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Abstract

Researchers have implemented inclusive research for over 30 years. This article describes how
two research projects collaborated with researchers with disabilities and aligns the description
with four attributes of inclusive research developed by a consensus of international experts
with and without disabilities. The first project, the Person Experiences Interview Survey (PEIS)
Workgroup, reviewed and revised items for a self-report survey of mental health service experi-
ences. The second project describes the peer-led implementation of the Self-Determined
Career Design Model (SDCDM) intervention. Four factors facilitated or were barriers to the
projects’ alignment with inclusive research attributes. First, relationships enhanced capacity to
engage in meaningful ways. Second, balance between consistency and adaptability promoted
engagement. Third, long-term capacity was enabled by ongoing engagement and peer mentor-
ship. Fourth, time and funds impacted inclusive implementation. Engaging researchers with
disabilities meaningfully enhanced the research process and products.
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Introduction

In response to Walmsley’s (2001) groundbreaking
publicationarticulating the valueof inclusive research,
health, education, policy, and disability research has
adopted the approach to conduct research in partner-
ship with people with intellectual and developmental
disabilities (IDD; Garratt et al., 2022; O’Brien et al.,
2022). Inclusive research operationalizes the value of
“nothing about us without us” to leverage the exper-
tise that derives from the lived experience of disability
(Nicolaidis et al., 2019; Walmsey & Johnson, 2003).
Collaboration with people with IDD in the imple-
mentation of research enhances the accessibility, rele-
vance, and impact of research findings and products
(Beighton et al., 2017; Walmsley et al., 2018). People
with IDDhavebeenhistorically excluded frompartic-
ipation in the research process for multiple reasons,
including inaccurate assumptions regarding their abil-
ity to engage in research activities and a devaluing of

their lived expertise (O’Brien et al., 2022). In con-
trast to this exclusion, inclusive research or related
approaches, including participatory research, com-
munity-based participatory research, and action
research, provides an opportunity to demonstrate
the potential and impact of people with IDD within
our field as well as to broader society.

Despite the potential benefits and over 30 years
since the onset of inclusive research, the United
States lags behind in this practice, with fewer pub-
lished examples of inclusive research compared to
the United Kingdom (as previously identified in
reviews) and Australia (Chalachanová et al., 2021;
Di Lorito et al., 2018; Frankena et al., 2015). Further,
journals affiliated with the American Association on
Intellectual and Developmental Disabilities publish
fewer inclusive research studies than journals affili-
ated with other national and international IDD pro-
fessional associations (O’Brien et al., 2022). This
highlights the need to increase the field’s capacity to
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conduct inclusive research in the United States
(Shogren, 2022).

There is a wealth of resources that demonstrate
how to conduct research in collaboration with peo-
ple with IDD,many developed in partnership with
people with IDD (Frankena et al., 2019; Nicolaidis
et al., 2019; RDI Network, 2020; Strnadova et al.,
2022). The Frankena et al. (2019) guidelines are
unique, as theywere developedby a groupof interna-
tional inclusive health research experts, including 17
experts without disabilities and 40 experts with dis-
abilities. The guidelines were part of a consensus
statement on inclusive health research that was
developed through a review of Delphi study results
about the same topic, a roundtable discussion, and
iterativewritten feedback (Frankena et al., 2019).

Frankena and colleagues’ (2019) consensus state-
ment included the delineation of eight attributes of
inclusive health research; four of the eight pertain
to the implementation of a study and are described
in Table 1 (other attributes pertain to the design of
inclusive studies, and dissemination, and are not
the focus of this article). This article is focused on
implementation of research; thus, we will exclusively
focus on the four attributes that guide implementa-
tion of research. The first, Facilitating the Process,
ensures collaboration “by ensuring researchers with
intellectual disabilities’meaningful inclusion through
planning, discussion and decision-making” (Frankena
et al., 2019, p. 5). Dealing With Practicalities, the sec-
ond attribute, directs the team to prepare for the logis-
tical elements of research collaboration. This includes
ensuring all members have the transportation, time,
and support needed to engage in a meaningful way.
The third, Generating Data, includes the process of
planning and completing accessible and confidential
data collection. Finally, the fourth attribute,Analyzing
the Data, includes training and other preparation for
analysis, as well as accessible approaches for analyzing
patterns in qualitative or quantitative findings. The
consensus statement details a set of criteria that opera-
tionalize each attribute (seeTable 1).

The aim of this article is to describe how two
projects implemented research in collaboration with
people with IDD, using the Frankena and colleagues
(2019) attributes as a framework for structuring the
examples. Using the attributes as a common frame-
work illustrates how collaborative research can be
implemented to meet each study’s unique context
and aims, while still aligning with attributes deemed
essential for inclusive research.

Using Inclusive Research Attributes to
Describe Projects

This is a retrospective evaluation of two research
projects, with each research team process as the unit
of analysis (Hyett et al., 2014). “Real life”descriptions
of the research implementation process can advance
the understanding of inclusive research with people
with IDD, while remaining relatable to the reader
(Stake, 1978). To complete an in-depth and rich
description of each research team’s process, we used
meeting agendas, meeting slides and handouts, and
minutes/notes created during each respective pro-
cess. These activities were thenmapped against each
attribute, as defined in Frankena and colleagues
(2019), aligned with the implementation of inclu-
sive research (described previously):

(1) Facilitating the Process
(2) Dealing With Practicalities
(3) Generating Data
(4) Analyzing Data

The specific ways in which each team facilitated
engagement in the research process are described in
the next sections and aligned with the four attributes
and corresponding criteria in Table 1. As a final pro-
cess, we identified factors across projects that facili-
tated or were barriers to the projects’ alignment with
inclusive research attributes.

In keeping with the need for transparency of the
authorship process in inclusive research, two research
teams partnered in the writing of this article, includ-
ing researchers with disabilities (Strnadová &Walms-
ley, 2018). To create this manuscript, two researchers
without disabilities (Kramer, Dean) identified the
structure and outline. Next, each project separately
generated their critical evaluations through a team
writing process. To generate the discussion, each pro-
ject identified important conclusions and recommen-
dations, which were integrated by the first author and
edited by all co-authors. Each project has self-identi-
fied the specific language used to refer to people with
IDDon their research team.

Implementing Inclusive Research: Two
Examples

Study 1: Development of the Person

Experiences Interview Survey (PEIS)

The Context of the Study
Patient-reported experience and outcome measures
have been widely adopted in the mental health care
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Table 1
Aligning the PEIS Workgroup and SDCDM via Telehealth Project With the Consensus Attributes in Frankena
and Colleagues (2019)

Attributes of Inclusive
Research Study 1: PEIS Workgroup Study 2: SDCDM via Telehealth

Facilitating the Process
Discussing teammembers
practical and emotional
needs and responding to
them as a team

• All members shared their character
strengths during the first meeting.

• The 9th wrap-upmeeting included a
strengths-spotting exercise with
teammembers to celebrate their
contributions to the team.

• Before the first meeting, andweekly
throughout the project, the
facilitator supportermet
individually with each facilitator
with lived experience to discuss any
supports that were needed for
either the coaching sessions or
SDCDMsessions.

• The all facilitators were encouraged
to share any feedback onways the
team could better support their
needs.

Developing easy-to-read
info (accessible and
continuously tested)

• An easy-to-read agenda and
accessible PowerPointsTM

were used for eachmeeting

• Aone-page, plain language
description of each sessionwith
embedded visual supports were
created for each SDCDMsession.

• Plain language PowerPoint slides
were created for all facilitators to
use to teach concepts.

Considering prep for
meeting (mentoring,
pre-meeting)

• The agenda andmaterials were sent
tomembers prior to eachmeeting.

• Members could schedule a
one-on-one prep session.

• Facilitators with lived experience
met weekly with the facilitator
supporter to prepare for SDCDM
sessions and biweekly with
SDCDMcoaches to problem solve
challenges with participants and
SDCDMfacilitation.

Communication routines—
taking turns, not
answering for others

• Zoompolls were used inmeetings
to gather initial feedback on each
item to ensure all perspectives were
represented.Open discussionwas
based onpoll results.

• Amember identified the use of
the teleconferencing “raise hand”
function to indicate when others
wanted to share somembers could
self-monitor their contributions.

• Coaching sessions followed a
predictable routine, including
unstructured “get to know you”
time, progress reporting, and
problem solving.

• One facilitator emerged as the
leader of the “get to know you”
time and camewith questions to
ask the group.

(Table 1 continued)
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Table 1
Continued

Attributes of Inclusive
Research Study 1: PEIS Workgroup Study 2: SDCDM via Telehealth

Open discussion about
structure of team
meetings, location, time,
socialization, how to
manage conflicts

• We identified a commonmeeting
time that worked for all members.

• Eachmeeting openedwith a
“question of the week” to build
relationships amongmembers.

• Members were given the options to
discuss content individually if they
missed ameeting, but couldmiss
groupmeetings as needed due to
work, health, or personal
commitments.

