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Abstract

Background Medical trainees (medical students, residents, and fellows) are playing an active role in the develop-
ment of new curricular initiatives; however, examinations of their advocacy efforts are rarely reported. The purpose
of this study was to understand the experiences of trainees advocating for improved medical education on the care
of people with intellectual and/or developmental disabilities.

Methods In 2022-23, the authors conducted an explanatory, sequential, mixed methods study using a constructiv-
ist paradigm to analyze the experiences of trainee advocates. They used descriptive statistics to analyze quantitative
data collected through surveys. Participant interviews then yielded qualitative data that they examined using team-
based deductive and inductive thematic analysis. The authors applied Kern’s six-step approach to curriculum develop-
ment as a framework for analyzing and reporting results.

Results A total of 24 participants completed the surveys, of whom 12 volunteered to be interviewed. Most survey
participants were medical students who reported successful advocacy efforts despite administrative challenges.
Several themes were identified that mapped to Steps 2, 4, and 5 of the Kern framework: “Utilizing Trainee Feedback”
related to Needs Assessment of Targeted Learners (Kern Step 2); “Inclusion”related to Educational Strategies (Kern Step
4); and “Obstacles’, “Catalysts’, and “Sustainability” related to Curriculum Implementation (Kern Step 5).

Conclusions Trainee advocates are influencing the development and implementation of medical education related
to the care of people with intellectual and/or developmental disabilities. Their successes are influenced by engaged
mentors, patient partners, and receptive institutions and their experiences provide a novel insight into the process
of trainee-driven curriculum advocacy.
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Background

The Carnegie Foundation report published in 2010 called
for increased individualization of the learning process
and decreased rigidity in medical training due to the
evolving complexities of science, society, and the medi-
cal profession [1]. Trainees (medical students, residents,
and fellows) have played an instrumental role in expedit-
ing the individualization of their education. A substantial
amount of curricular reform in US medical schools has
come at the demands of trainees: especially as it relates
to topics such as social determinants of health, health
equity, diversity, anti-racism, global health, and climate
change [2-7]. Trainees have also begun to advocate for
improved accessibility and quality of education about
the care of people with intellectual and/or developmen-
tal disabilities (IDD), a topic rarely addressed in medical
eduation[8].

IDDs are a group of conditions characterized by sig-
nificant limitations in cognitive functioning and adaptive
behavior that begin during an individual’s developmental
period. These conditions often have a wide range of eti-
ologies and presentations [9]. While physicians of all spe-
cialties will provide care to people with IDD, research has
shown that most physicians are uncomfortable doing so
[10-13]. Lack of physician knowledge, skills, and confi-
dence are major barriers to quality care for people with
IDD [14].

Curricular interventions have been shown to be effec-
tive at improving physician attitudes toward people with
IDD [15]. And while there is currently no requirement
that US medical schools teach their students to care for
people with IDD [16], some institutions have imple-
mented effective educational initiatives on this topic [17-
19]. At many of these institutions, trainees are playing a
major role in advocating for the inclusion of this content
in their curricula; however, descriptions of their experi-
ences with the process of curriculum advocacy are lack-
ing [8].

In this study, we aimed to understand the experiences
and processes of trainee-driven curricular advocacy
through the lens of medical students, residents, and fel-
lows advocating for new or improved medical education
on the care of individuals with IDD. For the purpose of
this manuscript, we use the term trainee advocates to
describe trainees seeking changes to a curriculum and
refer to their efforts and processes as trainee-driven cur-
riculum advocacy.

