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Abstract

A research paper describing the necessary involvement of program participant stakeholders in the
development and evaluation of programs; particularly programs intended for individuals with
neurodiversity. The neurodiversity movement highlights the importance of consideration to the
social context of the population and paradigm. A literary analysis of inclusive practices in research
provides insight into the benefits and challenges of inclusive program development and evaluation.
An examination of the ethical inclusion of individuals with neurodiversity highlights the process
of informed consent, adaptation of materials, and merit of input that can result in increased
understanding and meaningful outcomes.
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Background

Program evaluation is the determination of the merit or worth of a program within the political and
organizational context in which it is conducted (Mertens & Wilson, 2018). In contrast to research,
a process that seeks to produce new and generalizable knowledge, evaluations are used to make
decisions and modify programs within a specific context (Dawoody, 2021a). Although there are
many different approaches to program evaluation, prior to initiation, evaluators begin by obtaining
a complete project description and meeting with stakeholders of the program (established or
proposed) (Posavac, 2011).

Stakeholders include anyone with a vested interest in the program, policy, or product being
evaluated (Posavac, 2011). Stakeholders include people who have decision-making authority over
the program, people who have direct responsibility for the program, people who the program is
intended for, families and communities of individuals the program is designed for, and people
disadvantaged by the program (Mertens & Wilson, 2018). Stakeholders can include policymakers,
funders, advisory boards, administrators, managers, direct-care staff, clients, families, and
communities (Posavac, 2011; Mertens & Wilson, 2018). Stakeholder identification and
engagement are essential elements in developing and evaluating a program (Posavac, 2011). If the
development or evaluation puts greater emphasis on the interests of a particular stakeholder, the
program may not be useful for all impacted stakeholders (Posavac, 2011).

Stakeholders provide program evaluators with an understanding of the program's philosophy,
vision, and objectives being evaluated (Goodman & Thompson, 2017). Understanding the purpose
and outcome of a program and how and when it should occur enables the evaluator to development
and initiate a program theory (Dawoody, 2021f). The involvement of stakeholders ensures clarity
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of goals and evaluation criteria as the paradigms of various stakeholders impacts interpretation and
determination of program merit and worth (Mertens & Wilson, 2018). The collaborative efforts of
program evaluators and stakeholders provide a deeper understanding of the structure and nature of
a program and the expectations and characteristics of stakeholders, influencing the approach
selected to address the evaluation process (Rodriguez-Campos, 2012; Posavak, 2011). In addition,
the evaluation is strengthened through the inclusion of the community and people served (Posavak,
2011).

There is an ethical component to the identification and participation of stakeholders as there are
varying paradigms to consider within a program, and the evaluation can affect stakeholders
differently (Posavac, 2011). A paradigm is an assumption addressing an individual’s perspective;
it is the philosophical assumptions an individual makes based on how they frame what is ethical,
authentic, and valid knowledge and systemic inquiry (Mertens & Williams, 2018). An individual’s
paradigm is their world view, constructed through life experiences (Mertens & Williams, 2018).
Differences in criteria and paradigm can lead to differences in program development and
evaluation; “when people disagree... it is often because they are using different criteria to make
their choices” (Posavac, 2011). Depending on the paradigm of the stakeholder, their interests in
program efficiency, effectiveness, cost, or need may differ, and as such their interpretation of
evaluation results may also vary (Posavac, 2011; Brandon & Fukunaga, 2014; Dawoody, 2021g).

Stakeholders can be involved in program evaluation in various ways in varying phases of the
process, including evaluation design, data collection, and interpreting evaluation results (Brandon
& Fukunaga, 2014; Rodriguez-Campos, 2012). The selection, control, and depth of participation
are elements of stakeholder participation that evaluators must consider as part of the program
evaluation (Rodriguez-Campos, 2011).

The neurodiversity movement highlights the importance of inclusive practices to validate and
clarify the needs of individuals with neurodiversity (Russel, 2020). Inclusive practices have been
highly influential in research; inclusive research seeks to empower populations to participate as
members of the research team rather than the research happening to or for them (Fletcher-Watson,
et al., 2021). Inclusive research has been completed with varying degrees of involvement from
neuro-diverse participants. Involvement ranges from tokenism to emancipated research; most
commonly, individuals serve as advisors or members of a self-advocacy group (Bigby, et al.,
2013). Ethical considerations of inclusive research include informed consent, comprehension,
effective communication, and confidentiality (Hamilton, et al.,2017; Ho, et al., 2018; Jarmillo-
Velez, et al., 2020; Kadam, 2017; Turcotte-Tremblay, & Mc Sween-Cadieux, 2018; Hills, et al.,
2019; Taua, et al., 2014).

Problem Statement

While the neurodiversity movement has promoted a well-documented increase in inclusive
practices in research, the neurodiversity stakeholder paradigm continues to be marginalized in the
development and evaluation of programs (Jacobson, et al., 2013). To adequately define and address
the needs of individuals with neurodiversity, the development and evaluation process should
“regard [the] social context” of this population (Posavac, 2011). Although it is not without ethical



and pragmatic challenges, inclusive-research design may present valid considerations for
addressing the inclusion of the neuro-diverse population in program development and evaluation.

Intention

The purpose of this study is to examine the applicability of inclusive-research design to the
inclusion of neuro-diverse stakeholders in program development and evaluation. This article will
address the various roles, challenges, and ethical aspects of inclusive program development and
evaluation through a systematic review of the empirical literature. The central questions of this
research composition are:

1. What impact does the inclusion of stakeholders with neurodiversity have on program
development and evaluation?

2. How do we ensure ethical inclusivity?

3. How can inclusive research inform the potential of inclusive program development and
evaluation?

Literature Review
Inclusion of Neuro-Diverse Stakeholders

Stakeholders identifying as clients, individuals for whom the program is intended, are considered
“the best source of information on their own condition,” (Dawoody, 20211). Yet, they are the least
likely to have a voice in the planning and implementing programs and evaluations (Posavac, 2011).
The inclusion of client-stakeholders is essential in the representation of this population,
particularly if the client-stakeholder paradigm is differentiated from other stakeholders such as
people with neurodiversity and cognitive disability (Robinson, et al.,2014). While planning the
evaluation, it is essential that stakeholders agree on the jointly selected criteria for the goals and
evaluation of the program and its applicability and appropriateness for the participants in the
program (Posavac, 2011).

The term “neurodiversity,” coined by Judy Singer in 1998 as part of the autism rights movement,
is an umbrella term for individuals with a variation from typical neurocognitive functioning (Kapp,
2020). Neurodiversity originally referred to individuals with autism spectrum disorder (ASD);
however, it can be applied to the 300 diagnoses in the DSM-5, including individuals with attention
deficit hyperactive disorder (ADHD), dyslexia, Tourette's, synesthesia, and other learning and
developmental differences (Baron-Cohen, 2017). The way in which individuals with
neurodiversity take in external information, combine, process, and respond is different from
individuals considered to be "neuro-typical;" therefore, the inclusion of perspectives from neuro-
diverse individuals may be necessary to increase understanding (Fletcher-Watson, et. al, 2021).
Without inclusive practices, the development and evaluation of the program are limited to a
"neuro-typical™ understanding of the "neuro-diverse™ experience, challenges, engagement, and
motivation (Pena, et al.,2020). However, including stakeholders with neurodiversity is
complicated by access limitations, recruitment, and the social and communication impairments
typical of this population (Cascio & Racine, 2019).
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According to the Diagnostic and Statistical Manual (DSM)-5, to be diagnosed as having ASD an
individual must display "persistent deficits in social communication and social interaction across
contexts™ (DSM-5). Individuals with ASD present with a spectrum of challenges associated with
communication, social skills, and language. Individuals with ASD considered verbal might have
challenges such as limited and very concrete language, echolalia, and idiosyncratic language use
(Preece & Jordan, 2010; Wood, 2020). The communicative expression of individuals with ASD
may not always be recognized or offered ample opportunity (Wood, 2020).

Whose voice are we hearing?

During inclusive research, program development, and evaluation, organizational personnel is
usually more involved than the sponsors or the clients (Posavac, 2011). People close to
participants, such as family members, may also provide information, especially when the
participants are very young or incapacitated (Posavac, 2011). It is often assumed that program
personnel and family members understand the individual’s wants and needs, a necessary
component of developing a program provided for their welfare (Posavac, 2011), however research
has shown that having a single informant may result in an inaccurate or incomplete picture of an
individual’s needs and strengths (Hume, et al., 2018). Additionally, differences in perception lead
to a lack of alignment across informants, illustrating the importance of triangulation and using
multiple sources to ensure accurate and complete responses (Hume, et al., 2018).