• During synchronous the first
SDCDM training session, all
facilitators practiced using the
teleconferencing software for
facilitation.

• All facilitators agreed onmeeting
etiquette, including stayingmuted
until it was their turn to talk and
waiting until someonewas finished
speaking before unmuting.

Using tools to support the
learning process
(handbooks, videos,
training)

• The first meeting included an
orientation to PEIS by a team
member with lived experience, and
a discussion of shared values.

• All facilitators participated in 2
hours (divided into 30minute
chunks) of asynchronous remote
training designed to teach
components of the SDCDM.

• All facilitators participated in 2
hours of synchronous remote
training where the coachmodeled a
SDCDMsession and all facilitators
practiced their facilitation.

Ensuring ongoing critical
reflection and evaluation
and adjusting as required

• The feedback process was adapted
to remove a step that felt repetitive
based on input frommembers.

• During coaching sessions and
weekly preparation sessions, coach
and supporter asked reflective
questions about SDCDMsession.

Considering equality
training for entire research
department

• Co-PIKramer and engagement
coordinator had a combined
17 years of experience partnering in
the design of accessible and
relevant products.

• The research team included
researchers with IDDand PIDean
andCo-PI Shogren had experience
conducting researchwith
researchers with IDD.

DealingWith Practicalities
Discuss transportation
needs, and arrange and
fund transportation as
needed

• This did not apply as the
workgroupmet onZoom.

• This did not apply asmeetings were
held onZoom.

Allow for extra time to
implement all aspects of
an inclusive project

• Theworkgroup increased the initial
timeline from five to ninemeetings
to ensure sufficient
time for feedback.

• Wedid not plan for this and needed
to build in extra time for facilitators
to complete the 6-month
intervention timeline.

(Table 1 continued)
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Table 1
Continued

Attributes of Inclusive
Research Study 1: PEIS Workgroup Study 2: SDCDM via Telehealth

Plan for short- and long-
term breaks

• Meetings were kept at 1 hour
and no breakwas needed.

• Awrap up celebrationwas held
during the ninthmeeting to
reflect on accomplishments.

• Members attended an update
meeting after the completion of
content validity evaluation.

• Wekeptmeetings to 1 hour—which
was the preference of people with
IDDon the team—and breaks were
not needed.

• Throughout the 6-month timeline,
all facilitators were encouraged to
take vacations and sessions were
halted during holidays.

• When facilitators with lived
experience took vacations, the
facilitator supporter and coach
supported them to identify
strategies to catch upwith the
timeline (e.g., meet with
participants twice in one week).

Discuss how teammembers
need to be supported and
provide support- example,
research staff for research
and support staff for
accessibility

• All members attended and engaged
over Zoomwithout direct support.

• Held a technology training session
where all facilitators learned to
connect to sessions, share their
screen, andmute/unmute their
microphone. All implementation
materials were kept on awebsite for
easy access during SDCDM
sessions.

• Some facilitators with lived
experience preferred print
materials, so booklets of session
materials were created.

Discuss with support staff
how they can support
researchers with ID

• Onemember requested to
have his family copied/CCed
on all emails.

• Researchers observed recordings of
SDCDMsessions and if a training
or support needwas identified by
the research team, we discussed the
needwith the facilitator and
Facilitator Supporter to identify
needed supports.

Discuss how to deal with
scientific research team
meetings which people
with IDmay find
challenging to attend
because of technical and
complicated forms

• Onemember was also amember of
the leadership team. Thismember
had experience engaging in
scientific research teammeetings.

• One researcher with IDDattended
all researchmeetings. This
researcher was involvedwith the
development of the study, including
developing procedures for training
facilitators with lived experience
and co-developing training
materials in plain language.

(Table 1 continued)
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Table 1
Continued

Attributes of Inclusive
Research Study 1: PEIS Workgroup Study 2: SDCDM via Telehealth

• The research teamworked to
reduce jargon used for research
teammeetings, provided plain
languagematerials in advance of
meetings, and the PImet regularly
with the researcher with IDD to
talk through the purpose of the
meetings and support the
researcher to think through their
contribution to themeeting.

GeneratingData
Discussing and identifying
what is needed to collect
and process data. Provide
training if needed

• Members identified the importance
of providing individualized
accommodations during PEIS
administration for both research
participants andmental health
clients.

• Decisions about identifying and
collecting data weremade by the
research team, including one
research teammember with IDD.

Use alternativemeans of
data gathering (video,
visual)

• Members helped design the easy
read definition ofmental health
providers and services, and the
PEIS visual response scale that
used familiar words, colors, and
symbols.

• Data collection occurred through
an online system developed by the
research team.During coaching
sessions, all facilitators were
trained in procedures to protect
confidentiality.

Identify ways to generate
data using creative
means

• Not addressed • As part of SDCDMfacilitation, all
facilitators were trained to support
participants to set SMART goals
and develop goal attainment scales
based on the SMARTgoals.

Identify issues of
confidentiality and
develop solutions

• Members stressed the importance
of explaining to both research
participants andmental health
clients how their PEIS responses
would be used.

• Opportunities for facilitators with
lived experience to collect data were
limited by timeline and funding
challenges for completing IRB
trainings.

• All facilitators received training in
confidentiality from the SDCDM
coach.

(Table 1 continued)
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sector to evaluate quality and effectiveness of care
(Cella et al., 2015; Terwee et al., 2018). Although peo-
ple with IDD and mental health needs (IDD-MH)
are more likely to interface with multiple service sys-
tems and are at greater risk of emergency mental
health service use (Kalb et al., 2016; Kramer et al.,
2019), there is a lack of self-reported measures of ser-
vice experiences that are accessible and relevant for
people with IDD-MH. The Person Experiences
Interview Survey (PEIS; Beasley et al., 2023) was
developed as part of a larger study comparing the
effectiveness of in-person and telehealth mental
health services within START (an acronym for Sys-
temic, Therapeutic, Assessment, Resources, and
Treatment) sites across the United States (J. Beas-
ley et al., 2018; Kalb et al., 2019). The PEIS was
adapted from the FEIS (Family Experiences Inter-
view Survey), a family caregiver survey already
used by START. The research team determined
that a lack of direct feedback from service users
was a major obstacle in learning about service experi-
ences and outcomes and worked with the author of
the FEIS to establish parameters in which the PEIS
could be developed. Designing parallel measures
would enable the research study to the extent to
which mental health providers and services were

accountable, appropriate, and accessible for both
people with IDD and their caregivers.

The development of the PEIS was an interac-
tive, multistep process that included measurement
and clinical experts, collaboration with individuals
with disabilities, and gold standard methods for
establishing content validity of tools such as cog-
nitive interviews and focus groups (Terwee et al.,
2018). A central component to this development
process was collaboration with the PEIS work-
group (see next section). Prior to the workgroup
formation, measurement and clinical experts
who were members of the project’s leadership
team drafted a set of initial PEIS items based on
each FEIS item and a Likert scale. The PEIS
workgroup then engaged in a series of meetings
over 2.5 months to review and revise the initial
items; all members were compensated for their
time. The workgroup had two goals: 1) to review
each PEIS item for clarity and accessible lan-
guage (e.g., avoiding long sentences and com-
plex words), and 2) provide feedback on the
relevance of the evaluated mental health service
experiences for people with IDD. Items were
revised and re-reviewed by the PEIS workgroup
until no additional concerns were identified.

Table 1
Continued

Attributes of Inclusive
Research Study 1: PEIS Workgroup Study 2: SDCDM via Telehealth

AnalyzingData
Discuss and identify
means to analyze data
with team

• Onemember contributed to the
coding of qualitative content
validity data as part of their other
responsibilities on the research
team. They completed a
1-month-long team training
on qualitative data coding, and
had previous experience coding
qualitative data.

• When encountering responses that
were negatively biased about
persons with IDD, they found it
difficult to engage in the process.
They were reassigned to code data
that weremore neutral.

• Data analysis has not yet occurred,
but the research team plans to
involve facilitators with lived
experience in the interpretation of
the analysis using deidentified,
aggregated data.

• Through coaching conversations,
facilitators with lived experience
were instrumental in identifying
key discussion points that added
context and real-world
applicability to the data.

Compare and discuss ideas
about pattern response
with team

Note. PEIS ¼ Person Experiences Interview Survey; SDCDM ¼ Self-Determined Career Design Model; PI ¼ principal
investigator; IDD ¼ intellectual and developmental disabilities.
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TeamMembers
The PEIS workgroup included four researchers with
a variety of different experiences of disabilities and
all withmental health service experiences, including
experts with intellectual disability and autistic experts
(with andwithout intellectual disability). Two research-
ers with disabilities (including PeaceUrquilla) had pre-
viously worked with the study’s principal investigators
on two previous projects, over a period of 6 years.
They were already involved in this project as mem-
bers of the engagement team, and PeaceUrquilla was
also a member of the research leadership team.
The engagement team includes individuals with
IDD-MH, family members, START providers,
and researchers who meet biweekly to collabo-
rate in the development of all research study
activities and materials. The two other experts
on the PEIS workgroup were individuals identified
through the principal investigator (PI)’s national
professional networks. One expert was an experi-
enced leader of his state’s self-advocacy groups.
The other had experience creating short videos and
documentaries about his daily life as a person with a
disability, with a focus on rights such as supported
decision making. These two members served as mem-
bersof the research team’s advisory council for approxi-
mately 10 months, and had engaged in three advisory
council meetings prior to accepting the invitation to
collaborate in thePEISworkgroup.

