or alcohol addiction, criminal
justice and violence against women and girls.  

Introduction

This resource has been created by Beyond the Streets with the support of Lived Experience
Matters. However, the content itself comes from the knowledge, insight, experience and expertise
of other people who have kindly shared this with us. Some of these people have their own lived
experience of the social issues that we are exploring.

Beyond the Streets is a charity with over 20 years of experience in supporting women involved in
the UK sex industry. We partner with women to challenge the stigma that surrounds the sale of
sex, eliminate "survival sex" and more broadly end violence against women and girls. We do this
through our direct support work – our Door of Hope project in East London and our national
support service, Beyond Support; through collaboration with our affiliate network of 35+ projects;
and through our training, research and influencing work.    

Why this resource has been created 
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We want to ensure that women's experiences are at the heart of Beyond the Streets and our
affiliate network; ensuring we are using our organisational resources to the best of our ability, as
well as being accountable for the power we hold. So in 2022, we launched a new piece of work to
review the involvement of women with lived experience within Beyond the Streets and the
affiliate network. The intention is to build on involvement to date and further develop this to
ensure that lived experience underpins and informs all our work.
  
We want to better understand the range of approaches to lived experience that individuals and
organisations take outside of our sector so that we can learn from them. Whilst we have
undertaken this work to help us understand how we can do things within our own organisation and
the sector that we are working within, we also hope that this resource helps people to connect
with each other, both within and beyond the sectors that they are working within. 

“It is really exciting to be looking at how you can incorporate and include

people within your organisation so that they can thrive. It is exciting to be at

that point of starting up and learning from people and the mistakes they have

made so you don’t make those same mistakes.” 
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Changeout  Mixed  Consultancy services  Small  National  Yes 

Chayn 
Violence against
women and girls 

Service delivery, advocacy
and education 

Small  International Yes 

Dorset Mental Health
Forum 

Mental health 
Service delivery and

advocacy 
Small  Regional  Yes 

Expert Citizen CIC 
Multiple

disadvantage 
Service delivery, support

and advocacy 
Small  Local  Yes 

Lisa Ward Consultancy 
Violence against
women and girls 

Consultancy   Small  National  Yes 

Lived Experience
Advisory Forum 

Homelessness  Advocacy and support  Small  Regional  Yes 

National Suicide
Prevention Alliance 

Mental health  Advocacy  Small  National  No 

Our Agency 
Multiple

disadvantage 
Advocacy  Small  Local  Yes 

Prison Reform Trust  Criminal justice  Advocacy  Large  National  No

St Giles Trust 
Multiple

disadvantage 
Service delivery, support

and advocacy 
Large  National  No

Red Rose Recovery
Criminal justice and

substance misuse 
Advocacy and support Large Regional Yes

Revolving Doors Criminal justice 
Policy, research and lived
experience involvement  

Large National No

SafeLives 
Violence against
women and girls 

Advocacy and education Large National No

St Giles Trust 
Multiple

disadvantage 
Service delivery, support

and advocacy 
Large National No

Welsh Women’s
Survivors Network 

Violence against
women and girls 

Advocacy Medium Regional No

Wyre Forest Nightstop Homelessness Service delivery and support Small Regional No

This resource presents the findings of one-to-one interviews that were undertaken by Katie
Thorlby from Beyond the Streets and Angela Newton from Lived Experience Matters during the
Summer of 2022. 

We wanted the content of this resource to be rich and varied. We wanted to hear from people who
are doing work locally as well as regionally, nationally and internationally. We wanted to hear from
organisations that have been established to advocate for change within policy and practice, as well
as those that provide direct support to people through a range of different services. We wanted to
hear from people who themselves have lived experience that they bring into their work, as well as
those that do not. We wanted to hear from those who have been doing this work a long time, as well
as those who are new to it, and those who provide consultancy services to others. The range of
organisations that we held one-to-one interviews with can be seen in the table below. 

Organisation Sector Work Focus Size
Geographical

reach

Lived
experience led

 What it covers 
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It seems that the lived experience movement is going from strength to strength across many
different sectors within the UK and beyond. We appreciate that there are many more people doing
this work and across many more sectors than we have been able to speak with. We have learned
something from everybody we have spoken with, and much more than what we anticipated when
we started this work.  

The content of our interviews and therefore the content of this resource focuses on what lived
experience looks like in different organisations, the benefits that this work brings and the
challenges that people have encountered along the way. It also provides details of how these
challenges have been overcome and a series of additional resources that you may find helpful. We
hope that the content of this will provide guidance, inspiration, and solidarity to others doing this
work elsewhere. 

“Looking back, if I could do it differently, it would be to embrace mistakes,

learn from them and share them.” 

“It’s lonely and isolating for any individual organisation trying to do this alone –

there’s a real need to connect with one another, share frustrations.” 

Andy Williams, Director of Involvement at Revolving Doors 
Becky Aldridge and Sarah Rose, CEO and Operations Manager at Dorset Mental Health Forum 
Darren Murinas, Founder and CEO of Expert Citizen CIC 
Hera Hussein, Founder of Chayn 
Jess Worner, Lived Experience Network Manager at National Suicide Prevention Alliance 
Judith Ford, CEO at Wyre Forest & South Worcestershire Nightstop and Mediation Service 
Lisa Ward, Independent Consultant 
Lucy Caldicott, Founder of ChangeOut 
Lucy Stokes, LEAF Co-Ordinator partnership approach between The Gatehouse, Aspire and
Oxfordshire Homeless Movement 
Matthew Kidd, Development Worker at Our Agency 
Michelle Phillips, Head of Innovation at SafeLives 
Nicky Park, Head of Prisons and Women's Services at St Giles Trust 
Paula Harriot, Head of Prisoner Involvement at Prison Reform Trust 
Peter Yarwood, Founder and founding Director of Engagement/Training & Development at
Red Rose Recovery
Vicky Lang, Survivor Engagement Officer at Welsh Women’s Survivors Network 

We would like to thank the generosity of spirit, time, and expertise that the following people have
shared with us during their one to one interviews:- 

We would also like to thank Kate Austin, founder of Emerge Hub CIO, for her insight as a
consultant throughout this work.
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2. What lived experience looks like in different
organisations 
Values are important and underpin lived experience work. Whilst some people spoke about a
specific set of values or principles that they work to and what this looks like in practice, for others
it was apparent in the way that they spoke about their work. The following values and principles
were referred to by the majority of people that we spoke to:- 

Paid staff – a range of roles within an organisation, within a team, or as a single role that
explicitly requires somebody to have lived experience and be able to actively use that within
their role. 

Other staff with lived experience – some organisations are aware that other people within
their workforce have relevant lived experience but there is no pre-requisite for this to be
openly acknowledged or utilised in any way. 

Advisor roles and volunteer roles – a range of opportunities for people to take on very specific,
often time-limited roles that enable them to use their lived experience. For example, peer
researchers, pioneers, or Lived Experience Leaders. Some of these roles are paid, and some are
not. 

Members - people with lived experience are able to access relevant information and be
informed of opportunities where they can utilise their lived experience. Opportunities tend to
be internal to the organisation itself, as well as other organisations within the sector that they
are within. 

Forums and groups – these were often subject, theme or sector specific and brought people
together on a regular basis. For some organisations it was linked to members, and for others
this presented a ‘lighter’ touch to being involved and a point at which people could progress
and then use their lived experience in more definitive roles. 

Every organisation that we spoke to had developed a different structure when it comes to lived
experience. Some people had been, and continued to be, instrumental in developing this
themselves, whilst others were working within a structure that had already been designed and that
they were individually less involved in shaping. Many organisations seemed to be learning as they
went, making the adaptations that were required based on the apparent success and/or challenges
they faced along the way. 

The range of structures that were most often referred to include:- 

To gain a greater understanding of what lived experience looks like in practice in each of the
organisations, please check out the Spotlights Section that provides an overview of this. 

Honest       Reciprocal Accountability              

Trust              

Authentic Non-judgemental        Diversity    

Mutual        Accepting Individual                  

Capacity building Creativity   

Strengths and assets 

Respect                       Acceptance

05



A Spotlight on Changeout 

What it is /does

ChangeOut is a social justice consultancy working with charities, activists and campaigners on a
range of projects from strategy to operations, from governance to delivery, from fundraising to
communications.
 

Lived experience in practice 

The consultancy works with charities to address issues of representation, diversity and equity
within the voluntary sector. With a focus on organisational mission and purpose, they support
organisations to address internal power dynamics and to ensure that those with relevant lived
experience are in decision making positions within the organisation.   

Additional helpful information 

The consultancy has been running since 2018 and draws on the founders’ 25 years of experience in
the voluntary sector within roles focused on change making and power sharing.
 

For more information, please go to www.changeout.org  
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A Spotlight on Chayn 

A global non-profit organisation that is run by survivors and allies from around the world, creating
resources to support the healing of gender-based violence. Creates open, online resources and
services for survivors of abuse that are trauma-informed, intersectional, multi-lingual and feminist.  

A hybrid organisation with up to 70% of all staff and volunteers who are survivors of abuse.

The work takes places in cycles so that every quarter people with lived experience who are
volunteers can tap in and tap out of the work – this prevents over reliance on a small group of
people, as well as bringing a richness and diversity of experience that enables constant learning.

The team is made up of people from different cultures to help everybody to learn and understand
that one concept can be different for different people and enable a collective understanding - this
leads to the development of culturally aware and informed products. 

Created in 2013 that intentionally had the lived experience of migrant women in mind. At the time,
the UK sector was very one dimensional and didn’t capture the complexities and nuances of people
from different cultures or who spoke different languages. 

For more information, please go to www.chayn.co 
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A Spotlight on Dorset Mental Health Forum 

What it is /does

Influences social change and advocates for social justice in Dorset and beyond. Increases
understanding of mental health, wellbeing and recovery, challenges prejudice around people’s
experiences of mental distress and trauma, through lived experience, expertise, education and co-
production. 

Lived experience in practice 

The organisation has developed the mechanisms for an infrastructure that is centred around lived
experience, with the whole workforce having relevant lived experience that is used within their
work. Some roles require intentional use of lived experience whilst other roles are informed by
their lived experience. A one size fits all approach doesn’t work and so everything is developed in
an organic and bespoke way, using the core principles of recovery.  

Additional helpful information 

The organisation was established thirty years ago and the work is continually evolving. They
describe their first decade as the ‘having a voice’ decade, their second decade was focused on
‘moving from service user representation to partnership’, and their third decade has centred on
‘education and building a lived experience infrastructure’.  

For more information, please go to www.dorsetmentalhealthforum.org.uk/  
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A Spotlight on  Expert Citizen CIC 

What it is /does

A community interest company built by and for people with lived experience of multiple
disadvantage that works to ensure that systems are led by the people they are designed to serve
for the collective interest of society. 

Lived experience in practice 

The team is comprised of eleven people, all of whom have past or present first-hand experience of
a social issue or social injustice that they have been affected by and use to make change happen.
People’s lived experience is inclusive of homelessness, criminal justice system, mental ill health,
survivors of domestic abuse, sexual exploitation, poverty and hardship. 

People use their unique knowledge to co-create and co-design services in recognition of the fact
that most people who face multiple disadvantage don’t get the best services that they deserve. 

Additional helpful information 

Expert Citizen CIC have produced a wide range of accessible resources, including videos and
podcasts that can be downloaded on their website. They also host an annual awards ceremony –
the Insight Awards – that celebrates and shares best practice. 

