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Abstract

This article explores how people with intellectual disabilities can be more involved in
evaluating and regulating the services they use and the quality of their lives. Traditionally,
these evaluations have been performed by professionals, but we argue that people with
lived experience of intellectual disabilities bring unique insights and should be part of the
process. The idea builds on ‘inclusive research’, where people with intellectual disabilities
are not just subjects of research but active researchers. We use the term ‘inclusive evaluation’,
to describe the active engagement of people with intellectual disabilities in inspecting and
assessing services to ensure they meet standards and respect human rights. The paper
describes a small exploratory study involving interviews with regulators, professionals,
and people with intellectual disabilities across Ireland, Northern Ireland, Australia, and
New Zealand who had been involved in inclusive evaluations. It found strong support for
it, highlighting benefits such as greater trust and empathy during evaluations with users
of services, more meaningful feedback for service providers, and increased confidence
and employment opportunities for evaluators with disabilities. However, challenges
remain, including funding and fair pay for the engagement of people with intellectual
disabilities, training opportunities that meet the support needs of all stakeholders, and
changing the cultural attitudes in support services that underestimate the abilities of people
with intellectual disabilities. Steps to overcome these challenges are proposed such as
piloting inclusive evaluation programmes, providing inclusive evaluation training to all
involved, and lobbying governments to fund these roles. We conclude with a proposed
implementation framework and a set of guiding principles that will nurture a spirit of
inclusion and respect in service evaluations.

Keywords: inclusive research; intellectual disability; learning disability; inclusive evalu-
ation; lived experience; training; attitude change; co-design; service assessment; policy
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1. Introduction: Our Journey from There (Inclusive Research) to Here
(Inclusive Evaluation)
1.1. Inclusive Research

The term inclusive research was introduced by Walmsley and Johnson (2003) building
on the paradigms of both participatory and emancipatory research (Zarb 1992; Barnes
and Mercer 1997; Stone and Priestly 1996; Oliver 1996, 1997, 1999) where people with
disabilities were no longer ‘being researched’ but ‘doing the research’. However, people
with intellectual disabilities were largely ignored by these paradigms. As a result, Walmsley
and Johnson’s five principles of inclusive research had, at their core, people with intellectual
disabilities having ownership over what was researched, and how it was researched, in
keeping with the motto of the disability movement of “Nothing About Us Without Us”
(Charlton 2000).

The development of inclusive research over the last twenty years has been well
captured in various scoping reviews (Di Lorito et al. 2018; Jones et al. 2020; Hewitt et al.
2023), alongside outlining the added value it has brought to projects, albeit with some
unresolved challenges. In her commentary on the review by Jones, O’Brien (2020) identified
that inclusive research had been conducted in areas covering “community and independent
living, employment, education, health, and wellbeing” (p. 121). Similarly, a range of
methodologies was documented “covering traditional activities, such as, focus groups,
interviews, member checking, and reflection, combined with more accessible ones of photo
voice, role play, poetry, drama, storytelling, reflection, facilitated discussion, conversational
interviewing” (p. 121).

Furthermore, the impact of inclusive research has gone beyond reports and academic
publications. Research teams have been invited to present on inclusive research at national
and international conferences and have been requested by governments to join steering
groups to develop or change legislation that relates to intellectual disability (Hopkins et al.
2022) as well as being funded to co-produce and disseminate research outcomes (Puyaltó
et al. 2022; Rojas-Pernia and Haya-Salmón 2022). In effect, being an inclusive researcher is
intertwined with being an advocate and spokesperson (Hopkins et al. 2022). Consequently,
there is now much greater awareness of the need to co-design policy and practice with
people with intellectual disabilities who work as partners “in a wide range of circumstances
such as planning an event, constructing or renovating a building or facility, developing or
reviewing a policy or program, along with conducting research or delivering services” (JFA
Purple Orange 2021, p. 6).

1.2. Advocates for Change

Fifteen years on from introducing inclusive research, Walmsley et al. (2018) reframed
it as contributing to social change that was based on the lived experiences of people with
intellectual disabilities. Moreover, research teams need to stand alongside the persons
whose issues are being reported both within and after the completion of the projects. Hence
academic researchers have to stand with advocates and agents for change.

Article 4(3) General Obligations of the United Nations Convention on the Rights of Per-
sons with Disabilities (UNCRPD) places emphasis upon involving people with disabilities
in all decision-making associated with their lives and, by extension, those for whom they
advocate (United Nations 2006). The co-design of support services presents opportunities
for the involvement of people with intellectual disabilities in decision-making. For example,
through the National Disability Insurance Scheme (NDIS) in Australia (National Disability
Insurance Scheme n.d.), the government has committed to co-design, consultation, and
engagement of people with disabilities across a range of NDIS activities, such as under-
standing the scheme and how it works, making plans for how they want to live their lives,
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making decisions on support, recruiting the right staff, and making a home in the right
place with the right people.

Also the NDIS Quality and Safeguards Commission (NDIS Quality and Safeguards
Commission n.d.) has responsibilities for monitoring the NDIS funding scheme for over
700,000 people with disabilities to ensure that their needs and aspirations are being met. Ef-
fective monitoring of service provision means researching information, and so the question
arises: how can trained inclusive researchers bring added value not just to co-designing
services but also to their evaluation?

