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Preface
"What does it mean to be omitted from history textbooks? What are the implications

of not being able to find any (or very few) traces of the past left by people who look
like you, share your cultural background, or speak the same native tongue? What
impact do these archival absences have on how you might understand your place in
society?"?

This thesis is an exploration of erasure. Specifically, it is an exploration of the
erasure of Disabled individuals' narratives from music archives. | came to this topic
somewhat accidently, simply as the result of who I am and how I interact with the
world. I used archives—specifically music archives—frequently, and | encountered
erasure of people like me on a regular basis.

I could not let that stand. So, | embarked upon the first of the projects that
would eventually become this thesis, while always keeping in mind this quotation
from Rodney Carter: "Even if archivists are willing to allow multiple voices into the
archives, it will never be complete. There is simply no way of capturing the multitude
of stories, although archivists must try" [italics added].? Let me repeat: "archivists
must try" [italics added].® We cannot include every voice; it simply is not possible.
But we can include more voices than we do right now—and that is worth doing.

It is my fervent hope that this thesis will awaken in readers the motivation and

the self-assurance to begin to combat the inequities and injustices in archival spaces.

! Michelle Caswell, "Seeing yourself in History: Community Archives and the Fight
Against Symbolic Annihilation,” The Public Historian 36, no. 4 (2014): 26.
2 Rodney Carter, "Of Things Said and Unsaid: Power, Archival Silences, and Power
in Silence," Archivaria (September 2006): 221.
3 Carter, "Of Things Said and Unsaid," 221.
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Chapter 1: "I never really expected to identify with reference":
Introduction

The quotation in the title of this thesis is from P39.% The chapter title quotation is
from P73.
Introduction

| began playing the piano around the age of seven. | grew up with classical
music as a part of me, of who | was. When | got to college, it was the only logical
choice of major. | expected to enter my very first formal music classroom and feel
seen. | expected the great legacies of musical giants to wrap me up and transport me
to another realm—to the one where | fit in.

But this was not to be.

Instead, I felt like | belonged—Dbut just barely. Like I had something in
common with the others there who loved music so passionately, but like I was, still,
somehow, outside their circle without any of us ever developing the ability to
acknowledge that.

Other women-identifying students complained that they felt that way because
of the lack of representation of women composers in our beloved canon; for years, |
thought this must be my problem too. But after | was finally diagnosed as Autistic, |
realized that it wasn't just the fact that the people recognized by the Western canon as

"great” don't tend to be women; it was the fact that the people recognized as "great"

4"P39" refers to "Participant 39." Similar formatting will be employed throughout
this thesis to credit survey participants' words to them. For a more in-depth discussion
of the survey from which these quotations come, see chapter 4.
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aren't Disabled. Moreover, it was the fact that even the Greats who we knew were
Disabled had their disabilities erased and hidden away—and when they couldn't be
erased, they were reduced to stereotypes so that no one had to be made uncomfortable
by their disability.

When | came to that realization...well, | felt lost. The world of classical
music, this world that | loved more than anything else...didn't want me.

First, | felt betrayed.

Then, | felt angry.

Finally, I decided to do something about it.

This is me doing something about it.
Framing

Much ink has been spilled extolling the importance of diversifying archival
holdings.® But, as Teneka Williams and Asha Hagood point out, the "silent D in

Diversity" is disability.® One in four people in the United States is Disabled, making

S Swapan Chakravorty, "Silenced Archives and Archived Voices," in Archival
Silences, eds. Michael Moss and David Thomas, 1st ed. (New York: Routledge,
2020): 168-185; Terry Cook, " 'We Are What We Keep; We Keep What We Are'":
Archival Appraisal Past, Present and Future," Journal of the Society of Archivists 32,
no. 2 (October 2011): 173-89; Jocelyn Dodd, "Buried in the Footnotes: The
Representation of Disabled People in Museum and Gallery Collections,” Research
Centre for Museums and Galleries Phase 1 Report (September 2004): 1-26; Verne
Harris, "The Archival Sliver: Power, Memory, and Archives in South Africa,”
Archival Science 2, no. 1-2 (March 2002): 63-86; Ricardo Punzalan and Michelle
Caswell, "Critical Directions for Archival Approaches to Social Justice,” The Library
Quarterly 86, no. 1 (January 2016): 25-42; Kenneth Foote, "To Remember and
Forget: Archives, Memory, and Culture,” The American Archivist 53, no. 3 (1990):
378-392.
® Teneka Williams and Asha Hagood, "Disability, the Silent D in Diversity," Library
Trends 67, no. 3 (Winter 2019): 487-496, https://doi.org/10.1353/1ib.2019.0008.
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Disabled people the largest marginalized group by population size.” Yet Disabled
people are rarely, if ever, referred to in diversity discussions. When disability does
have the opportunity to be discussed in an archival setting, it is usually in the context
of physical disability and compliance with the Americans with Disabilities Act
(ADA). This approach leaves out—and erases—the voices of the very marginalized
group meant to be uplifted in such discussions.

In an archival collections context, this erasure takes the form of symbolic
annihilation.® Originally coined by George Gerbner in 1972 to describe the absence of
a particular group (especially gender, racial, or sexual minorities) from media and the
ways in which that absence can erase them from public consciousness, in archival
theory, symbolic annihilation has come to refer to "how members of marginalized
communities feel regarding the absence or misrepresentation of their communities in
archival collection politcies, in descriptive tools, and/or in collections themselves."®

It should be emphasized that "symbolic annihilation™ is not synonymous with

"erasure." "Erasure" is an intentional thing, somewhat akin to concealment.

" Centers for Disease Control and Prevention, "CDC: 1 in 4 US adults live with a
disability," last updated August 16, 2018. CDC Newsroom Releases,
https://www.cdc.gov/media/releases/2018/p0816-disability.html.
& Michelle Caswell, Marika Cifor, and Mario H. Ramirez, " 'To Suddenly Discover
yourself Existing": Uncovering the Impact of Community Archives,” The American
Archivist 79, no. 1 (2016): 59; George Gerbner, "Violence and Television Drama:
Trends and Symbolic Functions,” in Television and Social Behaviour, vol. 1, Content
and Control, eds. G. A. Comstock and E. Rubenstein (Washington, D.C.: U.S.
Government Printing Office, 1972): 44; Gaye Tuchman, "Introduction: The Symbolic
Annihilation of Women by the Mass Media," in Hearth and Home: Images of Women
in the Mass Media, eds. Gaye Tuchman, Arlene Kaplan Daniels, and James Benet
(New York: Oxford University Press, 1978), 3-38. See also: Gaye Tuchman,
"Women's Depiction by the Mass Media," Signs 4, no. 3 (1979): 528-542.
% Gerbner, "Violence and Television Drama," 44; Caswell et al., " 'To Suddenly
Discover,' " 59; Tuchman, "Introduction,"” 3-38.
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"Symbolic annihilation," on the other hand, refers to a complex process that involves
the attitudes of the general population and how they are reflected in archival politcies,
descriptions, and collections.*? The two are intertwined, in that one can beget the
other, but they are not the same.

Erasure might also be a positive phenomenon or strategic tool for Disabled
people to use. Subverting documentation is, at times, preferable to being
documented.!! Likewise, disclosure of disability status can be a trying process, and
some Disabled people choose not to go through it. In an archival context, materials
might also be erased from collection records as the result of political motivations.2

Representational belonging is described as the antidote to symbolic
annihilation, as

the ways in which community archives empower people marginalized by

mainstream media outlets and memory institutions with the autonomy and

authority to establish, enact, and reflect on their presence in ways that are
complex, meaningful, substantive, and positive to them in a variety of
symbolic contexts.*3
Thus, it is through representational belonging that symbolic annihilation is
counteracted. But the issue of how, exactly, to bring about representational belonging

is left up in the air. That is one of the major themes underlying this thesis, and I see

10 Caswell et al., " 'To Suddenly Discover," " 59.
1 Rodney Carter, "Of Things Said and Unsaid: Power, Archival Silences, and Power
in Silence,” Archivaria (September 2006): 215-233.
12 Natalia Braginskaya, "New Light on the Fate of Some Early Works of Stravinsky:
The 'Funeral Song' Rediscovery," translated by Stephen Walsh, Acta Musicologa 87,
no. 2 (2015): 133-151, https://www.jstor.org/stable/44630607.
13 Caswell et al., " 'To Suddenly Discover..." 55.
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the issue of combatting symbolic annihilation as inherently intertwined with that of
combatting ableism; an archivist cannot bring about representational belonging
without decreasing ableism, so these two issues must be addressed together.

Therefore, theories of erasure, belonging, and lived experience come together
to form the basis of my thinking for this project. The issue of symbolic annihilation
has been primarily explored from the point of view of collections, but, in this thesis, |
focus on it primarily from the point of view of description, because language has just
as much power to erase marginalized individuals and groups as lack of items does. |
will draw from Tobin Sieber's theory of complex embodiment and Alison Kafer's
political/relational model, both of which will be explored in detail below, along with
the medical and social models of disability.* These theories further intersect with the
field of music, which will be used as a form of case study to demonstrate the
intersectional benefits of increasing representational belonging in archival collections
and descriptions. It is my hope that the lessons learned from this application will be
applied to other fields too.

While music is a worldwide cultural experience, | focus here primarily on the
music and musical figures of the Western canon, because it is also Western archives
that | focus on; other cultures' musics and archives have their own cultural and

societal histories and contexts within with to explore the issue of disability, and |

14 Tobin Siebers, "Chapter 21: Disability and the Theory of Complex Embodiment—
For Identity Politics in a New Register," in The Disability Studies Reader, edited by
Lennard J. Davis (New York: Routledge, 2011); Alison Kafer, "Introduction:
Imagined Futures,” in Feminist, Queer, Crip (Bloomington: Indiana University Press,
2013).
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simply cannot cover them all here.> Within the Western context, the narrative of
disability as a "tragic affliction" emerges as one of particular importance.*® As such, it
will be explored in detail later in this chapter.

Returning to the task of framing, the narratives we use to describe our great
historical figures affect how we talk about present-day individuals. Broadly speaking,
| critique this cycle and encourage greater acknowledgement of this reality such that
we might work to undo the harm that it has caused. At its essence, this thesis is an
exploration of the power of language to influence feelings of belonging and
exclusion, of violence and peace, of harmony and dissonance—of oppression and

justice.’

15 Timothy Rice, "Defining Ethnomusicology," in Ethnomusicology: A Very Short
Introduction (Oxford: Oxford, 2014): 1-10; Timothy Rice, "The Nature of Music," in
Ethnomusicology: A Very Short Introduction (Oxford: Oxford, 2014): 43-64;
Timothy Rice, "Music as Culture," in Ethnomusicology: A Very Short Introduction
(Oxford: Oxford, 2014): 65-78.

16 Colin Cameron, "Whose problem? Disability narratives and available identities,"
Community Development Journal 42, no. 4 (2007): 502,
https://www.jstor.org/stable/44259079.

171 want to be clear about the fact that | do not wish to imply that Western Art music
is wholly ableist. Indeed, Stefan Honisch argues that "to view mainstream Western art
traditions as predominantly oppressive is simplistic” (Honisch, " 'Re-narrating
Disability." ") He does this based on his own experiences as a physically Disabled
pianist and the feeling that he is accepted based on his merit as a performer over
anything else; that is, he feels he is judged by other musicians not for his disability
but for the quality of music he produces. But this has not been all performers’
experiences—nor are all musicians performers able to overcome the impairments of
their disability by way of music creation. (Some are theorists, writers, etc. whose
work does not require performance of them.) Again, let me be clear: | do agree with
Honisch that to say that Western Art music is entirely ableist is overly simplistic. At
the same time, Western Art music is a system based on oppressive power structures,
and I do not think it wrong to critique it. I'm deeply glad that Honisch feels this way
and that he has had the experiences he has in order to feel this way, because that is the
sort of feeling | hope to achieve for all with the work | am doing and asking others to
do.



Language Statement
But, before embarking upon this discussion, it is imperative that | offer a brief

explanation of my language use throughout this thesis. This piece is, after all, written
about the power of words to shape perceptions of people, so it is only fitting that |
discuss my own choices.

In the disability community, there are many perspectives on language use,
particularly identity-first language (IFL) and person-first language (PFL). The reader
will notice that heretofore, | have exclusively used IFL ("Disabled person™ in place of
"person with a disability™). This is an intentional choice, and | have made it for two
reasons. First, IFL is the overall preference of the disability community.® Second,
PFL has, largely, been found to erase the voices of Disabled people and to medicalize
their disabilities.'® Paternalistic histories behind present-day use of PFL have caused
hurt and damage to Disabled people, and | refuse to perpetuate such hurt with my

own words.