The PEIS workgroup was facilitated and sup-
ported by the primary research study staff, including
the co-PI (Kramer) and an engagement coordinator.
Both had clinical expertise in IDD and/or mental
health supports. The co-PI had over 15 years of

experience collaborating with people with IDD
in projects, and the engagement coordinator part-
nered with two members of the workgroup in a
prior project. Communication between the PEIS
workgroup and the leadership team was fluid and
ongoing. The team PI (Beasley) and other co-PIs
met weekly with Kramer and Peace Urquilla, who
acted as liaisons and reported group progress and
feedback. This mechanism integrated the efforts
of the workgroup into the full study design. See
Table 2 for a summary of the team roles.

Attribute 1: Facilitating the Process
Prior to meeting, we established a weekly time that
was convenient for everyone’s schedule. The group
wanted to meet each week at the same day and
time, so the schedule was easy to remember. The
meeting schedule was based around the availability
of the members who were in different time zones
and had other work and personal responsibilities.
When workgroup members could not attend meet-
ings, we scheduled individualmake upmeetings when
possible.Wemet using video conferencing (ZoomTM),
because itwas theonlyway tobringournationalwork-
group together. However, this was hard for one mem-
ber of the workgroup, who was “Zoomed out.” We
acknowledged this challenge and kept each meeting
to 1 hour to limit screen fatigue.

Our first meeting together focused on building
relationships and ensuring a commonunderstanding
of our purpose. Prior to the firstmeeting, we asked all
members to complete the VIA Character Strengths
Survey (Littman-Ovadia et al., 2021), which draws
from positive psychology principles. During the first

Table 2
Roles of the PEIS Workgroup and the Broader Research Project

Role Description

PEISworkgroupmembers Four persons with variety of different experiences of disabilities and all
withmental health service experiences. All members also served on the
broader project’s advisory council, and twomembers had other roles and
responsibilities on the study team (leadership team, engagement team).

PEISworkgroup facilitators Two persons without disabilities, who facilitated the development and
review of the PEIS and partneredwithworkgroupmembers to ensure the
review process was accessible. Onewas a project co-principal
investigator, and the secondwas the engagement coordinator.

Leadership team Project principal investigators, co-investigators, and other key personnel
including research coordinators, engagement coordinator, and a
researcher with a disability who also engaged in the PEISWorkgroup.

Note. PEIS ¼ Person Experiences Interview Survey.
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meeting, each member shared their top three charac-
ter strengths. Focusing on the strengths eachmember
brought to thework at the beginning of eachmeeting
reminded us of our unique and shared contributions
to the common goal. These strengths were listed on
all future meeting agendas as a reminder each week.
Theworkgroup also discussed the importance of elic-
iting the perspectives of people with IDDabout their
experiences with mental health services and provid-
ers, and how the availability of an accessible measure
could enhance quality of care. This discussion was
facilitated by a video recording of an advocate who
identified as a person with IDD and mental health
service experiences who described their perspectives
on why a tool like the PEIS was needed. The discus-
sion provided the team with a shared framework of
the purpose of the project.

To prepare for each subsequentmeeting, mem-
bers received an email and agenda 1 week, 1 day, and
1 hour before each meeting. The agenda specified
what to “read, do, and think” before each meeting,
and listed the PEIS items thatwouldbe revieweddur-
ing the meeting. Two workgroup facilitators without
disabilities met with members prior to the meeting,
when needed, to review the agenda and prepare for
the meeting. All meeting materials used plain lan-
guage and consistent formatting to reduce cognitive
load. For example, the meeting email and agenda
included themeetingdate, time, Zoom link, anddirec-
tions to prepare for the meeting in an easy-to-read
table.Duringmeetings, draft itemswere presented one
at a time, next to the Likert scale with visual cues,
on a PowerPointTM slide using the videoconferencing
share screen.

To provide an opportunity for team members
to build relationships, each meeting began with an
activity called “question of the week.”Although the
research team facilitator generated the icebreaker
question for the first three meetings, a member
of the workgroup facilitated the activity with a
question of their own for the remaining six meet-
ings. Members took turns coming up with their
own question of the week to ask at the upcoming
meeting. Examples included “What is your favorite
movie?” and “Whatwas your favorite summer activ-
ity growing up that you still do now?”The questions
took about 10minutes to discuss and gave teammem-
bers theopportunity to learnabout eachperson’s inter-
ests, background, and life experiences.

Developing items for measures requires one to
take the perspective of others to consider how respon-
dents may interpret the question. Working as a group

can enhance this process. If each member contributes
their own interpretation of an item, the group can
identify if there is a sharedunderstanding thatmatches
the intended item meaning, or if certain words or
phrases contribute to a poor item clarity. However,
accounting for the perspectives of others or articu-
lating howone understands a question is an abstract
task that may be inaccessible for some people with
IDD. To make the process of reviewing items acces-
sible, we used a two-step process. First, members
viewed the PEIS question and the prompt, “What
Likert response would you pick for this question, and
why?” Each group member responded individually
to each question using the Likert response scale.
Responses were gathered anonymously using the
“poll” feature in the video conferencing platform,
allowing all workgroupmembers to contribute. After
all responses were compiled, each member was pro-
vided an opportunity to share how they rated each
item and why. Second, to provide targeted feedback
about the clarity of the item, members viewed the
PEIS question and the prompts “Do any words need
to be added or changed?” and “Think of a visual or
picture example for this question.” Still, the use of
multiple prompts felt cumbersome as some mem-
bers provided similar feedback for the first and sec-
ond set of prompts. The PEIS workgroup facilitators
removed the prompt “think of a visual, or picture
example” to reduce the amount of time needed to
review each item and reduce confusion.

During the item review process, it was observed
that somemembers, in their enthusiasm, contributed
at length in these discussions, and other members
only shared when they were explicitly and directly
asked. After a few meetings, one team member sug-
gested privately with the PEIS workgroup facilitator
that she was unsure when and how to interject her
ideas. She suggested members use the “raise hand”
feature to indicate they wanted to share. This cue
would remind members to give other people the
opportunity to share, rather than always being the
first to jump in. This new communication process
was added as a reminder slide to the beginning
of each remaining meeting and implemented
successfully to provide equitable opportunities
for engagement.

During the final meeting, the group celebrated
their accomplishments including the number of
items reviewed, the number ofmeetings, and prior-
ities identified by the workgroup. The members
also identified and celebrated the strengths each
member contributed to the development process.
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In a strength-spotting exercise informed by posi-
tive psychology principles, members took turns
sharing how each team member activated their
strengths to positively contribute to the process.
For example, one member activated his strength
of “honesty” to provide honest feedback about
wording that was confusing or difficult. Another
member activated their strength of “leadership” to
help other members learn how to critically evaluate
questions by sharing their thought process to design-
ing accessible questions. This exercise provided the
groupwith closure for theworkgroup process.

Attribute 2: Dealing With Practicalities
When scheduling and coordinating meetings, we
communicated directly with each member, provid-
ing calendar invitations for each scheduled meeting.
One member asked the PEIS workgroup facilitators
to cc: his family member on emails, but direct con-
tact was made with the family only once to arrange
compensation. All workgroup members attended
and engaged over Zoom without direct support.
Most members attended most meetings from a pri-
vate location in their home, but the flexibility of
video conferencing also allowed one member to
attend from a variety of community locations accord-
ing to his schedule including a coffee shop, train sta-
tion, and even a commuter ferry.

Adhering to a project timeline and adapting
the timeline in response to emerging needs and
findings is a crucial component of research project
management. The PEIS workgroup initially sched-
uled five meetings. However, to provide sufficient
time to review all 21 items with full input from all
teammembers, and to follow up on subsequent item
revisions, the schedule expanded to nine groupmeet-
ings. Although this extended the deadline for the
completion of the PEIS, the leadership team valued
the input of the workgroup members over meeting
the initial timeline. The leadership team also secured
additional funds to increase the compensation of
workgroup members. About 6 months later, mem-
bersmetwith PEISworkgroup facilitators to provide
feedback on a PEIS instructional video. Finally, after
the completion of interviews and focus groups to
evaluate the content validity of the PEIS, the work-
groupmembers reviewed findings and the final set of
PEIS items.