1.3. Service Failures

The lived experience of many people with intellectual disabilities includes contact with
various support services, of which residential care has been the most significant in terms
of its cost and impact on people’s lives. Sadly though, these settings—particularly where
people are congregated together—have often heightened their risk to various inequitable
and sometimes abusive situations (Codina et al. 2024). In Australia, New Zealand, UK, and
Ireland, public enquiries have investigated serious shortcomings in residential services,
especially the physical abuse of residents by nursing and care staff. Their reports make
disturbing reading: in Australia (Disability Royal Commission 2023); in England (Win-
terborne View Hospital Review, Department of Health (UK) (2013)); in Northern Ireland
(Muckamore Abbey Hospital Inquiry 2025); in the Republic of Ireland, (What Matters Most
Report, Health Service Executive Ireland n.d.); and in New Zealand (Whanaketia, Royal
Commission of Inquiry into Abuse in Care 2024).

As in other countries worldwide, these inquiries have often been triggered by media
reports allied to whistleblowing by staff and the advocacy of family carers. By contrast,
the reports cited above document the failure of the statutory regulatory inspection bodies
and internal/external quality evaluation groups to initially identify even long-standing
abusive practices. Why this failure? Could it be that inspectors and professionals do not
spend enough time observing and listening to service users in their everyday settings?
Equally could it be a lack of insider knowledge and hence not knowing the signs to look
for (Fraser-Barbour et al. 2025)?

By contrast, inclusive researchers with the lived experience of intellectual disabilities,
who are also often recipients of services, could be mobilised to draw upon their own
personal experience and ‘insider knowledge’ to detect ongoing abuse of residents that
outsiders do not see, notably low-level and well-disguised abusive practices. This is surely
a primary reason for their inclusion in the monitoring and evaluation of services and better
still if they have the experience in undertaking research. As Araten-Bergman and Bigby
(2023) have argued, their deployment can form part of a safeguarding and prevention
strategy in service settings.

For this paper, the involvement of people with intellectual disabilities as evaluators will
be referred to as ‘inclusive evaluation’ to distinguish it from inclusive research. Similarly,
government regulatory and inspection activities that include people with the lived experi-
ence of intellectual disabilities as regulators could be referred to as ‘inclusive regulation and
inspections’. For brevity though, we will subsume this term within inclusive evaluation.

1.4. Inclusive Evaluation

A combination of human rights, quality of life, and public and patient involvement
frameworks provides a new paradigm for service planning, design, delivery, and, crucially,
evaluation (Gómez et al. 2021). Inclusive evaluation finds a strong foundation in the
UNCRPD, which states that people with disabilities “should have the opportunity to be
actively involved in decision-making processes about policies and programmes, including
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those directly concerning them” (Article 12, United Nations 2006). Moreover, it places
obligations on members to overcome discrimination towards people with disabilities
(Article 4) and to support the right to work and to gain meaningful employment (Article
27), which authors 3 and 4 personally endorsed. Article 33 also outlines the requirement on
member states to monitor their obligation to progress all 50 articles of the CRPD. These
articles gave us a further rationale for involving people with intellectual disabilities in
evaluation teams.

Furthermore, modern service supports increasingly use quality of life as a personalised
framework for their assessment of needs and identifying the aspirations of individuals
(Lombardi et al. 2019). This is coupled with an increasing uptake of ‘Public and Patient
Involvement’ approaches to co-designing and monitoring health and social care services
(Ocloo et al. 2021). Public and patient involvement has received increased attention in
governmental policies within the United Kingdom, for example, albeit its implementation
has been variable (Stuttaford et al. 2017).

Nevertheless, persons with intellectual disabilities are often excluded in these initia-
tives and instead represented by other advocates—family carers or paid support staff—if
at all. Yet, as noted above, researchers with intellectual disabilities, when teamed up with
university researchers, are effective in advising, interviewing, and listening to participants,
facilitating their involvement in the co-designing of service policies and practice (Garratt
et al. 2022; Ghaderi et al. 2023).

Inspired by the growing acceptance of inclusive research in academia, policy, and
service provision, this paper examines the potential for researchers with the lived experi-
ence of intellectual disabilities to move outside of the partnership with academia and to
become engaged as evaluators in service inspections and evaluations. Given the scarcity of
published material on this topic, we embarked on an exploratory investigation to discover
the perspectives of various stakeholders on the inclusion of people with intellectual disabil-
ities as team members in both service evaluation and regulatory activities. These included
people with intellectual disabilities, service managers, support staff, and officials from
regulatory and inspection authorities. As our team spanned three different jurisdictions,
we were keen to know if the same issues arose across them irrespective of their differing
service histories and funding arrangements. Moreover, we had personal contacts with
stakeholders in each who had experience of undertaking inclusive evaluations of services.

1.5. Aims of the Study

The aims of our descriptive study were:

• To identify where and how persons with the lived experience of intellectual disabilities
were involved in inclusive evaluation activities.

• To discover, from various perspectives, the advantages and the challenges of taking an
inclusive evaluation approach.

• To explore the prospects of inclusive evaluation activities being undertaken within
service and regulatory organisations.

2. Method: The Stages in the Journey
2.1. Planning

The authors of this article first came together in 2023 via zoom from Australia, North-
ern Ireland (UK), and the Republic of Ireland, to discuss if we would like to work on a
project that expanded our interest in inclusive research to inclusive evaluation and regu-
lation activities. We are a group of three university researchers (traditionally employed
by our respective universities) and two researchers who identify as having lived experi-
ence. All five of us have had experience and membership of different inclusive research
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networks. We had previously collaborated on an article published in the Social Sciences first
Special Issue on inclusive research (https://doi.org/10.3390/socsci11100483 (accessed on
26 September 2025)). For this current article we agreed to write up the lessons learned by
collaborating on what we called the inclusive evaluation project.

Initially as a team, our discussions were guided by a set of accessible slides where the
following questions were covered: Are there articles we should read before we start? Who
should be interviewed and by whom? How will we go about discussing what people tell
us? How will we write up what people say?