Stefan S. Honisch, " 'Re-narrating Disability' through Musical Performance,” Music
Theory Online 15, no. 3 (August 2009),
https://mtosmt.org/issues/mt0.09.15.3/mt0.09.15.3.honisch.html#Beginning.
18 Ather Sharif, Aedan McCall, Kianna Bolante, "Should I Say 'Disabled People' or
'People with Disabilities'? Language Preferences of Disabled People Between
Identity- and Person-First Language,” ASSETS (October 2022): 1,
https://doi.org/10.1145/3517428.3544813; Lior Levy et al., "Respectful Language as
Perceived by People with Disabilities,” ASSETS (October 2021): 3,
https://doi.org/10.1145/3441852.3476534; Connor Keating et al., "Autism-related
language preferences of English-speaking individuals across the globe: A mixed
methods investigation,” Autism Research (2022): 8, https://doi.org/10.1002/aur.2864.
19 Jim Sinclair, "Why 1 dislike 'person first' language," Autonomy, the Critical Journal
of Autism Studies 1, no. 2 (1999), http://larry-
arnold.net/Autonomy/index.php/autonomy/article/view/OP1/ntml_1; Emily Ladau,
"Why Person-First Language Doesn't Always Put the Person First,” Think Inclusive,
last updated July 7, 2021, https://www.thinkinclusive.us/post/why-person-first-
language-doesnt-always-put-the-person-first.
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As such, I will default to IFL where appropriate. But, likewise, | recognize the
visceral pain of being reminded that one is "less than" when a diagnosis is used to
describe them. Therefore, | will use PFL when referring to people with certain
diagnoses ("person with Obsessive Compulsive Disorder) or where there is no
grammatical alternative (“person with Down Syndrome™).

| also recognize that there are some within the disability community who still
prefer PFL over IFL. | do not suggest that either type of language is inherently better
than the other, and I respect all Disabled people's personal language choices. | support
the use of the language preferred by each Disabled person to describe them.

Furthermore, I have elected to capitalize the names of some descriptors (e.g.,
Autistic, Deaf, Blind) and the word Disabled when used to refer to a person. This is
done to reflect the community state—and preference—of those groups. For more
information on capitalization and choices between PFL and IFL, see the article in the
footnote below.?°

Finally, I wish to provide here an overarching language warning. Due to the
nature of the studies, histories, and records described here, offensive terminology—
including slurs—used to refer to Disabled people is included, particularly in the
digital archive analysis (chapter 2) and Library of Congress (LCSH) (chapter 3)
chapters. I include it not because it is my preference to include it, but because to omit

it would be to omit the very reality | am attempting to discuss and advocate against.

20 Elizabeth Pineo, " 'But the Bumpies Hurt!": Autism and the Importance of Identity-
first Language,” Including Disability 2 (December 2022): 27-60,
https://ojs.scholarsportal.info/ontariotechu/index.php/id/article/view/194.
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Standpoint Statement
I am in my early twenties. | am a white, cisgender, Disabled, late-diagnosed

Autistic woman living on the lands of the Susquehannock and their Indigenous kin
and neighbors. | am a pianist, musician, sister, daughter, student, dog-lover, plant-
lover, and reader.

These are the identities that inform my work. Most importantly, my statuses as
Autistic, Disabled, pianist, and musician deeply influence the research I have and will
undertake. I am not an objective party, and | have a vested personal interest in
working against the symbolic annihilation of the identity communities to which |
belong. While my insider-status within these communities also affords me a uniquely
informed perspective from which to work, this perspective is innately political. This
is a state | unabashedly celebrate, for my very academic presence works against the
erasure of Disabled voices.

Connection & Roadmap

This thesis emerges from a series of personal archival experiences in which |
encountered outdated and/or hurtful language used to refer to Disabled people—
people like me—in the various forms of text used to describe records. While |
searched archives in hope of finding the stories of people like me, finding aids and
item descriptions became places of hurt. It was one thing when a record written over
one hundred years ago used language that is today considered insulting; it was
another when the item description written just a few years ago perpetuated it. But,
surely, | told myself, item descriptions and finding aids written with this language
must be the outliers. Maybe this issue was only to be found in the music-focused

archives I, as a musician, had been searching.
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This thinking was the impetus for the first study presented here (chapter 2), in
which | explore the language used to describe disability on 101 music and non-music
archives' websites. While conducting this exploration, I noticed that the LCSH used
to tag the materials displayed on these websites often used hurtful language too. So, |
embarked upon the next study presented here (chapter 3), an analysis of the language
used to describe disability in LCSH 43, the forty-third revision of the massive list of
LCSH available to catalogers to pick from.?!

After conducting both of these studies, | felt the way | thought about archives,
both music-focused and otherwise, begin to shift—but did other Disabled musicians
feel similarly? What about Disabled non-musicians using a music archive? A non-
music archive? These thoughts prompted the third study presented here (chapter 4), a
survey of Disabled individuals' perceptions of (music) archives. Quotations from
responses given in that survey serve as the titles for each chapter and, | hope, as a
reminder that throughout this thesis, we are not talking about people in the abstract—
but individuals who have spoken their mind, written about their experiences, and who
will continue to experience their life-worlds on a day-to-day basis, regardless of how
we choose to live our lives in the ivory tower of academia.

Taken together, this thesis argues, simply, that music archivists need to
address the symbolic annihilation of Disabled individuals within their materials. It

offers an assessment of the current state of representation of Disabled individuals in

21 In that edition, there are 362,484 authority files, and it is from those authority files
that subject headings are derived. For more information, see: OCLC, "Library of
Congress authority files," Get Started, last updated July 26, 2022,
https://help.oclc.org/Metadata_Services/Authority _records/Authorities_Format_and_i
ndexes/Get_started/50Library_of Congress_authority_files.
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music and non-music archives (chapter 2) and in Library of Congress Subject
Headings (LCSH) (chapter 3). From there, it explores the ways in which music and
non-music archives are perceived by Disabled individuals with ties to music (chapter
4). Following the presentation of these three studies, | will offer my thoughts on their
combined implications, considerations for further research, and suggestions for
methods archivists might use to combat symbolic annihilation and its underlying
causes. | provide practical steps for combatting symbolic annihilation of Disabled
individuals throughout, but the final chapter (chapter 5) focuses exclusively on this
topic.

Throughout this thesis, | employ a highly interdisciplinary approach, drawing
on the fields of archival studies (and information studies more broadly),
(ethno)musicology, and disability studies. Others appear throughout this narrative, but
these are the primary lenses | employ. | draw from the fields that offer relevant
material to me, for this topic does not fall squarely into any one field, nor do my
methods fall into the standard methods of any one field. I do not remember who said
it, but in a presentation at the University of Maryland's iSchool, the field of
information studies was described as "not just interdisciplinary, but post-
disciplinary." This, | feel, summarizes my approach well.

But, before any of this, I turn first to a discussion of disability culture, then
four disability models (the medical, social, complex embodiment, and
political/relational), followed by a discussion of disability stereotypes and their

relation to these models in both archival and musical contexts.
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Disability Culture
In order to understand the impact of ableism, a basic understanding of

disability culture is necessary. After all, without understanding who a group is, it is
difficult to understand the impacts of forces acting against them, and culture is an
intrinsic part of who a person and community is. But, before | begin this discussion,
for the sake of absolute clarity, I include those who are self-diagnosed or who desire
cures in any conception of disability culture. Steven Brown, a now-retired professor
of disability studies at University of Hawaii, writes on this topic:
Why is any of this [understanding disability culture] important? ... First, how
will we or anyone else know how to relate to us if none of us are aware of our
cultural background. For example, most disabilities come with some sort of
pain and/or fatigue. How will mainstream society ever be able to incorporate
us into itself if neither we nor it recognize pain and/or fatigue as part of who
we are. [sic] Secondly, and maybe even more importantly, for years we have
discussed integration like it was our business to fit in with mainstream society.
As we become more aware of our own unique gifts some of us have also
become more convinced that this is a backwards perspective. It is absolutely
not our job it fit into mainstream society. Rather [sic] it is our destiny to
demonstrate to mainstream society that it is to their benefit to figure out that
we come attached to our wheelchairs; our ventilators; our canes; our hearing

aids; etc. and to receive the benefit of our knowledge and experience

12



mainstream society needs to figure not how we fit in, but how we can be of

benefit exactly the way we are.?

Understanding and education are likely two of the strongest forces available to
combat ableism, and that is what this discussion essentially boils down to: the greater
mainstream society's understanding of disability, the lesser the power of ableism,
because individuals who understand disability will, ideally, be less likely to
perpetuate ableist forces.

Culture itself is difficult to define, and | do not purport to offer a single, all-
encompassing definition here. That said, for the purposes of this discussion, | turn to
the symbolic anthropological tradition to offer a working definition of culture. While,
historically, culture has been understood as a monolithic, distinct entity, more recent
understanding of culture acknowledge that it is a more porous, flexible concept than
was previously postulated.?® That is, culture is now understood more as a taken for

granted set of behaviors and understandings that make up a social world.?*

22 Steven Brown, "Editorial: What is Disability Culture?" Independent Living
Institute Newsletter, last updated December 2001,
https://www.independentliving.org/newsletter/12-01.html.
23 James Clifford, "Introduction: Partial Truths," in Writing Culture: The Poetics and
Politics of Ethnography (Berkeley: University of California Press, 1986): 1-26;
Clifford Geertz, "Chapter 1 / Thick Description: Toward an Interpretive Theory of
Culture,” in The Interpretation of Cultures: Selected Essays (New York: Basic Books,
1973): 3-30; Clifford Geertz, "Chapter 4 / Religion as a Cultural System," in The
Interpretation of Cultures: Selected Essays (New York: Basic Books, 1973): 89;
James Clifford, "On Ethnographic Self-Fashioning: Conrad and Malinowski," in The
Predicament of Culture: Twentieth-Century Ethnography, Literature, and Art
(Cambridge: Harvard University Press, 1988): 92—113; Homi Bhabha, "The
Commitment to Theory," in The Location of Culture (Milton: Taylor & Francis
Group, 2004): 54-56, https://www.d0i.10.4324/9780203820551-2.
24 Clifford, "Introduction," 1-26; Geertz, "Chapter," 3-30; Geertz, "Chapter 4," 89;
Clifford, "On Ethnographic Self-Fashioning,” 92-113; Bhabha, "The Commitment to
Theory," 54-56.
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Nonetheless, the overall tenet of symbolic anthropology—that culture is
context in which symbols occur—has remained intact.?> Simply put, symbols, for
symbolic anthropologists, are representations of other things.?® They might be
objects, figures, sounds, colors, language, etc.?’ For instance, the letters "ah" could
stand as a symbol for the sound ah, and the sound ah could be interpreted many ways:
as a sound of understanding, the sound we make at the dentist, a sound of
excitement...?8

These newer understandings of culture also make room for what Leslie
McCall calls the "complexity of intersectionality."2® Her theory of intercategorical
complexity "requires that scholars provisionally adopt existing analytically categories
to document relationships of inequality among social groups and changing
configurations of inequality along multiple and conflicting dimensions."3° In other
words, scholars must intentionally call attention to the many intersectional categories
in which an individual finds themself and name them as a way of documenting and

challenging inequality among social groups.3! Much like the intentional use of IFL,

25 Clifford, "Introduction," 1-26; Geertz, "Chapter | / Thick Description," 3-30;
Geertz, "Chapter 4 / Religion,” 89; Clifford, "On Ethnographic Self-Fashioning," 92—
113; Bhabha, "The Commitment to Theory," 54-56.
26 Scott Hudson et al., "Symbolic and Interpretive Anthropologies,” Anthropological
Theories, accessed February 21, 2023, https://anthropology.ua.edu/theory/symbolic-
and-interpretive-anthropologies/; Evans, "2.11: Symbols and Culture,” in Cultural
Anthropology (Portland: Lumen Learning, 2020): 2.11.1.
27 Scott Hudson et al., "Symbolic and Interpretive Anthropologies”; Evans, "2.11:
Symbols and Culture,” 2.11.1.
28 Geertz, "Chapter | / Thick Description," 5-10.
29 eslie McCall, "The Complexity of Intersectionality,” Signs: Journal of Women in
Culture and Society 30, no. 3 (2005): 1771-1800.
30 McCall, "The Complexity," 1773.
31 This approach has been critiqued for being overly reductivist, but McCall herself
defends against such accusations. See: McCall, "The Complexity," 1787.
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the intentional calling of attention to identity categories can assert pride and
belonging in academic writings about marginalized individuals and groups.

