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Abstract
Although social groups have “insiders,” this construct has not been measured within the
disability advocacy community. Examining 405 individuals who applied for an advocacy
training program, this study examined the nature of insiderness within the disability advocacy
community and ties to individual roles. Participants showed differences in mean ratings across
10 insider items. A principal components analysis revealed two distinct factors: Organizational
Involvement and Social Connectedness. Non-school providers scored highest on Organizational
Involvement; family members/self-advocates highest on Social Connectedness. Themes from
open-ended responses supported the factors and showed differences in motivation and
information sources across insiderness levels and roles. Qualitative analysis revealed two
additional aspects of insiderness not addressed in the scale. Implications are discussed for future
practice and research.
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Applicants to a Special Education Advocacy Training Program:
“Insiders” in the Disability Advocacy World

Throughout our lives we try to connect to others, and these connections can occur in
many ways. One such attempt relates to belonging to groups. Such groups might center around
one’s interests, beliefs, or hobbies, but groups can also relate to one’s age (e.g., senior citizens),
life stage (e.g., single parents of young children), or religious, political, ethnic, racial, or other
characteristic. Despite the specifics, belonging to a group affords members certain benefits. By
interacting with others around a common interest, activity or goal, group members often develop
a sense of unity (Dion, 2000) and connection (Burke et al., 2020). If one engages in group
activities intensively over a period of time, certain members might become group “insiders,” to
different degrees sharing group-related social connections, possessing knowledge about both the
group and its topic(s), and even using this knowledge to enact positive change within specific life
spheres (Burke et al., 2020). In this study, we define an insider as a group member who, through
their membership, holds useful, specialized information about the group and its mission and
enjoys interpersonal connections with those in the group

The idea of group insiderness also connects to one’s sense of self. Social identity theory
holds that, when individuals consider their group membership as central to their self-concept and
feel strong emotional affiliations, social identities exert special influence (Tajfel, 1979). One’s
self-esteem often grows with prolonged group membership, further sustaining the social identity
(Jetten et al., 2015). Such group insiderness also likely influences individuals to act in line with
the behaviors of other group members. Although the term “insider” is relatively new, these
connections suggest that insiderness has parallels to the “in-group” term in social psychology

(Tajfel, 1979). Specifically, both terms involve individuals psychologically identifying
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themselves as members. However, we further distinguish insiders as being privy to useful
knowledge specific to a cause. Insiders often participate in shared group activities and receive
newsletters and other informational materials pertinent to the group. Such individuals also likely
enjoy social benefits, networking and sharing interconnections around common activities. These
shared connections might stem from the fact that social groups often possess specialized
knowledge and vocabularies (Van Swol & Kane, 2019). Social relationships are also associated
with improved health and psychological well-being (Cohen, 2004; Helliwell, 2003).

This concept of insiderness, and its advantages, likely translate to the world of disabilities
and those involved in the disability-related groups (i.e., stakeholders, families, and individuals
with disabilities themselves). One example of an organization in the disability community that
builds insiderness concerns parent groups, sometimes referred to as mutual support groups. Such
organizations are characterized by groups of parents of children with disabilities sharing similar
experiences and challenges, meeting regularly to exchange information, and giving and receiving
psychological support (Bray et al., 2017). Many parents of children with IDD join support
groups to talk to and learn from other parents about how they approach daily challenges,
including those related to poorer health (Miodrag et al., 2015), financial and psychological stress
(Emerson, 2007), social isolation/marginalization (Doenyas, 2016), and challenging relationships
with school professionals (Leiter & Krauss, 2004). Besides sharing daily challenges, many
parents discuss challenges in advocating for disability service supports for their children
(Solomon et al., 2001). Beyond helping with day-to-day coping, parent support groups may also
foster three personal changes: overall identity, with the most involved members appreciating that
they can be informed, independent actors; a sense of belonging, with new friendships and a space

to share emotions without judgment; and feelings of personal change, with members feeling
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more confident and accepting of their child’s disability (Solomon et al., 2001). Thus, individuals
belonging to disability-related groups, such as parent support groups, do so for both instrumental
and affective support. Ultimately, becoming an insider in a specialized group that is part of the
disability community can confer multiple benefits for those involved.