Authors 1, 2, 3, and 4 also met face-to-face in Sydney before the interviewing began
and after ethics applications drafted by authors 1 and 5 had been approved in 2024 by
University of Sydney Human Ethics Committee, 2024/037, approved on 30 January 2024
and Trinity College Dublin Ethics Committee, 1130, Approved on 2 April 2024.

2.2. Checking the Literature

Preliminary scanning by the first author in 2023, at the outset of the project, indicated
that a formal review of the literature on inclusive service evaluation activities would not be
fruitful. We used Scopus, Web of Science, and Google Scholar for the peer-reviewed litera-
ture. We applied a range of descriptors that focused on people with intellectual disabilities
being included as evaluators/regulators in service settings, including search terms such
as “people with disability and human services; people with intellectual disabilities and
service evaluators; people with disabilities and evaluation and human services; evaluation
of services for people with intellectual disabilities and consumers as evaluators; adults with
intellectual disabilities and service evaluation teams and human services.”

Three articles of interest emerged, with one describing a system in New Zealand where
consumers of services, including people with intellectual disabilities, had been trained by
the Standards and Monitoring Services (SAMS) (n.d.), a non-governmental agency to join
integrated evaluation teams (Capie and Ahrens 1996). Using a set of standards developed
by SAMS, people with intellectual disabilities joined family members and professional
SAMS staff to visit a disability service, observing, interviewing, and feeding back outcomes
of the evaluation to management as recommendations for change. The work of SAMS was
developmental in New Zealand, with other auditing groups, in more recent times, including
team members of people with disabilities and family/whānau working in partnership with
professional evaluation staff (New Zealand Ministry of Health n.d.).

A second article by Meas (2003) challenged organisations to involve people with
intellectual disabilities in the evaluation of services beyond being a source of information,
through undertaking interviews and identifying service improvements.

In 2003, Inclusion Europe published a document on how to achieve quality in service
evaluation that advocated for service users to no longer be viewed in a passive role but one
where they would be “viewed as strong consumers who actively evaluate and influence
the quality of their support—of which they expect that it meets their needs and wishes”
(Inclusion Europe 2003, p. 1). They argued that service systems needed to be built on the
perspectives of their users.

Of note was that all three articles were published over 20 years ago and preceded the
United Nations Convention for the Rights of Persons with Disabilities (United Nations 2006).

The ‘grey literature’ was more forthcoming in terms of documenting the involvement
in evaluation/regulation of services by people with the lived experience of intellectual
disabilities. For example, a system of Quality Checking was evident in the UK, where
people with intellectual disabilities were trained, supported, and partnered on a one-to-one
basis with people without disabilities to check the quality of people’s lives.
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Quality Checkers, as an evaluation system with its related tools, was developed
by Choice Support, a UK Not-For-Profit (NFP) service (Choice Support n.d.), and then
commissioned by the Care Commission, UK, to run the evaluation programme throughout
designated parts of the UK. In 2018, Choice Support was contracted to work with Achieve
Australia to pilot a Quality Checker Programme for use locally (Achieve Australia n.d.). A
predominance of those trained as Quality Checkers had been previously trained as inclusive
researchers through the Centre for Disability Studies at the University of Sydney. Following
the outcomes of the pilot phase in 2021, Achieve Australia revised the programme, aligning
it closer to Australian culture and the Australian Disability Standards (Australian Human
Rights Commission n.d.) and rebranding it as Quality Champions (Achieve Australia 2024,
DSC panel).

Overall, the initial search for documentation of people with intellectual disabilities
acting as service evaluators and/or service regulators was thin, increasing the need for an
exploratory study. However, several studies of relevance have been published from 2023
onwards and are spotlighted later in the discussion.

2.3. Inviting People to Join Us for a Conversation

We aimed to obtain a purposeful sample with a representative in each of the four
categories outlined below, which was achieved through the authors’ own networks across
four jurisdictions. A total of 13 informants agreed to participate (see Table 1). (Note: The
codes will be used to identify their quotations, which are cited in the Findings section.)

Table 1. Participants.

Code Role Country

P1 Evaluator with intellectual disabilities N. Ireland

P2 Evaluator with intellectual disabilities Australia

S1 Supporter for person Ireland

S2 Supporter for person N. Ireland

S3 Supporter for person Australia

S4 Supporter for person New Zealand

R1 Statutory Regulator N. Ireland

R2 Statutory Regulator N. Ireland

R3 Statutory Regulator Australia

SM1 Service Manager N. Ireland

SM2 Service Manager N. Ireland

SM3 Service Manager N. Ireland

SM4 Service Manager Australia

Overall, 11 of the 13 participants had had some involvement in an aspect of inclusive
evaluation, ranging from being on an evaluation team, organising such teams, inviting
critique of disability resources/projects by people with intellectual disabilities, and provid-
ing funding for inclusive evaluation activities. Two of the thirteen participants had only
been involved in research with people with intellectual disabilities as part of an inclusive
research team.

In terms of categories of participants, the breakdown was as follows: people with
intellectual disabilities who had been involved in research and/or evaluation (n = 2);
professionals who had supported people with intellectual disabilities performing either
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inclusive research and/or evaluation (n = 4); regulators (n = 3); and support service
directors/managers (n = 4).