Building on these conceptions, | would suggest that, when it comes to
disability culture, imagined communities, as described by Benedict Anderson,
become relevant.®? After all, Disabled people have no country to call their own.
Anderson suggests that nations—with borders—are imagined because the citizens
within them will never know all of the other citizens within them; the communities
they build are thus built upon imagined relationships.3® He argues that they are limited
because no matter how large the nation is, it has borders that draw a distinction
between the citizens of one nation and another; beyond the nation's borders, there are
other nations.3* For Anderson, nations are also sovereign, but this characteristic is less
relevant to this discussion.®® Finally, nations are imagined as a horizontal community,
which is what allows citizens "to die for such limited imaginings"—that is, to
sacrifice for the good of the community.3®

Clearly, there is not a one-to-one application to be made here. Anderson's
thinking is directed squarely toward ideas of nationalism, and there is no nationalism
to be found in disability culture. The origins of the idea of disability culture are

difficult to trace, but Paul Longmore writes of it emerging as a natural transition from

32 Benedict Anderson, "Introduction," in Imagined Communities: Reflections on the
Origin and Spread of Nationalism (New York: Verso, 2006): 1-8.
33 Anderson, "Introduction," 6-7.
34 Anderson, "Introduction," 7.
3 Anderson, "Introduction," 7.
36 Anderson, "Introduction," 7.
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the disability rights movement.3” Others suggest that the idea of disability culture was
around as long as the disability rights movement has been, but that it was properly
codified when the field of disability studies was accepted into academia in the late
twentieth-century.®
Carol Gill suggests that "[m]aybe ‘culture’ is not the proper term for a set of
elements deriving from a mixture of: 1) inherent differences; 2) societal treatment;
and 3) transmitted facts, interpretations, and preferences. But what better term is there
for that collection of common views and expressions that increasingly characterize
Disabled people everywhere?"*° Returning to Brown, he describes the primary tenets
of disability culture:
[D]isability culture is a set of artifacts, beliefs, expressions created by disabled
people ourselves to describe our own life experiences. It is not primarily how
we are treated, but what we have created. Second, we recognize that disability
culture is not the only culture most of us belong to. We are also members of
different nationalities, religions, colors, professional groups, and so on.
Disability culture is no more exclusive than any other cultural tag. Third, no
matter what the disability or location of the person with the disability we have

all encountered oppression because of our disabilities. Fourth, disability

37 Paul Longmore, "The Second Phase: From Disability Rights to Disability Culture,"
Independent Living Institute, last updated 1995,
https://www.independentliving.org/docs3/longm95.html.
38 Elizabeth Pauls, "cultural evolution," Britannica, last updated August 3, 2020,
https://www.britannica.com/topic/cultural-evolution.
39 Steve Brown and Carol Gill, "Definitions of Disability Culture," University of
Illinois, Chicago Disability Cultural Center, accessed January 27, 2023,
https://dcc.uic.edu/about/definitions-of-disability-culture/.
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culture in the southwest of the U.S. may be very different than in the northeast

U.S. or Europe or Africa, but all of us have the similarities described in the

first three points. Finally, we who have worked, researched, studied and

written about disability culture have most often begun in the arena of cross-
disability culture, meaning all disabilities and cultures. We're aware they're

[sic] may be nuances, or even larger differences between some of us, but

we've had to start somewhere. If we consider all the possibilities of all

disabilities and all cultures it's probably more accurate to say that there are

"cultures of disabilities."4
The intersectionality of identities that Brown points out is important.

Indeed, it bears emphasizing that many Disabled people are not just Disabled;
rather, they are Disabled and.*! Keri Gray, a disability consultant and speaker, gives
an example of intersectionality in action:

"So, the Black Lives Matter movement. When it was created, it was created in

conjunction mostly with a lot of young folks. What was unique about this

particular movement was the intersectional philosophy that was built upon.

The folks getting up and saying, "We are not just fighting for one narrative,

40 Brown, "Editorial." See also: Steven Brown, "What is Disability Culture?"
Disability Studies Quarterly 22 no. 2 (Spring 2022): 34-50, https://dsg-
sds.org/article/view/343/433.
41 See: McCall, "The Complexity," 1771-1800; UNC School of Information and
Library Science, "Module 1: Defining Disabilities, Section 1.3: Intersectionality,"
Disability & Libraries Toolkit, accessed February 26, 2023, https://cedi.unc.edu/dl-
toolkit-intersectionality/; Cori Frazer, "Disability and Intersectionality: Not the
'Default Disabled Person,' " RAISE, last updated January 9, 2019,
https://www.raisecenter.org/disability-and-intersectionality-not-the-default-disabled-
person/.
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but we are fighting for folks who are on the margins. We are fighting for

Black folks who are also LGBTQ, who are women, who are fem, who are

trans, who are Disabled.' They named it. They saw, like, their people, across

the country and said, 'I'm fighting for all of you. Not just some of you. Not
just the ones that have traditionally gained power and access." And that gives
me a lot of hope. Because no one wants to be left behind."4?

Like any other "nation" or culture, that of disability culture has many, many
sub-cultures with their own needs, challenges, goals, communication methods, etc.
that interact with other cultures with their own unique needs, challenges, goals,
communication methods, etc. To understand disability culture as any single unit is a
mistake. This is why | appreciate the more literal cultural analogy that Anderson's
imagined communities presents. When we think of disability culture as a more literal
culture, it is easier to see the sub-groups within it as natural cultural variations, to
understand the vital importance of linguistic debates, and to comprehend the harm
ableism does on a daily basis. For example, Joseph Straus, a music theorist, has
postulated that autism should be understood as a culture:

Given the increasing size and diversity of the population classified as autistic,

however, it might be better to think of it as anagglomeration, a network of

overlapping subgroups, and with the group as a whole defined by boundaries
that are notably permeable and porous. As with other “minority groups,” one

can become autistic in a variety of ways, including medical diagnosis,

42 Ford Foundation, "Intersectionality & disability, ft Keri Gray, the Keri Gray Group
#DisabilityDemandsJustice,” YouTube, July 23, 2020, activism video, 1:16-2:11,
https://www.youtube.com/watch?v=p2XNO0CQazr0.
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personal choice and self- identification, and even casual classification by

outsiders. [para] [I]n keeping with the current impulse to embrace

neurological difference, | will attempt to reclaim autism as a term of cultural
identification and pride, analogous in this way to queer and crip (McRuer

2006)" [citation in original].*3
Straus goes on to identify three tenets of autism culture: local coherence (a focus on
details when processing input), fixity of focus (a preference for sameness or routine),
and private meanings (language itself: "autistic language often involves unusual,
idiosyncratic combinations of elements and images, with as much pleasure associated
with the sounds of the words as with their meaning.").*

For an archivist, disability culture is particularly important to understand,
because history creates culture, and culture creates history—and history, is after all,
the primary purview of an archivist. Our present-day culture becomes history. Ideally,
we look to history in our present-day to guide us, thus influencing our present-day
culture. Thus, history and culture become cyclic influences upon each other.

Disability culture also becomes something of a litmus test for biased thinking.
How would you handle materials of a different cultural group? Why are you handling
the materials of a Disabled person differently? Is it warranted? If yes, why? It very
well might be; this is only meant to prompt reflective thinking. If not, what can you

do to correct it?

43 Joseph Straus, "Autism as Culture," in The Disability Studies Reader, ed. Lennard
J. Davis (Milton Park: Taylor & Francis Group, 2013): 467.
4 Straus, "Autism as Culture," 467-469.
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Moreover, understanding disability culture centers it in reparative spaces,
which have, to date, been primarily focused on LBGTQIA+, race, and Indigenous
work. Sara White suggests that archivists identify records by and about Disabled
individuals as such and highlight them, when necessary.*> Such endeavors would, at
the most literal level, decrease the symbolic annihilation of Disabled people and
increase their representational belonging. They would also help to shift the focus in
archival studies from accessibility and ease of use to a broader, more all-
encompassing form of acceptance.*®
Self-Fulfilling Prophecies

Archivists are powerful people.*” They decide who will be represented in the

historical record and how. But representation is cyclic. When a group is poorly

s White, "Crippling the Archives,” 109-124.
46 Gracen Brilmyer, " 'They Weren't Necessarily Designed with Lived Experiences of
Disability in Mind'": The Affect of Archival In/Accessibility and 'Emotionally
Expensive' Spatial Un/Belonging,” Archivaria 94 (Fall/Winter 2022): 120-153,
https://archivaria.ca/index.php/archivaria/article/view/13869; Amelia Anderson,
"Exploring the workforce experiences of autistic librarians through accessible and
participatory approaches,” Library and Information Science Research 43 (2021): 1-8;
Lora Davis, "Providing Virtual Services to All: A Mixed-Method Analysis of the
Website Accessibility of Philadelphia Area Consortium of Special Collections
Libraries (PACSCL) Member Repositories,” The American Archivist 75, no. 1
(Spring/Summer 2012): 35-55; Brenda Kepley, "Archives: Accessibility for the
Disabled,"” The American Archivist 46, no. 1 (1983): 42-51,
https://doi.org/10.17723/aarc.46.1.7275k33t7817w00u; Donna McCrea, "Creating a
More Accessible Environment for Our Users with Disabilities: Responding to an
Office for Civil Rights Complaint,” Archival Issues 38, no. 1 (2017): 7-18,
https://doi.org/10.31274/archivalissues.11029; J.J. Pionke, "Beyond ADA
Compliance: The Library as a Place for All," Urban Library Journal 23, no. 1 (2017):
1-17, https://academicworks.cuny.edu/ulj/vol23/iss1/3.
47 Cook, " 'We Are What We Keep," 173-189; Harris, "The Archival Sliver," 63-86;
Randall Jimerson, "Archives for All: Professional Responsibility and Social Justice,"”
The American Archivist 70, no. 2 (September 2007): 252—281,
https://doi.org/10.17723/aarc.70.2.5n20760751v643m7; Howard Zinn, "Secrecy,
Archives, and the Public Interest,” The Midwestern Archivist 2, no. 2 (1977): 14-26,
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represented, its poor representation becomes the justification for its future poor
representation.“® When it comes to disability, archivists must break this cycle, but
they cannot do that until they understand what it is that constitutes poor
representation in the first place. The following disability models and discussion of
stereotypes will, ideally, help them to do just that. It will also lay some of the
theoretical groundwork for chapters 2-5.

Disability Models
The manners in which disability is understood are as varied as the number of

people who consider disability. But ways of thinking about disability can still be
broadly categorized, which allows us to explore them in more detail. In this section, |
present four models of disability: the medical model, the social model, the complex
embodiment model, and the political/relational model. These models are not the only
ways in which disability is understood, but they represent the broad strokes of some
of the most common ways of understanding. In particular, the political/relational and
complex embodiment models have been taken up by those working in the archival
studies field.

Throughout this discussion, a distinction between disability and impairment

will be helpful, because some of the models employ it. Impairment refers to the

https://www.jstor.org/stable/41101382. See also: Michel Foucault, "The Subject and
Power," Critical Inquiry 8, no. 4 (1982): 777-795,
http://www.jstor.org/stable/1343197; Sarah Chinn and Ellen Samuels, " "Vulnerability
and Power": Disability, Pedagogy, ldentity,” Transformations: The Journal of
Inclusive Scholarship and Pedagogy 5, no. 2 (Fall 2014/Winter 2016): 147-157,
https://doi.org/10.5325/trajincschped.25.2.0147.
8 Allan Sutherland, "6: Stereotypes of Disability," in Disabled We Stand (London:
Souvenir Press, 1981): 2.
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physical characteristic of disability; it is situated in the body of the Disabled person.
Disability refers to the social status of being Disabled; this status is usually caused by
the impairment.

The Medical Model
The medical model of disability has deep roots extending as far back as

Hippocrates in 400 B.C., but it wasn't until the scientific advances of the 1700s and
1800s and the emergence of the idea of the "average man" that the medical model
truly took hold.*® It places both disability and impairment within the body of the
Disabled person, and it holds physicians responsible for "curing™ disability. As a
result, the medical model also suggests that disability can be cured with enough effort
or medical treatment—which situates disability as a burden to be overcome by the
Disabled person such that they may successfully rejoin non-Disabled society. If only
the Disabled person tried harder and sought out more medical care they could be
cured of their ailment.

By placing the onus of responsibility for a disability on the Disabled person
themself, the medical model turns disability into something shameful to be done away
with: a "happy" life cannot be achieved while a disability is present. But medical
"curing"” of a disability is not always possible and suggesting otherwise places an

added layer of discrimination upon those for whom this is true.