Methods

Study design

Using a constructivist paradigm [20], we conducted an
explanatory, sequential, mixed methods study of medical
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trainees advocating for curricular reform related to the
care of people with IDD [21]. Our purpose was to gain
a better understanding of trainees’ experiences with the
processes of curriculum advocacy. To do so, we devel-
oped a survey instrument and draft interview guide that
queried participants about their curriculum advocacy
work. We then collected surveys for an initial period of
8 weeks, after which we performed preliminary data
analyses to ensure that the final interview guide included
the core concepts reflected in the survey responses. After
this analysis, the team determined that the draft inter-
view guide addressed these core concepts and that no
changes to the guide were required. At this point, both
survey and interview data were collected concurrently
until the end of the study period. We found that only a
portion of the data collected from our surveys and inter-
views were relevant to the study objective, and for brev-
ity, we report only those data in this manuscript. We used
Kern’s six-step approach to curriculum development as
our conceptual framework for analyzing and reporting
our results [22].

Study setting and population

We conducted this study from July 2022 to February
2023 at Stanford University School of Medicine, a large
research-based medical school in the US. Eligible par-
ticipants included US allopathic or osteopathic medi-
cal students, residents, or fellows who self-identified as
advocates for improving medical education regarding the
care of people with IDD.

Survey and interview guide development

There are currently no published surveys that capture
the experiences of trainees advocating for changes to
their curriculum. We thus developed a new survey tool
and interview guide for this study based on literature
review, expert opinion, and the personal experiences
of one study author (LC) who is a trainee advocate for
IDD-focused medical education. The survey tool and
interview guide were developed primarily by LC, who
worked with other students and a faculty expert on sur-
vey design to perform iterative reviews of the survey
tool and interview guide for both content and structure.
LC then piloted the survey tool and interview guide
among a group of trainee advocates in other fields for
item generation, survey functionality, matching of item
content to construct, optimal item phrasing, and over-
all quality control. After trainee feedback was incor-
porated, four faculty members with expertise in IDD
and medical education provided additional feedback
on content optimization. After an initial 8-week data
collection period, we conducted a preliminary analysis
and determined that no changes to the draft interview
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guide were required. The survey tool (Additional File 1)
and interview guide (Additional File 2) are published
alongside this manuscript.

Sampling and data collection

We distributed the survey electronically using Qual-
trics (Qualtrics Software Company, Seattle, Wash-
ington) during a six-month period from July 2022
— December 2022. We utilized maximum variation
sampling strategies to ensure broad participation from
a variety of institutions across the US to increase the
external validity of the study [23]. To ensure trainee
anonymity, their specific training institution(s) were
not elicited: institutional variation was instead meas-
ured by the geographic location of training. Initial par-
ticipant recruitment consisted of a solicitation message
through email listservs and social media accounts of
The American Academy of Developmental Medicine
and Dentistry (AADMD) and The Alliance for Disabil-
ity in Health Care Education (ADHCE). We selected
these national professional societies given their focus
on improving the health of people with IDD. This ini-
tial recruitment resulted in a majority medical student
population. To recruit more residents and fellows, we
provided program coordinators at all accredited Neu-
rodevelopmental Disabilities residency programs (5
programs with 24 total residents) and Developmental-
Behavioral Pediatrics fellowship programs (36 pro-
grams with 153 total fellows) with information about
the study and asked them to send the information to
their trainees [24, 25]. We collected the program coor-
dinators’ contact information using the American Med-
ical Association FREIDA program database. We also
used snowball sampling to increase our sample size and
target individuals who are likely to be involved in IDD-
focused curriculum advocacy [26].

In the survey tool, we asked participants to provide
their email addresses if they were willing to be inter-
viewed for the qualitative arm of the study. After an
initial 8-week period of data collection and preliminary
analysis, LC conducted one-on-one interviews with a
subset of the participants virtually using Zoom (Zoom
Video Communications, Inc., San Jose, California) over
an 11-week period from August 2022 to December 2022.
All participants who provided their email addresses were
contacted for an interview. Interview recruitment con-
cluded when thematic saturation (a recurrence of partici-
pant statements) was reached and no new themes were
identified [27]. All interviews were audio-recorded and
transcribed using Zoom. LC edited these transcriptions
prior to analysis to ensure accurate representation and
the removal of identifying information.
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Quantitative data analysis

We analyzed the survey data using Microsoft Excel
(Microsoft Corporation, Redman, Washington) and we
performed descriptive analyses to summarize the find-
ings for each measure. Trainees responded to the sur-
vey items on a five-point Likert-like scale that ranged
from “strongly disagree” (1 point) to “strongly agree”
(5 points), and we calculated the mean value for each
question. If study participants were advocates during
both medical school and residency/fellowship, they
were prompted to answer each set of questions twice:
one time for each stage of their training. This means
that an individual participant could have contributed as
many as two entries within the broader dataset.