2.4. Procedure

The interviews were online and mostly with one interviewee, except for one group
interview with three managers of different support services and one duo where a sup-
port professional with a research background and a researcher/evaluator with intellectual
disabilities were interviewed together. The interviews were semi-structured, covering
any examples known of where people with intellectual disabilities had been involved in
evaluation/regulation activities; the advantages, challenges, and risk of inclusive evalu-
ator/regulatory roles being filled by people with intellectual disabilities; and first steps
in getting government/Not for Profit (NFP) services to fund inclusive evaluation. In to-
tal eight individual interviews, one duo, and one focus group were spread across four
countries as follows: 4 interviews and 1 focus group in Northern Ireland; 3 interviews in
Australia; 1 in New Zealand; and 1 in the Republic of Ireland. Interviews were conducted
by the authors mainly within their geographic base. They took place from mid-2024 to
early 2025. The two researchers with lived experience of intellectual disabilities were
Sydney-based and shared the task of asking the interview questions across three interviews
alongside the first author and, similarly, in one interview with the second author.

2.5. Analysis

Each conversation was audio recorded and transcribed, and elements of grounded
theory were used to inform the thematic content analysis that was undertaken under the
three main aims of the study (Corbin and Strauss 2015). Through the use of open and axial
coding, major themes were identified across the interview and focus group data, covering
the perspectives of the 13 informants. Authors 1 and 2 met to discuss the themes and their
credibility. Author 1 prepared an easy-read version of the identified themes for a zoom
discussion with authors 3 and 4, and author 5 gave digital feedback. A consensus was
achieved on the main themes, relating to each research question that are now described.

3. Findings
In this section, the experiences reported by our informants are grouped in line with the

aims and structure of the interviews, namely how people with intellectual disabilities were
involved in inclusive evaluation and regulation activities; the advantages of their involve-
ment; the expected challenges and risks; and how these could be mitigated, leading to rec-
ommendations for extending and sustaining inclusive evaluation and regulation activities.

3.1. Involvement of People with Intellectual Disabilities in Evaluation/Regulation

Table 2 summarises the three ways in which people in our sample had been involved
with inclusive evaluations.

Table 2. The types of involvement in inclusive evaluations.

People with Intellectual Disabilities Were Involved As

Members of evaluation teams

Consultants on service design and delivery

Advisers with lived experience

3.1.1. Membership of Evaluation Teams

Our informants described different forms of teams in which people with intellectual
disabilities were members. Some joined a team of evaluators for large-scale evaluations
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being undertaken by statutory bodies or commissioned by non-governmental providers.
The evaluation team might also include family members of persons who were in receipt of
similar services. Sometimes the team consisted of two persons who worked together but
with distinct roles, as an inspector described:

I was an inspector in (Name) and we undertake inspections of inpatient mental health
and learning disability hospitals. During visits to those (facilities), we determined that
we required some experts by experience. At that time, we called them lay assessors, it just
would have been one inspector and the lay assessor, and then we may have had one of our
session consultants (join us). I always like a lay assessor to walk around a ward and pick
up anything,. . . you inspect services for so long, you could walk past something. Every
day they picked up on things that I missed, well, I mean, I don’t have a learning disability
and I’ve never used a service, so they were ideal for the job” (R1).

The visit to the service could take between two to three days, with a formal report and
recommendations being forwarded to the organisation in the week after. There was a variety
of ways that the implementation of recommendations was monitored and followed up.

3.1.2. Consultants on Service Design and Delivery

A second approach was acting as consultants, where organisations or government
divisions employed people with the lived experience of intellectual disabilities to give
feedback on service models, platforms, policy, and resources. One such example was
where members of a self-advocacy organisation were contracted by a disability service
organisation to check on how well they were upholding the rights of those who use
their services:

We now employ a team of people who work on our customer experience and our quality
team, and they’re people with a range of disabilities, including people with intellectual
disability. They interview the people that we support about their experience using the
services, about any problems that they might have, any policy issues that they might come
up, any service improvements that they might suggest. And then they work directly with
the local manager to make those changes, and where there are issues that come up that
really are about things that are pertinent across our services, they come to the executive for
suggestions around change and report regularly to the board about their findings (SM4).

Less formal evaluation approaches were described, where the sharing of the lived expe-
rience of a person with intellectual disabilities was considered a form of self-evaluation—for
instance, planning a move from the family home to supported accommodation and being
asked to comment on how their participation in co-design was evident in the outcomes of
the move. The same applied to their membership in advisory groups for broader service
development and the evaluation of the impact their contribution had on the process:

All of the people we support live at home with their family carers. When we do our
independent evaluations, we bring them inside to do that with both the families, the staff
and the service users (people with intellectual disabilities) who give their feedback about
what’s good about. . . what’s bad. . . what we could do differently. We get other wonderful
ideas of what they’d like us to do better (SM1).

3.1.3. Activities Undertaken to Support the Development of Evaluations

Informants were asked to speak about the activities they had undertaken to support
the inclusion of people with intellectual disabilities in the evaluations they had undertaken.
Those that were commonly mentioned across all three types of evaluations included
training, development of accessible materials, participating as team members, mentoring,
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adaptation of evaluation materials, provision of feedback, and follow up (see Table 3 for
more detail on these activities).

Table 3. Activities to support inclusive evaluations.

Accessible and adapted training opportunities were provided, such as role plays.

Easy read and plain English were used in developing evaluation tools and for the writing of reports.

Inclusive evaluators worked either in two’s or as part of a team, that comprised people both with and without
intellectual disabilities.

Inclusive evaluators were mentored in the field for their first evaluation activities.

Adapted checklists of standards relevant to the service/support setting were used in observing and discussing what
was being evaluated

Feedback was given to the service personnel by all the evaluators.

A follow-up strategy was prepared to see if gaps identified in the evaluation had been addressed.

The first four features above are commonly found in inclusive research studies (O’Brien
2023) and mirror the supports provided for researchers with intellectual disabilities. In
this study, the interviewees placed particular emphasis on ensuring that the training was
attuned to the needs of the evaluator with intellectual disabilities.