Attribute 3: Generating Data
The original design and methods to establish the
content validity of the PEIS items were developed

by the research team during the grant application
process. However, members of the workgroup made
significant contributions to the design of the admin-
istration process of the PEIS. While reviewing and
revising the PEIS items, the workgroup identified
the following administration priorities: 1) clearly
definemental health providers and services, 2) ensure
the respondent understands how their responses will
be used and that their perspectivematters, and 3) pro-
vide accommodations to allow all people to provide
their perspectives using the PEIS. The workgroup
also provided feedback on the visual cues, including
colors and symbols, used with the PEIS Likert
response scale. These administration protocols were
used in data collection. There was an impact beyond
data collection, as the directions were incorporated
into the PEIS administrationmanual for use in clini-
cal practice (see Table 3).

Attribute 4: Analyzing Data
The entire workgroup was not involved in analysis
of content validity data due to time and resource
constraints, including time of research personnel to
support the team, budget to continue to pay work-
group members for their time, and time constraints
to finalize the instrument for the implementation of
the comparative effectiveness trial. However, one
member (Peace Urquilla), as part of their other
responsibilities and role on the Leadership Team,
coded focus group responses to evaluate the rele-
vance and comprehensiveness of the items. They
previously participated in 1-month long team train-
ing on qualitative data coding and had experience
coding other qualitative data.

While coding family member responses, the
teammember was surprised and initially upset to
find that some focus groups with informants con-
tained implicit biases regarding people with disabili-
ties, particularly people with IDD. As a self-advocate
who has often been confronted with these implicit
biases from others in their personal life, the team
member found it difficult to engage with negatively
biased focus group responses. When sharing this
experience during a team meeting, another team
member noted that responses from a second infor-
mant group were more neutral. The team members
traded analytical assignments, so the researcher with
disabilities could continue to participate in data anal-
ysis without confronting additional activating mate-
rial, and completed the rest of the analytical process
without further barriers.
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Study 2: The Self-Determined Career

Design Model (SDCDM) via Telehealth

Context of the Study
TheSelf-DeterminedCareerDesignModel (SDCDM)
is an intervention that supports people to set and go
after career-related goals and reflect on their progress
toward their goals (Shogren et al., 2021). It is a career-
focused version of the Self-Determined Learning
Model of Instruction (SDLMI), which is an evidence-
basedpractice in transition instruction (NationalTech-
nical Assistance Center on Transition, 2016). The

SDCDM is a three-phase model in which a facilitator
supports a person to (1) set a goal, (2) develop an
action plan to achieve the goal, and (3) reflect on
progress toward the goal (see Dean et al., 2019,
2022, for more information about implementa-
tion of the SDCDM). Facilitators support people
to work through a problem-solving sequence con-
sisting of 12 PersonQuestions (four PersonQuestions
per phase). Facilitators use Facilitator Objectives and
Employment Supports that were designed for each
Person Question and serve as a road map for facil-
itators supporting people to answer the Person

Table 3
Description of Priority PEIS Administration Directions and Supports Identified by the PEIS Workgroup
Members

PEIS Administration Priority Features & Supports

Clearly definemental health
providers and services

The PEISworkgroup ensured the accessibility of a one page plain
language infographic that describes three types ofmental health
providers and services: prescribers, therapists/counselors, and crisis
response. Each definition includes a visual icon to support
understanding. Each definition includes examples of types of
providers. For example, a prescribermay be a primary care doctor,
nurse, or psychiatrist.

Ensure the respondent
understands how their
responses will be used

The PEIS administrationmanual and instructional video includes
statements suggested by the PEISworkgroupmembers such as:

• “My job is to listen to you and dowhat I can to help yourmental
health providers improve services if needed.What you tell me
todaywon’t be sharedwith your providers. If youwould likeme
to share with other people, like your family, we can do that
together.”

• “Remember, there are no right or wrong answers!What you
think is important.”

Provide accommodations to
allow all persons to share their
perspectives using the PEIS

The PEIS administrationmanual andmaterials are accessible and
allow additional accommodations. Access accommodations
developed in partnership with the workgroup include:

• The PEISResponse Scale includes visual cues using colors and
symbols.

• Persons can take breaks as needed or complete the PEIS over
several sessions.

• A trusted support person, such as a familymember, can be
present during administration.

• PEIS questions can bemodified to include references to the
person’s specificmental health providers and services.

• PEIS response scale words and images are available as picture
exchange cards, or can be programed into communication
devices.

Note. PEIS ¼ Person Experiences Interview Survey.
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Questions. In this project, facilitators without and
with the lived experience of intellectual and devel-
opmental disabilities (IDD) implemented the
SDCDM over telehealth to support adults with
IDD to set and go after career-related goals. Facili-
tators met with participants weekly for 1-hour
SDCDM sessions for 6 months. Facilitators met
biweekly with a coach, who had extensive experience
implementing the SDCDM.Table 4 describes the dif-
ferent roles of people engaged in the SDCDM pro-
ject. In the following sections, we will describe the
training and support procedures that were used to
support facilitators with lived experience to enhance
fidelity of implementation.

TeamMembers
The research team consisted of project staff and
facilitators. Project staff included the PI, who also
served as the coach for facilitators, had extensive
knowledge of SDCDM implementation in com-
munity contexts, and did not have lived experience
of intellectual disability; a co-PI with extensive
knowledge of SDLMI implementation who did not
have lived experience of intellectual disability; a post-
doc who had experience facilitating the SDCDM
and identified as neurodivergent; and one SDCDM
facilitator who had lived experience with a develop-
mental disability.

All facilitators were employed by community
organizations serving youth and adults with IDD
and included five facilitators with lived experience
of an intellectual and/or developmental disability
and five facilitators who did not have lived experi-
ence of an intellectual and/or developmental dis-
ability. Three facilitators with lived experience had
extensive experience as peer supporters for people
with disabilities enhancing self-advocacy skills and
also had experience obtaining and maintaining

employment. The remaining two facilitators with
lived experience had personal experience obtaining
and maintaining employment; however, they did
not have experience as peer supporters. All facilita-
tors without lived experience were trained to imple-
ment evidence-based practices in either educational
(e.g., teachers) or employment contexts (e.g., job
coaches). Throughout training and implementation,
facilitators with lived experience offered feedback on
training and implementation materials, which were
continually refined based on feedback. To differenti-
ate between facilitatorswith andwithout lived experi-
enceof an intellectual and/or developmental disability,
we will refer to facilitators with lived experience
of an intellectual and/or developmental disability as
“facilitators with lived experience” and facilitators
without lived experience of an intellectual and/or
developmental disability as “facilitators without
lived experience.” Training and implementation
processes were generally designed to be inclusive
of facilitators with and without lived experience,
so at times we refer to “all facilitators” to indicate
facilitators with and without lived experience.

Attribute 1: Facilitating the Process
To prepare for the process of implementing the
SDCDM(see Table 5 for overview), the teamneeded
to adapt resources previously created and used by
researchers without the lived experience of disability.
This included session descriptions, PowerPoint (PPT)
slides that supported facilitators to teach key con-
cepts, and session activities designed to engage par-
ticipants in meeting session objectives. To adapt the
materials, two project staff with extensive experience
implementing the SDCDM and one staff member
with lived experience co-adapted implementation
materials to be accessible (e.g. use plain language,
inclusion of sample scripts). Further, during training

Table 4
Roles of SDCDM via Telehealth Personnel

Role Description

Coach Met biweekly with facilitators to problem solve challenging implementation
situations and enhance fidelity

Facilitator Met weekly directly with participants to support participant to work through the
SDCDM

Facilitator Supporter Trained SDCDMfacilitator whomet weekly with facilitators with lived
experience to prepare for SDCDMsessions

Participant Personworking through the SDCDM
Note. SDCDM ¼ Self-Determined Career Design Model.
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and coaching sessions, project staff with experi-
ence facilitating the SDCDM reviewed imple-
mentation materials with facilitators with and
without lived experience to discuss the intent of
the materials and get feedback on the accessibility
of materials. Facilitators with lived experience
indicated that the existing session descriptions
were too long (5-6 pages) and that the scripts were
hard to follow. This process led to the develop-
ment of new session descriptions that were one-
page in length. Further, rather than the originally
developed sample scripts to teach concepts, facili-
tators with lived experience preferred a notes page
that had an image of each PPTslide and room for
them to write or type their own script for each
session. Through the previously described inclusive
processes, facilitators with lived experience were

supported to meaningfully contribute to the imple-
mentation phases of the research project.

Prior to implementing theSDCDMintervention,
all facilitators needed training to learn the key compo-
nents of the SDCDM and prepare for facilitation.
Following best practice in implementation research,
project staff also led biweekly coaching sessions to
enhance fidelity of intervention delivery (Hagiwara
et al., 2020). As previously noted, training and coach-
ing procedures were originally designed based on
previous research using the SDCDM and SDLMI.
Training for facilitators consisted of 3 hours of asyn-
chronous remote training where facilitators watch vid-
eos teaching the main components of the SDCDM.
Videos were divided into 30-minute segments to
promote accessibility. This was followed by 2 hours
of synchronous remote training where an expert

Table 5
Description of SDCDM via Telehealth Training and Support Components

Training and Support
Component Features

SDCDMSession
Materials

Detailed SDCDMSessionDescriptions—described the PersonQuestions and
FacilitatorObjectives for the session in plain language. Also provided
detailed plain language descriptions of each PPT slide with a sample script for
how to introduce content on each slide.

