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From the Editors
Since joining the JPED team this year, we have 

used our editorials to interrogate and more deeply con-
sider disability as a multifaceted and contested concept, 
as well as part of our daily and professional language. 
For researchers, these issues lead to several challeng-
ing decisions that can lead a study to reinforce societal 
and academic ableism, or can position that same study 
to challenge ableist norms while informing practice 
to improve postsecondary education. One goal of re-
search should be to represent the diversity of disability 
and wide range of experiences disabled people have in 
postsecondary education. However, this aim can be in 
tension with efforts to understand trends and phenom-
ena empirically, which often mean grouping people to-
gether in meaningful ways. 

Intersectional approaches are one way to enrich 
disability research by recognizing and studying the 
diversity within and across groups, providing a more 
nuanced look at the trends and experiences of stu-
dents. Intersectionality recognizes that multiple sys-
tems of oppression (e.g., racism, heterogenderism) 
interact and interlock with ableism to differentially 
impact disabled students in higher education. In some 
research, students’ multiple identities can be includ-
ed in research designs to attempt to better understand 
students’ experiences with these intersectional sys-
tems of oppression. Notably, given the multivalent 
nature of disability, these intersecting identities—and 
related systems of oppression—can also include mul-
tiple disability identities. 

For example, while some disabled people have 
the option to pass for non-disabled in some or all 
spaces, others have disabilities that are readily ap-
parent in most or all contexts. The way that disabled 
people internalize or experience externalized stigma 
can therefore vary tremendously. Likewise, differen-
tiating among forms of ableism—for instance, noting 
the mutually reinforcing logics but separate manifes-
tations of a lack of physical accessibility, an inatten-
tion to mental health, and limited alternative access 
options for those with chronic health conditions that 
render them immunocompromised--   invites scholars 
to be attentive to multiform tactics with which aca-
demia maintains its ableism. Distinguishing among 
these ableist strategies can help us to understand 
when and why some disabled people experience them 
while others do not. 

In this issue, multiple articles either directly or 
indirectly address students whose disability would 
likely not be known or realized by others in many 
situations. These are referred to as “invisible” or 

“non-apparent” disabilities by the authors, or sim-
ply by a specific type of disability that is typically 
non-apparent (e.g., anxiety disorder). As group, these 
articles have us thinking about the ways that appar-
entness of disability, as an additional vector of iden-
tity and experience, must be considered. Given that 
apparentness of disability is related to individuals’ 
self-disclosure decisions, it is an important factor in 
postsecondary processes of gaining services and ac-
commodations. Apparentness is also related to others’ 
perceptions of the “legitimacy” of one’s disability, 
and in turn their perceptions of the “fairness” of ac-
commodations that may be received.

Several areas for empirical inquiry rise from 
such considerations. What does intersectional re-
search that considers apparentness look like? What 
are key questions the field needs to explore regard-
ing the spectrum of apparentness related to disabili-
ty services? How can this knowledge help disability 
professionals to create conditions to serve each stu-
dent in the most appropriate way, including a con-
sideration of apparentness?

Articles in this issue move the needle on our 
knowledge about apparentness of disability, and do 
so in different ways, some directly and some indirect-
ly. Together, they provide a point from which to think 
more critically and intentionally about apparentness 
as an aspect of disability in postsecondary education 
and may serve as a foothold to generate additional 
questions for future research.

In the first article, Will Lindstrom, Jennifer 
H. Lindstrom, Trisha T. Barefield, Mary Hall 
Slaughter, and Erin W. Benson examine the use 
of extended time accommodations for students with 
learning disabilities, ADHD, and/or psychologi-
cal disabilities. As a common accommodation, the 
perception of fairness is central to this inquiry. Ul-
timately, the authors find wide variation within and 
across disability types, reminding us of the individu-
alized and heterogeneous nature of disability among 
those with nonapparent disabilities. 

Female college students with chronic illness are 
the focus of the second article, by Danielle Barber 
and James L. Williams. As they point out, women 
face more shame, stigma, and blame than men re-
garding chronic illness. The question of self and oth-
ers’ perceptions of the fairness of accommodations is 
again important to the story. Additionally, they find 
that these students often feel misunderstood, have 
the legitimacy of their disability questioned, and feel 
pressure to take online rather than in person classes, 
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even as many students successfully use coping and 
management strategies to succeed in college.

Amy Hasman and Cynthia Matlock examine 
self-advocacy for students with anxiety disorders. 
Self-advocacy has an important role in the postsec-
ondary experience of students with non-apparent dis-
abilities, when it comes to disclosure, registration, and 
attainment of accommodations. The authors find that 
while the value of self-advocacy was recognized by 
most, it was challenging for many students. In turn, 
they experienced impacts on their health management, 
education participa¬tion, communication manage-
ment, social participation, and sleep participation.

Caitlin A. Rothwell and Joseph J. Shields ana-
lyze data from a proactive advising model open to all 
disabled students at one institution. Students reported 
perceived improvement in their organizational and 
study skills after participation in the advising. Nota-
bly, the majority of the participants in the study had 
nonapparent disabilities (e.g., ADHD) and may espe-
cially benefit from such an intervention.

Allison Lombardi, Laura Buenner, Julia 
Loose and Olaf Hoos present research validating 
the German translation of a survey instrument that 
has been used in the US to explore faculty attitudes 
toward inclusive instruction. This is an important 
step in pushing the measurable aspects University 
Design tenets beyond the English-speaking parts of 
the world, in order to provide comparative research 
findings but also to better serve students around the 
globe. In the German context, they report that most 
disabled college students have “non-visible impair-
ments,” showing the importance of their efforts for 
that subpopulation.

While emotional support animals (ESAs) may be 
used by a wide range of disabled students, those with 
some nonapparent disabilities (such as anxiety and 
chronic illness, examined in this issue) are among the 
most likely to use them. The ways these animals are 
approved and used on campus, is explored by Lau-
ren E. Poindexter and James C. Marconi. Their 
practice brief outlines how one institution considered 
restrictions, documentation, and benefits of ESAs, in 
the hope that other practitioners can consider what is 
best for students on their campuses.

Finally, Karly Ball, provides a review of the 
book Being Heumann: An Unrepentant Memoir of a 
Disability Rights Activist. This look at the life of Judy 
Heumann—a disability rights activist who has ad-
vocated for rights in K-12 education, postsecondary 
education, the workplace, and globally through her 
work in the US government—would be interesting 
and informative to any reader. This review, howev-
er, shows how disability service providers may glean 

particular importance from it for their work with dis-
abled college students. 

 Ezekiel Kimball, Ph.D. 
Ryan Wells, Ph.D. 
Executive Editors
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Examination of Extended Time Use Among Postsecondary 
Students with Non-Apparent Disabilities

Will Lindstrom¹
Jennifer H. Lindstrom¹

Trisha T. Barefield¹
Mary Hall Slaughter¹

Erin W. Benson¹

1 University of Georgia

Abstract

The study investigated the amount of extended time (ET) used by postsecondary students with learning dis-
abilities, attention-deficit/hyperactivity disorder (ADHD), and psychological disorders granted a 50% ET 
accommodation (i.e., time and one-half). Extended time used was evaluated by disability type, including 
comorbid presentations, and year in school. The sample was composed of 2,227 undergraduate course tests 
taken with ET. ADHD was the most common disability, and the majority of tests (75%) were taken by up-
perclassmen. The average amount of time used on tests taken with ET was well below the amount granted, 
and no pattern emerged to suggest a connection between disability type and amount of time used. Further, 
tests taken by individuals with multiple disabilities generally did not require greater amounts of ET than 
tests taken by individuals with single disabilities. Implications and recommendations regarding disability 
service access and ET as an accommodation are discussed. 

Keywords: extended time, accommodation, postsecondary, learning disabilities, ADHD

Approximately 19% of undergraduate students 
attending U.S. postsecondary institutions have a 
disability (U.S. Department of Education National 
Center for Education Statistics, 2019). Those with 
specific learning disabilities (LD), attention-deficit/
hyperactivity disorder (ADHD), and/or psychologi-
cal (Psych) disorders (e.g., anxiety, depression) ac-
count for the largest proportion of this group (Raue & 
Lewis, 2011). Students with these disabilities, some-
times called “non-apparent” because their symp-
toms and impairments are not readily observable in 
most situations, are served under the auspices of the 
Americans with Disabilities Act (ADA; Americans 
with Disabilities Act Amendments Act, 2008). The 
ADA requires, in part, that institutions provide rea-
sonable accommodations to best ensure that students 
with disabilities (SWDs) have equal opportunity to 
demonstrate their knowledge on examinations. Ex-
tended time (ET) on tests, an accommodation granted 
to offset impaired academic fluency and speed-relat-
ed deficits, is the accommodation most commonly 

requested by and granted to postsecondary students 
(Newman et al., 2011). Recently, evidence has indi-
cated that ET durations granted often have little re-
lation to the amount of time actually used (Holmes 
& Silvestri, 2019; Spenceley & Wheeler, 2016). In 
the current study, the amount of ET used during tests 
taken by students with non-apparent disabilities (LD, 
ADHD, and/or Psych) was investigated as a function 
of disability type and year in school, with the goal of 
informing future ET recommendations.  

Extended Time
Testing accommodations are “alterations to tests’ 

standard administration procedures that are made to 
overcome individuals’ functional impairments, in 
order to increase the validity of inferences that can 
be made from the resulting scores” (Kettler, 2012, 
p. 53). Extended time on tests is an accommodation 
commonly granted to students with disabling con-
ditions that hinder the efficiency at which they ac-
cess a test, compromising their ability to demonstrate 
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knowledge or skills within the standard allotted time 
(Lovett & Lewandowski, 2015). Theoretically, ET 
should allow SWDs equal access to test content, re-
sulting in improved test scores. As posited by the in-
teraction hypothesis and maximum potential thesis, 
students without disabilities should not benefit from 
ET, already having sufficient test access under stan-
dard conditions (Sireci et al., 2005; Zuriff, 2000). 
Alternatively, the differential boost theory posits that 
students without disabilities might experience some 
benefit from ET, but the benefit would be significantly 
less than that experienced by SWDs (Fuchs & Fuchs, 
2001). Interestingly, research has not consistently sup-
ported any of the noted theories. For example, some 
studies have found that college students with ADHD 
or LD provided ET are able to access more items than 
students without disabilities allotted only standard 
time, yet students without disabilities actually benefit 
more from ET than students with ADHD or LD when 
both are granted ET (Lewandowski, Cohen, & Lovett, 
2013; Miller et al., 2015). In the context of the nota-
ble flaws of ET as an accommodation, surprisingly lit-
tle attention has been paid to the amounts of ET that 
would minimize resulting unfairness.

Extended time is frequently provided in amounts 
of 50% (time and one-half; e.g., 90 min for a 60 min 
test) or 100% (double time; e.g., 120 min for a 60 min 
test) extra time. Historically, 50% has been the de-
fault duration when granting an ET accommodation, 
but this practice has been criticized for a lack of em-
pirical support (see Sokal & Vermette, 2017). Other 
findings suggest that 25% ET is a more appropriate 
allotment, as it balances access and fairness. Ca-
halan-Laitusis et al. (2006) found that students with 
LD and/or ADHD taking the SAT with 50% ET tend-
ed to use less than 25% ET. Similarly, Lewandowski, 
Cohen, and Lovett’s (2013) findings suggested that 
college students with LD may require additional time 
on speeded tests, but that “25% extra time may suffice 
for the typical LD student, 50% extra would be more 
than what some students require, and 100% extra time 
would confer an unfair advantage for some students 
with LD” (pp. 333-334). Despite these findings, the 
use of 25% ET is quite rare (Weis et al., 2019). 

Predicting Extended Time Need and Appropriate 
Duration

Little empirical evidence exists to inform ET need 
and duration recommendations. Research with college 
students with LD has indicated that some measures of 
academic fluency may have utility in predicting the 
likelihood of improvement when granted ET, but cor-
relations between the measures and a dichotomous 
“need ET/does not need ET” variable have been mod-

est, at best (e.g., -.38; Ofiesh et al., 2005). Findings 
for the predictive utility of cognitive processing speed 
scores were inconsistent in two previous studies (Of-
iesh, 2000; Ofiesh et al., 2005). More recently, Lovett 
and Bizub (2019) found that none of six cognitive 
diagnostic performance tests significantly predicted 
access to items on a timed multiple-choice reading 
comprehension test. In general, authors of such stud-
ies have concluded that test scores represent only one 
of many variables to be considered when determining 
ET durations. The conclusion that test scores alone 
are insufficient is generally accepted due to the lack 
of empirical evidence demonstrating the association 
between diagnostic and real-world tests. 

Despite the recognized importance of basing ac-
commodations on functional limitations instead of 
diagnostic label (Gordon et al., 2002), it is not sur-
prising that some professionals appear to base ET 
recommendations on the mere presence of a diagno-
sis given the paucity of effective predictors of a need 
for ET. For example, reviews of documentation sub-
mitted to disability services offices in support of ac-
commodation requests indicate that it is common for 
ET to be recommended for students diagnosed with 
ADHD in the absence of evidence supporting need 
(Nelson et al., 2014; Weis et al., 2019).

Importance of the Study
In the current study, the amount of ET used by 

college students was investigated to determine if the 
ET granted provided them with sufficient time, too lit-
tle time, or more time than they required to complete 
tests. The amount of ET used during tests warrants 
scrutiny due to the potential consequences associated 
with students being provided too little or too much 
time. Students with disabilities who are not granted a 
commensurate amount of time to access a test when 
compared to students without disabilities experience 
discrimination. On the other hand, evidence indicates 
that SWDs granted too much ET outperform students 
without ET (Lewandowski, Cohen, & Lovett, 2013), 
and that use of ET by SWDs results in scores that 
over-predict later academic performance (Cahalan et 
al., 2002; Thornton et al., 2002). Ultimately, ET is 
an accommodation that breaks a standard procedure, 
with potential to compromise the comparability of 
scores across test-takers when not allotted appropri-
ately. When considered within the context of concerns 
from faculty that accommodations are compromising 
fairness (Pardy, 2016; Trachtenberg, 2016), findings 
that evaluators—acting in more of an advocacy role 
than an objective role—are recommending accom-
modations too liberally (Harrison et al., 2013), and a 
clear desire for ET by students regardless of disability 



Journal of Postsecondary Education and Disability, 2021, 34(4) 299

status (Lewandowski, Cohen, & Lovett, 2013), more 
precision is needed when determining who should 
have ET and how much time should be granted. 

Review of the Relevant Literature
Much of the previous research on ET has been 

conducted using analogue designs (see Lovett & Le-
wandowski, 2015 for a review). A limitation to these 
studies, however, is that they were conducted in sim-
ulated test settings in the absence of any external 
motivation to perform well. Participants in research 
studies have been found to sometimes put forth sub-
optimal effort, given the low stakes (An et al., 2017). 
The current study examined use of ET in an authen-
tic setting in which test scores counted toward course 
grades, significantly augmenting the ecological valid-
ity of the findings. As a result, students’ effort and 
motivation were also authentic, allowing a clearer 
depiction of ET need versus want.

Three prior investigations have evaluated the use 
of ET by SWDs in a similar fashion. Holmes and 
Silvestri (2019) examined the amount of ET used 
by students with LD granted 50% ET, using ADHD 
and mental illness (e.g., anxiety, depression) groups 
as clinical comparisons. Findings indicated that over 
two-thirds of tests completed by students with LD, 
ADHD, or mental illness were completed within the 
time given in the classroom.

Spenceley and Wheeler (2016) examined the 
amount of ET used by students with varying dis-
abilities, including cognitive, sensory, physical, and 
medical disorders. Of tests taken with 50% ET by 
students with LD or ADHD, large percentages (66% 
and 58%, respectively) were completed within stan-
dard time. For students with Psych disorders, 39% of 
tests were completed within standard time. Of tests 
taken by students with LD with 100% ET, 61% were 
completed within standard time, and over 80% were 
finished within 50% ET. Of tests taken by students 
with ADHD and Psych disabilities, 36% and 43% 
were completed within the standard time, respective-
ly. Seventy percent for both groups were completed 
within 50% ET. 

Sokal and Vermette (2017) also examined the 
amount of ET used by students, but did not break 
down the findings by disability type or amount of 
ET granted. Within their findings, 36% of tests were 
completed within the standard time provided in the 
classroom, and 84% of tests were completed with less 
than 50% ET. The authors also evaluated the use of ET 
as it related to course level. Students used more time 
on tests for third-level courses relative to first-level 
courses, and maintained the increase between year 
three and year four.  

Overall, the studies suggested that the majority of 
students with ADHD, LD, or Psych disorders who are 
granted ET do not use the full amount of time allotted, 
and frequently use no ET at all. Authors concluded that 
smaller increments of ET (e.g., 25%) should be con-
sidered to ensure equal access to SWDs while main-
taining fairness to those not receiving ET (Holmes & 
Silvestri, 2019; Spenceley & Wheeler, 2016).

Current Study
In the current study, the amount of ET used during 

tests taken by college students with LD, ADHD, and/
or Psych was investigated with the objective of de-
termining if the amounts of ET granted were suffi-
cient for students to fully access their tests or if it was 
common that too little or even too much time was 
granted. The focus of the study was test completion, 
as it implies full access to a test, and not test outcome, 
as accommodations are intended to be outcome neu-
tral. Whereas much has been learned about ET use 
over the past few years, several issues remain unad-
dressed. First, the use of ET by students with comor-
bid cognitive and psychiatric conditions has yet to 
be evaluated. Spenceley and Wheeler (2016) includ-
ed a multiple disabilities group, but the disabilities 
included physical and sensory disorders in addition 
to cognitive and psychiatric disorders. Investigating 
comorbid cognitive and psychiatric disorders is war-
ranted due to the common comorbidities among the 
disorders of interest (Anastopoulos et al., 2018; Kes-
sler et al., 2006) and the potential for an incremental 
increase in functional impact (Angold et al., 1999). 
Whereas it would seem intuitive that experiencing 
symptoms associated with multiple disorders would 
result in a need for greater time than those with single 
disabilities, this question has not been evaluated em-
pirically. Second, the impact of course level has only 
been evaluated broadly, with findings reported for 
SWDs as a whole (Sokal & Vermette, 2017). Based 
on their findings that students used more ET as they 
advanced in college, Sokal and Vermette speculated 
that there could be a positive correlation between in-
creasing course levels and difficulty of exams, which 
in turn might result in the need for additional time 
used to complete exams. Further examination into 
how year in school impacts time used to complete 
exams is warranted. Additionally, the impact of the 
potential interaction between year in school and dis-
ability type on time used to complete exams remains 
undetermined. 

The current study attempted to replicate and ex-
tend the findings of Holmes and Silvestri (2019), 
Spenceley and Wheeler (2016), and Sokal and Ver-
mette (2017). The use of ET by students with ADHD, 
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LD, and Psych disorders that were granted a 50% ET 
accommodation was investigated. Unlike previous 
investigations, groups with multiple disorders were 
included to examine the potential confounding effect 
on ET used. Additionally, ET use was evaluated for 
each disability group as a function of year in school. 
The specific research questions were as follows: 

1. Of tests taken with ET, what is the distribution 
of disability type and year in school?

2. Of the ET allotted for tests, how much is 
used? Does the amount of ET used vary by 
disability type or year in school? 

3. Does the ET used by students with comorbid 
disorders exceed the ET used by students with 
only one disorder?

Method

Sample
The sample was composed of 2,227 tests taken 

with 50% ET by students who came to a university 
disability services office during the spring semester 
of 2018. The tests included midterms, but not final 
exams due to a university-prescribed duration for 
finals that may not match actual exam length. Only 
undergraduate course tests taken by undergraduate 
students were included. Tests for which the standard 
time allotted was < 30 min were removed, as were 
tests on which students worked for < 10 min. The 
standard time for the remaining tests ranged from 30 
to 210 min (M = 72.79, SD = 29.11). All tests admin-
istered with ET occurred in a low-distraction environ-
ment (≤ 8 students; 93%) or private room (7%). Use 
of stop-the-clock breaks was the next most common 
accommodation (11%). Use of other accommoda-
tions (e.g., access to a word processor, speech-to-text 
technology) was relatively infrequent (≤ 3% of tests 
per accommodation). 

The dataset used for the study did not include 
case numbers, precluding determination of the exact 
number of students who took the tests. Although the 
variables of interest related to the tests themselves, 
and not to students, it was important to ensure that the 
tests were not all taken by a small number of students. 
To address this issue, the number of students was es-
timated using the available categorical variables (e.g., 
year in school, major, primary and secondary disabil-
ity type) to identify all possible unique multivariate 
groups. The resulting number was 475, with each 
unique group associated with an average of 4.69 tests 
(SD = 3.36). Whereas it remained possible that the 
number of unique groups did not represent the precise 
number of students, the method used established the 

minimum number of students taking the tests. As a 
result, the number of students taking the tests in the 
total sample, as well as in each disability group, was 
at least as large as the sample sizes reported. Because 
a greater number of students would only improve the 
representativeness of the sample, the approach was 
deemed appropriate. 

For the students taking the tests, eligibility for 
disability services and diagnostic classifications were 
determined by a team of three disability service pro-
fessionals (DSPs) who reviewed submitted documen-
tation against guidelines established by the governing 
university system (University System of Georgia, 
2015). The guidelines for the LD category (estimated 
n ≥ 77 students, M = 4.38 tests, SD = 3.42) required 
a diagnosis from a qualified evaluator, an educational 
history consistent with LD, substantially limited (i.e., 
standard score < 90) academic achievement skills 
(e.g., reading decoding, fluency, and/or comprehen-
sion), and a cognitive/linguistic processing deficit 
meaningfully associated with the identified academic 
limitation. The guidelines for the ADHD category (es-
timated n ≥ 165, M = 5.34 tests, SD = 3.48) required 
a diagnosis of ADHD based on criteria from the Di-
agnostic and Statistical Manual of Mental Disorders 
- Fourth Edition, Text Revision (DSM-IV-TR; Amer-
ican Psychiatric Association [APA], 2000) or - Fifth 
Edition (DSM-5; APA, 2013) depending on when the 
diagnosis was made, evidence of clinically significant 
inattention and/or hyperactivity-impulsivity symp-
toms prior to the age of 12 and currently, corrobo-
ration of self-reported symptoms by an independent 
informant, and evidence of significant functional im-
pairment in the academic setting. The guidelines for 
the Psych category (estimated n ≥ 62, M = 4.19 tests, 
SD = 3.13) required a diagnosis based on DSM-IV-
TR or DSM-5 criteria, a description of history, current 
symptoms, and severity of the disorder, and evidence 
of significant functional impairment in the academic 
setting. In all cases, diagnoses and impairment were 
required to have been determined or reconfirmed 
within the previous three years. In the case of comor-
bid disorders, the guidelines for all disorders were 
considered (LD/ADHD estimated n ≥ 55, M = 4.05 
tests, SD = 3.18; LD/Psych estimated n ≥ 17, M = 
4.59 tests, SD = 2.29; ADHD/Psych estimated n ≥ 85, 
M = 4.62 tests, SD = 3.43; LD/ADHD/Psych estimat-
ed n ≥ 14, M = 3.93 tests, SD = 3.36). Eligibility for 
the ET accommodation was determined by a DSP via 
an interactive process with the student while consid-
ering available documentation, history of accommo-
dation usage, and current functional limitations. Tests 
taken by individuals with any type of cognitive, lin-
guistic, developmental, or physical disability beyond 
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LD, ADHD, and/or Psych disorders (e.g., depression, 
anxiety) were excluded. 

Of the ADHD diagnoses represented in all groups 
(e.g., ADHD and comorbid groups), most were inat-
tentive (44.85%) or unspecified (29.19%) types. Of 
the LD diagnoses represented in all groups, reading 
disorder was most frequent (34.30%), followed by 
LD diagnoses impacting multiple achievement areas 
(e.g., reading and math; 29.97%). Of the Psych disor-
ders represented in all groups, anxiety disorder was 
the most frequent (48.22%), followed by comorbid 
Psych disorders (36.39%). Year in school was based 
on credit hours earned. The variable was reduced to 
two levels (i.e., underclassmen, upperclassmen) to 
address small sample size, reduce the number of sta-
tistical comparisons, and allow more parsimonious 
interpretation.

Procedure
The study was authorized by the institutional re-

view board of the researchers’ university and con-
ducted in a manner consistent with its principles. Data 
were collected from archival records stored by the 
disability services office at a large research university 
in the southeast United States. Variables were coded 
for each test administered as a part of standard pro-
cedure for the monitoring of tests administered at the 
site. Variables included disability type, year in school, 
major, standard time allotted for the test, ET allotted 
for the test, time used to complete the test, and other 
accommodations used. Time used to complete a test 
was determined using the barcode scanning function 
of test management software that recorded the precise 
times when a student was seated for the test and when 
the student turned in the test. As in previous studies 
(Sokal & Vermette, 2017), the ET variable was calcu-
lated by dividing the time used to complete the test by 
the standard time allotted for the test. 

Analyses
The distributions of tests across disability type 

and year in school were analyzed using chi-square 
and logistic regression. The amount of ET used was 
evaluated by disability type and year in school using 
two-way analysis of variance (ANOVA) and post hoc 
comparisons. Cohen’s d was calculated to estimate 
effect size where appropriate, with .2, .5, and .8 indic-
ative of small, medium, and large effect sizes, respec-
tively (Cohen, 1992). Finally, because ET is granted 
in intervals, most commonly 50% of standard time, 
the percentages of tests completed within increments 
of ET were analyzed using descriptive statistics. As 
in Spenceley and Wheeler (2016), a categorical vari-
able was created to specify the increments of ET, in-

cluding standard %, 1 – 25%, 26 – 50%, and >50%. 
Percentages of tests completed within each interval 
were calculated as a function of disability type and 
class level. 

Results

Distribution of Disability Category and Year in 
School 

Table 1 reports the distribution of tests taken with 
ET by disability category and year in school. Sig-
nificantly more tests were taken by upperclassmen 
(75.4%) than by underclassmen (24.6%), χ2 (1) = 
574.39, p < .001. The distribution of disability cat-
egories was not equal, χ2 (6) = 1452.53, p < .001. 
To evaluate relative sizes, 21 pairwise chi-square 
comparisons were conducted, with alpha set to .002 
(.05/21) to minimize the chance of Type I error. Find-
ings revealed that ADHD was the largest group, fol-
lowed by ADHD/Psych and LD (equivalent), Psych 
and LD/ADHD (equivalent), and LD/Psych and LD/
ADHD/Psych (equivalent). 

To evaluate the distribution of disability category 
as a function of year in school, logistic regression was 
used to predict year in school from disability cate-
gory. The omnibus analysis was significant, χ2 (6) = 
31.87, p < .001, indicating statistically significant dif-
ferences in the percentages of tests in each disability 
group by year in school. With alpha set at .007 (.05/7), 
post hoc comparisons indicated a significantly higher 
percentage of upperclassmen in the Psych group rel-
ative to the ADHD/Psych group, ADHD group, and 
the LD/ADHD group. 

Time Used to Complete Tests as a Function of 
Disability and Year in School

In the next analyses, the time used to complete 
tests was evaluated by disability category and year in 
school when 50% ET was granted. The findings are 
reported in Table 2. Tests completed used 14% ET 
(SD = .41) on average. A two-way ANOVA with dis-
ability category, year in school, and their interaction 
as independent variables was conducted. Analysis of 
the assumptions associated with two-way ANOVA 
revealed that the data did not pass Levene’s test of 
homogeneity of variance, W(13, 2213) = 2.13, p = 
.01. As a result, the weighted least squares approach 
was used to adjust for the heterogeneity of variance 
in the different groups of test-takers (Kutner et al., 
2005). The approach weights each point by one over 
the variance of the outcomes in the class level/dis-
ability group. The weighting allowed groups with 
greater variance to be treated as providing less precise 
information about the average outcome. The weight-



Lindstrom et al.; Examination of Extended Time302     

ed least squares approach does not change summary 
statistics or residuals, but standard errors are adjust-
ed. Weights for the observations from each group are 
available upon request from the first author.

