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Abstract

The authors of this article invite disability and student affairs professionals to engage autistic college stu-
dents and colleagues in program development and assessment efforts. Ten strategies to construct student
support programs and assessment designs are provided that are inclusive of autistic students, staff, and faculty
input and participation from start to finish. Recommendations by Dena, an autistic social scientist/co-author,
are embedded within the strategies to provide a neurodivergent perspective. Together, these strategies are
grounded in principles of community-based participatory research, neurodiversity, and autistic expertise.
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Autistic students are increasingly participating in
postsecondary education. While reasonable accom-
modations are legally mandated, autistic students
may benefit from social and co-curricular supports
that go beyond legally mandated accommodations
(Sarrett, 2018). Disability and student affairs pro-
fessionals are asked to cultivate “autism friendly” (p.
679) programs and engage in assessment to document
the extent to which they effectively serve students.
Here, we focus on student support programs, which
are “often designed with the specific intention of ul-
timately improving student retention and graduation
by facilitating a smoother academic and social transi-
tion” (Mayhew et al., 2016, p. 386).

Within academic organizational systems, Disabil-
ity Resource Centers are responsible for providing
services and programs “that promote access to the
campus community” (Association on Higher Edu-
cation and Disability, n.d., sec. 2.2). As such, dis-
ability and student affairs professionals serve critical
roles as they create programs that promote students’
self-advocacy, cultivate transferable skills, and foster
disabled pride (Evans et al., 2017). Further, practi-
tioners are responsible for assessing these programs.

Program assessment plays an important role in
data-driven decision making. The purpose of as-
sessment is to provide metrics of improvement and
accountability for internal and external stakeholders

(Ewell, 2009). Practitioners utilize program assess-
ments to make decisions about resource allocation,
identify programs that benefit specific groups of stu-
dents, and focus on developing specific competen-
cies (Lombardi et al., 2018). For instance, program
assessment results can help orientation staff create
transition programing with decompression breaks,
assist residence life staff as they develop programs
to support positive roommate dynamics, or encourage
student activities professionals to plan events in sen-
sory-sensitive spaces.

Depiction of the Problem

The process of program assessment is influenced
by social and political contexts (Wall et al., 2014). In
particular, power in assessment practices reside within
the individuals who get to decide “which experiences
and activities add value to a student’s college experi-
ence” (Patton et al., 2015, p. 210). Abled practitioners
may be unaware of phenomena that disabled students
experience (e.g., crip time; Pefia et al., 2018) or issues
that are critical to disabled students’ engagement and
success (e.g., consistent access to gluten-free food in
campus dining; Wilke et al., 2019). Thus, abled prac-
titioners may overlook important assessment topics
(e.g., independent living; Brown & Broido, in press) or
ask adverse assessment questions.
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There is little guidance on how to develop or as-
sess programs that are accessible to, and valid for,
disabled populations (Brown & Broido, in press).
As professionals are asked to develop autism-specif-
ic programs, it is important to understand the extent
to which the outcomes of these activities are valid,
that is they reflect the goals of autistic people them-
selves (Gillespie-Lynch et al., 2017). Without autis-
tic involvement, programs are limited to neurotypical
understandings of success and disability, and student
affairs professionals may not recognize program-
matic strengths or areas for improvement. For ex-
ample, autistic students may perceive participating in
an interest group as a successful activity if five other
students with shared interests consistently attend the
weekly meetings. However, neurotypical profession-
als may overlook the value of engaging with others
who share interests, and simply see the group’s value
in relation to low attendance.

The purpose of this practice brief is to address
power differentials and validity limitations in pro-
gram development and assessment. Given that tra-
ditional methods of programing exclude the input
of autistic people, we marry principles of commu-
nity-based participatory research (CBPR; Powers,
2017), neurodiversity (Robertson & Ne’eman, 2008),
and autistic expertise to outline strategies profession-
als can employ to build and assess programs with au-
tistic students and colleagues.

Strategies for Autistic-Centered Program
Development and Assessment

The co-authors of this article represent one abled,
one autistic, and one dyslexic educator. All of us are
mothers, and two of us are parents of autistic sons.
Drawing on autistic studies literature, collaborative-
ly we created 10 strategies for centering autistic stu-
dents and colleagues during program development
and assessment design (see Table 1). We recognize
that “academia powerfully mandates ablebodiedness
and ablemindedness” (Dolmage, 2017, p. 7) and
academic ableism systematically limits the contri-
butions of autistic people. Building on the work of
Prince-Hughes (2002) we intentionally model neu-
rodiverse thinking via writing practices that diverge
from academic writing traditions of “following one
‘logical’ train of thought to what amounts to forgone
conclusions” (Prince-Hughes, 2002, p. xii). Neuro-
diverse thinking sees multiple, non-exclusive, and
often non-linear possibilities. In our presentation of
strategies that follow, we embed recommendations by
Dena, our co-author who identifies as autistic. While
Dena’s experiences as an autistic self-advocate are

not meant to represent overarching views of the au-
tistic community, her experiences and participation in
the autistic self-advocacy community enables her to
contribute a neurodivergent perspective. In addition,
Dena’s input offers a counternarrative to traditional
and ableist academic rhetoric typically found in jour-
nal articles. In making this choice we hope that neu-
rotypical readers can begin to reimagine assessment
practices to fit with autistic goals.