Opportunities for self-advocacy add value to the interpretation of data as it provides a unique
paradigm of insight and access to an "insider cultural knowledge™" (Walmsley, et al., 2018). In
addition, self-advocacy opportunities equate to "giving a voice to people with disabilities”
(Fullana, et al., 2016). The use of visual supports and talking mats can aid in communication but
may restrict the range of communication to the photographs or symbols offered. In these situations,
it is common for peers or familiar adults to serve as an individual's proxy informant (Preece &
Jordan, 2010).

Neurodiversity paradigms

Conceptualizing neurodiversity as a paradigm forces an elimination of the concept of “otherness”
as it reframes the definition of “normal” (Peairson, et al., 2014; Pena, et al., 2020). The concept of
“otherness” assumes that individuals with disabilities are different and has led to negative
stereotyping, prejudice, limited opportunities, and segregation (Peairson, et al., 2014). In contrast,
the neurodiversity movement proposes neurodiversity as a paradigm, shifting perspective to
differences in cognitive functioning as normal variations of the human condition (Pena, et al.,
2020). Neuro-diverse thinking sees multiple, non-exclusive, and often non-linear possibilities; it
is an all-inclusive acceptance of every neurological difference without exception” (Pena, et al.,
2020; Russell, 2020). Identifying individuals as neuro-diverse acknowledges neurological
diversity and the existence of ‘“Neuro-tribes” (Silberman, 2015) as part of a spectrum of
neurological diversities rather than in the comparison of a standard or "neuro-typical” individual
(Baron-Cohen, 2017; Kapp, 2020). Through the neurodiversity movement the autistic community
shifts away from “deficit-driven understandings” and recognizes the contributions and value
neuro-diverse individuals make to society (Pena, et al., 2020). “While the goal of inclusion is
equality of opportunity; equality does not mean sameness™ (Peairson, et al., 2014).



In the development and evaluation of programs, evaluators' consideration of neuro-diverse
paradigms is vital to understanding and addressing the needs of this community. The collaboration
and engagement of the neuro-diverse community in program development and evaluation of
outcomes improve cultural competence and ensure agreement of program goals and construct
validity (Pena, et al., 2020). Cultural competence is specific knowledge of the people and place in
which the evaluation is being conducted. "Cultural competence requires awareness of self,
reflection on one's own cultural position, awareness of others' positions, and the ability to interact
positively with others™ (AEA, 2011).

One approach to addressing the neurodiversity paradigm is the use of a Community-Based
Participatory Approach (CBPA). This approach addresses the power imbalance between
individuals who develop/evaluate programs and the community being served by providing an
opportunity for full engagement of community partners (Pena, et al., 2020). Built on core
principles that foster equitable partnership, capacity building, co-learning, and action toward
health and social justice, CBPA partners with community leaders, members, community-based
organizations, and practitioners; the inclusion of diverse and expert perspectives results in a
response that is grounded and responsive to the needs of the community (DeJonckheere, et al.,
2019). A key influencer of the CBPA, in Paulo Friere’s book Pedagogy of the Oppressed he states
“to liberate the oppressed without their reflective participation in the act of liberation is to treat
them as objects that must be saved from a burning building,” Rather than treating marginalized
members of communities as objects we must treat them as engaged subjects whose participation
is needed throughout every stage of the process (Jull, et al., 2017). As one of the most important
and accessible data sources, the personhood of program participant-stake holders should be
recognized as part of the community despite potential challenges (Posavac, 2011; Cascio, et al.,
2020a). While inclusivity is important in addressing the unique paradigm and needs of the
stakeholders of neuro-diverse program participants, ethical issues must be considered (Morina,
2020).

Ethical Inclusivity & Informed Consent

As a program developer/evaluator, the first responsibility is to protect people from harm (Posavac,
2011). Consideration of informed consent, comprehension, communication, accessibility, and
confidentiality is necessary to ensure ethical inclusion in program development and evaluation
(Posavac, 2011; Mertens & Wilson, 2018). For neuro-diverse individuals, ethical inclusivity is
particularly challenging as arguments can be made addressing their right to contribute, right to be
protected from exploitation, and how to determine their decision-making capacity to agree to
participate independently or with support (laconol & Carling-Jenkins, 2012), often resulting in
exclusion from research and marginalization of this paradigm (Auerswald, et al., 2017). Significant
history of mistreatment and exploitation of these vulnerable populations has helped shape current
notions of ethical inclusion of individuals in program evaluation and research with the use of
systems such as Institutional Review Boards. Informed consent must be thought of as a continuous
dynamic process, not an isolated event (Kadam, 2017).



Informed consent

Informed consent requires participants to receive and comprehend information appropriately to
make an autonomous decision (Dawoody, 2021g; Kadam, 2017). Consent to participate is
considered informed when potential participants are provided with enough information to consider
all options before deciding whether or not to participate (Posavac, 2011).

During the informed consent process evaluators should provide participants with all the necessary
information regarding the process (duration, procedures); providing this information in multiple
modalities (paper form and an oral explanation) helps to ensure information is understood
(Jarmillo-Velez, et al., 2020). While evaluators must ensure that they provide enough information,
they need to be cautious about revealing too much information and threatening the validity of the
evaluation (Posavac, 2011). Once a participant has provided meaningful informed consent, the
evaluators should reaffirm consent to participate throughout the process (Jarmillo-Velez, et al.,
2020).

For informed consent to be considered meaningful, participants must demonstrate competence,
comprehension, and voluntariness (Kadam, 2017). Evaluators have an ethical obligation to protect
participants by ensuring understanding and agreement from program participants before the start
of the evaluation and throughout the process until the end of the participant’s involvement
(Posavac, 2011; Jarmillo-Velez, et al., 2020).

If an individual is considered to be vulnerable due to social injustice, dependencies, impaired
capabilities, or other issues, they are deemed to be incapable of protecting themselves and are not
able to legally consent or refrain from providing informed consent (Jarmillo-Velez, et al., 2020;
Kadam, 2017). For individuals with impaired capabilities, it may be necessary for a legally
designated representative to provide surrogate consent with the participant’s agreement (Kadam,
2017). To ensure the ethical participation of individuals who are not able to provide informed
consent, evaluators can consider the use of assent forms in addition to the informed consent of a
proxy or individual representative (Veritas, 2014; Weisleder, 2020). Assent forms provide
individuals a way to assent (agree) or dissent (disagree) to participate in congruence with the
informed consent of a parent/guardian/advocate (Weisleder, 2020). This honors the ethical right
of participants to decline participation even if their legal representative has provided informed
consent (Veirtas, 2014).

Competence

The consideration of competence is an ethical complexity for participants who are considered part
of vulnerable groups, such as those with cognitive impairments and disorders (Jarmillo-Velez, et
al., 2020). An individual’s level of competence validates their ability to make an informed
decision, understand information, consider the situation and consequences, apply reasoning, and
communicate choices (Kadam, 2017; Hamilton, et al., 2016).

A commonly underrepresented paradigm, the capacity of individuals with neurodiversity who are
also non-verbal is often inappropriately assessed (Hills, et al., 2019; Goddard & Goddard, 2012).
The social perception is that individuals with ‘cognitive impairment” and communication issues



(including those with non-verbal ASD) are unable to understand or independently consent to
participation (Hills, et al., 2019).

One example of this is the autobiographical tale | am Intelligent (Goddard & Goddard, 2012); this
story illustrates the experiences of a young girl (Peyton) diagnosed with non-verbal ASD and her
family as they endure 22 years without effective communication. After losing her language skills
as a young girl, Peyton could not communicate her understanding of the world, situations, and
conversations around her. She became defined by her diagnosis; underestimated, depressed and
suicidal until she was liberated at age 22 through facilitated communication. Her sentence
structures were often inverted and her words were sometimes invented, but her messages were
Clear.

Facilitated Communication (also known as assisted or supported typing) is “a technique that
involves a person with a disability pointing to letters, pictures, or objects on a keyboard or on a
communication board, typically with physical support... on the hand, wrist, elbow, or shoulder”
(American Speech-Language Hearing Association, 2018). Despite the American Speech-
Language Hearing Association’s position on facilitated communication as inconsistent with
communication rights of autonomy and freedom of expression (American Speech-Language
Hearing Association, 2018), this and similar stories highlight the need for careful consideration of
competence (McKinley, 2011) and address the misconception that "not being able to speak means
not having anything to say" (Grandin, 2011).