Results of the two-way weighted least squares 
ANOVA indicated that the interaction between dis-
ability category and year in school was not signifi-
cant, F(6, 2213) = 0.530, p = .786. Significant group 
differences were identified for year in school, F(1, 
2213) = 5.496, p = .019, indicating that upperclass-
men took significantly more time to complete tests 
than underclassmen; however, the effect size was 
small (d = .12). The ANOVA for disability was also 
significant, F(6, 2213) = 9.712, p < .001. Bonfer-
roni-adjusted post hoc comparisons (.05/21 = .002) 
indicated that the LD/ADHD/Psych group required 
significantly less time than all other groups except the 
LD/Psych group. Effects sizes were large for compar-
isons with the ADHD and LD/ADHD groups (both d 
= .84) and medium with the ADHD/Psych (d = .66), 
LD (d = .48), and Psych (d = .61) groups. The LD 
group also required significantly less time than the 
ADHD and LD/ADHD groups, though effect sizes 
were small (d ≤ .34). 

Percentages of Tests Completed Within Increments 
of Standard Time

In the next analyses, the percentages of tests com-
pleted within increments of ET when 50% ET was 
allotted were analyzed. The findings are reported in 
Table 3. Of all tests taken with 50% ET, 37.27% were 
completed within standard time and 54.87% were 
completed within 25% ET. Over 22% of tests were 
completed using more than 50% ET. 

The percentage of tests completed within stan-
dard time by disability ranged from 31.90 (ADHD) 
to 47.77 (LD). The exception was for the LD/ADHD/
Psych group, for which 67.27% of tests were complet-
ed within standard time. Cumulatively, the percentage 
of tests completed within 25% ET ranged from 48.02 
(ADHD) to 66.76 (LD), with the LD/ADHD/Psych 
group again as an exception (80%). The percentage 
of tests completed using >50% ET was substantial 
for all but the LD/ADHD/Psych group (1.82%). Of 
all tests taken with 50% ET, the percentages of tests 
completed by underclassmen relative to upperclasss-
men during standard time was separated by just 4.06 
percentage points (40.33% for underclassmen and 
36.27% for upperclassmen) and were virtually 

Table 1

Distribution of Tests Taken with 50% Extended Time by Disability and Year in School

Underclassmen Upperclassmen Total

Disability n % n % n %

ADHD 240 27 641 73b 881a 40
ADHD/Psych 104 26 289 74b 393b 18
LD 67 20 270 80ab 337b 15
Psych 35 13 225 87a 260c 12
LD/ADHD 66 30 157 70b 223c 10
LD/Psych 23 29 55 71ab 78d 4
LD/ADHD/Psych 13 24 42 76ab 55d 2
Total Tests 548 25 1,679 75* 2,227 100

Note. ADHD = Attention-Deficit/Hyperactivity Disorder, Psych = Psychiatric Disorder, LD = Learning 
Disability. Underclassmen and upperclassmen percentages sum across rows; total percentages sum down the 
column. Total n column superscripts refer to the distribution of disability categories. Proportions sharing a 
common superscript are not statistically different at alpha = .002 (.05/21). Upperclassmen % column sub-
scripts refer to the distribution of disability categories as a function of year in school. Proportions sharing a 
common subscript are not statistically different at alpha = .007 (.05/7).

* The proportion of tests taken by upperclassmen was significantly greater than the proportion taken by 
underclassmen at the .05 level. 
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Note. ADHD = Attention-Deficit/Hyperactivity Disorder, Psych = Psychiatric Disorder, LD = Learning Dis-
ability. Total M(SD) column superscripts refer to post hoc mean comparisons for disability category. Means 
sharing a common superscript are not statistically different at alpha = .002 (.05/21). 

* The difference between time used/standard time for underclassmen and upperclassmen was significant at 
the .05 level.

identical for tests completed within 25% ET and 
>50% ET. 

Discussion

The purpose of the current investigation was to 
evaluate the use of the ET accommodation at the 
postsecondary level. Specifically, the authors sought 
to determine the number of tests taken with 50% ET 
and the amount of ET used during those test adminis-
trations, with both variables considered in relation to 
disability type and year in school. 

Distribution of Disability Category and Year in 
School

ADHD was the most common disability type, fol-
lowed by ADHD/Psych and LD. These findings were 
only slightly different from those of Spenceley and 
Wheeler (2016), who found LD to be the most com-

mon category, followed by ADHD. Regarding year in 
school, the vast majority of tests (75%) were taken by 
upperclassmen (as classified by credits earned) in the 
current study. Additional analyses revealed that only 
3.46% of the 2,227 total tests were taken by first-year 
students. Whereas the current study was not designed 
to investigate the proportion of eligible students who 
used the ET accommodation and a number of varied 
reasons could account for this low percentage, the 
finding was surprisingly low and is worthy of further 
investigation.

Time Used to Complete Tests as a Function of 
Disability and Year in School 

Consistent with previous research (Holmes & 
Silvestri, 2019; Sokal & Vermette, 2017; Spenceley 
& Wheeler, 2016), the average amount of time used 
on tests taken with ET was well below the amount 
granted. For tests taken with 50% ET, the average ET 

Table 2

Mean Time Used/Standard Time for Tests Taken with 50% Extended Time by Disability and Year in School

Underclassmen Upperclassmen Total
Disability n M

(SD)
n M

(SD)
n M

(SD)
ADHD 240 1.15

(0.44)
641 1.21

(0.38)
881 1.19c

(0.40)
ADHD/Psych 104 1.05

(0.41)
289 1.16

(0.41)
393 1.13bc

(0.41)
LD 67 1.05

(0.41)
270 1.06

(0.39)
337 1.06b

(0.40)
Psych 35 1.09

(0.39)
225 1.12

(0.41)
260 1.11bc

(0.41)
LD/ADHD 66 1.18

(0.46)
157 1.20

(0.40)
223 1.20c

(0.42)
LD/Psych 23 0.98

(0.34)
55 1.11

(0.40)
78 1.07abc

(0.38)
LD/ADHD/Psych 13 0.83

(0.26)
42 0.89

(0.36)
55 0.88a

(0.34)
Average 548 1.10

(0.43)
1679 1.15*

(0.40)
2227 1.14

(0.41)
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Table 3

Percentage of Tests Completed Within Increments of Test Time Allotted When Granted 50% Extended Time

Disability Year Standard % 1-25% 26-50% >50%

LD Underclassmen 47.76 16.42 14.93 20.90
 Upperclassmen 47.78 19.63 16.67 15.93
 Total 47.77 18.99 16.32 16.91
ADHD Underclassmen 35.42 16.25 20.83 27.50
 Upperclassmen 30.58 16.07 26.99 26.37
 Total 31.90 16.12 25.31 26.67
Psych Underclassmen 34.29 40.00 11.43 14.29
 Upperclassmen 36.89 21.33 21.78 20.00
 Total 36.54 23.85 20.38 19.23
LD/ADHD Underclassmen 36.36 13.64 22.73 27.27
 Upperclassmen 31.85 18.47 24.84 24.84
 Total 33.18 17.04 24.22 25.56
LD/Psych Underclassmen 56.52 17.39 17.39 8.70
 Upperclassmen 40.00 18.18 21.82 20.00
 Total 44.87 17.95 20.51 16.67
ADHD/Psych Underclassmen 42.31 18.27 19.23 20.19
 Upperclassmen 35.64 15.92 23.18 25.26
 Total 37.40 16.54 22.14 23.92
LD/ADHD/Psych Underclassmen 84.62 0.00 15.38 0.00
 Upperclassmen 61.90 16.67 19.05 2.38
 Total 67.27 12.73 18.18 1.82
Total Underclassmen 40.33 17.52 19.16 22.99
 Upperclassmen 36.27 17.63 23.41 22.69
 Total 37.27 17.60 22.36 22.77

Note. ADHD = Attention-Deficit/Hyperactivity Disorder, Psych = Psychiatric Disorder, LD = Learning 
Disability.
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used was 14%, a finding consistent with that of Sokal 
and Vermette (17%; 2017), as well as with analogue 
studies investigating the time required for SWDs to 
access a similar number of items as controls (4-14%, 
Cahalan-Latuisis et al., 2006; 14%, Spenceley et al., 
2020). The findings also aligned with previous stud-
ies (Holmes & Silvestri, 2019; Spenceley & Wheel-
er, 2016) in that notable percentages of students used 
more than the ET allotted to them. In all, the evidence 
suggested that too much ET is often granted, students 
sometimes use more ET than they are allotted, and 
current methods for determining the amount of ET 
required to access a test are inadequate.

Additionally, no consistent pattern emerged to 
suggest a connection between disability type and 
amount of time used. First, despite some statistical-
ly significant differences in the amounts of test time 
used, the majority of effect sizes were small (Cohen, 
1992), and the only large effects occurred when com-
paring disability categories with the category with the 
lowest mean time used (i.e., LD/ADHD/Psych). Sec-
ond, a rank ordering of the disability categories by the 
mean amount of time used suggested no discernable 
pattern. When ranked from most to least time used 
when granted 50% ET, ADHD was associated with 
the first, second, and third positions (i.e., LD/ADHD, 
ADHD, ADHD/Psych); however, it was also associ-
ated with the least time used (i.e., LD/ADHD/Psych). 
Third, within each disability category, the range of 
time used was quite large. For tests taken with 50% 
ET, the percentage of time used ranged from an aver-
age low of 20% of standard time to an average high 
of over double time (104%). 

The large range of ET used was further evident in 
the findings conducted using ET as a categorical vari-
able. In the results, it was common for tests taken with 
ET to be completed within the standard time or with 
only a fraction of allotted ET. Of all tests taken with 
50% ET, 37% were completed within standard time, 
and 55% were completed within 25% ET. Previous 
investigations have revealed similar findings, though 
often demonstrating need for even less ET (Holmes & 
Silvestri, 2019; Spenceley & Wheeler, 2016). 

Finally, previous research has found that upper-
classmen generally use more time on tests than un-
derclassmen (Sokal & Vermette, 2017). The findings 
in the present study revealed the same pattern, though 
the effect size was small and unconvincing (d = .12). 
As a result, it remains unclear if year in school is as-
sociated with increasing exam difficulty and there-
fore need for more ET, as speculated by Sokal and 
Vermette.

Extended Time Used by Students with Comorbid 
Disorders

The findings suggested that individuals with 
multiple non-apparent disabilities generally do not 
require greater amounts of ET than individuals with 
single disabilities. When ranking categories by ET 
used from most to least, comorbid presentations were 
ranked one, three, five, and seven. To the authors’ 
knowledge, no previous studies have investigated the 
impact of multiple non-apparent conditions on the use 
of ET; however, individuals with multiple disabilities, 
including comorbid manifestations of cognitive, psy-
chological, physical, visual, and medical conditions, 
used the most time when granted 100% ET in one 
previous study (Spenceley & Wheeler, 2016), though 
they also required less than standard time when grant-
ed 50% ET. 

Limitations
The study findings must be considered with-

in the context of several limitations. First, whereas 
the overall sample size was large, it was drawn from 
tests administered during one semester at a single, 
large university, limiting generalizability. Second, the 
numbers of students comprising the LD/Psych and 
LD/ADHD/Psych groups were relatively small (es-
timated n ≥ 17 and 14, respectively), and associated 
findings should be interpreted with caution. For ex-
ample, the mean time used for tests administered with 
50% ET was surprisingly low for the LD/ADHD/
Psych group, an anomaly potentially due to the small 
sample size. Third, tests were not limited to a specific 
subject or response format, precluding specific rec-
ommendations related to those variables. Fourth, all 
tests were administered with ET in a reduced distrac-
tion environment (rooms with ≤ 8 students) or private 
room. As a result, the effects of an alternative testing 
environment on use of ET could not be uncoupled. 
Finally, the investigation did not incorporate a control 
group, preventing comparisons with tests taken under 
standard conditions. 

Implications and Recommendations
Appropriateness of the ET Durations Provided

In the current study, the amounts of ET granted 
often seemed to have little relation to the amounts of 
ET students actually needed to access tests. Historical-
ly, there has been little empirical evidence to inform 
how much ET would allow SWDs to attempt a sim-
ilar number of items as students without disabilities, 
a scenario that would suggest equal access. Though 
the number of items attempted by students without 
disabilities on these tests were not determined, 55% 
of the tests in this study were completed within 25% 
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ET, indicating access to the entirety of the test. As 
such, the findings suggest that a smaller amount of 
ET, such as 25%, would be sufficient for full access 
on most tests taken by students with non-apparent 
disabilities in the absence of a clearly severe con-
dition. These findings converge with those of other 
studies which have concluded that 25% ET would 
provide equal access for all test-takers, including ET 
investigations of reading comprehension and college 
LD (Lewandowski, Cohen, & Lovett, 2013); the SAT 
and high school LD and ADHD (Cahalan-Laitusis et 
al., 2006); and course tests and college LD, ADHD, 
and Psych (Holmes & Silvestri, 2019; Spenceley 
& Wheeler, 2016). As a result, offices of disability 
services have accumulating research to support the 
use of 25% ET as an evidence-based practice when 
deemed appropriate. Recognizing that 25% ET is suf-
ficient in a large portion of cases, DSPs could also 
consider tracking ET duration use and working with 
students to systematically reduce reliance on unnec-
essary ET (Slaughter et al., 2020). For instance, Sokal 
and Vermette (2017) recommended that DSPs meet 
annually with students to reevaluate the need for ET. 

The Role of Disability Type When Determining ET 
Need

The findings indicated that, in the absence of 
more informative data, it would be ill-advised to 
use a diagnostic label—or the number of diagnostic 
labels—to estimate the amount of ET an individual 
might require for equal access to a test. As noted in 
the DSM-5, “impairments, abilities, and disabilities 
vary widely within each diagnostic category” (APA, 
2013, p. 25). It is for these reasons that ADA regula-
tions require that accommodation requests be consid-
ered on a case-by-case basis (Nondiscrimination on 
the basis of disability by state and local governments, 
2016). It is notable that there have been recommend-
ed practices proposed that associate a diagnosis with 
an automatic ET accommodation (see Colker et al., 
2015). The findings suggest that a diagnosis itself is 
insufficient to substantiate a need for ET or inform 
a needed ET duration. As a result, accommodations 
should be determined via a case-by-case analysis of 
the severity of an individual’s limitations and interac-
tions with the non-essential demands of the test. 

DSPs should follow recommended practices for 
determining ET duration, which include evaluation 
of measures of academic fluency (e.g., timed tests of 
reading comprehension), consideration of the rate of 
completion of other academic tasks, and consultation 
with those who have observed the student’s test-tak-
ing behavior (Lovett & Lewandowski, 2015). The 
amounts of ET granted to SWDs likely would have 

greater precision if more emphasis was placed on ev-
idence of impairment relative to most people in the 
general population than on diagnoses, which are fre-
quently based on symptoms in the absence of impair-
ment (e.g., Sparks & Lovett, 2013; Weis et al., 2019). 

Use of ET in First-Year Students
The finding that only three percent of tests taken 

with ET were taken by first-year students (based on 
credits earned) was striking. A number of benign 
factors could account for this finding. For example, 
some students begin their postsecondary education 
having already earned some college credits. Because 
the classification was based on credits earned, some 
portion of students in their first year on campus may 
have been classified as second-year students. Addi-
tionally, it could be that first-year students simply 
take fewer tests than other students, the test formats 
are less complex (e.g., multiple choice versus a com-
bination of multiple choice, application, and con-
structed response), or instructors of first-year courses 
are more lenient with the time allotted for tests. 

It is also possible, however, that factors signifi-
cant to DSPs played a role. First-year students eligible 
for disability services may have a lack of knowledge 
regarding how to access services, perceive a hos-
tile campus climate, or have a desire to be free of 
the disability label, all of which have been found in 
previous studies (Lightner et al., 2012; Slaughter et 
al., 2020). Each of these would be concerning and 
relevant to DSPs. In all, the findings suggest the 
possibility that first-year students may under-utilize 
disability services. Given that appropriate supports 
and accommodations have been shown to be related 
to postsecondary academic success for SWDs (Light-
ner et al., 2012), DSPs are encouraged to employ 
proactive outreach to first-year students and increase 
collaboration between secondary transition teams and 
postsecondary institutions.

Further Study
The findings suggested several areas for future 

research. First, it would be informative to investigate 
how students are using ET. For example, students 
with ADHD have been found to be similar in test-tak-
ing speed when compared to those without disabili-
ties in analogue studies (Lewandowski, Gathje, et al., 
2013), yet ADHD was the disability most frequently 
associated with ET use in the current study. It is pos-
sible that—given the real stakes of the tests in the cur-
rent study—students delayed leaving to wrestle with 
indecisiveness, check work, or hope that some an-
swers might come to them even though they had re-
sponded to all test items. Such occurrences would be 
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unlikely in analogue studies. It remains unclear, then, 
how the time was being used and whether it was nec-
essary or beneficial. Second, research suggests that 
faculty generally are willing to provide accommoda-
tions (Murray et al., 2008); however, the frequency 
that they consider constructs such as test-taking speed 
when developing tests has not been evaluated, nor has 
the degree to which they perceive accommodations as 
compromising assessment of those constructs. Third, 
future similar studies are encouraged to investigate 
the number of SWDs who decline to use their ET, 
instead taking tests with classmates. Fourth, findings 
revealed that a substantial number of tests were com-
pleted after the granted ET expired. This finding is 
consistent with those of previous studies (Holmes & 
Silvestre, 2019; Spenceley & Wheeler, 2016), sug-
gesting the occurrence may not be unusual. Further 
investigation into the frequency, causes, and ramifi-
cations of allowing students more ET than they are 
granted is needed. Fifth, further investigation into 
why only three percent of tests administered with ET 
were taken by first year students would be useful. 
Finally, ET will likely remain a frequently used ac-
commodation for the foreseeable future. The extant 
research on predictors of ET need is meager (Ofiesh, 
2000; Ofiesh et al., 2005), and studies are needed to 
identify additional variables and methods to enhance 
ability to predict how much ET is needed to provide 
equal access for SWDs. 
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Abstract

This study examined how female students negotiate the experience of college while living with an invis-
ible chronic illness. Four research questions were explored. Quantitative data, through the use of online 
surveys, were collected from 105 female students living with a chronic illness enrolled at a medium-sized 
university in the Southwestern U.S. Results indicated that the majority of participants view their illness as a 
serious condition that has impacted their life. The majority of respondents reported that they feel capable of 
completing college, obtaining a job, and view themselves as a person of worth; however, nearly all respon-
dents reported they have avoided social situations in college because of their chronic illness. The majority 
of participants indicated they accept their chronic illness diagnosis and about half reported that they engage 
in healthy coping behaviors. We discuss implications of the findings for administrators and disability sup-
port services and suggest additional research.  

Keywords: chronic illness, disability, higher education, females

Chronic illnesses such as multiple sclerosis, lupus, 
endometriosis, fibromyalgia, and many more have 
the potential to disrupt an individual’s sense of self, 
construction of self, and role performance, especially 
while attending college (Dennison et al., 2011; Wer-
ner et al., 2004). More importantly, many of the symp-
toms of chronic illnesses follow a relapsing-remitting 
pattern and are not always easily apparent to others. 
Some hidden symptoms and less visible symptoms 
of chronic illnesses include chronic pain, fatigue, in-
flammation, bowel and bladder disturbances, and 
limitations in mobility, just to name a few (Vassilev et 
al., 2014). Unfortunately, stigma often derives from 
issues of legitimacy related to the visibility of chronic 
disease symptoms because the symptoms might not 
be discernible to others (Green et al., 2005). When 
symptoms cannot be seen, relatives, friends, employ-
ers, and colleagues are unlikely to understand the se-
riousness of the illness and how it impacts the life of 
the person. Even worse, once individuals finally de-
cide to disclose their chronic illness to those outside 
of their family, they are often not believed by others 
(Vickers, 2017), and some individuals have reported 
that others have accused them of faking or making up 
their illness to avoid obligations or gain special ad-

vantages (Green, et al., 2005). Lack of disclosure and 
efforts to conceal their disability status often result in 
increased anxiety within this population, which can, 
in turn, exacerbate chronic illness symptoms (Adams 
& Proctor, 2010; Livneh et al., 2001; Vickers, 2017). 

The process of psychosocial adjustment to college 
as a female with a hidden chronic illness involves 
many factors such as stigma management, disclo-
sure, coping strategies, social support, and identity 
reconstruction (Davis, 2006). Women, more often 
than men, face stigma, shame, blame, and credibility 
issues when disclosing their invisible chronic illness 
within various institutions (Werner et al., 2004). This 
study examines how female students in higher educa-
tion negotiate the experience of college while living 
with a hidden chronic illness. More specifically, this 
study provides knowledge and insight about a unique 
population and the way this population navigates and 
experiences the reality of living with a hidden chronic 
illness while attending college. 

Four research questions are explored in this 
study: How do female students feel about their 
chronic illness in general? How has the identity of 
female students living with an invisible chronic ill-
ness been impacted by attending college? How do fe-
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male students with an invisible chronic illness adjust 
to college and cope with their chronic illness? How 
do female college students with an invisible chron-
ic illness perceive the effectiveness of accommoda-
tions provided by individual instructors, Disability 
Support Services (DSS), and the university overall? 
Data, using self-report surveys, were collected from 
female college students located at a medium-sized 
(approximately 16,000 students) state university in 
the Southwestern U.S. who are living with a hidden 
chronic illness. The survey used in this study collect-
ed data concerning each respondent’s attitudes and 
perceptions toward their experiences and identity as 
a female college student living with a hidden chronic 
illness, as well as their attitudes towards feeling in-
cluded in day-to-day college life, whether or not they 
perceive that they have equal access to programs at 
their university, and their attitudes and perceptions 
towards social acceptance. 

Related Literature

Hidden Chronic Illness in Higher Education 
Students with chronic health problems are enter-

ing universities at numbers higher than ever before, 
and they face a number of unique challenges in the 
university (Korbel et al., 2011; Peña, 2014; Wodka 
& Barakat, 2006). Royster and Marshall (2008) con-
tend that “the nation’s colleges and universities have 
yet to recognize the significance of this development 
and its implications for traditional faculty-student 
relationships, student support services, and the strict 
time structures that frame college life” (p. 120). Ad-
ditionally, numerous studies have found that increas-
es in stress contribute to increases in chronic illness 
symptoms and severity, as well as impaired immune 
system functioning (Matheny et al., 2005; Rawson 
et al., 1994; Vassilev et al., 2014). Transitioning to 
college includes many stressors. However, students 
with a chronic illness often face additional challeng-
es during college, which might include attending 
numerous medical appointments, ongoing illness 
management, exacerbation of illness symptoms, and 
issues related to autonomy, all of which contribute 
to problems of attrition (Adams & Proctor, 2010; 
Moore, 2012; Wodka & Barakat, 2007). It is unset-
tling, to say the least, that many students, despite ex-
hibiting outstanding academic abilities, end up with 
an academic history of incompletes, withdrawals, and 
failing grades because the structure of higher educa-
tion has fallen short in providing an accessible envi-
ronment for students with chronic illness (Royster & 
Marshall, 2008). 

Due to the ableistic structure of higher education, 
students with chronic illness can be a source of frus-
tration for instructors (Evans et al., 2017). This frus-
tration partly comes from the fact that instructors are 
often faced with students of varying learning needs 
coupled with limited resources (Evans et al. 2017). 
Even though “students with disabilities must identify 
their own needs before colleges and universities will 
provide accommodations” (Adams & Proctor, 2010, 
p. 177), it is common for students with a chronic ill-
ness not to self-identify as having a disability because 
they do not view their chronic illness as a disabili-
ty (Royster & Marshall, 2008). Additionally, due to 
the unpredictability of chronic illness symptoms, 
accommodations are unique to each student and re-
quire continuous adaptation, adjustment, negotiation, 
and arrangement in order to appropriately meet the 
needs of students with a chronic illness (Royster & 
Marshall, 2008). Adams and Proctor (2010) discov-
ered that students who experienced a high degree of 
self-advocacy skills were found to be more success-
ful in adapting to college life, which highlights the 
importance of self-advocacy skills for this population 
within higher education settings. However, the real-
ity is that students with a chronic illness often lack 
self-advocacy skills, as well as the knowledge of how 
to address their chronic illness needs in a higher edu-
cation environment (Royster & Marshall, 2008).  

Women Living with Chronic Illness
Women are known to be affected by invisible 

chronic illness at higher rates than men (Åsbring & 
Närvänen, 2002; Werth et al., 2018). Women with 
invisible chronic illness constantly face judgment 
and questioning about whether or not their illness 
is legitimate or imaginary (Repetto et al., 2012.) In 
addition, women are repeatedly given a psychiatric 
label, which is now the modern form of female hys-
teria (Werner et al., 2004; Vickers, 1997). Research 
has indicated that women face stigma, shame, blame, 
and credibility issues when disclosing their invisible 
chronic illness within various institutions (Werner 
et al., 2004). Important to note, Clark pointed out in 
2006 that women of color with invisible disabilities 
and chronic illnesses in higher education have yet to 
be studied. In most of the research on this topic, the 
majority of participants have been middle-class white 
women (Clark, 2006). This is troubling because Afri-
can American women are affected by Lupus at higher 
rates than any other female ethnic group (Rosales and 
Person, 2003).

Women in patriarchal society are often viewed 
as “caretaker” and not “cared for” (Mintz, 2007). “In 
a culture that privileges only the white, male ‘able’ 
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body as the ‘neutral’ and normative self, disability 
is both an emphatically particular embodied reality 
and a trope for disenfranchisement” (Mintz, 2007, 
p. 39). The study of disabilities has examined how 
some individuals with disabilities reclaim, redefine, 
and/or reframe their identity outside of the dominant 
paradigm of ableism (Clark, 2006). “What one un-
derstands of disability, femaleness, and identity is 
continually being unraveled and unwoven” (Mintz, 
2007, p. 44). For those living with a chronic illness 
that is episodic or progressive in nature, identity and 
the ability to self-identify as disabled may need to be 
reworked repeatedly as symptoms emerge (Mintz, 
2007; Davis, 2006).

Separation, as a component of felt stigma, occurs 
when individuals encounter numerous negative reac-
tions from others which can result in depression and 
negative perceptions of the self (Evans et al., 2017; 
Green et. al., 2005). Green et. al. (2005) revealed that 
individuals with disabilities report losing their own 
sense of worth, sense of identity, and sense of being 
a whole person, all of which can lead to social isola-
tion. “If the self we see reflected in the eyes of others 
is devalued, there is little incentive for social inter-
action” (Green et. al. 2005, p. 210). Individuals with 
an invisible chronic illness actively attempt to man-
age felt stigma, either through rejection of a disabled 
identity or by embracing a disabled identity (Evans et 
al. 2017). For example, Riddell and Weedon (2014) 
found that some individuals with disabilities are be-
ginning to embrace the political category of disability 
by lessening the negative image of disability and by 
focusing on ability and difference rather than disabili-
ty and normalcy that comes from socially constructed 
environments.

Chronic Illness as a Continual Disruptive Event 
As a founder in the field of chronic illness, Bury 

(1982) noted that constantly changing symptoms and 
life circumstances require constant adjustments on 
behalf of the person with a chronic illness and as such, 
the process of adjustment will be ongoing and chang-
ing. Additionally, there are disruptions in the every-
day taken-for-granted assumptions in the individual’s 
plans for the future and a newly, ever-present, casted 
shadow of anxiety and uncertainty. Bury contended 
that these disruptions are crucial for sociologists to 
understand because they are powerful enough that “a 
fundamental re-thinking of the person’s biography 
and self-concept is involved” (p. 169). Indeed, Bury’s 
work on the chronic illness experience  “suggests that 
the assault on identity for many people when they are 
unable to perform as usual can be profound” (Dyck & 
Jongbloed, 2000, p. 342).

