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Abstract
Public libraries are often referred to as community anchors—bound-
ary-spanning institutions (Williams 2002) ideally positioned to in-
form, empower, and connect citizens in local communities. Despite 
American Library Association (ALA) and Institute of Museum and 
Library Services (IMLS) statements explicitly valuing diversity, inclu-
sivity, and equitable access, people with disabilities (PWD) and their 
families are often excluded from meaningful use of, and engagement 
with, local libraries. For a large portion of the autism community, the 
library does not provide meaningful services or information beyond 
early childhood and can be perceived as an unsafe space for adults 
with autism. This article presents secondary analysis of a survey of 
635 parents of individuals with autism spectrum disorders (ASD) in 
the state of North Carolina, as well as an intersectional analysis of 
race, gender, disability, and information behavior. It also discusses 
the implications of these findings for library planning.

Introduction

Great Need and Great Potential
Autistic people and their families make up a large and growing portion of 
the US populace. Research on parenting children with autism spectrum 
disorders (ASD) suggests that parents often have a range of unmet infor-
mation needs across their children’s lifespans, and that helping families 
meet these needs can improve social, emotional, and health outcomes. 
Community-based institutions (including libraries) hold enormous poten-
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tial for supporting families of people with disabilities and a range of neu-
rodiversities, but often lack awareness of their unique needs and effective 
provisions of support. As a result, parents commonly experience difficulty 
understanding and navigating systems of care; struggle to find and secure 
appropriate services; experience fragmented and inadequate support; 
encounter underfunded, underequipped, and underinformed education 
and healthcare systems; and report difficulty finding trustworthy informa-
tion (Carbone et al. 2010; Gibson, Kaplan, and Vardell 2017; Jacobson and 
Mulick 2000). Combined, these challenges contribute to family fragility, 
decreased well-being, and poorer quality of life for people with ASD and 
their families. Information seeking as a mechanism for increased agency 
and coping has been well recognized in the LIS literature (Chatman 1996; 
Harris et al. 2001; Savolainen 1995; Wilson 2000) and, though less preva-
lent, particularly observed in information behavior studies of parents who 
have children with significant health concerns and disabilities (Al-Daihani 
and Al-Ateeqi 2015; Gibson 2014; Jackson et al. 2008; Mackintosh, Myers, 
and Goin-Kochel 2005; Özyazıcıoğlu and Buran 2014).

Research Questions
This secondary analysis examined demographic distinctions among par-
ent respondents of children with autism with regard to their information 
needs and source preferences. Mitigating factors were also explored to 
identify facilitators, inhibitors, and barriers of access. As such, the follow-
ing questions guided inquiry:

•	 What	is	the	nature	of	the	relationship	between	identity	and	demographic	
characteristics (specifically race, income, education level, and geographic 
location), information seeking, source preferences, and access?

• What do the findings imply for planning equitable and inclusive library 
services?

About Autism Spectrum Disorders
Autism spectrum disorder (ASD) is a developmental disability and serves 
as an umbrella term to describe a profile of neurodevelopmental differ-
ences found in approximately 2.41 percent of individuals (1 in 41) (Xu et 
al. 2018). People with ASD are highly heterogeneous, exhibiting charac-
teristics that vary in expression and fall along a wide continuum of inten-
sity and life impact. One common trait shared by many with ASD relates 
to how individuals process and respond to sensory stimuli—for instance, 
light, sound, texture, weight, taste, and smell. While some individuals ex-
perience an oversensitivity to stimuli, others may exhibit an undersensi-
tivity. Persistent sensory craving is also sometimes observed (Miller et al. 
2009). Another marker of ASD commonly identified in early childhood 
is a delay in language development. As children age, many struggle with 
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social communication and have difficulty picking up and understanding 
social cues. Both children and adults with ASD are more likely to experi-
ence chronic physical and mental-health conditions than individuals with-
out ASD and individuals with other types of developmental disabilities 
(Weiss et al. 2018; Cummings et al. 2016). Approximately 50 percent of 
individuals with ASD have an intellectual disability (IQ < 70) (Charman 
et al. 2011). Many in the disability field have debated the general notion 
of intelligence and the adequacy of standardized measures used to assess 
the IQ of individuals with ASD (Charman et al. 2011; Dawson et al. 2007; 
Scheuffgen et al. 2000).

Over the last decade, ASD has received considerable attention in the 
research literature and mainstream media, predominately centered on 
etiology, curative initiatives, and therapeutic interventions to address a 
range of challenges experienced by individuals and their families. Less 
acknowledged, these challenges are not fixed or static. They can be depen-
dent on and influenced by environment, expectations, and opportunity. 
Knowledge, behaviors, and skills/abilities can change over time with edu-
cation, experience, and support.