Comprehension

Assessing comprehension of the information and process is another essential element of informed
consent (Kadam, 2017). In addition to cognitive impairment, factors such as mental disorders, age,
education, income, and medical diagnosis such as dementia are potentially inherent vulnerabilities
that may impact the eligibility of participants (Falvo, et al., 2021; Kadam, 2017). Comprehension
may be further limited by factors associated with the evaluator; poor communication skills, limited
availability, and technical terminology may increase anxiety and decrease awareness of potential
participants (Kadam, 2017). Evaluators may also need to consider how the generational differences
associated with a broader age gap may impact understanding for older participants (Flavo, et al.,
2021).

To reduce complexity and increase comprehension, information must be presented in a way that
IS more accessible to participants. Evaluators must provide all information in appropriate and
comprehensible formats for potential participants and ensure support necessary to facilitate
autonomy (Jarmillo-Velez, et al., 2020). Consent forms often use complex language that is difficult
for participants to process and understand (Antal, et al., 2017). ldeally, information should be
reduced in complexity and length, available in multiple modalities, affordable, transportable,
modifiable, and within the boundaries of ethical and legal implications (Lindsley, 2019).
Participant-centered language and the use of clear, concise communication enhances
comprehension (Lindsley, 2019). Assessing comprehension before signing consent can be
competed using techniques such as the “Teach back Method,” wherein participants are asked to
say in their own words what has been described,” (Kadam, 2017).



In a 2017 study on improving comprehension of the informed consent process, Antal, et al.
replaced a paper consent document with a video and multimedia website, provided interaction over
the phone rather than face-to-face, and accepted electronic consent rather than necessitating ink on
paper. Interactive components of their consent procedure promoted comprehension through short
multiple-choice quizzes and over-the-phone discussions. The Sensory-Modality learner-centered
strategy promotes improved information processing by pairing two or more sensory systems
(Antal, et al., 2017). Consistent with the cognitive theory of learning, sensory modality is an
effective way to provide information through separate learning processes such as visual and
auditory processing (Antal, et al., 2017).

The needs of each participant should be considered when adapting materials. An assessment of
needs through individual interviews can assist in the determination of the strategies necessary to
facilitate understanding for each participant (Fullana, et al., 2016).

Voluntariness

For program development/evaluation and research, the inclusion of program participant-
stakeholders (those for whom the program is intended or research studies) is beneficial as they are
considered “experts by experience,” however, it is important to remember that everyone and
anyone who fits this paradigm may not be able or willing to be involved, (Bigby, et al., 2013). The
most widely accepted definition of voluntariness is Beauchamp and Childress’ 2009 definition,
whereby a person acts voluntarily “if he or she wills the action without being under the control of
another’s influence,” (Mamotte & Wassenaar, 2015). An individual’s voluntariness must be free
of exploitation, vulnerability, unfortunate circumstances, and misunderstandings (Mamotte &
Wassenaar, 2015). If an individual does not have an adequate understanding of the proposal, if a
parent/advocate/proxy agreed to participate without consultation, influential social relationships
or silent refusals can limit an individual's perceived options and lead to participation that is not
voluntary (Kamuya, et al., 2011). Additionally, the hierarchal authority has been known to
interfere with free and informed consent (Turcotte-Tremblay & Mc Sween-Cadieux, 2018).

On the other end of the spectrum, participants who possess voluntariness may not be given the
opportunity to participate due to limited awareness, access, and self-advocacy (Bigby, et al., 2013).
With a limited pool of potential participants, there is a danger that the perspective of one individual
could be generalized as representative of a much larger and diverse group. (Bigby, et al., 2013).

Communication

The diverse understanding and comprehension needs of participants can create challenges in the
process of obtaining informed consent (Kadam, 2017). This process is an opportunity to assess the
needs and determination strategies necessary to facilitate accuracy in communication with each
participant (Fullana, et al., 2016; Kadam, 2017). Providing a way for individuals to utilize their
chosen method of communication ensures an authentic, respected, and validated representation
(Hills, et al., 2019).

Individuals with neurodiversity may experience challenges with communication and social
participation barriers. To be diagnosed with ASD an individual must display "persistent deficits in



social communication and social interaction across contexts” (DSM-5). Limited understanding of
social situations, maladaptive behaviors, and conflicting priorities can all play a role in the
interpretation of questions and responses (Ghanouni, et al., 2019). Conventional communication
can be challenging for individuals with neurodiversity, especially those who are limited or non-
verbal or those with intellectual disabilities (Courchesne, et al., 2021). Individuals with
neurodiversity who are also non-verbal represent a commonly underrepresented paradigm due to
challenges ensuring comprehension, communication, and capacity to provide meaningful
informed consent (Hills, et al., 2019). Additional communication issues may result from individual
diversities related to comprehension of expressive language, processing speed, speech initiation
challenges, or language that is limited and very concrete, echolalic, and idiosyncratic (Pena, et al.,
2020; Wood, 2020).

By pairing communication strategies, evaluators can facilitate increased understanding. The use
of adapted communication strategies such as sign-language, the Picture Exchange Communication
System (PECS), talking mats, and communication devices (electronic devices that utilize a
program that facilitates communication) are common communication strategies that can be used
to facilitate autonomous communication, build rapport, and engage with participants (Ho, et al.,
2017; Hills, et al., 2019). However, it should be noted that the use of visual supports and talking
aids can also restrict the communication of individuals to the photographs or symbols being offered
(Wood, 2020). When desired communication is not supported through the visuals provided, the
individual may seek alternative ways to communicate (Wood, 2020).

Alternative communication acts such as a change in emotional valence or physical proximity, or
maladaptive behaviors are common for individuals with ASD (Courchesne, et al., 2021). Research
has shown a correlation between anxiety and restricted and repetitive behaviors (Joyce, et al.,
2017). Consideration of individuals' cognitive, behavioral, and sensory needs are important factors
to ensuring accessibility as it may impact an individual's ability to utilize communication devices
independently (Hamilton, et al., 2016; Hills, et al., 2019). Failure to recognize and comprehend
alternative communications increase the likelihood of maladaptive behaviors or 'acting out
behavior' (Marshall, 2017).

A proxy may be necessary to facilitate, provide dexterity assistance or psychological support in
using an alternative communication device (Hills, et al., 2019). A proxy who is familiar can help
interpret communications; however, caution must be paid to the interpretation of responses as a
proxy may interject their perspective, or their presence may cause an alteration in the perspective
of the individual (Courchesne, et al., 2021). Individuals who are non-verbal or with profound
disabilities are often victims of inferred or attributed opinions (Preece & Jordan, 2010). The
relationship between the facilitator and the individual can impact willingness, motivation, and
accuracy (Hills, et al., 2019). Caution must be paid to the interpretation of choices to discriminate
between non-verbal communications and potentially behavioral responses (Pearlman & Michaels,
2019). To gauge the accuracy of an individual's response, evaluators should plan for multiple
interactions; and triangulation through the use of numerous proxies as individuals may respond
differently for many reasons such as stimuli or stress (Peariman & Michaels, 2019). The method
of triangulation is used to increase credibility and validity of research findings by combining
theories, methods, or observers to prevent bias (Noble & Heale, 2019).



Accessibility

In addition to consideration of alternative communication, documents may need to be provided in
alternative formats to facilitate accessibility, provide protection, and ultimately ensure ethical
inclusion (Morina, 2020). Traditional methods of obtaining information and feedback are often
not accessible for individuals with cognitive and communication limitations (Lilijenquist, et al.,
2016). Many individuals with neurodiversity struggle with reading, comprehension, and fine motor
skills necessary to provide informed consent or complete self-reporting instruments such as Likert
scales (Lilijenquist, et al., 2016).

The creation of accessible data collection methods and instruments are necessary to provide
individuals with neurodiversity opportunities to participate in program development and
evaluation (Pena, et al., 2020). Mainstream data collection methods and instruments that are
designed inclusively are inherently accessible and usable “by as many people as reasonably
possible ... without the need for special adaptation or specialized design” (University of
Cambridge, 2021). Data collection methods and instruments may also be designed to be diverse
or vary to ensure accessibility and understanding. Alternative methods such as closed-ended
questions, large print, simplified language, auditory and visual tools are proven methods to
improve effective communication with individuals with neurodiversity (Favlo, et al., 2021).
Asynchronous data collection, such as email interviews, discussion threads, or the ability to save
responses and return later, are techniques that foster communication in less burdensome ways
(Pena, et al., 2020; Adams, et al., 2016).