For more information, please go to expertcitizens.org.uk/ 
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A Spotlight on  Lived Experience Advisory Forum 

What it is /does

An independent group run by and for people with lived experience of homelessness, to ensure that
the valuable input of Experts through Experience is included across Oxfordshire within
commissioning, service planning, policy change, decision-making and service evaluation within the
homelessness services. LEAF is facilitated by a partnership approach between the Gatehouse,
Aspire and Oxfordshire Homeless Movement. LEAF has the belief that homeless provision in
Oxfordshire is made more effective by consulting people with lived experience of homelessness.
  

Lived experience in practice 

The forum has a membership of around 16 people and they are currently spending time building
relationships with each other and decision-makers that they work with.  
 
Requests for people with lived experience to provide their insight are made by external
organisations and then linked to a forum member. Allocation of work is supported through looking
at skill sets and areas of passion for the forum member to ensure the forum member is gaining
from the experience and not just the service. LEAF work is also sought through ideas from the
forum members where they have noticed gaps in the homeless pathways through their own
experiences or listening to people who are currently living in the homeless provisions. In addition
to this, CEOs, strategic leads and other professionals are invited to coffee mornings to better
understand people’s lived experience to influence their decision-making and try to bridge the huge
gaps between decision makers and people who have previously or are currently using the
homeless provisions. 

Additional helpful information 

LEAF was started around 2-3 years ago by people working within the homelessness sector who
had their own lived experience and recognised decisions were being made by people who did not
understand what it was like to actually live it and the main focus was purely on statistics and data to
support their decision making. A need was recognised to support change in the system which was
to develop systems from the bottom up rather than top heavy to support improved services being
formed within the homeless pathways in Oxfordshire. LEAF (Lived Experience Advisory Forum)
was formed to support Co Production work to ensure a scope of views and ideas were being taken
into account before decisions around commissioning, service planning, policy change and service
evaluation were made.  There are two paid members of staff who both work part time, one 3 days a
week and the other 1 day a week, both paid staff are also experts by experience. 

For more information, please leaf@oxfordgatehouse.org 
or visit www.oxfordshirehomelessmovement.org/ 

https://www.oxfordshirehomelessmovement.org/
https://www.oxfordshirehomelessmovement.org/
https://www.oxfordshirehomelessmovement.org/


Lived experience in practice 

A Spotlight on Lisa Ward Consultancy

What it is /does

Lisa has a passion for lived experience engagement, particularly within the violence against women
and girls and mental health sectors. She offers a full range of consultancy services in these areas
from best practice advice through to developing and leading inhouse lived experience projects.
    

Lisa is a survivor and her working life has been spent in the fields of mental health and the Violence
Against Women and Girls (VAWG) sector, focusing specifically on issues of sexual violence. She
has also worked as a ‘Lived Experience Expert/Expert by Experience’ as a trainer and consultant in
both areas. Lisa is experienced in strategy and development, public speaking and media work, as
well as fundraising and events management. 

Additional helpful information 

Lisa has worked with many different clients, including the Violence, Abuse and Mental Health
Network and Oxfordshire County Council. She is also a trustee for Aylesbury Vale and Milton
Keynes Sexual Assault and Abuse Support Service, and a former trustee of Rape Crisis England and
Wales. 

For more information, please go to iamlisaward.com/ 
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Lived experience in practice 

A Spotlight on National Suicide Prevention Alliance

What it is /does

An alliance of over 1,000 public, private, voluntary and community organisations and individuals in
England who care about suicide prevention and are willing to take action to reduce suicide and
support those affected by suicide.   
  

The Lived Experience Network currently consists of an Online Panel and a smaller group of Lived
Experience Influencers. The online panel is comprised of 370 members that receive information
about opportunities they can get involved with, including surveys, focus groups to influence and
inform strategic decision making. Lived Experience Influencers are  a smaller group of just over 32
people who are recruited, trained and supported to take part in paid opportunities around suicide
prevention, influencing decision making at all levels.  
 
People with personal lived experience relating to suicide come together to support each other and,
with guidance, influence policy and practice. Some people live with suicidal thoughts, some people
have attempted suicide and others have been bereaved through suicide.   
 
The Lived Experience Network also provides support and guidance to organisations working in
suicide prevention around good practice when involving people with lived experience in their
work, and advocating for this to be done in a meaningful way. 

Additional helpful information 

The organisation is hosted by the Samaritans and is made up of a team of four people. One role is
required to have lived experience of mental health, self harm or suicide. 

For more information, please go to nspa.org.uk
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Lived experience in practice 

A Spotlight on Our Agency 

What it is /does

Our Agency CIC is based in Greater Manchester and was formed by a small number of directors
with lived experience of disadvantage, including mental health issues, involvement with the
criminal justice system and substance misuse. Our Agency believes that all work with individuals
who have faced disadvantage should be underpinned by values as opposed to working within rigid
systems and structures.     

This is a peer led service that doesn’t try to fix people, but supports people to find a new identity,
do new things, have a sense of purpose and meaning, and create new friendships.  
 
The concepts of agency and empowerment are reflected and modeled in the governance and
decision-making structures.  
 
Since forming in 2019, members of Our Agency have been engaging in reflections about how the
systems that people live and work in could be reimagined to better respond to the lives and needs
of people facing disadvantage.  

Additional helpful information 

There is one paid member of staff and a pool of sessional workers. Consideration is being given to
developing a membership model.  

There is no website available for the organisation at the moment. 
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Lived experience in practice 

A Spotlight on  Prison Reform Trust 

What it is /does

Works to create a just, humane and effective prison system by influencing decision-makers,
opinion formers and the public to reduce the use of prison, improve conditions for prisoners and
promote equality and human rights in the criminal justice system. 

Lived experience became an essential element of the organisation’s work in 2017 when a senior
management post was created – now known as Head of Involvement, Impact and Influencing.
There is now a team of 5 paid staff, and 1 paid intern, doing this work - all of whom have lived
experience of the criminal justice system.  

The Prisoner Policy Network is comprised of around 1,000 prisoners, 400 former prisoners, family
and 29 supporting organisations.  

The Network comes together to ensure prisoners’ experience, expertise and advice is heard in the
sector and that this is evidence-based. Members of the network use their lived experience within
research, advisory boards, consultations, writing blogs and more. They provide knowledge, insight
and expertise to people who want to speak to prisoners. 

Additional helpful information 

The organisation employs 30 people. 

For more information, please go to prisonreformtrust.org.uk/ 
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Lived experience in practice 

A Spotlight on Red Rose Recovery 

What it is /does

A nationally recognised pioneering organisation that develops recovery systems and creates
opportunities for people affected by substance misuse, dual diagnosis and offending behaviours.
They also support and help co-ordinate the Lancashire User Forum which is the UK’s largest
mutual aid forum and active service user group delivering community action and recovery support
across the country. 

There are 100 members of staff within the organisation, and 95 of these people have lived
experience. For many people, this is their first job. People use their lived experience to provide
people with a network of support, including helping to identify activities and training opportunities
that they want to pursue. Staff also provide support for people about relationships, housing,
education and employment.

A high proportion of the team have accessed support from the organisation, become volunteers
and then gained employment, but that isn’t the journey for everybody.

Additional helpful information 

The organisation was borne from the Lancashire User Forum. Red Rose Recovery are celebrating
their tenth anniversary this year. 

For more information, please go to redroserecovery.org.uk/ 
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Lived experience in practice 

A Spotlight on Revolving Doors

What it is /does

Champions long-term solutions for justice reform that tackles the root causes of reoffending and
supports people’s journeys towards better lives. 

An established approach to working with people with lived experience of the criminal justice
system, specifically those that have repeat contact with the system and experience of underlying
unmet health and social care needs. Member’s involvement is based on a time limited membership
model that enables progression towards what they want to achieve after their time
with Revolving Doors. 

Members are involved across all aspects of the organisation, from peer research, policy work with
Ministry of Justice and other decision-makers, to organisational development, through a range of
different regional forums and Lived Experience groups. 

Additional helpful information 

The organisation employs around 15 people, one of whom has lived experience. Their work has a
national focus. 

For more information, please go to revolving-doors.org.uk/ 
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Lived experience in practice 

A Spotlight on SafeLives

What it is /does

A UK-wide charity dedicated to ending domestic abuse, for everyone and for good. Founded on a
risk led response, working with organisations across the UK to transform the response to domestic
abuse. Listening to survivors, putting their voices at the heart of their thinking. They look at the
whole picture for each individual and family to get the right help at the right time to make families
everywhere safe and well. 

Their lived experience work is known as Authentic Voice and focuses on survivors of domestic
abuse who want to use their voice to make a change. 

SafeLives has chosen a ‘pyramid’ model of Authentic Voice, where there are 3 levels of involvement
allowing for both depth and breadth of voice. 
 
At the top of the pyramid are the Pioneers (operating in England and Wales) and the Scottish
Authentic Voice Panel. There are around 30 people total in this layer, who are involved throughout
SafeLives’ work and with organisations who contact them to ask for the expertise of survivors. This
includes some staff who have lived experience of Domestic Abuse as well as people who are
external to the organisation. There is a full wraparound package of support in place. 
 
The middle section of the pyramid are Experts by Experience, who work with SafeLives on specific
projects to share their expertise. Support is provided by the lead on the project. 
 
The bottom section of the pyramid is the Survivor Voice Network, which encompasses survivor
groups and activists across the country who may use their voice more specifically in local areas.
Support is usually provided by local organisations. 

Additional helpful information 

This work has increased significantly over the past six years and continues to grow and evolve. It is
funded internally and externally as a dedicated part of funding bids.  

For more information, please go to safelives.org.uk/ 
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Lived experience in practice 

A Spotlight on  St Giles Trust 

What it is /does

Helps people held back by poverty, exploited, abused, dealing with addiction or mental health
problems, caught up in crime or a combination of these issues and others. They show people that
there is a way to build a better future – for themselves and those they care about – and help them
create this through support, advice and training. 

45 – 50% of the workforce have a lived experience that is similar to those that they support, and
the majority of those people have criminal convictions. Staff with lived experience hold roles
throughout the organisation such as within the management structure, finance, HR and back office
functions as well as within frontline roles. The majority of staff with lived experience actively draw
on this within the work that they do, and there is an ambition for each team to be made up of 50%
of people with lived experience. 

Additional helpful information 

Lived experience work started with the London Meet at the Gate service around 18 years ago,
when men who had accessed a peer programme in prison began to volunteer within the
organisation.  

The organisation has grown significantly since its launch in London in the 1960s, and now supports
many thousands of people per year across England and Wales.  

For more information, please go to www.stgilestrust.org.uk 
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Lived experience in practice 

A Spotlight on Welsh Women’s Aid Survivors’ Network

What it is /does

A Welsh network where women who have experienced violence and abuse can access a range of
national, regional and local engagement opportunities and resources. 

The survivors’ network is led by a Survivor Engagement Officer and its membership is currently
around 100 women across Wales. Members must be over 18 years of age and away from the
perpetrator. There is no time limit on involvement. Within the membership there are three levels
of involvement reflecting survivors’ willingness and preparedness to feed into consultation and
strategic planning opportunities with government, police and frontline services. Members join the
network as volunteers, meet online and in person, and connect via WhatsApp. The network works
with individuals on a trauma informed, needs-led basis and engagement is tailored to each
individual to ensure that nobody is left out of the discussions. 
 