Although disability-related groups may benefit those members who are most active and
involved, the more general issue of insider status has been infrequently examined within the
disability advocacy world. Formal studies are limited because disability advocacy overall is
underresearched (Burke et al., 2019); however, anecdotal examples abound of disability
advocacy insiderness. Individuals in different roles may be deeply involved in disability
advocacy causes and perceive themselves to be insiders (Hodapp et al., 2018). Historically,
parents of children with intellectual and developmental disabilities (IDD) served critical roles in
enacting change in the disability service system (Jones, 2004; Wehmeyer & Schalock, 2013).
Further, certain groups of self-advocates with disabilities (e.g., autism) have a strong social
identity based on specific group membership (O’Connor et al., 2018). Siblings of individuals
with IDD, like parents, advocate for services and systemic change and also seek increased
connections in the disability community (Burke et al., 2020).

Additionally, the concept of insiderness pervades many disability advocacy organizations
and services. Disability advocacy organizations often overlap in both their general and board
memberships, jointly sponsor events, and together inform legislatures or hold public activities to
bring attention to disability-related causes (Burke et al., 2021). It would seem important to
describe in greater depth the nature of the insiderness construct, to identify personal
characteristics of those who become disability advocacy insiders, and the ways in which

individuals reflect on their disability connections. Knowledge of disability advocacy insiderness
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might shed light on how individuals feel most connected to others who provide disability
services or advocate, including both families and individuals with disabilities. This information
IS important given that others (e.g., families) play key roles in shaping the trajectories of
individuals with disabilities and have their own unique needs (Kim & Turnbull, 2004). Finally,
knowledge of insiderness might have implications for how essential information is accessed.

To study one type of insiderness, we examined applicants to a program designed to teach
participants about special education advocacy, the VVolunteer Advocacy Project (VAP; Author,
2013). Upon graduating from the VAP, attendees become volunteer special education advocates
who consult with families, attend IEP meetings, and in other ways help caregivers to advocate
for special education services. Although completion of the VAP is associated with both greater
involvement in the disability community (Authors, 2020) and stronger advocate identities among
those with sustained advocacy (Authors, 2017a), it remains unclear to what extent those who
would like to complete an advocacy training perceive themselves to be insiders before
completing the training. By examining individuals who applied to an advocacy training over a
multi-year period, we had a unique opportunity to examine insiderness for this particular group.
As special education advocacy programs are becoming increasingly common (Goldman, 2020) it
IS appropriate to examine insiderness through the lens of an advocacy program. Using general
demographic information as well as an insiderness questionnaire specifically designed for this
study, our goals were threefold, to determine: (a) the nature of insiderness for VAP applicants;
(b) whether levels of insiderness differed across individuals who held diverse roles (e.g., parents,
individuals with disabilities, school and non-school service providers); and (c) whether themes of
open-ended responses aligned with quantitative findings about insiderness for those with

different roles who applied for the advocacy training program.
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Method
Participants

Participants included 405 applicants to the VAP from the 2015-2019 cohort years (i.e.,
five cohorts). Participants were mostly White, female, and college-educated. Of these
participants, 262 were parents or family members of an individual with a disability, 82 were non-
school service providers (e.g., non-profit employee, therapist, university staff), 50 were school
personnel (e.g., teacher, paraprofessional, administrator), 35 were university students, 32 self-
reported another role and 17 were individuals with a disability (more than one role could be
checked). See Table 1.

Procedures

Participants were recruited via social media and e-mail from one of the state’s University
Centers for Excellence in Developmental Disabilities (UCEDD), where the training was housed.
We contacted numerous disability organizations (e.g., state and local chapters of the Arc; autism
and Down syndrome associations) and agencies throughout the state, including the Parent
Training and Information (PTI) center, as well as the state’s other UCEDD. Organizations then
shared VAP flyers and other information about the VAP to potential participants.

For each of the five cohort years, interested participants completed the online application
via REDCap, a secure on-line platform (Harris et al., 2009), or had the option to request a paper
application. The 6-page application took approximately 30 minutes to complete. Following
Institutional Review Board approval, responses were stored in REDCap and afterwards
transferred to SPSS for data analysis.

Application
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The application was comprised of four sections: demographic information, logistical
questions, the Insider Scale, and open-ended responses. The application also included a
statement that responses would not affect the applicant’s acceptance into the training and a place
to provide consent to participate in research. To answer our research questions, we used
information from three sections: (1) Insider Scale, (2) role, (3) open-ended responses.

Insider Scale

This scale was developed based on a literature review about insiderness (e.g., Balcazar et
al., 1996) and preliminary findings related to advocate involvement and role identity (Authors,
2017a). The purpose of the measure was to examine the extent to which a respondent felt
connected to the disability advocacy community. It was reviewed by experts in the disability
field who held multiple roles in the disability community (e.g., parent, disability non-profit
employee, disability organization board member). On a 5-point Likert-scale from (1) Not at all to
(5) Very much so, ten questions asked the extent to which respondents perceived their insiderness
(see Table 2).