Considering the variation in needs and abilities in the neurodiversity paradigm, it would behoove
evaluators to provide multiple accessibility options; presenting questions in various ways such as
matching with a word bank, multiple-choice, icons, and true/false responses optimizes
accessibility needs variations (Pena, et al., 2020). Holistic personhood, a cornerstone of ethics,
considers the outlook of biological, psychological, and social dimensions concerning an individual
(Cascio, et al., 2020a). One-size-fits-all approaches are not appropriate as they do not take
individual and developmental needs into account (Marshall, 2017).

An example of accessibility is the creation of the Participatory Experience Survey (PES) and the
Setting Affordances Survey (SAS); these were developed to assess experiences in recreational
youth programs for individuals with intellectual and developmental disabilities (Liljenquist, et al.,
2016). When used in combination, these surveys were determined to be effective ways to obtain
information and include individuals with disabilities in program evaluations and design
(Liljenquist, et al., 2016).

Confidentiality

The protection of personal data and maintenance of confidentiality is fundamental to the
participation of any individual who is involved in research or evaluation (Jarmillo-Velez, et al.,
2020). Ensuring confidentiality provides a level of trust that is paramount to sharing information
and data that may be sensitive (Turcotte-Tremblay & Mc Sween-Cadieux, 2018). Protecting
confidentiality is vital to ensuring that there is no undue harm resulting from participation,
particularly for vulnerable populations who may not be able to protect their own interests



(Turcotte-Tremblay & Mc Sween-Cadieux, 2018). This is particularly important for individuals
with neurodiversity as stigma, micro-aggressions, and discrimination could result if their
identification/representation with this paradigm is made public (Pena, et al., 2020). Whenever
possible, evaluators should provide an option for confidentiality, and if confidentiality is not
possible, individuals with neurodiversity should have control over their disclosure narratives
(Pena, et al., 2020)

Ethical Inclusivity & Participation

Beyond obtaining informed consent, the methods and levels of participatory and ethical inclusion
of individuals with neurodiversity must be considered (Russel, 2020). Inclusivity research,
envisioned as a way to provide individuals with neurodiversity opportunities for self-advocacy, is
executed with varying levels of participation ranging from tokenism to emancipated research; most
commonly, individuals serve as advisors or members of a self-advocacy group (Bigby, et al.,
2013). While inclusive research practices are well-documented, the inclusion of individuals with
neurodiversity in program evaluation and design is minimal (Jacobson, et al., 2013). To develop
and evaluate programs that meet the needs of neuro-diverse individuals, consideration should be
paid to the social context of this paradigm (Posavac, 2011). A study of inclusive research may
provide a blueprint for ethical inclusion of individuals with neurodiversity program development
and evaluation.

Research — v- evaluation

Although overlap exists between research and evaluation, they are recognized as separate
disciplines (Dawoody, 2021b; Posavac, 2011; Mertens & Wilson, 2018). Understanding the key
differences between research and evaluation is essential to conceptualizing potential differences
in the applicability of inclusivity. Critical differences in evaluation and research are evident in
understanding the purpose, participants, methods, and analysis of results.

Research and program evaluation both generate knowledge; research seeks to prove, and
evaluation aims to improve (Dawoody, 2021e). Research uses scientific inquiry to create new
knowledge that is generalizable based on the researcher’s hypothesis; evaluation is a process used
to judge the merit or worth of a program by establishing if the program meets stakeholder’s desired
outcome and if the desired outcome and merits the associated costs (Dawoody, 2021b; Mertens &
Wilson, 2018).

Evaluation and research intersect in that research informs the needs, improvements, and effects of
programs and policies (Mertens & Wilson, 2018). Research is a beneficial element in the
development of a program theory as an examination of basic research can provide evaluators with
descriptions of how to help people obtain social support (Posavac, 2011). Application of social
research, like evaluation, contributes to our understanding of how to bring people together to
address critical social issues (Mertens & Wilson, 2018). The universal goal of program evaluation
is to provide the information necessary to make informed decisions based on stakeholder goals
(Mertens & Wilson, 2018). Stakeholders must be actively involved in identifying outcome goals
(Dawoody, 2021b).



Inclusive Research

Inclusive research seeks to include individuals with disabilities as partners and contributors
(Strnadova & Walmsley, 2017). In contrast to traditional research models, inclusive research shifts
away from research ‘on’ to research ‘with’ individuals with disabilities (Milner & Frawley, 2018;
Fletcher-Watson, et al., 2021). Inclusive research requires the inclusion of individuals representing
the paradigm or neuro-type being studied; individuals with ASD should be included in studies on
ASD, individuals with dyslexia should be included in studies on dyslexia (Fletcher-Watson, et al.,
2021). While critics of inclusive research express concern about the vulnerability of these
populations, person-oriented research ethics argues that they are just as vulnerable to unjust
exclusion (Cascio, et al., 2020a). Ultimately, inclusive research seeks to empower individuals with
disabilities to have a voice in identifying and cultivating societal change (Strnadovéd & Walmsley,
2017).

There is a spectrum of approach to inclusive research (Chown, et al., 2017; Fullana, et al., 2016).
Individuals can participate in a variety of ways, with each role leading to different outcomes,
learning, and experiences (Puyalto, et al., 2014). Individuals with disabilities can serve in roles:
advisory, leading, controlling, and collaborative group approach (Fullana, et al., 2016). Inclusivity
can be categorized as participatory, collaborative, co-researching, cooperative partnership, and
independently lead (emancipatory) (Fletcher-Watson, et al., 2021). Successful inclusive research
requires that all participants understand their roles and responsibilities before initiation (Nind,
2014). Setting clear expectations, a commitment to honesty, and sharing mutual goals are essential
elements of the partnership necessary for a successful collaboration on any research project. They
are of the utmost importance in engaging individuals representing a multitude of paradigms
(Fletcher-Watson, et al., 2021).

Participatory research seeks to incorporate the views of individuals with neurodiversity into
research (Fletcher-Watson, et al., 2018). At this level of inclusivity, individuals are most likely to
serve as consultants but may also be partners or non-participatory “token” participants (Fletcher-
Watson, et al., 2018). Advisory participators, usually individuals who participate as part of
advocacy groups, are considered "experts by experience," providing suggestions to questions or
wording but do not typically serve a significant or empowered role in the research process (Bigby,
etal., 2013).

Inclusive research seeks to give individuals greater opportunity to be involved in the decisions and
process of research (Nind & Vinha, 2014). Inclusive research may be defined as collaborative, co-
research, or cooperative partnership (Bigby, et al., 2013). The inclusion of individuals with
disabilities enhances the validity of research as it provides insight, a window into this paradigm
interpretation of the world (Milner & Frawley, 2018; Nind, 2014). Review of inclusive research
projects in Australia and the Republic of Ireland sought to address the tension between inclusive
research as an empowering process for individuals with disabilities and the strength of the research
as a result. The studies demonstrated overall benefit from the inclusion of people with intellectual
disabilities as they grew in confidence and helped the team to navigate and address sensitive topics
(Johnson, et al., 2013).



The Community-Based Participatory Approach (CBPA) is an example of inclusive action research
that integrates research, evaluation, and program improvement. CBPA considers disabled
individuals, staff, and allies as part of a community of decision-makers, sharing power and
engagement across all phases (Pena, et. al, 2020). Providing access to different perspectives
ensures research priorities are relevant, helps measure outcomes, provides access to hard-to-reach
groups, assists in disseminating findings, and empowers individuals with neurodiversity
(Walmsley, et al., 2018). To be fully inclusive, individuals need to be part of every stage of the
research process; the research question should be relevant to their lives and interests, research
should be collaborative, individuals should have some control over the research process, and the
outcomes should be accessible (Milner & Frawley, 2018).

Emancipatory research puts individuals with disabilities into the driver seat to initiate and complete
research with academic researchers serving as expert consultants who carry out the wishes of the
individuals with disabilities (Walmsley, et al., 2018). The goal of this research style is to give
individuals with disabilities the control to initiate, lead, and execute research on issues important
to them; however, without the support of non-disabled allies, it may not be possible for individuals
with intellectual impairment to complete the research process (Bigby, et al., 2013).