SDCDMSessionOne PageOverview—a quick reference asked for and
designed by people with lived experience to give an overview of the session
purpose and key activities.

PPTSlides—designed to support facilitators to teach key SDCDMconcepts.
SDCDMSession Activities—designed to engage participants inmeeting session
objectives.

Structured Training
Process

Asynchronous Remote Training—3 hours of videos teaching themain
components of the SDCDM(content was broken into 30-minute segments).

Synchronous Remote Training—2 hours of remote “face to face” training where
an expert in SDCDM implementationmodeled an SDCDMsession,
facilitators practiced facilitating an SDCDMsession, and facilitators planned
for their implementation.

Prep Sessions Facilitators with lived experiencemet weekly with another trained SDCDM
facilitator to plan that week’s SDCDMsession.

Coaching Sessions Facilitatorsmeet biweekly with an SDCDMcoach. Coaching sessions were
divided into three components:

1. Unstructured “get to know you” time
2. Reporting, where facilitators shared their experiences facilitating the

SDCDM
3. Problem Solving, where the SDCDM coach facilitated a conversation to

resolve challenges faced by facilitators and enhance facilitator problem
solving

Note. SDCDM ¼ Self-Determined Career Design Model.
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in SDCDM implementationmodeled an SDCDM
session, all facilitators practiced facilitating an
SDCDM session, and all facilitators planned for
their implementation.

Throughout the 6-month implementation time-
line, all facilitators met as a group with an expert
SDCDM coach who led sessions (called coaching
sessions) designed to enhance SDCDM fidelity.
Facilitators with lived experience also met indi-
vidually each week with a trained SDCDM facili-
tator without lived experience to prepare for each
session (called prep sessions). The trainings and
coaching sessions were led by an SDCDM coach
(Dean) who had extensive experience facilitating
the SDCDM and who did not have lived experi-
ence of disability. However, facilitators with lived
experience co-developed the processes by which the
training and coaching were delivered. First, all facili-
tators and the coach agreed that coaching sessions
would occur every other week; sessions were sched-
uled at a convenient time for all teammembers and
were conducted remotely using teleconferencing
software since members of the research team lived
in different states. Coaching sessions used the same
structure for each meeting to support facilitators
with lived experience to prepare for and fully engage
in each part of the meeting. The first 5-10 minutes of
each coaching session was unstructured time where
the research team could get to know each other bet-
ter. One facilitator with lived experience emerged as
an organizer of this time by coming with questions
to ask other team members. The next 20 minutes
consisted of reporting, where each facilitator would
share their experiences facilitating the SDCDM.

The final component of the meeting was prob-
lem solving. Items to discuss during the problem-
solving part of the meeting were developed in two
ways. First, as facilitators reported about their experi-
ences, when facilitators described a challenge they
were facing with their facilitation of SDCDM ses-
sions, the coach would ask reflective questions to
support critical thinking about the problem during
the problem-solving session. For example, if a facili-
tator was challenged by a situation where a person’s
family member was answering questions for the per-
son, we may ask “How would you ask a friend to sup-
port your decisionmaking?” If the facilitator indicated
they wanted to talk more, the coach would add the
issue to the list of things to discuss during the prob-
lem-solving session. The research team would also
identify items for problem solving based on obser-
vations of recorded SDCDMsessions.

An example of a topic that was discussed during
a problem-solving session was related to the pacing
of the sessions. A facilitator with lived experience
canceled an SDCDM session because they were on
vacation, then tried to complete two sessions the
following week by moving quickly through session
materials and not leaving enough time for the par-
ticipant to discuss important topics. In this case, the
team reassured the facilitator that it was ok tomiss a
session and then supported the facilitator to identify
strategies for making up missed sessions (e.g., con-
ducting two SDCDM sessions in 1 week) and decide
the best option for them and their participant. The
facilitator’s supporter would then follow up in their
weekly planning meeting to plan for implementing
the strategy, including discussing the strategy with
their participant.

Early SDCDMcoaching sessionsmainly focused
on problem solving about facilitation, such as how to
best use the PPTslides and how to document sessions
and how to best engage participants in sessions. Ques-
tions were primarily addressed by the coach and the
facilitation supporter. As time went on and facilitators
with lived experience gained experience with facilita-
tion and became comfortable with the group, prob-
lem-solving discussions became a group discussion,
with facilitators with lived experience sharing their
experiences to support other facilitators in developing
new strategies for facilitation. This created a dynamic
learning culture where everyone felt comfortable shar-
ing their experiences to support others.

Attribute 2: Dealing With Practicalities
The SDCDM via telehealth project staff commu-
nicated directly with all facilitators to coordinate
meetings. One facilitator without lived experience
of disability also served as the primary coordinator
for all facilitators with lived experience; when coor-
dination emails were sent, this facilitator followed
up individually with all facilitators with lived expe-
rience directly to ensure changes in schedulingworked
for each facilitator. As noted earlier, meetings (both
SDCDM sessions and coachingmeetings) were con-
ducted using teleconferencing software. All partici-
pants had experience using the teleconferencing
software, and facilitators gathered in person for
the first training session to practice using the software.
Practice during the first training session consisted of
each facilitator connecting to the sessions, sharing
their screen, and muting/unmuting their micro-
phone. At the first meeting, the team also discussed
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the timeframe formeetings and decided tomeet every
otherweek for 1hour for coaching sessions.

To adhere to the project timeline, the principal
investigator created a 6-month implementation
timeline that detailed the SDCDM PersonQuestions
to be covered each week. At each coaching session, all
facilitators discussed their progress with implementa-
tion and, if needed, the teamwould discuss changes to
the project timeline tomeet the scheduling needs of
facilitators and participants. However, the project
needed to adhere to a strict timeline and, although
excess time was budgeted into the timeline, it was
not always possible to extend timelines.

Further, all implementationmaterials were added
to awebsitewhere facilitators could access allmaterials
needed for the session. The website used images to
displaymaterials and organized content by SDCDM
session, which corresponded to the project timeline,
soneededmaterials couldbequickly identified. Facili-
tators with lived experience reported that these
features made the site easy to navigate and find
the materials they needed. Some facilitators with
lived experience indicated they preferred to use
print materials for their preparation; SDCDM
session booklets were created that contained all
implementationmaterials.

Attribute 3: Generating Data
During implementationof the SDCDMintervention,
facilitatorswith lived experiencewere engaged through
two primary methods—coaching meetings and the
SDCDM sessions they facilitated. During coaching
meetings, the team, including project staff and facil-
itators with and without intellectual disability, made
decisions about material refinement, timeline adjust-
ment, and strategies to supportparticipants (if needed).
For example, facilitators with lived experience stated
that the scripts created by the research team were not
writtenhow theywould talk, and that they preferred to
create their own script. The team thenworkedwith the
facilitators to create a notes page for each PPTslide, so
facilitators could create their own script for each slide.
During the SDCDM sessions, all facilitators sup-
ported participants to work through the SDCDM.
Both methods were designed to be inclusive and to
supportmeaningful engagement by facilitators with
lived experience.

Participant data in this study was collected via
an online system and was coordinated by project
staff at KUCDD. All facilitators distributed individ-
ual links to the assessments for participants but were
not directly involved with data collection. This

decision was made by the team because of the chal-
lenges inherent in completing institutional review
board (IRB) trainings that were not designed to be
accessible for people with IDD. All facilitators did
receive training in confidentiality to ensure privacy
of participants during coaching sessions.

Facilitators with lived experience played an
important role in supporting participants to set goals
and track progress. This is an important component
of the SDCDM process. All facilitators received
2 hours of training in goal attainment scaling.During
this training, facilitators learned about the compo-
nents of SMART (Specific, Measurable, Achievable,
Relevant, and Time-bound) goals and learned a
systematic approachused in theSDLMIandSDCDM
to support participants to set SMARTgoals. Facilitators
then learned a coaching strategy designed by the
research team and integrated into SDCDM proce-
dures to support participants to create a goal attain-
ment scale based on the SMART goal. Facilitators
then supported participants to set SMARTgoals and
develop a rating scale to track progress using goal
attainment scaling. Supporters during planning ses-
sions reinforced the learning about SMART goals
and practiced facilitating conversations about goal
setting with facilitators. Staff at Kansas University
Center on Developmental Disabilities (KUCDD)
also reviewed all goal attainment scales for quality. If
scales needed adjustments, for example, if the scale
did not alignwith themeasurable components of the
goal, KUCDD staff would explain multiple ways to
make the adjustments so the facilitator could decide
the best alternative from their perspective. The facili-
tator would then discuss the changes to the goal with
the participant. Through this process, the origi-
nal intent of the goal was maintained, for exam-
ple if the goal was focused on applying to jobs in
a particular field, the goal kept that focus. Quality
adjustments consisted of ensuring the goals were spe-
cific andmeasurable.