Qualitative data analysis

There is no previously developed conceptual frame-
work for trainee-driven curriculum advocacy; however,
Kern’s six-step approach is a widely accepted frame-
work for curricular development in medical education
and can be used to organize the data collected through
this study [22]. Therefore, we used a team-based deduc-
tive and inductive in vivo analysis of all interview
transcripts. We mirrored Braun and Clark’s stepwise
approach to thematic analysis [28]. LC, NO, BP, SS,
and GS used an iterative process to identify and mod-
ify codes [29]. All investigators agreed with the coding
schema through an inter-rater agreement and negotia-
tion process prior to the discussion of potential themes
[30]. We then implemented a team-based approach
(LC, NO, BP, SS, GS, and MG) for the identification and
naming of themes [31]. We used Dedoose (SocioCul-
tural Research Associates, Manhattan Beach, Califor-
nia) to facilitate qualitative analysis.

Reflexivity

It is important to note that members of the research
team have personal and/or professional experience
with the work being discussed in this study. LC, NO,
BD, SS, and GS are all medical students who are pas-
sionate about improving IDD training within their
own institutions. While we strove to be unbiased in
the processes of data collection and analysis and took
many steps to limit the impact of these biases, our per-
sonal and professional experiences likely shaped the
lens through which we viewed the data. We conducted
frequent structured discussions between team mem-
bers to examine how our experiences may influence
the analysis process. Our team-based approach to cod-
ing and thematic analysis aimed to mitigate the biases
of individual team members. We took these steps to
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minimize the influence of personal bias and ensure the
accurate presentation and analysis of data [32].

Results

Demographics

A total of 24 participants completed the survey
(Table 1) and 12 of these participants completed an
optional interview (Table 2). Survey participants
attended medical school, residency, or fellowship in a
total of 19 different US states. Most participants were

Table 1 Participant demographics: survey
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female (N=19, 79%) and White (N=18, 76%). 71% of
participants were medical students (N=17).

Thematic analysis

We identified five themes in our analysis, which we
mapped to Steps 2, 4, and 5 of Kern’s six-step approach
to curriculum development [22]. Theme descriptions
and representative quotations can be found in Table 3.

Participant N (%)

Gender
Male 5(21)
Female 19 (79)
Stage of Training
3'd_Year Medical Student (Clinical Student) 7(29)
4"_Year Medical Student (Clinical Student) 6 (25)
Medical Student in a Research/Dual Degree Year 4(17)
Resident 2(8)
Fellow 5(21)
Race
Asian 2(8)
Black, African American, or African 1(4)
Hispanic, Latino, or Spanish 1(4)
Middle Eastern or North African 1(4)
White 18 (75)
2 races 1(4)
Table 2 Participant demographics: interviews
Year in training Gender Race Specialty (if applicable)
Participant 1 MD/PhD student in graduate school ‘Woman White
Participant 2 4™_Year Medical Student (Clinical Student) Woman White
Participant 3 31_Year Medical Student (Clinical Student) Woman White
Participant 4 Resident ‘Woman ‘White Family Medicine
Participant 5§ 4h_Year Medical Student (Clinical Student) ‘Woman ‘White
Participant 6 4™_Year Medical Student (Clinical Student) Woman Asian
Participant 7 Resident Man White Pediatrics; Neurodevelopmental Disabilities
Participant 8 31d-Year Medical Student (Clinical Student) Woman White
Participant 9 31d.-Year Medical Student (Clinical Student) Man ‘White
Participant 10 4™_Year Medical Student (Clinical Student) Woman Asian
Participant 11 Resident Man ‘White Pediatrics; Neurodevelopmental Disabilities
Participant 12 4h-Year Medical Student (Clinical Student) ‘Woman White
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Table 3 Thematic analysis of participant interviews