Inclusive Program Development & Evaluation

Program evaluation requires evaluators to become familiar with the program, the people served,
program structure and goals, and the purpose of the evaluation (Posavac, 2011). Thus, the first step
in program evaluation is the involvement of stakeholders (Dawoody, 2021a). Accessibility of and
to stakeholders is a factor in the inclusivity level possible during an evaluation as it can be
influenced by many factors, such as how evaluators relate to organizations (Posavac, 2011).
Internal evaluators are employed by the organization for whom they perform the evaluation;
external evaluators are hired from outside the organization to evaluate a program (Dawoody,
2021c). Internal evaluators have the advantage of program knowledge and greater access to
program staff and participants (Posavac, 2011).

There are four major groups of evaluation strategies: scientific-experimental, management-
oriented, qualitative, and participant-oriented (Dawoody, 2021c). While each of these strategies
provides a unique and broad perspective on evaluation, it is common for evaluators to utilize
multiple strategies during an evaluation. Unlike "distanced" evaluation approaches, collaborative,
participatory, and empowerment evaluations emphasize a greater degree of stakeholder
involvement (Rodriguez-Campos, 2012; O’Sullivan, 2012). Participant-oriented evaluation
approaches promote active and ongoing engagement between evaluators and staff-stakeholders,
resulting in enhanced data collection and analysis, stronger program design, and increased
likelihood of comprehension and utilization (O’Sullivan, 2012). Participant-oriented evaluation
models, such as client-centered and stakeholder models, emphasize the importance of program
participants or consumer-oriented stakeholders (Dawoody, 2021c).

Collaborative stakeholder-based evaluation is the most basic form of inclusive evaluation as it
requires evaluators to consider the issues from multiple perspectives. The collaborative
stakeholder-based evaluation considers a full range of stakeholders as consultants; however, the
evaluator remains in control of the implementation of the evaluation (Cousins & Chuinard, 2012).



Participatory evaluation treats program community members as partners with evaluators (Posavac,
2011). Program community members include program developers, managers, staff, funders,
program participants or clients, and other relevant stakeholders. Also known as collaborative
evaluation, in participatory evaluation the evaluators and stakeholders are linked in what is referred
to as an “intersubjective space,” in which all are active in the evaluation process (Cousins, &
Chouinard, 2012); all stakeholders participate in the planning and evaluation of the program. There
are two principal types of participatory evaluation: practical participatory evaluation and
transformative participatory evaluation (Cousins & Chouinard, 2012).

Practical participatory evaluation focuses on program problem solving and enhancing evaluation
through shared decision making about planning, instrument development, data collection, and
analysis (Cousins & Chuinard, 2012). Through active and ongoing engagement with stakeholders,
collaborative evaluation results in stronger design, enhanced data collection and analysis, and
greater comprehension and applicability of results (O’Sullivan, 2012). This can increase the
quality and relevance of the program (Robinson & Fisher, 2012).

Transformative participatory evaluation, also known as empowerment or emancipatory evaluation,
is focused on social change, with stakeholder inclusion focused on challenging who controls the
evaluation and the paradigm by which knowledge is determined (Cousins & Chouinard, 2012). In
this model of evaluation, the decision-making is balanced between the trained evaluator and the
stakeholders (Cousins & Chouinard, 2012). In addition to the collection of data, analysis, and
dissemination, transformative participatory evaluation seeks to transform power relationships and
promote social action (Cousins & Chouinard, 2012).

Ethical Collaborative Inquiry

Collaborative inquiry (which includes research and evaluation) calls for researchers and evaluators
to collaborate with individuals, groups, or communities that have a stake in the program or project
being studied or evaluated (Cousins & Chouinard, 2012). Justification for collaborative inquiry
stems from concerns with social justice, understanding paradigm and context impact on
knowledge, and increasing applicability and usefulness of research or evaluation (Cousins &
Chouinard, 2012). Competencies considered necessary for collaboration include building a
relationship that is mutually trusting, communicating, and collaboration in which everyone
contributes (Embregts, et al., 2018).

In addition to obtaining informed consent, program developers and evaluators have an ethical
obligation to protect vulnerable populations, including those with neurodiversity, through
accessible inclusion. When engagement of individuals with disabilities occurs prior to program
development/assessment, it improves understanding of the needs of individuals within this
paradigm, enhances the development of goals and outcomes, and ultimately increases construct
validity (Pena, et al., 2020). Furthermore, the development of supportive, respectful, and trusting
relationships is paramount to the success of an inclusive collaboration (Pena, et al., 2020). Varying
scales of inclusivity can be measured in terms of factors such as the level of control in decision
making, diversity among stakeholders participating, power relations between stakeholders,
manageability of evaluation implementation, and depth of participation (Robinson & Fisher,
2012).



Consideration of data collection methods and instruments design can increase accessibility,
bearing in mind that a one-size-fits-all approach will not meet the individual needs in the spectrum
of this paradigm (Marshall, 2017). For example, many individuals with intellectual disabilities
cannot read well (Strnadovéa & Walmsley, 2017); modifications such as print variations, simplified
concrete language, and close-ended questions, audio and visual tools can address issue issues with
experience expressive language, processing speed, or speech initiation that are typical in
individuals diagnosed with ASD (Favlo, et al., 2021; Pena, et al., 2020; Strnadova & Walmsley,
2017). Cluley’s research on the use of photovoice, a visual method that focuses on participant-led
photography, illustrates adaptations that provide accessibility and generate valuable findings
(Cluley, 2016). This “radically different approach to research” provided significant insight into the
lives of people with disabilities (Cluley, 2016). Pilot-testing data collection instruments are helpful
to identify and revise questions that may be confusing (Pena, et al., 2020). Working with
individuals who are not trained in research or evaluation processes can be particularly challenging
(Strnadova & Walmsley, 2017). The team should budget time and resources to provide training on
planning and assessment skills relating to the project in which participants show interest in learning
(Pena, et al., 2020). Recognition should be given for any contributions made (Strnadova &
Walmsley, 2017).

Analysis

This study sought to address a gap in research by examining the applicability of inclusive-research
design to the inclusion of stakeholders with neurodiversity in program development and
evaluation. A systemic review of the literature was utilized to explore the roles, challenges, and
ethical aspects of inclusivity. The central questions of this research composition are a) what impact
does the inclusion stakeholders with neurodiversity have on program development and evaluation?
b) how do we ensure ethical inclusivity? and ¢) how can inclusive research inform the potential of
inclusive program development and evaluation?

Identifying and engaging the stakeholders is crucial to obtain various perspectives and define the
program goals and objectives (Mertens & Wilson, 2018). Evaluators help stakeholders to clarify
their values and assumptions in order to delineate criteria by which merit will be determined
(Posavac, 2011). While planning the evaluation, stakeholders must agree on the jointly selected
criteria for the goals and evaluation of the program and its applicability and appropriateness for
the participants in the program (Posavac, 2011). Evaluators should consider if the goals of the
service are designed to meet the needs of the people providing it, the organization funding it, or
the individuals receiving it (Marshall, 2017). For example, programs that seek "to turn an autistic
child into a non-autistic one” have been shown to induce post-traumatic stress disorder (Greenburg
& Rosa, 2020). These programs may have been avoided altogether if individuals with autism had
been included in program development. Furthermore, to ensure meaningful stakeholder
engagement, evaluators need to understand and work with the individual’s unique set of
intellectual, visual, sensory, auditory, communication, and motor processing abilities (Greenburg
& Rosa, 2020). Program developers need to differentiate between accommodations that provide
support and accessibility and those that may perpetuate oppression (Marshall, 2017). Program
participants-stakeholders are considered "the best source of information regarding their own
condition,” (Dawoody, 2021i). Yet, they are the least likely to have a voice in the planning and
implementation of programs and evaluations (Posavac, 2011).