The perspective of autism as a positive trait is one not often amplified in 
the research and practitioner literature (Riosa et al. 2017; Teti et al. 2016). 
Unquestionably, individuals with ASD can possess ordinary and extraordi-
nary strengths and abilities. Strong memory, attention to detail, sustained 
focus, expertise in special interest areas, pragmatism, honesty, authentic-
ity, and resiliency are some of the most frequently observed strengths or 
qualities reported (Carter et al. 2015; Montgomery et al. 2008). Strengths-
focused research is an emerging area of study advocated by many in the 
disability field, with promising implications for targeted program develop-
ment and shifting societal perceptions (Riosa et al. 2017; Wehmeyer and 
Shogren 2014; Carter 2013)

Rethinking Disability
Critical disability theory offers the LIS field a powerful, yet underutilized, 
mechanism to more fully examine the lived experiences of individuals 
with autism and their families. As a lens for inquiry, the framework rejects 
the lingering yet reductive medical model of disability that positions im-
pairment central and casts individuals as deficient, afflicted, and abnor-
mal. Critical disability theory also argues against the social model as the 
singular root of disablement. Subscribers of the social model assert that an 
individual is not disabled by his/her impairment but rather by society and 
its unwillingness to accommodate the wide diversity of human experience. 
In contrast, critical disability theory acknowledges disability as a uniquely 
individual, intersectional, and collective experience of both social and 
physiological influence and origin (Shildrick 2012).
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A Note on Language
Debates around terminology—including use of the term disability, iden-
tity-first terminology such as autistic, and person-first terminology (Dunn 
and Andrews 2015) such as person with autism—are ongoing in and outside 
of communities of people with various disabilities and neurodiversities. 
During our presurvey interviews, we found that autistic teens and young 
adults felt strongly about the use of identity-first language, while their par-
ents used a mix of person-first and identity-first language. We have elected 
to use all three of these terms in this article to reflect usage by respondents 
and autistic self-advocates who have embraced disability and identity-first 
language as a descriptor of a collective political and social identity (Put-
nam 2005; Scotch 2000), and to respect current professional norms re-
lated to person-first language (Young [2007] 2009; Dunn and Andrews 
2015; Kenny et al 2016).1

Understanding Intersections
The face of autism research has largely been white (Heilker 2012) and 
focused on individuals—few studies examine how information systems 
and services create contexts that turn intersections between disability and 
other facets of identity into “vehicles for vulnerability” (Crenshaw 2016) 
rather than fulfilling the idealization of information as a “great equalizer” 
(Naisbitt 1984). This article contributes to the discussion around services 
for people with ASD by exploring the ways that race, income, education 
level, and geographic location influence the information needs and infor-
mation source preferences of parents of people with ASD. We also discuss 
the implications of our findings for librarians, information professionals, 
and community-based organizations serving these families in local com-
munities.

The Great Equalizer
Historically, different types of social and technical information systems—
including education systems (Mann 1957), computing technology and the 
internet (Christensen 1997), and libraries (Stripling 2013)—have been 
regarded as tools for working toward greater social equality. American li-
braries have acknowledged their responsibility in this arena, citing public 
good, access, and diversity among librarianship’s core values (ALA 2006a). 
In 2013, the American Library Association presented the Declaration for 
the Right to Libraries, a public document asserting the role and influence 
of libraries in communities and individual lives. The declaration states, 
“Libraries are the great equalizer. Libraries serve people of every age, edu-
cation level, income level, ethnicity and physical ability [emphasis added]. 
For many people, libraries provide resources that they could not otherwise 
afford—resources they need to live, learn, work and govern” (ALA 2013). 
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Unfortunately, libraries have also reproduced many of the injustices seen 
in broader society, including racism (Knott 2016; Kumasi 2012) and able-
ism (Kumbier and Starkey 2016; Schomberg 2018).

Libraries and Disability: An Aspirational History.
While the Declaration for the Right to Libraries is fairly recent, Jaeger (2018) 
reports that the field of librarianship has long been aware of the access 
needs of patrons with physical disabilities. In 1897 the Library of Congress 
established a reading room with braille resources for the visually impaired 
(Cylke, Moodie, and Fistick 2007). In 1906, the American Library Asso-
ciation first established a committee to begin addressing information ser-
vices and supports for individuals with disabilities. By the early 1980s, basic 
access standards for physical disabilities were well established across the 
field, including directives for physically accessible buildings, collections, 
and services (Jaeger 2018). In 2001, the American Library Association 
approved the “Services for People with Disabilities Policy.” The policy un-
derscores the life disparities and widespread discrimination experienced 
by individuals with disabilities and acknowledges that “libraries play a 
catalytic role in the lives of people with disabilities by facilitating their full 
participation in society” (ALA 2006b).

As a field of LIS scholarship, inquiry into the information needs, prac-
tices, and experiences of individuals with physical, developmental, and 
intellectual disabilities is scarce. The available research suggests that the 
organizational aspirations outlined in the ALA Code of Ethics (2008) and 
Declaration of the Right to Libraries are as yet unfulfilled for individuals with 
disabilities and their families. They often do not experience the same ben-
efits as their nondisabled counterparts and often feel unwelcome and less 
safe in their local libraries than other library users (Gibson, Kaplan, and 
Vardell 2017; Pionke 2017; Prendergast 2016; Barker 2011; Sin and Kim 
2008; Burke 2009; Holmes 2008).