The British Social Model of Disability
The British Social Model of Disability provides 

a perspective that is helpful to institutional organiza-
tions in understanding individuals with disabilities 
as well as individuals with invisible chronic illness. 
Invisible chronic illnesses meet criteria for disability 
defined by the United Nations, which suggests that 
a disabled persons’ ability to carry out daily living 
activities results in multiple hindrances to their fi-
nancial and social circumstances (Jung, 2002); thus, 
the Social Model of Disability is an appropriate per-
spective to use in current understandings of invisible 
chronic illness. The Social Model of Disability posits 
that social structures fail to properly accommodate 
disabled individuals, which leads to oppressing this 
population (Clark, 2006; Olkin, 2002). Society large-
ly views health and illness as a responsibility of the 
individual which should be managed through proper 
lifestyle choices (Vickers, 2017). Olkin (2002) out-
lines the importance for wider society to utilize this 
model and warns that it is imperative that society 
adopts the social model or else persons with disabili-
ties will continue to be disadvantaged. 

Structural conditions, such as the fact that higher 
education has been restructured to align more with a 
neoliberal agenda, has resulted in a system that values 
product over people (Jung, 2002). Current declines 
in economic conditions have resulted in a decline 
in the amount of funding and resources in disabili-
ty services (Riddell & Weedon, 2014). By ignoring 
structural factors that oppress, separate, and hinder 
individuals with disabilities by fully participating in 
society, the focus remains on the individual as being 
defective (Clark, 2006). 

Invisibility
 Visibility of chronic illness poses unique chal-

lenges for students whose impairments are not readily 
visible when compared to students with visible im-
pairments (Clark, 2006). Research should distinguish 
between the two because students with hidden or less 
visible impairments are likely to have vastly differ-
ent experiences in higher education settings than stu-
dents with impairments that are easily seen by others 
(Green, et al., 2005). People with invisible disabilities 
do not report experiencing pity and awkwardness in 
social interactions, but instead report higher levels of 
blame and separation due to misunderstandings and 
stigmas resulting in a variety of individual outcomes 
(Martz, 2003). Once a negative label from society is 
placed upon an individual, it is likely that the individ-
ual will experience additional hindrances that will in-
terfere with their complete integration and acceptance 
into society, as well as interfere with the achievement 
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of the individuals’ personal goals, such as acquiring a 
college degree (Seo & Chen, 2009). 

The choice to conceal or disclose their disability 
status depends on weighing the costs and benefits of 
self-disclosing (Riddell & Weedon, 2014). A positive 
aspect of disclosing their disability status within the 
university is that the university can usually ensure 
students receive accommodations (Adams & Proctor, 
2010; Vickers, 1997). Despite the advantages of dis-
closing their disability status, students often choose 
to hide their status and aim to pass as normal in an 
attempt to avoid stigma and discrimination (Åsbring 
& Närvänen, 2002; Moore, 2012; Riddell & Weedon, 
2014; Vickers, 1997). There might be little motiva-
tion to disclose a chronic illness if others will not be-
lieve the illness or if the illness is highly stigmatized. 
Indeed, students report experiencing suspicion and 
lack of confidence from instructors after choosing to 
disclose their status (Riddell & Weedon, 2014) and 
choosing to disclose can be described as “damned if 
you do, damned if you don’t” (Moore, 2012, p. 208).

 Often, in terms of deadline extensions and dis-
ability related absence accommodations, Disability 
Support Services offices leave these decisions up to 
the discretion of the instructor. Many students with 
a hidden chronic illness report being told by pro-
fessors that they could not receive disability-related 
accommodations because this would not be fair to 
the other students (Jung, 2002). Due to strict atten-
dance policies, cumulative absences will eventually 
force students to self-disclose their invisible chronic 
illness. Additionally, some illnesses may lead oth-
ers to doubt a legitimate need for accommodations 
that may require frequent absences from class during 
acute episodes or exacerbations. Furthermore, stu-
dents may then be reluctant to self-identify and re-
quest accommodations from faculty who may not see 
any obvious impairment” (Korbel et al., 2011, p. 19). 
Students might also be reluctant to disclose for fear of 
discrimination and fear that future employment pros-
pects within the field of their studies will be impact-
ed (Riddell & Weedon, 2014). For some individuals, 
choosing not to disclose is the most rational choice in 
a situation (Matthews, 2009). 

It is important to note that one of the authors of 
this study is a current female college student living 
with hidden invisible illnesses. The author entered 
college with major depressive disorder, generalized 
anxiety disorder, and post-traumatic stress disorder. 
However, in the course of her college experience, she 
began to experience physical symptoms that first led 
to a misdiagnosis of multiple sclerosis then later to 
a diagnosis of fibromyalgia. The author approach-
es this research using her own personal experience 

while also recognizing that no two individual experi-
ences are ever the same. 

Data and Methods

Quantitative data, using self-report surveys, were 
collected from female college students living with 
a hidden chronic illness who were located at a state 
university in the Southwestern U.S. This study was 
approved as exempt by the university’s Institutional 
Review Board.

The online survey collected demographic infor-
mation about the participants, which included each 
participant’s age, race, sex, ethnicity, socioeconom-
ic status, marital status, and the number of years the 
participant has attended college. The sample includes 
both undergraduate and graduate female students 
who were, at the time of the study, enrolled at the uni-
versity. A recruitment email was sent to all registered 
students at the university (at the time approximately 
15,500 students), which included a full description of 
the study, as well as a URL link that students could 
click if they chose to complete the voluntary online 
anonymous survey. After the recruitment process 
was complete, participants had a one-month period 
to complete the survey. A total of 118 responses were 
obtained. After examination of the responses, the in-
complete surveys were discarded, leaving 105 com-
pleted surveys, which were chosen for analysis. 

The survey used in this study collected data con-
cerning each respondent’s (a) attitudes toward and 
perceptions of their experiences and identity as a 
female college student living with a hidden chronic 
illness, (b) attitudes toward feeling included in day-
to-day college life, (c) whether or not they perceive 
that they have equal access to programs at their Uni-
versity, and (d) their attitudes and perceptions towards 
social acceptance. Each item used a five-point Likert 
scale format. The survey used in this study contains a 
total of 72 questions and was pilot tested with a panel 
of three individuals before distribution. These three 
individuals were current or former graduate students 
who are living with a chronic illness. Items were re-
vised for clarity as needed based on a review of the 
pilot test. A substantial number of the items came 
from previously validated instruments. Specifically, 
24 of the 72 items came from previously validated 
instruments.

To measure participants’ coping and adjustment 
strategies, survey items 1-5 and 21 were drawn from 
COPE, which is a questionnaire developed to assess 
the different ways individuals respond to and man-
age stress (Carver et al., 1989). Additionally, items 
8-9, 33, 35-36, which pertain to self-management of 
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chronic illness, were drawn from The Chronic Illness 
Resources Survey (Glasgow et al., 2000). In order to 
examine the impact chronic illness has on the identity 
of each participant, survey items 10-20 and 24 were 
taken from the Revised Illness Perception Question-
naire (Moss-Morris et al., 2002) and items 26 and 29 
were taken from Rosenberg’s (1965) Self- Esteem 
Scale. The remaining items were created for the pur-
poses of this survey.  

Data analysis was completed with SPSS 25. Fre-
quency distributions and contingency tables were 
used to examine trends and patterns in the respons-
es and to address the research questions. To ensure 
accurate interpretations of the data, participants who 
had not registered with DSS (76 cases) were excluded 
from the data analysis that involved questions about 
DSS services. Additionally, participants who had not 
requested accommodations from individual instruc-
tors (58 cases) were also excluded from the data anal-
ysis concerning instructor accommodations. 

Results

The most frequently reported chronic illnesses, 
depicted in Table 1, were chronic migraines (24.8%), 
asthma (18.1%), and irritable bowel syndrome 
(17.1%), which is similar to the general population 
(Beatty, 2018). General demographic information on 
the participants can be found in Table 2. Table 3 shows 
that a total of 39% of participants reported that their 
illness was progressive, 26.7% indicated that their ill-
ness was not progressive, and 34.3% were not sure. 
At the time the survey was completed, 85.7% of par-
ticipants indicated that their chronic illness does fol-
low a relapsing-remitting pattern. The length of time 
participants had been diagnosed with their chronic ill-
ness or illnesses varied, with 29.5% responding that 
they had been diagnosed for less than 1 to 3 years and 
22.9% responding that they had been diagnosed for 
four to seven years.  

This study also examined the relationship be-
tween age and whether participants believe that they 
are capable of completing college and holding down a 
job. As shown in Table 4, while the sample is skewed 
toward younger years, the majority agreed or strong-
ly agreed that they have adapted to college. Somers 
D showed (.013; p >.05) no statistically significant 
relationship between age and the perception of ability 
to complete college and hold a job. Given the skew 
of the sample, it is harder to draw firm conclusions 
about the relationship between age and adaptation to 
college. Additionally, we examined the relationship 
between time since diagnosis and respondents’ be-
lief that they are capable of completing college and 

holding a job, as shown in Table 5. The findings in-
dicate that those who have had their diagnosis for the 
longest periods of time tend to agree that they have 
adapted the best to college and seem more likely to 
strongly agree (4-7 years and more than 12 years). 
However, Somers D indicated (-.08; p>.05) no sta-
tistically significant relationship between the number 
of years since diagnoses and belief in capability of 
completing college and holding a job.

Research Question 1
Survey results that pertain to the first research 

question are summarized in Table 6. This question 
asked how female students feel about their chronic 
illness in general. The vast majority of participants 
viewed their chronic illness as a serious condition 
(67.7% agreed or strongly agreed) and the vast ma-
jority also reported that their chronic illness has had a 
strong impact on their life (92.7%). Additionally, the 
results also indicate that the majority of participants 
have faced serious financial consequences because of 
their illness (68.5%). Respondents reported that their 
illness has had other negative effects on them as well, 
including depression (53.3%), anger (52.3%), fear 
(50.4%), and anxiety (72.4%). In terms of accepting 
their chronic illness, most had come to some degree 
of acceptance of their condition, with 68.6% of sur-
vey participants agreeing or strongly agreeing with 
the statement, “I accept my illness diagnosis and that 
it can’t be changed,” and 75.3% agreed or strongly 
agreed with the statement, “I am used to the idea that 
I have a chronic illness.” Taken together, the findings 
for this question suggest that most female college 
students living with an invisible chronic illness view 
and accept that their illness is a serious condition that 
has negatively impacted their finances and emotional 
well-being. 

Research Question 2
Research Question 2 asked how the identity of the 

respondents as persons with an invisible chronic illness 
has been impacted by attending college. The findings 
in Table 7 indicate that close to a third (31.4 %) of the 
respondents reported that they have spent a moder-
ate or large amount of time grieving the person they 
were before their illness. Nearly two thirds (64.8%) of 
participants reported that they either agreed or strong-
ly agreed that they often view their body as a barrier, 
which is known to impact one’s identity.

For the purposes of this study, identity is defined 
as the set of meanings associated with the self (Burke 
& Stets, 2000). Disability identity is defined as both 
an individual and social phenomenon, which is known 
to change based on the context of the sociocultural 
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Table 1

Most Commonly Reported Types of Chronic Illness(es) of Participants

Type of Chronic Illness N Percentage

Chronic Migraines 25 23.8
Asthma 19 18.1
IBS 17 16.2
Endometriosis 16 15.2
Fibromyalgia 16 15.2
Hashimoto's Thyroiditis 15 14.3
Arthritis 13 12.4
Chronic Fatigue Syndrome 10   9.5
Diabetes   8   7.6
Rheumatoid Arthritis   8   7.6
Ulcerative Colitis   7   6.7
Unknown Differing Diagnosis   7   6.7
Cancer   7   6.7
Mold Sensitivity   4   3.8
Crohn's   4   3.8
PCOS   4   3.8
Celiac   4   3.8
Complex Regional Pain Syndrome   4   3.8
Multiple Sclerosis   3   2.9
Hypoglycemia   3   2.9
Lyme Disease   3   2.9

Note. N=105.
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Note. N=105.

Table 2

Characteristics of Participants

Item N Percentage

Age Group
17-21 22 20.9
22-26 34 32.4 
27-31 10   9.5 
32-36 14 13.3  
37-41   8   7.6  
42-51 10   9.5  
52-66   4   3.8  
67+   3   2.9  

Ethnicity  
White 75 71.4  
Hispanic or Latino 15 14.3 
African American 10   9.5  
American Indian or Alaska Native   4   3.8  
Asian   1   1.0  

Type of Employment
Full time 34 32.4  
Part time 39 37.1  
Unemployed 32 30.5  

Length of time as a student at this 
university

1-2 semesters 42 40.0  
3 semesters to 1.5 years 28 26.7  
2-3.5 years 23 22.0  
4-5 years   8   7.6  
6+ years   4   3.8  

Highest Level of Education
High school or GED 30 28.6  
Associates Degree 24 22.9  
Bachelor’s Degree 36 34.3  
Master’s Degree 14 13.3  
Doctoral Degree   1   1.0
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Table 3

Information About Participants' Illness

Item N Percentage

Years diagnosed with illness                                                                                                                                           
1-3 years 31 29.5
4-7 years 24 22.9  
8-11 years 19 18.1  
12+ years 31 29.5 
Is your chronic illness progressive?
Yes 41 39.0  
No 28 26.7  
I don’t know 36 34.3  
Does your illness follow a relaps-
ing-remitting pattern?
Yes 90 85.7  
No 13 12.4  
I don’t know   2   1.9  

Note. N=105.
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Table 4

Age and Self-Reported Level of Adaptation to College

I am Capable of Completing College and Holding a Job
Age Strongly 

Disagree
Disagree Neutral Agree Strongly 

Agree
Total

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

17-21 (1)
4.5

(2)
9.1

(2)
9.1

(6)
27.3

(11)
50.0

(22)
21

22-26 (8)
23.5

(4)
11.8

(6)
17.7

(16)
47.1

(34)
32.4

27-31 (1)
10.00

(1)
10.00

(1)
10.00

(3)
30.0

(4)
40.0

(10)
9.5

32-36 (1)
7.1

(1)
7.1

(8)
57.1

(4)
28.6

(14)
13.3

37-41 (2)
25.0

(4)
50.0

(2)
25.0

(8)
7.6

42-46 (1)
16.7

(1)
16.7

(4)
66.7

(6)
5.7

47 -51 (1)
25.0

(1)
25.0

(1)
25.0

(4)
3.8

52-56 (1)
25.0

(1)
25.0

(2)
50.0

(4)
3.8

57-61 (1)
100.0

(1)
.95

62-66 (1)
100.0

(1)
100.0

67+ (1)
33.0

(1)
33.0

(1)
33.0

(3)
2.9

Note. N = 105; Somers D (-.081; p=.364).
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Table 5

Length of Time Since Diagnosis and Adaptation to College

I am Capable of Completing College and Holding a Job
Years Since 
Diagnosis

Strongly 
Disagree

Disagree Neutral Agree Strongly 
Agree

Total

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

1-3 years (1)
3.2

(5)
16.1

(6)
19.3

(9)
29.0

(10)
32.2

(31)
29.5

4-7 years (1)
4.16

(4)
16.7

(2)
8.3

(5)
20.8

(12)
50.0

(24)
22.9

8-11 years (1)
5.3

(3)
15.8

(9)
47.4

(6)
31.6

(19)
18.0

12 + years (1)
3.2

(5)
16.1

(1)
3.2

(7)
22.6

(17)
54.8

(31)
29.5

Note. N=105; Somers D (.115; p=.182).
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Note. N=105.

Table 6

How Participants Feel About Their Chronic Illness

Strongly 
Agree

Agree Neutral Disagree Strongly 
Disagree

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

My illness is a serious condition (28)
26.7

(43)
41

(23)
21.9

(8)
7.6

(3)
2.9

My illness has major consequences on my 
life

(41)
39

(50)
47.6

(7)
6.7

(6)
5.7

(1)
1

My Illness does not have much effect on my 
life

(4)
3.8

(4)
3.8

(45)
42.9

(52)
49.5

My illness has caused serious financial 
consequences

(39)
37.1

(33)
31.4

(13)
12.4

(17)
16.2

(3)
2.9

I get depressed when I think about my 
illness

(23)
21.9

(33)
31.4

(22)
21

(19)
18.1

(8)
7.6

My illness makes me feel angry (16)
15.2

(39)
37.1

(19)
18.1

(20)
19

(11)
10.5

My illness makes me feel afraid (18)
17.1

(35)
33.3

(19)
18.1

(22)
21

(11)
10.5

Having this illness makes me feel anxious (30)
28.6

(46)
43.8

(17)
16.2

(12)
11.4

(4)
3.8

I accept my illness diagnosis and that it can't 
be changed

(26)
24.8

(46)
43.8

(17)
16.2

(12)
11.4

(4)
3.8

I am used to the idea that I have a chronic 
illness

(32)
30.5

(47)
44.8

(9)
8.6

(15)
14.3

(2)
1.9

Sometimes when I think about my illness, I 
say to myself ‘this isn't real’

(5)
4.8

(28)
26.7

(10)
9.5

(30)
28.6

(32)
30.5

There is very little that can be done to im-
prove my illness

(21)
20

(37)
35.2

(23)
21.9

(17)
16.2

(7)
6.7



Barber & Williams; Invisible Chronic Illness322     

Table 7

How Has College Impacted Their Identity

A lot Medium 
Amount

Little bit Not at all

(N)
%

(N)
%

(N)
%

(N)
%

I spend time grieving the person I was 
before the onset of my illness

(12)
11.4

(24)
22.9

(30)
28.6

(39)
37.1

Strongly 
Agree

Agree Neutral Disagree Strongly 
Disagree

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

I often view my body as a barrier (28)
26.7

(40)
38.1

(23)
21.9

(13)
12.4

(1)
1.0

I have felt judged by others regarding the 
legitimacy of my symptoms

(55)
52.4

(30)
28.6

(8)
7.6

(9)
8.6

(3)
2.9

My illness strongly affects the way others 
see me

(7)
6.7

(25)
23.8

(20)
19

(28)
26.7

(25)
23.8

Despite my illness, I feel just as capable as 
the next person of completing college and 
holding a job

(45)
42.9

(30)
28.6

(9)
8.6

(17)
16.2

(4)
3.8

I feel that I am a person of worth on an equal 
plane with others

(49)
46.7

(36)
34.3

(13)
12.4

(6)
5.7

(1)
1.0

There have been occasions when I have 
avoided social situations because of my 
illness

(43)
41.0

(51)
48.6

(3)
2.9

(8)
7.6

Even though I have a chronic illness, it has 
not affected my ability to sustain close 
relationships

(23)
21.9

(36)
34.3

(10)
9.5

(27)
25.7

(9)
8.6

Note. N=105.
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environment and how that environment defines dis-
ability (Evans et al., 2017). Also known to impact 
identity is the way others view a person in terms of 
their chronic illness, in which others’ perceived feel-
ings become internalized (Evans, 2017). The process 
of identity development is fundamentally a social 
process in which “identities are formed through mir-
roring, modeling, and recognition through available 
identity resources” (Forber-Pratt et al., 2017, p. 198). 
According to social identity theory, “people prefer to 
see themselves in a positive light, which implies that 
there will be a general search for positive distinctive-
ness in their perceptions of and dealings with other 
groups” (Brown, 2020, p. 5). A key finding is that 
81% of respondents agreed or strongly agreed that 
they have felt judged by others regarding the legiti-
macy of the symptoms caused by their chronic illness. 
However, in a seeming contradiction, when asked to 
respond to the statement “My illness strongly affects 
the way others see me,” just over half (50.5%) dis-
agreed or strongly disagreed with this statement. 

The vast majority of participants (89.6%) agreed 
or strongly agreed that there have been occasions 
when they have avoided social situations because of 
their chronic illness. However, it is important to note 
that avoiding social situations on occasion because of 
a chronic illness does not necessarily mean that liv-
ing with a chronic illness prevents one from sustain-
ing close relationships with others. In fact, over half 
(56.2%) of the participants agreed or strongly agreed 
that their chronic illness has not affected their ability to 
sustain close relationships. The ability to sustain close 
relationships has the potential to impact one’s identi-
ty. Taken together, the findings in Table 7 suggest that 
having a chronic illness profoundly affects, in a num-
ber of ways, one’s identity and construction of self. 

Research Question 3
The third research question asked how female 

students with an invisible chronic illness adjust to and 
cope with their chronic illness in the new context of 
college. Findings are reported in Table 8, which shows 
that participants reported using a number of strate-
gies to adjust to college and to cope with their chron-
ic illness. Only a small percentage (7.6%) reported 
self-medicating with drugs or alcohol as a way of 
coping and instead, respondents (54.3%) were much 
more likely to report seeking out support and some-
one to talk to about how they felt. The results in Table 
8 also indicate that time management is an import-
ant consideration for students with a chronic illness. 
Almost three fourths (74.3%) of respondents agreed 
or strongly agreed with the statement, “I manage my 
time by planning ahead and prioritizing activities ac-

cording to limited energy and phases of fatigue” and 
over half (55.2%) indicated that they either spend 
“quite a bit” or “a great deal” of time arranging their 
schedule so that they could more easily do the things 
they need to get done in daily life because of their 
illness. Taken together, the findings here suggest that 
the majority of the respondents living with an invis-
ible chronic illness engage in a number of adaptive 
coping strategies such as time management, and 
seeking social support while attending college. 

Research Question 4
Research Question 4 asked how female college 

students with an invisible chronic illness perceive the 
effectiveness of accommodations provided by indi-
vidual instructors, DSS, and the university overall. 
Results for this question, presented in Table 9, reveal 
that about a quarter of respondents (24.7%) disclosed 
their illness to instructors only if necessary. In fact, 
18.1% of survey respondents reported that they have 
felt they have had to disclose their chronic illness to 
instructors when they were not comfortable doing so. 
In terms of comfort with the process of disclosing to 
instructors, a significant percentage (43.8) reported 
discomfort. Over half (56.2%) of the survey respon-
dents reported that they had not received accommo-
dations from instructors for their chronic illness. Of 
the participants who have received accommodations 
from instructors (43.8% of the sample), 58.7% agreed 
or strongly agreed that the accommodations they re-
ceived were appropriate, 56.5% agreed or strongly 
agreed that the accommodations were adequate, and 
77.1% of respondents indicated that they had never 
been denied an accommodation from an instructor. 

Over two thirds (67.3%) of respondents had not 
registered with DSS. Of those respondents who had 
registered with DSS, only about 40% (41.2%) felt 
that the process to register with DSS at this univer-
sity was easy. These respondents were also asked 
to evaluate how knowledgeable the DSS office was 
concerning chronic illnesses. Over half (52.9%) took 
a neutral position, neither agreeing or disagreeing, 
while 7.6% either agreed or strongly agreed that the 
DSS office is knowledgeable of chronic illness and 
8.6% disagreed or strongly disagreed. Almost half of 
the respondents (47.1%) were neutral concerning the 
adequacy of their accommodations provided by DSS. 
Almost a third (32.3%) agreed that accommodations 
received from DSS were appropriate, while 10.5% 
either agreed or strongly agreed and 5.7% either dis-
agreed or strongly disagreed that DSS accommoda-
tions were appropriate.   

Table 9 indicates that a large majority of the par-
ticipants reported feeling valued as a student at this 
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Table 8

How Participants Adjust to College and Cope with Their Illness

A lot Medium Little bit Not at all
(N)
%

(N)
%

(N)
%

(N)
%

I use alcohol or drugs to make myself 
feel better

(2)
1.9

(6)
5.7

(21)
20.0

(76)
72.4

I drink alcohol or take drugs in order 
to think about my illness less

(1)
1.0

(4)
3.8

(9)
8.6

(91)
86.7

When I need support, I talk to 
someone about how I feel

(11)
10.5

(46)
43.8

(26)
24.8

(22)
21.0

A great deal Quite a bit Moderate 
amount

A little Not at all

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

To what extent have you arranged 
your schedule so that you could more 
easily do the things you need to get 
done in daily life because of your 
illness

(29)
27.6

(29)
27.6

(24)
22.9

(18)
17.1

(5)
4.8

To what extent have you thought 
about or reviewed how you were 
doing in accomplishing your disease 
management goals

(25)
23.8

(26)
24.8

(22)
21.0

(27)
25.7

(5)
4.8

2X week 1X week 2X month 1X month Bi-monthly

I spend ____amount of time 
attending doctors’ appointments 
related to my chronic illness

(2)
1.9

(8)
7.6

(18)
17.1

(26)
24.8

(51)
48.6

Strongly
Agree

Agree Neutral Disagree Strongly
Disagree

I try to see my illness in a positive 
light

(18)
17.1

(39)
37.1

(28)
26.7

(13)
12.4

(7)
6.7

I learn to live with my chronic illness (39)
37.1

(55)
52.4

(8)
7.6

(2)
1.9

(1)
1.0

I manage my time by planning ahead 
and prioritizing activities 
according to limited energy and 
phases of fatigue 

(34)
32.4

(44)
41.9

(15)
14.3

(6)
5.7

(6)
5.7

Note. N=105.
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Note. N=105.

Table 9

Perceived Effectiveness of Accommodations

Always A lot of the 
time

Moderate 
amount

A little Not at all

(N)
%

(N)
%

(N)
%

(N)
%

(N)
%

This university has rules or policies 
that make it easier for me to manage 
my illness

(7)
6.7

(16)
15.2

(31)
29.5

(21)
20.0

(30)
28.6

I’ve had a flexible school schedule so 
that I could adjust to meet my needs

(13)
13.3

(32)
30.5

(19)
18.1

(21)
20.0

(19)
18.1

Strongly 
Agree

Agree Neutral Disagree Strongly 
Disagree

I feel valued as a student. (24)
22.9

(56)
53.3

(16)
15.2

(5)
4.8

(4)
3.8

I have felt pressured to take online 
courses because of my illness

(37)
35.2

(26)
24.8

(22)
21.0

(10)
9.5

(10)
9.5

My illness prevents me from being 
involved in campus activities

(13)
12.4

(21)
20.0

(32)
30.5

(26)
24.8

(13)
12.4

Having my illness makes it more 
difficult for me to make friends in 
college

(8)
7.6

(21)
20.0

(19)
18.1

(28)
26.7

(29)
26.6

I engage in efforts to hide my 
illness

(25)
23.8

(34)
32.4

(14)
13.3

(25)
23.8

(7)
6.7

The accommodations I have 
received from instructors have been 
appropriate

(8)
7.6

(19)
18.1

(75)
71.4

(1)
1.0

(1)
1.0

The accommodations I have 
received from instructors have been 
adequate

(7)
6.7

(19)
18.1

(74)
70.4

(3)
2.9

(2)
1.9

The accommodations I have 
received from DSS have been 
appropriate

(5)
4.8

(6)
5.7

(88)
83.8

(1)
1.0

(5)
4.8

The accommodations I have 
received from DSS have been 
adequate

(6)
5.7

(6)
5.7

(86)
81.9

(7)
6.7

My instructors are knowledgeable 
of chronic illness issues and 
disability-support accommodations

(10)
9.5

(24)
22.9

(50)
47.6

(11)
10.5

(10)
9.5

The DSS office is knowledgeable on 
chronic illnesses.

(5)
4.8

(3)
2.9

(88)
83.4

(7)
6.7

(2)
1.9

Frequently On Occasion Twice Once Never
Have you ever been denied an ac-
commodation from an instructor?.

(4)
3.8

(4)
3.8

(4)
3.8

(16)
15.2

(77)
73.3
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university. However, nearly half (48.6%) report-
ed that university rules or policies have not made it 
easier for them to manage their illness. Respondents 
were also asked about their ability to create a flexible 
school schedule that they could adjust to meet their 
needs. The largest single percentage (43.8%) reported 
that they always or a lot of the time had flexibility to 
do so. Over half (56.2%) of participants reported that 
they engage in concealment strategies. 

The three most common symptoms that partici-
pants listed as posing the biggest challenge to their 
success at this university included fatigue (76.2%), 
headaches (44.5%), and gastrointestinal issues 
(42.9%). Over half (60%) agreed or strongly agreed 
that they had felt pressure to take online courses as op-
posed to face-to-face courses because of their chronic 
illness, while just over half (51.5%) reported that their 
illness did not negatively impact their attendance. 
The two most commonly listed accommodations that 
are the most important to their success at this univer-
sity were absence accommodations (55.2%) and ex-
tended time to complete assignments (31.4%). Taken 
together, the findings from this question suggest that 
most female students who are living with an invisible 
chronic illness will disclose their illness to instructors 
only when absolutely necessary. Fatigue was reported 
as the symptom that poses the biggest challenge to 
the success of students with chronic illness. Addition-
ally, female students living with an invisible chronic 
illness at this university often considered requiring 
medical documentation a barrier to receiving accom-
modations, and that their most needed accommoda-
tion was absence accommodations. 