After he had done the (evaluator) training we went through a lot of the training that
took place. . . there were things they had not made clear. If somebody tells you something
(sensitive), you can’t ask too many questions. By doing scenarios—so by me pretending
to be a patient and telling him things that could happen—for him to see how he could
respond and know how to deal with it (S2).

Likewise, the checklist of standards used in evaluations needed to match the national
standards geopolitically for disability; for example, in Australia it would be the Australian
Disability Standards (Australian Human Rights Commission n.d.) But the checklists may
need to be adapted for language accessibility:

We have patient questionnaires which an inspector can use to ask patients questions, but
together we developed a questionnaire that they (co-evaluators) could use to interview
patients. So it was like using their language (R2).

3.2. Advantages of Having People with Intellectual Disabilities Involved in Evaluation

Our informants were asked about their perceptions of the advantages of having
persons with intellectual disabilities as co-evaluators. The main advantages identified
across participant groups were embedding respect for people with intellectual disabilities in
the evaluation, increased empathy and trust, more accurately capturing the lived experience
of support, and paid employment opportunities (see Table 4).

Table 4. The main advantages of having people with intellectual disabilities involved in evaluations.

The Main Advantages

Respecting the rights of people with intellectual disabilities.

Greater empathy and trust.

Capturing the lived experience of being supported.

Opportunity for paid employment.
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3.2.1. Respecting the Rights of People with Intellectual Disabilities

Involving people with intellectual disabilities within evaluation teams was seen as a way
of organisations meeting their obligations as a member country that had ratified the United
Nations Convention on the Rights of Person with Disabilities (United Nations 2006):

If you want to make [it] real, the Convention on the Rights of Persons with Disabil-
ities. . . and the saying “Nothing about us without us”, it will bring to life our own
international obligation to an international treaty to include people with disability into
all aspects of the government’s work. I would say that there is advantage in having that
experience as part of an evaluation in house team, people with the lived experience of
disability can bring in insight (R3).

3.2.2. Greater Empathy and Trust

The lived experience of those with intellectual disabilities being on evaluation teams
or performing regulation activities was credited with bringing more empathy and trust to
the process, while at the same time making it easier and quicker for the interviewee with
intellectual disabilities to connect to the process:

So, I tell them (the people in the residential service). . . I’m here as one of yous (sic), because
I’ve been through this. Because I’ve got that more of the t-shirt, you know. So that helped
them, because they knew I understood what (their place) was like. I could have empathy.
Is that the right word? I know what they’re going through (P1).

When they see trained evaluators with intellectual disability come in they trust them
more to tell them things. They can see things that really matter to people with intellectual
disability which often people who haven’t been in services can’t do. So, it’s that conscious-
ness of the important matters that are relevant in the lives of people with intellectual
disability (S4).

Invariably puts people at ease in being able to talk to someone who they consider is not a
person who’s caring for them day to day, not a person who’s in charge of the organisation
but someone that they really have the opportunity to connect with and to talk about their
own experience and to share their experience with (SM4).

3.2.3. Capturing the Lived Experience of Being Supported

The evaluators with intellectual disabilities could speak from their common experience
as users of services to those receiving the services that were being inspected. And the service
users would have more confidence to confide in them and talk to them about shortcomings
and any sensitive matters, which they might not do with professional inspectors or their
support staff:

One of the ladies I spoke to about abuse—she was very open and honest, and I ended up
going to her after and going, are you OK? Yes, yes (P1).

Having evaluators with intellectual disabilities on the team was thought to overcome
difficulties encountered previously:

When we do our (own) evaluations and we’re asking for their opinions . . . , we find that
we had to work a lot with them to get them to open up on what their opinions are, what
their thoughts were, because they’re not used to being asked those things (SM3).

When evaluators with intellectual disabilities were involved in giving feedback, greater
attention was paid by the service, as they focused more on the life of the people being
supported rather than procedural issues:
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We also find that giving feedback to the providers, the presentations by lay assessors
seemed to hit home much more and it brought the reality of user experience and what
could be improved (R2).

Recognising lived experience within an organisation and employing people with lived
experience of intellectual disability improves everything about that organisation. The
communication, the dynamics and outputs and. . . the evaluation process (S3).

Equally, the co-evaluators with intellectual disabilities gained more confidence from
having value attributed to their opinion and being credited with staff taking action:

(We were) going through the process to make sure that services that people like are on
track to get some good support. . . (they were) doing what they are supposed to do (P2).

3.2.4. Opportunity for Paid Employment

Being on an evaluation team was also acknowledged as leading to employment
opportunities:

We made a deliberate decision that this was a paid job. . . we were asking people to
be professionals. They were doing the kinds of jobs that we would normally employ
people without a disability to do and so we paid them an award wage. . . It’s given them
gainful employment, professional employment and award wages. So, I think they’ve been
advantages all around in doing things like this for our board, hearing from people with
lived experience about the experience of our service users (SM4).

The inequity in not paying evaluators with intellectual disabilities was highlighted
too by another of our informants:

We need to make sure that they were getting paid correctly and not being under paid
because we are still facing that problem in 2024 (P2).

However, payments did not happen with all participants.

No (they did not get paid), no, just expenses, travel expenses and food and, you know, a
meal allowance. That’s a strategic decision (because) of the employment type restrictions
that would be around. I think that comes in under the volunteer policy (R1).

And for some participants doing the job was enough payment

I personally do it because I’m passionate about it. It depends where you come across. It’s
just like, well, I’m just doing this as a job. I want to give them hope. But if you’re doing
it as a passion, that’s enough of a payment. Maybe I’m being stupid (P1).