A closer review of the LIS literature, as a whole, offers several revealing 
explanations. First, despite a strong and vocal history of advocacy and ac-
tion within the LIS field, the efforts and lessons learned by those on the 
ground are not abundantly reflected in the LIS literature. Second, strate-
gies and interventions outlined in the literature far too often lack empiri-
cal grounding and are detached from the disability research on quality of 
life experiences of this community. Third, much of the available literature 
presents only a narrow view, focused on individuals with physical, visual, 
and auditory disabilities. Consideration of individuals with intellectual dis-
abilities and profound sensory sensitivities is largely absent. Finally, few 
studies actively solicit and incorporate the voices, perspectives, and priori-
ties of the individuals and their families they strive to understand and sup-
port. Jaeger (2018, 59) posits that “all library activities related to disability 
can be enhanced by interviewing disabled people and incorporating those 
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perspectives directly into development and refinement of such activities.” 
One might argue that soliciting the perspectives and priorities of individu-
als and their families will not simply enhance library activities but is critical 
to ensure relevant and life-improving services, resources, and support.

Methods

Overview of Initial Study
This article describes secondary analysis of data from a 2015 survey study 
that examined the information needs and source preferences of parents 
of children with autism in North Carolina. Four research questions guided 
the original study:

•	 What	information	sources	do	parents	of	individuals	with	autism	use	most	
frequently?

•	 How	do	information	sources	vary	by	child	age?
•	 What	is	the	role	of	the	internet	in	meeting	parent	information	need?
• What is the role of local information sources in meeting parent informa-

tion need?

Additional details on survey design (including presurvey interviews) can 
be found in Gibson, Kaplan, and Vardell (2017), which focused on differ-
ences in parent information needs related to their children’s ages.

Sample and Recruiting
Survey participants were recruited from the autism Research Participant 
Registry Core (N=4200), a confidential opt-in research panel maintained 
by the Carolina Institute for Developmental Disabilities at the University 
of North Carolina. Recruiting was done via email (with a direct link to the 
web survey) by the Registry Core staff, and no exclusions were made for 
comorbidities or dual diagnoses. North Carolina does not maintain a cen-
sus of people with ASD. The researchers calculated an appropriate sample 
using the reported ASD prevalence for the state of North Carolina in 2014 
(one year prior to data collection) to estimate a population of 171,448 
people with ASD in the state (CDC 2014). The researchers calculated a 
minimum sample size of 780 respondents using a confidence interval of 
3.5 and a confidence level of 95 percent.

Of the initial 935 respondents, 644 were included as cases for the cur-
rent analysis. Of the original sample, 291 cases were removed from con-
sideration as the respondents completed the survey without providing 
demographic information. Analyzed cases comprised respondents who 
met a 95 percent survey-completion criteria. See table 1 for a summary 
of participant demographic data derived from the 644 cases. As noted, 
the survey respondents were allowed to skip questions; therefore, total 
responses (n) for demographic variables differ.
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Survey Design
The survey was designed and administered as a confidential online Qual-
trics survey that consisted of twenty-eight closed and open text questions. 
The first fifteen questions were designed to assess areas of specific infor-
mation need and preferred information sources based on predetermined 
categories (see tables 2 and 3). These categories were identified during 
data analysis open coding of interview-response content collected in the 
original study. The last thirteen survey questions gathered demographic, 

Table 1. Summary of participant demographic data

 Frequency %

Gender (n=625)
 Female 548 87.70%
 Male 77 12.30%
Race (n=644)
 White 530 82.30%
 Black/African American 71 11.00%
 Asian 10 1.60%
 Native Hawaiian/Pacific Islander 1 0.20%
 Two or More Races 11 1.70%
 Other 21 3.30%
Ethnicity (n=620)
 Hispanic  26 4.20%
 Not Hispanic 594 95.80%
Annual Household Income (n=614)
 Less than $24,999 73 11.90%
 $25,000–$49,999 127 20.70%
 $50,000–$74,999 116 18.90%
 $75,000–$99,999 117 19.10%
 $100,000–or more 181 29.50%
Education Level (n=630)
 Less than a High School Diploma 3 0.50%
 High School Diploma or Equivalent 61 9.70%
 Some College or Associates Degree 173 27.60%
 College (BA/BS) 223 35.60%
 Graduate Degree 170 27.10%
Employment Status (n=633)
 Employed: Full-Time 319 50.40%
 Employed: Part-Time 100 15.80%
 Stay-at-Home Parent 153 24.20%
 Not Employed/Retired 61 0.10%
Parenting Arrangement (n=633)
 Single-Parent Household 80 12.60%
 Two-Parent Household 457 72.20%
 Separated or Divorced with Shared Parenting 46 7.30%
 Other 50 7.90%
Number of Children with ASD Diagnosis (n=634)
 One Child 578 91.00%
 Two Children 48 7.60%
 Three or More Children 8 1.30%
Location (n=624)
 Metropolitan 555 88.94%
 Not Metropolitan 89 14.26%
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family composition, and ASD diagnosis information. This article focuses 
on parent responses to six questions about information sources. The first 
four questions asked variations on the question “Where, in the last 12 
months, have you looked for information about the following topics re-
lated to your child?” See figure 1 for an example of the survey interface.

Additionally, findings will be shared on the analysis of parent responses 
to two open-ended questions:

•	 Is	there	any	other	information	you’d	like	to	share	about	your	experiences	
seeking information related to your child with ASD?

• Please describe your involvement with any local and/or national parent 
groups or autism-related organizations such as the Autism Society of 
North Carolina (ASNC) or Autism Speaks!