Theme Descriptions

Representative Quotation

Needs Assessment of
Targeted Learners

Utilizing Trainee Feedback

The importance of consistently
soliciting trainee involvement in and
engagement with curriculum design
and reform at the institutional level

“I think one thing that's so important and one thing that my school does a really good job at is actually ... including student
voices in curriculum development. There's a really strong culture of feedback at my med school, where we’re being asked
for feedback all the time throughout our curriculum. But it’s not just us filling out questionnaires, or, you know, checking
from 0 to 10 how great the class was. There are a lot of opportunities to sit on committees where you're talking through
curriculum...[and to participate in] small group feedback sessions with the people who run the blocks. .. For instance,
[when] someone was using the R-word throughout the course, I felt comfortable going up to them and saying, ‘Hey, just so
you know, this is not a word that we use anymore, we use intellectual disability.” And I felt totally comfortable providing
that feedback because so much of the curriculum is built on the students’ feedback.” (Participant 1)

Educational Strategies

Inclusion The involvement of individuals with "Every practice session where you're learning...what to look for, where to put your stethoscope for the lung exam,
IDD in aspects of curriculum everything like that...I want every group, every time, to have one patient with a disability... I think the earlier and the more
development and instruction often [students are] exposed to [people with IDD]...that’s the way to make [them] comfortable and to have physicians that
don't reject patients because they feel that they can't help them..." (Participant 8)
Implementation
Obstacles The challenges, primarily institutional, “The one barrier that we have been having...is actually within the social justice curriculum. There is a thread for social
that had to be addressed when justice in medicine... They want to talk about disability, but I think for [faculty] it's almost not as important an issue as
advocating for change other things. And so we really have just been faced with people not responding to us... And again, I don't think it's because
they don't see it as an important topic. I think just for them, it's just not seen as important [as other things]...” (Participant 1)
Catalysis Facilitators of trainee-led curricular “[My mentor is] very connected within the school itself which is very helpful. She’s worked with [institutional leadership]

advocacy and reform

before on incorporating these talks about disability into our education. So they know her, which is very helpful. And she has
the resources to connect directly to [people with IDD], which I think is good. Because they know that she can follow
through, and they know that she can get patients that are willing to speak about their disability, [share] experiences they've
had with healthcare professionals both good and bad, [and be] willing to participate in learning exercises like history-taking
and physical exams, which is very helpful.” (Participant 4)

Sustainability

Maintenance of trainee-driven
curricular reform after the trainee
leaves their institution

“I think just for me the biggest thing is just making sure we have core members of our Advisory Board who have
IDD...making sure that they are constantly in this, because they are the sustainability ensuring that the educational system
is doing what it needs to for them like allow them to advocate for themselves.” (Participant 3)

Needs assessment of targeted learners (Kern Step 2)

In the interviews, participants emphasized the impor-
tance of soliciting meaningful feedback from trainees
regarding their learning and maintaining transparency in
regards to how trainee feedback is used to make improve-
ments to the curriculum. We therefore identified the
theme of Utilizing Trainee Feedback that mapped well to
Kern Step 2 (Table 3).

Utilizing trainee feedback

Many participants felt that institutions should be more
transparent with how trainee feedback is being used to
guide curricular development and reform. Participants
not only described how institutions could meaningfully
engage with trainees about their education but also men-
tioned ways the feedback process could be improved. For
example, Participant 1 (medical student) noted that at
their institution “it’s not just us filling out questionnaires,
or, you know, checking from 0 to 10 how great the class
was. There are a lot of opportunities to sit on commit-
tees where youre talking through curriculum...[and to
participate in] small group feedback sessions with the
people who run the blocks..” However, it was clear that
some participants lacked clarity on how their feedback
was being used to improve the curriculum. For example,
Participant 3 (medical student) explained that “I always
give very specific feedback on how different lectures
could include different topics related to [IDD]. But I don’t

know if anyone actually reads [it]” Participant 11 (resi-
dent) also brought up some of the challenges with the
traditional way of soliciting trainee feedback: “I think a
lot of times students are encouraged to be on curriculum
committees... But a lot of times they either take place
during times where we're not always available...[or if] we
are available, it’s after already being pulled in a lot of dif-
ferent directions.”