Role

Applicants checked all roles that pertained to them. The roles included being an:
Individual with a disability; Parent or family member of an individual with a disability; School
personnel (e.g., teacher, paraprofessional, administrator); Non-school service provider (e.g.,
employee of a non-profit disability organization or state department on disabilities, therapist,
university staff); University student (e.g., pre-service teacher); and Other. If participants selected
“Other”, they described the nature of that role via an open-ended response.

As we were interested in the extent to which one is an insider in the disability advocacy

community related to one’s particular role(s), we examined roles in three ways. First, we
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considered roles in isolation—whether a person was an individual with a disability (yes-no); a
family member (yes-no); a school professional (yes-no), etc. Next, we investigated the total
numbers of roles self-selected by each participant (range = 1-6). Thus, a parent who was also a
non-school provider held two roles (parent + non-school provider).

Finally, to make each respondent a member of a single role group and to create large-
enough groups for analyses, we created a hierarchy of roles, with the hierarchy determined by
the presumed importance of that role to insiderness. From highest to lowest, role categories were
coded as: (1) Individual with a Disability, (2) Family Member, (3) School Service Provider, (4)
Non-School Service Provider, (5) Student, and (6) Other. This hierarchy is loosely based on the
social psychological principle of “construal theory.” According to Liberman and Trope (2008),
humans think differently about roles or events that are “close” versus “far” from them, with this
close-far distinction involving time, distance, and emotions. In this study, we considered being
an individual with a disability or family member as more central than other roles, the roles of
student or “other” less central. For these reasons, if a participant occupied more than a single
role category, that respondent was placed into the “highest” role. It is also noteworthy that most
participants (n = 348, or 85.9%) held only a single role, with the remaining 57 individuals (who
held two or more roles) placed in the appropriate category based on our hierarchy. Of these 57
respondents, the most common multiple roles (n = 27) were parent and non-school provider (who
we assigned to the “Family Member” category). See Table 1 for the numbers of respondents
across these role categories.

The two categories “Family Member” and “Individual with a Disability” were combined
for analyses to circumvent the practical issue of having so few individuals with disabilities in our

training (n = 17) and because we considered the family’s and individuals’ perspectives to be
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most closely in alignment compared to the other roles; the two groups also did not differ on any
outcome measures. Similarly, the 35 university students and 32 “other role” individuals were
also combined (again, both showed similar findings on our outcome measures and were
considered similarly less central roles). Thus, we used four main role categories for analyses.
Open-Ended Responses

At the end of the VAP application, respondents answered seven open-ended questions.
For this study, we examined only the three most central to insiderness including: their disability
connections (“What is your personal connection to the disability field?”); their rationale for
participating in the VAP (“What would you like to get out of participating in this project and
how do you think you would apply the skills and knowledge you will have gained from this
project”); and how they learned about the VAP (“How did you learn about this Advocacy
Project?”). For all questions, participants were allotted space to provide detailed open-ended
responses with no character limit.
Analyses

We conducted three sets of analyses. First, to determine the nature of insiderness for this
sample, we examined the scale itself. Comparing scaled items, we used a one-way repeated-
measures ANOVA to determine whether items showed different mean values; post-hoc analyses
identified which items were statistically higher and statistically lower relative to the Grand Mean
(Silverstein, 1975). To reveal potential factors among items on the Insider Scale, we then
conducted a principal components analysis with varimax rotation. Items loading (at .40 or
greater) on individual factors were combined into factors; mean factor scores were derived by
dividing the sum of all variables by the number of variables for each factor. Cronbach’s alphas

were also computed. After completing the factor analysis, missing data were imputed for the
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Insider Scale, with mean scores of all other factor items substituted for missing values. Only
5.3% (n = 23) of respondents missed any items and no respondent missed more than two of the
10 Insider Scale items.

Next, to compare insiderness across types of respondents, we examined the degree to
which participants holding diverse role(s) differed in their degree of insiderness. We first
examined roles separately, in isolation from one another. Using paired t-tests, we determined
whether those holding (vs. not holding) specific roles differed in insider factors, for each of the
roles separately. We then compared (using independent sample t-tests) whether those
respondents holding any single role (e.g., non-school service provider) differed on insiderness
factors from those holding two or more roles (e.g., parent + school provider). Finally, we used
one-way ANOVAs to examine whether insiderness differed based on one’s “highest” role
category (i.e., Individual/Family Member; School Service Provider; Non-School Service
Provider; Student-Other). In this way, we examined the effects of roles independently (e.g.,
respondent was or was not a parent, was or was not an individual with a disability) and by
“highest” role, with every respondent assigned to one and only one role category.