For the purposes of the current article, the following four demographic 
areas were identified for aggregation and analysis: race, income, educa-
tion level, and location.

Data Analysis

Quantitative data. Quantitative survey data was analyzed using SPSS. Parent 
responses to survey questions about recently accessed information sources 

Table 2. Topics of information need

Physical growth and development
Behavior management
Speech and language development
Gross- and fine-motor development
Puberty
Helping your child find peers with a similar diagnosis
Helping your child relate to neurotypical peers
Sexuality and dating
Independent living
Sensory-friendly activities
Recreational activities designed for individuals with autism
Community-sponsored recreational activities designed for individuals with autism
Recreational activities designed by organizations focused on individuals with autism
Techniques or exercises to support your child’s schoolwork
Administrative information about your child’s school, such as IEP planning, classroom 

placement, or testing
Higher education, job training, employment

Table 3. Preferred information sources

Non-Internet Sources Internet Sources

Local organizations National organizations’ websites
Therapists Social media
Other parents of people with ASD Local email listservs
Doctors National online forums / email listservs
Friends and family Other websites
Local library
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and topic areas were analyzed. The use of an information source was in-
tentionally coded “1,” and the nonuse of a source was coded “0.” Such 
coding produces a percentage/proportion of those using a source, repre-
sented as the mean. Proportions were then compared using an indepen-
dent samples t-test to compare responses by race and a one-way ANOVA 
to compare response differences by participant income level, educational 
attainment, and residential location. A breakdown of categories within 
each of these four variables can be found in table 4. For purposes of statis-
tical comparisons, categories yielding sample sizes less than 60 have been 
excluded from analysis.

Given unequal sample sizes between comparison groups, a Levene’s 
test was necessary to assess homogeneity of variance for all comparison 
groups and a Tamhane’s T2 post hoc was applied to test the statistical 
significance of variance. Significance was set at .05 (p) for all measures.

Qualitative data. Qualitative survey data was analyzed using NVivo for in-
ductive thematic coding (Thomas and Harden 2008) of parent responses 
to the following two open-ended survey questions:

•	 Is	there	any	other	information	you	would	like	to	share	about	your	experi-
ences seeking information related to your child with ASD?

• Please describe your involvement with any local or national parent groups 
or autism-related organization such as the Autism Society of North Caro-
lina or Autism Speaks!

In order to facilitate thematic coding within and among demographic 
categories, we generated matrices that sorted open-ended responses from 

Figure 1. Example of survey interface
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the target questions by race, income level, geographic location, and edu-
cation level. They were then open-coded for emergent themes, and re-
sorted by code.

Findings

Race and Information Networks
The sections below highlight statistically significant differences found 
among groups by race (table 5), and present related qualitative responses.

White families relied more heavily on personal connections than black families. 
For several topics, white parents reported significantly higher reliance on 
personal information networks—families and friends and connections to 
other parents of individuals with similar disabilities—for finding informa-
tion related to their children’s well-being than black parents. Specifically, 
they relied more heavily on other parents of individuals with autism for 
information on physical growth and development, behavior management, 
and encouraging development of gross and fine motor skills. They were 
significantly more likely to consult their friends and family for informa-
tion on puberty, the special education process, behavior management, 
and gross and/or fine motor skills.

Open-ended responses from white families demonstrated a broad but 

Table 4. Independent variable categories

Variable Survey Question Categories

Race Which of the following 1–White (n=530)
     describe you? 2–Black / African American (n=71)
  3–Asian (n=10)*
  4–Native Hawaiian / Pacific Islander (n=1)*
  5–Two or more (n=11)*
  6–Other (specify if you wish) (n=21)*

Education Please select the highest 1–Less than a high school diploma (n=3)*
    Level     level of education you 2–High school diploma or equivalent (n=61)
     have completed. 3–Associate’s degree or some college (n=173)
  4–Bachelor’s degree (n=223)
  5–Graduate degree (n=170)

Annual Which range contains your 1–Poverty = Less than $24,999 (n=73)
    Household     annual household 2–Lower = $25,000-$49,999 (n=173)
    Income**     income? 3–Middle = $50,000-$99,999 (n=233)
  4–Upper = $100,000 and higher (n=181)

Location Please enter your zip code. 1–Metropolitan (n=555)
  2–Not Metropolitan (n=89)

*A strikethrough category signifies the occurrence of a sample size too small to yield 
statistically meaningful results.

**The distribution for the annual household income level closely aligns with the income 
scale reported in a 2016 report by the Urban Institute’s Income and Benefits Policy Center 
(Rose 2016).
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Table 5. Significant differences by race for “Where do you look for information 
about the following topics related to your child?”