A new scheme has recently been introduced to support members to transition into volunteering
roles within Welsh Women’s Aid and other member services across Wales, with the aim of
facilitating progression into paid roles within the sector. 

Additional helpful information 

The new volunteer scheme currently provides placements for five women, though there is no set
limit on the number of participants. The timeframe of the placement scheme is tailored to each
individual, with some women ready to transition into paid roles within 6 months and others
spending longer within the scheme. 

For more information, please go to 
welshwomensaid.org.uk/news/welsh-womens-aid-survivors-network/
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Lived experience in practice 

A Spotlight on Wyre Forest and South Worcestershire 
Nightstop and Mediation Service 

What it is /does

Provides safe, emergency accommodation and family mediation for homeless young people
between the ages of 16 and 25 in Worcestershire. Prevents homelessness by empowering young
people to reach their full potential. 

Young people are at the heart of everything the organisation does – in developing a new project,
going for funding, evaluating a service, promoting the work of the organisation, marketing, and
informing the governance of the organisation.  

This way of working ensures that everything they are delivering is both wanted and useful for
young people, rather than what others might assume is wanted and useful. 

Additional helpful information 

The organisation offers a crisis service so engagement can often be fleeting, and flexibility is core
to their approach. Their staff team includes individuals with lived experience of adverse childhood
experiences and they are currently exploring options for more formal representation of lived
experience within the trustee board.  

For more information, please go to www.wyreforestnightstop.org.uk/ 
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3. The benefits and impact of Lived Experience  

The people that we spoke to were clear about the huge range of benefits that lived experience
brought to the work of their organisation. There seemed to be four distinct ways that this was
spoken about – the benefits that this brought to individuals, their peers, the organisation, and
society more generally. The many, many benefits and impact of lived experience are outlined
below.

“We recognise that lived experience knowledge is equally as valuable as

academic, professional and practice experience.” 

“Our stories don’t define us, [this work] it’s just the beginning and there are

always ways to make change in your life.” 

 For the individual  

Find meaning and purpose within your experiences. This is especially pertinent for those who
feel they have been written off by society, stigmatised, or lost years of their lives and have felt
shame, pain, and distress. When the right support is in place for people with lived experience,
they are able to show up as their whole selves. They do not have to hide elements of their
identity or existence through fear of judgement from others. Many people can take the time to
make sense of their experiences and change the narrative of their own story. They are more
able to see the systemic failures and injustices that have caused them harm, rather than feeling
personally responsible or that they have failed in being able to thrive. Lived experience work
helps people feel more able to move forward with their life when this has previously felt
impossible. For some, it is completely transformative and life-changing. 

An increase in self-esteem, confidence, and well-being. People feel heard, listened to, valued,
and accepted for who they are. It can be cathartic and therapeutic to realise that you are more
than what your records say you are or what you hear about people like you in mainstream
media. You realise that you have the potential to achieve your hopes and dreams. When you
feel valued, respected, and worthwhile, your self-confidence and self-esteem grows. 

Compassion, empathy, friendship, belonging, and an appreciation of others. This happens
when you are in spaces that enable you to learn from others who have been through, or are
going through, similar life experiences. It enables you to find comfort and solidarity, as well as
hope for the future. For some people, the support that they gain from their peers leads to
genuine and authentic friendships. Some of these are more positive than previous or existing
friendships and relationships – you are more able to move away from people or parts of your
life that have been unhelpful. It enables you to hold hope for the future and feel part of a bigger
cause. You can identify and celebrate common achievements when you’re part of a team or a
movement of people aiming to achieve the same thing. 
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Skills, knowledge, and opportunities. The skills, knowledge, and experience that people gain
(or regain) from doing this work has helped them to move forward with their lives and take
hold of opportunities that may not have been possible to fulfil their potential and aspirations.
This might mean becoming change-makers, as well as moving into education and employment
(including self-employment), setting up a charity or community interest company, or speaking
at a national conference or on the radio. For some it enables them to carve out their vocation,
and for others, it's about realising their worth and being able to achieve their hopes and
dreams. 

Hope, trust, and inspiration. For those that are at the beginning of their journey within this
work, seeing those who have gone before you, and understanding their struggles and
achievements, can provide you with the hope and inspiration you need to do the same. You can
trust in a future that you can see, and trust in the people that are living evidence of this. Seeing
that others who face adversity can survive and thrive gives you hope for a different future.  

Appreciation of difference. Spending time with people who have had similar experiences of
life, but for different reasons, and who have often responded in different ways, enables you to
understand that there is no single truth within any of this. What works for one person, is
different for another, and hearing this can help you appreciate differences and try things that
you might not have previously considered. 

Peer support and solidarity. When you are part of an oppressed group of people, being part of
a community that is trying to make a difference for themselves and others like them, gives
people the strength to get up and do what they need to, or want to do. To tread this path on
your own can be difficult, overwhelming, and exhausting, but to do it with others makes the
challenge more manageable. The support that you give and receive from your peers is
invaluable. 

“Sharing [your experiences] can help people. It helps them feel valued and

welcomed and friendship is an incredible force for good.” 

“I’ve been through services myself so that gives me empathy with others –

people are surprised though as they think I’m posh until I disclose certain

things.” 

 For others with lived experience  
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“You get a unique point of view to the service. It allows you to challenge your

own biases and preconceived stereotypes. It really does enhance it for those

who don’t have that lived experience, to understand where the person they

are supporting is coming from.” 

“When you start to speak with people with lived experience, the actions taken

and the way you approach things shifts and becomes more based on what

people need.” 

“It’s the morally right thing to do, but it also makes sense economically too …

people wonder why things aren’t working and usually it’s because people with

lived experience aren’t a meaningful part of those things.”

 For organisations  

A reason for existing or surviving. Organisations that have been founded on lived experience
have this so deeply woven into the fabric of their existence, that they cannot do what they do
without it. If they did it would lead to significant mission drift. For others, it has become
something that commissioners and funders are more and more interested in seeing and can be
influential in supporting their survival within the third sector.

Doing what's needed and wanted. Without seeking out the opinions, ideas, and experiences of
people with lived experience, you can't possibly know that what you're doing is truly needed
and wanted, or what works and what doesn’t, or what helps and what harms. This translates
into customer satisfaction within any other sector and is critical – services and products are
much richer and more appealing when people with lived experience design them, shape them
and deliver them. 

Simple but smart solutions to complex problems. People with lived experience often have
amazing problem-solving skills that they have developed over their lifetime and use their
imaginations to create better futures. When their skills in this are sought, what is often elusive
to those working within the sector or becomes too complicated to implement, suddenly
becomes more obvious. Organisations can change how they work for the benefit of the people
they serve, sometimes introducing completely new ways of working. These new ways of
working can be more cost-effective and more popular. When service uptake is high, it can
demonstrate a level of need that potentially opens up more funding opportunities. 

Authenticity and credibility. You’re more likely to accurately represent the people that you
serve when you’re in direct contact with them, rather than relying on other people telling you
what their lives are like. This can help avoid reputational damage that can be caused through
inaccurate portrayals, particularly when it comes to marketing, campaigns, and external
communications. 
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Improves access and inclusion. When services are designed by people who often find
themselves intentionally or unintentionally excluded from mainstream society and services,
they are naturally more accessible to people. They are designed by people who have their own
experiences of exclusion at the front of their minds. Others can then learn from their
approaches to improve access and inclusion. 

People want to give back. Whilst this isn’t the case for everybody, many organisations work
with people who have previously accessed their services, and they want to give something
back. When this happens, it can create a pipeline of volunteers and/or staff who know the
organisation well and want to contribute to what they do so that it benefits others who are in
receipt of their services. 

Better decision-making. When people with lived experience are involved in decision-making,
they can speak truth to power given the right set of conditions. Their perspectives bring a
diversity of thought that can lead to more robust, better decision-making as they are grounded
in the reality of their own life. In larger organisations, this is of particular value as the most
senior decision-makers are often furthest removed from communities of people that they
serve. 

Improves the workforce. Including people with lived experience can help ensure a more
ethical and rights-based way of working that does things with people rather than to them or
for them. It challenges people’s assumptions about other people that is often based on
ignorance or a false ‘them and us’ division. It can also prompt people to consider their broader
learning and development needs, brings more challenge to their work and enables the
workforce to work in anti-oppressive ways.

“There is a diverse pool of expertise and wisdom that comes from lived

experience. This cuts across class and social division and moves an

organisation from believing it’s the expert that helps the vulnerable to a

collaboration that works against oppression.” 

“We are finding out parts of the system that are really broken and disjointed

and want to be able to unite with other lived experience organisations in

different parts of the country to collaborate and join forces without getting

caught up in a competitive tendering process that pit people against resources

that are limited.” 

 For society  

Contributes to broader social change work. Lived experience work is enabling society to
challenge the social systems, structures, and narratives that define people. This leads to the
creation of solutions to some of the most complex issues in society through changes to national
policy based on people’s lived experiences.
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Combats stigma and discrimination. The more people that do this work, the more that taboo,
sensitive, or challenging life experiences can become normalised within society. When people
share their experiences of issues such as domestic abuse, homelessness, addiction to drugs or
alcohol, or mental health issues, it challenges the general public’s assumptions about what
people look like, sound like, and behave like. 

Challenges people about their privilege, power, and position in society. Lived experience
work is creating a more inclusive and anti-oppressive society, with more and more people
beginning to question their position in the world and how we are all complicit within systems
that oppress people. 

4. Valuing and supporting people with Lived
Experience  

“The focus on financial compensation isn’t helpful as people can be valued in so

many ways. There are accusations of exploiting people if you don’t pay them,

but some people don’t want to be paid – it’s a redundant and reductive way of

thinking about it. No civil rights movement would have gone anywhere if that

was the principle.” 

The people that we spoke to were able to easily identify a broad range of ways that they both value
people with lived experience, as well as support them when that is required. However, the most
important point that everybody made was that, wherever possible, this should be approached in a
personalised way as everybody is different. That in and of itself is what makes people feel valued
within this work.  

Each organisation had a different stance on the range of ways that it financially values people with
lived experience, or not. For those that do, they tend to employ people to do the work on an
appropriate salary or pay scale, work with people as freelance consultants or associates, or make a
nominal payment based on the time that people give to this work. 

This is more complex than what it first appears though, primarily based on the fact that some
people with lived experience are in receipt of welfare benefits, and paying people, or offering to
pay people, for this work can have negative implications on them personally, as well as for the
organisation. However, several people also suggested that it becomes more complicated than it
needs to be - people should be treated as responsible adults who can make financial decisions for
themselves, rather than people who need care, support, and expert advice when it comes to
financial responsibility. 

Financially valuing people 
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The setting that lived experience work takes place in though does require consideration. For
example, regulations exist that mean it is not possible to pay people who are in prison for the work
that they undertake and those that work within mental health may refer to NHS or National
Institute for Health and Care Research guidance on this matter. One person referred to the work
of Judy Scott Consultancy as a resource for specialist guidance and advice on paying people for
their time within this area of work. 

One or two organisations were able to offer in-house specialist advice for people around
payments, and others were able to provide letters to share with benefits agency staff to provide
evidence that they were working within what was legally possible. When this was happening, it
was important for advisors to keep up to date with any benefit changes and their implications. This
is a specialist area of work. 