Finally, we examined the nature of applicants’ open-ended responses and the ties of such
responses to role. Using the open-ended responses, we compared those with the highest and
lowest insiderness scores by employing maximum variation sampling (Patton, 2002). This
procedure involved two authors independently coding responses from 94 participants in the top
and bottom 10% for each factor that emerged from the factor analysis. Using a qualitative
analysis approach (Creswell, 2013), we assigned a descriptive code to each response and
organized codes into themes. After preliminary coding, we compared our coding, discussing any

disagreements. We then re-analyzed the data independently, allowing new codes to emerge.
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After multiple iterations of this coding process, we agreed on the final themes. To promote
trustworthiness, responses were triangulated across all questions.

Results
Characteristics of Insiderness Scale

Scale items showed significant differences in mean ratings across these 10 Insider items,
F (9, 396) = 83.38, p <.001. Items significantly higher than the Grand Mean included: Having
friends or socializing with parents or individuals; Belonging to listservs, Facebook, chat rooms,
or social media; and Receiving newsletters, e-mail alerts, or written information. On the other
hand, items significantly lower than the Grand Mean included: Serving on boards, committees,
or performing other leadership roles for one or more disability organizations; Belonging to local
disability organizations (all p’s <.001 for greater or lower vs. Grand Mean, respectively; see
Table 2).

To determine the nature of “insiderness” for this sample, we then performed a principal
components analysis with varimax rotation. Two factors emerged, together accounting for
62.49% of the variance (see Table 2). The first factor (52.35%) related to Organizational
Involvement (a = .88) and was comprised of six items (i.e., serve on boards, committees, or
performing other leadership roles for one or more disability organizations; know what is going
on in terms of the area’s disability initiatives or activities; belong to local disability
organizations; devote time to disability-related groups, causes, or activities; feel themselves to be
an insider in the disability community in the local area; and see disability organizations as the
main cause or activity they engaged in). A second factor, Social Connectedness (a = .76),
accounted for an additional 10.14% of the variance and was comprised of four items (i.e., have

friends or socialize with parents of individuals with disabilities or individuals with disabilities
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themselves; belong to listservs, Facebook, chat rooms, or other disability-related social media;
have a mentor that they frequently ask advice from about disability issues; and receive
newsletters, e-mail alerts, or other written information from one or more disability
organizations). As one item (“Seeing disability organizations as the main cause or activity they
engaged in“) loaded onto both factors about equally, we placed it on Factor 1 for conceptual
reasons. Overall, participants showed greater mean scores for Social Connectedness than for
Organizational Involvement, t(404) = -19.11, p <.001.

Connections of Participant Role to Insider Levels

We first considered each potential role independently to examine differences in
Organizational Involvement and Social Connectedness based on each individual role(s) held by
participants (see Table 3). For Organizational Involvement, higher mean scores were noted when
participants were non-school service providers, t(403) =-3.30, p < .01 and was lower for
university students, t(403) = 3.42, p <.01. For Social Connectedness, participants scored higher
when they were parents/family members, t(403) = -5.04, p <.001 and non-school providers
t(403) = -2.85, p < .01. In contrast, lower mean scores on Social Connectedness were noted for
university students t(403) = 3.09, p < .01. Participants who engaged in multiple roles (vs. one
role) reported higher levels of Organizational Involvement, t(403) =-2.25, p < .05 and of Social
Connectedness, t(403) = -2.30, p < .05.

Placing each individual in their “highest” role category, significant differences also
emerged across role categories for both Organizational Involvement, F(3, 401) = 6.44, p < .001
and Social Connectedness, F(3, 401) = 19.38, p <.001. Non-School Service Providers had the
highest scores for Organizational Involvement (M = 3.15; SD = .96); for Social Connectedness,

the highest scores were shown by the group of (combined) Individual/Family Members (M
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=3.82; SD =.92). In contrast, Students and Others (combined) showed the lowest mean scores
for both Organizational Involvement (M = 2.25; SD = .95) and Social Connectedness (M = 2.67;
SD =.98).
Analyses of Open-Ended Responses vis-a-vis Insider Factors

Open-ended responses for joining disability advocacy organizations such as the VAP
generally supported the two main Insider factors, as participants referenced both Organizational
Involvement and Social Connections. Themes differed by role, and were related to participants’
motivation to become an advocate and their sources of information about the training.
Advocacy Motivation and Experience