3.3. Challenges and Mitigations

Our informants recognised that there were some major challenges and risks they had
faced and continued to face in undertaking inclusive evaluations (see Table 5). We also
explored how they had tried to mitigate the challenges and risks.

Table 5. The main challenges and mitigation of having people with intellectual disabilities involved
in evaluations.

The Challenges Mitigating the Challenges

Resources needed for inclusive evaluations. Awareness raising.

Valuing lived experiences Meeting training needs

Whole systems change. Managing risks

Handling sensitive information Mentoring
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3.3.1. Resources Needed for Inclusive Evaluations

Among our informants, resource issues were among the biggest challenge, covering
the need for suitable training materials and the time to provide training and ongoing
support, evaluation resources to reflect universal design, including the use of easy-read
and plain English materials, transport for people with intellectual disabilities to get to
evaluation/inspection locations, and timetable flexibility from their employers to schedule
follow-up meetings to check on implementation of recommendations.

Additionally, funding to pay people with intellectual disabilities to join evaluation or
regulation teams, or even to cover their expenses, was raised as an ongoing challenge. It
was suggested that government departments and Not for Profit organisations must secure
a stream of funding for reimbursement. According to a participant, this is where policy
and its resourcing are needed:

To be built in right from the beginning when organisations put up the proposal for the
contracts (SM4).

3.3.2. Valuing Lived Experiences

At the core of working to solve practice and resource issues was a cultural issue within
services, as well as in wider society, where people with intellectual disabilities have a
history of being seen aa needing care and protection and lacking the competence to make
judgements about their supports:

There are several challenges, the first being a cultural challenge, not of the people with
disability but of the professionals (R3).

Valuing the lived experience of disability is central to the successful inclusion of people
with intellectual disabilities as competent informers and evaluators.

With respect to how seriously the individual is taken, because a lot of people that don’t
work within this field take the disability before the person. And that is a barrier that we
are continually striving to overcome with respect to the general population. But people
need to listen with more respect to people with intellectual disabilities throughout life in
general. And I think that’s going to be a huge barrier still. We have progressed, but yeah,
we have made progress, but it’s so slow (SM4).

3.3.3. Systems Change

The whole of a service organisation, and not just the section involved in evaluation or
regulation, needs to be both accessible and inclusive attitudinally:

Some of the processes and systems even for our staff without disability is really challenging,
so in becoming an accessible workplace, we had to do a whole lot of work around that and
it’s still a work in progress. We have to keep challenging ourselves about (it) (SM4).

There needs to be inclusive systems . . . organisations need to change how they do things,
whether that’s day-to-day communication and/or online. . . I feel strongly that people with
lived experience need to be brought into the centre of the evaluation process not as a
separate side piece (S3).

A systems challenge also arises for people with intellectual disabilities to be able to
negotiate flexible working hours for evaluation activities in order to protect their other
working positions:

Some of them have jobs, freeing them up from the job (is needed) so that they can do it
(evaluation) (S4).
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3.3.4. Handling Disclosure of Sensitive Information

The need for training in understanding and managing risks for those engaged in
inclusive evaluation was a particular concern:

Some of the discussions and indeed the training was around how do we equip and enable
an individual and expert by experience to feel equipped to respond to any potential safe-
guarding disclosures, to be emotionally supported post-disclosure, and knowledgeable and
confident enough in what to do should it happen. (Even so) the peer researchers themselves
always had, if you like, support in the interviews That was one of the mitigations (R2).

3.4. Mitigating the Challenges

We probed how our informants had tried to mitigate challenges and risks, but the
impression we gained was that it continued to be a struggle, which some opted not to
take on:

Oh yeah, it’s a great idea. What you’re doing is really great, and then we sort of ran
up against a bit of a yeah, we’ll have to think about that. It’s certainly something we’ve
considered, but nothing came back (P2).

The main strategies used to overcome some of the challenges are listed in Table 6 above.

Table 6. Recommendations for extending and sustaining inclusive evaluations.

Recommendations

Share examples from successful schemes where people with intellectual disabilities have been employed as evaluators.
Guidelines are developed for people with intellectual disabilities and without disabilities who join inclusive

evaluation teams on their role.

Develop and share training programmes for inclusive evaluation teams.

Support services should promote an ethos of valuing the lived experience of persons with intellectual disabilities in all
aspects of their service.

Set up pilot programmes and collect and publish data of their outcomes and added value.

Seek out practiced evaluators with disabilities who would be available to support and mentor evaluation teams that
include people with intellectual disabilities.

Advocacy groups should train and support their members to take on evaluation roles.

Contracts for services should include funding to cover payments for people with intellectual disabilities to
be evaluators.

3.4.1. Awareness Raising

Foundational to a whole-of-organisation approach was that staff were supported to let
go of their assumptions and beliefs about people with intellectual disabilities as evaluators,
such as the following:

They would only be able to do half the job, and they (as support staff) would have to put
down their jobs to help the person (SM4).

Raising awareness about the potential of people with the lived experience of intellec-
tual disabilities to join regulation and/or evaluation teams was needed to overcome the
lack of belief in what they can achieve. The need to raise awareness was approached by
one organisation in what they referred to as

A really purposeful approach. It’s not just making things better for the people on that
particular (evaluation) team, but also every other person in the organisation has benefitted
from this. So, we’re employing people with disability in other parts of the organisation,
not just in these evaluation teams, because the organisation is more inclusive now (SM4).
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3.4.2. Training Needs

The need for specific training opportunities was stressed, especially for evaluators with
intellectual disabilities. Training in communication, confidentiality, the scope of what can be
said in public, observational skills, and the use of specific tools and questionnaires to gather
information was commonly considered as enhancing the inspection/evaluation process.