Several people spoke about nominal financial payments that they have been aware of that are
simply not available at appropriate rates. For example, it can be insulting when you’re offered a
£10 voucher and a slice of cake for coming to a meeting and sharing personal experiences for other
people’s consumption. However, for others, this was acceptable and was a core element of how
they work.  

One or two people provide an option for people to donate to the charity of their choice instead of a
payment or a voucher. There were no strong views expressed about this as an alternative payment. 

Finally, some organisations work with people as volunteers only, paying people any out-of-pocket
expenses that they incur within their work. This can be a stepping-stone into education or
employment and is a valuable opportunity for many people who are keen to use their lived
experience and are not interested in receiving payment or payment in kind.

Alternatives to financial payment 

Provision of vocational and / or accredited training programmes;  

Access to organisational wide training programmes that include modules like Safeguarding,

Equality and Diversity, Manual Handling, General Data Protection Regulations,

Confidentiality, and Boundaries; 

Provision of personal coaching and mentoring; 

Specific training to become peer researchers, peer supporters, facilitators, trainers,

presenters, and public speakers; 

Providing people with opportunities to expand their knowledge and develop (or redevelop) their

skills and abilities is incredibly valuable. There was an almost endless list of opportunities that we

heard about that are outlined below:-  

Personal development and knowledge creation 



Training sessions and/or on-the-job training that focuses on Listening Skills, Peer Support,
Dealing with Difficult Situations and People, Podcast Creation, Recovery, Mindfulness,
Working Strategically, Trauma-Informed Ways of Working, Assertiveness, Well-being,
Resolution Skills, Communication Skills, Giving and Receiving Feedback, Sharing Your Stories,
Emotional Intelligence, Emotional Resilience and Putting Values into Practice;

Training sessions that help people better understand the policy landscape of the sector(s) they
are working in and influencing; 

Support to identify transferable skills, develop CVs and apply for jobs; 

Membership of organisations and subscriptions to journals; 

Securing places at conferences, workshops, and events to share knowledge, perspectives, and
insight and provide networking opportunities that would otherwise be inaccessible; 

Taking part in team-building days and events. 

Valuing people is also about seeing people as people and showing them that you're invested in
them, that they matter, and that you care about them. Valuing people includes many different
actions or words, some of which seem obvious, and all of which enable people to feel that they
matter. It’s the small personal touches that are memorable, and they can include the following:- 

"It’s important to pay if you can, but it’s more important for people to feel

valued … don’t just say that you value them, show them that you do.” 

 The small things that matter  

Providing meals and easy access to
refreshments they like (such as ice creams
during the summer months!); 

Helping people create social networks; 

Celebrating and validating people for who
they are; 

Sharing decision-making with people in a
genuine way; 

Securing a Wi-Fi connection and associated
costs; 

Purchasing equipment that helps them do
their work, such as cameras or laptops; 

Family days out; 

Purchase of a bike that helps to manage
emotional well-being and in turn helps, you
do the work; 

Bringing enjoyment into people’s lives
through contact with them; 

Providing positive and constructive
feedback; 
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Celebrating different religious festivals;

Celebrating people’s birthdays and other
milestones; 

Listening to people and remembering
details about their life that you enquire
about; 

Access to relevant resources and meetings;

 

Sending cards, postcards, and letters; 

Helping people understand what they need
to lead a happy and healthy life; 

Saying thank you, and meaning it; 

Sending articles or details of an event that
you know somebody would be interested in.

Perhaps having a menu of choices available that respects people's individuality 
and individual circumstances is the best way forward.  

The stigma and discrimination that people have faced throughout their life can have a cumulative
impact that should not be underestimated. Many people have internalised this and as such often
see the negative labels that society has put on them rather than all the facets of themselves that
make them unique and valuable. As such, some people may need to be reminded and sometimes
supported, to identify their strengths and assets and to see themselves beyond their labels. This
requires an intentional and individual approach that enables people to feel valued as human
beings. 

“You have to have empathy and believe that people can change – look for
people’s skills and believe in them when they may not believe in themselves.” 

“If you can’t master inclusion as a practice in your own organisation, you’re not
walking the walk. You fail in your authenticity and credibility with people from
oppressed communities.” 

 Undoing the harm that stigma and discrimination causes  

“Actually they often just need to sort out their own organisation so that all

human beings can thrive at work as opposed to it being an organisation that

supports ‘those’ people with lived experience. You want to be very careful not

to ‘other’ people.” 

 Supporting people  
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“It is quite a fine line between someone’s wellbeing and making sure that is

supported as well as it can be that doesn’t take away their autonomy but also

their autonomy doesn’t get in the way of them being safeguarding and not

seeing their own wellbeing come to harm, that’s often a delicate line to walk.

We’ve created processes for how we do that and a couple of times when I’ve

seen people most distressed, it’s been when those processes haven’t been

followed.” 

“If people aren’t used to working in professional settings they think they have

to leave parts of themselves at the door and that means they’re fragmented

and don’t feel safe. You don’t need a new identity to thrive in this environment.

You don’t have to speak differently, or dress differently and then be another

person at home. We teach people the skill of integration.” 

Here are the essentials that people need to be able to utilise their lived experience within their
work:-  

You should never assume that people need support or what that support should look like. People’s
support needs change over time and a conversation about what people might need to do this work
should be asked regularly. 

Job Descriptions and Person Specifications – it’s critical that each distinct role has an overall
aim and that there are details about what this means in practice, in addition to the skills,
abilities, knowledge, and experience required for the role. This is of course the same for any
job, and it's important to remember that lived experience and your ability to use this within
your role as required is just one key criterion.

Role descriptions – similar to a job description and a person specification, volunteers also
require clarity on what they are doing, why, and how. The details of the skills, abilities,
knowledge, or experience required may be more flexible and some people take an approach to
developing them ‘on the job’. Volunteer roles need to be genuine roles, rather than making
something up for somebody just because they want to give their time. Details of any time limits
within the role are important to include to manage expectations. 

Induction – as with anybody joining any organisation, it's important to provide a good
induction that focuses on not only the role but also the organsiational culture, values, code of
conduct and relevant policies and procedures. For those that are new to work, or haven't
worked for some time, you also need to cover some of the essentials that can easily get
forgotten such as how to write emails, work remotely, use social media, what to wear, the
office ‘politics’, and decoding the jargon that is used. For those that have previously used an
organisation’s support services, helping them to move from being a ‘grateful service user’ to
somebody doing a valuable job may be required. 
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Clear progression routes – it’s helpful to think about what happens after this work comes to an
end; are there opportunities for progression within the organisation or somewhere else? How
can you make the most of the time you are here, what do you want to gain during this time, and
what is the plan that you have to move forward in this work, or another chosen pathway?

Emotional wellbeing – this work is deeply personal and support is often needed to help make
informed choices about how to navigate your way through personal disclosure and the trauma
that this can cause. People need to have the emotional support to do the work when they need
it. This may come in the form of regular one to one's with a trusted person, access to
counselling through an employee assistance programme, reflective practice sessions with
trained professionals, or peer support with others using their lived experience. 

Check-in's and check-outs – if there are key moments when people are using their lived
experience, or attending specific meetings, it can be helpful to offer regular check-in's and
check-outs so that people feel as prepared as possible to go into the setting as well as reflect
on how it went shortly afterwards. 

Supervision – access to a line manager or other trusted person where you can have open and
honest conversations about the work you do, including your performance within the role.
Whilst access to supervision is often in place for staff, it was surprising to hear that it can be
forgotten or missed within lived experience roles. 

Additional one-to-one support – Motivational, mentoring, peer, or pastoral support should lie
with somebody who is not your line manager if possible. This needs to be with somebody who
is trusted, has a deep understanding of lived experience work, and can offer support as well as
tips and techniques that they have found useful themselves. 

A positive working environment – a welcoming environment that is accepting of you and your
lived experience is key. The working culture needs to be something that is led by senior leaders
and embodied in the way that people work. It may include a robust, flexible, and adaptive way
of working that is supported by appropriate policies and procedures. It may include flexible
working hours, additional annual leave, wellbeing days, or the ability to take a nap when you
need to! 

Safeguarding – a clear and transparent approach to safeguarding in the context of lived
experience is required, particularly when people are deemed to be vulnerable and subjected to
safeguarding policies. Having a clear stance on this, as well as the appropriate policies and
procedures is important, but so is including these details within any induction or onboarding
process. This may happen formally or informally. 
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Supporting people with lived experience should never take a one size fits all approach. We heard
that co-creating support and reviewing it regularly is important and the level of thought,
resources, and time it takes to put in place this level of support needs to be considered. Finally,
caution was expressed for those organisations that are developing their approach to lived
experience as it needs to be done in partnership and collaboration with people with lived
experience in the first instance – they  are key in deciding what support is most appropriate or
needed. 

“Compassion and empathy make you good at your job but if you don’t have a

way of processing it and maintaining healthy boundaries that keep you well it

can make you quite unwell. The work leaves you with difficult feelings … like

when you see and hear that refugees are unable to afford to it … it’s hard to

leave these things at work.” 

“We recognise the time it takes to build up trust to get people involved in this

kind of work – people need to invest more time and resources to do it.” 

“It’s really important that staff know that they are employed not simply on the

basis of their lived experience, that is one aspect, but they have to meet

multiple skillsets and a knowledge base through interviews and application

processes.” 

“The team is made up of people from different cultures – this helps everybody

learn that one concept can be different for different people. It enables a

collective understanding to be created for individuals and organisations.” 

 Seeing beyond people’s lived experience  

One of the fundamental ways of valuing people with lived experience is to see and treat every
single person as the person that they are and seeing beyond their lived experience. Lived
experience is a vital source of knowledge, but everybody holds more knowledge than just what
their lived experience gives them. They have much more to offer.  

There needs to be a focus on social interactions that replicate what happens within both work and
social environments so that lived experience does not become a transactional conversation that
pigeonholes people into one-dimensional parts of their past and/or present lives. People need to
have the time and space to learn about each other, and for that to be embedded within how an
organisation works and how people behave towards each other. Creating time and space for
people to have the option of being together socially can be important for many people. These ways
of working need to be woven into an organisation.   
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It should be noted that several people spoke about the complexity and intersecting elements of
people's lives and experiences. The depth of somebody’s lived experience can be compounded by
the length of time that is has been part of their reality. This can make it harder for people to see
beyond their lived experience. For example, an older Black man who has experienced depression
for two years may find it easier, and other people may find it easier, to see beyond his depression,
compared to a young Asian man who has lived in the care system, struggled with their mental
health, been addicted to drugs and alcohol and spent time in prison. However, this is, as many
things are when it comes to lived experience, a very individual experience, and what works for one
person may not work for another person. There is a danger that people begin to see themselves as
only their lived experience, and that this is all they have to offer an organisation. It's imperative
that their time with any one organisation or person that works with them around their lived
experiences sees them as a whole person, values them as a whole person, and shows them that
they have so much more to offer the world. This means treating people the same way that they
would treat people who don’t have lived experience. 

When it comes to producing case studies, stories, publications, and podcasts about lived
experience, it's really important that small, yet really important, details about a person that are
beyond their lived experience are included. This helps people beyond the organisation also see,
appreciate, and realise that people are people and more than just their experiences. For example,
‘xxx is a mum of two who loves cycling and watching Bake Off’ rather than simply ‘xxx is a survivor
of sexual abuse and was addicted to heroin for ten years’. 