The inclusion of neuro-diverse stakeholders in the development and evaluation of programs
intended for neuro-diverse individuals is paramount to ensuring representation and determination
of program worth in relation to the neurodiversity paradigm (Robinson, et al., 2014). Program
development and evaluation should not be completed in isolation from the community
characteristics of the people it is intended to serve (Posavac, 2011). The paradigm of individuals
with neurodiversity differs from that of neuro-typical individuals due to different experiences and
challenges that shape engagement and motivation (Pena, et al., 2020). Research has shown that
individuals with neurodiversity process and respond to external stimuli differently than neuro-
typical individuals (Fletcher-Watson, et. al, 2021). However, the brain differences of neuro-diverse
individuals are not well established or replicated; many neurodevelopmental conditions are
diagnosed via observation, cognitive testing, or self-report, and not via neurological anatomy or
physiology (Russell, 2020). However, research by Heasman and Gillespie supports previous
research on the under-recognized ability of peers with ASD to be motivated by and able to manage
interactions with one another (Heasman & Gillespie, 2019). The interactions of individuals with
neurodiversity provide a deeper understanding of social and communication differences (Heasman
& Gillespie, 2019).

The neurodiversity movement conceptualizes an all-inclusive acceptance of the variation of
neurological differences as a spectrum of paradigm diversity (Pena, et al., 2020; Russell, 2020;
Baron-Cohen, 2017; Kapp, 2020). Individuals with neurodiversity should not be defined as in
terms that are "deficit-driven™ or "otherness,” but instead with respect and support as a natural
variation of individuals with different minds and abilities (Greenburg & Rosa, 2020). Rosie
Garland-Thomson states, “The meanings attributed to extraordinary bodies reside not in inherent
physical flaws, but in social relationships in which one group is legitimated by possessing valued
physical characteristics and maintains its ascendancy and its self-identity by systematically
imposing the role of cultural or corporeal inferiority on others,” (Straus, 2013).

As a society, we have studied, defined, and organized individuals with neurodiversity through a
variety of lenses; medical, social, disability, etc. Individuals are classified or identified as neuro-
diverse in comparison to the neuro-typical. However, there is no single way for a 'typical’ brain to
be wired, so how can one define which brains are 'typical’ and' diverse?' (Baron-Cohen, 2017).
Where is the developmental line? “Identity is formed not to show differences, emphasize diversity,
or celebrate disability, but to define disability in one’s own terms and according to one’s own
experience and terms of reference in the social environment,” (Glodkowska, et al., 2018).
Regardless of how (and if) we choose to define (or not define) individuals with neurodiversity,
ethical inclusion of neuro-diverse stakeholders in the development and evaluation of programs
intended for neuro-diverse individuals is ideal as program participants-stakeholders are considered
“the best source of information regarding their own condition,” (Dawoody, 20211). When program
participant-stakeholders are not able to adequately communicate their condition/perspective, care
should be taken to not exclude those whose needs are most complex. The triangulation of proxy
informants and alternative communication methods helps to ensure accurate and ethical inclusion.
The inclusion of individuals, groups, and communities who have a stake in the program or project,
also known as collaborative inquiry, is justified in the social justice, paradigm understanding, and
context impact that results (Cousins & Chouinard, 2012). Collaboration depends upon trusting
relationships in which everyone contributes (Embregts, et al., 2018).



Arguably the most important element of ethical inclusivity is the clarification of values and
assumptions relating to the development or analysis of a program and the individuals served by
the program (Posavac, 2011). Evaluators have a duty to consider the interests of different
stakeholders and analyze the implicit values held by stakeholders and themselves (Posavac, 2011).
Developing a program theory helps identify and address differences in values, assumptions, and
program criteria (Posavac, 2011).

During the process of developing a program theory, evaluators must adhere to a code of ethics that
includes respect for the security, dignity, and self-worth of the respondents, program participants,
clients, and other evaluation stakeholders (Posavac, 2011). Evaluators who do not include neuro-
diverse program-participant stakeholders fail to provide individuals within this paradigm the
respect and dignity to clarify their needs and values assumptions. Evaluators have a responsibility
to protect people from harm, yet programs are developed, evaluated, and established based on
criteria of stakeholders whose interests may not address the needs and values of the people whom
the program serves. Suppose program participant stakeholders do not have the opportunity to
define their needs and values. How can evaluators accurately assess the merit and worth of a
program in relation to the needs and values of the paradigm it intends to serve? Not all program
participants will know what they need, "but that does not mean that their views can be ignored”
(Posavac, 2011).

Ethical inclusion of participant stakeholders with neurodiversity is paramount in their protection
(Cousins & Chouinard, 2012; posavac, 2011), but ethical inclusion is a complicated and
multifaceted issue. Beyond the choice to value to the neurodiversity paradigm and to recognize
and address preconceived notions, ethical inclusivity of individuals with neuro-diversity requires
evaluators to balance individual’s right to contribute and right to be protected from exploitation,
determine ability to give informed consent, and capacity to participate (laconol & Carling-Jenkins,
2012).

The process of informed consent requires potential participants to make an autonomous decision
to participate based on their comprehension of information about the program, capacity to weigh
risks and alternatives, and communicate agreement (Dawoody, 2021g; Posavac, 2011; Mertens &
Wilson, 2018; Kadam, 2017). If a person was misled, was not given enough information, or does
not understand the risks involved, then consent is not considered informed, even if the person
agreed to participate (Dawoody, 2021g). Informed consent should be regarded as a layered,
dynamic, and continuous process (Kadam, 2017). Evaluators need to assess comprehension,
communication, accessibility, and ongoing voluntariness of participation through the entirety of
the process (Posavac, 2011; Mertens & Wilson, 2018). Facilitating the informed consent and
ethical inclusion of individuals with neurodiversity is complicated by the communication and
social participation barriers inherent in the diagnostic criteria of these disorders.

Communication and social participation differences and limitations of individuals with
neurodiversity may necessitate the adaptation of materials and participation facilitation to ensure
comprehension and accessibility in program design and evaluation (Jarmillo-Velez, et al., 2020).
Conventional communication and traditional methods utilized in the collection of information and
feedback may be challenging for individuals with variations of cognitive and communication
ability (Lilijenquist, et al., 2016; Courchesne, et al., 2021). Therefore, evaluators must be prepared



to address a spectrum of diverse needs and abilities and to accept a spectrum of diverse
communications and motivations.

Alternative communication acts such as a change in emotional valence or physical proximity and
repetitive behaviors are common for individuals with neurodiversity such as ASD; failure to
recognize and comprehend alternative communications is a failure to validate communication and
increases the likelihood of maladaptive behaviors (Courchesne, et al., 2021; Marshall, 2017). A
proxy or familiar advocate can help facilitate comprehensive communications with individuals
who have alternative or limited verbal communication; however, evaluators must exercise caution
in interpreting communications to avoid inferred or attributed opinions (Hills, et al., 2019; Preece
& Jordan, 2010).

Collaborative inquiry (which includes research and evaluation) calls for researchers and evaluators
to collaborate with individuals, groups, or communities that have a stake in the program or project
being studied or evaluated (Cousins & Chouinard, 2012). Inclusivity in research has been vastly
documented, but examples of inclusive program development and evaluation remain limited.
Research seeks to provide new knowledge that is generalizable and accessible, however as
evaluations are specific to the program and context in which they are performed, they are not
published or easily reviewed. Therefore, models of inclusive program evaluation must be derived
from examples of inclusive research. The existing overlap between research and evaluation
validates the study of inclusive research as its application has the potential to inform inclusive
program development and evaluation practices.

The goal of inclusivity in research is to validate and strengthen findings related to a particular
paradigm through the inclusion of individuals who represent the population being studied
(Fletcher-Watson, et al., 2021, Milner & Frawley, 2018). Inclusivity in research varies in degrees,
and individuals can participate in a variety of ways (Chown, et al., 2017). The degree of inclusivity
may be participatory, collaborative, cooperative, or independent (Fletcher-Watson, et al., 2021).
The roles assigned have the potential to lead to different outcomes (Puyalto, et al., 2014). It is
important that all participants understand and agree to their roles and responsibilities prior to the
initiation of research (Nind, 2014). The establishment of roles is important to ensuring active
participation as a lack of specificity may cause the illusion of participation or pseudo-participation
in which individuals serve as “consultants” but are not active participants in the evaluation
(Cousins & Chouinard, 2012).

Inclusive research has been shown to provide access to different perspectives, ensure
research priorities are relevant, help measure outcomes, provide access to hard-to-reach groups,
assist in disseminating findings, and empower individuals with neurodiversity (Walmsley, et al.,
2018). In addition, successful examples of inclusive research demonstrate improved confidence
and successful navigation of sensitive topics as a result of the inclusion (Johnson, et. a., 2013).
While inclusive program development and evaluation differ in purpose and scope from inclusive
research, the level, procedure, and ethics of inclusion are universal issues to collaborative inquiry.