Educational strategies (Kern Step 4)

Our results provide novel insight into the educational
strategies participants employed in their curricular advo-
cacy work. We found that approximately half of the par-
ticipants (N=14, 48%) partnered with people with IDD
and/or community organizations that work with people
with IDD. Participants reported substantial and mean-
ingful engagement of these partners when advocating
for curricular change: most participants somewhat or
strongly agreed that people with IDD (N=13, 93%) and
community organizations (N=13, 93%) helped them
achieve their advocacy goals (Fig. 1). We therefore iden-
tified the theme of Inclusion that mapped well to Kern
Step 4 (Table 3).

Inclusion

Participants supported the inclusion of people with IDD
in both curriculum design and implementation. For
example, many participants discussed the importance of
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Strongly
Disagree

(O]

Educational Strategies
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Somewhat Neither Agree Somewhat Strongly
Disagree nor Disagree Agree Agree
@) &) “ ©®)

The people with IDD that I work with are involved in a large portion (>50%) of my advocacy projects I 414

The people with IDD that I work with have helped me achieve the goals of my advocacy work | 457

The community organizations I work with are involved in a large portion (>50%) of my advocacy projects I 371

The community organizations I work with have helped me achieve the goals of my advocacy work [ 436

Perspectives on Implementation

It has been casy to advocate for changes in curriculum within my institution related to patients with IDD [N 2.66

It has been easy to advocate for non-curricular changes within my institution related to patients with IDD [ 3.07

T have been successful at advocating for changes in the curriculum within my institution | 3.48

I have been successful at advocating for non-curricular changes within my institution | 3.48

I'have made a positive change at my institution as a result of my advocacy | 414

['believe that I will be able to achieve my advocacy-related goals I 3.90

Perspectives on Implementation (Mentorship)

My IDD-related faculty mentor(s) help me overcome barriers to advocacy | 454

My IDD-related faculty mentor(s) are supportive of the goals of my advocacy | 483

My IDD-related faculty mentor(s) will continue to advocate for change after I leave my current institution [ 4.58

Fig. 1 Survey responses

gaining direct, firsthand experience working with people
with IDD as a part of their training. As Participant 4 (resi-
dent) stated, “the biggest fear is the fear of the unknown...
[and] the only way you're going to overcome that barrier
is to experience [caring for people with IDD]” That said,
some participants described barriers to including peo-
ple with IDD in their curricular initiatives. For example,
when Participant 3 (medical student) was trying to hire
people with IDD as standardized patients, they found
that the notary process that the school required wasn't
accessible: “You have to go on to the second floor, and the
elevator isn't large enough for certain size wheelchairs.
We had a student become a notary so that they could get
their hiring paperwork done” Participants also stressed
the importance of routinely including people with IDD
in the process of curriculum development itself. Partici-
pant 6 (medical student) said, “I want [people with IDD]
fully integrated into the school...being part of our faculty
somehow in terms of curriculum development...I really
want them to represent and reflect what we’re learning”

Implementation (Kern Step 5)

Participants experienced many obstacles to the imple-
mentation of IDD-focused curricula at their local institu-
tions. Very few participants somewhat or strongly agreed
that it was easy to advocate for curricular changes (N=38,
27.6%) or non-curricular changes (N=13, 44.8%). Despite
this, a higher percentage of the participants somewhat
or strongly agreed that their advocacy work successfully
resulted in direct changes to the curriculum (N=18,