Attribute 4: Analyzing Data
At the time of this writing, data collection for this
project is ongoing anddata has not yet been analyzed.
Data analysis will be led by trained methodologists at
KUCDD, however, the KUCDD staff does plan on
discussing de-identified results with facilitators. Our
plan is to discuss overall findings from the data analy-
sis and learn from facilitators with lived experience
why they think we might see the patterns that we see.
We believe this process will yield discussion points
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that are more meaningful to the lives of people with
intellectual anddevelopmental disabilities.

Discussion

Across the two projects, we identified four factors
that impacted either facilitated alignment with the
consensus attributes outlined in Frankena and col-
leagues (2019) or, in some instances, were barriers to
the full attainment of all inclusive research attributes.
They are:
• Relationships with partners enhanced team

capacity to engage in meaningful ways,
• A balance between consistency and adaptability

promoted engagement for people with IDD,
• Long-term capacity for inclusive research was

enabled by ongoing engagement and peer men-
torship, and

• Time and financial constraints impacted col-
laboration in all phases of implementation.

Relationships With Partners Enhanced

Team Capacity to Engage in

Meaningful Ways
Positive and open relationships facilitate team suc-
cess, and this is equally true in research (Schwartz
et al., 2020; Schwartz & Durkin, 2020). For the
PEIS workgroup, taking the time to build relation-
ships focused on strengths, as with the use of the
character strengths survey and question of the week,
enhanced our overall sense of community and ability
to collaborate as aworkgroup.This allowed the experts
both with and without disabilities to become well
acquainted with each other’s working and communi-
cation styles, accommodation needs, and, impor-
tantly, the ethos or philosophy that drives the work.
Finding commonality in this ethos and being able to
rely on both it and each other over time contributed
to helping experts with disabilities to feel empowered
to contribute not only to the content of the work, but
to the leadership and facilitation of the workgroup
itself. The team’s flexibility and commitment to sup-
porting fluid or emergent access needs, as in the situa-
tions with speaking up during meetings, or addressing
a sense of discomfort during data analysis, demon-
strates how inclusive research can be operationalized
to empower researchers with disabilities to not only be
part of the work, but to be assured that researchers
with disabilities truly belong. For the SDCDMvia tel-
ehealth project, longstanding relationships with Imag-
ine Enterprises helped conceptualize the training and
support processes established for facilitators with

lived experience. This work centered the experi-
ences and preferences of people with lived experi-
ence in the designing of research processes
established to support fidelity of implementation of
the SDCDM and promote positive self-determi-
nation and career outcomes for participants.
These examples operationalize the value that inclu-
sive research isn’t just about making sure people
with IDD are in the room, but are really centered,
empowered in group discussions and decision mak-
ing, and a sense of connection and belonging
(Schwartz&Durkin, 2020).

A Balance Between Consistency and
Adaptability Promoted Engagement for
People With IDD
Consistency and predictability in both time and
meeting routine are accommodations that support
access and promote engagement for people with
IDD. This is well documented in the inclusive liter-
ature (Frankena et al., 2019; Nicolaidis et al., 2011,
2019; Schwartz et al., 2020), but these projects
demonstrate that these routines can be operational-
ized in a range of research contexts including groups
that work virtually. For example, both teams kept a
consistent meeting schedule and relied on materials
like meeting agendas or intervention implementa-
tionmaterials that used consistent design and format
standards. Although consistency enhances accessibil-
ity, it is equally important to be responsive to the
needs of the team that shift over time; as the team
builds capacity, different types of supports and access
strategies are needed (Schwartz et al., 2020; Schwartz
& Durkin, 2020). For example, in the SDCDM via
telehealth project the coaching sessions shifted from
facilitator led to discussion-based problem solving as
team members gained skills and confidence. In the
PEIS workgroup, the timeline was expanded in
response to the groups’ approach to providing
feedback to ensure all felt heard. This responsive-
ness is possible when ongoing critical reflection
and evaluation of the implementation process is
combined with open communication with research
partners (Frankena et al., 2019).

Long-Term Capacity for Inclusive

Research Was Enabled by Ongoing

Engagement and Peer Mentorship
Research can require specialized training and skills,
and inclusive research scholars have debated the
role of formalized research training for team
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members with disabilities, and the consensus
guidelines used in this article reference the impor-
tance of training and orientation (Frankena et al.,
2019). Some scholars have stressed the need to build
research skills so that people with disabilities have the
capacity to be engaged in a way that is rigorous and
knowledgeable (Embregts et al., 2018; Flood et al.,
2013; Strnadová et al., 2014).Conversely, others high-
light the expertise derived through lived experience,
with a “distinct value” (Walmsley et al., 2018, p. 751)
that only people with disabilities can provide
(Beighton et al., 2017; Bigby et al., 2014). In both
projects, the research team included people with
IDD in different roles with different responsibilities
in the overall project. Some members with prior
research experience had the capacity to engage in a
broader set of research activities that required an
understanding of the full research study including
planning, mentorship and supervision of other
team members, and analysis and dissemination.
Other team members were new to research, and
their role on the research teamwas focused on a very
specific component of the research process, such as
serving as SDCDM coaches or revising the PEIS
questions. For these members, their capacity for
research was enhanced through a variety of
approaches including formalized training, peer men-
torship from more experienced members, and the
hands-on experience of engagement in the process,
as has been documented in other studies (García
Iriarte et al., 2014; Garcia-Iriarte et al., 2009; Kramer
et al., 2022).

Time and Financial Constraints Impacted

Collaboration in All Phases

of Implementation
All research requires time and resources to ensure
quality and rigor. In the United States, funding
agencies and foundations are increasingly recog-
nizing the value of research partners with disabili-
ties and operationalize that value through dedicated
funding (O’Brien et al., 2022; Patient-CenteredOut-
comes Research Institute, 2023). Still, the work of
experts with IDD is often significantly undervalued
andundercompensated relative to nondisabled peers
(Nicolaidis et al., 2019). The systemic persistence of
institutions undervaluing and undercompensating
the labor and expertise of partners with disabilities
presents a significant barrier to inclusive research
(Garratt et al., 2022; O’Brien et al., 2022). Both pro-
jects were fortunate to have the financial support and
resources needed to implement inclusive research.

Although the PEIS workgroup had time and budget
in the beginning to expand the work to ensuremean-
ingful collaboration and high-quality development
process, it meant less time and funds to engage with
the team at the end in data analysis and final decision
making. However, the intensive engagement of one
member (Peace Urquilla) in this process ensured the
voice of people with lived experience were present in
all phases of the project. For the SDCDM project,
there was not time or budget to engage participants
in the IRBprocess, which limited their engagement in
data collection and analysis. Further, time constraints
prevented robust discussion of the researchprocess, so
while facilitators gained extensive knowledge in the
SDCDM and facilitation techniques, facilitators
did not always have information about the context
of delivering the SDCDM as part of a research
study. Even with these limitations, both projects’
ability to secure resources and fairly compensate part-
ners speaks to a deeper, values-driven approach that
was foundational to the success of our teams.

Conclusion

This article illustrates how two studies implemented
research in collaborationwith peoplewith IDD, using
consensus inclusive research attributes as a common
framework. The implementation of inclusive research,
as aligned with these attributes, is strengthened when
teams build trusting relationships, are adaptable to
changes in the team over time, facilitate ongoing
capacity building by inviting people with IDD to
collaborate at multiple levels of a project, and are
supported with sufficient financial resources. As
illustrated by the outcomes of the two inclusive
projects described in this article, the PEIS work-
group and the SDCDM over telehealth, everyone
learns from the collaborative process, which results
in better research andmeaningful products.

References

Beasley, J. B., Kalb, L. G., & Klein, A. (2018). Improv-
ing mental health outcomes for individuals with
intellectual disability through the Iowa START
(I-START) program. Journal of Mental Health
Research in Intellectual Disabilities, 11(4), 287–
300. https://doi.org/10.1080/19315864.
2018.1504362

Beasley, J. B., Kramer, J. M., Kalb, L., Caoili, A.,
Peace Urquilla, M., & Tessler, R. (2023). The

INCLUSION

2024, Vol. 12, No. 1, 55–74

�AAIDD

DOI: 10.1352/2326-6988-12.1.55

J. M. Kramer et al. 71

D
ow

nloaded from
 http://m

eridian.allenpress.com
/inclusion/article-pdf/12/1/55/3332036/i2326-6988-12-1-55.pdf by AAID

D
 G

roup B R
eferring url user on 28 February 2024

https://doi.org/10.1080/19315864.2018.1504362
https://doi.org/10.1080/19315864.2018.1504362


Person Experiences Interview Survey (PEIS) adminis-
tration manual. Authors.