Source Topic %Black %White %Diff

Doctors Community-sponsored recreational activities  15.49% 6.04% 9.46%
     designed for individuals with autism
 Helping your child find peers with a 21.13% 10.19% 10.94%
     similar diagnosis
 Higher education, job training, and  21.13% 10.57% 10.56%
     employment
 Recreational activities designed by  16.90% 5.28% 11.62%
     organizations focused on individuals 
     with autism  
 Sensory-friendly activities 0.00% 8.30% 15.64%
 Sports and/or recreational activities  18.31% 5.47% 12.84%
     designed for individuals with autism  
Books /  Community-sponsored recreational activities  16.90% 6.79% 10.11%
    Pamphlets /      designed for individuals with autism  
    Magazines Recreational activities designed by  16.90% 6.42% 10.49%
     organizations focused on individuals 
     with autism  
 Helping your child find peers with a  15.49% 3.96% 11.53%
     similar diagnosis 
 Sports and/or recreational activities  18.31% 7.36% 10.95%
     designed for individuals with autism  
 Techniques or exercises to support your  28.17% 15.09% 13.07%
     child’s schoolwork  
Friends and Puberty 9.86% 18.49% –8.63%
    family Administrative information about your  12.68% 21.32% –8.64%
     child’s school, such as IEP planning, 
     classroom placement, or testing  
 Behavior management 16.90% 26.60% –9.70%
 Gross- and fine-motor skills 4.23% 12.83% –8.60%
Other parents  Physical growth / Development 19.72% 30.00% –10.28%
    with my child’s  Behavior management 25.35% 43.40% –18.04%
    special need  Gross- and fine-motor skills 14.08% 25.28% –11.20%
    or disability  
Therapists Behavior management 35.21% 49.62% –14.41%
 Higher education, job training and  16.90% 5.09% 11.81%
     employment  
Local organi- Physical growth / Development 23.94% 13.40% 10.55%
    zations Techniques or exercises to support your  32.39% 19.81% 12.58%
     child’s schoolwork  
National  Sensory-friendly activities 32.39% 18.68% 13.72% 
    organization  
    websites 
Other websites Helping your child find peers with a  
         similar diagnosis 16.90% 6.04% 10.86%

*Significance was set at .05.

Boldface percentages represent higher preference rates of an information source per topic 
area.

nuanced range of issues, and included more frequent discussion about 
the unmet information needs of parents of “high functioning” children. 
This explicit differentiation, which was not as prevalent in open-ended 
responses of nonwhite parents, crossed income and education levels. One 
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high-income white mother wrote, “My child is high functioning and falls 
into ‘the dead zone’ of services. He doesn’t need full assistance, but would 
do well in a supervised social scene with other teenagers like him. Not 
many opportunities out there except for Miracle League Baseball.” One 
parent who reported an income under $25,000 wrote, “My child has as-
pergers and it is very hard to find resources/activities for higher function-
ing adults.” It was unclear whether this difference was due to the higher 
number of open-ended responses by white parents, cultural differences 
among respondents, increased variation in neurodiversity among white 
families, or some other reason.

Explicit claims to individualism was a strong theme among white re-
spondents. Variations on the phrase “If you’ve met one person with au-
tism, you’ve met one person with autism” appeared relatively frequently 
in this portion of the data. One mother wrote, “People with ASD diagnosis 
are so different, there is not a one size fits all.” Another wrote, “It’s very 
hard to sift through information that applies to the particular situation. 
A lot of bad ‘science’ is out there regarding Autism, as well as doom and 
gloom.”

As noted in Gibson, Kaplan, and Vardell (2017), a strong theme among 
black and white parents alike was the lack of information about services 
and activities in their local communities. One parent wrote, “As a working 
parent, and as a parent with neuro typical children, it can be difficult to 
attend local support groups. I feel like it’s extremely difficult to find infor-
mation about local activities for my ASD child outside of group participa-
tion. There doesn’t seem to be a localized resource where I can search for 
activities or message board with other local parents of special needs kids.”

Black families relied more heavily on institutional and professional sources than 
white families. In contrast, black parents were significantly more likely to 
rely on institutional and professional sources than white families for sev-
eral categories of information. They were also significantly more likely 
than white parents to turn to their doctors for a broad range of informa-
tion, including finding autistic peers, locating sensory-friendly activities, 
finding sports and recreational activities, helping their child find peers 
with similar disabilities, and information about life after K–12 (i.e., em-
ployment and higher education).

Open-ended responses mentioned local schools and local parent or-
ganizations as valuable sources of information for this group of parents. 
Many responses emphasized great difficulty accessing information and 
resources, and advised resilience and persistence in the face of difficulty. 
One parent’s comment sums up a sentiment expressed repeatedly: “There 
is not one good source, you just constantly have to keep checking and ask-
ing around. It is very frustrating!” Beyond this emotional toll, continually 
having to actively seek information about accessing basic care and services 
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takes valuable time and, sometimes, money. Respondents also expressed 
frustration and a sense of unfairness at neglect of their children by local 
government services. One mother questioned what she saw as insufficient 
allotment of state and local county funds to serve her child’s needs, saying, 
“In our area __ County there doesn’t seem to be many places that have 
sports activities other than the special olympics each year. My child would 
love to play football or basketball AT school but I’m guessing there just 
aren’t enough teachers/coaches/funds to provide this for our kids. Makes 
me wonder where the lottery money is going.”

Although the percentage of information seeking from friends, family, 
and other parents of children with a similar diagnosis was significantly 
lower among black parents than white parents, these personal connec-
tions were mentioned among black families with high incomes. One 
mother wrote,

Information seems to be limited and at times, when reaching out to 
schedule behavioral specialist or other services, there is a waiting list. 
Special needs seems to be placed on the back burner at times, although 
more and more children/adults are in need of the services and/or 
resources. I have had to call and inquire from school administration 
and DPI (Department of Public Instruction). My best resources are 
from other parents that have children with similar needs.