Discussion

It is clear that the majority of female students sur-
veyed feel that their chronic illness is a serious condi-
tion that has profoundly impacted their life. While the 
majority have come to terms with accepting their ill-
ness, large numbers of respondents reported that they 
continue to experience significant emotional effects, 
including anxiety, depression, anger, and fear. This 
finding is consistent with other research, which has 
also suggested that anxiety is prevalent amongst the 
chronically ill population (Adams & Proctor, 2010; 
Livneh, Martz, & Wilson, 2001; Vickers, 2017).  
Nearly all of the participants indicated that they have 
avoided social situations because of their chronic ill-
ness. Avoiding potential stigma in social situations 
could partially explain this finding because the vast 
majority of respondents reported having felt that oth-
ers often misunderstand their illness and questioned 
the legitimacy of their illness symptoms (Goffman, 

1963). The finding of  participants viewing their body 
as a barrier and spending a significant amount of time 
grieving the person they were before their illness 
onset indicates that having a chronic illness while 
attending college has the potential to profoundly 
impact one’s identity and construction of self. An en-
couraging finding was that despite their perceptions 
of being misunderstood and judged by others, most 
respondents were still able to maintain (a) a sense of 
themselves as capable of functioning effectively in 
the world and (b) positive feelings about themselves, 
both of which are consistent with social identity the-
ory’s contention that “people prefer to see themselves 
in a positive light” (Brown, 2020, p. 5). 

Coping strategies of participants revolved around 
time management, self-acceptance, reframing how 
they think about their illness, and seeking support 
from others. Time management was found to be im-
portant to the vast majority of participants due to 
fatigue and limited energy caused by their chronic ill-
ness. Significantly, over three quarters of participants 
listed fatigue as the symptom that poses the biggest 
challenge to their success at this university, which ex-
tends prior knowledge on the hidden chronic illness 
experience (Moore, 2012). The findings also indicate 
that the majority of respondents disclosed their illness 
to instructors only if necessary and a small percentage 
of respondents indicated that instructors have been 
unwilling to provide accommodations in the past. It 
was not surprising that more than any other accom-
modation, absence accommodations were reported by 
participants to be the most important to their success 
at this university. This might also partially explain the 
finding that around 60% of the survey participants 
reported that they have felt pressured to take online 
courses due to their illness. 

This study is consistent with previous research 
that finds that requiring medical documentation of a 
disability is a barrier to receiving accommodations 
(Riddell & Weedon, 2014); almost a quarter of par-
ticipants listed medical documentation as a barrier 
that they have experienced to receiving accommo-
dations. Most students did not perceive being nega-
tively judged by their peers for absences or lack of 
participation, however almost a quarter indicated that 
they had perceived negative judgement from their in-
structors due to their chronic illness. A new finding 
that should not be taken lightly was that students with 
a hidden chronic illness have actually received entire 
letter reductions in their grades due to compulsory at-
tendance policies
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Implications
The findings in this study suggest the need for 

universities to review their policies that disadvantage 
students with hidden chronic illnesses. Universities 
should take into consideration how policies disad-
vantage students with invisible illnesses by using the 
British Social Model of Disability, which can help 
shed light on the struggles faced by students living 
with an invisible chronic illness. According to this 
model, when social structures, such as university de-
partments and offices, fail to properly accommodate 
individuals with hidden chronic illnesses, they fur-
ther contribute to oppressing and disadvantaging this 
population (Clark, 2006; Evans, 2017). The findings 
in this study suggest that public universities should 
focus not only on ADA compliance, but also on in-
clusion of all marginalized students, which includes 
students with hidden illness.

The data in this study imply that higher education 
needs to find ways to encourage disclosure among 
students and faculty. Students with chronic illnesses 
may perceive that disclosure may be stigmatizing and 
would not necessarily lead to improved outcomes for 
them. The situation with disclosure may be compli-
cated by gender specific issues such as aspects of tra-
ditional gender role socialization that may discourage 
women from stepping forward and disclosing their 
illness.  In addition, racial or ethnic issues may im-
pact the willingness and comfort of female students 
in disclosing their disability status. 

The findings suggest a continued need for theory 
development that effectively develops and elaborates 
a more detailed understanding of the experiences of 
college females who are coping with a potentially 
stigmatizing chronic illness while also navigating 
the experience of higher education in an institution-
al setting that may lack the flexibility to effectively 
accommodate their needs. Additionally, a more fully 
developed theoretical understanding should incorpo-
rate an understanding of the intersectional effects of 
race, ethnicity, and gender.

 Encouraging disclosure means raising disability 
awareness and fostering positive attitudes towards 
disability. Fostering an environment that provides 
students with invisible chronic illnesses to meet other 
students in similar situations can provide “a sense of 
validation of your physical condition, of your emo-
tional feelings and perhaps some relief from isolation” 
(Moore, 2012, p. 206). Instructors can provide better 
accommodations to students when they are aware of a 
student’s hidden impairments; thus, our findings sug-
gest that educational institutions need to find ways 
to foster an environment that encourages students to 
disclose their hidden impairments (Matthews, 2009). 

Disability services offices can play a role in fostering 
greater faculty awareness of disability issues so that 
faculty are better informed and can therefore be more 
easily enlisted as advocates for students with hidden 
disabilities in need of accommodations. 

A number of colleges and universities have pro-
grams in place that may be helpful for disability of-
fices to consider implementing. Marist College in 
Poughkeepsie, New York has a specific program in 
their disability support office that helps to prepare 
students to discuss their accommodation needs with 
professors (Understood For All Inc, 2020). The Uni-
versity of Michigan’s disability support office created 
“Campus Mind Works,” which is an online resource 
where students who are diagnosed with an ongoing 
mental health disorder can get information about 
managing their illness as well as how to get the most 
out of their college experience (University of Mich-
igan, 2020). Additionally, the University of Mich-
igan’s disability support office has a separate and 
specific registration process for students with chronic 
health conditions. 

The findings in this study suggest that university 
policies regarding absences should be examined and 
revised when it is determined that these policies may 
be disadvantaging students with hidden chronic ill-
ness. The finding that a small percentage of partici-
pants have experienced reductions in their grades as 
a result of missing class due to their chronic illness 
should not be taken lightly. This finding was com-
pounded by the fact that more than any other accom-
modation, absence accommodations were reported by 
participants to be the most important to their success 
as students. The findings in this study suggest that it 
may be challenging for students with hidden chronic 
illnesses to succeed in environments that implement 
compulsory attendance policies. Colleges and univer-
sities should review and revise policies of this nature 
that are a hindrance to students with hidden chronic 
illness. Additionally, the finding that over a quarter of 
participants listed medical documentation as a barrier 
to receiving accommodations means that this needs 
to be addressed by DSS offices as well. 

Limitations and Future Research
It is crucial that future research continues to fur-

ther explore obstacles and barriers faced by female 
college students who are living with an invisible 
chronic illness. Future research should also contin-
ue to examine how this population adjusts and copes 
with their illness, and propose potential policy solu-
tions within colleges and universities.

Because  African American women comprised 
only 9.5% of this study’s sample , this study does 
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not capture the chronic illness experience of African 
American women attending college. The heteroge-
neity of the factors mentioned above in this sample 
washes out between group differences, which can 
cause us to overlook important aspects of different 
individuals’ experiences. For example, given that Af-
rican American women are affected by Lupus at high-
er rates than any other female ethnic group, research 
regarding the chronic illness experience of African 
American college women is needed and necessary 
(Rosales & Person, 2003).

Additionally, because quantitative studies often 
fail to fully capture true depictions of the invisible 
chronic illness experience, authentic narratives of 
those living with invisible chronic illness while at-
tending college are crucial to a complete under-
standing of such lived experiences (Moore, 2012). 
Detached, removed third parties have conducted most 
of the current research on this topic, which highlights 
the need for more research in this area to use an au-
to-ethnographic process to better capture the chronic 
illness experience (Green et al., 2005; Moore, 2012; 
Pena, 2014). Additionally, a participatory action ap-
proach may be helpful to researchers. Due to all par-
ticipants being from the same geographical location, 
results cannot be generalized to all female college 
students living with a hidden chronic illness. Another 
limitation of this study is that the survey relied on the 
honesty and accuracy of the participants’ responses. 

The finding that 60% of the survey participants 
reported that they have felt pressured to take online 
courses due to their illness warrants further investiga-
tion. As noted, a significant percentage of the respon-
dents reported that they had not registered with DSS. 
One possible reason for this finding is that students 
may not realize that they qualify for accommodations 
through DSS because of their chronic illness. Another 
possibility is that students are fearful of discrimina-
tion and potential stigma that comes with registering 
with DSS, as this study revealed that fear of discrim-
ination and stigma was prevalent among respondents 
who were living with an invisible illness. The finding 
that 81% of the participants either agreed or strongly 
agreed that they have felt judged by others regard-
ing the legitimacy of their illness symptoms, as well 
as the fact that over half of the participants engage 
in “concealment strategies” (Goffman, 1963, p. 87), 
reaffirms that living with an invisible illness is often 
extremely stigmatizing. 

The majority of respondents reported having felt 
that others often misunderstand their illness, question 
the legitimacy of their illness symptoms, that they 
have avoided social situations because of their ill-
ness. They often view their body as a barrier, and they 

spend a significant amount of time grieving the per-
son they were before their illness onset, all of which 
indicate that having a chronic illness while attending 
college has the potential to profoundly impact one’s 
sense of identity and construction of self. At the same 
time, a reassuring finding in this study reveals that in 
spite of the struggles faced by respondents, most were 
still able to maintain a sense of themselves as capable 
of functioning effectively in the world with positive 
feelings about themselves as well as utilize healthy 
coping skills. 

Additional research is warranted to investigate 
how the identity of a person with a chronic illness 
changes and adjusts throughout the life experience. 
Constantly fluctuating and progressing symptoms 
of chronic illness require continual adjustments on 
behalf of the person, which means that the process 
of adjustment will be ongoing and changing (Bury, 
1982; Mintz, 2007). Disruptions in the everyday tak-
en-for-granted assumptions in the individual’s plans 
for the future that so often characterize chronic illness 
cast a shadow of anxiety and uncertainty for the col-
lege student living with an invisible illness (Riddell & 
Weedon, 2014). Understanding how invisible chronic 
illness impacts the lives of female college students 
should be important to universities because this pop-
ulation is increasing, but it should also be important 
to scholars because much can be learned about day-
to-day situations by analyzing situations and circum-
stances that are “radically disturbed” (Bury, 1982, p. 
169; Moore, 2012).
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Abstract

Students with disabilities are attending college in increasing numbers (Kim & Lee, 2016); consequently, ac-
ademic, disability, and counseling resources directed toward full participation in the college experience are 
strained. To access support resources, college students must assume the responsibility of disclosing their 
disability and seek assistance without help from parents or teachers (Evans et al., 2017; McCarthy, 2007). 
Seeking assistance requires knowledge of resources and effective communication skills. Communication, 
especially the ability to advocate for self, is an essential, yet often a challenging skill for the student with a 
disability (Daly-Cano et al., 2015). Self-advocacy requires conveying needs and wants to achieve academic 
success and engagement in the college environment (Stodden et al., 2003). The purpose of this qualitative 
phenomenological descriptive inquiry was twofold: to understand how college students with an anxiety 
disorder perceive self-advocacy and second, to understand how self-advocacy influences their daily life 
activities related to the college experience. The results revealed that although self-advocacy was difficult 
to learn and master, students recognized the value of self-advocating. As students learned to self-advocate, 
they experienced more success responding to challenges. Further, students identified the most daunting 
daily life activities to navigate within the college environment as health management, education participa-
tion, communication management, social participation, and sleep participation. Study participants included 
a criterion purposive sampling of 10 college students. Eight students identified as female and two identified 
as male. The students ranged in age from 19-31years old. They were diagnosed with an anxiety disorder, 
had disclosed their disability, and were registered with disability services.   

Keywords: self-advocacy, anxiety, college student, daily life activities, students with disabilities

As students transition to college, they experience 
challenges including unfamiliar academic workloads, 
new daily life activities and personal responsibilities, 
and changing relationships (Traino et al., 2019). The 
transition for students with mental health disabili-
ties may be even more concerning as they struggle 
to self-advocate for their academic rights (Kreider et 
al., 2015). According to the National Center on Edu-
cation Statistics (NCES) and the National Council on 
Disability (NCD), the number of students with physi-
cal and mental health disabilities enrolling in college 
with the desire to obtain a degree continues to increase 
(Kim & Lee, 2016). National data reflect that approx-
imately 19% of college students report having a dis-
ability (The Postsecondary National Policy Institute, 
2018). Regarding a mental health diagnosis, onset 
typically occurs prior to age 25 (Alonso et al., 2018; 

Hartrey et al., 2017; Schindler & Kientz, 2013) when 
some individuals are attending college and away from 
traditional support systems (Hartrey et al., 2017). Par-
ent and teacher support, in the form of advocacy, is 
expected in elementary and secondary education, but 
in college, advocacy is the student’s responsibility 
(Evans et al., 2017; McCarthy, 2007). The influential 
elements of self-advocacy aligned with this study in-
clude understanding oneself and one’s rights, being 
able to communicate with others, and taking initia-
tive (Daly-Cano et al., 2015). Lacking experiences to 
self-advocate, many students are simply unprepared 
to do so. Because students are unprepared to self-ad-
vocate, they often do not know where to turn for help 
on a college campus, thus impacting many aspects of 
their college experience (Hong, 2015; Johnson & Ir-
ving, 2008). 
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Standard support for students with mental health 
disabilities on a college campus includes obtaining 
accommodations through disability services, seeking 
clinical management through a university or college 
counseling center, or a combination of both. Often, 
accommodations primarily focus on learning and 
academics, and the students’ daily life activities are 
disregarded (Myers et al., 2013). This narrow focus 
can result in obstacles to full participation in cam-
pus life for the student with a mental health disability 
(Robbins et al., 2018). Overcoming these obstacles 
requires some degree of self-advocacy.

Self-advocacy is an important skill for individu-
als as they approach adulthood (Roberts et al., 2016). 
Understanding and advocating for disability rights 
are significant for the college student with a mental 
health disability as they navigate accommodations 
and daily life activities within the college environ-
ment. Focusing on students with anxiety disorders, 
this inquiry sought to understand perceptions of 
self-advocacy for the college student with an anxiety 
disorder, and to understand how self-advocacy influ-
ences daily life activities. 

Literature Review

Disability Law and Mental Health
Disability law addresses the civil and legal rights 

of individuals with disabilities. These rights safe-
guard against discrimination in employment, hous-
ing, access to public services, and education. Passed 
in 1990, the Americans with Disabilities Act (ADA) 
is an all-inclusive act that ensures individuals with 
disabilities have the same opportunities as Ameri-
cans without disabilities (U.S. Department of Justice 
Civil Rights Division, n.d.). A second essential act is 
the Rehabilitation Act of 1973. This Act states that 
a qualified individual with a disability shall not be 
excluded from programs receiving federal financial 
assistance, which includes colleges and universities 
(29 U.S.C. § 701). Thus, students with documented 
disabilities have both a civil and legal right to access 
education. Disability status is fluid and may vary in 
duration and timing, affect a variety of systems with-
in the body, be stable, episodic, chronic or temporary 
and affect most people at some time in their lives 
(Evans et al., 2017). Compliance with disability law 
includes providing accommodations that facilitate 
learning or participation.

Recent data trends reveal the continual increase 
of college students with diagnosed mental health 
disabilities (Lipson et al., 2019). Three of five stu-
dents report experiencing the feeling of “overwhelm-
ing anxiety” (Roy, 2018, p. 10). Although anxiety is 

common for college students, it may be considered 
an anxiety disorder when experienced consistently 
(American Psychiatric Association, 2013). Anxiety 
involves emotions of worry and fear which may be 
an irrational response to a particular event (Ameri-
can Psychiatric Association, 2013). Anxiety disorders 
commonly disrupt student roles (Alonso et al., 2018) 
and affect identity perceptions (Vaccaro et al., 2015). 
Students with disabilities experience fluctuations in 
self-perceptions of identity through their interactions 
with others in the classroom and on campus. Thus, 
when a student’s identity is impacted, participation 
in daily life activities, education, health management, 
and social activities becomes challenging (Kreider et 
al., 2015). 

Student Identity and Accommodations
Higher education institutions must comply with 

disability law. It is essential that students with dis-
abilities understand their legal rights in education. 
Navigating the college experience requires having 
the ability to seek and advocate for resources, result-
ing in accommodations for identified and approved 
needs. Many students, however, have limited knowl-
edge of the process and may even forgo accommoda-
tions (Kreider et al., 2015; Prince, 2015) due to:

• lack of self-advocacy skills (Hong, 2015)
• stigma, attitudes of unfairness, and cynicism 

from professors and peers as accommodations 
are used (Kreider et al., 2015) 

• discrimination or fear of being treated dif-
ferently from “normal” peers, being viewed 
as incapable of completing the coursework 
(Hong, 2015)

• social isolation from peers or being labeled as 
a “disabled person” when using accommoda-
tions (Hong, 2015, p. 220)

• lack of awareness of how to access or navi-
gate disability services (Hong, 2015)

• desire for a sense of belonging (Vaccaro et al., 
2015)

• desire for success without assistance (Kreider 
et al., 2015)

When students do not have adequate self-advoca-
cy skills and choose not to pursue accommodations, 
academic performance and daily life activities be-
come challenging (Fleming et al., 2018; Krieder et 
al., 2015). 

Daily Life Activities/Occupations
Daily life activities, also referred to as “occu-

pations,” within the methods and procedures of this 
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study include nine categories: activities of daily liv-
ing (ADLs), instrumental activities of daily living 
(IADLs), health management, rest and sleep, edu-
cation, work, play, leisure, and social participation 
(American Occupational Therapy Association, 2014). 
Expanding on the definition of daily life activities, 
they are “central to a person’s health, identity, and 
sense of competence and have particular meaning 
and value to that client” (p. S7). Some common ex-
amples of occupations for the college student include 
laundering clothes, cleaning their living space in a 
residence hall, accessing food sources on campus or 
grocery shopping, managing their time, managing 
their money, attending classes, seeking health care, 
or joining an organization. In brief, daily life activ-
ities include “things people need to, want to and are 
expected to do” (World Federation of Occupational 
Therapists, 2012, para. 2).

These daily life activities contribute to a well-bal-
anced and fully functional lifestyle. Students with dis-
abilities are particularly vulnerable to disrupted daily 
life activities within the college environment (Schin-
dler, 2019) and may encounter challenges when strug-
gling with adequate self-advocacy skills (McCarthy, 
2007). Conversely, accommodating academic, domes-
tic, and social aspects can result in a meaningful college 
experience (Spencer et al., 2018). When students with 
a mental health disability understand disability rights, 
issues of identity, the accommodation process, partic-
ipation in daily life activities, and the significance of 
self-advocacy skills, they are better able to facilitate a 
meaningful college experience. 

Statement of Significance

In terms of seeking accommodations in college,  
parents and teachers, as discussed above, are no lon-
ger responsible for advocating on behalf of students 
(Evans et al., 2017; McCarthy, 2007). Instead, students 
who decide to seek accommodations must disclose 
their disabilities to a disability service professional 
on campus (Hsiao et al., 2018). According to McCa-
rthy, (2007) “for students with disabilities, self-advo-
cacy is not preferred; it is essential” (p. 16). However, 
for many students, self-disclosure and self-advocacy 
present barriers (Hong, 2015; Kreider et al., 2015). 
Many students with mental health disabilities, in par-
ticular, struggle with self-advocacy when attempting 
to secure their academic rights (Kreider et al., 2015). 

In addition to requiring academic support in the 
form of accommodations, students with mental health 
disabilities struggle with their identities as individu-
als with a disability, and struggle with how to navi-
gate their daily life activities within the new college 

environment. Campus life involves an intricate inter-
play of personal and environmental factors which in-
fluence daily life activities (Lahav et al., 2016). These 
factors extend beyond the classroom, contributing to 
identity and belonging in the college environment 
which is especially important for college students 
with disabilities (Vaccaro et al., 2015). 

Students have access to campus services such as 
the disability service office or counseling center, but 
both require the student to initiate and self-advocate 
(Evans et al., 2017; McCarthy, 2007). Even if the 
student is able to self-advocate, and request services, 
disability service professionals and campus counsel-
ors are often overwhelmed as the number of individ-
uals seeking services increases yearly (Prince, 2015; 
Wesley, 2019). Research indicates that universities 
must provide more thorough support to students with 
mental health disabilities (Francis et al., 2018). Ac-
cording to Myers et al. (2013), “An institution’s mis-
sion should not only be to follow the letter of the law 
but also to embrace and demonstrate the spirit of the 
law through how students are treated on a daily basis” 
(p. 31). Colleges and universities need additional 
programming and services to support these students 
(Evans et al., 2017) beyond what the law requires. 
Many studies discuss self-advocacy skills for college 
students with disabilities, however, there is a gap in 
addressing how self-advocacy impacts daily life ac-
tivities for college students with anxiety disorders. 

Project Description

Study Background
The researcher, an occupational therapist, utilized 

the Ecology of Human Performance (EHP) frame-
work, which is a guiding framework within the oc-
cupational therapy profession that takes a holistic 
perspective and interdisciplinary approach. EHP con-
siders the person, context, task, and performance. In 
this study, students (the person) are interconnected 
with their contexts which include age, developmen-
tal stage, life cycle, health status, and the physical, 
social, and cultural aspects of their environments 
(Dunn et al., 1994; Dunn et al., 2003). The frame-
work assimilates a phenomenological and physical 
perspective when analyzing the person and context 
relationship (Dunn et al., 1994). Tasks are behaviors 
that allow an individual to achieve person-centered 
goals, which additionally contribute to their roles and 
daily life activities/occupations (Dunn et al., 2003). 
Finally, performance is the student’s ability “to en-
gage in tasks” within their preferred context (p. 227). 

This framework supports an interdisciplinary 
approach (Dunn et al., 2003), which is important 
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as we attempt to address the needs of students with 
mental health disabilities in higher education and 
create a team of allies to provide additional support. 
This study focused on exploring the perceptions of 
self-advocacy for students with anxiety disorders as 
related to their participation in meaningful daily life 
activities/occupations associated with their college 
experience.  

• The primary research question was: What are 
the perceptions of self-advocacy for college 
students with anxiety disorders? 

• The second research question was: How does 
self-advocacy impact occupational engagement 
as related to the student's college experience? 

Methods and Procedures
Study Design

The researcher chose a qualitative phenome-
nological approach to uncover exploratory and de-
scriptive knowledge (Crookes & Davies, 2004) and 
to understand the essence of each student’s lived 
experience, including what and how they experi-
ence the phenomenon (Creswell, 2013; Crookes & 
Davies, 2004; Cypress, 2018). EHP, the theoretical 
framework, supports this comprehensive perspective 
by providing a holistic view of the person, context, 
task, and performance of each student (Dunn et al., 
2003). Study participants, higher education students 
with anxiety disorders, chose to participate based 
on criterion sampling. All students who participat-
ed completed a Research Study Consent Form. The 
university’s institutional review board approved the 
IRB protocol.

Recruitment Strategy and Participants
The university director of disability services con-

tacted 156 students with documented and disclosed 
anxiety disorders. All students received an electronic 
mailing which included a brief message introducing 
the study with an attached recruitment letter. Student 
information was not shared with the researcher or 
other potential participants. Minors or those who had 
not disclosed an anxiety disorder to disability services 
were the only individuals excluded from this study. 
The researcher did not have contact with any students 
until after they read the recruitment materials and 
chose to contact the researcher. Of the 156 students 
who received the study recruitment materials, 12 con-
tacted the researcher via email or text message and 10 
of those chose to participate. The study cohort con-
sisted of eight participants who identified as female 
and two participants who identified as male. The age 
range was 19-31 years old. 

Data Collection
Prior to beginning each interview, per phenome-

nological suggestion, the researcher shared the mo-
tivation for this study with the students (Creswell, 
2013). They completed a consent form, a HIPAA 
form, and were given the opportunity to ask any 
questions pertaining to the nature of the study. The 
researcher completed individual meetings in private 
office space and audio recorded interviews to ensure 
fidelity upon transcription. Each interview lasted ap-
proximately 90 minutes. 

The two data collection strategies included 
semi-structured, open-ended interview questions per-
taining to student perceptions of self-advocacy and 
the Occupational Profile Template.  An explanation 
of each strategy follows.

Self-Advocacy Questions. The researcher inde-
pendently developed the open-ended questions for 
this study based on common themes and concepts per-
taining to self-advocacy cited in referenced literature. 
A panel of doctoral educated professionals reviewed 
the questions including the director of disability ser-
vices and two faculty in the occupational science/oc-
cupational therapy department (see Table 1).

The Occupational Profile Template. An occu-
pational therapist possesses unique expertise in daily 
life activities (occupations) and, therefore, may use 
the Occupational Profile Template as a tool for bet-
ter understanding the student’s viewpoint and his-
tory (American Occupational Therapy Association, 
2017). The Occupational Profile Template is a tool 
to help determine the student’s priorities, goals, and 
interests, which in turn helps the student identify 
meaningful daily life activities that can be impacted 
by self-advocacy skills. The researcher modified the 
first question of the occupational profile to make it 
more pertinent for the study participants. Page num-
bers listed on the Occupational Profile Template cor-
relate to the definitions in the Occupational Therapy 
Practice Framework: Domain and Process, 3rd Edi-
tion (OTPF) (American Occupational Therapy Asso-
ciation, 2014). According to the OTPF, occupation is 
considered the “daily life activities in which people 
engage;” the framework identifies an extensive list 
of these daily life activities (p. S6). All students were 
provided definitions from the OTPF to promote con-
sistency among responses. 

Analysis
The researcher audio-recorded each participant 

interview, transcribed all questions, and to assure ac-
curacy, performed a second review of each interview 
and transcription. In phenomenological research, the 
researcher expects the phenomenon to emerge with-
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out predetermined expectations (Cypress, 2018). The 
researcher used open coding to highlight recurring or 
distinct themes and identify significant participant 
quotes to aid in explanation of the theme. From each 
data set, the researcher drew conclusions about the 
students’ perceptions of self-advocacy and how it 
influences their engagement with the college experi-
ence. The researcher assigned participants an ID num-
ber and pseudonym to ensure anonymity and reduce 
identifiers and coded audio recordings and transcripts 
with an ID number linked to participant names and 
contact numbers. Audio recordings were transcribed 
and uploaded to a secure server with password pro-
tection. The researcher kept coded transcripts, data, 
and the master key separate from contact information 
in a locked cabinet in the Occupational Science/Oc-
cupational Therapy department.  

Findings

The researcher organized the outcomes of this 
study into two categories based on data collection 
strategies. Initial findings include the themes that 
developed from semi-structured self-advocacy ques-
tions (see Table 2). Next, the researcher uncovered 
five distinct daily life activities based on the Occupa-
tional Profile Template (see Table 3).

Outcomes
Self-Advocacy Questions

All participants answered semi-structured inter-
view questions pertaining to self-advocacy to address 
the first research question: What are the perceptions 
of self-advocacy for students with anxiety disorders in 
higher education? The themes that emerged included 
interpretations of self-advocacy, associated feelings 
with self-advocacy and anxiety, the value of self-ad-
vocacy, personal experiences, and the journey toward 
self-advocacy (see Figure 1).

Interpretation
First, it was essential for the researcher to discern 

each student’s interpretation of self-advocacy. Each 
student’s life story included understanding, articulat-
ing, and practicing self-advocacy to varying degrees, 
and students explained different self-advocacy defini-
tions during the interview process. Students defined 
self-advocacy as speaking up and/or standing up for 
oneself, taking initiative and action, and getting what 
one needs. Self-advocating is also a way to acknowl-
edge one’s weaknesses and share what is unique to 
that individual. One student named Lucy defined 
self-advocacy as “working so that you have a voice 
and your needs are met.” The age of onset and diag-

nosis varied for each student; therefore, self-advoca-
cy materialized during different stages. For example, 
a student named Kate discussed how she learned to 
self-advocate in college, whereas some students were 
still learning. 