It is important to do this work without it focusing solely on people telling their stories, reliving the
trauma of this, or passing trauma on to others. The details are often not needed as it can be enough
to be in a space that is for people with lived experience. Constructing spaces that allow people to
share their experiences and help them connect that to other people’s experiences and the bigger
picture is helpful. This helps everybody become more than their own single lived experience and
become part of a bigger movement of people who are trying to change things for the better. 

If people come to you with ideas and want to use their skills and abilities in a way that may be
unexpected, don't simply say 'no' and shut down the conversation. See if there's a way to take this
on board and do things differently. For example, if somebody is a talented DJ and wants to show
this to people, can a social event be organised where they're able to use their talents?  

Finally, several people cautioned that lived experience is difficult work and many people get it
wrong when it comes to valuing people. When it goes wrong and people are not valued, it can harm
people and everybody can get stuck. Finding the best ways of valuing people, based on what they
say is the best way to do this, is perhaps one of the most common challenges that people face
within the world of lived experience. Yet, as we can see, there are many, many ways in which this
can be achieved and sometimes the solutions to this are clearer to those that have lived
experience.
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“It is important that we don’t expect people to be grateful for the opportunity.

We have seen it so many times we now know the pattern and we expect it. So,

there’s the grateful phase, then there’s the overcommitting phase, then there’s

the crash.” 

 

“This is not easy work. It is painful. It is vicariously painful. And shouldn’t be

taken lightly. Done properly it is painful, but it is incredibly rewarding.” 

 

“We can mitigate against some of it, work alongside each other to campaign to

change some of it but we can’t wave a magic wand and change everything

about how the system operates.” 

There are many challenges when it comes to lived experience, but for every challenge that we have
heard about, we have also heard that there is a solution, and often there is more than one. This is
heartening and we now provide an overview of the key challenges that people have shared with us,
in addition to the range of ways that these challenges can be addressed. For ease, they have been
clustered into the following ten key areas:- 

     1. It challenges other people 

     2. Finding the right people to do the right work 

     3. Working in and with groups 
     
     4. It can cause some people more harm than good 
     
     5. Taking risks 

     6. People can get stuck, sometimes 

     7. Previous ‘bad’ experiences can linger 

     8. It can be difficult to see the difference it makes 

     9. The way that society works is reflected in this work 

     10. Working inclusively 

5. The challenges in this work and how to overcome
them   
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“People started talking about hierarchy at the beginning – ‘I’ve been a

practitioner for 20 years and suddenly I’m less important than those staff with

lived experience’. But I think this is a perfectly natural, if not frustrating, part

of any change, particularly when you’ve got people who aren’t included and

part of that change.” 

For those organisations that have developed their lived experience work more recently, or who
are not intentionally made up of people with lived experience, they spoke about the challenge that
this work poses to people who do not have lived experience. It is often part of an organisational
change process and the impact that this has on people should not be underestimated. How this can
be tackled includes:- 

Putting in place support and training to help people understand what this work is, what it
means, and explore people's feelings in a contained way rather than leaving people to 'just get
on'.   

Undertake an organisational-wide consultation so that people can explore their thoughts and
views and feel more connected to the work when it starts to happen. 

Have a plan in place and communicate that with everybody so they know what's happening,
when, and why. This helps everyone feel more included, even if it's not something that they will
be doing individually or directly. 

Start at a scale and pace that works for your organisation and in a way that you can learn as
you go. Don’t worry too much about getting it ‘right’ the first time round as this just stalls the
work. 

Prepare people for the change that is to come. People with lived experience may not speak in
the same way as staff and they will ask questions about why things are done in a certain way, as
well as offer ideas of how things could be done differently. Some people will feel threatened by
this, become defensive, and/or be deeply challenged by the perceptions that they hold about
those with lived experience that they were previously unaware of.    

Appreciate that people within the workforce may also have their own relevant lived
experience and this may cause tensions that need to be worked through. Does their lived
experience count, or does it not? Are they expected to utilise this in the future, or is this
something that is not required? It's important for people to individually chose whether or not
they disclose their lived experience and for that to be treated confidentially and respectfully as
they choose. 

Acknowledge that organisational change is hard and can be unsettling for people, even those
who believe that this work is crucial. 

 It challenges other people  
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Having clear job descriptions or role descriptions in place that detail skills, knowledge,
experience, and abilities required beyond lived experience and why this is required. In
particular, also focus on the benefits for people so that they can understand what’s in it for
them.

Use inclusive and accessible language, and don’t rely on written information that often
unintentionally excludes people or doesn’t quite reach them in the way you thought it might.
Instead, work with and alongside contacts, networks, and agencies to dig deep into the hearts
of communities of people where they are and spend time developing trusting relationships
with people to help you with this.

Developing pipelines of people so that there is a gradual building of trust, experiences, and
familiarity with this work. It could be from somebody who is using a service, to then
volunteering or being employed. Or, it could be within communities of people that have shared
experiences that are currently not known to you or you are trying to better understand.

Thoughtful induction and onboarding that sets out clear expectations, how people are
supported and managed, and how challenges are addressed during the work if needed. 

Collaborate with other sectors who are building out their lived experience work so that people
can easily cross over and between different organisations based on their identity. This would
also prevent organisations from claiming their 'service users' as people that they have
ownership of within the work they do.

Develop a range of ways that people can contribute to this work and be flexible and adaptive
based on people’s availability rather than being rigid and unintentionally excluding people as a
result.

Avoid selecting those people who seem to be more experienced at doing this work, are
quickest to put their hand up, or who you’ve worked with before – be selective on who you
need and want based on the work that needs to be done. 

“You don’t know who has and who hasn’t got lived experience of some things,

especially if you can’t see it, so you shouldn’t make assumptions.” 

Whilst this wasn't necessarily the case for everybody, some people were clear that the work they
did meant that there were niche sets of experiences that were required. For others, it was more of
a concern about not being able to find the right people to fulfil some roles, particularly when it
came to advertising for contractors with lived experience. Be mindful that people have lots of
intersecting identities and that organisations are sometimes competing for the same people across
different sectors. Suggestions to overcome these challenges included:- 

 Finding the right people to do the right work  
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There is a tendency to want to rush things and assume that people have the basics in place to
be able to make a change. However, spending time to understand somebody’s starting point,
and what they may need to move forward is key. For example, if you have spent the past fifteen
years in prison and are unfamiliar and inexperienced with email etiquette, how can you be
expected to navigate your way through email communications? 

“One person was quite sexist and racist in a group – they were challenged a few

times before then given a ban as their behaviour wasn’t OK and it impacted the

rest of the group.” 

 

“There have been heated discussions where people are asked to leave and cool

down for a bit. Everyone has their own opinion and view and a lot of this is quite

sensitive because they’ve lived it.” 

Everybody that we spoke to referred to the challenge that comes with working with groups of
people in some way, shape, or form. For some, their lived experience work took place
predominantly in group settings, and for others, it was not as prevalent. The challenges that people
spoke about were expansive and included working inclusively with people, enabling people to have
a voice, managing tensions and dynamics, addressing sensitive topics, and decision-making. The
solutions to these challenges were equally expansive and included:- 

Develop group agreements, charters, codes of conduct, and terms of reference so that
everybody understands what any specific group is there for, the terms for engagement, and
expected ways of working or behaving. This can be a standalone document that is used
throughout an organisation, or established every time a group of people comes together to
undertake a specific piece of work. 

Working with, and in, groups 
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Facilitation of a group is key to success, and this can be done in-house or by somebody external to
the organisation. Facilitators need to be skilled enough to think on their feet, guide a group to
achieve their intended goal, create content that everybody can engage in and respond to, as well as
challenge people when required. Some groups or topics may require more skilled facilitation than
others, and generally, this is based on the potential for the conversation to be difficult based on
content and/or people. We heard the following top tips:- 

Address challenges as they occur rather than leaving them to fester and become even bigger
over time, particularly if this is with a group that meets on a regular or ongoing basis. 

When you're creating a group be intentional with who you want to include within it and why,
seeking out the best routes to reach these people. If you don't intentionally include people, you
are very likely to exclude them. Consideration should be given to gender, class, race, age, and
disability, in addition to the specific lived experience that brings people together.  

Be mindful that if a group is focused on verbal contributions only, it will exclude those that
prefer to, or are more able to, communicate in other ways. Build in different ways for people to
communicate so that it is not dominated by those that are articulate, vocal, and confident. For
example, you could ask people to contribute individually in advance or through writing, poetry,
art, vlog, or graffiti board.  

Create spaces that are as psychologically safe as possible for people. This may mean separate
spaces for the most difficult or controversial topics to enable people to express themselves
and feel heard without fear of a backlash or judgement from those that may have opposing
views.  

Sample group agreement*

Everybody is different and we value that.
What's said in the room stays in the room.
Give everybody the chance to contribute in a way that suits them best. 
No -isms here - racism, sexism, ageism, ableism. 
Challenge the issue, not the person.
Respect each other's contributions.
Agree to disagree when needed. 
We are all responsible for making this group work - we will hold each
other to account. 
Share what feels comfortable and appropriate. 
You can leave if you want to or need to.

*This is a sample only and intended for inspiration rather than using as it
stands - take the time to work this out with the group itself.
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Acknowledge that the emotional pain that people have felt as a result of the social injustices
they have experienced can make people feel angry. Expressing yourself with anger can make
other people feel uncomfortable and/or triggered. 

Help people develop both their listening skills and their communications skills so that they can
take part in group discussions as productively and effectively as possible. 

Don't assume that people are experienced in being in a group or a meeting. Provide an
induction, one-to-one, or briefing session ahead of people's introduction to a group setting so
that there is a clear understanding of the group, everybody's role within it, and how they can
contribute. 

Consider the time, location, and duration of groups so that they work for the people that you
want to come to them, rather than what works best for the organisation. 

Be aware that people may need to see people like them to feel that a group is for them – that
may be based on the way they look, act, think, speak or behave. 

Establish a buddy system, mentor, or a coach that can ease people into groups if this is
something that they are not used to or want to become more confident within. 

If a group has decision-making responsibilities within it, be clear about how decisions are made
and who has the final say to manage expectations. 

Everybody that we spoke to referred to the potential of harm that this work can lead to, whether
this is being re-traumatised, being exposed to vicarious trauma, or exploiting people through the
work. For some, this was more of a fear than a reality, and it should be remembered that this sits
alongside, and often in contradiction with, the value that this brings to people. It was interesting to
hear that whilst this may be a valid concern, it should be noted that it should be the person with
lived experience who decides whether or not this work is harmful to them or not, rather than the
judgement of those that work with them. We heard of occasions when assumptions of harm have
been made that have led to somebody being excluded from the work, when in reality perhaps their
valid views, opinions and insight have been too uncomfortable or too difficult for people to hear or
action. The potential for this work causing people harm however, can be  addressed in a range of
ways:- 

“If you keep people involved in Lived Experience work for too long, you can

end up institutionalising them and holding them back … if done badly, it can be

very exploitative and traumatising.” 

 It can cause some people more harm than good  
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Put in place a range of support mechanisms that everybody can access. This might include
regular support and/or supervision sessions as well as access to counselling, mentoring,
telephone support, online support, wellbeing days, or a well-being fund.  

Be clear that doing this work isn't for everybody and don't shy away from having difficult
conversations about the potential impact it can have and how people can be supported. 