Black parents also reported significantly higher reliance on print materials 
(books, pamphlets, and magazines) for information about the local com-
munity, including helping their children find autistic peers, and finding 
sports, recreational, and other community-sponsored activities for indi-
viduals with autism (sponsored by ASD-centered organizations and those 
sponsored by other community organizations).

Education and Online Information Networks

Respondents in higher education brackets were heavier users of online information. 
There was some evidence of a relationship between education level and 
the type of information source parents selected but with very limited dif-
ferences after the bachelor’s degree (see table 6). Parents who indicated 
high school as their highest level of education were less likely than those 
with bachelor’s and master’s degrees to seek certain kinds of information 
from a range of sources. For example, they were significantly less likely 
to find information about gross- and fine-motor development from local 
organizations or to find information about autism-friendly local activities, 
sports, and recreation on local online forums or email listservs.

Respondents who indicated an associate degree as their highest level 
of education were significantly more likely than those with high school 
degrees to use forums and email listservs to seek information about sup-
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porting their children’s learning and schoolwork, school systems, and 
the education process (i.e., administrative information such as classroom 
placement and testing), and local recreational, sports, and autism-friendly 
activities in the local community.

Respondents who indicated a bachelor’s degree were significantly more 
likely to use local online forums or email listservs to help support their 
child in school than parents with an associate degree. There were no sig-
nificant differences observable between people who had master’s degrees 
and those who had bachelor’s degrees.

Income
The sections below highlight statistically significant differences found 
among groups by income and present related qualitative responses. All 
respondent groups, except those in the middle-income group, reported 

Table 6. Significant differences by education for “Where do you look for information 
about the following topics related to your child?”

 Education Level

Source Topic HS Assoc. BS MS+ % Diff

National Physical growth and  21.30% 44.20%   –22.90% 
    organization      development 21.30%  44.20%  –22.90%       
    websites     
National online  Administrative information  5.20%  14.10% –8.90%
    forums or      about your child’s school,
    listservs     such as IEP planning, 
      classroom placement, 
      or testing      
  Techniques and exercises   1.60% 9.80%   –8.20%
      to support child’s  1.60%  6.30%  –4.70%
      schoolwork 
Local level online Sports/Recreational ASD- 6.60% 20.20%   –13.60%
    forums or      focused activities 6.60%   21.80% –15.20%
    listservs  
  Community-sponsored  4.90% 22.00%   –17.10%
      ASD-focused activities 4.90%  20.60%  –15.70%
   4.90%   21.20% –16.30%
  Recreational ASD-focused  6.60% 22.00%   –15.40%
      activities 6.60%  17.50%  –10.90%
   6.60%   21.20% –14.60%
  Techniques and exercises  15.00% 5.40%   9.60%
      to support child’s 
      schoolwork 
Local Gross- and- fine motor skills 3.00%  15.00%  –12%
    Organizations
Books/Pamphlets/  Behavior management  20.00% 32.00%  –12.00% 
    Magazines

*Significance was set at .05.

Boldface percentages represent higher preference rates of an information source per topic area.
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doctors and therapists as their most frequently used information source, 
and social workers and local libraries as the least frequently used source.

There were a few detailed trends that did not conform to the broad 
trends. Parents who reported an annual household income at or below the 
federal poverty level (National Center for Children in Poverty at Columbia 
University 2018) were significantly less likely to consult friends or family 
for information on behavior management (helping their children man-
age social/behavioral differences) than those making $100,000 or more 
annually. They were also less likely overall to seek information from oth-
ers than from social workers, but significantly more likely to look to social 
workers for information on helping their young adult children live more 
independently (see table 7).

Some parents in this group described high levels of frustration seek-
ing information— especially from local government organizations. One 
wrote, “With regard to services, one sometimes needs to know the secret 
password in order to find out what is available. This is mostly true when 
dealing with government agencies. Very frustrating.” The theme of dis-
trust in government agencies and organizations extended to schools, and 
the perception of mistreatment and lack of training among staff. One 
mother wrote about her decision to homeschool her child,

I have researched autism for around 6 years now and I’ve read every-
thing I could find and talked to anyone I could with any knowledge 
on the subject but the more I’ve researched the more I realize most 
people have no idea about autism and the ones who do don’t have 

Table 7. Significant differences by income for “Where do you look for information about 
the following topics related to your child?”

 Annual Household Income

   Less than $25,000– $50,000– $100,000  
Source Topic $24,999 $49,999 $74,999 and more %Diff

National Puberty  33.86%  17.68%   16.18%
    organization 
    websites
National online Administrative information     5.51%  15.47%   –9.96%
    forums or      about your child’s school, 
    listservs     such as IEP planning, 
      classroom placement, 
      or testing
Friends and family Behavior management 15.07%   30.39% –15.32%
Social workers Independent living   1.37%  7.73%    –6.36%
Local  
    organizations Sensory-friendly activities  30.71%  16.02% 14.69%

*Significance was set at .05.

Bolded percentages represent higher preference rates of an information source per topic area.
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much useful information especially for older kids with autism, the 
school systems treatment of the autistic kids is barbaric, most parents 
I speak with home school because of this reason.