Feelings
All participants sufficiently articulated the 

meaning of self-advocacy; however, feelings about 
self-advocacy differed. Two students revealed pos-
itive feelings linked to self-advocating as Kenneth 
stated, “it feels ok.” Erin was currently confident 
about self-advocating, but in the past, she kept to 
herself and did not self-advocate. According to Erin, 
a lack of self-advocacy “hurt me in the long run.” To 
accomplish preferred tasks and goals, Erin learned 
that self-advocacy was an essential skill. Most stu-
dents associated negative feelings with self-advo-
cating, including feeling anxious, scared, uncertain, 
embarrassed, frustrated, disrespected, and angry. 
Anger and disrespect loomed when students felt 
wrongfully challenged about their anxiety disorder 
and/or their academic accommodations. For exam-
ple, in reference to accommodations, Kelly said, “I 
went through a lot to get this and it is really disre-
spectful and inappropriate for you to challenge me 
even though I’m your student or I am young.” Kelly 
expressed strong feelings associated with percep-
tions surrounding her accommodations. 

Not only does the thought of self-advocating 
generate both positive and negative feelings, but the 
student must navigate and manage the symptoms of 
anxiety as well. Anxiety manifested both physically 
and emotionally for the students interviewed. Phys-
ical symptoms included stomach pain, fatigue, feel-
ing like nerves are exposed, shortness of breath, and 
increased heart rate. When discussing anxiety symp-
toms, Kelly stated, “It just kind of seeps out of me in 
every way that it can.” The symptoms of anxiety can 
be so debilitating that students have difficulty getting 
out of bed to attend class or take an exam. In terms 
of emotional symptoms, Henry reported that he does 
“not feel mentally present” when experiencing anx-
iety.  Kate is impacted socially when her anxiety is 
heightened and stated, “I might be more difficult to 
hang around because I’m in my own head.” Thoughts 
of failure tended to consume her.  

Value
As indicated in the interviews, most students as-

sociated negative feelings with the thought of self-ad-
vocating. Despite the overwhelming negativity, all 
students believed self-advocacy to be an important 
and essential skill to their development and success. 



Hasman & Matlock; Students with Anxiety Disorders336     

Table 1

Supporting Literature for Self-Advocacy Questions

Self-Advocacy question developed based on 
supporting literature

Supporting Literature – guiding the development of 
self-advocacy questions

What does the term self-advocacy mean to you? Understanding one’s rights, communicating with 
others, and taking initiative, (Daly-Cano et al., 
2015).

How do you feel when you know you need to 
advocate for yourself (self-advocate) within the 
college environment?

How do you experience your anxiety?

Mental/Emotional Struggles, (Hong, 2015).

When thinking about your anxiety disorder, talk 
about why self-advocacy may or may not be 
important.

Self-advocacy improves college experience, 
(Vaccaro et al., 2015). 

Self- advocacy is essential, (McCarthy, 2007).

Importance of self-advocacy, (Daly-Cano et al., 
2015).

During your lifetime, describe a situation in which 
you needed to self-advocate.

When requesting or discussing accommodations, 
describe your interactions with individuals you clas-
sify as authority figures. 

If you have spoken to your peers about your accom-
modations, describe your interactions with them 
once they know you are receiving accommodations. 

Faculty Perceptions, (Hong, 2015). 

Learning to self-advocate, (Daly-Cano et al., 2015). 

Navigating the college experience, (Kreider et al., 
2015). 

Experiences with faculty, staff, and peers, (Evans et 
al., 2017). 

Describe your support systems prior to entering 
college. 

Describe your support systems as a college student. 

As a college student, how do you educate others 
about your anxiety disorder?

Quality of Support Services, (Hong, 2015). 

Family Support, (Francis et al., 2018). 

Supportive relationships and belonging, (Vaccaro et 
al., 2015). 

Advocacy is a journey, (McCarthy, 2007). 

Family support, (Daly-Cano et al., 2015).

Note. The researcher developed self-advocacy questions based on common and reoccurring themes in recent 
literature as noted in Table 1. 
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Note. The researcher derived self-advocacy themes from participant answers to the self-advocacy questions. 
The number after each significant participant quote correlates to the assigned participant number in Table 4. 

Table 2

Process of Identifying Themes for Self-Advocacy Questions

Self-Advocacy question from 
which theme was derived

Significant Participant quotes which illustrate the 
definition and theme

Emerging themes

What does the term self-advocacy 
mean to you?

“Working to have representation or understand-
ing of whatever you are going through. Working 
so that you have a voice and your needs are met.” 
(4)

Interpretation

How do you feel when you know 
you need to advocate for yourself 
(self-advocate) within the college 
environment?

How do you experience your 
anxiety?

“If I need to self-advocate because someone is 
not believing me or following my accommoda-
tions, that makes me angry because they were so 
hard to get.” (1)

“Anxious. Very anxious and frustrated a lot. I 
know I need to do it, but it is still hard. I don’t 
know how people are going to think of me or 
how they are going to react or if I’ll even accom-
plish anything.” (8)

Feelings

When thinking about your anxiety 
disorder, talk about why self-advo-
cacy may or may not be important.

“If you don’t advocate for yourself, you're not 
going to heal and if you don’t advocate for 
yourself, you may not even believe that you need 
help.” (10)

Value

During your lifetime, describe a 
situation in which you needed to 
self-advocate.

When requesting or discussing 
accommodations, describe your 
interactions with individuals you 
classify as authority figures. 

If you have spoken to your peers 
about your accommodations, de-
scribe your interactions with them 
once they know you are receiving 
accommodations. 

“Talking with teachers and doctors and explain-
ing what I need.” (1)

“Advocating for yourself to yourself.” (10)

Personal 
Experiences

Describe your support systems 
prior to entering college. 

Describe your support systems as 
a college student. 

As a college student, how do you 
educate others about your anxiety 
disorder?

“To be a self-advocate is hard if you don’t have 
a lot of support from other people. The reason 
I was able to be a self-advocate is that I felt 
supported by most of my peers, mom, and psy-
chologist. Without that support, I don’t know if I 
would be as vocal or feel as confident.” (9)

Journey Guided by 
Support
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Table 3

Challenging Daily Life Activities for Students with Anxiety Disorders as Impacted by Self-Advocacy

Foundational Themes as 
Identified in 
Occupational Therapy 
Practice Framework, 
3rd Edition

Definition from Occupational Therapy 
Practice Framework, 3rd Edition

Significant Participant quotes 
which best illustrate the definition 
and theme

Health Management Health Management and Maintenance:

“Developing, managing, and maintaining 
routines for health and wellness promotion, 
such as physical fitness, nutrition, de-
creased health risk behaviors, and medica-
tion routines” (OTPF, 2014, p. S19).

“It’s a complicated process get-
ting diagnosis overall.” “It took a 
while to get to a good point.” (7)

“It’s hard to find the right medica-
tions and dose.” (3)

Education Participation Formal Education Participation:

“Participating in academic, nonacadem-
ic, and vocational educational activities” 
(OTPF, 2014, p. S20).

“Under normal circumstances, I’m 
pretty productive, but once I get 
to the point where I’m so over-
whelmed, I can’t do anything, and 
I don’t know where to start.” (8)

Social Participation Social Participation:

“The interweaving of occupations to sup-
port desired engagement in community and 
family activities as well as those involving 
peers and friends; involvement in a subset 
of activities that involve social situations 
with others and that support social interde-
pendence” (OTPF, 2014, p. S21).

“Being so concerned about what 
others think of me hinders a lot 
and dictates a lot of what I do.” 
(8)

“Social is always an issue.” “Ju-
nior year - really aching for social 
experiences.” (5)

Sleep Participation Sleep Preparation & Sleep Participation:

“Engaging in routines that prepare the 
self for a comfortable rest…Preparing the 
physical environment for periods of uncon-
sciousness…”
“Taking care of personal needs for sleep, 
such as ceasing activities to ensure onset of 
sleep, napping, and dreaming; sustaining a 
sleep state without disruption; and perform-
ing nighttime care…” (OTPF, 2014, p. S20).

“Sometimes I have a hard time 
falling asleep and I usually can’t 
stay asleep.” “I have had a lot of 
issues with sleep in my life.” (1)
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Communication 
Management

Communication Management:

“Sending, receiving, and interpreting 
information using a variety of systems 
and equipment, including writing tools, 
telephones, keyboards, audiovisual record-
ers, computers or tablets, communication 
boards, call lights, emergency systems, 
Braille writers, telecommunication devices 
for deaf people, augmentative communi-
cation systems, and personal digital assis-
tants” (OTPF, 2014, p. S19).

“I feel like social media is not 
productive unless I’m using it to 
learn more or laugh at.” “I don’t 
like scrolling and looking at what 
people are doing. I feel like that 
makes me feel worse about my-
self.” (10)

(Table 3 Continued)

Note. Conducting the Occupational Profile Template and providing participants with definitions from the 
OTPF (AOTA, 2014) led to these five themes. The five daily life activities/occupations listed in Table 3 were 
impacted by self-advocacy and were the most challenging for students in this study.

Figure 1

Conceptual Diagram Illustrating the Themes Pertaining to the Students’ Perceptions of Self-Advocacy

Note. At the core is the first research question, “what are the perceptions of self-advocacy for students with 
anxiety disorders?”
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Students recognized the value of self-advocating as 
one described self-advocacy as a way to promote 
growth and healing. While they perceived the value, 
students reiterated that it was difficult to self-advo-
cate and that self-advocacy is a learned skill. Carrie 
stated, “It is so hard to advocate for yourself as some-
one with anxiety because it is so anxiety provoking.” 
Yet, students learned that anxiety increases if they do 
not advocate for themselves.  It is important to con-
sider that anxiety is an invisible disability that makes 
self-advocacy imperative. According to Lucy, “If you 
don’t speak up about it, no one is going to know it is 
there or that it exists.” Due to the nature of this invis-
ible disability, students struggled with others under-
standing or believing their needs. 

Personal Experiences
Each student shared personal experiences of hav-

ing to self-advocate in the college environment. Initial 
experiences included disclosing feelings, concerns, or 
disabilities to teachers, doctors, and disability service 
professionals. These early experiences were often a 
critical juncture in understanding one’s needs. As stu-
dents obtained diagnoses and began to figure out their 
disability, they were able to begin educating others and 
eventually self-advocate. According to Kate, “Going 
to disability services and saying something was wrong 
was self-advocacy.” Kelly discussed how she talk-
ed with her teachers about her needs and didn’t mind 
explaining her necessary accommodations. Other stu-
dents had mixed feelings about the student-professor 
relationship. Some trusted professors and were willing 
to engage in disability related conversations while oth-
ers felt it was unnecessary for professors to understand 
the disability or why they needed accommodations. 
Tara stated, “It’s not my obligation to explain my dis-
orders to other people. The people that already need to 
know about it, know about it.” Likewise, Rachel did 
not openly discuss her needs, but said, “Sometimes I 
do wish I could talk about it so people could under-
stand why I do or don’t do certain things.” 

Students were more guarded and selective when 
deciding with which peers to share their disability re-
lated experiences. Kelly stated, “I never tell people if 
I don’t feel comfortable. I would never do that to my-
self.” She was cautious when determining whom she 
could trust.  According to Kelly, “With peers, I never 
come right out and say it if I don’t feel a need to.”  
Students often had a select group of friends to whom 
they felt safe disclosing, but did not openly discuss 
their disability with a larger population. 

Journey Guided by Support
Students were at different places in their self-ad-

vocacy journeys and required a great deal of support 
from others. Without support, most students felt they 
would not find success with the college experience. 
All students reported using parents as significant sup-
port systems with the mother being relied on the most. 
According to Kate, “Mom has still remained a really 
important support system for me.” Students relied on 
friends for support, but also recognized the impor-
tance of not burdening peers with disability related 
concerns. Lucy made one close friend in her dorm 
and commented, “I don’t know how she has stepped 
into this role, but we have grown closer and have 
been each other’s person to talk to about our strug-
gles.” Additionally, students depended on therapists 
and counselors for support while navigating anxiety 
disorders. When these students felt supported, they 
were better able to self-advocate. 

Not only did students with anxiety disorders re-
quire human support, but they also needed support in 
the form of academic accommodations. All students 
in this study relied on academic accommodations pro-
vided through disability services. According to Erin, 
“It’s leveling the playing field because it takes me a 
longer time to process and comprehend things than 
somebody who does not require accommodations.” 
Students articulated that accommodations allowed 
for everyone to have equal opportunities.

Students encountered discrimination when peers 
and faculty exhibited negative behaviors in relation 
to accommodations. Shannon provided an example 
of peer negativity when a classmate announced, “I 
wish I could have accommodations so I could have 
extra time–that’s not fair.” These types of statements 
were upsetting to students, including Shannon, who 
described the time-consuming process of obtaining 
accommodations. Other students shared how peers 
thought accommodations provided them an advan-
tage or that they were “hacking the system.” In terms 
of faculty, students tried to limit their interactions and 
preferred to email testing forms to avoid conversa-
tions or confrontation. Since their disabilities were 
primarily invisible, students felt that others were 
more apt to question the validity of their disabilities 
and accommodations. 

Student interviews revealed thoughtful and com-
plex perceptions of self-advocacy, and each student’s 
self-advocacy journey included multiple layers. As 
students reflected on their life histories, discussions 
about self-advocacy continued. 
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The Occupational Profile Template
Students shared life stories while answering ques-

tions from the Occupational Profile Template in order 
to address the second research question: how does 
self-advocacy impact occupational engagement as 
related to the student’s college experience? This pro-
cess allowed students to discover occupational suc-
cesses and barriers within the college environment. 
The most challenging daily life activities that were 
impacted by self-advocacy were: health manage-
ment, education participation, social participation, 
sleep participation, and communication management 
(see Figure 2).

Health Management
It was not easy for students with anxiety disor-

ders to take the initial step to disclose health concerns 
to parents, teachers, or medical professionals, but 
acknowledging the need for help was an important 
step in their self-advocacy journey. This essential, 
yet difficult, first step required students to speak up 
about how they were feeling and functioning with-
in their environments. According to Tara, it was a 
“complicated process getting the diagnosis.” Stu-
dents were often misdiagnosed initially and then re-
ceived additional diagnoses over time. Among study 
participants, there was a high level of comorbidities, 
including anxiety disorders, attention deficit hyper-
activity disorder (ADHD), obsessive compulsive dis-
order (OCD), post-traumatic stress disorder (PTSD), 
depression, bipolar disorder, eating disorder, and au-
tism spectrum disorder (ASD). Each individual expe-
rienced anxiety differently. Often, it was difficult to 
know which diagnosis was impacting which activity 
or task (see Table 4).

Besides obtaining a diagnosis, receiving the cor-
rect medication and/or dosage often required multiple 
visits with the physician. Erin stated that it was “hard 
to find the right medications and doses.” Returning to 
physicians required students to self-advocate for their 
health and well-being. Kelly stated, “I know for a fact 
I could not be where I am now without my medica-
tion.” Most students reported that medication was a 
critical component in their ability to function.

Education Participation
When students with anxiety disorders are strug-

gling academically, they have the option to self-advo-
cate and disclose their disabilities to disability service 
professionals and receive accommodations. All stu-
dents in this study received academic accommoda-
tions; nevertheless, most expressed difficulties with 
participation in education. Kelly stated, “education is 
the main concern and always has been. It’s very diffi-
cult being a student with all of the disorders I have.” 

Educational difficulties included trouble maintaining 
focus in class or with assignments, studying, com-
pleting coursework, becoming overwhelmed with 
assignments, and taking exams. According to Lucy, 
“My anxiety, as well as some other factors, can make 
school work very hard.” Many students reported 
increased anxiety surrounding academics. Rachel 
stated, “Under normal circumstances, I’m pretty 
productive, but once I get to the point where I’m so 
overwhelmed, I can’t do anything, and I don’t know 
where to start.”  

Social Participation
An anxiety disorder can negatively impact a col-

lege student’s social participation. Social concerns in-
cluded fitting in or belonging, meeting and talking to 
new people, and finding the time to socialize especially 
when academic burdens were so great. Some students 
chose down time over socialization especially when 
exhausted and overwhelmed by academic demands. 
Shannon advocated for her social needs by taking the 
time to “calm down, relax and do nothing.” While it 
was necessary for Shannon to decrease social experi-
ences, other students desired additional opportunities. 
Henry expressed frustration with social participation 
as it had always been an issue. He described how he 
was “really aching for social experiences.” Addition-
ally, Rachel desired to be “more comfortable around 
others” as she was often concerned about what others 
thought of her. Students in this study had varying de-
grees of social participation, impacted by multiple di-
agnoses and the ability to self-advocate. 

Sleep Participation
Falling asleep or sustaining sleep without disrup-

tion was a common theme for students in this study. 
Sleep participation has been a struggle for most 
students throughout their life and many have relied 
on supports. Students self-advocated when they ac-
knowledged sleep difficulties and sought assistance. 
Supports included weighted blankets, melatonin, 
guided meditation, and altering the lights and sounds 
of their sleep environments. Kelly, Erin, Lucy, and 
Rachel all reported using weighted blankets as valu-
able additions to their sleep routine. According to 
Kelly, the blanket “helps with panic attacks, anxiety 
attacks, if I just can’t fall asleep, or if I’m stressed…
and I can’t put a finger on it. I’ll put it on, and I feel so 
much better. I feel relief right away.” Other students 
excelled at creating boundaries and had strict routines 
associated with sleep. Kate was careful to not let any-
thing ruin her sleep schedule. By advocating for sleep 
needs, some students’ daily life activities were limit-
ed including education participation, social participa-
tion, and communication management. 
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Figure 2

Conceptual Diagram to Illustrate the Themes of Challenging Daily Life Activities/Occupations

Note. Conceptual diagram illustrating how themes pertaining to the second research question, “How does 
self-advocacy impact occupational engagement as related to the student’s college experience?” 
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Table 4

Participant De-Identified Demographics: Age, Gender, and Diagnosis

Assigned number & 
pseudonym

Age/Gender Diagnosis Age of diagnosis and/or onset of anxiety

1 – Kelly 19/F Anxiety
ADHD
OCD
Dysthymia

Onset: 6th grade
Diagnosis: Sophomore in high school 

2 – Kenneth 31/M Anxiety
Panic Disorder

Diagnosis: 27 years old but felt anxiety 
earlier

3 – Erin 21/F Anxiety
ADHD
Depression
Excoriation
OCD
Panic Disorder
Trichotillomania

Diagnosis: 15 years old 
but felt like she was struggling for a l
long time before 

4 – Lucy 19/F Anxiety
ADD
Depression

Diagnosis: Sophomore in high school

5 – Henry 23/M Anxiety 
Depression
Pervasive Develop-
mental Disorder

Diagnosis: Freshman in high school

6 – Shannon 22/F Anxiety
Heart Arrhythmia
OCD
Panic Attacks

Diagnosis: Freshman year in college but 
had symptoms since kindergarten

7 – Tara 21/F Anxiety
ADHD
Depression

Diagnosis: 16 years old

8 – Rachel 19/F Anxiety
Depression
Eating Disorder
Social Anxiety

Onset: 7th grade 
Diagnosis: Senior year of high school 

9 – Kate 21/F Anxiety
PTSD

Diagnosis: Freshman year of college but 
always felt anxious

10 – Carrie 22/F Anxiety
Depression
Panic Disorder
Bipolar Type 1 

Onset: 12 years old
Diagnosis: 17 years

Note. The study participant was assigned a number and pseudonym. The age, gender, diagnosis and onset 
were self-reported by study participants.
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Communication Management
When discussing communication management, 

students focused on the virtual world and included 
both positive and negative aspects of communication. 
The positive elements they identified included email-
ing, texting, and videotelephony (video chat, Face-
time, etc.). The benefits of email and text as opposed 
to face-to-face communication included the oppor-
tunity to process information and provide a well-
thought-out response. Some students worried about 
saying the wrong thing, offending, or hurting others’ 
feelings. Additionally, students preferred communi-
cating with professors about accommodations over 
email. They wished to avoid confrontation or to avoid 
being challenged about their accommodations. Stu-
dents in this study were also very connected to family 
members, and videotelephony allowed them to stay 
in close contact with family and friends at any time. 
Kate stated, “It’s wonderful to be able to contact par-
ents via text or Facetime. I rely on that a lot through-
out the week.” Many students checked in daily with 
family members. 

Students identified social media as the prima-
ry negative aspect of virtual communication. Using 
social media could be overwhelming and difficult to 
manage. Students reported that having to monitor ex-
cess information about another individual’s life was 
distracting, a waste of time, and anxiety inducing. 
According to Carrie, “I feel like social media is not 
productive. I don’t like scrolling and looking at what 
people are doing. I feel like that makes me feel worse 
about myself.” Students reported that when they dis-
tanced themselves from social media or took breaks, 
they felt more present.    

The students in this study shared sincere stories 
about life as a college student with an anxiety disor-
der. As the stories unfolded, it became evident that 
self-advocacy had an influence on students’ daily life 
activities. Some students were able to self-advocate 
in their daily life activities while others were in the 
early learning stages of self-advocacy. The ability to 
self-advocate had an overarching effect on their col-
lege experience. 

Discussion

As the population of students with disabilities 
who attend a college or university continues to in-
crease, additional resources are vital to support these 
individuals. Students agreed to participate in this 
study for a variety of reasons, but the primary moti-
vator was a desire to contribute to the greater good for 
the sake of improving the college environment for 
future students with mental health disabilities, and 

specifically anxiety disorders. The present study un-
covered students’ perceptions of self-advocacy and 
self-advocacy’s relationship to daily life activities. 
All participants openly shared stories about their ex-
periences as individuals with anxiety disorders. The 
researcher used open-ended self-advocacy questions 
and the Occupational Profile Template to form a 
comprehensive understanding of the students. The 
data collection strategies allowed the researcher to 
discern student successes and barriers within the 
college environment. Additionally, EHP, the chosen 
framework, guided the study and was reflected in 
the holistic student narratives. Interdependent per-
son/context relationship influences how the students 
are able to perform by engaging in tasks, which 
impacts the college experience.  The remainder of 
this section discusses the themes gleaned from the 
open-ended self-advocacy questions and the Occu-
pational Profile Template. 

Self-Advocacy Questions
As discussed earlier, self-advocacy is a learned 

skill which is not easy for many college students. Ac-
cording to Daly-Cano et al., (2015) “In learning a skill 
such as self-advocacy, it is important to acknowledge 
that many students will not use this skill without de-
liberate and repeated instruction” (p. 222). Numerous 
factors impacted students’ abilities to self-advocate 
and influenced where they positioned themselves in 
this journey. Students in this study did not participate 
in formal instruction. They developed self-advocacy 
skills with support and instruction from parents and 
teachers and by experiencing failures and successes 
throughout the process. 

All study participants unanimously affirmed that 
self-advocacy was an important and essential skill 
to acquire and maintain. Student interpretations of 
self-advocacy mirrored definitions from the litera-
ture. Although students were able to interpret and rec-
ognize the value of self-advocacy, it was burdensome 
for most. The thought of self-advocating mainly elic-
ited negative feelings. Students explained experienc-
es regulating physical and emotional feelings linked 
with anxiety in addition to the negative feelings as-
sociated with self-advocating. Student diagnoses and 
personal experiences were unique to each individual; 
therefore, each participant was at a different phase in 
their self-advocacy journey. 

Occupational Profile Template
The data from the Occupational Profile Template 

reflected five significant daily life activities/occu-
pations which students considered challenging. Stu-
dents with anxiety disorders certainly experienced 



Journal of Postsecondary Education and Disability, 2021, 34(4) 345

success; however, the daily life activities which stu-
dents found problematic within the college environ-
ment further informed this study. The five daily life 
activities included health management, education 
participation, social participation, sleep participation, 
and communication management. 

Health management includes obtaining correct 
diagnoses and correct medications. In order to re-
ceive an initial diagnosis and/or medication, the stu-
dent needed to self-advocate by seeking help.  Most 
continued discussions with parents, teachers, and 
professionals to alter diagnoses and medications. 
Some students continued to uncover new diagnoses 
and changed medications. Self-advocacy is and will 
be required throughout students’ lives as they manage 
their health. 

Education participation is difficult; the educa-
tional experience can be overwhelming for a vari-
ety of reasons including accomplishing academic 
requirements and the self-advocacy needed to ac-
complish desired tasks. However, students are more 
accustomed to advocating for their academic needs 
as opposed to other occupational needs. All students 
in this study received academic accommodations 
through disability services. Disclosing a diagnosis 
was one more steppingstone in the student’s self-ad-
vocacy journey as opposed to those who had not 
registered with disability services. Most students 
preferred, simply, the responsibility to disclose to 
disability services; however, students are expected 
to go one step further and discuss accommodations 
with professors. Students often avoided face to face 
contact with professors and sent accommodation 
letters or testing requests via email. Even though 
students received academic accommodations, they 
continued to struggle with completing assignments 
and exams and maintaining focus. 

Some students were satisfied with social partic-
ipation, yet most students found socialization to be 
complicated. Obstacles to socializing occurred for 
multiple reasons. For example, the symptoms as-
sociated with anxiety disorders disrupted student’s 
opportunities for peer interaction. Physical and emo-
tional symptoms of anxiety required students to take 
frequent breaks from academics and activities and to 
remove themselves from social situations. The liter-
ature stated that students with disabilities common-
ly choose social acceptance over academic success 
when accommodations contribute to being socially 
isolated from peers or being labeled as a person with 
a disability (Hong, 2015). However, in this study, stu-
dents chose sleep or education related daily life activ-
ities over social participation out of necessity. Making 
these difficult decisions required self-advocacy. 

While students desired socialization, the practicality 
of getting adequate rest and completing academic re-
quirements outweighed social participation.  

Most students reported struggling with sleep at 
some point in their lives. Students self-advocated 
when they prioritized sleep and chose to seek out 
supports to encourage successful sleep participation. 
As discussed, four students used weighted blankets 
to facilitate calm and restful sleep experiences. Stu-
dents preferred natural remedies such as meditation, 
white noise and altering the lighting, over prescrip-
tion sleep medications.  

Some students found communication manage-
ment positive, while others found it a struggle. The 
virtual world provided a considerable amount of 
communication, and students had mixed feelings 
about that. Students generally preferred emailing 
and texting over face-to-face communication as it al-
lowed additional time to process and formulate suit-
able responses; they also  preferred videotelephony 
for communicating with close friends and family 
members. Students in this study relied heavily on fre-
quent family support, overwhelmingly from mothers, 
and this was best achieved through texting and vid-
eotelephony whenever necessary. Interestingly, most 
students found social media to be an unfavorable and 
ineffective form of communication. Often, social 
media elicited negative feelings. Students benefited 
from self-advocacy when choosing the most appro-
priate form of communication and when recognizing 
the need to make changes or take breaks from the vir-
tual world. 

Limitations
While this research provided an abundance of 

data for present and future studies, limitations do 
exist. One limitation is that due to criterion sampling, 
the findings could not necessarily be generalized to a 
larger population of all college students with anxiety 
disorders. A second limitation is the lack of diversi-
ty among participants: as 8 of the 10 students iden-
tified as female, all ranged in age from 19-31, and 
all attended a private, religiously affiliated university 
in the Midwest. A third limitation was the time pa-
rameters of this study; follow up with students could 
provide additional insights into the study’s efficacy. 

Implications
The results of this study offer a variety of oppor-

tunities for future research and programming for dis-
ability support professionals and an interdisciplinary 
team. Both the current data and literature suggest that 
students will benefit from self-advocacy programming 
as it is a learned skill and not intuitive for most students. 
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Considering the challenges students with anxiety dis-
orders face communicating with professors and peers, 
instruction from a practitioner on how to self-advocate 
may help decrease barriers. Programming for students 
may be best implemented through a collaborative and 
interdisciplinary approach. The interdisciplinary team 
may include individuals from disability services, oc-
cupational therapy, counseling, the health center, resi-
dence life, and the dean of students office. 