Don’t make assumptions that the work is causing harm based on people’s behaviour and words.
Check this out with them in more detail and enable them to decide whether or not it’s for them,
and how the organisation can work differently to enable them to be heard with respect and
dignity. 

Underpin everything that you do in a trauma-informed way and ensure that teams are trained
within this way of working. Ensure easy access to reflective practice to support people to
process and understand what this work means to them on a deeper emotional level. Whilst not
everybody will want to do that, the offer needs to be made. 

Don’t ask for people to tell their story as a stand-alone activity in and of itself – spend time
helping people think about what has happened to them and what they want others to learn
from this, in addition to what they feel uncomfortable or unable to share with others. 

Help people move away from the work, and stay away from it, in a dignified way if it causes
them harm. For some, this might mean a break from it or access to more support, but for
others, it may mean indefinitely. However, it should be noted that this is more difficult for
people when their financial security is at stake. On these occasions, exit routes are to be
carefully planned and managed, bearing in mind employment legislation. 

Be able to spot when vicarious trauma is happening and people are unable to do the work well.
Have a robust policy and process in place to be able to deal with this scenario. 

Create the conditions so that people are in environments where they can grow, learn, thrive,
and be valued in as safe a way as possible. This takes strong organisational leadership and a
culture that values people for who they are and takes the time to develop relationships that
lead to creating better futures together. 

Help people that are working with and alongside people with lived experience to understand
and appreciate that people communicate their insight in a variety of ways, all of which are
valid. Some people may express extreme anger and frustration within this work, but their
words and behaviour should not be dismissed, and they should not be excluded for not
communicating in the way that others do. 
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“It’s a sensitive area of work and you have to be OK with saying ‘No, you

shouldn’t be doing it as we can’t create the conditions that work for

everybody’ … there is no way to design something that is trigger free for

everybody.” 

 

“Isn’t there a bigger risk in not doing this? A bigger risk in stifling people and

making decisions for them and what can and can’t be said, and where it can be

said?” 

 Taking risks  

Taking a strengths-based approach to this work in the first instance can help re-frame the
conversation and move it away from perceived risks to focus on celebrating the strengths,
skills and assets that people have. Help others see this, and help them reframe their
perspective too. 

People have different ideas and assumptions when it comes to risk and safeguarding so it’s
important to be crystal clear on what this is and what it isn’t, and how it applies to the work of
an organisation. Taking a trauma-informed approach to safeguarding in particular can be very
helpful as more often than not people have experienced trauma and will be triggered through
this work at some point and in some way. 

Ask people what they think are the risks they will face doing this work, and how they can be
best supported to manage them. 

Don’t assume that people are too vulnerable to use their lived experience – put them in the
driving seat, and let them decide.

Be mindful that risk assessments feel clinical and introducing a risk assessment can feel like a
clinical intervention that disempowers people. 

Organisations should consider the risks that people may face when they use their lived
experience in very public settings, such as on social media, and the potential consequences of
this in the digital age we are living in, and have robust ways of working in this regard. This is
valuable to everybody though, not just those with lived experience. 

We heard mixed views about who is vulnerable and subject to safeguarding and that there can be a
blur between seeing people as ‘service users’, ‘customers’ and ‘beneficiaries’ instead of valued
team members that want to be treated equally. In direct contrast to this, we also heard that an
overt focus on risk is not helpful, and diminishes people and their ability to make informed choices
and decisions about how, where, and when they want to use their lived experience in a way that
leads to positive change. No matter what the approach to risk is, the following suggestions came
through:- 
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“Lived experience here is dynamic – there are no boards or static groups to

prevent it from feeling like and behaving like this is a tick box exercise.” 

 

“If you have the opinion that this thing happened to me and so it must have

happened to other people and that must be the truth, then it doesn’t work.” 

Some people with lived experience have dedicated their lives to utilising their lived experience and
working with others to do the same so that a collective, and invaluable source of knowledge can be
accessed and utilised to inform services and systems to work better in the future. We are seeing an
increasing number of people doing this across different sectors, and whilst it can only be seen as a
good thing, it can be more challenging for others at times. 

Whilst it certainly isn’t the case for everybody, there is a danger that a small group of people
become the active people that are relied on time and time again and an organisation hears only
from them – there can be a lack of diversity of opinions and experiences as a result. A narrow view
of a specific lived experience can develop that creates a single narrative that can unintentionally
exclude others from taking part in the work. On the occasions when this happens, their lived
experience becomes a large part of their identity, and it can be difficult to move on in other areas
of life, whether that be about friendships, volunteering, training, or employment. These challenges
sometimes sit hand in hand, and efforts can be made to prevent this situation from being created in
the first place, as well as addressing it once it happens, in the following ways:- 

Induction and onboarding are inclusive of progression pathways and sets out expected ways of
working, and indicative timeframes, so that people have clear information and guidance about
ways of working. 

Develop regular processes that bring people into the work regularly, as well as enable them to
leave, ensuring that this is well advertised, communicated, supported, and celebrated. 

Focus on learning from each other, welcoming diversity of thought and experience, and be
intentional in not making assumptions about other people's lived experiences. 

Be strategic in the legacy that is created and succession planning that is needed. 

Provide people with opportunities to grow and develop their skills within clear timeframes
based on the organisation's requirements as well as people’s aspirations for their future. 

Don’t be afraid to challenge yourself as well as those with lived experience when it’s not
working in sensitive, appropriate and constructive ways. What is in place for you to help people
make the decision to move in a different direction or not? 

 Some people can get stuck, sometimes  
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The majority of people that we spoke to mentioned something that had happened at an earlier
stage within their work that hadn't gone according to plan, that they could have done something
differently, or how they had learned from their mistakes. They offered the following tips on how to
best prevent this from impacting the present and the future:- 

Be clear on what is in scope and what is out of scope, what's possible and what's not possible so
that you don't make any false promises or unintended false promises that lead to
disappointment, disillusionment, and anger.

Create processes that enable you to take time to regularly reflect on what has worked, what
hasn't, and what you would do differently in the future and why.

Acknowledge that there are often no guarantees to this work, especially when it's not in your
gift to make a decision that enables change to happen. Whilst simultaneously motivating
people to give it a try and explaining that doing it together is more likely to lead to success than
doing it alone.

Be honest and don't sugarcoat it when things go wrong – help people feel safe to say what they
think when things don't go to plan, and to challenge constructively when it's not been good
enough. This requires honest and trusting relationships between people.

Challenge people when things go wrong, no matter who they are, but do it in a way that is
respectful and helps them learn from mistakes.

“If you’re going to involve people, you’ve got to be genuinely open to hearing

their challenge and their perspective, not say, ‘yes, but …’ and just carry on. It

needs to be authentic.” 

This work isn’t quick and it doesn't happen overnight so it's easy to understand why some people
feel that it's difficult to see the difference it makes. However, this challenge appears to sit more
firmly with those people that are trying to influence and bring about change, whether they be
policymakers or decision-makers in local authorities, the NHS, or within the organisation itself,
rather than those doing the work itself (see the benefits section). When overcoming this challenge,
it was suggested that:- 

Feedback loops on the progress that is being made, even if the feedback is that 'no progress
has been made, and this is the reason why’ is essential but it often gets forgotten amongst
everything else. 

Celebrating the end of projects and the difference that it has made helps everybody
understand and be able to remember what has been achieved. 

 It can be difficult to see the difference it makes  

 Previous ‘bad’ experiences can linger if they’re not addressed  
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Personal development plans that log somebody’s work and the outcome of a project they were
involved in can help people see for themselves that their lived experience has made a
difference.  

There is a real need for clarity on the purpose of any project, and the intended outcome or goal
for it, so that there is no room for misunderstanding, miscommunication, or crossed wires. This
helps people to understand how, when and if the desired outcome or goal has been achieved. 

The people you are trying to influence need to be supported and/or trained in how to best
work with people's lived experience. The onus of this work does not just sit on the shoulders of
those with lived experience. This may include being able to speak/write in plain English, explain
the commissioning cycle, or the political framework that the work exists within, or practice
being open to challenge without being defensive.

Story-telling can elicit powerful emotional responses. But that doesn't mean that things
change as a result. Clearer links between what somebody is able to share about their lived
experience and how this can lead to change is required. 

Value is often placed on people with lived experience 'having a seat at the table’. Whilst that is
important in many situations, it's also important to interrogate the table as sometimes it simply
isn't big enough, isn't welcoming enough or stifles people. The table may need to be dismantled
and rebuilt. 

There is a tendency to want to rush things and assume that people have the basic knowledge in
place to be able to make a change. However, spending time to understand somebody’s starting
point, and what they may need to move forward is key. 

Help everybody to understand that this work is built on relationships and that relationships
take time to build. Factor this into any estimate of the time that a specific project is likely to
take and ensure that the work is resourced sufficiently. 

Build a budget that accurately reflects the work that is needed. Whether this is remuneration
for time, provision of refreshments, or costs of hiring a room that people will feel comfortable
in, make sure it's all accounted and planned for. Otherwise, it may not be able to achieve what
it is intended. This will feel like failure despite the best of intentions. 

Finally, the reality of this work is that sometimes people's lived experience does not achieve
the intended change that is needed or required. The systems that this work exists in are
complex and managing people's expectations of what can be achieved, as well as what can't be
achieved, is important. 
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“People like you to be rehabilitated but only to a certain degree … people feel

quite comfortable with a rehab story but they don’t want you to go too far.

People feel this, but not explicitly.” 

“However good your intentions are as an individual or an organisation you still

have to participate in the current system… currently that means you have to

badge everything as a success to get more funding and carry on.”

Lived experience work does not sit in isolation, and some of the challenges that are seen and felt
within it are mirrored by what is happening in society at large. This includes the current political
environment, traditional systems of knowledge production, the third sector, commissioning of
services, stigma and discrimination, democracy … and more! Consideration should be given to
these factors in the following ways:- 

Society has decided who should be helped and supported, and who should not. People with
lived experience of social issues are of course acutely aware of this, as are the third sector
organisations that work with them to achieve positive change in society.

When it comes to lived experience work that takes place in the public eye, consideration needs
to be given to how people are protected and supported within their work, especially
considering the online harms that people can experience through social media. Many think of
this as the 'Daily Mail' test and the reality of what the Daily Mail would say about the work so
that a risk management plan can be put in place as opposed to just not doing this. For example,
people using secure mental health services are not viewed by the general public as favourably
as victims of assault.

In some sectors, there tends to be a dominance of white, middle class people doing this work
and this is at the detriment of others. This can be seen more broadly across the charity sector
and within society as a whole. Acknowledging this as well as focusing care, attention and
leadership within other communities of people is essential. 

 The way that society works is reflected in this work  

“There are many differences between people’s lived experiences within the

same community and across different communities.” 

“When people say people are ‘hard to reach’ there’s general agreement that

this isn’t the case – they haven’t been communicated with and included in the

right kind of way.” 

 Working inclusively 
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“We have to go out to organisations and networks … build relationships with

them and then speak to people there and ask what you would want this to look

like and then support them to create that space. With a group of African

women … they told us that they didn’t want to feel overpowered or

overshadowed by a white majority group. They wanted their own space and so

we were able to respond to that.” 