Employ a Community-Based, Participatory
Approach (CBPR)

While there are a number of ways to design pro-
grams and improve assessment efforts, one area that
is overlooked in the higher education literature is
the lack of inclusion of autistic students, staff, fac-
ulty, allies, or community members in this process.
We draw on principles of community-based partic-
ipatory research (CBPR) to overturn the traditional
power imbalance between individuals who develop
programs or design assessments and the community
being served or studied, by no longer regarding dis-
abled individuals as “other” but as part of the com-
munity of decision makers (Foucault, 1990; Powers,
2017). CBPR involves “power sharing by academic
and community researchers, full engagement of com-
munity partners across all study phases, and ongoing
commitment to partnership and capacity building”
(Powers, 2017, p. 42). Dena provides an autistic per-
spective by describing the importance of including
autistic people within the program development and
assessment process.

If autistic stakeholders are not part of program
design, they will be less likely to see/maximize
the benefits of the program. The phrase, “nothing
about us without us,” captures the idea that dis-
abled persons are the experts on their own lives.
In the United States, this phrase became the motto
and advocacy cry, expanding from the broader
disability community to include the autistic com-
munity with the rise of the Autistic Self-Advocacy
Network (ASAN; Charlton, 2000). It continues
to be used in the disability community as power
imbalances and colonialism/ableism are reject-
ed. The “nothing about us without us” mindset
needs to be incorporated into any study involving
outcomes and satisfaction considerations when
engaging in the development or assessment of
programming for autistic students.

Thus, CBPR is a tool that practitioners can use to fol-
low the “nothing about us without us” mindset.
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Develop Trusting and Respectful Relationships

Before collaborative program development or as-
sessment design begins, disability and student affairs
professionals “need to develop mutually supportive
and respectful relationships with members of the au-
tism community” (Pellicano etal., 2014, p. 1.). When
developing relationships, professionals may need to
initiate communication with autistic students, col-
leagues, and allies to build rapport by using a vari-
ety of communication formats. Trust is built within
a relationship by engaging over multiple occasions.
Building respectful relationships involves presuming
competence and checking assumptions about autism
or the ways in which autistic individuals may express
themselves. Dena explains how assumptions about
autistic expressions hinder relationships.

The varied and unique presentations of autism
may lead to inaccurate presumptions of ability
and areas of accommodations/support; challeng-
es to competence, questioning, doubting, and/or
confusion on the part of others. If the expression
of autism is externalizing (obviously presenting
possibly with stimming, social differences, lan-
guage differences requiring technology or “trans-
lation” support) the autistic person’s capacities
may be underestimated. If the person’s expres-
sion of autism is internalizing (less obviously
presenting, minimal or use of more socially ac-
ceptable stims like foot bouncing or hair twirling,
and good use of syntax even if communication is
impacted) they may be subjected to proving that
they are autistic over and over again (Gassner,
in press). “They thus face a double bind: either
they forgo the assistance or accommodation they
need— thus suffer the consequences of attempt-
ing to do things they may not be able to do safe-
ly by themselves—or they endure the discomfort
of subjecting themselves to strangers’ interroga-
tions” (Davis, 2005, p. 154-155). These outcomes
are burdensome for autistic persons and add an-
other layer of effort.

Given these circumstances, we recommend prolonged
engagement with autistic partners. Cultivating trust-
ing relationships and partnerships may take many
months and multiple encounters. Though this may
feel time-consuming to the person or team in charge
of program development and assessment, the benefits
of establishing a strong foundation with autistic part-
ners are worthwhile to developing trustworthy and
actionable findings.

Value Neurodiversity

Neurodiversity or “neurological pluralism”
stands for disability inclusion, tribe, family, self-ac-
ceptance, and a strong refusal to deny disability (Sil-
berman, 2015). Neurodiversity, as a paradigm, works
to reframe what normal means, recognizes and values
neurological differences, and honors the contribu-
tions that neurodivergent individuals make to society.
Neurodiversity is a shift away from deficit-driven un-
derstandings and a term used to describe “the neuro-
logical diversity of autistic people, dyslexic people,
and people with other major differences in cognitive
processing” (Robertson & Ne'eman, 2008, para. 8).
This paradigm inherently honors variation and denies
the social construction of disability as a negative sta-
tus or unwanted identity. Neurodiversity is one way
the autistic community has taken back their identity,
including their disability identity, by choosing their
language and in doing so, stated that living with au-
tism is not something to repress. Dena explains,

The disability office and student affairs personnel
should not only respect the othered voice—they
should elevate and honor it. If we are not respect-
ed, we as gatekeepers and referral sources for our
community simply do not support the research,
program, or assessment.