A feature of group evaluation training was that it would be delivered inclusively,
with both people with intellectual disabilities and without disabilities attending the same
facilitated sessions. However, for some evaluators with intellectual disabilities, this had
its drawback. They found the pace was too fast, they were reluctant to ask questions,
the language used was too complicated, and important issues were skimmed over. More
individual tuition that was needed to hold down a job was expressed as follows:

So are people really able to do it for a job? And then if you’re talking about a job, do
you get a job description and you apply for the job and do you show that you have the
ability because you’re done some training? Or could you be observed on the job and given
feedback? (S.1).

Aligned with group training, the need for a more customised approach in preparation
for some aspects of performing evaluation activities was reported. For example, govern-
ment regulation teams need to react quickly to high-level complaints and thus require a
customised approach, including individualised coaching and the provision of individual
support through a buddy system. It was also argued that opening regulatory activities to
people with intellectual disabilities needed piloting within both the government and NGOs
rather than launching it as a ‘ready-made’ programme. Ongoing reflective reviews of all
elements of the evaluation and regulation process, including training packages, field work,
and report writing and follow-up activities, were favoured and reasonable adjustments,
made in relation to both the physicality of locations and accessible resource materials.

Training was also stressed for those skilled in evaluation and regulation to enable them:

to provide a support mechanism, in terms of training and development, coaching, oppor-
tunities to buddy, and support the person with lived experience so that they can act as an
evaluator and bring value to the team (R3).

Indeed, our small-scale study was an example of how elements of reflective reviews
could be implemented within ongoing training sessions, and the use of an external inclusive
evaluation team to evaluate the impact of the training could be beneficial.

3.4.3. Managing Risks

Awareness raising and training, as noted previously, were also the bedrock on which
mitigations around hearing disclosure of abuse or trauma could be managed. A whole-
organisation approach, with staff and service users, was needed, and not just for those
undertaking evaluations:

It’s the same for anybody who hears some of those stories who might go in and hear that
somebody’s experiencing abuse or experiencing, you know, some pretty unpleasant things.
And so, you know, I need to make sure that as an employer that I’m giving them the right
support and I’m giving them the opportunity to be able to debrief, to be able to, you know,
hand that information on to someone who can do something about it (SM3).

(In the training) we talked too about the boundaries of what would be acceptable topics
and issues to talk to service users about, and if there was any suspicion of abuse or there
been any disclosures of abuse, that this should be reported to the inspectors (without
intellectual disabilities}, who would then would deal with that (R1).
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3.5. Extending and Sustaining Inclusive Evaluations

Our third aim was to gather insights from our informants as to how inclusive eval-
uations could be extended and sustained. Table 6 lists their recommendations, but not
necessarily in an order of importance, with the caution that they come from a very small
sample of persons. We will examine these further in the discussion.

As we had commenced our study in 2023, we re-ran the literature search while writing
this paper in mid-2025 and discovered that a number of articles had been published in
peer-reviewed journals, describing the experience of other admittedly small-scale studies
that could qualify as inclusive evaluations. In the main, they confirm and extend many
of the insights documented here, so we urge readers to use them as additional resources
on this topic. For example, service commissioners are willing to involve experts based
on experience in health sector organisations, but practical challenges hinder them from
actually doing so (van den Bogaard et al. 2023); there is a need to involve individuals
with disabilities in every part of project planning processes (Douglas et al. 2024); tangible
improvements are needed in the accessibility of information (Berg et al. 2024); the inclusion
of adults with intellectual disabilities as co-researchers benefits investigators, co-researchers
themselves, and project outcomes (Buck et al. 2024); ethics committees appear reluctant to
include people with cognitive deficits in order to ‘protect’ them (Bishop et al. 2024); and an
accessible research ethics training that leads to certification has been produced (Schwartz
et al. 2025).

Hopefully in future years, the number of published articles will grow, as has happened
with respect to inclusive research, as evidenced by this Special Issue and recent literature
reviews (Garratt et al. 2022). A body of literature adds credence, as well as practical
guidance, on how inclusive evaluation can become an established part of support services.
We depend on others to overcome the limitations of the efforts we report in this paper.
These findings are by no means the last word, but perhaps they qualify as being among the
first words on this topic.

4. Discussion: Where to from Here?
The rationale for inclusive evaluation within support services for persons with

disabilities—and indeed all recipients in need of social supports—has been clearly ar-
ticulated within Human Rights and Quality of Life frameworks. Moreover there is greater
recognition in democratic governments that fund social services of giving persons in receipt
of these services a stronger voice in ensuring that their support meets their needs. These
conceptual frameworks have seen growing acceptance internationally, especially with
respect to ensuring that health and social services, which are funded through national
taxation, are equitable, efficient, and effective. Nonetheless the rhetoric has been slow in
becoming a reality in even the most affluent countries, especially for the most marginalised
of their citizens, among whom people with intellectual disabilities prominently feature
(World Health Organization 2011). Thus far, efforts to implement changes in mindsets and
long-established practices are often driven more by the passion of individuals rather than
commitment of senior managers who commission and deliver services (Scourfield 2015).

The challenge now is to translate these visions into practice. This small study, with
its three main aims and allied with the emerging literature, confirms that people with
intellectual disabilities have brought added value to service evaluations and the processes
required in the inspection and regulation of support services. We are more aware also
of the extra training and supports that they may require to enhance their engagement
as team members undertaking inclusive evaluations. Nonetheless significant challenges
have to be overcome, but a range of mitigation strategies have been identified and tested.
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Recommendations have also emerged to guide future actions aimed at extending and
sustaining inclusive evaluations.