The majority of people that we spoke to were acutely aware that their work on lived experience is
not inclusive of everybody when it comes to diversity in relation to class, age, race, gender,
sexuality, and disability. All but one organisation felt that one key area that they needed to address
within this was in relation to race. Interestingly, the organisation that did not express this desire
had been established to enable women who experience domestic abuse to be responded to in
culturally appropriate ways. Generally, it seems that people pay more attention to race and gender
within this work and so more action, or intended action, happens within those spaces. However, it
should be noted that attention also needs to be paid to digital exclusion, educational exclusion, and
financial exclusion. Everyone that we spoke to was mindful of avoiding tokenistic ways of working
and wanted to avoid ticking the right boxes. The range of ways that people work inclusively, or aim
to work inclusively, included:-  

Deliberately asking who is not in the room at the beginning of every project, then working out
strategies to bring them into the room. This may include doing the work completely differently,
setting up different spaces, going directly into communities where people are most
comfortable or working with community leaders. 

Being conscious and aware of your limitations as a person and your own characteristics. For
example, a man is unlikely to be able to attract a group of women who have experienced
domestic abuse to come together, or a white woman who does not speak Vietnamese is
unlikely to be able to reach a group of Vietnamese people to understand their experiences of
homelessness. 

Accept people for who they are and welcome them with open arms. However, be aware that
this approach may only work with those that feel most comfortable with you and are likely to
already feel accepted, rather than everybody. 

Understand structural racism, and how this manifests within the charity sector - call it out
within your organisation and be proactive in addressing it so that people can see, feel and hear
it so that it can be addressed. 

Understand your unconscious bias so that you can change your working practices. 

Be open to, and create spaces for, intergenerational learning to widen people’s perspectives on
the same issues that can sometimes be at odds across different generations. 

Acknowledge that you can never make this work truly safe for anybody. There will always be
triggers for people within it but you can do your best to create as safe a space as possible so
that people can bring their whole selves, including all of their different identities, into it. 
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Actively challenge people when they speak or act in a discriminatory way and ensure that any
group agreements, codes of conduct, or ground rules enable action to be taken when required.
These should be supported by policies and procedures.

Spend time understanding the broad range of micro-aggressions that people from Black and
brown communities face daily so that you can prevent yourself and others from unintentionally
committing these micro-aggressions yourself. This can also be applied to the micro-aggressions
that are experienced by people with disabilities and members of the LGBTQ+ community. 

Provide awareness training sessions (ideally those that have been designed and are led by
people from different and diverse communities) to enable people to better understand different
identities and dispel any myths or stereotypes that may exist. 

Intentionally recruit people that look like, speak like, and act like the communities that you are
trying to reach. 

Ensure that any meetings or events, including social events, are held in physically accessible
buildings.

Take the time to think about what makes an inclusive and accessible place of work and how that
would feel for those that are not the majority, dominant group. What do people need to feel
included and how can that be put in place? 

Be proactive in seeking feedback about what works and what doesn’t, and then be willing and
able to change this and adapt. 

Work in collaboration with organisations that are experts in this work and ask them to hold you
to account for your practice, as well as seek their advice on how to do things differently and
better. 

Understand that you don’t need to know everything about a specific community of people, but
you do need to have an awareness and competency around issues of authenticity, and be able to
acknowledge and infer messages so that people know you understand and work against
oppression.  

Establish Warm Data Labs (as defined by the International Bateson Institute) to understand the
interdependency between different systems and different perspectives across communities to
enable responses to complex challenges. 
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We heard that within the work everybody was doing, the ability to enable a wide variety of diverse
thoughts, opinions, and experiences to be brought together was critical to the work itself. No one
person has the same lived experiences as another, and this in itself is key. This is both beneficial as
well as challenging and a line of enquiry that we were particularly keen to explore. 

Over time, people felt that there were common themes that could be pulled out from the range of
individual experiences that people held to inform a collective perspective. This was especially
critical for those organisations that were influencing policy and practice. So, whilst individual
experiences may be vastly different, the impact of them can have similarities that can be used as
levers to enable change. This also applies within an organisation where people with lived
experience are shaping the services that are developed and accessed. 

There was of course acknowledgment that managing a diversity of thought, opinion and
experience is not necessarily easy and there can be a level of disagreement, discontent, and
disconnection between people as a result. This needs to be acknowledged and carefully navigated.
  
There were several occasions when people spoke about how strong disagreements and fractures
within groups of people were the tipping points to develop an agreed way of working that then
became essential. This can help clarify expectations and prevent confusion. It appears that, on
occasions, there can be a conflict between the diversity of opinions and perspectives and the
emotional safety of people with opposing views. It is not easy to predict when this may happen, but
if it is likely to be the case, more attention and detail needs to be paid to how these conversations
are held and how people are supported before, during, and after. It is particularly relevant to the
most sensitive and taboo conversations about lived experience, such as suicide, domestic abuse,
abstinence from drugs or treatment of mental health issues. 
 
The values that organisations hold, and how they are implemented in practice to manage potential
conflict is important. Having a code of conduct, group agreement, charter, rules of engagement, or
agreed set of expectations of how to work alongside each other appeared to be critical. For some
people, this may be stated as 'It's OK to disagree', 'disagree with the issue, not the person', or
'Respect individuality'. This then acts as a framework that can help people have difficult
conversations (of which there can be many!) in a way that feels as comfortable as possible. It is also
an essential tool to have individual conversations with people who may, on rare occasions, not be
able to work within this set of explicit boundaries that can cause problems with others. This was
relevant within groups and was cited as one of the most common challenges that people
experience within their work. 

6. The rich diversity of perspectives, opinions,
thoughts, and experiences 
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When people spoke about the design of this framework, whatever they call it within their
organisation, the creation of this seemed to be key, and again, different people and different
organisations tended to take different approaches to it. For example, for some, it was something
that had been created by somebody else some time ago and was still being used, for others it was a
collaboration between a large group of people that took months to define and is a living document
that shifts and alters as it needs to, and for others, they create a new one for every single time they
bring a group of people together to work on a project and they do it together so that it works for
that specific group of people, about that specific topic and at that specific time. One person told us
that they have a standing item within each of their frameworks that has been key in avoiding a lot
of conflict between people, and that is 'We don't talk about politics'. However, for several others,
the conversations about politics were key to their very existence and at the fabric of their work.

Another interesting response to this was to manage the diversity of opinions and thoughts that
come from within a group with humour, and that some people are better placed than others to
facilitate groups. The person or people holding the space is pretty key to managing the group
dynamics in a way that feels as comfortable as possible to people. 

Dependent on the subject matter, there may be a need to spend additional time enabling people to
know and understand each other as people before they get to the content of some difficult
conversations that are likely to bring very divergent opinions and perspectives that can lead to
conflict. The time that goes into doing this should not be underestimated, and for one organisation,
it took several months of building relationships between people and talking about 'softer' subjects
before they got to the 'harder' topics. This may be particularly relevant for those people who have
never had, or never felt that they have had, a space to talk, have been marginalised and oppressed
for longer periods, or have not engaged in this kind of work before. 

Some additional ways of managing diverse opinions and thoughts that were referred to included:- 

Spend time talking through and agreeing on how a breach of agreed ways of working will be
handled and make sure everybody is clear on that, and then stick to it. 

Using qualified mediators or highly experienced facilitators (internally or externally sourced).

Really good communication skills, including listening skills. 

Intentionally giving people uninterrupted time to speak. 

Look for common ground when disagreements occur. 

Call time out if things get difficult, and on rare occasions, bring the conversation to a close. 

Name it at the start – this conversation will bring forward different, and sometimes conflicting
opinions. 

Actively not be defensive and support others to do the same – if you’re asking for people’s
opinions you need to be able to listen to them, understand them and then act on them – not ask
for the sake of asking. 
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The ability and confidence to point out when somebody’s behaviour is not acceptable and work
with them to manage this in the future. 

Ensure the right people are in the room to have the conversation and there is a common goal
that you’re all working towards. 

Put in place support before and after the most difficult conversations so people aren’t left with
a set of raw emotions and nowhere to go with them. 

Appreciate that some people behave or communicate in a way that may be deemed
unacceptable but comes from a place of anger and hurt about their experiences in life, how
they have been failed by others, and the fear of that happening again within this space. 

Spend dedicated time with those people who are less likely to speak and work with them to
understand how their views and opinions can be shared in different ways that work better for
them e.g. through poetry, voice notes, writing, and artwork. 

Acknowledge that there are some spaces where there will always be opposing views and that
those coming into this space are aware of that and are supported and equipped to take part in
those discussions. This was particularly apparent when people spoke about domestic abuse,
suicide, and recovery. 

Learn not to make assumptions about any one person and continue to be open to learning from
people. 

Restorative and reflective practice enables people to understand themselves and each other.

One person that we spoke to detailed how sometimes the most controversial topics may be OK to
speak about in some settings, but then need to be different in others based on the position and
standing of an organisation.  

Finally, this work is emotive and there will always be points of tension based on different
experiences, perspectives, thoughts, and beliefs. If there isn't, the work is not genuine, authentic,
or meaningful. Doing the work requires compassion, bravery, and a willingness to try, test things
out and learn from what works and what doesn't. It is not an easy road to walk, but it is easier when
you are walking along it with others.  
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When we started this research project, we had high hopes for what it would tell us and were
excited to start speaking to such a broad range of people. The depth and breadth of what people
shared with us during our conversations surpassed our expectations in many ways, and we hope
that we have done each and every conversation justice within this resource. We know that people
are passionate about lived experience, and that passion was felt even more acutely when we spoke
to people who had their own lived experience of the issues that they were trying to address within
and throughout their work. Those who had their own lived experience of the social issues that they
are trying to address tended to pay more attention to the strengths and assets that people bring to
this work, the need to work alongside people and enable them to make the choices that are right
for them. They tended to think outside the box and be less inclined to focus their attention on risks
and risk -management within this work. 

It should be remembered that our approach to this piece of research was to speak with people
employed within, including the founders of, organisations doing this work, some of whom have
their own personal lived experience, and some who do not. If we had taken a different approach
and spoken only with those with lived experience who are involved with these organisations, our
findings and therefore our conclusions may have been different. Perhaps this points to another
piece of research that is required across multiple sectors. 

As suspected, lived experience looks completely different in every single organisation. No one
person or organisation has taken exactly the same approach and it doesn’t appear to be something
that can be replicated and rolled out at scale. It is bespoke and unique. It should be what people
with lived experience need and want it to be and this changes across organisations, sectors and the
people that are doing the actual work, whether they be employees, volunteers or consultants. 

It feels that the benefits and impact of lived experience on people, their peers, organisations and
wider society are fairly similar across all sectors. It seems obvious that people who have direct
personal experiences of social issues are well placed to say what works, what hurts and what needs
to change. Whilst the work is hard, it reaps many rewards. Perhaps that is one of the reasons why
more and more organisations are working with people with lived experience now than what they
were just a few years ago. However, when it comes to the challenges that people face within this
work, whilst there were many similarities, there were also some striking differences. At times, it
felt like an overwhelming list of challenges for any one person or any one organisation to
overcome. However, the potential range of solutions to these challenges, many of which have been
tried and tested by the people that we have spoken to, was deeply heartening. For every single
challenge that was identified, there were multiple solutions, that provided us with a huge amount
of hope. It is our hope that that this provides people with the inspiration to keep going, especially
when the work feels really hard. 