49 Nancy Evans et al., "Disability models," in Disability in Higher Education: A
Social Justice Approach (John Wiley & Sons, 2017): 57.
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Due to its focus on "curing" disability, the medical model has been widely
criticized by Disabled individuals and disability (self-)advocates.>® While many
Disabled people have accepted and are proud of who they are, disability included,
many non-Disabled people struggle to understand taking pride in one's disability
status, and, as such, continue to ascribe (often unknowingly) to the medical model.

The Social Model
The social model sits in contrast to the medical model. It was popularized by

Mike Oliver, Britain's first disability studies professors, in the 1980s, but it was
developed by members of the Union of the Physically Impaired Against Segregation
in the 1970s.5!

Opposite to the medical model, the social model situates impairment within
the individual, as a biological factor, and disability outside the individual, in society
itself. That is, if society were constructed for Disabled individuals, they would not be
Disabled, because there would be nothing to impede their participation in society. To
give an over-simplified example, if ramps, low countertops, and wide doorways were
society's default, a wheelchair user would no longer be Disabled, because their
impairment (the reason they use a wheelchair) would be accommodated by default.

But the social model has been widely critiqued for its lack of applicability to

the real world. For example, Lorella Terzi critiques it for implying that an impairment

50 Evans et al., "Disability models," 57-59; Manchester Disabled People's Access
Group, "The Medical Model of Disability," Resources, accessed December 22, 2022,
http://www.mdpag.org.uk/resources/the-medical-model-of-disability/.
51 Tony Baldwinson, "A public history of Manchester UPIAS — the Union of the
Physically Impaired Against Segregation,” Uncategorized, last updated November 29,
2016, https://tonybaldwinson.com/2016/11/29/a-public-history-of-manchester-upias-
the-union-of-the-physically-impaired-against-segregation/.
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would be resolved by modification of society.>? She uses the example of a Blind
woman:

| find it difficult to think of how [the Blind woman] could actually overcome

her restriction of...recognizing non-verbal cues, if not by overcoming her

impairment altogether. So, in my understanding, [she] would not be
oppressed, as we have imagined that oppression has indeed disappeared, but
her restriction of activity, her inability to read non-verbal messages would still
be there.>3
The same might be said of any other disability. Returning to the example of the
wheelchair user, even if society were reconfigured in a way meant explicitly for them,
they would still have the impairment that created the need for the wheelchair in the
first place.

Moreover, the social model suggests that there is a single way society could
be reconfigured to accommodate all Disabled people—when this is simply not the
case. For example, in order to accommodate an Autistic person, the lights in a space
might need to be dimmed. But if a visually-impaired individual also wanted to visit
that space, they might need the lights to be even brighter than they were before. The
lights cannot be simultaneously dimmed and brightened, so what happens if they both

want to visit the same place at the same time?

52 Lorella Terzi, "The Social Model of Disability: A Philosophical Critique," Journal
of Applied Philosophy 21, no. 2 (2022): 141-157. See also: Sara White, "Crippling
the Archives: Negotiating Notions of Disability in Appraisal and Arrangement and
Description,” The American Archivist 75, no. 1 (April 2012): 109-124,
https://doi.org/10.17723/aarc.75.1.c53h4712017n4728.
53 Terzi, "The Social Model," 150.
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By suggesting that a reality in which all disabilities are accommodated could
exist, the social model allows a utopic, yet fundamentally unachievable, view of the
future of disability to take hold. While Disabled people themselves tend to understand
that attempts to achieve such a future are futile, like the medical model, non-Disabled
people tend to ascribe to this view as a way of making themselves feel better about
disability: if only enough societal change were advocated for and achieved, disability
could go away. Again, like the medical model, the social model, while well-
intentioned, sends the implicit message that disability is a problem to be corrected.
But, to its credit, the social model does recognize the interaction of the social and
physical aspects of disability.>*

Often, in discussions of disability, the medical and social models are
presented as a dichotomous view: the medical model is the evil model of the past,
while the social model is the affirming model of the present. Such misrepresentation
of the social model is problematic, and the lack of nuance in these discussions has
larger ramifications for disability discourse, which will be explored in the section
titled "A Movement Away From Dichotomies."

The Complex Embodiment Model
Note: The material presented in this section, with minor changes, is taken from a

previous article | wrote for Including Disability, the citation for which can be found

in the footnote at the end of this sentence.>®

5 It has also been critiqued for its lack of applicability to non-capitalist societies. See:
Terzi, "The Social Model," 141-157.
5 Pineo, " 'But the Bumpies Hurt!" " 48-49.
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Tobin Sieber's complex embodiment model alleviates some of the tension
between the medical and social models regarding the location of disability.>® To quote
Amy Simmons' summary of complex embodiment,

Siebers (2008) developed the concept of complex embodiment using three key

principles. Firstly, disability is located partly within the body but wider

society also influences the lived experience of the body. For instance, a person
may use a wheelchair due to cerebral palsy. In an inaccessible building, wider
society (specifically, the architect or the person responsible for installing lifts
and ramps) must be held partially responsible for the inconvenience and
disadvantage this has caused the wheelchair user but, of course, it cannot be
accountable for the disabled individual's cerebral palsy itself. Secondly,
specific types of body can produce specific types of "situated knowledge"

(Siebers, 2008, gave the example of the experience of giving birth, giving

woman a unique insight into pain) and thirdly, disability should be valued as

another form of human variation; the oft-cited quote "different, not less.">’
To some extent then, complex embodiment takes aspects from both the medical and
social models, realizing that disability is "dually located, within society...and within
the body," making it impossible to understand disability fully without acknowledging

both the physical and societal forces at work.> Moreover, complex embodiment

5 Siebers, "Chapter 21," 272-291.
" Amy Simmons, "Complex embodiment and autistic students," Embodied
Citizenship Conference Blog, updated April 27, 2016,
https://embodiedcitizenshipblog.wordpress.com/2016/04/27/complex-embodiment-
and-autistic-students/.
%8 Simmons, "Complex embodiment."
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recognizes that "[s]pecific types of bodies produce specific types of knowledge,"
allowing multiple identities to intersect with that of Disabled.>® For instance, a person
might be Black, Muslim, and Disabled. The intersection of these identities creates a
unique lived experience that an Asian Disabled person might not share, even if their
disability is the same. Recognition of the embodied, lived experience of disability is
then also an integral part of complex embodiment theory.

By understanding disability as a physical and social phenomenon, Sieber's
complex embodiment model also recognizes that disability plays a fundamental role
in identity creation and negotiation; Disabled is an identity category. That is, there is
no separation of disability from the person.

While the complex embodiment model has yet to gain mainstream
recognition, it has gained recognition within disability studies. It is my hope that it
will continue to garner recognition, given that it is a productive and affirming
alternative to both the medical and social models of disability.

The Political/Relational Model
Note: The material presented in this section, with minor changes, is taken from a

previous article | wrote for Including Disability, the citation for which can be found
in the footnote at the end of this sentence.°

Finally, there is what Alison Kafer calls the political/relational model of
disability, one that is "a friendly departure from the more common social model of

disability" and that draws on both feminist and queer theory.5! It situates disability

59 Simmons, "Complex embodiment."
%0 Pineo, " 'But the Bumpies Hurt!"' " 49-51.
61 Alison Kafer, "Introduction: Imagined Futures," in Feminist, Queer, Crip
(Bloomington: Indiana University Press, 2013): 7, 10.
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not "in the minds or bodies of individuals but in [the] built environments and social
patterns that exclude or stigmatize particular kinds of bodies, minds, and ways of
being," including "inaccessible buildings, discriminatory attitudes, and ideological
systems that attribute normalcy and deviance to particular minds and bodies."?
Disability, in Kafer's model, is best addressed through social changes and political
transformation.® The goal of the political/relational model is to politicize disability
by guestioning and complicating our very understandings of the words "disabled" and
"disability."64

Like Sieber's complex embodiment, the political/relational model recognizes
Disabled as an identity category; indeed, the questioning of the Disabled identity is
one of the core tenants of the political/relational. Kafer argues for interrogation of the
ideas of what it means to be Disabled or to have a disability on the grounds that our
current understandings of these concepts are overly dependent upon their opposites
(that is, "Disabled" is often understood in contrast to "able-bodied" or "able-minded"
but does not itself have a widely agreed upon standard definition).5°

Particularly in the postmodern archival context in which we find ourselves
today, the ability to question and interrogate identity categories is essential to the
creation of a full, complex, and nuanced record of a human being's life.% If the

archival record is responsible for representing the histories of groups and individuals,

62 Kafer, "Introduction," 6.
63 Kafer, "Introduction," 6.
64 Kafer, "Introduction," 16-17.
65 Kafer, "Introduction," 8.
% Joseph Deodato, "Becoming responsible mediators: the application of postmodern
perspectives to archival arrangement & description,” Progressive Librarian 27
(2006): 52-63.
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archivists must be willing to learn about and to think deeply about the identity
categories they are tasked with representing.

When taken in combination with Sieber's complex embodiment model,
Kafer's political/relational model offers a powerful alternative to the medical and
social models that also inspires real change—as called for by those who make use of
the identity category of Disabled.

A Movement Away From Dichotomies
Note: Some of the material presented in this section, with minor changes, is taken

from a previous article I wrote for Including Disability, the citation for which can be
found in the footnote at the end of this sentence.®”

All of this is not to say that the complex embodiment or political/relational
models are the "best" models or the only alternatives to the medical or social models;
it is only to say that they are the ones I have explored here.

The types of models employed in our attempts to understand disability and its
role in our past lived experiences influence our future lived experiences, and the
models employed hold great power to influence our language choices. Thus, |
encourage a shift away from the dichotomy that has been created between the medical
and social models. Too often are they the only ones presented by academic authors in
published material or by teachers or professors in classrooms. When this is the case,
readers and students are led to believe they are the only two options available when

they are not, and their thinking about disability, as a result, is limited.

67 Pineo, " 'But the Bumpies Hurt!" " 50-51.
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Information professionals, in their good-hearted attempts to be inclusive and
open to Disabled users are, unfortunately, particularly susceptible.®® In my own
experience, | have often seen professors—information, music, and otherwise—fall
victim to well-intentioned advice to avoid calling Disabled students "Disabled" and to
instead call us "specially abled," "dis/abled,” or, a personal favorite, "differently
dis/Abled, because we're all dis/Abled somehow!" (No, we aren't.) Both the medical
and social models promote these types of reductive language choices, in that they
promote shame around disability by virtue of the fact that they promote correction—
in their own ways—of it.

The models used to understand and discuss disability in archives and music
must grow and change—and so too must the language. Adding complexity and
nuance to these discussions will be essential. Disability, after all, is a complicated
topic, and a full understanding of its intricacies in these spaces cannot be achieved
through the dichotomous lens of the medical vs social model discussion.

Disability Stereotypes
Colin Cameron writes that:

Disabled people are overwhelmingly represented as pitiable and pathetic,
sinister and evil or tragic but brave...[They] are usually one-dimensional and
passive [and represent] a threat to the fabric of normal decency, which has to

be resolved (usually, in the case of disability films through the disabled

68 To avoid calling out particular individuals, I will not cite specific examples.
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character being either killed or cured) in order that normality can be preserved

or restored.®®
It bears repeating: in order for normality to be preserved or restored, the Disabled
character must be either killed or cured.”® Cameron's statement may, at first glance,
feel extreme. But this is the reality of many non-Disabled people's perceptions of
disability; how could anyone feel a life with disability is one worth living?

This reality is also reflected in Colin Barnes' list of the ten most common
stereotypes encountered by Disabled people, as chosen by Disabled people
themselves: "the disabled person as pitiable and pathetic, as an object of curiosity or
violence, as sinister or evil, as the super cripple, as atmosphere, as laughable, as
her/his own worst enemy, as a burden, as non-sexual, and as being unable to
participate in daily life."’* In addition to these stereotypes, Barnes points out that
stories about Disabled people in television or movies tend to revolve around "medical
treatment or the special achievements of disabled individuals" or to paint the Disabled
person as a criminal, monster, or "powerless and pathetic" victim.”? Overall, Disabled
people’s stories tend not to be written by Disabled people, but by non-Disabled
people; when Disabled people are portrayed on the screen, they tend to be portrayed

by non-Disabled actors.