Participants who experienced the most Organizational Involvement often cited specific
disability organizations as motivating their interest in becoming advocates. These participants
also reported that their prior advocacy experiences motivated them to become advocates. A
mother of a typically developing six-year-old described herself as a homemaker who worked
part-time; as a teenager, she started working with children with disabilities. Citing such activities
as Special Olympics, special needs dance teams, camps, and religious Sunday school, she
explained, “Basically I am around special needs people about three days a week with all the
involvement I have with several organizations.” Parents of children with disabilities who were
high in Organizational Involvement also referenced specific disability organizations. A mother of
a Deaf child with healthcare needs worked at a state organization conducting support groups for
families of children with disabilities. She explained, “I have been in countless IEPs, have gone to
due process, my son is on the state Department of Health’s Youth Advisory Council, I talk to

families every day through my work and help them advocate for their children.”
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Further, parents highest in Organizational Involvement reported serving in leadership
roles in disability organizations, with such roles often motivating them to become advocates. The
program director of a statewide autism organization explained that, along with her colleagues,
she was “...interested in completing this course [VAP] as a tool to better inform and educate our
parents on their rights.” Similarly, the executive director of a local Down syndrome awareness
group, also the parent of a 14-year-old with Down syndrome, explained that she wanted to
become an advocate because “I am always looking to gain more knowledge to help the students
in our group.” Other parents with high Organizational Involvement also cited leadership roles,
such as forming a chapter of The Arc or being president of a disability organization.

In contrast, participants with low Organizational Involvement primarily attributed their
motivation to become advocates to social connections, often including friendships with parents
of children with disabilities. A self-employed mother of a child with ASD indicated she did not
have prior experience with advocacy. She wanted to become an advocate because “I am part of a
couple of social circles where kids are getting left behind or aren’t getting the services that they
need.” Similarly, a mother with three daughters with disabilities explained, “On our special
journey, | have met many families struggling to navigate the special education system, and |
want to help them.” Typically, these parents did not work in a disability-related field.

Non-family participants who scored low on Organizational Involvement were also often
motivated by social reasons. A graduate student studying special education wrote about the child
of her “closest friend from high school... [who] struggles with people misunderstanding or
assuming things about” her child with Down syndrome. The participant explained, “I have a
special place in my heart for children with disabilities and their families because so many of my

family and friends have children with disabilities.”
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Sources of Information

Participants with high Organizational Involvement were more likely to cite disability
organizations as their source of information. Some, who were also employed by disability
organizations, heard about the advocacy program because it was recommended by their
employer. A director of an autism non-profit stated, “I learned about the VAP when I began my
position.”

In contrast, those with low Social Connectedness and/or Organizational Involvement
were most likely to hear about the program from a social connection or internet search. A stay-
at-home mom of a child with a learning disability explained, “My connection is wholly as a
parent of a child with learning differences... This made me look online to see if there were any
training programs available.” Even participants with low Social Connectedness often learned
about the VAP through a social connection, such as friends or acquaintances. An accounts
specialist with low Social Connectedness and low Organizational Involvement explained, “As far
as a personal connection within my family, there is none.” She learned about the VAP from “an
individual who has a friend who is involved and wanted to take the class. She mentioned the
project and mentioned she believed I would be a good fit!”

Across both “low” and “high” groups on both factors, an often-cited source of
information included the Facebook pages of disability organizations. Respondents in both groups
also received information about the VAP from e-mail alerts and newsletters from disability
organizations.

Additional Insiderness Components

Two additional aspects of insiderness emerged from the qualitative analysis.
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Mentoring. Although the Insider Scale included one item about mentoring, that item
considered the participant as the recipient—rather than provider—of mentoring. But especially
among those with high Organizational Involvement or Social Connectedness, some respondents
mentioned mentoring others as part of their own insiderness. A single mother of a son with ASD
with high Social Connectedness explained, “People call me and ask me what they should do or
who they should talk to because they know my history.” Another mother of a child with ASD,
who scored high on both Social Connectedness and Organizational Involvement, reported “I
have mentored parents for years.”