Using a neurodiverse paradigm, disability and stu-
dent affairs professionals honor, respect, and value
the differences in autistic knowledge and expertise.

Center the Goals of Autistic Communities

In order to develop programs and assess if that
program meets the needs of autism communities,
professionals must understand exactly what those
needs are (e.g., fostering social interactions, sup-
porting multiple forms of communication, or devel-
oping friendships; Sarrett, 2018). Therefore, prior
to developing a program or assessing its outcomes,
professionals should collaboratively engage with au-
tistic students and community members to develop
and agree on the goals of the program. Engagement
with autistic communities is critical to addressing
construct validity—that is the degree to which the as-
sessment measures the construct that it is supposed to
be measuring (Brown & Broido, in press). For exam-
ple, an assessment of a social program that does not
include metrics for sensory stimuli may not elicit tan-
gible ways to improve students’ social engagement.
Dena summarizes, “everything from how you present
the question to what you prioritize should begin and
end with autistic student input.”



236 Pefa et al.; Autistic-Centered

Discuss Participants’ Confidentiality and Privacy

The process of coming out as disabled or acting
as a representative for a minoritized group involves
emotional labor (Miller, 2015); thus, some autistic
students may not want to have their participation be
public. Further, disabled people navigate stigma,
microaggressions, and discrimination by making
strategic and context-specific disclosure decisions.
Disability and student affairs professionals should
protect privacy by providing the option to confiden-
tially participate in program design and assessment.
If confidentiality is not possible, professionals must
ensure autistic collaborators have control over their
disclosure narratives.

Although disclosure narratives could involve
medical language, environmental or behavior-based
descriptions offer selective information that is rele-
vant to the program context. Dena provides an ex-
ample of how behavior-based descriptions can limit
public disclosure, “offer the option to say, ‘student has
trouble focusing in a busy room’ versus a shout out
that the student is autistic.” Dena’s example demon-
strates how to place emphasis on the environment
and privacy as many individuals might have difficul-
ty focusing in a busy room, including students with
ADD, ADHD, learning disabilities, auditory process-
ing disorders, or simply those who are distracted by
loud noises. When using a behavior-based approach
to limit disclosure, it is imperative that the autistic
collaborator is in control of their public description.

Provide Accommodations

Reasonable accommodations are changes in the
learning environment that afford students with dis-
abilities equal educational access without decreasing
program or academic standards (Evans et al., 2017).
Accommodations are predictors of academic success
for autistic students and should be individualized to
fit each student’s functional needs within the learning
context (Van Hees et al., 2015). Dena notes how ab-
sence of accommodations limits participation.

Disability and disability needs are not a competi-
tion, nor should these needs be used as gatekeeping
tools to deny disabled persons. Not meaningfully
understanding the dire nature of what may ap-
pear to be a minor accommodation can result in
demeaning attitudes and anxiety for the student.
Whether one requires relatively small supports
or comparatively large ones, the issue remains
the same. Without either, one cannot succeed to
the best of their capabilities. For example, when
taking my comprehensive exams, my accommo-
dations were not in place. The jarring experience

of arriving, emotionally charged, facing an all-or-
nothing situation and then having to scramble to
find separate testing in a building with air con-
ditioning in July, and then having to get a loaner
laptop cost me considerable time (havigating to a
new building and emotionally regrouping in the
bathroom). The second day, with all accommoda-
tions in place, I not only completed the task com-
fortably but within the standard time.

Thus, disability and student affairs professionals
should provide accommodations to ensure that autis-
tic students can fully participate in program develop-
ment and assessment design.

Create Accessible Data Collection Methods and
Instruments

Designing data collection methods and instru-
ments that are accessible to autistic participants is
imperative for autistic-centered program develop-
ment and assessment design. Dena explains, “It isn’t
only how the question is phrased but also the means
by which the communication is exchanged. Some
autistics may experience expressive language, pro-
cessing speed, or speech initiation challenges that
can result in shut down during assessment protocols.”
Providing assessment questions in advance or using
asynchronous forms of data collection, such as email
interviews, discussion threads, or the ability to save
responses and return at a later time, are communi-
cation techniques that can lessen the burden associ-
ated with assessment (Ison, 2009). Dena adds that
different ways of asking (matching with a word bank,
multiple choice or binary true/false responses) may
create a less burdensome effort to participate. Anoth-
er helpful strategy is to pilot-test the data collection
instruments to identify and revise questions that are
confusing or do not capture the experiences of autis-
tic students (Brown & Broido, in press).