For white parents making less than $25,000 per year, the tension be-
tween attempting to build strong personal information networks and re-
lying on community services sometimes became frustrating. One parent 
wrote about their difficulty maintaining knowledgeable personal contacts,

There seems to be an unusually high percentage of disabled people (all 
types) in my county, who fill the slots for any kind of targeted activity/
living situation quickly. Also, it seems the agencies all seem to work 
independently and don’t know what the others are doing, or don’t 
share with parent other possibilities. I’ve had to search on my own, 
wait on waiting lists, not get followed up on waiting lists, get booted 
off waiting lists w/o being told, gone in circles trying to find any and 
all services that could help my son throughout his development over 
the last 15 years. A few individuals have been helpful, but the turnover 
is high for the various agencies, so I lose my knowledgeable contacts 
and have to start the process over.

Black parents in this income group overwhelmingly wrote that there are 
few to no information sources or services available for their children. One 
parent cited school systems as a source of information, and another cited 
statewide advocacy groups (the Arc of North Carolina and the Autism So-
ciety of North Carolina) as sources of information and services.

Respondents who reported incomes between $25,000 and $49,999 were 
significantly more likely to find information on sensory-friendly activities 
from local organizations than respondents with higher incomes. They 
were also more likely to find information about puberty and sexual devel-
opment from national organization websites.

Many white parents in this income group discussed a strong reliance 
on their child’s school for information. When schools did a good job of 
connecting parents to information about local services and educational 
support for their children, parents were happy. When schools were not 
supportive or as forthcoming with information, parents expressed pessi-
mism and frustration. One parent wrote, “The IEP process2 has been very 
hard to navigate through and fined [sic] accurate and helpful incormation 
[sic] about what the process and entails. Our experience with the school 
system in our area has been awful because he is high functioning and able 
to get okay grades, they refuse to even accept his diagnosis in the educa-
tional rhealm [sic].”Another parent described her satisfaction with what 
she saw as positive outcomes for her child,

Overall, my child is high-functioning, so right now he is more like a 
“typical” child with a few quirks. I was much more concerned about 
his autism and development when he was younger (he was nonverbal 
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well into his third year and didn’t toilet train until well past his fourth 
birthday). But early intervention and the help of the local public school 
district has really seemed to help him get to a place where he interacts 
with his peers well, keeps up with schoolwork, and is a joy to have in 
the family.

The little qualitative feedback offered by black parents in this group 
($25,000–$49,999) focused on gaps in school systems and the need for ad-
ditional advocacy in support of their children. One parent wrote, “Some 
schools need to have more information about asd and where parents can 
get help.”

Location
Parents in metropolitan areas reported significantly higher usage of a 
range of information sources across topics than parents in nonmetropoli-
tan areas, but there are more limited differences in information sources be-
tween parents in metropolitan and nonmetropolitan areas. The sections 
below highlight statistically significant differences found among groups by 
location and present related qualitative responses (see table 8).

People in metropolitan areas reported a significantly higher reliance 
on local online and national forums and local email listservs than parents 
in nonmetropolitan areas on a broad range of topics, including helping 
their child find peers with a similar diagnosis and relate to neurotypical 
peers, sexuality and dating, independent living for adults with autism, 
sports and/or recreational activities designed for individuals with autism, 
and postsecondary school life (higher education, job training, and em-
ployment). They also reported significantly higher use of social media 
for administrative information about their child’s education (such as IEP 
planning, classroom placement, or testing).

Respondents in metropolitan areas also reported significantly higher 
reliance on local organizations (non-internet interactions, such as meet-
ings, conferences, and presentations) for information on physical growth 
and development, behavior management, puberty, helping a child find 
friends (autistic and nonautistic), sexuality and dating, recreational activi-
ties, and administrative information about education.

They also reported significantly higher reliance on local libraries, so-
cial workers, and printed materials for a range of topics related to locally 
relevant information needs (e.g., helping a child find peers with similar 
diagnosis, helping a child relate to neurotypical peers, and finding local 
sports, recreational, and community activities).

Parents in nonmetropolitan areas reported significantly lower use of 
most sources, across most topics, with a few exceptions. These parents 
reported higher reliance on national organization websites for informa-
tion about how to support their child’s school work, and higher reliance 
on friends and family than parents in metropolitan areas for information 
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about postschool life (higher education, job training, employment). One 
parent wrote, “We live in a Rual [sic] area 40 mins from a major city. Re-
sources to connect with other with ASD or developmental disabilities are 
non exsistant [sic].”

Discussion

Parents of People with Disabilities have Additional Information Needs
Fundamental to this study is the recognition that parents of people with 
ASD have information needs related to their children, their own well-
being, and seeking information and services in their local communities 
that differ from those of other parents (Tehee, Honan, and Hevey 2009). 
The data showed that these parents had difficulty accessing information 
within their own communities and, overwhelmingly, did not consider the 
local public library a useful source for addressing their information needs 
or a place to develop information-seeking skills. There was no mention of 
libraries in the open-ended responses. This suggests that, despite ongoing 
efforts to make libraries more accessible spaces, parents were not making 
meaningful use of the library to fulfill stated information needs.