62%) or other non-curricular aspects of their education
(N=17, 58.6%). An even higher percentage of partici-
pants (N=22, 75%) somewhat or strongly agreed with the
statement, “I have made a positive change at my institu-
tion as a result of my advocacy work” And while trainees
on average reported that advocating for non-curricular
changes was slightly easier than advocating for curricular
changes, their perceived success in advocating for cur-
ricular and non-curricular changes was identical. Partici-
pants also relied heavily on mentors to assist them with
curriculum implementation. 83% (N=29) of participants
surveyed said that they had identified a primary men-
tor, and most of the participants said that they “strongly
agreed” or “agreed” that their mentors helped them over-
come barriers to advocacy (N=15, 52%) and that their
mentors were supportive of their advocacy goals (N=20,
69%). Over half of the participants somewhat or strongly
agreed that their mentors would continue to advocate
for change once the participants were no longer train-
ees (N=17, 58%) (Fig. 1). We therefore associated three
themes with Kern Step 5: Obstacles, Catalysts, and Sus-
tainability (Table 3).

Obstacles

Participants described obstacles to their work that
stemmed from institutional oversight and a lack of fac-
ulty expertise. For example, Participant 6 (medical stu-
dent) recounted, “as [the curriculum] became more
present in the community and people recognized the
school for [our] program, I think the administration...
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were honestly scared of just..how big it [had] gotten,
the liability of holding something like this at our school”
Participant 7 (resident) also noted that “there is poor
understanding by the providers who are providing [IDD-
related] education. So many of the Ph.D. professors and
lecturers often have little to no interaction with this pop-
ulation...and then on top of that, some of the guest lec-
tures, who maybe are also attendings at the hospital, also
are poor in terms of their experience or knowledge on
how to care for [people with IDD]” Some students also
expressed difficulty with identifying faculty partners. As
Participant 9 (medical student) put it, “it’s like trying to
find a faculty mentor about homosexuality in the 1970s:
it ain’t happening”” Participants also experienced unique
obstacles associated with advocating for content that isn’t
traditionally included in medical education. As Partici-
pant 4 (resident) explained, “I was constantly told there’s
... no time to fit [new curriculum] in. Which is frustrat-
ing because we find time for a lot of other things...so it’s
frustrating that it’s not more of a priority” Participants
also described obstacles that are inherent to the process
of trainee-driven curriculum advocacy. For example, Par-
ticipant 1 (medical student) noted that a major barrier
was “..just not always being able to develop curriculum
while you're in med school because [medical school is]
very stressful” Participant 1 also pointed out that “a lot
of med students...don’t have a lot of personal experience
doing curriculum development”

Catalysts

In contrast to the aforementioned obstacles, participants
also identified several catalysts that facilitated their advo-
cacy work. These catalysts for change included faculty
champions, mentors, and other trainee advocates. Partic-
ipant 10 (medical student) attributed their success to “the
fact that [faculty] were supportive of all the initiatives”
Participant 4 (resident) also commented on the impor-
tance of faculty support when they described their appre-
ciation for faculty “giving me the freedom to explore
some [IDD-related] topics with my colleagues. I find that
often I get... self-conscious or worried [that IDD-focused
curriculum is not the] most applicable to everyone. But
[my faculty] have never made me feel that way...And so
I'm appreciative that they are open to my topics and want
to teach those things” Mentors also served as catalysts to
implementation. For example, Participant 11 (resident)
said that their mentor helped them by “know[ing] some
of the institutional or policy-specific things that tend to
get in the way and [giving] me some pointers on how to
work or maneuver around those kinds of barriers” Par-
ticipant 8 (medical student) also noted that her men-
tor is “very connected within the school itself which is
very helpful” Other trainees can also serve as catalysis.
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For example, Participant 2 (medical student) noted that
working with another student allowed them to “be able
to keep on being productive, keep things moving, in
a project when either one of [us is] busy” Participant 1
(medical student) had a similar strategy of partnering
with classmates: “I think one of the biggest strategies
that we had was actually working with medical students
who were in different areas or in different years... [This
allowed us] to split up that work and be more collabora-
tive, so that we would all at least have a little bit of time to
contribute”