Develop Organizational Structures for Autistic-
Feedback

Engagement of community stakeholders within
program development and assessment design does not
typically occur during the planning process, rather col-
laboration tends to occur during program implementa-
tion or dissemination of assessment results (Pellicano
etal., 2014). However, autistic perspectives are imper-
ative during all phases. Dena expounds:

Students with diverse disability needs must have
a safe, proactive, and responsive space to disclose
challenges that remain unmet and to foster cre-
ative opportunities for activities that help to ex-
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pand campus awareness and individual leadership
development. This is not optional—it is an essen-
tial component of effective program design and
assessment.

Thus, professionals should develop organizational
structures that foster the “space” for autistic-feed-
back. Forming autistic advisory boards and partner-
ing with self-advocacy communities are a few prime
avenues to collect autistic perspectives and input.

Allocate Time and Resources to Teach Assessment
Techniques

Asking autistic students and community members
to engage in CBPR needs to be mutually beneficial.
In addition to engaging in opportunities to provide
autistic expertise, the acquisition of transferable skills
are one potential benefit that autistic students can
gain from collaborating in the program development
and assessment design process.

Disability and student affairs professionals should
ask autistic students what program planning and assess-
ment related skills they would like to learn (e.g., library
search skills), allocate time to teach or support autistic
students as they learn the new skill set, and offer clear
and concrete instruction to support autistic individuals
in the learning process (Burgstahler & Russo-Gleicher,
2015). Graduate programs that prepare student and ac-
ademic affairs professionals should consider including
these kinds of autistic-centered approaches to program
development and assessment in their curriculum. Put
another way, we encourage graduate programs to con-
sider teaching individuals in the higher education field
about CBPR strategies.

Communicate Program Assessment Findings

When communicating assessment findings, pro-
fessionals should acknowledge and give credit to
autistic collaborators (unless they prefer to remain
confidential). Having autistic students communicate
assessment findings to stakeholders provides partic-
ipants with the benefits of presenting their work in
professional settings. Dena reflects:

When the research queries are completed and/or
once the research is finalized, it demonstrates value
and meaning to utilize the same accessible means
to communicate back to the contributors what your
findings are and more importantly, how these will
foster change in how things are done on campus.

Program development and assessment findings
should be communicated back to students in an effort
to be transparent about the results and to be inclusive

of individuals who want to take part in discussions
about how to move forward. Findings should also be
communicated as internal reports to key stakeholders
on campus, such as admissions and retention program
offices, to inform institutional practices and policies.

Conclusion

The 10 strategies described above do not fit neat-
ly into program design workshops or assessment
textbooks. Unlike typical assessment texts that begin
with the identification of educational values, un-
derstanding organizational performance, and clear-
ly stating goals (e.g., Schuh et al., 2016), many of
the strategies in the autistic-centered model focus
on human dignity. It is possible that the themes of
inclusion and self-direction may seem simplistic to
neurotypical readers; however, experiences of autis-
tic individuals indicate that paternalism is pervasive
(Hens et al., 2019).
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Table 1

Ten Strategies for Autistic-Centered Program Development and Assessment

Technique

Example

Employ a Community-Based, Participatory Action
approach by including autistic students, staff,
faculty, or community members as key decision
makers.

Develop mutually supportive, trusting, and respectful
relationships with autistic people.

Use principals of neurodiversity to value and
respect autistic differences and expertise.

Center the goals of the autistic students and
community members by soliciting input before
program development or assessment.

Protect confidentiality or privacy when desired and
ensuring autistic collaborators have control over
their disclosure narratives.

Provide accommodations so that autistic students
can fully participate in program development and
assessment design.

Create accessible data collection methods and
instruments.

Develop organizational structures that foster a
dedicated “space” for autistic-feedback.

Teach assessment techniques.
Communicate program assessment findings and give

credit to autistic collaborators (unless they prefer to
remain confidential).

Engage autistic alumni when developing career
services programing (e.g., mock interviews) and
designing program assessment.

Initiate communication, presume competence, and
check assumptions or stereotypes.

Foster autistic identity and culture by developing
programing that honors autistic pride via media,
books, and guest speakers.

If requested by autistic collaborators, include
metrics for sensory stimuli (e.g., microphone noise)
in assessment of social programing.

Limit public disclosure by offering the option to
say, “student has trouble focusing in a busy room”
instead of “the student is autistic.”

Communicate the process for requesting
accommaodations and work with Disability Resource
professionals to ensure provision.

Provide questions in advance or use asynchronous
forms of data collection.

Build and utilize autistic advisory boards.
Allocate time and resources to teach data analysis so
that autistic participants gain transferable skills

Support for autistic collaborators if they wish to
present assessment findings to stakeholders.