Beighton, C., DeWilde, S., Victor, C., Cook,
D. G., Carey, I. M., Manners, P., Hosking, F.,
& Harris, T. (2017). ‘I’m sure we made it a bet-
ter study . . .’: Experiences of adults with intel-
lectual disabilities and parent carers of patient
and public involvement in a health research
study. Journal of Intellectual Disabilities, 23(1),
78–96. https://doi.org/10.1177/17446295177
23485

Bigby, C., Frawley, P., & Ramcharan, P. (2014). A
collaborative group method of inclusive research.
Journal of Applied Research in Intellectual Disabilities,
27(1), 54–64. https://doi.org/10.1111/jar.12082

Cella, D., Hahn, E. A., Jensen, S. E., Butt, Z.,
Nowinski, C. J., Rothrock, N., & Lohr, K. N.
(2015). Patient-Reported outcomes in performance
measurement. RTI Press. http://www.ncbi.nlm.
nih.gov/books/NBK424378/

Chalachanová, A., Lid, I. M., & Gjermestad, A.
(2021). Citizenship of persons with intellec-
tual disabilities within the frame of inclusive
research: A scoping review of studies to inform
future research. European Journal of Disability
Research 1, 15(2), 139–152. https://doi.org/10.
1016/j.alter.2020.09.001

Dean, E. E., Hagiwara, M., Shogren, K. A.,
Wehmeyer, M. L., & Shrum, J. (2022). Promot-
ing career design in youth and young adults
with ASD: A feasibility study. Journal of Autism
and Developmental Disorders, 52(6), 2689–2700.
https://doi.org/10.1007/s10803-021-05146-x

Dean, E. E., Shogren, K. A., Wehmeyer, M. L.,
Almire, B., & Mellenbruch, R. (2019). Career
design and development for adults with intel-
lectual disability: A program evaluation.Advances
in Neurodevelopmental Disorders, 3(2), 111–118.
https://doi.org/10.1007/s41252-018-0080-6

Di Lorito, C., Bosco, A., Birt, L., & Hassiotis, A.
(2018). Co-research with adults with intellectual
disability: A systematic review. Journal of Applied
Research in Intellectual Disabilities, 31(5), 669–686.
https://doi.org/10.1111/jar.12435

Embregts, P. J. C. M., Taminiau, E. F., Heerkens,
L., Schippers, A. P., & van Hove, G. (2018).
Collaboration in inclusive research: Competen-
cies considered important for people with and
without intellectual disabilities. Journal of Policy
and Practice in Intellectual Disabilities, 15(3), 193–
201. https://doi.org/10.1111/jppi.12248

Flood, S., Bennett, D., Melsome, M., & Northway,
R. (2013). Becoming a researcher. British Journal
of Learning Disabilities, 41(4), 288–295. https://
doi.org/10.1111/j.1468-3156.2012.00756.x

Frankena, T. K., Naaldenberg, J., Cardol, M.,
Iriarte, E. G., Buchner, T., Brooker, K., Embregts,
P., Joosa, E., Crowther, F., Fudge Schormans, A.,
Schippers, A., Walmsley, J., O’Brien, P., Linehan,
C., Northway, R., van Schrojenstein Lantman-de
Valk, H., & Leusink, G. (2019). A consensus
statement on how to conduct inclusive health
research. Journal of Intellectual Disability Research,
63(1), 1–11. https://doi.org/10.1111/jir.12486

Frankena, T. K., Naaldenberg, J., Cardol, M.,
Linehan, C., & van Schrojenstein Lantman-de
Valk, H. (2015). Active involvement of people
with intellectual disabilities in health research—
A structured literature review. Research in Devel-
opmental Disabilities, 45–46, 271–283. https://
doi.org/10.1016/j.ridd.2015.08.004

García Iriarte, E., O’Brien, P., & Chadwick, D.
(2014). Involving people with intellectual dis-
abilities within research teams: Lessons learned
from an Irish experience. Journal of Policy and
Practice in Intellectual Disabilities, 11(2), 149–157.
https://doi.org/10.1111/jppi.12081

Garcia-Iriarte, E., Kramer, J. C., Kramer, J. M., &
Hammel, J. (2009). “Who did what?”: A partici-
patory action research project to increase capac-
ity for advocacy. Journal of Applied Research in
Intellectual Disabilities, 22(1), 10–22. https://
doi.org/10.1111/j.1468-3148.2008.00431.x

Garratt, D., Johnson, K., Millear, A., Picken, S.,
Slattery, J., & Walmsley, J. (2022). Celebrating
thirty years of inclusive research. Social Sciences,
11(9). https://doi.org/10.3390/socsci11090385

Hagiwara, M., Shogren, K. A., Lane, K. L., Raley,
S. K., & Smith, S. A. (2020). Development of
the Self-Determined Learning Model of
Instruction Coaching Model. Education and
Training in Autism and Developmental Disabil-
ities, 55(1), 17–27.

Hyett, N., Kenny, A., & Dickson-Swift, V. (2014).
Methodology or method? A critical review of
qualitative case study reports. International Jour-
nal of Qualitative Studies on Health and Well-
Being, 9(1), 23606. https://doi.org/10.3402/
qhw.v9.23606

Kalb, L. G., Beasley, J. B., Caoili, A., & Klein, A.
(2019). Improvement in mental health out-
comes and caregiver service experiences asso-
ciated with the STARTprogram.American Journal

INCLUSION

2024, Vol. 12, No. 1, 55–74

�AAIDD

DOI: 10.1352/2326-6988-12.1.55

72 Collaboration With Researchers With IDD

D
ow

nloaded from
 http://m

eridian.allenpress.com
/inclusion/article-pdf/12/1/55/3332036/i2326-6988-12-1-55.pdf by AAID

D
 G

roup B R
eferring url user on 28 February 2024

https://doi.org/10.1177/1744629517723485
https://doi.org/10.1177/1744629517723485
https://doi.org/10.1111/jar.12082
http://www.ncbi.nlm.nih.gov/books/NBK424378/
http://www.ncbi.nlm.nih.gov/books/NBK424378/
https://doi.org/10.1016/j.alter.2020.09.001
https://doi.org/10.1016/j.alter.2020.09.001
https://doi.org/10.1007/s10803-021-05146-x
https://doi.org/10.1007/s41252-018-0080-6
https://doi.org/10.1111/jar.12435
https://doi.org/10.1111/jppi.12248
https://doi.org/10.1111/j.1468-3156.2012.00756.x
https://doi.org/10.1111/j.1468-3156.2012.00756.x
https://doi.org/10.1111/jir.12486
https://doi.org/10.1016/j.ridd.2015.08.004
https://doi.org/10.1016/j.ridd.2015.08.004
https://doi.org/10.1111/jppi.12081
https://doi.org/10.1111/j.1468-3148.2008.00431.x
https://doi.org/10.1111/j.1468-3148.2008.00431.x
https://doi.org/10.3390/socsci11090385
https://doi.org/10.3402/qhw.v9.23606
https://doi.org/10.3402/qhw.v9.23606


on Intellectual and Developmental Disabilities,
124(1), 25–34. https://doi.org/10.1352/1944-
7558-124.1.25

Kalb, L. G., Beasley, J., Klein, A., Hinton, J., &
Charlot, L. (2016). Psychiatric hospitalisation
among individuals with intellectual disability
referred to the START crisis intervention and
prevention program. Journal of Intellectual Dis-
ability Research, 60(12), 1153–1164. https://
doi.org/10.1111/jir.12330

Kramer, J. M., Schwartz, A. E., Watkins, D., Peace,
M., Luterman, S., Barnhart, B., Bouma-Sims, J.,
Riley, J., Shouse, J., Maharaj, R., & Rosenberg,
C. R. (2019). Improving research and practice:
Priorities for young adults with intellectual/
developmental disabilities and mental health
needs. Journal of Mental Health Research in Intellec-
tual Disabilities, 12(3–4), 97–125. https://
doi.org/10.1080/19315864.2019.1636910

Kramer, J. M., Schwartz, A., Hallock, T., Myrvold,
R., Hwang, I.-T., Pfeiffer, B., & Team, T. I. C.
R. (2022). Developing and evaluating a tool-
kit of strategies to support remote inclusive
research teams. Journal of Intellectual Disabili-
ties, 17446295221110390. https://doi.org/
10.1177/17446295221110390

Littman-Ovadia, H., Dubreuil, P., Meyers, M. C., &
Freidlin, P. (2021). Editorial: VIA character
strengths: Theory, research and practice. Frontiers
in Psychology, 12. https://www.frontiersin.org/
articles/10.3389/fpsyg.2021.653941

National Technical Assistance Center on Transi-
tion. (2016). Evidence-Based practices and predic-
tors in secondary transition: What we know and
what we still need to know. NTCAT.