Parent of an Individual with a Disability. Many parent respondents wrote about their
child with a disability motivating them to complete an advocacy program. A physician with high
Social Connectedness and Organizational Involvement and a child with Down syndrome,
explained, “I am passionate about ensuring my child and other children with special needs get
the education they deserve.” Parents explained how having a child with a disability required
them to become knowledgeable so they could advocate for their own child. The need for parent
advocacy resulted in them becoming, to varying degrees, insiders in the disability world. A
mother explained:

Both of my sons are dyslexic and my thirteen-year-old has ADHD as well. Thankfully, |

identified their issue early, had the resources to get the best private testing possible, hire

private experts, and work with the district to guarantee that their needs were met... [ have
also been involved in our district’s PAC [Parent Action Committee] as a resource for

parents who are new to the learning difference world.
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A mother similarly described her process of becoming an insider. She recently completed a
bachelor’s degree in Family Studies and was a graduate of Partners in Policymaking (a year-long
program directed by The Arc):

| have four children and my life for the last 21 years has been raising them. The last 13

years have brought me a new way of parenting. | spent the first 4-5 years alone with a

child I had no idea how to fight for... | want to support a more accessible community and

a support system... But coming back out into the community is difficult...

Although not all parents had high Social Connectedness and Organizational Involvement, having
a child with a disability seemed one aspect of insiderness not represented on the measure.
Discussion

Like any sub-group—even sub-culture—in our society, the disability advocacy
community includes individuals who vary in the degree to which they perceive themselves to be
insiders. To date, however, the disability advocacy world has been talked about but rarely
examined, with even less attention paid to measuring and understanding the construct of
insiderness. As such, this study is among the first to examine the concept of insiderness as it
pertains to such stakeholders. This study has three main findings, each with important
implications for practice, policy, and research.

Our first finding concerned the nature of insiderness for those interested in becoming
special education advocates. Using our 10-item questionnaire, certain activities were more often
engaged in by study participants. Especially highly rated were being friends with parents or
individuals with disabilities; belonging to listservs, Facebook, and other social media; and
receiving disability-related newsletters. In contrast, low ratings were noted for organizational

activities—either serving in leadership capacities or even belonging to disability organizations.
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But we also probed to examine how insider items interrelated, finding that insiderness was
divided into two constructs: Organizational Involvement and Social Connectedness. Insiderness
may be a more nuanced construct, with these individuals perceiving themselves a part of formal
organizations or inter-personal networks.

This first finding, then, builds upon previous work suggesting that families of individuals
with IDD seek out help for disability-related issues through formal (i.e., paid) and informal (i.e.,
natural) avenues (Gilson et al., 2017). These types of support can also interrelate; in one study,
for example, individuals with intellectual and developmental disabilities listed paid professionals
as informal supports (Sanderson et al., 2017). In the same manner, individuals’ unique
circumstances likely dictate the degree to which they perceive themselves an insider through
organizational involvement, connecting with others, or both. The importance of such networking
might explain why items related to social interactions were rated especially high. Some might
join disability groups to network with others for psychological support and information (Jackson
et al., 2018), which might lead to opportunities for finding valuable resources and navigating
institutional barriers through others’ experiences (Law et al., 2002), as well as stimulating
individuals to reappraise or better cope with stress (Sloper, 1999).

A second finding concerned the ties of degree of insiderness—on both of our factors—
when individuals held particular roles. We found that roles relate to insider scores, thereby
building on previous research indicating that, following an advocacy training, parents report
higher levels of involvement in the disability community compared to non-parent professionals
(Authors, 2020). For Organizational Involvement, participants reported significantly higher
scores when they were non-school service providers; for Social Connectedness, higher scores

emerged for parents. On both factors, low scores were noted among university students. Degree
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of disability insiderness also related to holding multiple roles. For example, non-school and
school-providers who were also parents rated themselves higher on both insider factors, possibly
leveraging their ties to disability organizations to help their own children.

Findings concerning those holding multiple roles might also relate to more general
distinctions within the disability advocacy community. That community has, on occasion been
conceptualized as two separate worlds, one relating to special education school services and the
other to the non-school service system (Author, 2013). As services and initiatives often reach
different audiences, parents might use this special education advocacy program to combine the
two worlds, helping to remedy their disconnect with schools by seeking interactions with others
in the wider, non-school service community (Authors, 2019a). Along the way, program attendees
might avail themselves of information and assistance missing from schools by, for example,
soliciting the services of advocates (Authors, 2019b).

Finally, open-ended responses indicated the ways in which insiderness relates to other
issues for these participants. To illustrate, individuals with the greatest Organizational
Involvement spoke of disability organizations as motivating their interest in becoming advocates;
conversely, individuals with lower Organizational Involvement cited as their motivation to attend
these trainings their social connections. Those highest and lowest on these two factors also
identified different information sources about this special education training program.
Ultimately, findings indicate that individuals seek out advocacy trainings to attain help for both
their own families as well as to advocate for others.