7. Some conclusions
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It seems that whilst there are differences within this work, there is a lot of common ground. There
is a lot that people are doing that others can learn from. Doing this work is hard, and doing it in
isolation is even harder. We hope that as you get to these final few sentences you know that
whoever you are, and whatever your reason for checking out this resource, you are not alone.
There are many, many more people like you. 

As for Beyond the Streets, the content of this resource is invaluable. It has given us a huge amount
of food for thought, as well as many practical suggestions. We are now moving into the next phase
of our work and will be speaking with women with lived experience of selling sex and/or sexual
exploitation and our affiliate network of organisations that journey alongside them. We will then
be able to work out how we can further develop and improve our work with and alongside women
with lived experience … watch this space! 

Whilst the lived experience movement is definitely growing, apart from a couple of key
resources that are relatively easy to come across, others are more difficult to find if you’re not
familiar with this space – you have to search pretty hard or know people or organisations who
are in the know. So, if you’re new to this, it’s not that easy. As such, the resources that we have
highlighted are a combination of what we believe is easy to find as well as those that have been
kind enough to share recommendations with us; 

Whilst the lived experience movement feels relatively new to many it has been around for a
time under different guises though perhaps not across all sectors. As such, it is much easier to
come across resources that focus on involvement, engagement and co-production; 

Some resources have been created specifically by and for people with lived experience, and
others have been created by organisations or statutory bodies working in this space. 

8. Some more resources you might find helpful 

When we started this work, we were keen to incorporate some resources that focused on lived
experience and would supplement not only our own learning, but could be shared with others who
were interested in this work. Some of them have been provided by the people we have spoken to,
and some of them have been found by ourselves through desktop research. When we started this,
we quickly came to a few key conclusions that we wanted to share in the first instance as this
informs the list of resources that we have come across:- 
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Conversations about inclusive and 

sustainable communities: 

six practices for creative engagement 

Before you dive into the resources, we also wanted to let you know that:- 

We have tried to provide a snapshot of a broad range of resources that we think others would
find interesting or useful. This includes written reports as well as a few blogs and interviews
too. However, it is certainly not exhaustive and if you’re reading this and have something that
you think should be included please do let us know!  

These resources are reflective of the five key sectors that this project has focussed on to date:
mental health, drugs and alcohol, homelessness, violence against women and girls and criminal
justice. 

There are a range of guidelines, handbooks, toolkits, research reports, presentations, opinion
posts, articles and more … we have included a little of everything! 

We hope the resources provide a range of materials that can be accessed as easily as possible
but appreciate that everybody has a different preference for the type of content that they
absorb. 

Each resource that we are sharing contains a short description, when it was produced and by
whom, as well as a link in the title to where you can access it yourself if you want to explore it in
more detail. They are listed alphabetically.  

We aren’t making any recommendations one way or the other, but we hope you find them useful
and that you’re able to dip in and out of them to find what works for you at the stage that you’re at. 

4PI National Involvement Standards  

What’s it all about? This is a simple framework to base standards of good practice in involving
people in their own care, communities, service delivery, evaluation, organisational governance and
strategy. It builds on the work of mental health service users and carers that have used their
experiences of this work and can be used across health and social care services. You can access a
range of useful documents and resources, including a video of explanation. 
Who produced it and when? National Survivor User Network (NSUN) in 2013. 

What’s it all about? This is an introduction to six simple but systematic methods that can be used
to generate productive engagement with people and can be adapted and used across a range of
different settings. This booklet has been developed with the support of Barrow Cadbury Trust. 
Who produced it and when? John O’Brien and David Towell, Centre for Inclusive Futures, 2015. 

 Resources  
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https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://citizen-network.org/uploads/attachment/292/six-practices-for-creative-engagement.pdf
https://www.nsun.org.uk/projects/4pi-involvement-standards/


Peer Advice St. Giles  

What’s it all about? This paper argues for a greater focus on what user involvement aims to
achieve and is aimed at charities and funders within the social sector to improve their practice and
reflect on how they do this work. It covers a range of principles that can be applied in all settings as
well as an overview of the spectrum of approaches that can be taken as well as examples of these,
as well as pointing to the gaps in evidence. 
Who produced it and when? Rosie McLeod and Theo Clay, Think NPC, 2018.

Lived experience in the sector:

how do we enable a better 'we'? 

Co-Production Toolkit 

What’s it all about? A range of resources and toolkits that have been designed to help services
within the homeless sector take steps to introduce co-production within their work. It covers key
values and principles, co-production within commissioning, mentoring and recruitment as well as
employing people with lived experience.   
Who produced it and when? Homeless Link, last updated 2022. 

What’s it all about? This video presents findings from research primarily in the rape crisis sector,
but that can be applied to the broader violence against women and girls sector, and further. 
Who produced it and when? Lisa Ward, 2021. 

Make It Count: 

Why impact matters in user involvement 

What’s it all about? A series of evaluations into peer advice, including perspectives from peer
advisors themselves. 
Who produced it and when? St. Giles, not known. 

What’s it all about? Created through co-production with survivors, the purpose of this toolkit is to
identify good practice and support Welsh Women’s Aid’s member services and others to develop a
framework of survivor and service user engagement. The toolkit is empowering, trauma-informed,
strengths- based, needs-led and dynamic. 
Who produced it and when? Welsh Women’s Aid, March 2022.

Meaningful Survivor Participation: 

an engagement toolkit for organisations
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https://www.stgilestrust.org.uk/our-impact/evaluations-of-our-work/peer-advice/
https://www.stgilestrust.org.uk/our-impact/evaluations-of-our-work/peer-advice/
https://www.youtube.com/watch?v=Xh04Gy00dOw
https://www.youtube.com/watch?v=Xh04Gy00dOw
https://www.youtube.com/watch?v=Xh04Gy00dOw
https://homeless.org.uk/knowledge-hub/co-production-toolkit/
https://homeless.org.uk/knowledge-hub/co-production-toolkit/
https://www.thinknpc.org/resource-hub/make-it-count-why-impact-matters-in-user-involvement/
https://www.thinknpc.org/resource-hub/make-it-count-why-impact-matters-in-user-involvement/
https://www.thinknpc.org/resource-hub/make-it-count-why-impact-matters-in-user-involvement/
https://www.thinknpc.org/resource-hub/make-it-count-why-impact-matters-in-user-involvement/
https://welshwomensaid.org.uk/wp-content/uploads/2022/03/Survivor-Engagement-Toolkit-ENG.pdf
https://welshwomensaid.org.uk/wp-content/uploads/2022/03/Survivor-Engagement-Toolkit-ENG.pdf
https://welshwomensaid.org.uk/wp-content/uploads/2022/03/Survivor-Engagement-Toolkit-ENG.pdf


The impact of labels and language  

What’s it all about? A short video where several people with lived experience of a range of social
issues talk about the impact that labels and language has had on them and within their lives. You
can access a broad range of lived experience podcasts, videos and resources through their website. 
Who produced it and when? Expert Citizen CIC, not known. 

The importance of person-centred language  

What’s it all about? A blog written by a member of Revolving Doors that explores the importance
of using person-centred language. 
Who produced it and when? Revolving Doors, September 2021. 

What’s it all about? The Lived Experience Leaders Movement (also known as Lex Movement) is a
collective impact network connecting, supporting and strengthening the capacity of Lived
Experience Leaders to create systems-level change and help all our communities thrive.   
Who produced it and when? Members of the LEx Movement, approximately 2019. 

The Lived Experience Leaders Movement 

What’s it all about? A report that shares research on lived experience that explores if, and how,
social purpose organisations in the UK value lived expertise in social change work. It also looks at
what meaningful opportunities, if any, there are for experts by experience to drive and lead social
impact work in modern society. 
Who produced it and when? Baljeet Sandhu, 2017. 

The Value of Lived Experience in Social Change: 

the need for leadership and organisational 

development in the social sector

Survivor Voices Charter 

What’s it all about? This charter is a result of a unique survivor-led research project that tries to
turn the pain of what has happened to survivors of abuse into the power that changes things. 
Who produced it and when? Survivors Voices in partnership with King’s College London and the
Wellcome Foundation, 2018. 
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https://youtu.be/vEW0GJqSZmM
https://youtu.be/vEW0GJqSZmM
https://revolving-doors.org.uk/importance-person-centred-language/
https://revolving-doors.org.uk/importance-person-centred-language/
https://lexmovement.org/
https://lexmovement.org/
https://thelivedexperience.org/wp-content/uploads/2017/07/The-Lived-Experience-Baljeet-Sandhu-VLE-full-report.pdf
https://thelivedexperience.org/wp-content/uploads/2017/07/The-Lived-Experience-Baljeet-Sandhu-VLE-full-report.pdf
https://thelivedexperience.org/wp-content/uploads/2017/07/The-Lived-Experience-Baljeet-Sandhu-VLE-full-report.pdf
https://thelivedexperience.org/wp-content/uploads/2017/07/The-Lived-Experience-Baljeet-Sandhu-VLE-full-report.pdf
https://thelivedexperience.org/wp-content/uploads/2017/07/The-Lived-Experience-Baljeet-Sandhu-VLE-full-report.pdf
https://survivorsvoices.org/charter/
https://survivorsvoices.org/charter/


Where power lies: putting lived experience 

at the heartof decision-making 

What’s it all about? This toolkit has been developed to support partnerships between
organisations and service users to influence policy and improve service delivery. It discusses how
successfully engaging service users in these processes needs effective planning, management and
review, with one approach being to employ a Service User Involvement Worker. 
Who produced it and when? Anawim Birmingham’s Centre for Women and Erica Bowen, 
Rosie Erol and Helen Scott from the University of Worcester, 2020. 

Women’s Involvement Worker Toolkit 

What’s it all about? Research that explores what power looks like in the voluntary sector, where it
lies, and the reasons why lived experience is critical. It also includes key lessons that people can
learn from. You can sign up to receive Changeout’s weekly newsletter here. 
Who produced it and when? Lucy Caldicott, 2021 

What’s it all about? A personal reflection from somebody who uses their lived experience of
mental ill health within a range of roles and explored this in relation to identity through research as
part of their MA and developed a framework to help conceptualise this. Available from the
National Survivor User Network, where you can become a member and receive weekly ebulletins. 
Who produced it and when? Veenu Gupta, 2022. 

Understanding the identity of lived experience 

researchers and providers 
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https://www.changeout.org/where-power-lies-putting-lived-experience-at-the-heart-of-decision-making/
https://www.changeout.org/where-power-lies-putting-lived-experience-at-the-heart-of-decision-making/
https://www.changeout.org/where-power-lies-putting-lived-experience-at-the-heart-of-decision-making/
https://www.changeout.org/where-power-lies-putting-lived-experience-at-the-heart-of-decision-making/
https://www.keepandshare.com/doc26/110253/wiw-toolkit-final-1-pdf-2-1-meg?dn=y&dnad=y
https://www.keepandshare.com/doc26/110253/wiw-toolkit-final-1-pdf-2-1-meg?dn=y&dnad=y
https://www.nsun.org.uk/
https://www.nsun.org.uk/understanding-the-identity-of-lived-experience-researchers-and-providers/
https://www.nsun.org.uk/understanding-the-identity-of-lived-experience-researchers-and-providers/
https://www.nsun.org.uk/understanding-the-identity-of-lived-experience-researchers-and-providers/
https://www.nsun.org.uk/understanding-the-identity-of-lived-experience-researchers-and-providers/
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