Nicolaidis, C., Raymaker, D., Kapp, S. K., Baggs,
A., Ashkenazy, E., McDonald, K., Weiner,
M., Maslak, J., Hunter, M., & Joyce, A.
(2019). The AASPIRE practice-based guide-
lines for the inclusion of autistic adults in
research as co-researchers and study partici-
pants. Autism, 23(8), 2007–2019. https://
doi.org/10.1177/1362361319830523

Nicolaidis, C., Raymaker, D., McDonald, K.,
Dern, S., Ashkenazy, E., Boisclair, C., Robertson,
S., & Baggs, A. (2011). Collaboration strategies in
nontraditional community-based participatory
research partnerships: Lessons from an academic–
community partnership with autistic self-advo-
cates. Progress in Community Health Partnerships,
5(2), 143–150. https://doi.org/10.1353/cpr.
2011.0022

O’Brien, P., Iriarte, E. G., McConkey, R., Butler, S., &
O’Brien, B. (2022). Inclusive research and intel-
lectual disabilities: Moving forward on a road less
well-travelled. Social Sciences, 11(10), Article 10.
https://doi.org/10.3390/socsci11100483

Patient-Centered Outcomes Research Institute.
(2023). The value of engagement. https://www.
pcori.org/engagement/value-engagement

RDI Network. (2020). Research for all: Making
research inclusive of people with disabilities.

Schwartz, A. E., & Durkin, B. (2020). “Team is
everything”: Reflections on trust, logistics and
methodological choices in collaborative inter-
viewing. British Journal of Learning Disabilities,
48(2), 115–123. https://doi.org/10.1111/
bld.12305

Schwartz, A. E., Kramer, J. M., Cohn, E. S., &
McDonald, K. E. (2020). “That felt like real
engagement”: Fostering and maintaining inclu-
sive research collaborations with individuals with
intellectual disability. Qualitative Health Research,
30(2), 236–249. https://doi.org/10.1177/
1049732319869620

Shogren, K. A. (2022). Presidential Address, 2022—
Dismantling systemic barriers: Re-Envisioning
equity and inclusion. Intellectual and Developmen-
tal Disabilities, 60(6), 520–529. https://doi.org/
10.1352/1934-9556-60.6.520

Shogren, K. A., Dean, E. E., Hagiwara, M., &
Wehmeyer, M. (2021). The Self-Determined Career
Design Model facilitator’s guide. Kansas University
Center on Developmental Disabilities.

Stake, R. E. (1978). The case study method in social
inquiry. Educational Researcher, 7(2), 5–8. https://
doi.org/10.3102/0013189X007002005

Strnadová, I., Cumming, T. M., Knox, M., &
Parmenter, T. (2014). Building an inclusive
research team: The importance of team build-
ing and skills training. Journal of Applied
Research in Intellectual Disabilities, 27(1), 13–
22. https://doi.org/10.1111/jar.12076

Strnadova, I., Dowse, L., & Garcia-Lee, B. (2022).
Doing Research Inclusively: Co-Production in
Action. Disability Innovation Institute UNSW
Sydney.

Strnadová, I., & Walmsley, J. (2018). Peer-reviewed
articles on inclusive research: Do co-researchers
with intellectual disabilities have a voice? Journal
of Applied Research in Intellectual Disabilities, 31(1),
132–141. https://doi.org/10.1111/jar.12378

Terwee, C. B., Prinsen, C. A. C., Chiarotto, A.,
Westerman, M. J., Patrick, D. L., Alonso, J.,

INCLUSION

2024, Vol. 12, No. 1, 55–74

�AAIDD

DOI: 10.1352/2326-6988-12.1.55

J. M. Kramer et al. 73

D
ow

nloaded from
 http://m

eridian.allenpress.com
/inclusion/article-pdf/12/1/55/3332036/i2326-6988-12-1-55.pdf by AAID

D
 G

roup B R
eferring url user on 28 February 2024

https://doi.org/10.1352/1944-7558-124.1.25
https://doi.org/10.1352/1944-7558-124.1.25
https://doi.org/10.1111/jir.12330
https://doi.org/10.1111/jir.12330
https://doi.org/10.1080/19315864.2019.1636910
https://doi.org/10.1080/19315864.2019.1636910
https://doi.org/10.1177/17446295221110390
https://doi.org/10.1177/17446295221110390
https://www.frontiersin.org/articles/10.3389/fpsyg.2021.653941
https://www.frontiersin.org/articles/10.3389/fpsyg.2021.653941
https://doi.org/10.1177/1362361319830523
https://doi.org/10.1177/1362361319830523
https://doi.org/10.1353/cpr.2011.0022
https://doi.org/10.1353/cpr.2011.0022
https://doi.org/10.3390/socsci11100483
https://www.pcori.org/engagement/value-engagement
https://www.pcori.org/engagement/value-engagement
https://doi.org/10.1111/bld.12305
https://doi.org/10.1111/bld.12305
https://doi.org/10.1177/1049732319869620
https://doi.org/10.1177/1049732319869620
https://doi.org/10.1352/1934-9556-60.6.520
https://doi.org/10.1352/1934-9556-60.6.520
https://doi.org/10.3102/0013189X007002005
https://doi.org/10.3102/0013189X007002005
https://doi.org/10.1111/jar.12076
https://doi.org/10.1111/jar.12378


Bouter, L. M., de Vet, H. C. W., & Mokkink,
L. B. (2018). COSMIN methodology for evalu-
ating the content validity of patient-reported out-
come measures: A Delphi study. Quality of Life
Research, 27(5), 1159–1170. https://doi.org/10.
1007/s11136-018-1829-0

Walmsey, J., & Johnson, K. (2003). Inclusive
research with people with learning disabilities. Jes-
sica Kingsley Publishers.

Walmsey, J., & Johnson, K. (2003). Inclusive
research with people with learning disabilities:
Past, present, and futures. Kingsley.

Walmsley, J. (2001). Normalisation, emancipatory
research and inclusive eesearch in learning disabil-
ity. Disability & Society, 16(2), 187–205. https://
doi.org/10.1080/09687590120035807

Walmsley, J., Strnadová, I., & Johnson, K. (2018).
The added value of inclusive research. Journal
of Applied Research in Intellectual Disabilities,
31(5), 751–759. https://doi.org/10.1111/
jar.12431

Received 7/2/2023, accepted 9/3/2023.

We thank the PEIS workgroup members for their valuable
contributions to the project: Micah Peace Urquilla
(author), Destiny Watkins, Nathaniel Lentz, Oscar
Segal, and engagement coordinator Elizabeth Grosso.
The PEIS workgroup was funded through a Patient-
Centered Outcomes Research Institute (PCORI) Award
(AD-2020C3-21087). The views stated in this article
are solely the responsibility of the authors and do not

necessarily represent the views of the Patient-Centered
Outcomes Research Institute (PCORI), its Board of
Governors, or Methodology Committee.

The SDCDM via Telehealth project would like to thank
our facilitators with lived experience for their valuable
contributions to implementation: Joshua Abrashoff, Ricky
Broussard, Brad Linnenkamp (author), Phillip McGruder,
and Walter Gamble. The contents of this manuscript were
developed under a grant from the National Institute on
Disability, Independent Living, and Rehabilitation Research
(NIDILRR grant number 90IFRE0039). NIDILRR is
a Center within the Administration for Community Living
(ACL), Department of Health and Human Services
(HHS). The contents of this manuscript do not
necessarily represent the policy of NIDILRR, ACL,
or HHS, and you should not assume endorsement
by the Federal Government.

Authors:
Jessica M. Kramer, University of Florida; Evan E.
Dean, Kansas University Center on Developmental
Disabilities; Micah Peace Urquilla and Joan B.
Beasley, University of New Hampshire; and
Brad Linnenkamp, Kansas University Center on
Developmental Disabilities.

Correspondence concerning this article should be
addressed to Jessica M. Kramer, PhD, OTR/L, FAAIDD,
University of Florida, Department of Occupational
Therapy, College of Public Health and Health
Professions, 1225 Center Drive, Room 2101, Gainesville,
FL 32611 (email: Jessica.kramer@Phhp.ufl.edu).

INCLUSION

2024, Vol. 12, No. 1, 55–74

�AAIDD

DOI: 10.1352/2326-6988-12.1.55

74 Collaboration With Researchers With IDD

D
ow

nloaded from
 http://m

eridian.allenpress.com
/inclusion/article-pdf/12/1/55/3332036/i2326-6988-12-1-55.pdf by AAID

D
 G

roup B R
eferring url user on 28 February 2024

https://doi.org/10.1007/s11136-018-1829-0
https://doi.org/10.1007/s11136-018-1829-0
https://doi.org/10.1080/09687590120035807
https://doi.org/10.1080/09687590120035807
https://doi.org/10.1111/jar.12431
https://doi.org/10.1111/jar.12431
mailto:Jessica.kramer@Phhp.ufl.edu