Sustainability

Many participants expressed concerns over the sus-
tainability of their work. Methods that trainees took to
increase the sustainability of their curricular inia-
tives varied widely, from identifying faculty members and
peers who would carry on the advocacy work to ensuring
the requirement of IDD-focused curriculum and/or the
continued involvement and representation of people with
IDD within the curriclum. For example, Participant 3
(medical student) expressed doubt about the sustainabil-
ity of their work and noted that “having a faculty mentor
that is going to be there for an extended period of time
would be great. Knowing there [would be] somebody...
still advocating for the changes would be huge” On the
other hand, Participant 10 (medical student) noted that
she wasn’t worried about the sustainability of her IDD-
focused curricular session because it “[has already
ran] for 2 years, it’s going to run again this year, and it’s
designed in a way that I don’t need to be there for it to
continue running. The course coordinators have all the
information and all the documents to do so”

Discussion

The results of our study provide novel insight into the
process of trainee-driven curricular advocacy and the
experiences of trainee advocates. Trainee demand for
curriculum reform is nothing new: there is ample evi-
dence and myriad anecdotes of trainees requesting new
curricula and institutions responding positively or not
[3]. However, the efforts and deliberate actions taken by
trainees to revise their own curricula are rarely described.
Our findings provide insights into the process of trainee-
driven curriculum advocacy: a topic unexplored in the
literature to-date. We learned that successful trainee
advocates achieve their goals by forming strategic part-
nerships, teaming with one another and members of the
community, navigating institutional barriers through fac-
ulty guidance, leveraging the political capital of faculty
mentors, building succession plans, and deeply engaging
in curriculum feedback. Our participants told rich stories
of their experiences, detailing the time, strategy, politics,
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negotiations, failures, and grit inherent to trainee-driven
curriculum advocacy. Though the focus of our study was
advocacy for IDD education, our work can serve more
broadly as a roadmap for trainee advocates and their
mentors/institutions to better understand the process of
trainee-driven curriculum advocacy with potential appli-
cation in other fields not well represented within medical
education [2, 4, 8].

In discussing different educational strategies partici-
pants employed when designing IDD-focused curricula,
they emphasized the importance of gaining experience
working directly with people with IDD: an educational
strategy supported by the literature [33]. Through these
direct experiences, medical trainees can gain confidence
in caring for people with IDD while developing targeted
communication and physical exam skills [18, 34]. Many
participants also stressed the importance of including
individuals with IDD in the development of curricular
materials. Other fields have similarly started to integrate
patients’ perspectives into the development of educa-
tional material and the teaching of medical students,
which has been positively received by both patients and
students [35]. As the majority of trainee-driven advocacy
focuses on topics related to social determinants of health
and/or the needs of marginalized populations [2-5, 8],
trainee advocates must be provided with opportunities
to meaningfully engage with community members. It
is also critical that educational spaces and experiences
are accessible to community members, as this will help
ensure meaningful participation and engagement of all
relevant stakeholders.

In discussing the process of trainee-driven curriculum
implementation, participants identified many obstacles.
While some of these obstacles were inherent to the pro-
cess of trainee-driven advocacy, such as having to balance
the demands of training with those of advocacy work,
others alluded to potential institutional shortcomings.
And while participants identified and took advantage of
various catalysts that facilitated their advocacy efforts,
the results of our research demonstrate the need for
formalized institutional support of trainee-driven cur-
riculum advocacy. Trainees may also perceive initiating
curricular change as more difficult than non-curricular
change, further highlighting the importance of sup-
port specific to curricular advocacy. This support would
be especially helpful in ensuring the sustainability of
trainee-driven advocacy, which has been previously cited
as a unique barrier to this work [36]. Though there are
some reports of such programs at institutions such as
John Hopkins University [37] and The University of Illi-
nois College of Medicine at Chicago [38], our data sug-
gest that these programs do not exist at every institution.
But our data do suggest that trainees not only want to be
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engaged with their curriculum and be given meaningful
opportunities to provide feedback on their learning but
also want increased clarity regarding how that feedback
is being used to improve the curriculum. Data also shows
that faculty members who participated in a formalized
mentorship program viewed this work as meaningful
[39]. Faculty resistance has been cited as a barrier to cur-
ricular reform even if it doesn’t originate at the student
level [40], suggesting that addressing potential faculty-
level resistance to change could have positive impacts
beyond trainee advocacy. With trainee-driven advocacy
playing an increasingly key role in curriculum reform,
institutions should ensure they are supporting these
advocates and engaging all learners in the ongoing pro-
cess of curricular improvement.