Even so, these are early days in this new venture, but they are reminiscent of the early
emergence of inclusive research. Looking back, its growth was fuelled more by academic
researchers striving to put inclusive research into practice rather than engaging in scholarly
debates about it (O’Brien 2023). Hence, we end by identifying what we perceive to be the
core actions needed to nurture inclusive evaluations. We offer for discussion an initial
implementation plan with indicative activities, as shown in Figure 1, for those interested
in undertaking inclusive evaluation activities. It combines the actions described in this
article and the wider inclusive research literature, to which this Special Issue is a valuable
addition (https://www.mdpi.com/journal/socsci/special_issues/GF4S06N1TC (accessed
on 26 September 2025)). Our hope is that others will expand the plan in the years ahead.

Figure 1. A plan for setting up inclusive evaluations.

The plan starts with actions in Stage 1, which value the lived experience of people
with intellectual disabilities (Curryer et al. 2024; Kelly et al. 2024; Koning et al. 2024; Love
2023) and build respect for their capacity to be informed and competent evaluators. This
stage embraces all the stakeholders involved in evaluations, from frontline staff to senior
managers of services and advocacy groups, as well as professional evaluators in regulatory
agencies and academia (O’Brien et al. 2025).

This leads into Stage 2, co-designing (JFA Purple Orange 2021) and piloting a small-
scale inclusive evaluation, possibly emulating the approaches that our informants have
described. This ‘proof-of-concept’ stage will yield valuable insights into unique and
common challenges and find ways round them (Moxley et al. 2013). It is likely that each
evaluation will need to be attuned to the particular service context and culture in any case,
so there is little to be gained by waiting for the ‘perfect’ inclusive evaluation model to
be discovered.

Stage 3 works towards extending inclusive evaluations, primarily through building
solidarity with others committed to inclusive evaluations through communities-of-practice
approaches (Ranmuthugala et al. 2011; Wenger-Trayner n.d.) and seeking funds to support
this new style of evaluation. Communities of practice encourage the exchange of knowledge
and good practices and will also assist with lobbying government agencies for the necessary
funding, primarily to cover the cost of training and resourcing of co-evaluators with
intellectual disabilities. These practices have proven successful in promoting inclusive
research. It remains to be seen if they can transfer to inclusive evaluations.
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In Stage 4 the focus shifts to making changes within systems. It may be desirable
that leadership for change should come from the top, but in our judgement, this is very
unlikely to happen in statutory systems. It is better to build from the bottom-up (Green
2016; Sergeant et al. 2022). The goal is not just to ensure that financial resources are available
for more effective monitoring and evaluations of services but that the policy and procedures
that guide them are redesigned to make them inclusive (Dew et al. 2018).

We envisage the plan spiralling into a further round of the same stages, as we anticipate
that the first four-stage cycle we have outlined is likely to be only partially achieved in
certain locations, for particular services, or for some of their users. For example, a further
Stage 1 would widen the recognition of the lived experiences of people with intellectual
disabilities among service commissioners, before moving forward again to pilot inclusive
evaluation in other parts of the geographic service ecosystem, and so on.

Two further points of note: although we present the stages in order, it is possible for
them to be worked on simultaneously or in a different order, depending on local contexts.
Arguably there could be further sub-stages that may become apparent as the plan gets used
in a variety of settings. This is only its beginning.

Finally, we end by summarising the key values that we believe need to drive frame-
works for inclusive evaluation in Table 7, just as Walmsley and Johnson (2003) did for inclu-
sive research. The fact that these values overlap is no surprise, although we have adapted
the wording from the insights we gained from our informants and the recent literature.

Table 7. The key values driving Inclusive Evaluation.

The Values

The lived experience of people with intellectual disabilities is recognised as a cornerstone in evaluating the upholding
of the human rights of persons with intellectual disabilities.

Membership for a person with intellectual disabilities on an evaluation team is equitable to those without disabilities
in both philosophy and practice.

Accessible, customised, mandatory training is undertaken to develop evaluation skills for all members of the team.

Universal design is applied to make evaluation processes accessible to the evaluators and the stakeholders who are
informants in the evaluation.

Customised, accessible support and supervision is provided throughout the evaluation process to ensure equity of
engagement for people with intellectual disabilities within inclusive evaluation teams.

The members with intellectual disabilities are respected as trustworthy members in relation to handling
confidential/sensitive material.

5. Conclusions
As inclusive research becomes more widely accepted, the time has come to explore

how it might grow out from academia and extend into the monitoring and evaluation of
services and allied functions such as their regulation and inspection, inquiries into mal-
practices, and the design of new support services. The informants across four jurisdictions
confirmed its feasibility and voiced strong support for it, highlighting benefits such as
greater trust and empathy during evaluations with users of services, more meaningful
feedback for service providers, and increased confidence and employment opportunities
for evaluators with disabilities. However, challenges remain, including funding and fair
pay for the engagement of people with intellectual disabilities, training opportunities that
meet the support needs of all stakeholders, and changing the cultural attitudes in support
services that underestimate the abilities of people with intellectual disabilities. Steps to
overcome these challenges are proposed, such as piloting inclusive evaluation programmes,
providing inclusive evaluation training to all involved, and lobbying governments to fund
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these roles. We created an implementation plan to guide practitioners wishing to undertake
inclusive evaluation. We conclude with a set of guiding principles that will nurture a spirit
of inclusion and respect. Finally, threaded through the information we garnered was the
theme of acceptance—accepting the competence and experience of people with intellec-
tual disabilities and how they grow through being valued within inclusive programmes.
Gaining acceptance of difference by others is the primary and arguably the more daunting
challenge to be faced in making inclusive evaluations a reality.
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