Recommendations

This section examines how the guiding principles for evaluators necessitate the inclusion of
stakeholders with neurodiversity in ethical, collaborative inquiry (research, program development,



and program evaluation). Recommendations inspired by this research study are made as they
address the core values of the American Evaluation Association's interconnected and
interdependent guiding principles. The five principles of systematic inquiry, competence, integrity,
respect for people, and common good and equity are explored as they relate to program
development, program evaluation, and inclusion of stakeholders with neurodiversity (AEA, 2018).

Recommendation 1 — Consider the neurodiversity paradigm

The Neurodiversity movement conceptualizes the respect, support, and inclusion of individuals
with different minds and abilities and highlights the importance of inclusive practices to validate
and clarify the needs of individuals with neurodiversity (Greenburg & Rosa, 2020; Russel, 2020).
Representation, interpretation, and understanding of the neurodiversity paradigm may be like
learning a new language; it may mean processing information and developing or evaluating a
program in a way that is not “typical.” Understanding the criteria by which the neurodiversity
paradigm makes choices and defines value may be essential to ensuring the program’s worth; yet,
the challenges associated with the inclusion of individuals in this paradigm continue to cause their
marginalization in program development and evaluation.

“Evaluators strive to contribute to the common good and advancement of an equitable and just
society" (AEA, 2018). Evaluators need to recognize and balance the interests of clients and
stakeholders, address inequity, mitigate bias and power imbalances, and promote the just,
equitable, and democratic common good of society (AEA, 2018). Evaluators should seek to
empower populations to participate as members of the research, development, or evaluation team
rather than it happening to or for them (Fletcher-Watson, et al.,2021). Evaluators should strive to
develop their cultural competence of neurodiversity by reflecting on their own preconceived
notions and developing the ability to genuinely interact with people with differing cultural
perspectives. Evaluators should work to establish comprehensive documents and methodologies
that are accessible in a multitude of ways.

Recommendation 2 - Evaluator Specialization or Training Related to Program/Population

Ethical program development and evaluation considers cultural context and population for whom
the program is intended. Program development and evaluation intended for individuals with
neurodiversity requires that evaluators and/or their team is familiar with the varying social,
emotional, sensory, communication, and neurological intricacies of this population. Without
specialized training or the supplementation of expertise, a neurologically typical evaluator likely
lacks the competence necessary to understand how an individual with neurodiversity takes in,
processes, and responds to external information. One of the guiding principles for evaluators is
competence, "evaluators provide skilled professional services to stakeholders™ (AEA, 2018).
Evaluators need to ensure that the evaluation team has the abilities, skills, and experiences
necessary to complete the evaluation within the cultural context and supplement any weak or
missing competencies through education, training, supervised practice, and the assistance of others
(AEA, 2018). Program evaluation requires evaluators to become familiar with the program, the
people served program structure ad goals, and the purpose of the evaluation (Posavac, 2011).
Evaluators should have access to programming or continued education opportunities to develop
evaluation specializations. The policy should be to evaluate the paradigms of various stakeholders



and ensure the competence of each paradigm within the evaluation team prior to accepting
evaluation opportunities. Evaluation associations should provide and promote a searchable
directory that searches evaluators based on identified specializations.

The organizational policy should be to utilize an internal evaluator who is familiar with the
program and population whenever possible. In addition, organizations might consider instituting a
program that recruits staff to become trained evaluators as this could provide an ideal combination
of competencies.

Recommendation 3 — Ensure ethical access to all stakeholders

Respect for people is a guiding principle for evaluators; “evaluators honor the dignity, well-being,
and self-worth of individuals and acknowledge the influence of culture within and across groups”
(AEA, 2018). This principle highlights the value and understanding of the interests and
perspectives individuals bring to the evaluation and the importance of ensuring willingness and
informed consent while reducing the risk of harm for participants (AEA, 2018).

Before evaluators can address the complexities of obtaining informed consent, they must have
ethical access to all stakeholders. While internal evaluators have the advantage of access to the
program, staff, and participants, external evaluators may not have access to each paradigm of the
program represented by stakeholders. For example, evaluators may have access to administrative
staff but not direct care staff; to an advocacy group of “high-functioning” individuals with ASD
but not the non-verbal individuals with ASD who also participate in the program being evaluated.

Evaluator programming and training should include how to identify stakeholders and establish
ethical access to ensure fair representation of every stakeholder. Evaluators should not include
individuals with neurodiversity to serve as a token representation or assume that there is a
"disability perspective" that differs from the group (Strnadova, et al., 2014). Understanding and
valuing the unique paradigms of individuals across groups is important to the development of the
program theory and the validity of the outcome.

Recommendation 4 — Develop a Strategy to Ensure Comprehensive Communication

The Diagnostic and Statistical Manual (DSM) states that individuals with a diagnosis of ASD must
display "persistent deficits in social communication and social interaction across contexts™” (DSM-
5). Individuals with neurodiversity, such as ASD, present with a spectrum of communication,
social skills, and language challenges. Inclusivity of individuals with communication and social
deficits in program design and evaluation may require adaptations based on the participant's
individual needs (s).

A policy recommendation should be for evaluators to seek collaborative involvement of multi-
disciplinary professionals, proxies, and individuals to identify and address the presentation of
information and the adaptation of materials to increase comprehension and ease communication
with all participants. Triangulation of proxies, parents, advocates, and professionals is important
to ensure accuracy and avoid misinterpretation of information.



Recommendation 5 — Adaptation of Materials and Methods

In addition to the social and communication issues inherent in neurodiversity, cognitive
impairment, mental health, age, and diagnosis can impede comprehension of information and
process. Evaluation policy should require evaluators to meet with program-participant
stakeholders prior to initiation to determine the adaptation strategies necessary to facilitate each
participant's understanding. During the planning phase, evaluators should consider the adaptions
of materials and methodology that will be necessary to make them more accessible to participants.
Information should be available in reduced complexity and length. To increase accessibility,
evaluators should use participant-centered language that is clear and concise, present information
in multiple modalities, and consider using strategies such as the sensory-modality-learner-centered
strategy that pairs two or more sensory systems for information processing (Antal, et al., 2017).

Recommendations for future research

A number of future research study recommendations can be derived as a result of and in relation
to this study, which provided an overview of the importance and significance of the inclusion of
individuals with neurodiversity in research, program development, and program evaluation.
Additional research could provide a more in-depth understanding of the process of inclusion, the
adaptation of information and materials, and the identification and selection of neuro-diverse
stakeholders in order to ensure representation of the spectrum of neurodiversity within the
population.

This paper also defined the various levels of inclusivity, including participatory, collaborative, and
emancipation. Future research could develop a deeper understanding of the outcome variations
that result from different levels of inclusivity.

Use of proxy informants was discussed as a way to address inclusion of individuals with limited
verbal abilities however the use of proxy informants has been criticized as there remains an
element of interpretation that may lead to the misrepresentation of individuals. However, without
the use of proxy informants, individuals with the most complex needs are not able to participate
and their paradigms are not adequately represented. Research into the use of multiple proxies and
alternative communication practices cohesively may provide information on how to better
represent the full range of communication and provide additional opportunities for self-advocacy.

Finally, this paper discussed the importance of the inclusion of the neurodiversity paradigm in
order to address the need and values of this population as it may not be fully understood from a
neuro-typical paradigm. Future research could further explore this issue and the processing and
interpretation of programs developed for and by individuals with neurodiversity but staffed and
run by individuals who are neuro-typical.

Summary
Stakeholder identification and engagement is an important element in program development and

evaluation as it ensures clarity of program goals and outcomes in relation to the values and needs
of the individuals being served and the program cost. Unfortunately, although program participants



are considered "the best source of information regarding their own condition™ (Dawoody, 2021i),
they are the least likely to have a voice in the planning and implementation of programs and
evaluations (Posavac, 2011).

Program development and evaluation is a methodology used to explore the need for a social
service, if that service will be used if it meets the unmet needs identified, and if its outcome justifies
the cost (Posavac, 2011). Program evaluation begins with developing a theory of program based
upon the agreed-upon evaluation criteria identified by the stakeholders.