This suggests that public library systems must do more to build stronger 
institutional knowledge, policies, and practices if they are to effectively ad-
dress the diverse information needs of families of people with ASD within 
their communities. This involves developing strong collaborative partner-
ships with local support agencies, healthcare facilities, schools, and both 
parent- and self-advocacy ASD groups to ensure well-informed library staff, 
boundary-spanning services, inclusive and targeted programming, and 
collections that are accessible and relevant to all members of the com-
munity.

Universal is Not Enough—Intersectional Burdens and Information Access
While the reported data does not demonstrate causality, it does suggest 
relationships between information-seeking behavior, disability, racial 
identity, and other demographic characteristics and casts doubt on the 
effectiveness of one-size-fits-all (or “universal”) programming, services, 
advertising, and collection development for people with disabilities and 
their families. In addition to the identified variations in information needs 
by age and life stage, as cited in Gibson, Kaplan, and Vardell (2017), this 
secondary analysis suggests that parents’ information needs and the spaces 
in which they seek information may be uniquely influenced by intersect-
ing variables, including race, income level, and education level. These 
intersections of identity were situated within a larger geographical context 
that determined, broadly, the level of perceived access and barriers to lo-
cal information and resources (including libraries).

Libraries that seek to meet these families’ needs cannot do so by provid-
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ing “ability blind,” “colorblind,” or even “need blind” services that do not 
acknowledge or understand the differing impacts of race, gender, income 
level, and other markers of identity on family experiences and needs (both 
in and outside the library). Explicitly evaluating the impacts of library 
policies—specifically collection-development policies, behavioral policies, 
borrowing policies, and program participation policies—on different seg-
ments of the community can prevent libraries from excluding community 
members who fall outside of norms established by “universal” or “identity-
blind” approaches to librarianship. Those community members whose 
needs are not served (especially those who are socially or economically 
vulnerable, such as undocumented community members, or people who 
work full-time and have incomes at or below poverty level) often avoid 
the time and/or risk involved in making official complaints; instead, they 
leave and do not return to the library. Without intentional, structured, and 
consistent mechanisms for assessing these needs, libraries exclude whole 
segments of local communities from libraries and are none the wiser.

Services to People with ASD and Their Families: Beyond Access
The data supports recent calls for expansion of library services (and re-
search) for and with people with disabilities to encompass more than basic 
access and accessibility (Kumbier and Starkey 2016). Most respondents 
did not consider their local libraries to be useful sources for seeking infor-
mation related to their children. Despite rhetoric and research about li-
braries as third places and community anchors (Elmborg 2011), and close 
partnerships between county libraries and local school systems (e.g., tutor-
ing programs and shared public/school library programming), parents 
did not perceive libraries as useful places to find information about local 
community services and activities or as helpful in developing strategies to 
better support their children with school work.

Local Knowledge and Building Inclusive Places
Autistic people and their families often experience stigma and social ex-
clusion in their local communities (Kinnear et al. 2016). The data suggests 
the importance of local information literacy—knowledge about what local 
community, services, and information sources exist in and outside of the 
library, and knowledge of how to find that information in the local com-
munity. Several respondents discussed an inability to find a local commu-
nity and the lack of any sort of local information clearinghouse—a space 
where they could go to find locally relevant information. While it might 
not be reasonable to expect public librarians to maintain this knowledge 
or these spaces alone, they can serve as community anchors by referring 
community members in need to local organizations and, with permission, 
knowledgeable individuals (Moxley and Abbas 2016).
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Limitations
The primary limitation of this study is that it presents secondary analysis 
of a nonrandomized data sample. The panel sample is composed of par-
ents of people with ASD who access medical or other services through the 
University of North Carolina (or its remote area health-education centers) 
and who have agreed to participate in research studies. As there are other 
major healthcare providers in the state, this is far from a census of the 
population. Although this severely limits the generalizability of the data, 
the sample size suggests that it does provide a suitable sample for study-
ing the effects in question. Because this is a secondary analysis, there was 
an insufficiently representative sample with which to study racial groups 
other than black and white. Future research should include oversamples 
of respondents in other racial and ethnic categories, so that data analysis 
may be expanded.

Conclusion
Autistic people are not a monolith, and they and their families have a 
variety of needs. Understanding how race, income, education, and loca-
tion can impact parents’ access to information and source preferences can 
help libraries and library staff to plan services and develop collections that 
serve this population effectively. Libraries, as local community institutions 
that purport to be anchors or third places (Elmborg 2011), can impact 
the way individuals and groups experience their communities and their 
ability to seek access to various kinds of information. American libraries 
provide valuable services to vulnerable populations, offering access to the 
internet, clean and safe study and meeting spaces, information, written 
and other materials, education, and connection to community support 
resources and services.
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Notes
1. See also the Chicago Manual of Style Online, 17th ed., § 5.260, “Avoiding other biased lan-

guage,” accessed August 15, 2018, https://www.chicagomanualofstyle.org.
2. Individualized education plans or programs (in U.S. public schools) are intended to 

document disabilities and establish annual academic needs of a child with a disability. 
They should include any modifications to the general curriculum and pedagogy, alternate 
assessments, and assistive technology needs, and should comply with federal and state law. 
IEPs should be written by a team that includes the child (if over thirteen years old), the 
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child’s parents, teachers, school-based therapists, and special education administrators 
(Individuals with Disabilities Education Act 2004. 20 U.S.C. § 1400).
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