Qualitative analyses also revealed important issues that were missing from our Insider
Scale. While we did ask respondents whether they had a disability mentor, we did not inquire

whether respondents themselves provided mentoring. Open-ended responses, however, revealed
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that respondents were sometimes recipients of mentoring, sometimes providers of mentoring,
and sometimes both. This interest in mentoring is consistent with earlier findings indicating that
a large subset of participants in special education advocacy workshops are parents who want to
help others (Authors, 2019a). Our Insider Scale also did not highlight parenting. Although
studies have identified parents as the linchpin of services (Taylor, et al., 2017), few have
explored the parental role as a special status within the disability advocacy community.
Implications for Research and Practice

Our findings have implications for research and for engaging various stakeholders in the
disability advocacy community. First, findings from open-ended responses indicated that our
Insider Scale should be updated to include items related to (a) being a mentor and (b) being the
parent of a child with a disability. Research is needed to replicate and extend our findings, as
well as to determine how the factors of insiderness apply to other sub-groups in the disability
service community, including individuals who are not applying to an advocacy training.

Given that insiderness items divided into Organizational Involvement and Social
Connectedness, researchers might consider examining how each factor corresponds with
potential correlates such as disability knowledge, as well as respondent health and psychological
well-being. Since individuals often join support groups to enhance coping (Nichols & Jenkinson,
2006), Social Connectedness (compared to Organizational Involvement) might more strongly
correlate with psychological well-being and health.

Although focusing on the nature and correlates of insiderness, this study does not address
issues of how one becomes a disability insider. Future research might examine movement along
that continuum over time, possibly related to progression during this type of advocacy training

program, possibly as a result of other life events. It may also be that individual training
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attendees show different amounts of change with, for example, participants who begin this type
of training series with greater advocacy experience having less opportunity for improvement
(Authors, 2017b). Similarly, participants with greater levels of insiderness when they apply
might show lesser increases in perceived insiderness following the training; such individuals
might already consider themselves disability advocacy group members. Future research might
also examine other correlates. Empowerment, for example, has been associated with change
scores in knowledge, advocacy, involvement, and role identity following an advocacy program
(Authors, 2020) and with insiderness following participation in a peer support program (Burke et
al., 2020). Other constructs might also relate to changes in disability-insider scores.

These findings also have implications for recruitment. To date, it remains mostly unclear
how “outsiders” come to learn about—and enter into—the disability advocacy community. From
these findings, members wanting to join the disability advocacy community might first consider
joining related platforms (e.g., Facebook groups) to connect to others “in the know.” Such
platforms might also connect group members with established organizations; both disability
organizations and members themselves often share organizational resources through social media
(Hodapp et al., 2018). Intentional action is also needed to address barriers experienced by
culturally and linguistically diverse (CLD) families to entering the disability advocacy
community. Disability organizations need to better conduct outreach in local communities and
develop leaders within those communities to more successfully connect with CLD families
(Rossetti & Burke, 2019). In the disability advocacy community more specifically, CLD
advocates highlight the need to go beyond the typical outreach systems and use more informal

methods (Authors, 2018).
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Moreover, individuals from culturally and linguistically diverse backgrounds might
benefit from formal support groups (or other disability organizations) to counter their initial lack
of disability connections (Mueller et al., 2009) that exist due to broader systemic issues.
Although preliminary evidence suggests similar iterations of advocacy training programs are
effective for CLD participants (e.g., Latinx caregivers; Burke et al., 2016), future studies should
make an effort to recruit more diverse samples and examine whether findings replicate among
such populations. Some CLD families have different values and experiences compared to those
expressed by schools; these different values might impact their perceptions, even after special
education advocacy trainings (Scott et al., 2021). Further, CLD families might experience
systemic racial inequities in school that marginalize students and prompt parents to take
advocacy roles (Scott et al., 2021).

In developing advocacy (or other disability) programs more generally, coordinators might
endorse a multi-pronged recruitment approach. That approach might begin with the “usual
suspects” of disability organizations, agencies, and parent groups. But additional recruitment
might occur through more casual means (e.g., Facebook). Though providing a lower yield than
outreach to disability groups, these mechanisms might widen the circle of individuals within the
disability advocacy community, particularly given the need to connect with and support more
diverse participants (Authors, 2016). In this vein, programs might allocate time during sessions
for participants to network with one another, using ice-breakers and structured group activities to
ensure that all participants can enjoy the benefits of disability advocacy-related workshops,
programming, and interpersonal connections.