 An interdisciplinary team would add valuable 
insights to assist with the surge of students with dis-
abilities and already stressed resources. When con-
sidering self-advocacy programming, the team can 
help students realize how to best manage their daily 
life activities in college, especially education partic-
ipation and communication, to foster more positive 
and productive academic relationships. 

Further, the current study helped reinforce that 
learning how to self-advocate is difficult, it produc-
es positive and negative feelings, and students with 
anxiety disorders must also manage the physical and 
emotional symptoms associated with their anxiety 
disorder. An interdisciplinary team is well suited to 
create holistic self-advocacy programming to address 
the skills and feelings surrounding self-advocacy and 
to recognize how symptoms of anxiety impact daily 
life activities within the college environment. While 
this study focused on anxiety disorders, evidence in 
the literature suggests that a wide variety of students 
with disabilities struggle with self-advocacy; there-
fore, this programming may serve a larger and more 
inclusive population. 

Beneficial strategies may include focus groups 
or peer groups to discuss student concerns and needs 
and role-play activities and instruction based on 
self-advocacy development. Self-advocacy program-
ming may also be offered as a recommended work-
shop prior to beginning course work at the college 
or university. Additionally, an interdisciplinary team 
can benefit students by participating in college or 
university panels that target student health and well-
ness, campus life, and navigating academics. Panels 
may include disability support professionals, an oc-
cupational therapy practitioner, campus counselors, 
practitioners from student health, and administrators 
from residence life and the dean of students office. 
The team would provide a holistic perspective and 
diverse expertise that targets the daily life activity 
barriers discussed in this research. 

Next, an interdisciplinary team can work togeth-
er to utilize the guiding framework of this study, the 
Ecology of Human Performance (EHP), to its full ex-
tent by incorporating the five intervention approach-
es when working with students with disabilities in 

higher education. After completing student inter-
views, follow-up meetings with each student would 
be beneficial to discuss interview results and imple-
ment a student-centered intervention plan. The EHP 
intervention approaches address the person, context, 
and task in order to enhance the student’s skills, ac-
commodate the environment, prevent problems from 
occurring, and proactively look for ways to improve 
performance within the context for all individuals 
(Dunn et al., 1994).

The interdisciplinary team may work with the 
student to develop strategies for turning daily life ac-
tivity barriers experienced in college into successes. 
A few examples include the following:

• Role-playing with the student to practice 
self-advocacy with professor-student interac-
tions regarding accommodations 

• Develop groups to explore the feelings asso-
ciated with self-advocating and the impact on 
participation in daily life activities

• Assisting with health concerns related to 
symptoms of anxiety and comorbidities

• Developing academic strategies to promote 
efficient study practices

• Assessing residence halls, classrooms, cafete-
rias, and other campus buildings to determine 
the best access and the most comfortable ex-
periences

• Assisting with daily scheduling to help stu-
dents enhance social experiences and sleep

• Creating peer groups to practice communica-
tion management and socialization

The above examples offer flexible opportunities for 
individual and group interventions and may occur with 
one or more members of the interdisciplinary team. 

Another consideration is that all students in this 
study discussed the importance of parents as support 
systems while navigating the college environment. 
Based on this study, students relied heavily on paren-
tal support. Parent perspectives may provide addition-
al insight into the student’s ability to self-advocate 
and participate within the college environment. Addi-
tionally, an interdisciplinary team may create work-
shops and materials on how parents can support their 
student during this transition and new phase of life. A 
transitional workshop could be offered simultaneous-
ly with the student self-advocacy workshop prior to 
beginning their initial coursework. 
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Setting Students up for Success: 
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a Proactive Advising Model for Students with Disabilities
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Abstract

Disability support (DS) offices provide accommodations for and serve qualified students with disabili-
ties. The overall number of students with disabilities in higher education is increasing, creating a need for 
high-impact, effective support. Proactive advising is a method of support that provides college students 
tools for success before crises occur. Most proactive advising for students with disabilities focuses on a 
narrow population (e.g., students with ADHD or learning disabilities). However, DS offices serve a diverse 
array of diagnoses. 2-4-8 is a proactive advising model in which all students with documented disabilities 
meet individually with a DS staff member at least three times in the fall semester to ensure that accommo-
dations, supports, and skills necessary for success in higher education are in place. This study was a pre-
liminary investigation of perceived academic skills before and after participation in 2-4-8. Initial findings 
indicate that self-reported organization, time management, professor communication, and studying were 
significantly improved through 2-4-8, and that perceptions of test taking, self-advocacy, and meeting dead-
lines were slightly, though non-significantly, improved. This study provides promising evidence that 2-4-8 
could be a useful resource to provide proactive, quality support that meets the diverse needs of college 
students with disabilities.  

Keywords: academic skills, proactive advising, students with disabilities, 2-4-8

Since the passing of the Americans with Disabil-
ities Act in 1990, higher education institutions have 
been mandated to provide accommodations for stu-
dents with disabilities. In 2008, 88% of higher edu-
cation institutions reported enrolling students with 
disabilities (Raue & Coopersmith, 2011). The vast 
majority of colleges and universities have since creat-
ed a disability support (DS) office to provide accom-
modations and services for students with disabilities. 
These offices serve a significant portion of the stu-
dent population. Overall, about 19% of undergradu-
ates report having a disability (Snyder et al., 2019). 
In a review of students with disabilities across col-
lege campuses, an average of 271 students were reg-
istered with the DS office at medium-sized colleges 
(1,500 - 9,999 total students). However, the number 
of students registered with the DS office ranged from 
17 to 1,300 (Scott, 2017). This significant variation 

between universities makes it difficult to generalize 
how many students with disabilities utilize support 
from a DS office at any given institution. Nonethe-
less, the overall number of students with disabilities 
is increasing across university populations (Easby 
& Hamilton, 2019; Sachs & Schreuer, 2011). With 
an increasing number of students receiving services 
through a DS office, DS offices must ensure they are 
supporting students efficiently and effectively. 

DS offices support students with a wide range of 
disabilities, which can span from mental health is-
sues, to sensory impairments, to learning disabilities, 
to executive dysfunction, to traumatic brain injuries, 
to chronic health conditions, to autism spectrum dis-
orders (ASD), and to physical impairments. Similar 
to the range in number of students registered with 
a DS office, the range of disabilities, impairments, 
and strengths varies widely among students. DS pro-
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fessionals must have a good understanding of all 
disabilities so they can tailor support to a student’s 
individual strengths and challenges (D’Alessio & Ba-
nerjee, 2016).  

Students with disabilities are at higher risk than 
their non-disabled peers; they are more likely to drop 
out before attaining a degree and to take longer to 
attain a degree (Becker & Palladino, 2016; Hinz et 
al., 2017). While all students encounter challenges 
in higher education, students with disabilities expe-
rience additional challenges rooted in their disabili-
ty (Hong et al., 2007). For example, a student with 
a learning disability may need more time to pro-
cess and learn new information in classes than their 
non-disabled peers, or a student with a chronic health 
condition may need to spend more time addressing 
their health before attending to academics. 

DS offices are created to serve this high-risk com-
munity. Yet, DS staff also often feel overwhelmed. 
In a survey sent to DS staff members, only a third 
of respondents reported that their workload was just 
right and more than half of respondents reported they 
spend time outside of office hours to complete basic 
work (Scott, 2017). These statistics reveal that DS 
staff continually feel behind in their work to support 
a high-risk population. 

Given that DS offices are tasked with providing 
accommodations and supporting students with dis-
abilities, that the number of students with disabilities 
is increasing, that students with disabilities are more 
likely to struggle compared to their non-disabled 
peers, and that DS staff often feel behind in their 
work, more attention must be paid to how DS offices 
support students with disabilities. 

Proactive Advising and Academic Skills
Academic skills are conceptually defined by be-

havioral, attitudinal, and problem-solving skills that 
allow students to be successful in the academic envi-
ronment. All college students, no matter the presence 
of disability, must have academic skills to excel in 
higher education. While some students enter college 
with all of the academic skills necessary for success, 
others require additional guidance to learn academ-
ic skills. Students with disabilities are more likely to 
need such guidance because they encounter addition-
al challenges rooted from their disability. 

Students with disabilities were more likely to suc-
cessfully complete college if they utilized extracur-
ricular supports (Los Santos et al., 2019; Newman et 
al., 2019). Proactive advising is a common form of 
extracurricular support. In proactive advising, some-
times also called academic advising, intrusive advis-
ing, or academic coaching, an advisor or qualified 

staff member works with a student on skills that are 
considered essential to academic success.  While pro-
active advising has multiple models and approaches, 
overall the focus is to assist students with identified 
disabilities to gain the skills necessary for academic 
success (D’Alessio & Banerjee 2016). These skills 
are categorized under academic skills. 

What topics do proactive advising cover? In 
a qualitative study, students with disabilities were 
asked what topics proactive advising should cover. 
Themes from their responses included campus in-
tegration, experience in disability management and 
adaptation, and academic strategies (Fleming et al., 
2018). Similarly, in a review of topics covered in 
proactive advising with students with disabilities, the 
areas of time management and utilization of resourc-
es were frequently highlighted (Button et al., 2019). 
These topics can also be encompassed by skills that 
typically fall under the domain of academic skills. 
Academic skills include a combination of learning 
strategies, such as study skills and reading strategies, 
and psychosocial strategies, such as self-advocacy 
and motivation. Academic skills, covered in proac-
tive advising, are essential for academic success in 
higher education. 

Although some research points to the potential 
benefits of proactive advising, little research has been 
conducted to determine the outcomes of proactive ad-
vising for students with disabilities. Some research 
suggests that participation in group-based proac-
tive advising decreases severity of Attention Deficit 
Hyperactivity Disorder (ADHD) symptoms and in-
creases use of academic skills (LaCount et al., 2015; 
Stevens et al., 2019). One study investigating proac-
tive advising for students with ADHD and learning 
disabilities found that students who received proac-
tive advising had higher GPAs that those who did not 
receive such support (Du Paul et al., 2017).  Most of 
the research in this area focuses on the needs of stu-
dents with ADHD and learning disabilities whereas 
all students with disabilities need to have core adult 
learning skills to be successful in higher education. 

2-4-8 Proactive Advising Model
2-4-8 is a proactive advising model designed to 

fill this gap by teaching academic skills to college 
students with any disability. In 2-4-8, students with 
documented disabilities meet individually with a DS 
staff member at least three times in the fall semester 
to ensure all accommodations, supports, and skills 
necessary for success are in place. 2-4-8 is named 
thusly because students meet individually with a DS 
staff member two, four, and eight weeks after re-
ceiving their letter of accommodation. These Week 
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2, Week 4, and Week 8 meetings are the minimum; 
students can meet with DS staff at other times to fol-
low up on a specific issue or work on a skill targeted 
in a 2-4-8 meeting. 

Students with many different categories of dis-
abilities participate in 2-4-8. Categories of disabili-
ties range from ADHD, to sensory impairments, to 
mental health disorders. To ensure that each student’s 
unique needs are met, it is vital for staff to under-
stand disability and tailor support to each individual 
student (D’Alessio & Banerjee, 2016). This need for 
tailoring is why 2-4-8 is housed in the DS office and 
not in other student support offices, such as advising 
or tutoring. 

The 2-4-8 model has several overarching goals, 
including (a) ensuring that each student has the aca-
demic and organizational skills necessary for success, 
(b) confirming that each student understands and uti-
lizes accommodations and supports, and (c) building 
a rapport with each student so that the student comes 
back before a moment of crisis. 

To ensure that all students enrolled in 2-4-8 meet 
these goals, Week 2, Week 4, and Week 8 meetings 
have a semi-structured interview format. Each meet-
ing includes a list of preset questions tailored to meet 
the individual needs of students. The structure of Week 
2 meetings is more rigid than the subsequent meet-
ings; Week 4 and Week 8 meetings allow for more in-
dividual follow-up based on discussions in previous 
meetings. This format ensures that all students are 
asked about fundamental academic skills, while also 
allowing for personalization to meet the strengths and 
needs of each individual student. In Week 2, Week 4, 
and Week 8 meetings, DS staff members ask students 
questions about academic skills, such as organization, 
professor communication, time management, study-
ing, meeting deadlines, self-advocacy, test taking, 
family communication, motivation, and writing. The 
questions that DS staff ask students that get to these 
academic skills include: How are you going to orga-
nize yourself and remember all due dates this semes-
ter? Are you using your organizational system each 
day? What other campus supports do you believe you 
will need to utilize this semester? Have you begun 
using these supports, and if so, were these meetings 
effective? How are you utilizing your accommoda-
tions for each class? How do you plan to study for 
your upcoming test? What is your plan to write a 
paper due soon? Have you been late to any classes? 
Have you been able to turn in assignments on time? 
If not, what was the issue that impeded you meeting 
your deadline? How can we resolve this issue? Have 
you gotten any grades or professor feedback yet? Do 
you know how to communicate with your professor 

if you have any concerns about your feedback? Have 
you discussed with your family what feedback you 
have received?

The three required meetings are a balance be-
tween the average of 1-2 meetings a DS staff has 
with a student each semester (Scott, 2017) and the 
average seven meetings between an academic coach 
and a student each semester (Button et al., 2019). The 
number of three meetings as a minimum requirement 
balances quality with quantity, and the spread of these 
meetings over half of a typical semester allows the 
DS staff member to get to know and build rapport 
with each student on an individual level. The three 
required meetings also allow for DS staff to have a 
higher caseload than an academic coach who may 
be required to meet every other week with a student 
throughout the semester. 

All meetings are conducted individually for 30 
minutes. This meeting time length allows for the bal-
ance between meeting an individual student’s needs 
and supporting as many students as possible (Scott, 
2017). Students are expected to prepare for each 
meeting, and are emailed instructions on how to pre-
pare for each meeting a week before the meeting.

If, after the student completes the three required 
meetings, there are no indicators of potential is-
sues and there is no follow-up required or request-
ed, the staff member then discusses with the student 
how to continue seeking support if they wish. Most 
often, there are a few follow-up meetings to work 
on academic and organizational skills that need im-
provement. These skills most often involve time 
management, study skills, test taking strategies, or-
ganization of major assignments, and communication 
with professors. 

2-4-8 is a unique proactive advising model for 
college students with disabilities because it serves stu-
dents with any type of disability. It has the potential 
for DS to provide quality support to a high volume of 
high-risk students. Research to date indicates that pro-
active advising is useful for students with disabilities. 
To begin examining the effectiveness of this proactive 
advising model, descriptive and correlational analyses 
examined perceptions of academic skills before par-
ticipation in 2-4-8. Then academic skills before and 
after participation in 2-4-8 were compared. This study 
asked: What do academic skills look like in students 
with disabilities? Is there an increase in academic de-
velopment after participation in 2-4-8?  If so, which 
academic skills are increased? The academic skills 
investigated here include self-reports of organization, 
professor communication, time management, study-
ing, meeting deadlines, self-advocacy, test taking, fam-
ily communication, motivation, and writing. 
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Methods

Procedure
To begin assessing the effectiveness of the 2-4-8 

proactive advising model, a pragmatist paradigm 
was utilized for this non-experimental, longitudinal, 
correlational design. In this study, components of 
descriptive and correlational analyses were used to 
assess academic skills before and after participation 
in 2-4-8. 

All students who participated in 2-4-8 were qual-
ified, current students; they were eligible to receive 
accommodations and requested to receive accommo-
dations in the current semester. All students who were 
enrolled in the 2-4-8 program and were 18 or older 
were invited to participate in the study via email. All 
research procedures were approved by the Universi-
ty’s Institutional Review Board. This study included 
two self-report surveys that were emailed to poten-
tial participants before meeting with DS staff through 
2-4-8 and at the end of the semester. The pre-survey 
was sent to enrolled students before their first 2-4-8 
meeting. The pre-survey collected demographic in-
formation and self-perceptions of level of expertise 
in academic skills. An invitation to participate in the 
post-survey was sent to enrolled students at the end of 
the semester. The post-survey collected information 
about changes to their disability-related symptoms 
and another self-evaluation of academic skills. Stu-
dents did not need to complete the previous surveys 
to participate. For example, a student could partic-
ipate in the post-survey only. All participants were 
assigned a randomized subject ID code and data were 
analyzed after the completion of the semester. This 
protected the confidentiality of students. DS staff did 
not know if the students they worked with participat-
ed in the study and researchers were not knowledge-
able of student identity when conducting analyses.

Statistical Analysis Plan
Academic skill information collected through the 

pre- and post-surveys were investigated in this study. 
Participants self-reported expertise with each aca-
demic skill on the 5-point Likert scale (1= specific 
weakness, 5= particular strength). Participants were 
also asked on the post-survey which skills they per-
ceived were increased through participation in 2-4-8. 
The academic skills that participants self-evaluated 
included organization, writing, test taking, studying, 
time management, professor communication, fam-
ily communication, self-advocacy, motivation, and 
meeting deadlines. Operational definitions of each 
academic skill are as follows:      

1. Organization: choosing and implementing a 
single organizational method to stay on top of 
all assignments     

2. Writing: transposing thoughts effectively into 
the written word     

3. Test Taking: utilizing correct test taking strat-
egies during a timed examination     

4. Studying: organizing time to effectively and 
efficiently study and choose methods of study-
ing best suited for test and subject matter     

5. Time Management: organizing time and bal-
ancing academic and social demands to pro-
vide enough time to complete each task     

6. Professor Communication: student-driven com-
munication with professor regarding disability 
accommodations and course content     

7. Family Communication: communication with 
family about academics     

8. Self-advocacy: student-driven communica-
tion to advocate for academic needs     

9. Motivation: identifying motives to complete 
assignments and stay on task     

10. Meeting Deadlines: turning in assignments on 
time. 

While most academic skills were targeted in 2-4-
8, the skill of writing was not targeted. This variable 
provides a look into discriminant validity; writing 
should not be increased through participation in 
2-4-8 as it was not targeted in the 2-4-8 model. Addi-
tionally, some academic skills are emphasized more 
through 2-4-8. While some skills (e.g., time manage-
ment, organization, professor communication, meet-
ing deadlines, and self-advocacy) are heavily targeted 
at all 2-4-8 meetings, other skills (e.g., test taking, 
family communication, motivation, and studying) are 
discussed in only one 2-4-8 meeting and not as heav-
ily emphasized. Certain skills are emphasized more 
because they are both crucial for academic success 
and often decreased in students with disabilities. 

Each academic skill was investigated in three 
ways to provide a comprehensive investigation of 
self-perceptions of these academic skills. First, aca-
demic skill perceptions were assessed by the percent-
age of students who responded that the academic skill 
was increased through participation in 2-4-8. Second, 
the percentages of students who rated each academic 
skill as a strength or particular strength on the pre- and 
post-surveys were compared. Finally, a paired-sam-
ples t-test was conducted for each academic skill to 
determine statistical significance. 
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Results

Participants
In Fall 2018, 156 students were enrolled in 2-4-8 

at a medium-sized private university in the Mid-At-
lantic region and were eligible for participation. 
From this population, 87 students responded to the 
pre-survey and 47 students responded to the post sur-
vey. However, only 37 of the participants responded 
to both the pre- and post-survey. This study’s sample 
included the 37 participants who responded to both 
pre- and post-surveys. 

This sample was split equally by gender (51.35% 
of participants identified as male and 48.64% as fe-
male). The majority identified as White (72.97% 
identified as White, 18.92% as African-American, 
10.81% as Hispanic, 5.41% as Asian, and 2.72% as 
Middle Eastern). Respondents were allowed to re-
spond to more than one category for race. Half of the 
participants were first year students (51.35% fresh-
man, 18.92% sophomore, 16.22% junior, 13.51% 
graduate). Respondents were diagnosed in a number 
of distinct yet non-exclusive disability categories: 
48.65% of students responded they were diagnosed 
with and receiving services for ADHD, 48.65% 
learning disability, 27.03% psychological disabil-
ity, 13.51% ASD, 5.41% visual impairment, 5.41% 
hearing impairment, 5.41% mobility impairment, 
and 2.70% traumatic brain injury. Over one third 
(37.84%) self-identified as having diagnoses in two 
or more disability categories. It is also important 
to note that disability symptoms were not stagnant; 
21.62% of students reported experiencing a change 
in their mental or physical health during the semester.

The majority of this sample completed all 2-4-8 
meetings (83.78%) while a few (16.22%) partial-
ly completed the program with one or two meetings. 
Overall, the majority of students (56.76%) met with 
DS more than the three required meetings and a third 
(35.14%) met with DS staff weekly. When asked if 
they found 2-4-8 helpful, 78.38% of respondents re-
ported that 2-4-8 was helpful. Most importantly, all but 
one student (97.39%) would recommend 2-4-8 to an 
incoming student. Even if a student did not find it help-
ful, they would recommend it to an incoming student. 
This shows that students still see the value in the pro-
gram even if it didn’t help them personally. 

From this sample, only 8.11% withdrew from one 
or more classes. This is in part because students uti-
lized the assistance of other support offices on campus 
when necessary. 91.89% of students utilized support 
outside of DS (72.97% reported using professor of-
fice hours; 51.35% Writing Center; 37.84% Counsel-
ing Center; 29.73% tutoring; 27.03% Math Center).  

Academic Skills
First, students were asked what academic skills 

they believed had increased through participation in 
2-4-8. See Table 1 for a visual representation of the 
number and percentage of participants who respond-
ed that skills had increased on the post-survey. The 
majority of the students responded that time manage-
ment (67.74%), organization (61.29%), and professor 
communication (58.06%) had increased through par-
ticipation in 2-4-8. Many students also responded that 
meeting deadlines (45.16%), self-advocacy (45.16%), 
test taking (41.94%), and studying (41.94%) had in-
creased through participation in 2-4-8. Few students 
responded that writing (19.35%) and family commu-
nication (12.90%) were increased through participa-
tion in 2-4-8. Writing and family communications are 
not emphasized in 2-4-8, and therefore the small per-
centages of students reporting growth in these areas 
supports the validity of these data. 

Second, the difference between the percentag-
es of participants who responded that an academic 
skill was a strength or particular strength on the pre- 
and post-surveys was calculated. Table 2 includes a 
table of the percentages and the differences between 
pre- and post-survey responses. Organization and 
professor communication had the greatest increases 
for students who rated these skills as a strength after 
participation in 2-4-8. Over a fifth (21.72%) more 
students rated organization as a strength after partic-
ipation in 2-4-8. Similarly, 21.62% more students re-
sponded that professor communication was a strength 
after 2-4-8. Other skills saw a modest growth for 
students who responded that the academic skill was 
a strength after 2-4-8: there was a 13.52% increase 
in time management, 13.51% increase in studying, 
10.82% increase in meeting deadlines, and 10.81% 
increase in both self-advocacy and test taking. Only 
2.70% more students responded that family commu-
nication was a strength. No more students responded 
that motivation was a strength after 2-4-8. Finally, 
12.70% fewer students responded writing was a skill 
after 2-4-8. 

Third, paired-samples t-tests were conducted for 
each academic skill to determine which skills were 
significantly changed after 2-4-8. Table 3 includes the 
results of all of the paired-samples t-tests. Organiza-
tion and studying showed significant increases after 
2-4-8. There was a significant difference in organiza-
tion before (M = 3.46, SD = .96) and after 2-4-8 (M = 
3.84, SD = .93); t(37) = -2.67, p = .01. Omega-square 
was utilized to calculate effect size, finding 14% of 
the variability in organization can be related to the dif-
ference in the mean amount of organization from the 
pre-survey to the post-survey. This is a medium effect 
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Table 1

Academic Skills that Participants Responded were Increased Through Participation in 2-4-8 (n=37)    

Academic Skill n %
Time management 21 67.74
Organization 19 61.29
Professor communication 18 58.06
Meeting deadlines 14 45.16
Self-advocacy 14 45.16
Test taking 13 41.94
Studying 13 41.94
Motivation 10 32.26
Writing 6 19.35
Family communication 4 12.90

Table 2

Percentage of Students Responding to an Academic Skill as a Strength or Particular Strength (n=37)    

Academic Skill % Pre-Survey % Post-Survey Post-Pre Difference
Organization 45.85 67.57 + 21.72
Professor communication 56.76 78.38 +21.62
Time management 32.43 45.95 +13.52
Studying 27.03 40.54 +13.51
Meeting deadlines 64.86 75.68 +10.82
Self-advocacy 56.76 67.57 +10.81
Test taking 29.73 40.54 +10.81
Family communication 81.08 83.78 +2.70
Motivation 59.46 59.46   0.00
Writing 47.84 35.14 -12.70
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Table 3

Paired-Samples T-test of Academic Skills in the Pre- and Post-Surveys

Academic Skill Pre-Survey Post-Survey
t (36) p Omega 

SquareM SD M SD
Organization 3.46 0.96 3.84 0.93 -2.67 0.01** 0.14
Studying 2.86 1.00 3.30 1.08 -2.46 0.02** 0.12
Time Management 2.81 1.20 3.19 1.18 -2.02 0.05* 0.08
Professor Communication 3.65 0.92 3.95 0.94 -1.93 0.06* 0.07
Test Taking 2.95 0.94 3.24 0.93 -1.87 0.07* 0.06
Self-Advocacy 3.59 0.87 3.84 1.12 -1.43 0.16
Meeting Deadlines 3.76 0.96 3.97 1.19 -0.94 0.35
Motivation 3.54 1.04 3.59 1.14 -0.39 0.70
Writing 3.11 1.05 3.14 1.16 -0.21 0.84
Family Communication 4.16 0.87 4.14 1.03 0.17 0.87

    
Note. ** p ≤ .05; * .05 ≤ p ≤ .07
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size according to Cohen’s criteria. There was a sig-
nificant difference in studying before (M = 2.86, SD 
= 1.00) and after 2-4-8 (M = 3.30, SD = 1.08); t(37) = 
-2.4, p = .02. Omega-square was utilized to calculate 
effect size, finding 12% of the variability in studying 
can be related to the difference in the mean amount 
of studying from the pre-survey to the post-survey. 
This is also a medium effect size according to Co-
hen’s criteria. Finally, there was a difference, through 
trending in significance, in time management before 
(M = 2.81, SD = 1.20) and after 2-4-8 (M = 3.19, SD = 
1.18); t(37) = -2.02, p = .05. There were also trending, 
yet non-significant increases in professor communi-
cation and test taking before and after participation 
in 2-4-8. There was no significant change in self-ad-
vocacy, meeting deadlines, motivation, writing, and 
family communication after 2-4-8.

Discussion

In an initial look at this sample, the demographics 
revealed that this sample was diverse, both in terms 
of diagnoses and experiences in higher education. 
This non-homogenous sample meant that some of 
the demographic information could have had unin-
tentional impacts on results. However, the sample is 
also reflective of all students enrolled in 2-4-8 and 
the entire population that DS serves. One important 
strength of 2-4-8 is that this model serves all students 
with disabilities; it is not only for a subset of students 
that a DS office serves. 2-4-8 can help to reach the 
goal of ensuring that every student with a disability 
is off to a good start and has the academic skills and 
supports in place to succeed at the collegiate level.

The majority of student respondents found that 
2-4-8 was beneficial. Even more importantly, almost 
every single respondent indicated that they would 
recommend 2-4-8 to an incoming student with a dis-
ability. This is strong evidence that even if a student 
did not find 2-4-8 personally helpful, they still saw its 
benefits for other students. This finding is also in line 
with the current body of research, which shows that 
proactive advising is helpful for students (e.g., But-
ton et al., 2019; Fleming et al., 2018). Furthermore, 
because the overwhelming majority of participants 
would recommend 2-4-8 to an incoming student, it 
is worth the effort to implement and evaluate 2-4-8. 

Throughout the analysis, three general tiers of ac-
ademic skills emerged. The first tier of skills includes 
organization, time management, professor com-
munication, and studying. The skills in the first tier 
were the main targets in 2-4-8 and showed the larg-
est growth before and after enrollment in 2-4-8. The 
second tier of skills includes test taking, self-advo-

cacy, and meeting deadlines, which showed modest, 
non-significant increases after participation in 2-4-8. 
The third tier of skills, consisting of motivation, fam-
ily communication, and writing, includes those skills 
that were not increased after 2-4-8.