69 Cameron, "Whose problem?" 502.
0 Cameron, "Whose problem?" 502.
L Colin Barnes, "Discrimination: Disabled People and the Media," Contact 70
(Winter 1991): 46-47, https://disability-studies.leeds.ac.uk/wp-
content/uploads/sites/40/library/Barnes-Media.pdf.
2 Barnes, "Discrimination," 47.
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The result of such portrayals is that these "[s]tereotyped views frequently act
as self-fulfilling prophecies, forcing the person with a disability into a role that can
then be used to justify the original treatment" or representation.” That is, if a
Disabled person is treated as if they are "an object of curiosity or violence," by
representing them that way in media, the initial ableist treatment is justified.”* This is
frustrating for two reasons. First, these portrayals are intentional choices—usually
made by non-Disabled people—that reflect a non-Disabled population's view of
disability. Second, appropriate and realistic portrayals of disability have been shown
to make non-Disabled people feel more comfortable around Disabled people.”™ When
people are more comfortable around those who are not like them, the chances of
discriminatory behaviors and attitudes being expressed decreases.

Archival Relevance
Note: This section references outdated language and slurs used to describe Disabled

people. This is made necessary by the language found in the discussed archival

records and descriptions.®

73 Sutherland, "6: Stereotypes of Disability," 2.

4 Barnes, "Discrimination," 46.

5 Beth Haller and Lingling Zhang, ""Stigma or Empowerment? What Do Disabled
People Say About Their Representation In News and Entertainment Media?" Review
of Disability Studies 9, no. 4 (2014): 2,
https://www.rdsjournal.org/index.php/journal/article/view/45/173.

6 Mevagh Sanson, Deryn Strange, and Maryanne Garry, "Trigger Warnings Are
Trivially Helpful at Reducing Negative Affect, Intrusive Thoughts, and Avoidance,"
Association for Psychological Science 7, no. 4 (March 2019): 778-793,
https://doi.org/10.1177/2167702619827018.

| have designed the notes used throughout this thesis document to provide individuals

with the specific information needed to know when and where a potentially

distressing topic or word will show up so that they can make informed choices about

whether they wish to read my work in a given moment, and it is my sincere hope that
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The process is the same in an archival context. If a Disabled individual is
represented as an "an object of curiosity or violence," the initial ableist treatment is
justified—or vice versa.”” The cycle continues. Archives, like museums, with their
history of displaying freak show histories, certainly are no strangers to such
portrayals.” This stereotyped portrayal, | argue, is its own type of symbolic
annihilation. There are records present, yes, but archivists have not allowed them to
act in the way records should.

While the authors referenced in the previous sections are primarily writing in
terms of stereotyped portrayals of Disabled people in media, their findings and
experiences are also readily applicable to archival contexts. Archives are purportedly
spaces of fact; that is, they purport to provide access to a more-or-less factual
representation of the past while recognizing that true fact, like truth itself, is but an
ideal. References to disability in archival descriptions, subject headings, object titles,
etc. reflect the views of disability held by the individual who wrote them. When that
individual's perspectives on disability are limited to the stereotyped ones explored
above, so too is the archive's "perspective” limited to them. But these stereotypes are
just that: stereotypes. And stereotypes are, definitionally and at best, incomplete

renderings of the group they are attached to. Thus, allowing uncontextualized

this is how they function. | acknowledge that trigger warnings are an imperfect
solution to the challenge of providing this type of warning in a written format, and |
continue to search for a better solution.
7 Barnes, "Discrimination,” 46. See also: Megahan Rinn, "Nineteenth-Century
Depictions of Disabilities and Modern Metadata: A Consideration of Material in the
P. T. Barnum Digital Collection,” Journal of Contemporary Archival Studies 5, no. 1
(2018): 1-16.
8 See: Rinn, "Nineteenth-Century Depictions," 1-16.
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stereotypes of a particular group into archival representations of them compromises
any attempt to achieve a factual representation of them—which compromises the
integrity of the archive itself.

| do not advocate erasing the stereotyped language entirely. Like archivists'
endeavors to reduce bias around language used to describe other marginalized groups,
the language used to describe Disabled people must change, but erasing it entirely
only erases our past, and that does nothing to help anyone learn from it.”® Archivists
must become aware of their internal biases against Disabled people and work actively
to overcome—or at least mitigate—them. Archivists must work to contextualize past
harmful language while working to improve that of the future.

The models described above help us to understand and address the fallacies of
such a mindset. By recognizing the failings of, for instance, the medical model, an
individual is forced into a metacognitive mode in which their own thought patterns
around disability can be illuminated, examined, and—hopefully—changed. A shift in
mindset, in how disability itself is perceived, encourages the archivist to interact with

disability-related records in a more justice-oriented manner.

9 Lae'l Hughes-Watkins, "Moving Toward a Reparative Archive: A Roadmap for a
Holistic Approach to Disrupting Homogenous Histories in Academic Repositories
and Creating Inclusive Spaces for Marginalized Voices," Journal of Contemporary
Archival Studies 5, no. 6 (2018): 1-17,
hAps://elischolar.library.yale.edu/jcas/vol5/iss1/6; Annalisa Moretti, "Reparative
Description for Disability Collections,” Archival Outlook (November/December
2021): 8-9, 21; Jackie Dean, Conscious Editing of Archival Description at UNC-
Chapel, Hill, Presentation, Society of American Archivists Research Forum, 2019, 1—
15.
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On a more practical level, when disability is understood as an identity marker,
archivists are more likely to understand the need to use IFL over PFL. The National
Institutes for Health (NIH), for example, suggest that PFL should always be used "for
children [because] identity-first language is chosen,"” implying that only an adult can
make the choice to use IFL.8 This demonstrates a fundamental misunderstanding of
the preferences of the disability community. According to studies conducted by Ather
Sharif and his co-authors and Lior Levy et al., IFL is the preference of both the
overall disability community and some of its sub-communities, not just in the United
States but internationally.8! But even without being aware of these studies, tuning into
the sentiments expressed in recent years by disability advocacy groups would have
provided the NIH with more than enough information to know that this was the case.

Just by using the preferred language of the group in descriptive materials
about them, archivists can take an incredibly meaningful step toward increasing
Disabled peoples' representational belonging. Therefore, I suggest that IFL should be
the default language choice when referring to disability. The obvious exceptions
would be when there is no grammatical alternative, when the community prefers to
use PFL, and when an individual prefers to use PFL. Individuals should always be
referred to with the language they prefer to have used to describe them, even if it is

not the preference of the describing archivist.

80 National Institutes for Health, "Person-first and Destigmatizing Language," last
updated December 8, 2022, https://www.nih.gov/nih-style-guide/person-first-
destigmatizing-language.
81 Sharif et al., "Should | Say 'Disabled People,' " 1; Lior Levy et al., "Respectful
Language," 3.
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Musical Relevance
Within the realms of musicology, ethnomusicology, and music theory, there is

ample awareness of disability. Until recently, much of this literature explicitly or
implicitly made use of the medical model; but, more recently, these researchers have

begun to engage with disability through other lenses.®?

8 Straus, "Autism as Culture,” 460-484; Joseph N. Straus, " Disability and 'Late
Style' in Music,” The Journal of Musicology 25, no. 1 (Winter 2008): 3-45,
https://doi.org/10.1525/jm.2008.25.1.3; Joseph Straus, "Musical Narratives of
Disability Overcome: Beethoven," in Extraordinary Measures: Disability in Music
(New York: Oxford University Press, 2011): 45-62; Joseph Straus, "Normalizing the
Abnormal: Disability in Music and Music Theory," Journal of the American
Musicological Society 59, no. 1 (Spring 2006): 113-184,
https://wwww.jstor.org/stable.10.1525/jams.2006.59.1.113; Michael B. Bakan, "
'Don't Go Changing to Try and Please Me': Combating Essentialism through
Ethnography in the Ethnomusicology of Autism," Ethnomusicology 59, no. 1
(February 1, 2015): 116144, https://doi.org/10.5406/ethnomusicology.59.1.0116;
Michael B. Bakan et al., "Following Frank: Response-Ability and the Co-Creation of
Culture in a Medical Ethnomusicology Program for Children on the Autism
Spectrum,” Ethnomusicology 52, no. 2 (Spring/Summer 2008): 163-202,
https://www.jstor.org/stable/20174586; Katherine Meizel, "A Powerful Voice:
Investigating VVocality and Identity," Voice and Speech Review 7, no 1 (2011): 267—
274, https://doi.org/10.1080/23268263.2011.10739551; Katherine Meizel, "Lost
Voices," in Multivocality: Singing on the Borders of Identity (Oxford: Oxford
Scholarship Online, 2020): 177-196,
https://doi.org/10.1093/0s0/9780190621469.001.0001; Katherine Meizel, "Review of
The Oxford Handbook of Music and Disability Studies," review of The Oxford
Handbook of Music and Disability Studies, eds. Blake Howe, Stephanie Jensen-
Moulton, Neil Lerner, and Joseph Straus, Disability Studies Quarterly 37, no. 3
(August 31, 2017), https://dsq-sds.org/article/view/5968/4703; Katherine Meizel,
"Voice and Disjuncture in Celebrity Impersonation,” in Multivocality: Singing on the
Borders of Identity (Oxford: Oxford Scholarship Online, 2020): 71-89; Honisch, "
'Re-narrating Disability' *; Edward Komara, "Culture Wars, Canonicity, and A Basic
Music Library,” Notes 64, no. 2 (December 2007): 232-247; Byrd McDaniel, "Out of
Thin Air: Configurability, Choreography, and the Air Guitar World Championships,”
Ethnomusicology 61, no. 3 (October 2017): 419-445,
https://doi.org/10.5406/ethnomusicology.61.3.0419; Jessica Holmes, "Expert
Listening beyond the Limits of Hearing," Journal of the American Musicological
Society, 70, no. 1 (2017): 172-221; Robin Wallace, Hearing Beethoven: A Story of
Musical Loss and Discovery. Chicago: The University of Chicago Press, 2018.
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The Western musical canon is replete with the stereotype of the composer
with a "tragic affliction.” Ludwig van Beethoven is, perhaps, the best-known example
of this stereotype.® In his late twenties, he began to notice issues with his hearing,
and by the time he was 44 or 45, he was completely Deaf.

Music, is, primarily, an audial phenomenon. For a composer of Beethoven's
stature to lose the ability to hear is, therefore, perceived to be a tragedy. Perhaps there
is an aspect of projecting here; that is, many musicians or composers would
experience great emotional turmoil if their hearing were lost, so they ascribe such
turmoil to Beethoven.

As a result, when musicians talk about Beethoven being Deaf, they do not talk
about Beethoven being Deaf so much as they talk about "Beethoven's Deafness,"” the
great tragedy that befell him in his later years, the affliction he had to overcome in
order to compose his Symphony No. 9.84 There is the story, now legend more than
anything else, of him being turned around to see the audience's applause—because,

tragically, he couldn't hear it.

8 Other prominent examples include Robert Schumann, Pyotr II'yich Tchaikovsky,
and Hector Berlioz.

84 Holmes, "Expert Listening," 172-173, https://doi.org/10.1525/jams.2017.70.1.171;
Straus, "Musical Narratives of Disability Overcome," 45-62; Maynard Solomon, "On
Beethoven's Deafness,” American Imago 35, no. 1/2 (1978): 120-123,
https://www.jstor.org/stable/26303294; Edoardo Saccenti, Age Smilde, and Wim
Saris, "Beethoven's deafness and his three styles," British Medical Journal 343, no
7837 (December 2011): 1298-1300; "The Renaissance Will Not Be Televised," Cunk
on Earth, produced by Charlie Brooker, directed by Christian Watt, written by
Charlie Brooker et al., featuring Diane Morgan, aired September 20, 2022, on BBC
Two, 25:23-28:06.
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The number of disability stereotypes in that paragraph alone is numerous.
There is: disability as tragic affliction, overcoming disability, the Disabled person as
inspiration, the Disabled person as pitiable, and the genius as their own worst enemy.
These are easy narratives to write. They are simple stories of a hero overcoming an
obstacle and being rewarded by centuries of posthumous adoration.