Limitations
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In addition to featuring participants from only one Southeastern state, respondents were
primarily well-educated White females. Our sample did not include many individuals with
disabilities and was not diverse in terms of other characteristics such as socio-economics, race,
and ethnicity. Due to limited diversity, there may be components of insiderness that were not
addressed in our original measure and were not identified in this study. Further, our sample
included only applicants to a special education advocacy training program. From this study, then,
statements about disability advocacy insiderness must be limited to this one specific group; our
results may not generalize to other groups. Given that the VAP program recruits participants
from disability organizations and social media platforms, our sample itself might also be
comprised of more insiders relative to the general disability advocacy community. Finally,
respondents self-reported their insiderness, which might lend itself to bias.

Conclusion

Still, this study begins the process of understanding insiders within a particular sub-set of
the disability advocacy community. Our findings showed differentiation between higher and
lower items on the Insider Scale, the existence of two constructs of inter-personal and
organizational connections, and how individuals’ roles impact how they relate to the disability
advocacy community and the types of activities they engage in. In addition, our findings
highlight the importance of understanding insiders’ perspectives and using them to inform future,
high-quality research. Ultimately, we need to reach beyond insiders to all members of the

disability community, so that all can capitalize on the benefits that group membership brings.
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Table 1

Demographics of Participants

% (n)
Gender
Male 6.5% (26)
Female 93.5% (373)

Race/ethnicity
White, non-Hispanic
African-American
Hispanic
Asian-American
Other
Educational Background
Graduate degree or higher
College degree
Some college or Associates Degree
High school graduate
Role*
Individual with a Disability
Parent or Family Member
School Provider
Non-school Provider
Student
Other
Hierarchy Coding of Roles
Individual/Family
School Provider
Non-school Provider
Students and Other
Number of Roles
1
2

3
4

82.1% (320)
12.3% (48)
2.8% (11)
2.1% (8)
8% (3)

36.7% (147)
29.9% (120)
27.9% (112)
5.5% (22)

4.2% (17)
64.7% (262)
12.3% (50)
20.2% (82)
8.6% (35)
7.9% (32)

66.4% (269)
9.1% (37)
16.3% (66)
8.1% (33)

85.9% (348)
11.4% (46)
2.5% (10)
2% (1)

*Participants could select “all that apply”.

30



DISABILITY ADVOCACY COMMUNITY INSIDERNESS

Table 2

Insider Scale: Comparison to the Grand Mean and Factor Analysis Results

Factor Loading

Grand Mean  Organizational Social
Item Mean (SD) Comparison Involvement  Connectedness
-Serve on boards, committees, or perform other leadership 2.19 (1.45) L .848
roles for one or more disability organizations
-Know what is going on in terms of the area’s disability 3.35(1.18) 176
initiatives or activities
-Belong to local disability organizations 2.63 (1.40) L 762
-Devote time to disability-related groups, causes, or 3.11 (1.15) .663
activities
-Insider in the disability community in the local area 3.08 (1.24) .640
-Disability organizations as the main cause or activity they ~ 3.08 (1.30) 555 (.539)
engaged in
-Have friends or socialize with parents of individuals with 4.00 (1.08) H 175
disabilities or individuals with disabilities themselves
-Belong to listservs, Facebook, chat rooms, or other 3.61 (1.39) H 752
disability-related social media
-Have a mentor that they frequently ask advice from about 3.44 (1.35) .680
disability issues
-Receive newsletters, e-mail alerts, or other written 3.57 (1.28) H .620
information from one or more disability organizations
Eigenvalue 5.235 1.014

Note. For all highs (H) and lows (L), item means differed at p <.001 from Grand Mean (X = 3.21).
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Table 3

Results by Factor and Role
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Yes No
Role M(SD) M(SD) t p
Organizational Involvement
Individual Roles
Individual with Disability 3.19(.98) 2.90(1.02) 1.15 250
Parent 2.94(1.01) 2.85(1.03) 80 422
School Provider 2.97(1.10) 2.90(1.01) 44 .660
Non-school Provider 3.24(.98) 2.83(1.01) 3.30 .001**
Student 2.35(1.03) 2.96(1.00) -3.42 .001**
Multiple Roles (>1) 3.19(1.10) 2.86(1.00) 2.25 .025*
Social Connectedness
Individual Roles
Individual with Disability 3.55(.95) 3.66(.97) -.456 648
Parent 3.83(.92) 3.34(.99) 5.04 .000***
School Provider 3.49(.94) 3.68(.97) -1.27 .206
Non-school Provider 3.89(.81) 3.59(1.00) 2.85 .005**
Student 3.09(1.16) 3.71(.93) -3.09 .004**
Multiple roles (>1) 3.93(.86) 3.61(.98) 2.30 .022*

*p < .05. **p < .01. ***p < 001,