Organization was reported as the academic skill 
with the greatest increase after participation in 2-4-
8; 61.29% of students reported that organization 
increased through 2-4-8 and 21.72% more students 
reported organization as a skill after 2-4-8. There was 
a significant increase in the average response for or-
ganization as a strength before and after 2-4-8 with a 
medium effect size. The reported increase in organi-
zation could be tied to sample demographics. Almost 
half of the respondents reported they were diagnosed 
with ADHD. Organization is a skill often impaired in 
students with ADHD, and a skill that is best targeted 
at the beginning of the semester. Because so many 
students struggled with organization and 2-4-8 oc-
curred at the best time to target this skill, organization 
was the academic skill most impacted through 2-4-8. 

Studying was also reported as improved after par-
ticipating in 2-4-8; 41.94% of students reported that 
studying increased through 2-4-8 and 13.51% more 
students reported studying as a skill after 2-4-8. There 
was a significant increase in the average response for 
professor communication as a strength before and 
after 2-4-8 with a medium effect size. The percent-
age of students who reported that studying increased 
through 2-4-8 mirrors the percentage of the sample 
with a learning disability (48.65%). Students with 
learning disabilities not only need to learn how to 
study for each type of test, but also need to learn to 
study based on their strengths. Through 2-4-8, the DS 
staff member asks each student if they have an up-
coming test and if so, how they are preparing. Often-
times, the DS staff member works individually with 
students to find methods of studying that uniquely 
fit the type of test and the strengths of each student. 
Additionally, while students often enter college with 
study skills in place, these skills are not adequate for 
college-level courses and assessments. This discrep-
ancy could be why there was a smaller addition of 
students who reported studying was a skill after 2-4-
8, but still many students responded that studying in-
creased through participation in 2-4-8. 

Time management was also reported as signifi-
cantly improved after participating in 2-4-8; 67.74% 
of students reported that time management increased 
through 2-4-8 and 13.52% more students reported 
time management as a skill after 2-4-8. There was 
a non-significant increase in the average response 
for time management as a strength before and after 
2-4-8. Similar to organization, time management is 
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impaired in students with ADHD. Additionally, first-
year students often struggle with the wide expanses 
of unorganized time in their first semester at college. 
Approximately half of the sample identified as being 
diagnosed with ADHD, and half of the sample indi-
cated they were first-years. This combination could 
be why time management was improved so greatly 
through participation in 2-4-8. 

The final skill in the first tier, professor com-
munication, was also reported as improved after 
participating in 2-4-8; 58.06% of students report-
ed that professor communication increased through 
2-4-8 and 21.62% more students reported professor 
communication as a skill after 2-4-8. However, the 
increase in professor communication before and 
after 2-4-8 was only trending in significance. As dis-
cussed previously, about half of the sample includ-
ed first-year students, who had not interacted with 
faculty in the higher education setting before 2-4-
8. The 2-4-8 model specifically targets how to talk 
with professors both about general topics, such as 
implementing accommodations, and more specific 
topics related to course content. 72.87% of this sam-
ple also utilized professor office hours. The combi-
nation of learning skills in 2-4-8 and implementing 
them by utilizing professor office hours helps to set 
students up for success.  

The second tier of skills includes test taking, 
self-advocacy, and meeting deadlines. This set of 
skills was targeted in 2-4-8 and saw modest, if not 
significant, growth after participation in 2-4-8. Stu-
dents did report that these skills increased through 
2-4-8 (41.94% reported test taking increased, 45.16% 
self-advocacy, and 45.16% meeting deadlines) and 
there were more students who reported these skills as 
a strength after 2-4-8 (+10.81% test taking, +10.81% 
self-advocacy, and +10.82% meeting deadlines). 
However, these improvements were not statistically 
significant. Improvements to the 2-4-8 model should 
target these academic skills so they can be improved 
further through participation in 2-4-8. 

Finally, the third tier of skills includes skills that 
were not increased through participation in 2-4-8. 
This tier includes the skills of motivation, family com-
munication, and writing. Few students reported that 
these skills were increased through 2-4-8 (32.26% re-
ported motivation increased, 12.90% family commu-
nication, and 19.35% writing). There was little, no, 
or negative change in skills reported as a strength be-
fore and after 2-4-8 (+0% motivation, +2.70% family 
communication, and -12.70% writing). Finally, there 
was no significant change in response means before 
and after participation in 2-4-8. 

Motivation was not reported as improved through 
2-4-8, possibly because motivation was not targeted 
in 2-4-8. Future training for DS staff and modifica-
tions to 2-4-8 should target motivation, such as mo-
tivational interviewing. Motivation, while nebulous 
and difficult to pinpoint, is essential to success both 
in the academic setting and beyond. 

Family communication included unique findings. 
The vast majority of students (81.08%) responded 
that family communication was a strength before 2-4-
8, with 56.76% of students reporting that they spoke 
with family members at least every day. Given such 
high initial findings, there was no room for improve-
ment, even though in the 2-4-8 program DS staff 
ensured that important academic information was re-
layed to family. 

Writing was included as an academic skill in this 
study to provide discriminant validity. Writing is an ac-
ademic skill that students with disabilities can work to 
improve, but is not targeted in 2-4-8, or even in the DS 
office. The university where this study was conducted 
has a Writing Center that is separate from the DS of-
fice but is trained by DS office staff to provide writing 
support to students with disabilities. In 2-4-8, students 
were referred to the Writing Center in the same way 
they were referred to the Counseling Center. There-
fore, writing should not have improved through partic-
ipation in 2-4-8. These non-significant findings further 
support the positive findings that 2-4-8 improved aca-
demic skills targeted in the program. 

This preliminary study of 2-4-8 had limitations 
inherent in its non-experimental, pilot study design. 
The sample size was small, which did not allow anal-
yses to control for the number of meetings or other 
important demographic information (e.g., diagnosis 
category, academic standing). Future research should 
further investigate influencing factors that impact suc-
cess. In addition to the lack of control variables, the 
outcome measures in this study included a self-report 
scale that was not psychometrically tested. Future 
evaluations of 2-4-8 should include psychometrically 
tested scales of academic skills, in addition to other 
measures of academic success, including GPA and re-
tention. Collecting outcome measures from multiple 
courses would allow for triangulation of data collec-
tion and would strengthen the validity of responses 
collected. Finally, this study only evaluated 2-4-8 at 
one institution. Future research should look to see if 
these initial findings are replicated at other colleges 
and universities. These limitations and directions for 
future research show that more extensive research 
needs to be conducted on the potential outcomes and 
benefits of the 2-4-8 model. 
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 As the number of students with disabilities con-
tinues to rise, DS offices must provide proactive 
support instead of relying on reactive support when 
crises arise. In part, such support is necessary be-
cause proactive support decreases load and intensity 
of future cases. 2-4-8 is a unique proactive advising 
model that helps all students with disabilities get off 
to a good start. This study provides a preliminary 
investigation into academic skills in students with 
disabilities before and after participation in a 2-4-
8. Overall, findings from this study provide prom-
ising indications that perception of academic skills, 
including organization, time management, studying, 
and professor communication, are increased after 
participation in 2-4-8. While this is a preliminary 
and limited study, findings provide promise that 
2-4-8 could be an effective means of support for col-
lege students with disabilities. This proactive advis-
ing model has potential to provide quality, proactive 
support for many students with disabilities without 
overburdening DS staff. It is imperative that future 
research be conducted to expand the understanding 
of the benefits of this program. 
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Abstract

Promoting the use of inclusive instruction based on the tenets of Universal Design has occurred in the 
United States over the past three decades. In this study, a validated measure of university faculty attitudes 
toward inclusive instruction was translated from English to German and administered to a sample of fac-
ulty at a German institution. Responses (n=589) were subjected to an exploratory and confirmatory factor 
analysis in order to validate the translated items. The exploratory factor analysis yielded seven factors, 
which were very similar to the English version of the measure. The confirmatory factor analysis indicated 
the seven-factor solution showed acceptable model fit. Implications are discussed for universities both in 
the United States and abroad. 
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Across the globe in colleges and universities 
today, undergraduate enrollment is more diverse than 
ever, and specifically with regard to students with 
disabilities (National Center for Education Statistics, 
2017). As a result, many college faculty now use a 
variety of inclusive teaching practices to meet the 
needs of diverse students (Lombardi et al., 2018). 
For nearly three decades, Universal Design (UD) has 
been proposed as a conceptual underpinning to inclu-
sive instruction in the context of higher education and 
disability, and diversity more broadly. Efforts to de-
fine and operationalize inclusive instruction ground-
ed in UD, as well as to build faculty awareness of 
such practices, continue to persist in the literature 
(e.g., Faggella-Luby et al., 2017; McGuire, 2014). 
Although some studies focus on measuring inclusive 
instruction among faculty, very few of these studies 
are multi-institutional. In fact, lack of scaling-up to 
multi-institutional research designs remains a major 
limitation to these types of studies in the U.S.. 

The purpose of this study was to apply use of a 
psychometrically valid measure of university faculty 

inclusive instruction to an international context. Spe-
cifically, a larger movement in Germany to promote 
inclusive instruction offered the opportunity to study 
faculty attitudes toward disability and teaching prac-
tices more closely. As such, a measure that was pre-
viously developed in the United States was translated 
into German and administered to faculty across uni-
versities in Bavaria, the southern region in Germany. 
In this study, we describe the efforts to measure inclu-
sive instruction, including validating the measure in 
German based on a sample of faculty at one German 
university, as well as describe some initial findings 
about inclusive higher education in Germany. 

Measuring Inclusive Instruction
In the United States, the concept of Universal 

Design is well established as an underpinning to uni-
versity teaching. Arguably, the two most prominent 
variations of the original framework from the field 
of Architecture are Universal Design for Instruction 
(UDI) (McGuire et al., 2003) and Universal Design 
for Learning (UDL) (Rose et al., 2006). These frame-
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works are meant to aid faculty in promoting maximum 
usability and accessibility in the planning, delivery, 
and evaluation stages of instruction. Ultimately, the 
various UD frameworks promote inclusive instruc-
tional practices.  

European Context
By ratifying the United Nations Convention of the 

Rights of Persons with Disabilities (CRPD) in March 
2009, the Federal Republic of Germany committed 
itself to create an inclusive education system in order 
to provide people with disabilities equal access to the 
university system. Within European countries, the 
number of students with disabilities (SWD) and a re-
sulting student hardship has increased in recent years 
from 7% to 11% (Middendorff et al., 2013; Midden-
dorf et al., 2017).

The attitudes of university faculty are seen as 
a key success factor in this regard (Ahmmed et al., 
2012; Boyle et al., 2013). The attitude of universi-
ty faculty toward SWD has a significant impact on 
students’ academic success (Garrison-Wade, 2012). 
Negative attitudes and perceptions are the biggest 
barrier for SWD, such as the frequent use of stereo-
types (Baker et al., 2012). Insufficient knowledge and 
disability awareness (Burgstahler & Moore, 2009) 
may lead to prejudices and negative attitudes among 
faculty toward SWD, which may, in turn, negatively 
impact SWD experiences in college courses. 

A lack of faculty awareness of disability some-
times even results in the questioning of the impair-
ment (Leake & Stodden, 2014). This mainly affects 
students with non-visible impairments, who comprise 
as much as 94% of the SWD population in Germany 
(German Student Information, 2013), and who report 
among others about the lack of acceptance for needed 
accommodations. In general, it is difficult for college 
faculty to determine appropriate accommodations 
(Vogel et al., 2008), so that only easy-to-implement 
adjustments are granted (Becker & Palladino, 2016). 
“Inadequate” also describes the level of knowledge 
of the teachers with regard to legal requirements 
in the interests of those affected students (Moriña, 
2017). Faculty also may not be familiar with the dif-
ferent types of disabilities (Vogel et al., 2008), and 
disability support services offered by the university 
are quite varied across institutions (Burgstahler & 
Moore, 2009).

Furthermore, there seem to be differences in dis-
ability awareness among faculty that may depend on 
their respective disciplines. For example, faculty from 
the humanities and economics fields are not as aware 
of inclusive instruction than faculty from colleges of 
education specifically (Becker & Palladino, 2016). 

Typically, university faculty are not trained in inclu-
sive instruction (Faggella-Luby et al, 2017; Lombardi 
et al., 2018). A thematic training would be necessary to 
bring about changes in attitudes and thus in the behav-
ior of the faculty, which, in turn, may have a positive 
effect on the interaction of these with the SWD (Zhang 
et al., 2010). In order to design such training opportu-
nities, it is first important to reliably and validly mea-
sure faculty attitudes and perceptions toward disability 
and inclusive instruction. As such, the purpose of the 
current study was to validate a translated measure of 
faculty inclusive instruction in order to reliably and 
validly use at German universities. 

Method

Sample
The sample was composed of 589 faculty (re-

sponse rate was approximately 21%) at one univer-
sity. Most of the respondents were teaching at the 
Julius-Maximilians University Würzburg. Over half 
(60%) of the participants were male; most were 
under 51 years old (<35J: 42.4%, 36-50y: 34.8%, 
51-65y: 22.2%,> 65y: 0.5%) and had been teaching 
for 10 years or more (41.1%). There were 58.4% of 
the respondents who were employed on a temporary 
basis, mainly as scientific staff (52.5%). This sam-
ple is considered representative, although there is  an 
over-representation of the humanities and catholic 
theology as well as an underrepresentation of med-
icine. With 63.1%, the courses of the respondents 
are listed as compulsory subjects for undergraduate 
students (45%).

Measure
A validated measure of inclusive instruction, the 

Excel questionnaire (Lombardi et al., 2011) was used 
in the current study. The instrument consists of three 
sections. First, demographic data were collected; sec-
ond, the use of topic-specific training was addressed; 
and third, 39 items were used to analyze the attitudes 
and perceptions of faculty members towards SWD. 
The 39-item Excel survey measures attitudes toward 
accommodations, disability-specific laws and inclu-
sive instruction, and is based on eight factors that ac-
count for 60% of the variance. Cronbach’s alpha of 
all items is 0.88 (Lombardi et al., 2011). More recent-
ly, the measure was further developed and refined 
and renamed into the Inclusive Teaching Strategies 
Inventory (ITSI) (Lombardi et al., 2011). Consistent 
with previous versions, a six-point Likert response 
scale was used, ranging from 1 = “strongly agree" to 
6 = “strongly disagree.” 
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German translation. The instrument was trans-
lated into German using the technique of Banville et 
al. (2000). The items were adapted after a back and 
forth translation of the German usage and the Bavari-
an university system.

In the demographic part, “diverse” was added as 
the third choice for gender, while the answers to the 
employment relationship were reduced to “perma-
nent” and “temporary.” The open questions about age 
and duration of employment as a teacher have been 
converted into closed questions. The area of further 
education was also revised and supplemented with 
further training topics that could be of interest to 
teachers according to previous studies. Furthermore, 
in the original questionnaire, a question asked about 
training, including further education and self-taught 
further education. This subdivision was taken up in 
the German version in two separate issues.

The third set of items was subject to validation, 
which was the purpose of the current study. With re-
gard to translation, items that referred to laws were 
changed in accordance with the European Union and 
German context. In addition, the sequence of the 
items, which had previously been designed according 
to factors, was arranged randomly. As such, a major 
goal of the current study was to determine whether 
the original factor structure could be confirmed in the 
Bavarian context and translated into German. 

Procedures
Prior to the large sample data collection, the 

translated items underwent a pilot phase. The pilot 
study was attended by 23 instructors from different 
disciplines of one university. Furthermore, the items 
were presented to experienced university staff from 
the field of empirical educational research. Corre-
sponding to the results, a few linguistic changes and 
ambiguous terminology were clarified for better com-
prehensibility. In particular, the term “disability” was 
addressed in remarks by pilot test respondents. It was 
difficult to come to an agreement on one term that en-
compassed the diverse array of disability types. This 
problem was also reflected in a related qualitative 
study, where in one-on-one interviews, instructors 
synonymously referred to the term “disability,” “im-
pairment” or, for example, also “handicap” (Hoos et 
al., 2020). In addition, disorders such as dyscalculia 
or dyslexia were often referred to as “learning disabil-
ity/impairment.” Therefore, to encompass all disabil-
ity types, the foreword to the questionnaire stated that 
SWD refers to students with physical, mental, and 
chronic disabilities as well as learning disabilities.

After the pilot phase, the revised measure was 
administered using the online provider SoSci Survey, 

which was free of charge for scientific researchers 
who collected the data. To participate, instructors 
were invited by email, sent on behalf of the respec-
tive disability officer and the university management. 
Standardized text was made available to the universi-
ties for the invitation emails and the reminder email. 

Data Analysis
The pilot phase was conducted with 23 partici-

pants. In the validation phase (n=589), an exploratory 
factor analysis (EFA) and a confirmatory factor anal-
ysis (CFA) was conducted. All analyses were con-
ducted with SPSS Statistics 25 and R (3.3.3). With 
regard to data selection, all cases with missing data 
from 30% and from 30% missing values in the last 
part (39 items) were excluded from the analysis (Gra-
ham, 2012). Missing values of the variables were 
replaced by averages because on average only 2% 
(Range: 0% -12%) of the information was missing 
(Little & Rubin, 2002). 

For the EFA, the purpose is to reduce items 
through a smaller number of factors. The extent to 
which data was suitable for a factor analysis was 
given by the Kaiser-Meyer-Olkin Criterion (KMO), 
which should assume a value above .5 (Cureton & 
Agostino, 1983). The extraction took place via the 
KMO criterion, the examination of the Scree plot and 
a parallel analysis. To ensure optimal consistency and 
stability of the factor structure, various rotation meth-
ods (Varimax, Oblimin, and Maximum Likelihood) 
were compared. The original study used the Oblimin 
(0.4) rotation method (Lombardi & Murray, 2011). 
Items that were ambiguously loaded on different fac-
tors and with loadings under .3 were excluded. 

The resulting model was compared to the origi-
nal model by means of a confirmatory factor analy-
sis (CFA), which is typically used to study the nature 
and relationship of latent variables (Jackson et al., 
2009). To assess the global quality and acceptance 
of the model, standard indexes were considered for 
CFA (Hu & Bentler, 1999). These include the small-
est possible chi square to degrees of freedom ratio, or 
χ2/df, with a value between 2 and 5 (Seifried & Heyl, 
2016). Furthermore, the following indices with cor-
responding cut-off values were accepted as suitable 
measures for considering the global quality: Com-
parative Fit Index (CFI) of .90 or higher, Root Mean 
Square Error of Approximation (RMSEA) and Stan-
dardized Root Mean Square Residual (SRMR), both 
of which should be .08 or lower, as well as the Akaike 
Information Criterion (AIC) and Consistent Akaike 
Information Criterion (CAIC) with the lowest possi-
ble values (Browne & Cudeck, 1992; Hu & Bentler, 
1999, Seifried & Heyl, 2016). To check the measure-
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ment model, Cronbach’s alpha was calculated for the 
factors and for all items in the inter-item correlations 
(.30; Bortz & Döring, 2002) and the corrected item 
scale correlations (.30; Blanz, 2015). In terms of dis-
criminant validity, the factorial delays and the vari-
ance extracted per factor were calculated (Seifried & 
Heyl, 2016).

Results

With SWD, most instructors have had contact 
(63.5%) in teaching during the past five years, with 
50.7% specifying this to be 1-5 SWD. Nevertheless, 
41.9% of the participants stated that they had not yet 
had any personal experience with the topic of disabil-
ity. Almost the same number (42.5%) said they al-
ready had experience with family members, friends, 
or personal contacts. Further, 18.3% of respondents 
had experience teaching SWD and 4.8% reported 
having an impairment themselves.

The second set of items pertained to interest in 
further training on specific disability-related topics. 
Results showed that instructors were particularly inter-
ested in the topic of mental illness, while other specific 
types of disabilities were ranked lower. In addition, 9% 
of the participants had already attended subject-specif-
ic training, most of them (35%) continued between 4 
and 6 hours. A quarter of all faculty learned about the 
topic mainly through websites (77%), investing be-
tween one and three hours of their time. 

With regard to the EFA results, according to the 
KMO criterion, the extraction provided nine factors. 
However, two were only slightly above 1 (eigenval-
ue F9: 1.07, eigenvalue F8: 1.09), and therefore all 
methods were also performed with preset 7, 8 and 9 
fixed factors. The Scree plot and parallel test indicat-
ed seven factors. The strongest factor loadings were 
found by the Oblimin method (0; 4), so that was used 
for further analysis. In addition, this rotation method 
was also used in the original study. Here, with 59.7% 
of variance explained the factor structure could be 
considered reproducible. However, factors eight and 
nine showed latent features that were not interpre-
table because each had only two items. In addition, 
individual factorial reliability proved to be insuffi-
cient, which  resulted in a factor structure of seven 
reproducible factors, loading at least with three items 
(charge at three items over .5) and showing a reli-
ability between, in a case .60, otherwise .68 and .89. 
The explained variance per factor was between .5 and 
.66. All items from the 8th and 9th factors were redis-
tributed in the seven-factor solution, except for item 
15 (“I prefer the use of different teaching methods, 
including work in small groups and hands-on activi-

ties.”), which did not cross-load on another factor and 
was therefore eliminated. In the seven-factor solu-
tion, 54.1% of the total variance was explained and 
all remaining variables showed a Cronbach’s alpha 
of .91. The values of the corrected item scale correla-
tion were occasionally at .3, but mostly between .5 
and .79 and therefore adequate. On average, the in-
ter-item correlation was above .3, except for one fac-
tor which also showed the lowest reliability. Based on 
this structure, the determined factors were: (a) support 
for accommodations, (b) knowledge of disability, (c) 
willingness to invest time to learn about inclusive in-
struction, (d) accessibility of (course) materials, (e) 
performance expectations, (f) support services and, 
(g) willingness to adjust to course performance and 
requirements. Importantly, these factors were quite 
similar to the original factors in the English version 
of the Excel survey (Lombardi & Murray, 2011). 

Table 1 shows descriptive statistics and reliabil-
ity by factor for both the original English version 
and the translated German version of the instrument. 
As shown in the table, the factor names were close-
ly translated in the German version, although some 
were not exact translations. Table 2 shows the CFA 
results, of which all reported fit indices show accept-
able to good model fit (Browne & Cudeck, 1992; Hu 
& Bentler, 1999) for all seven-, eight- and nine-factor 
solutions, with the seven-factor model showing the 
best model fit. 

Discussion

In this study, we examined the psychometric 
properties of a translated version of the Excel survey, 
a measure of university faculty attitudes toward in-
clusive instruction. The Excel survey was previous-
ly validated in English (Lombardi & Murray, 2011) 
and has since been revised several times and used at 
various universities in the United States and abroad 
(Lombardi, Murray, & Dallas, 2013; Lombardi et 
al., 2011; Lombardi et al., 2015). The results of this 
study are particularly noteworthy because it is the 
first examination of the Excel survey in German. Re-
sults show that the translated instrument is reliable 
and valid and should be used with confidence in Ger-
man-speaking contexts. 

The Excel survey, which was later renamed the 
Inclusive Teaching Strategies Inventory (ITSI), is an 
important component of data-based decision making. 
Disability services providers can use the instrument 
to gain a better sense for gaps of knowledge in fac-
ulty on their campus. This type of data is valuable 
for faculty training and outreach efforts. There are 
numerous examples of such previous efforts in the 
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Table 1

Descriptive Statistics and Reliability for English and German versions of the Excel Survey

Factor (English) Factor (German)
English German

α X σ α X σ

Fairness in the provision 
of accommodations

Support for 
accommodations 
for SWD

.85 5.09 .63 .89 4.71 .72

Knowledge in the context 
of disability

"…" .82 3.30 1.08 .86 2.92 1.09

Willingness to invest 
time

Willingness to invest 
time to learn about 
inclusive teaching

.74 4.75 .83 .70 3.78 .99

Accessibility of course-
materials

"…" .69 4.81 .79 .77 4.87 .88

Performance expectations "…" .65 4.96 .63 .60 4.72 .73
Campus resources Support services .69 4.24 .82 .68 3.79 .90
Adjustments to course 
and performance 
requirements

willingness to adjust to 
course and performance 
requirements

.78 3.86 .85 .75 4.67 .80

Minimizing barriers - .70 4.29 .94 - - -

Table 2

Confirmatory Factor Analysis Results

χ2/df CFI RMSEA SRMR AIC CAIC

original model 2.9 .83 .063 .075 2179.497 -2868.682
modified model, 

9 factors
2.8 .84 .061 .068 2113.864 -2908.323

modified model, 
8 factors

2.9 .83 .063 .070 2083.986 -2709.445

modified model, 
7 factors

2.8 .84 .062 .068 1932.948 -2633.727

Note. χ2/df: Chi-square value to degrees of freedom ratio; CFI: Comparative Fit Index; RMSEA: Root Mean 
Square Error of approximation; SRMR: Standardized Root Mean Square Residual; AIC: Akaike information 
criterion; CAIC: Consistent Akaike Information Criterion.
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United States, such as recent findings that show fac-
ulty attitudes towards adopting inclusive instruction 
can improve after receiving disability-related training 
(Lombardi & Murray, 2011; Lombardi et al., 2011; 
Murray et al., 2009; Murray, et al. 2014; Murray et 
al., 2010). Unfortunately, despite the promise of these 
findings, higher education institutions continue to re-
port barriers of universal design implementation due 
to limited staff resources and minimal faculty interest 
(Raue & Lewis, 2011). Moreover, when faculty pos-
itively endorse aspects of inclusive instruction, these 
same faculty might not be implementing such practic-
es (Cook et al., 2009; Lombardi, Murray, & Gerdes, 
2011; Zhang et al., 2010). These findings suggest that 
faculty may understand the importance of inclusive 
instruction, yet may lack the time and resources to 
adopt such practices, which may affect their interest. 

Previously, one study examined inclusive instruc-
tion among college faculty on an international scale, 
focusing on comparisons between the United States, 
Canada, and Spain (Lombardi, et al., 2015). In the 
current study, German faculty comprised the sam-
ple and only attitudes (not actions) were the focus of 
measurement. Yet, this study is the first to illustrate 
a snapshot of such attitudes among German faculty, 
and also provides further validity evidence for the in-
strument after translating the items. With a psycho-
metrically valid instrument, German universities may 
consider surveying faculty to make data-based deci-
sions on training opportunities and topics to be prior-
itized and provided in the future. Importantly, there 
are now effective Spanish and German translations of 
this measure. 

The current study shows the language of inclusive 
instruction can be effectively translated into German. 
As previously mentioned, this current validity study 
was part of a larger effort to promote inclusive in-
struction at five universities in the southern German 
region of Bavaria. After validating the survey in Ger-
man, data were collected at other German universities 
for this purpose. An important next step will be for 
German researchers and higher education administra-
tors to translate resources that support facilitation of 
inclusive instruction beyond the Excel survey. With 
regard to faculty training opportunities, Lombardi et 
al. (2018) describe four specific teaching tools that 
promote inclusive instruction, which address syllabus 
design, course mapping, lecture, and assessment. Re-
sources like these should be translated into German to 
further promote inclusive instruction. 

Ultimately, SWD in higher education are increas-
ing in the United States and abroad. As such, promot-
ing inclusive instruction among college faculty is a 
critical global need. Surveying faculty about their 
teaching practices is an important first step to identify 

gaps in knowledge and to prioritize future trainings. 
The current study shows the Excel survey items func-
tion similarly in English and German, and as such, 
German universities should feel confident in using 
the survey. 
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Abstract

This study examined one Midwestern university’s emotional support animal (ESA) population and asked 
the question, “Are ESAs effective in the context of higher education given the academic and social demands 
of a student?” The number of ESA requests has increased in recent years as more students considered an 
ESA to help regulate emotions. This study began as a means to review our process and measure student 
outcomes with data gathered by surveys sent to 122 current and former students with an ESA. The survey 
utilized a five-point Likert Scale and open-ended questions to gather responses. Twenty-one students start-
ed the survey with 18 completing it.  The survey was designed with questions that measured participants’ 
academic experience, interpersonal skills, intrapersonal skills, and mental health, in addition to open-ended 
questions related to these four key areas. The results of the survey were largely positive in the four key 
areas. This university utilized an ESA request process advised by Housing and Urban Development.