Stakeholders include anyone who has a vested interest in the program, policy, or product being
evaluated (Posavac, 2011). Stakeholders include people who have decision-making authority over
the program, people who have direct responsibility for the program, people who the program is
intended for, families and communities of individuals the program is intended for, and people
disadvantaged by the program (Mertens & Wilson, 2018). Stakeholder identification and
engagement is an important element in developing and evaluating a program (Posavac, 2011).

Accessibility of and to stakeholders may vary depending upon the organization and evaluator.
Internal evaluators are employed by the organization for whom they are performing the evaluation.
External evaluators are hired from outside the organization to evaluate a program (Dawoody,
2021c). Internal evaluators have the advantage of program knowledge as well as greater access to
program staff and participants (Posavac, 2011). The involvement of stakeholders ensures clarity
of goals and evaluation criteria as the paradigms of various stakeholders impacts interpretation and
determination of program merit and worth (Mertens & Wilson, 2018).

Merit is defined as the absolute intrinsic quality or in regard to a particular criterion; how effective
is the program in meeting the needs of those it was intended to help? To determine the merit of a
program, evaluators must collect data relevant to a particular criterion and ascribe value to it. The
value of a program in a particular context is called its worth, this is an outcome of the evaluation
(Mertens & Wilson, 2018). In order to determine the merit or worth of a program, evaluators must
establish what defines merit or worth based on the values and assumptions of stakeholders and the
context identified through the development of a theory of the program (Posavac, 2011). If the
development or evaluation puts greater emphasis on the interests of a particular stakeholder, the
program may not be useful for all impacted stakeholders (Posavac, 2011).

Historically, individuals with neurodiversity have had to rely on the ‘expertise' of neuro-typical
professionals, such as medical and behavioral specialists, to develop programs and interventions
to serve their needs and values (Marshall, 2017). The inclusion of individuals with neurodiversity
in program development and evaluation is minimal due to the ethical complexities. Program
developers and evaluators have a responsibility to protect people from harm and must consider the
ethical implications of inclusion such as informed consent, comprehension, communication,
accessibility, and confidentiality (Posavac, 2011; Mertens & Wilson, 2018). The informed consent
of participants requires the ability to understand information about the process and risks of
involvement and make an autonomous decision based on that understanding. In order for informed
consent to be considered meaningful, participants must demonstrate competence, comprehension,
and voluntariness (Kadam, 2017).



These issues are paramount to the inclusion of any vulnerable population and are particularly
challenging for neuro-diverse individuals whose social and language barriers may increase the
challenge of ethical and informed consent. Individuals may have diversities related to
comprehension of expressive language, processing speed, speech initiation challenges, or language
that is limited and very concrete, echolalic, and/or idiosyncratic (Pena, et al., 2020; Wood, 2020).
The manifestation of persistent deficits in social communication and social interaction in
individuals with ASD can impact an individual's ability to effectively participate by utilizing
traditional methods. Limited understanding of social situations, maladaptive behaviors, and
conflicting priorities can all play a role in the interpretation of questions and responses (Ghanouni,
etal., 2019).

Adaptations and accommodations may be necessary to ensure comprehension and accessibility
(Jarmillo-Velez, et al., 2020). The traditional methods utilized in the collection of information and
feedback may not be appropriate for individuals with variations of cognitive and communication
ability (Lilijenquist, et al., 2016). A spectrum of diverse needs and abilities exists between
individuals with neurodiversity, making a "one size fits all" approach to accessibility inappropriate
as it does not consider different individual and developmental needs (Marshall, 2017). In addition
to the adaptation of materials and procedures, a proxy may be necessary to facilitate, provide
dexterity assistance or psychological support in using an alternative communication device (Hills,
et al., 2019). A proxy can assist in the facilitation and interpretation of communications
(Courchesne, et al., 2021). The relationship between the proxy and individual must also be
considered as it can impact willingness, motivation, and accuracy (Hills, et al., 2019). In order to
avoid the alteration or misinterpretation of communication efforts, triangulation of responses by
multiple proxies and/or multiple opportunities may be necessary (Pearlman & Michaels, 2019).

Inclusive practices have been highly influential in research, with lessons that can be applied to
program development and evaluation. Inclusive research seeks to empower populations to
participate as partners and contributors of the research team rather than the research happening to
or for them (Fletcher-Watson, et al.,2021; Strnadova & Walmsley, 2017). Inclusive research
requires the inclusion of individuals who represent the paradigm or neuro-type being studied
(Fletcher-Watson, et al., 2021). Inclusive research has been completed with varying degrees of
involvement ranging from tokenism to emancipated research (Bigby, et al., 2013). Individuals can
participate in a variety of ways, with each role leading to different outcomes, learning, and
experiences (Puyalto, et al., 2014).

Successful inclusive research requires that all participants understand their roles and
responsibilities prior to initiation (Nind, 2014). Setting clear expectations, a commitment to
honesty, and the sharing of mutual goals are important elements of the partnership necessary for a
successful collaboration on any research project, and are of the utmost importance in the
engagement of individuals representing a multitude of paradigms (Fletcher-Watson, et al., 2021).
The neurodiversity movement highlights the importance of inclusive practices to validate and
clarify the needs of individuals with neurodiversity (Russel, 2020). The “nothing about us without
us” ethos emphasizes the need for inclusive practices and representation of the neurodiversity
paradigm (O’Brien, et al., 2014).



The neurodiversity movement conceptualizes neurodiversity as a paradigm, a different but normal
variation of cognitive functioning within the human condition (Pena, et al., 2020). The
neurodiversity movement seeks to recognize the contributions and value neuro-diverse individuals
make to society (Pena, et al., 2020). As there is not a single way for a 'typical’ brain to be wired,
so how can one define which brains are ‘typical’ and which are ‘diverse?' (Baron-Cohen, 2017).
The inclusion of individuals, groups, and communities who have a stake in the program or project,
also known as collaborative inquiry, is justified in the social justice, paradigm understanding, and
context impact that results (Cousins & Chouinard, 2012).

While the neurodiversity movement has promoted a well-documented increase in inclusive
practices in research, the neuro-divergent stakeholder paradigm continues to be marginalized in
the development and evaluation of programs (Jacobson, et al., 2013). Research and program
evaluation both generate knowledge; research seeks to prove, and evaluation aims to improve
(Dawoody, 2021e). Research uses scientific inquiry to create new knowledge that is generalizable
based on the researcher’s hypothesis; evaluation is a process used to judge the merit or worth of a
program by establishing if the program meets stakeholder’s desired outcome and if the desired
outcome and merits the associated costs (Dawoody, 2021b; Mertens & Wilson, 2018). Although
they are recognized as separate disciplines, an overlap exists between research and evaluation
(Dawoody, 2021b; Posavac, 2011; Mertens & Wilson, 2018). Evaluation and research intersect in
that research informs the needs, improvements, and effects of programs and policies (Mertens &
Wilson, 2018). Research is a beneficial element in the development of a program theory as an
examination of basic research can provide evaluators with descriptions of how to help people
obtain social support (Posavac, 2011). Application of social research, like evaluation, contributes
to our understanding of how to bring people together to address critical social issues (Mertens &
Wilson, 2018). The universal goal of program evaluation is to provide the information necessary
to make informed decisions based on stakeholder goals (Mertens & Wilson, 2018).

In order for a program to adequately define and address the needs of individuals with
neurodiversity, the development and evaluation process should “regard [the] social context” and
paradigm of this population (Posavac, 2011). A paradigm is an assumption addressing an
individual’s perspective; it is the philosophical assumptions an individual makes based on how
they frame what is ethical, real, and valid knowledge, and systemic inquiry (Mertens & Williams,
2018). An individual’s paradigm is their world view, constructed through life experiences
(Mertens & Williams, 2018). Differences in criteria and paradigm can lead to differences in the
desired criteria in program development and evaluation (Posavac, 2011).

Program evaluation requires evaluators to become familiar with the program, the people served,
program structure and goals, and the purpose of the evaluation (Posavac, 2011). The first step in
program evaluation is the involvement of stakeholders (Dawoody, 2021a). The inclusion of neuro-
diverse stakeholders in the development and evaluation of programs intended for neuro-diverse
individuals is paramount to ensuring representation as well as determination of program worth in
relation to the neurodiversity paradigm (Robinson, et al., 2014). Program development and
evaluation should not be completed in isolation from the community characteristics of the people
it is intended to serve (Posavac, 2011). By embracing the inclusion of individuals with
neurodiversity programs can be more attuned to the needs of the people they serve and ultimately
support more meaningful outcomes.
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