National organizations can also play a role in sup-
porting trainee advocates in overcoming some of the
aforementioned barriers. While the present study dem-
onstrated that local mentors played a key role in help-
ing students navigate this process, not all participants
were able to identify faculty mentors for IDD curriculum
reform. And given the fact that trainee-driven advocacy
spans a wide variety of fields, topics, and special popu-
lations, trainees may not always be able to identify men-
tors within their home institution. One solution for this
lack of mentorship is for national advocacy organiza-
tions to offer affordable and accessible opportunities for
trainees to meet and engage with faculty leaders on a
national level. Another is for these organizations to assist
with facilitating the identification of faculty at a trainee’s
home institution who can mentor students and assist in
the process of curricular advocacy. The mentor/mentee
relationships built through these organizations have the
potential to not only support trainees in their current
curricular advocacy efforts but also turn into life-long
relationships that promote the development of the future
generation of leaders within the field.

Limitations

A few limitations must be considered when interpret-
ing the results of this study. As with all survey-based
research, our study has the potential to be impacted
by recall bias or social desirability bias. To limit the
impact of these biases, we collected limited demo-
graphic information from participants to ensure that
they felt secure in their ability to talk freely about their
experiences without the risk of identification. We also
aimed to reduce these biases by designing neutral inter-
view questions based on the survey results, perform-
ing highly structured interviews, probing based on
trainees’ initial responses, and conducting one-on-one
interviews rather than focus groups. It is also impor-
tant to note that our study population consisted only of
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physician trainees (medical students, residents, and fel-
lows), which means that the findings are not generaliza-
ble to trainee advocacy within other fields of healthcare.
Regarding participant demographics, we recognize
that most self-identified as white women. Therefore,
our data does not accurately represent the challenges
that trainees of other racial identities may face while
navigating the process of curriculum advocacy. Future
research should ensure the perspectives of these train-
ees are captured, and trainees of all racial/ethnic back-
grounds should be supported as curriculum advocates.
This will help ensure that curricula developed through
trainee-driven processes are intersectional in nature
and accurately represent the needs of diverse sets of
students and patients. It should also be noted that the
researchers involved in this project identify as trainee
curricular advocates, and it is possible that the personal
experiences of the research introduced bias into the
coding and thematic analysis processes. However, many
steps were taken to decrease this risk, including build-
ing on quantitative survey results with qualitative inter-
view data, taking a deductive and inductive approach
to data analysis, employing a team-based approach to
coding and thematic analysis, and utilizing objective
quantitative data to inform the qualitative analysis.

Conclusions

In this mixed methods study, medical trainees involved
in IDD-focused curriculum reform offered their per-
spectives on the process of trainee-driven curriculum
advocacy. The current lack of sufficient medical train-
ing related to caring for people with IDD, particularly
that which is informed and created by people with
IDD themselves, is a glaring reminder of the work that
needs to be done in this space. The perspectives shared
by trainee advocates, often in close partnership with
individuals with IDD, provide valuable insights into
the process of trainee-driven curriculum advocacy. We
hope that this not only lays the foundation for future
research on the process of trainee-driven advocacy but
also encourages institutions to support their trainees
who are involved in these efforts.
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IDD  Intellectual and/or Developmental Disabilities
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