But disability is not an obstacle to be overcome; indeed, many disabilities
have no cure and, definitionally, cannot be overcome. To suggest that they can be is
over-simplistic, and it is hurtful. The non-Disabled majority has co-opted narratives
of Beethoven's life and "cleansed™ him of his disability. Rather than perceive him as
Disabled, the public tends to think of him simply as Deaf—and as overcoming that
tragic disability in order to be the great composer history demands we remember him
as, and, at times, academics seem to reduce his music to being "great" only because
he was Deaf.8

Isn't it more interesting to speak and write about Beethoven as he truly was—
as a full, complex human who was Disabled? When he is reduced to the stereotype of
the "great composer,” facts of his life overlooked. For instance, Beethoven used

communication books, in which he or his companions wrote out their conversations.2

8 This information comes from a survey | conducted. For more information, see
chapter 4.
8 Theodore Albrecht, Beethoven's Conversation Books: Volume 1: Nos. 1to 8
(February 1818 to March 1820) (Woodbridge: Boydell Press, 2018); Theodore
Albrecht, Beethoven's Conversation Books: Volume 2: Nos. 9 to 16 (March 1820 to
September 1820) (Woodbridge: Boydell Press, 2019); Theodore Albrecht,
Beethoven's Conversation Books: Volume 3: Nos. 17 to 31 (May 1822 to May 1823)
(Woodbridge: Boydell Press, 2020); Theodore Albrecht, Beethoven's Conversation
Books: Volume 4: Nos. 32 to 43 (May 1823 to September 1823) (Woodbridge:
Boydell Press, 2022).
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He also used a variety of techniques to accommodate himself while playing the piano
throughout his life, including various sizes of ear trumpets (which he also used
throughout the rest of his day) and a custom-built resonance plate that increased the
sound of his piano.8” While the exact appearance of the resonance plate is unknown, it
is likely that Beethoven's piano sat atop a metal plate that focused the piano's sound,
which then connected to his ear trumpet.28 These are small but interesting facts, yet
there is only space for these facts in the narrative of Beethoven's life when he is
recognized as a Disabled person.8

Then there are the figures like Wolfgang Amadeus Mozart. For many, his
inclusion in this discussion may come as somewhat of a surprise; he is not a figure
most think of as Disabled in any way. But Mozart, as related to us by first-hand
accounts—particularly his letters—displayed clear traits of Autism Spectrum
Disorder (ASD).%°

Before | go too far into this discussion, | should emphasize that a posthumous

diagnosis of most disabilities, including ASD, is impossible. That is not what |

87 While some have also speculated that Beethoven also used a stick, rod, or other
long, narrow instrument placed in his mouth to hear the resonance of the piano’s
sound in the bones of his skull, these reports cannot be corroborated and are
considered by most musicologists to be unreliable. George Ealy, "Of Ear Trumpets
and a Resonance Plate: Early Hearing Aids and Beethoven's Hearing Perception,”
19th-Century Music 17, no. 3 (Spring 1994): 271-273.
& Ealy, "Of Ear Trumpets," 272-273.
8 Robin Wallace, in her book, Hearing Beethoven: A Story of Musical Loss and
Discovery, does just that. Robin Wallace, Hearing Beethoven: A Story of Musical
Loss and Discovery (Chicago: The University of Chicago Press, 2018).
% Wolfgang Amadeus Mozart, The letters of Wolfgang Amadeus Mozart (1769-
1791), Vol. 1, translated from the collection of Ludwig Nohl by Lady Wallace
(London: Longmans, Green, 1865); Wolfgang Amadeus Mozart, The letters of
Wolfgang Amadeus Mozart (1769-1791), Vol. 2, translated from the collection of
Ludwig Nohl by Lady Wallace (London: Longmans, Green, 1865).
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attempt to do here. Instead, | wish to do what so many have done in the realms of
gender or sexuality and speculate as to the reality a historical figure inhabited (take,
for example, Frédéric Chopin's partner, George Sand) in the hopes of crafting a fuller,
more accurate picture of the life that individual led. Moreover, | hope to create a
present day in which young musicians can look to the past and see themselves
reflected there.

Mozart was a big fan of word play, and this is evidenced in many realms in
his life. He was baptized Johannes Chrysostomus Wolfgangus Theophilus Mozart,
though he also went by Joannes Chrisostomus Wolfgang Gottlieb Mozart, and he was
known to play with different spellings of his name. In fact, the now-standard
Amadeus was only used by Mozart in jest, when he used a faux-Latin spelling of his
name (Wolfgangus Amadeus Mozartus); otherwise, the use arose posthumously.®* He
also had "a developed sense of humour...in punning, language games and satire” and
was known to be "a little mischievous and quite vulgar."%? For unknown reasons,
Autistic people's humor often tends toward wordplay that neurotypical individuals
might find "cringy™ or simply unfunny; Mozart's sense of humor indubitably falls into
this category.

Mozart was also described as having difficulty making direct eye contact,
making and maintaining peer relationships (aside from his sister), and understanding

what people meant when they weren't being explicit.® He was "'perpetually restless,

%1 Michael Steinberg and Larry Rothe, "Another Word for Mozart," in For The Love
of Music: Invitations to Listening, (Oxford: Oxford University Press, 2008): 21.
92 Michele Raja, "Did Mozart suffer from Asperger syndrome?" Journal of Medical
Biography 23, no. 2, (2015): 84-95, https://doi.org/10.1177/0967772013503763.
% Raja, "Did Mozart," 84, 86.
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[always drumming] on...objects at hand as if he played the piano™ and felt stifled

when he was made to sit still.** He even "'walked up and down...the room" while
washing his hands.% All of these are characteristic too of ASD.

There is also the perception of Mozart as the Eternal Child, which Mozart's
family themselves believed and perpetuated.®® The Eternal Child was the idea that
Mozart was a superbly talented pianist and performer, but a bit of a "simpleton™ in all
other areas.®” This could be interpreted as an attempt to explain the asymmetrical
profile typical of an Autistic savant. Mozart began composing at age five, he was a
phenomenal sight reader, and he could compose long-form works in his head, then
write them down in their final form.%

When musicians decide, whether intentionally or not, that there will be no
Disabled figures in their canon, there will be no Disabled figures to find. It is only
when they are open to finding and embracing Disabled figures that it will even be
possible to encounter them. This is the base form of the self-fulfilling prophecy, the
state before the stereotypes can set in, because the reality of the "other's"” existence
has yet to even be acknowledged.

| argue that the end form is a type of epistemicide, or the "killing, silencing,

annihilation, or devaluing of a way of knowing."® It is often applied in the context of

% Raja, "Did Mozart," 86.
% Raja, "Did Mozart," 86.
% Maynard Solomon, "The Myth of the Eternal Child," 19"-Century Music 15, no. 2
(1991): 94-106, https://www.jstor.org/stable/746365.
97 Solomon, "The Myth," 104.
%8 Raja, "Did Mozart," 87.
%9 Beth Patin and Melinda Sebastian, "Ep-i-what? Using The Force to Understand
Epistemicide,” Information Matters, last updated November 9, 2021,
https://informationmatters.org/2021/11/ep-i-what-using-the-force-to-understand-
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positionality statements, but | expand it here to apply to include the erasure of the
very knowledge of a large aspect of a major figure's identity that would otherwise
inform an understanding of their positionality. Too long has there been silence around
this process of the self-fulfilling prophecy; it has gone on too long, and it can be
ignored no longer.

Understanding and responding to epistemicide, according to Beth Patin and
Melinda Sebastian, is particularly important for information professionals because
"we are gatekeepers of knowledge and information...for ALL the fields. This means
without a close and critical examination of how our policies and practices harm
individuals', or entire communities', ways of knowing, we contribute to people
experiencing epistemic injustices and thus to epistemicide."1%

When we turn away even from discussing the idea that our great musical
figures were Disabled, we erase not only their potential status as Disabled figures but
disability itself from what is considered "acceptable” musical history. In doing so, we
send a very direct message to the next generation of Disabled musicians: "you are not
wanted here." This does a disservice to the future of music as a field, as a discipline,
and as a performance practice. An entire population of musicians and their
contributions to the field is removed from music's collective future.

This argument isn't only applicable to the realm of music; rather, it is

applicable anywhere. In whatever way it is sent, if the message "you are not wanted

epistemicide/; Beth Patin et al., "Interrupting epistemicide: A practical framework
for naming, identifying, and ending epistemic injustice in the information
professions," Journal of the Association for Information Science and Technology 72
(2021): 1306-1318, https://doi.org/10.1002/asi.24479.
100 patin and Sebastian, "Ep-i-what?"
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here" is sent out to Disabled people, the odds are good that they will not come. In that
instant, the great contributions they could have offered vanish. In addition to these
contributions, with increased representational belong of Disabled individuals in music
archives come benefits for musicologists, ethnomusicologists, music theorists, and
other music researchers alike, along with disability researchers.

The sharing of ideas between disciplines is, of course essential, and for a
project that touches as many different disciplines as this one, it is imperative. Music
researchers will be introduced to fruitful new research paths and contexts surrounding
historical music figures. Disability studies researchers will be made aware of the
biases and underlying mechanics of the archives they use and search (chapters 2 and
3), archival scholars will be made aware of methods they might use to increase
Disabled individuals' representational belonging and the systems that must be
changed, improved, etc. in order to do so. By working together to combat the
symbolic annihilation of Disabled individuals, members of these fields won't only
increase Disabled individuals' representational belonging, but, in doing so, they will
foster a deeper, richer research landscape.

Community work is something often talked of in the archival world. At times,
it means community engagement with users or those living in the physical area near
the archive. At others, it means crowdsourcing ideas. (I will, of course, return to these
concepts throughout this thesis.) But rarely does it mean scholarly community
engagement. As aforementioned, this project has necessitated that | draw on many
fields' expertise. It is my hope that future researchers will do the same, for there is

much work to be done.
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Even in spaces that seem as if they are inclusive of disability, there is work to
be done. There is always room for improvement and space to move away from
stereotypes.

Returning to the archival context, by using the models of disability described
above, mindsets can begin to change. From there, institutions (colleges/universities,
archives, orchestras, libraries, etc.) can conduct needs assessments: what does your
Disabled population actually need?'%! (Note that | did not say "what do you think they
need?") If you do not have a Disabled population, why not?

While a one-size-fits all prescription cannot be given for all archival
description contexts, what | propose is a simple lack of silence around the issue of
disability. If there is reasonable speculation around a figure's disability status,
archivists can include it in the relevant description section (for instance, mentioning it
the biographical note or simply linking to sources on it in the bibliography). Unless
formal diagnoses were made during the figure's lifetime, archivists should not, of
course, presume to take on the role of diagnostician and should make clear that they
are referring to speculation. Furthermore, references to speculated disability status
should only be included if they are truly well-founded, which might require additional
research on the part of the archivist—though no more, presumably, than sifting
through other aspects of a figure's life to distinguish fact from fiction or plausible fact
from implausible fiction. By including these mentions in descriptions about (major)

historical musical figures, more archival users will be exposed to the true narratives

101 David Royse, "Needs Assessment," in Program Evaluation: An Introduction
(Belmont, CA: Thomson Brooks/Cole, 2006): 55-82.
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of these figures' lives. When similarities between the historical figure's life and the
present-day user's life emerge, representational belonging emerges too.
Conclusion

The self-fulfilling prophecy of disability representation is cyclic. In an
archival context, archivists alone have the power to break that cycle, to see,
acknowledge, and act on Disabled people's humanity, and to open projects that affirm
that humanity. Disability, as the complex embodiment and political/relational models
show us, is an identity. Archivists must act accordingly and create spaces that affirm
that identity.

Using the theoretical foundation laid out in this chapter, throughout the rest of
this thesis, | explore the issue of symbolic annihilation and erasure of Disabled
individuals in archival spaces as well as the manner in which ableism manifests itself
in the formation of historical narratives in the archival descriptions located in music
and non-music archives. | draw on these discussions directly in chapter 2 in an
analysis of the types of disability-related language encountered on 101 archives'
websites; so too do I in chapter 3, in my analysis of disability-related LCSH. | build
on this foundation in chapter 4, which focuses on a survey of Disabled individuals
with ties to music and their perceptions of music and non-music archives. Finally, |
continue to build on this foundation in chapter 5, in which I offer practicable
suggestions for how archivists might address the issues | point out throughout the rest

of the thesis.

45



Final Thought
Returning to my introductory remarks, if | had been able to access

descriptions of major musical figures that did not shy away from their disability
status, would I have felt more accepted?

| can only speculate about the past. There were so many complicating factors
at play, and | can't make any guarantees. What | can say is that there is no doubt in
my mind that these descriptions can and will make major differences in future music
students' lives and the degree of acceptance they feel. | cannot change my own past,
but I can change others' futures.

| turn now to the analysis of archives' websites.
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Chapter 2: "People hide disability away[,] but I think it enriches
our lives. It is exceedingly normal and is worthy of discussion":
Digital Archive Analysis

The chapter title quotation is from P138.
Introduction

Between February and March 2022, | conducted an analysis of the record
description language used on 101 archives' websites to determine types of disability
representation employed on them. These archives were both music-specific and non-
music specific in order to compare and contrast the types of language use found in
music-specific spaces; Figure 1 (below) provides a breakdown of the types of
archives surveyed. (For a full listing of figures, see Appendix V11.) Originally, |
expected my findings to inspire me to call for terminology revisions in music
archives, in line with those seen applied to other minority groups, but, after
conducting my analysis, this call is not limited to music-specific archives.1%?
Archives, whether music-specific or not, will benefit from revising their descriptive

terminologies as pertains to disability.