Keywords: emotional support animal, ESA, higher education, mental health, student experience

Emotional support animals (ESAs) are part of 
a larger category of animals that take on assistive, 
therapeutic, and emotional support roles. Parenti et 
al. (2013) identifies several characteristics that distin-
guish categories of assistance animals. If the animal 
performs tasks related to an individual’s disability, it 
is a service animal. If the animal is used by public 
service, military, or healthcare professionals, it is a 
public service animal. Animals with training certifi-
cations or standards, where available, are typically 
types of therapy animals or visitation animals, while 
an emotional support animal is more specifically 
defined as, an animal that provides emotional sup-
port that alleviates one or more identified effects of 
a person’s disability (Housing and Urban Develop-
ment, 2008). Applied to higher education, ESAs are 
only permitted to occupy residential spaces and can-
not enter classrooms and campus facilities unless the 
handler has specific accommodations. While Title II 
and Title III of the Americans with Disabilities Act 
(n.d.) allows service animals to enter all facilities on a 
campus with their handlers, people who rely on ESAs 
are not afforded such protections. 

In their 2019 article, Chandler references three 
separate events, each covered by a major news outlet, 
in which an emotional support animal caused injury 
to a human or service dog. In one of the cases, a dog 
that the owner  claimed to be an ESA, but later admit-
ted was not, caused an incident with a service dog in 
an elevator. Chandler used this case to highlight the 
fact that dogs may bite, especially untrained dogs. In 
another recent incident, a New Jersey resident’s ser-
vice dog, Beauty, was attacked by two unrestrained 
dogs in a mall (Deminski, 2020). The owner of the 
dogs claimed they were ESAs. In their opinion arti-
cle, Deminski had harsh words for ESA owners who 
bring their animals into public places. The one point 
highlighted by this incident is the disservice that oc-
curs to people with disabilities when ESAs are treated 
as something they are not, and when the owners of 
ESAs do not comply with laws. 

Chandler (2019), who is in favor of ESAs in the 
owner’s residence, highlighted the dubious documen-
tation of “commercial enterprises that take money 
from the pet’s owners” for a worthless registration 
or certificate. The author notes three questionable 



Poindexter & Marconi; Animals on Campus370     

activities based in the ethics of mental health care. 
First, the questionable ability to thoroughly assess 
the actual need for such an animal based on a sin-
gular visit. Second, the consideration of a client’s 
ability to determine whether or not an ESA would be 
detrimental to others or property. Third, the extent 
to which some mental health care providers supply 
documentation for individuals with whom they have 
had little to no contact. 

In their 2015 study, VonBergen found that stu-
dents with disabilities have increasingly petitioned 
colleges with no-pet policies to permit them to bring 
their animals to campus. Students in this study were 
found to have asserted a need for a companion or 
emotional support animal to make college life easier 
and to reduce their stress, loneliness, depression, and/
or anxiety. With the increase measured by VonBergen, 
it was likely that more universities would experience 
growth in ESA requests. A survey of the professional 
listserv of the Association of Higher Education and 
Disability (AHEAD) from January 1, 2020 to Febru-
ary 29, 2020 listed twenty individual topics spanning 
multiple days of discussion of ESAs. This brief sur-
vey of topics showed there were still frequent ques-
tions relating to documentation and current practices.

The increased interest in ESAs may be due to the 
role that companion animals can play in supporting 
people of all ages. Risley-Curtiss (2010) documented 
the success of the human and companion animal bond 
with children and adults in feeling a sense of security 
and unconditional love, contributing to a child’s cog-
nitive and language development, and contributing to 
an elderly person’s ability to carry out daily activities. 
While the human and companion animal bond may 
create certain favorable mental health outcomes, not 
all companion animals are necessarily ESAs.

In a synthesis of 17 studies related to benefits of 
animal ownership, Brooks et al. (2018) found three 
common themes: emotional work (symptom mitiga-
tion), practical work (symptom distraction and phys-
ical activity), and biographical work (identity and 
existential meaning). Qualitative data largely showed 
animals were able to provide unique support to their 
owners in all three themes. However, quantitative 
data were mixed. Quantitative data in emotional work 
mostly showed neutral or small negative impacts for 
owners while quantitative data from the studies on 
practical and biographical work associated with men-
tal health management pointed to the positive impact 
of dog ownership specifically. 

Psychologists, social workers, and veterinari-
ans point to the same literature documenting the of-
ten-positive impact of animals on mental health and 
wellbeing (Fine et al., 2019; Risley-Curtiss, 2010; 

Younggren et al., 2016). While support for emotion-
al support animals as a treatment is not in question, 
research detailing the impact on students and higher 
education is still limited. This fact is further compli-
cated due to the way certifications are issued and the 
qualifications and appropriate training regarding rec-
ommending or prescribing an animal as a treatment 
are likely limited. 

Clinical psychologists, or treating psychologists, 
are often called upon to provide administrative ser-
vices, like emotional support animal evaluations, to 
their patients given the close nature of the relation-
ship. However, Younggren et al. (2016) highlight this 
as an ethical concern. Clinical psychologists make 
treatment plans based solely on the subjective histo-
ry presented by the patient introducing potential bias 
and inaccuracy in a diagnosis. The authors argued that 
forensic psychologists should be the professionals 
making ESA evaluations and anything else constitutes 
a role conflict. Boness et al. (2017) consider ESA eval-
uations a forensic activity that should not be conducted 
by treating mental health practitioners. However, their 
survey results demonstrated how treating and forensic 
practitioners fail to understand that this is a forensic 
activity, resulting in less than thorough evaluations 
and major ethical concerns. When considering ani-
mal-based treatment interventions in general, Taylor et 
al. (2016) argue that the ethical legitimacy of animal 
assisted therapy rests on the willingness to understand 
animals as sentient beings with needs of their own, not 
just possessions or tools for humans to use. Whether 
being used as tools, or conversely being underutilized, 
Risley-Curtiss (2010) suggests that speciesism plays 
a significant role and that all stakeholders should be 
mindful of the place of animals in a treatment capacity. 

Despite the recommendation for forensic special-
ists in evaluating the need for ESAs, social workers 
are the likely professionals to work with individuals 
and families with companion animals; thus, the inclu-
sion of such animals in both practice and research as 
a natural extension of social work with humans, and 
their challenges, coping mechanisms, and resiliency 
factors, is valid (Risley-Curtiss, 2010). Risley-Cur-
tiss found that social work practitioners have basic 
knowledge of the negative and positive relationships 
between humans and companion animals. Fewer than 
25 percent of social workers included companion and 
other animals in their intervention practices, although 
the majority have had no special training or course-
work to do so. The assumption is that this favorable 
view extends to recommending ESAs as interven-
tions. Taylor et al. (2016) noted that social work is 
oriented towards caring for people but does not offi-
cially recognize (nonhuman) animals. 
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Fine et al. (2019) suggested in those situations 
when a person intends to obtain an animal to be an 
ESA, a veterinarian should assist with ensuring the 
animal is suitable for the role and will not experience 
impaired health or welfare as a result. Currently, no 
formal federal policies require that a veterinarian eval-
uate the suitability of an ESA, although airlines may 
request documentation from a veterinarian regarding 
the animal’s current health status (U.S. Department 
of Transportation, 2020). Fine et al. (2019) noted 
when assisting an individual in acquiring an ESA, the 
veterinarian should have specific knowledge of the 
species the owner is requesting, because certain spe-
cies may not be suitable in certain situations or may 
become distressed in public spaces. Active teamwork 
between clients, veterinarians, and human health-
care professionals could ensure that more benefits are 
experienced by people and their animals. However, 
this measure could potentially lead to the problem of 
creating undue burden if a student must consult with 
their care provider, a veterinarian, the disability of-
fice, and residence life.

Emotional support animal users may just need in-
teraction when experiencing stress, while other users 
may seek this interaction on a daily basis as a way to 
enhance their quality of life (Risley-Curtiss, 2010). 
Historically, emotional support animals were referred 
to as companion animals. However, the distinction 
between a companion animal and an emotional sup-
port animal is the ability to provide psychological 
benefits to the owner without formal training to do so. 

Depiction of the Problem

Disability Services at the institution in the present 
study was reviewing its process for determining eligi-
bility for ESAs in campus housing by examining the 
steps and documentation students must complete for the 
university’s consideration of accommodation. Looking 
at the office’s own history, it was apparent that a steady 
and significant increase year after year necessitated a 
review. Through the review of the notable increase in 
ESA requests and approvals, two main problems, or 
questions, arose: (a) What are the effects ESAs have on 
the life of a student on campus?, and (b) How should 
disability services staff make sense of documentation 
presented by the student given the vast number of du-
bious animal certifications (i.e., Who should be con-
sidered qualified to complete the verification forms?). 
Given the legal ambiguity and limitations from Hous-
ing and Urban Development (HUD) when they resolve 
a campus housing complaint, this is more of an ethical 
or access question, rather than a legal question regard-
ing the request and approval process.

Participant Demographics and Institutional 
Partners/Resources

The survey was conducted at a large primarily 
residential Midwestern university. The survey was 
emailed to 122 current and former students who ei-
ther in the past or at the time of the survey lived with 
an ESA in campus housing. Respondents were gath-
ered from an internal system used to track ESA re-
quests and approvals. Data have been kept internally 
since fall of 2013. Utilizing the information from this 
list of requests, a provisional respondent list was cre-
ated. Because tracking has changed slightly since the 
inception of this list, the list was filtered to remove 
duplicate names and requests that were left “in pro-
cess” due to students never submitting all necessary 
requirements. The filtered list left 122 current and 
former students. 

The students were emailed a Qualtrics link to the 
anonymous survey that remained open from February 
4 to April 1 with a follow up email sent on Febru-
ary 28, 2020. The survey concluded with 18 recorded 
responses (14.75% response rate). Three additional 
surveys were started but left incomplete; these were 
excluded from the results and the response rate. 

Description of Practice

Under guidance from the University’s Office of 
the General Counsel and lawyers from Housing and 
Urban Development, the ESA request process was 
changed from its prior iteration that relied on more 
questions and an interactive process with the students 
to one that could only require some sort of documen-
tation of a disability and two questions answered by 
a treating professional: (a) Does the individual have a 
disability?, and (b) Does or would the assistance ani-
mal provide some type of disability-related assistance 
to the individual? While emotional support animals 
have existed on campus for years prior, the increase 
in requests and the limiting of the interactive process 
raised questions regarding ESAs at the University. 
The process begins with Disability Services and the 
authorized questions and supporting documentation. 
Once approved, the student and Housing and Resi-
dence Life are notified to sign the housing contract 
and fulfill the accommodation.

This process revision prompted questions regard-
ing the overall outcomes of students who currently, 
or previously, received an ESA accommodation. The 
documentation requirements and process revisions 
were substantial, but the data gathered from the sur-
vey that followed the process change were more en-
lightening than a simplification of process could have 
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been. While both were innovative on their own, it 
was the unity and timing of both the process revision 
and structured inquiry that created a system for un-
derstanding the phenomenon. An overburdened pro-
cess can restrict access and provide accommodations 
without follow-up data on the success of students, 
which would provide no opportunity to understand 
the impacts on students. These two practices, one that 
occurred at a single point in time, and the other, an 
ongoing data collection, will provide meaningful data 
as Disability Services, Housing, and the University 
navigate the question of ESAs. moving forward.

The survey measured participants’ academic ex-
perience, interpersonal skills, intrapersonal skills, 
and mental health through a five-point Likert scale in 
addition to open-ended questions. In the latter section 
participants were asked the following:

• What impact has your ESA had on your over-
all experience at the University?

• If you registered for an ESA with Disability 
Services but did not bring the ESA back to 
campus please explain why. 

• Please share how your college experience dif-
fered when you had the ESA compared to any 
time in college you did not have the ESA.

Evaluation of Observed Outcomes

Results from the ESA survey do show an increase in 
the four key areas: academic experience, interperson-
al skills, intrapersonal skills, and mental health. Each 
of these four areas contained a subset of five criteria 
being measured. The survey was sent to participants at 
the beginning of the Spring 2020 semester, prior to the 
nationwide outbreak of COVID-19. The researchers 
believe the response rate was limited due to this fact. 
Additionally, the ESA request and approval numbers 
were stopped in mid-March due to the campus transi-
tioning to remote learning. The majority of responses 
expressed a positive subjective outlook on academic 
integration while a slight percentage expressed a nega-
tive impact on social interactions.

For the theme of Academic Experience, the re-
sults were largely positive, with only the subset of 
co-curricular activities and educational activities 
being slightly negative. “Degree Completion” and 
“Academic Achievement” were rated highly by par-
ticipants, both with 77.78% of the subset responses.  

Interpersonal Skills were rated favorably in the 
somewhat positive and extremely positive catego-
ries, but compared to the other skills measured in 
the survey, interpersonal skills accumulated the most 
somewhat negative and extremely negative responses. 

While this section held more negative responses there 
were no cumulative negative response rates higher 
than 11.11%, or two responses, in the ”Belonging on 
Campus” subset. 

Both the Intrapersonal Skills and Mental Health 
categories received far more responses marked as ex-
tremely positive and received no responses marked as 
somewhat negative or extremely negative. While most 
results related to the Mental Health category were ex-
tremely positive, the effect of ESAs on attention span, 
memory, problem-solving, and decision making was 
noticeably lower than the other categories measured. 
This indicated that while there was some improvement, 
ESAs were less effective in these specific measure-
ments. The largest single response in the survey came 
from the Mental Health section. The most responses 
(83.33%) of any question came from the extremely pos-
itive response measured when asked about the effect of 
ESAs on developing healthy coping mechanisms. 

Intrapersonal Skills questions were designed to 
evaluate confidence, values and morals, independent 
thinking, intuition, and level of self-reflection. The 
largest categorical response rate (77.78%) related to 
the effect of ESAs on values and morals. The written 
responses did not explicitly indicate why the values 
and moral category scored higher than the others, 
but the responses about caring for an animal could 
be some indication. This survey was not designed to 
measure this category explicitly, so no conclusion 
could be drawn without further research.

Students’ written response portion highlighted 
their ESA experience. The students noted how their 
ESA helped them to “be more confident and branch 
out socially,” “connect with people socially…she 
helps me get out and talk to people,” and  “daily life 
motivation.” One student with self-harm and suicidal 
ideation found that with therapy and their ESA they 
have “been able to cope.” One student even said, “It 
made me feel more comfortable with being at the 
University and being able to call it my home.”

Implication and Portability

The results of the students surveyed appear to 
suggest that the growth and continued access grant-
ed by an ESA have some positive impacts on student 
well-being and degree completion. The approach used 
by our University  in terms of  required documenta-
tion and who is considered a treating professional ap-
pears to be a less heavy-handed approach than some 
others. This approach seems not to create additional 
steps in the process which might later be found ex-
cessive or restrictive. While the authors think there 
should be a smooth approval process that requires 
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documentation, the positive effects of possessing an 
ESA appear to outweigh the possible downsides of 
the scant approval process directed by Housing and 
Urban Development. 

Our survey was designed to gain a better under-
standing of the effect of ESAs while contemplating 
our own revised approval process. If the results of the 
survey were merely neutral with no clear benefits or 
revealed negative effects, then our simple ESA request 
process would have been called into question for al-
lowing potentially detrimental influences on campus 
with unnecessary ease. However, our survey showed 
positive results in all categories. The revised process 
helped to remove administrative barriers on its own, 
but in conjunction with the survey, Disability Services 
was able to gain a better understanding of the positive 
impact ESAs had on students. The simplified process 
and the survey demonstrated a practice that has future 
portability for our office as it will allow us to measure 
not only the number of individual requests, but also 
the effectiveness of the accommodation. Students are 
required to start the process in Disability Services, 
but once they have been approved, they discuss the 
ESA and the housing contract with Housing and Res-
idence Life. There are no breed or size restrictions but 
if there are safety concerns requests can be denied. 
This is consistent with VonBergen’s (2015) research, 
which showed how animal accommodation requests 
may be denied if the animal in question poses a direct 
threat to the health or safety of others, and is one that 
cannot be reduced or eliminated by other reasonable 
accommodations. Additionally, institutions should be 
mindful that extra restrictions (breed, size, weight) 
and conditions (deposits, pet rent, etc.) cannot be 
placed on emotional support animals.

 While the researchers were not able to analyze 
meaningful longitudinal data for retention and grad-
uation for students with ESAs in this survey, it  pro-
vided Disability Services with meaningful data on 
the student experience, retention considerations re-
lated to emotional support animals, and a more spe-
cific measurement than an annual disability climate 
survey. Implementing this practice in conjunction 
with a revision of the ESA accommodation process 
has created a system of greater understanding of the 
impacts animals play in the emotional wellbeing and 
success of students. Both the revised process and the 
survey  created a new perspective when viewing the 
rise of ESA requests. The student responses indicated 
there was a positive effect on mental health, academ-
ic achievement, and progress towards degree comple-
tion. While ESAs follow a different approval process 
than test accommodations and even single room re-
quests, the student responses show they have been 
integral to meaningful college progress.  
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Being Heumann: An 
Unrepentant Memoir of a 
Disability Rights Activist   
(Book Review)

Judith Heumann with Kristen Joiner, 
Boston, MA: Beacon Press, 2020. 240 
pages, $15.29 (Amazon)

Reviewed by Karly Ball1

“I never wished I didn’t have a disability” (p. xi). 
In her book, Being Heumann: An Unrepentant Mem-
oir of a Disability Rights Activist, Judy Heumann 
challenges readers to envision a reality where disabil-
ity is not stigmatized. Heumann is an international-
ly recognized disability rights leader, most recently 
known for her key role in the 2020 award-winning 
documentary, Crip Camp: A Disability Revolution. 
Drawing from her many experiences, Heumann of-
fers insight into the need for a society where disabled 
people fully belong. Through her story, Heumann 
offers a mechanism for readers to better understand 
disability from a disabled person’s perspective. Her 
recollection of first-hand experiences as a disabled 
Jewish woman and advocate helps her to inspire posi-
tive change, both within higher education and broader 
social contexts.

Being Heumann is delivered across 12 chapters, 
divided into 3 parts. Part 1 grounds Heumann’s mem-
oir in her formative experiences as a disabled student 
and teacher in New York City schools as a way to 
ground the basis for her advocacy. Part 2 discusses 
her experiences as a disability rights advocate across 
the country, offering readers a glimpse into how dis-
ability advocacy has historically operated. Finally, 
Part 3 transitions from her grassroots advocacy to 
considering Heumann’s leadership roles at both the 
national and international levels. This part of the 
memoir gives readers an understanding of how to ad-
vocate for disability rights from within positions of 
power and influence. She ends by bringing her ex-
periences together to form a call to action for future 
disability advocacy. Part 1 was especially compelling 
for higher education practitioners who want to under-

stand how institutional practices and policies impact 
identity development for disabled students. Parts 2 
and 3 are helpful for thinking about how to mobilize 
disability advocates and inspire government-level 
change, though Heumann’s language felt inconsistent 
at times.

In Part 1, “Brooklyn, New York, 1953,” Heu-
mann orients readers by presenting her positionali-
ty, historical context, and the tension between social 
and medical conceptions of disability. In these early 
chapters, Heumann refutes a medical understanding 
of disability where “if we just ‘fixed’ it, [disabled 
people] would be fine” (p. 42). Instead, she describes 
how “we [students] were beginning to see our lack 
of access as a problem with society” (p. 42). By em-
phasizing society’s role in limiting disabled people, 
Heumann successfully “crips” the way readers under-
stand her story. Within student development contexts, 
“cripping” serves to “expose theoretical discourses 
that privilege able bodies and minds, pushing stu-
dents toward an idealized normal” (Abes, 2019, p. 
66). By delivering her narrative through a cripped 
lens, Heumann positions readers to understand dis-
abled student development through structural forces 
that oppress disabled people.  

Language also plays a role in how Heumann crips 
readers’ understanding of disability. Throughout the 
book, she uses person-first and identity-first language 
interchangeably. This variation can serve to remind 
readers that lived experiences do not always fit with-
in clear disability models or categories. Rather, Heu-
mann’s varied use of person-first and identity-first 
language suggests that the way people identify with 
disability can vary temporally and across different 
contexts. Still, Heumann is clear that oppressive and 
inaccessible systems define her relationship with 
disability. This understanding informs her disabili-
ty rights advocacy. For this reason, this review uses 
identity-first language throughout. 

Part 1 is meant to portray Heumann’s develop-
ment over her entire life, not just as a college student. 
This scope offers advantages for practitioners trying 
to understand disabled college student identity devel-
opment. As recent literature notes, focusing too nar-
rowly on development that occurs within the college 
context, “misses an important link to understanding 
how students’ past experiences affect their sense of 
self, as well as how sociohistorical influences laden 
with power do the same” (Abes, 2019, p. 153). Heu-

1  George Washington University
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mann’s focus on overall development, as opposed to 
development that takes place during college alone, 
offers a way for practitioners to understand college 
student development as one interconnected piece of a 
person’s life. This understanding can inform policies 
and practices that address disabled students’ holistic 
needs within higher education.

In Part 2, “Berkeley, California, 1977,” Heumann 
transitions from focusing on development to address-
ing how “being ignored puts you in the position of 
having to choose between making a fuss or accepting 
the silent treatment” (p. 143). She builds on the idea 
that disabled people are uniquely prepared to negoti-
ate with the people in power they depend on. In these 
chapters, Heumann shows how disability-related 
character traits can be used as strengths. For example, 
she discusses attributes like fluency in sign language 
as a “secret weapon” used to bolster the disability 
movement’s advocacy efforts (p. 112). In this sense, 
Heumann is able to highlight some of the meaningful 
ways that disabled people can contribute to society. 

Heumann’s focus on positive disability-centered 
attributes is consistent with the idea of background 
specific strengths (BSS). BSS “refer to the unique 
knowledge, skills, and perspectives that are acquired 
as a result of... marginalized backgrounds and associ-
ated experiences” (Hernandez et al., 2021, p. 1). In-
deed, Heumann illustrates how disability-specific BSS 
uniquely position disabled people “to do whatever you 
can to get their [government officials’] attention” (p. 
133). Heumann applies this idea to the disability rights 
movement broadly, but her model for BSS translates 
well into higher education contexts. To help students 
identify their BSS, school officials should use the types 
of character traits Heumann emphasizes in Part 2 as a 
base. Introducing students to this way of understand-
ing disability identity could serve as a powerful tool 
for both increasing student activism and for reforming 
institutional practices and policies. 

Outside of BSS, Heumann’s emphasis on multiple 
identities in Parts 2 and 3 also offers useful insights for 
college practitioners. Recent work notes that, “know-
ing the relationship between meaning-making capac-
ity and identity perceptions provides professionals 
who work with college students a deeper awareness 
of how students understand themselves” (Abes et al., 
2007, p. 19). Heumann’s memoir offers first-person 
insight into how a disabled person makes meaning 
through her multiple identities. For example, when 
she writes that, “As a woman, I knew I walked a fine 

line between being seen as ‘strong’ and being seen as 
‘unlikable’,” Heumann provides readers with a sense 
of how disability and gender influence the way she 
understands her positionality. Practitioners can use 
these meanings to better understand how disabled 
students construct their realities during college. Un-
derstanding these realities seems key for developing 
policies and practices that meet students’ most press-
ing needs. 

Aside from considering disability’s intersection 
with other identities, Heumann notes that, “We also 
had to stay in touch with groups across disability” 
(p. 101). Heumann emphasizes the importance of 
uniting groups across specific disabilities to initiate 
collective action. She clearly recognizes that, “If we 
didn’t speak as one voice we’d never win” (p. 101). 
While Heumann’s message reaffirms the idea that 
all disabled people should be included, at times, her 
language privileges some disabilities’ claim to the 
disability identity over others. Heumann calls for or-
ganizations to look for diverse youth, “and not only 
the people with the mildest disabilities” (p. 197). The 
intent here is aimed toward fostering inclusion, but 
Heumann’s use of the phrase “mildest disabilities” 
suggests that some disabilities have less claim to the 
identity than others. To generate the most pressure 
on systems to change, language should be careful to 
avoid implying rank among disabilities.  

Heumann offers readers a glimpse into what it 
can mean to live a disabled life in an ableist society. 
This book is well suited for nearly anyone in higher 
education who wants to understand some of the sys-
tematic barriers that disabled students face. Through 
that understanding, Heumann’s book offers the po-
tential to inform policies and practices that are most 
relevant to student needs. 
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 ○ Sample papers (pages 50-67).
 ○ Strategies to improve your writing (APA 

4.25-4.30).
 ○ Tables checklist (APA 7.20).
 ○ Figure checklist (APA 7.35).
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 ○ In-text citation styles (Table 8.1).
 ○ Examples of direct quotations in the text 

(Table 8.2).
 ○ Reference examples (section 10 and 11).
 ○ Manuscript preparation (APA 12.9-12.13).

Manuscript Submission

Before you decide to submit your manuscript, au-
thors are encouraged to read past articles in the JPED 
(available at https://www.ahead.org/professional-re-
sources/publications/jped) to better understand the 
types of submissions we print.  A manuscript must be 
submitted electronically as an attachment via email 
to jped@ahead.org, and must include the following:

• Subject line: JPED manuscript submission.
• Include in the body of the email a statement 

that you are submitting a manuscript for con-
sideration for the JPED. Include the title of 
the manuscript and the full contact informa-
tion for the corresponding author (APA 2.7).

• Attach to the email your complete manuscript, 
prepared as directed above, and a cover letter 
as outlined above.

• You will receive an email reply from Richard 
Allegra (Managing Editor of JPED) to con-
firm receipt of your submission within seven 
business days.

• Manuscript submissions by AHEAD mem-
bers are especially welcome.

Upon Acceptance for Publication

For manuscripts that are accepted for publication, 
Valerie Spears (JPED Editorial Assistant) will contact 
the corresponding author to request:

• A 40-50 word bibliographic description for 
each author, and a signed copyright transfer 
form (Valerie will send templates for both).

• The JPED reserves the right to edit all materi-
al for space and style. Authors will be notified 
of changes.

Special Issues

The JPED occasionally publishes special issues 
which feature a series of articles on a particular topic. 
The JPED welcomes ideas for special topic issues 
related to the field of postsecondary education and 
disability or disability studies. The issue can be for-
matted as a collection of articles related to a partic-
ular topic or as a central position paper followed by 
a series of commentaries (a modified point/counter 
point). Authors who wish to discuss a special issue 

should contact the JPED Executive Editor at jped@
ahead.org.

The topic and proposed authors need to be de-
scribed. If the issue has the potential to be valuable to 
the readership of the JPED, the Executive Editor may 
provide suggestions for modification to content or 
format. If an agreement can be reached, the Executive 
Editor will share an agreement form to be completed 
and returned by the Special Issue Editor. The Spe-
cial Issue Editor will inform authors of due dates and 
coordinate all communications with the contributing 
authors. The Special Issue Editor and the Executive 
Editor will be responsible for final editing decisions 
about accepted manuscripts.

Publication Information

JPED is published four times a year in multiple 
accessible formats (e.g., printed, DAISY, MP3, Text 
only, PDF), and each issue is distributed to near-
ly 4,000 individuals. All back issues are archived 
and accessible to all at ahead.org/publications/jped. 
These author guidelines are published at https://www.
ahead.org/professional-resources/publications/jped/
jped-author-guidelines.

JPED’s acceptance rate is moderately selective, 
ranging between 20-25% during the past calendar 
year. JPED is indexed in EBSCO, ERIC and Emerg-
ing Sources Citation Index; we anticipate in winter 
2020 that the JPED will be indexed in Clarivate An-
alytics’ Social Sciences Citation Index, so that the 
Journal Citation Reports’ (JCR) impact factor can be 
reported.

Editorial and Review Teams

The editorial team is composed of Valerie Spears, 
Richard Allegra, Ezekiel Kimball, and Ryan Wells. 
The review boards are comprised of more than 70 in-
ternational disability scholars and disability services 
educators on college students with disabilities, dis-
ability services, disability studies, and research meth-
odologies.
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