102 Erin Baucom, "An Exploration into Archival Descriptions of LGBTQ Materials,"
The American Archivist 81, no. 1 (March 2018): 65-83,
https://doi.org/10.17723/0360-9081-81.1.65; Elspeth Brown, "Archival Activism,
Symbolic Annihilation, and the LGBTQ2+ Community Archive," Archivaria 89
(Spring 2020): 6-33; Michelle Caswell, "Dusting for Fingerprints: Introducing
Feminist Standpoint Appraisal,” Journal of Critical Library and Information Studies
3, no. 1 (2019): 1-36.
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Types of Archives Surveyed

Charity Foundation

Museum

Non-Profit Group Holdings
Public Archive/Crowd-Sourced
Historical Society

Government Archive

Private Archive
Library/Academic/General
Public Archive

Library/Academic/Special Collections

0 125 25 37.5 50

Figure 1: Bar Chart of Categories of Archives Surveyed, Total: 101

Music archives take many forms, the most traditional of which is an archive of
Western Classical music records, including recordings, scores, records about
particular figures, events, and other musical materials. For this analysis, | chose also
to include sound archives, which might hold not just music recordings but also
spoken word tracks, oral histories, soundscape recordings, or other types of sound and
relevant materials too (Figure 2).193 At times, a music archive was technically a

collection within a more general archive but was large enough to warrant inclusion

anyway.

103 Spoken word tracks contain only speech produced at a typical speaking

rate/volume, such as poetry. Oral histories are (auto)biographical recordings, usually

created in conjunction with a professional historian/archivist/interviewer. Soundscape

recordings are recordings of natural sounds, usually taken by an ethnomusicologist to

document the sounds that occur in a particular location; where landscape refers to the

perceived physical structures of a place, soundscape refers to the perceived sounds.
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Percentage of Archives with Music, Sound,
and General Holdings

Figure 2: Percentage of Archives with Music, Sound, and General Holdings, Total:
101

The types of critiques | will make in this chapter should not be taken as
directed at any single archive or archivist; instead, they are directed at the systemic,
societal ableist forces that act upon archives and archivists. These forces are no single
archive's or archivist's fault. Therefore, I will not identify particular archives or
records by name, because to do so would be unproductive; it would cause those
whose institutions are named to feel a false sense of fault and allow those whose
institutions are not named to feel a false sense of absolution. Rather, archival
institutions and archivists must band together in a mutual sense of simultaneous
personal fault and noble correction of others' transgressions in order to address this

issue together.
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Care vs Carer
There is no distinct disability care ethics, but what does exist is a general

preference on the part of Disabled people to be treated as full, thoughtful,
intellectually autonomous human beings whenever possible.1% When | speak of care
throughout this thesis, this is what | am referring to: a mindset that values the
Disabled person for who they are as an individual. Nothing more, nothing less.

Some Disabled people rely on a carer (caregiver) in their day-to-day life. This
might be a family member, friend, professional, or other individual who provides
some sort of support to them to help them navigate a world that is not built for them.
Often, when interacting with a Disabled person accompanied by a caregiver, people
unfamiliar with Disabled people will speak to the caregiver instead of the Disabled
person (presumption of ineptitude). Materials written about Disabled people will
often, as a result, reference their caregiver or caregiver's thoughts and opinions over
those of the Disabled person, which leads to a caregiver's bias. Perceptions might also
focus more on the care provided to the Disabled person (especially medical care) than
other forms of care (such as care ethics). When | write of care-oriented language, care
biases, or caregiver biases throughout this thesis, this is what | am referring to

(particularly in chapters 2 and 3).

104 Eva Kittay, "The Ethics of Care, Dependence, and Disability," Ratio Juris 24, no.
1 (March 2011): 49-58; Maureen Sander-Staudt, "Care Ethics," Internet
Encyclopedia of Philosophy, accessed February 2, 2023, https://iep.utm.edu/care-
ethics/#H12; Erick Ramirez, "Philosophy of Mental IlIness," Internet Encyclopedia of
Philosophy, accessed February 2, 2023, https://iep.utm.edu/mental-i/#H3; Jane
Dryden, "Autonomy," Internet Encyclopedia of Philosophy, accessed February 2,
2023, https://iep.utm.edu/autonomy/; Chad Kleist, "Global Ethics: Capabilities
Approach,” Internet Encyclopedia of Philosophy, accessed February 2, 2023,
https://iep.utm.edu/ge-capab/#H2.
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Literature Review
Note: Some of the material presented in this section, with minor changes, is taken

from a previous article I wrote for Including Disability, the citation for which can be
found in the footnote at the end of this sentence.1%

Person-first language (PFL) or "person with a disability™ is often used to refer
to Disabled individuals, but it has a long and hurtful history within the disability
community (see chapter 1). Carolyn Vash and Beatrice Wright, both psychologists,
advocated for use of PFL as early as 1959 and 1960, respectively.%® PFL did not see
widespread use until the 1980s, when the HIV/AIDS community embraced it, and the
first use of the phrase "person first language" occurred in 1988.1” Meanwhile,
following a parallel track, the People First movement began in Sweden, at a 1968
meeting for parents of developmentally disabled children; the group's problematic
motto was "We speak for them."1%8

At this same time, Disabled people, particularly those whose disabilities
manifested visibly, were largely ostracized from society and either hidden away or

placed in institutions. They were often called "monsters," "freaks," or "morons."1%°

105 Elizabeth Pineo, " 'But the Bumpies Hurt!": Autism and the Importance of Identity-
first Language,” Including Disability 2 (December 2022): 27—60.
106 Beatrice Wright, Physical disability: A psychological approach (New York:
Harper & Row, 1960); Chris Wingate, " 'Person-first' versus ‘identity-first' language
in the autism community,” updated January 10, 2022,
https://www.autismvisionco.org/post/person-first-versus-identity-first-language-in-
the-autism-community.
107 Wingate, " 'Person-first' versus ‘identity-first' language"; Business week nos. 3055
3062 (New York: Bloomberg L.P., 1988).
108 people First, "History of People First," accessed March 20, 2022.
https://peoplefirstwv.org/old-front/history-of-people-first/.
109 For a more complete history of this type of language, see: Rosa's Law, Pub. L.
111-256, 124 Stat. 2643 (2010); Jessica Lopez and Eric Prince, "The History of
Disabled People," last updated July 20, 2021,
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Their very humanity was denied by this language. Thus, the People First movement
demanded that non-Disabled people recognize them as human.*° If recognition of
Disabled people's humanity was all that had come from this movement, PFL might
still be advocated for today. Unfortunately, changing language use does not change
the biases and underlying ableism of the language's society.!!!

So, instead of working to affirm Disabled people's humanity, the pendulum
swung the other way, and PFL is now used as an (often unintentional) excuse to
willfully ignore and stigmatize disability.*?

PFL's purpose is to separate the person from their disability. It situates the
disability as a negative affliction to be endured and overcome by the Disabled person
and, as previously discussed, something inconsistent with personhood. In doing so, it
emphasizes the burden of disability—not just to the Disabled person but to those
around them. This, in turn, makes accommodating the Disabled person, at best, an act
of benevolent generosity, or, at worst, an act of pity. Either way, the Disabled person

is, with each use of PFL, implicitly informed that their disability is burdensome and

https://www.howwegottonow.com/post/disability; Andrew Purlang, "Words Matter,
And It's Time To Explore The Meaning Of 'Ableism,™ last updated October 25, 2020,
https://www.forbes.com/sites/andrewpulrang/2020/10/25/words-matter-and-its-time-
to-explore-the-meaning-of-ableism/?sh=5702a7a77162; George Mason University,
"Disability History," accessed August 14, 2022, https://ds.gmu.edu/disability-history/.
110 paul T. Jaeger and Cynthia Ann Bowman, "The Roles of Disability in Society," in
Understanding Disability: Inclusion, Access, Diversity, and Civil Rights (Westport:
Praeger, 2005): 3-6.
111 Roger Collier, "Person-first language: Laudable cause, horrible prose," Canadian
Medical Association Journal 184, no. 18 (2012): E939-E940,
https://doi.org/10.1503/cmaj.109-4338.
112 Morton Ann Gernsbache, "Editorial Perspective: The use of person-first language
in scholarly writing may accentuate stigma,” The Journal of Child Psychology and
Psychiatry 58, no. 7 (2017): 860-861, doi:10.1111/j.0963-7214.2005.00334.x.
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that they are expected to overcome it themself, without inconveniencing anyone else.
In short, PFL fosters an environment in which the Disabled person is perceived as
responsible for their disability and is shamed for it.

The People First Respectful Language Modernization Act of 2006 was
enacted on July 11, 2006.%*2 It "require[d] the use of respectful language when
referring to people with disabilities in all new and revised District [of Columbia]
laws, regulations, rules, and publications and all internet publications," and its
influence on the language choices outside the District of Columbia was
widespread.* While direct impact is impossible to measure, | do not believe that it is
wrong to speculate that many government documents or government-related
documents, given their origination in the District of Columbia or their origination
with a government employee who received training related to the Language
Modernization Act, default to PFL as a result of the Act. These types of legislation
have lasting impact, and, until it is disrupted, their momentum will continue.

Conversely, identity-first language (IFL), or "Disabled person,” the language
used in this thesis, recognizes disability as a positive—or at least neutral—identity
category. Grammatically, it is also more concise and natural to use. Today, many in
the disability community prefer to use IFL to describe themselves because it

recognizes their identity and empowers them (see chapter 1).11°

113 Office of Disability Rights, "People First Language," last updated July 11, 20086,

https://odr.dc.gov/page/people-first-language.

114 Office of Disability Rights, "People First Language."

15Ather Sharif, Aedan McCall, Kianna Bolante, "Should I Say 'Disabled People' or

'People with Disabilities”? Language Preferences of Disabled People Between

Identity- and Person-First Language,” ASSETS (October 2022): 1,

https://doi.org/10.1145/3517428.3544813; Lior Levy et al. "Respectful Language as
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All of this being said, I do not advocate unequivocally for use of IFL to
describe all Disabled people. I advocate for its use to describe the Disabled groups
who prefer it; within this category, Autistic, Deaf, and Blind people are perhaps the
loudest advocates.''® But there are many situations in which IFL is not the best
terminology to use—and is still considered offensive. For example, calling a person
with a brain injury "brain damaged” is considered derogatory, while calling them a
"person with a traumatic brain injury" or a "person with a brain injury" acknowledges
that they are still a whole human, who has been injured.

Moreover, not all Disabled people prefer IFL; some prefer to use PFL, and
some simply have no preference one way or the other. | am not suggesting their
preferences (or lack thereof) are wrong. In fact, | argue that all individuals' language
preferences should be respected, regardless of whether they lean toward IFL, PFL,

something in-between, or neither, for, ultimately, it is respectful language use I call

Perceived by People with Disabilities,” ASSETS (October 2021): 3,
https://doi.org/10.1145/3441852.3476534; Connor Keating et al., "Autism-related
language preferences of English-speaking individuals across the globe: A mixed
methods investigation,” Autism Research (2022): 8, https://doi.org/10.1002/aur.2864;
Jim Sinclair, "Why | dislike 'person first' language," Autonomy, the Critical Journal
of Autism Studies 1, no. 2 (1999), http://larry-
arnold.net/Autonomy/index.php/autonomy/article/view/OP1/html_1; Emily Ladau,
"Why Person-First Language Doesn't Always Put the Person First," Think Inclusive,
last updated July 7, 2021, https://www.thinkinclusive.us/post/why-person-first-
language-doesnt-always-put-the-person-first.
116 Stiof MacAmhalghaidh, "What Is Identity-First Language?" AuSome Training,
last updated December 15, 2020, https://ausometraining.com/identity-first-language/;
C. Edwin Vaughan, "People-First Language: An Unholy Crusade,” National
Federation of the Blind, last updated 1997, http://www.blind.net/a-philosophy-of-
blindness/individual-articles/people-first-language.html; C.L. Lynch, "Person-First
Language: What It Is, and When Not To Use It," NeuroClastic, last updated April 19,
2019, https://neuroclastic.com/person-first/.
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for. The preference toward IFL within the Disability community is a fairly recent
one—but it has been a significant one.

Within the world of music itself, representations of disability in Western
music tend to fall in the realm of music theory; that is, the field of study dedicated to
understanding how a piece of music functions and why it functions the way it does.
Modern music—that is, music composed during the Modern musical era, which
lasted from roughly 1900 to 1950—is characterized by dissonant sounds and irregular
rhythms, and it is within the realm of Modern music that music theory studies with a
disability focus tend to take place. Such studies largely argue that Modern music
represents disability due to its "broken" or "disjointed" sounds.!’

This is an inherently ableist view, because it is predicated upon the notion of
disability as something about a person that is broken.*® Outside of music theory, the
majority of disability representation in historical music discussions have resorted to

romanticization or stereotyping (that is, the "tragic affliction," see chapter 1).11° But,

117 Blake Howe et al., "On the Disability Aesthetics of Music,” Journal of the
American Musicological Society 69, no. 2 (Summer 2016): 525-56; Joseph Straus,
"Disability and 'Late Style' in Music," The Journal of Musicology 25, no. 1 (Winter
2008): 345, https://doi.org/10.1525/jm.2008.25.1.3; Joseph Straus, "Normalizing the
Abnormal: Disability in Music and Music Theory," Journal of the American
Musicological Society 59, no. 1 (Spring 2006): 113-184,
https://wwww.jstor.org/stable.10.1525/jams.2006.59.1.113.
118 Howe et al., "On the Disability"; Straus, "Disability and 'Late Style' "; Straus,
"Normalizing the Abnormal.”
119 Library of Congress, "Music History from Primary Sources: The Art of Musical
Notation,” The Moldenhauer Archives - The Rosaleen Moldenhauer Memorial,
Articles & Essays, accessed November 20, 2021.
https://www.loc.gov/collections/moldenhauer-archives/articles-and-essays/guide-to-
archives/music-history/.
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today, some empowering narratives are beginning to emerge in musicology,*?° as well
as in ethnomusicology.'?! These narratives recognize disability as identity or culture
(see chapter 1) and as a source of empowerment or self-negotiation for the Disabled
individual.*?? Disability as an area of study, particularly in ethnomusicology, appears
to be growing.

Within LIS or archive-specific literature, disability-focused literature tends
not to focus on language choices and instead tends to focus on physical access to
spaces. These approaches might be things like increasing spaces between shelves
holding books or boxes for users of mobility equipment like wheelchairs, crutches,
canes, etc., adding Braille signs, or hiring ASL interpreters for events.

I would also point out that this type of literature does not focus on
representation and in reality focuses on what is legally required of public institutions
under the ADA. It isn't empowering for a population to see the legal minimum for
their accommaodation being discussed as a great achievement in academic literature,

where innovative ideas are meant to be shared.

120 Katherine Meizel, "A Powerful VVoice: Investigating Vocality and Identity," Voice
and Speech Review 7, no 1 (2011): 267-274,
https://doi.org/10.1080/23268263.2011.10739551; Katherine Meizel, "Voice and
Disjuncture in Celebrity Impersonation,™ in Multivocality: Singing on the Borders of
Identity (Oxford: Oxford Scholarship Online, 2020): 71-89,
https://doi.org/10.1093/0s0/9780190621469.001.0001.
121 Michael Bakan, " 'Don't Go Changing to Try and Please Me': Combating
Essentialism through Ethnography in the Ethnomusicology of Autism,"
Ethnomusicology 59, no. 1 (February 1, 2015): 116-144,
https://doi.org/10.5406/ethnomusicology.59.1.0116; Michael Bakan et al., "Following
Frank: Response-Ability and the Co-Creation of Culture in a Medical
Ethnomusicology Program for Children on the Autism Spectrum,” Ethnomusicology
52, no. 2 (Spring/Summer 2008): 163-202, https://www.jstor.org/stable/20174586.
122 Bakan, " 'Don't Go Changing," 116-144; Bakan et al., "Following Frank," 163—
202; Meizel, "A Powerful VVoice," 267-274; Meizel, "Voice and Disjuncture,” 71-89.
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Overall, disability representation in archival and musical literature is an
understudied area; it is this gap in the literature that I wish to address with my own
work. Direct remedies for the current state of disability representation do not exist,
because, as Emily Drabinski points out, the very reality of categorizing knowledge
creates a circumstance in which we will never be able to achieve a truly
representative reality given the speed with which communities' representational needs
change.'?® There will not be a perfect linguistic future, and I do not endeavor to create
one. Instead, | aim to improve the present and, in doing so, the future.

Methods

To select the archives for this analysis, | compiled a list of music and non-
music archives with disability-related records from online lists and archives
databases. In the interest of creating as random a sampling as possible, | did not
account for factors like size or staffing. In order to preserve as much anonymity of the
archives as possible, I will not provide detail about which lists or databases |
referenced.

To conduct the analysis, | acted as a novice searcher would and conducted
only keyword searches in the simple search box. The idea was that many archive
users may not have advanced search skills or even advanced knowledge about how an
archive works (like that they might want to first consult a finding aid), so their first

research move might be toward the keyword search box.

123 Emily Drabinski, "Queering the Catalog: Queer Theory and the Politics of
Correction,” The Library Quarterly 83, no. 2 (April 2013): 101,
https://doi.org/10.1086/669547.
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What will they find when they conduct those searches? That was what |
wanted to find out. So, using a non-exhaustive list of keywords, I conducted
searches using the following terms:

e Disability

e Disabilities

e Disabled

e Autism

e Autistic

e Deaf

e Handicap

e Handicapped

o R——
e R—=ed
A note about terminology: | used words like "handicapped™ and "r——" in my

searches because descriptions of archival records are not updated regularly. For
example, if a record from the 1970s is tagged with "r——ed," but not "Autistic,"
searching "Autistic" won't bring that record up. While the novice user may or may not
search using those terms, it was important that | gather data telling me whether those
records were typically tagged with both the outdated term and the current term or
only tagged with one or the other.

I chose to use this set of terms because they are terms used to describe

communities whose members have demonstrated clear opinions for how they are
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referred to linguistically and tend to have a strong archival presence. As an Aultistic
woman, | also have a personal interest in the records of Autistic people and
neurodiverse people for whom other, more harmful monikers were once used.

Next, | engaged in an inductive coding process. After reading through the
data, I created a codebook that served as a starting point for the coding process, then
revised it as | continued to analyze the data. | identified common patterns, themes,
words, and phrases, then grouped them together into meaningful categories. My
coding process was flexible and adaptable, allowing me to refine and revise the
categories as | gained a deeper understanding of the data. For a full breakdown of the
codes, see Codebook 1 in Appendix VI.

While creating the codes for my findings and to attempt (insofar as is ever
actually possible) to reduce the influence of my own biases in this work, | endeavored
to make sure that my categories were as close to objective as they could be. For
example, "noun” refers to an instance in which phrases like “the Disabled" or “the
handicapped" are used. These refer to Disabled people as collective nouns. In this
example, the entry using "the handicapped" would also be counted in the "outdated”
category—which brings me to an important point. I surveyed 101 archives, but the
number of entries in some charts do not add up to 101 (for example, Figure 4, below).
That's because some of the descriptions | encountered used different categories of
representation (for example, both person-first language and care-orientated language).
In those cases, the description was counted in both those categories.

The categories (Table 1) I used were as follows: "No mention™ indicates a

repository that has no records pertaining to disability; "Person-first” and "identity-
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first" refer to the type of language used to describe a disabled person; "Outdated"
refers to language employed that is not preferred by the disability community,
including handicapped, ——(ed), slow, etc; "Noun" indicates that the archival
description employs phrases like the disabled, the blind, or the handicapped,;
"Avoidant Language/Phrasing” refers to a description written to avoid referring to a
Disabled person or that in some way lacks necessary context (as used in the Autism
Spectrum Disorder [ASD] & Deaf categories); "Records inaccessible” means the
archive’s records were unavailable to the public; "Romanticized" refers to description
that idealizes disability; "Care™ indicates that the description prioritizes the role of the
caregiver over the Disabled person; "Unprocessed" refers to records not publicly
accessible; "Other" denotes records that do not fall into the provided categories. (For

the full codebook, see Appendix VI. For a full listing of Tables, see Appendix VIII.)

Category*

Definition

Example**

No mention

Repository had no records
pertaining to disability

N/A

Person-first

Description(s) of a Disabled person
uses person-first language

"Person with a disability,
disabilities," etc.

people with

Identity-first

Description(s) of a Disabled person
uses identity-first language

"Disabled person," "Disabled people," etc.

Outdated Language employed is no longer E.g., "handicapped," "r (ed)," "slow," etc.
preferred by the disability
community

Noun*** Description(s) employ phrases that |E.g., "the disabled," "the blind," or "the
situate Disabled people as objects in [ handicapped"
a non-positive light

Avoidant Description is written to avoid Prominently mentions a Disabled person but

referring to a Disabled person or is
written in some way that lacks
necessary context

does not use any disability-related subject
headings; prominently mentions a Disabled
person but does not mention that they are
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Disabled in a situation in which their
disability would be important context; etc.

Records
inaccessible

Archive’s records were unavailable
to the public

N/A

Romanticized

Description idealizes disability

Description depicts disability as a superpower,
a gift, a blessing, etc.

Care

Description prioritizes the role of
the caregiver over that of the
Disabled person

Subject headings for caregivers are included
but not Disabled people; the Disabled person’s
parents are discussed more so than they would
be in a non-Disabled person’s biographical
note; the caregiver is credited with (enabling)
the Disabled person’s achievements.

Unprocessed

Records have not been fully
processed and are not, therefore,
publicly available

N/A

Other

Description/record does not fall
into the above categories

N/A

*Counts for each category can be found in Figure 4, below.

“Direct examples in the form of quotations from real records analyzed are not given
here except in aggregate form, because I do not want quotations to be able to be
copy/pasted into a search engine and particular records to come up. I do not believe
it would be productive to name particular archives.

***At times, noun phrases are used today in an empowering way by self-advocates as
a way of reclaiming this phrasing. This is not always an intentional act, so this type
of reclaiming can be complicated for some.

Table 1:

List of Website Analysis Categories with Examples and Definitions

Finally, Library of Congress Subject Headings (LCSH) are created and

changed based literary warrant, which means that whoever is creating the new subject

heading or is changing the existing one has to be able to prove that literature uses the

suggested term. The problem with that is that literature largely reflects a society's

dominant voices as opposed to its marginalized voices. Like many spaces,

marginalized voices in literature are the exception—not the norm. As a result, LCSH

follow the dominant tendency to use person-first language. So, when an archive used
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LCSH (as most archives do), it necessarily got counted in the person-first language
category. While some might call this unfair, | say that our cataloging practices are
part of our description—which is what this analysis is about. Most (47%) of the

institutions | surveyed used LCSH (Figure 3).

Percentage of Analyzed Archives that
Employ LCSH

Unclear
27%

Figure 3: Percentage of Analyzed Archives that Employ LCSH, Total: 101

Findings
I've organized this section following the order of categories listed in Figure 4.

I explore the significance of each category and, where relevant, | offer possible
solutions. As can be seen in Figure 4, no mention and person-first language are tied as

the most prominent forms of representation.
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No mention
Person-First
QOutdated
Identity-First

Noun

Avoidant

Records inaccessible
Romanticized

Other

Care

Unprocessed
0 10 20 30 40

Figure 4: Counts of Records in General Language Categories, Total: 175

Beginning with no mention, this category is, simply put, saddening. Disabled
people make up a quarter of the U.S. population, so it is highly unlikely that any
archive truly holds no records pertaining to disability.'?> Statistically speaking, a
quarter of all people-focused records should have a disability-orientated tag affiliated
with them—>but they do not. This is symbolic annihilation and should be addressed as
such.'26

PFL entries perpetuate the cycle of hurt caused by language meant to remind
Disabled people they are not quite human. They tacitly situate archives as spaces of

oppression and continued stigmatization. Archives cannot be locations of

124 An earlier presentation of these findings included the category "sexualized." The
two items' description that made up this category have since been revised or taken
down.
125 Centers for Disease Control and Prevention, "CDC: 1 in 4 US adults live with a
disability," updated August 16, 2018,
https://www.cdc.gov/media/releases/2018/p0816-disability.html.
126 Caswell et al., " 'To Suddenly Discover,' " 59.
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empowerment so long as the language they use falls into such categories. Descriptive
entries containing PFL should be edited to use IFL where appropriate.

That so many archives continue to use outdated language indicates a lack of
desire and/or capacity (much more likely the latter) to update descriptions that have
already been written. As they stand right now, these records cause pain and hurt by
using the harmful words of the past. These records would benefit from
implementation of a banner system (see chapter 5), or archival interns could be tasked
with updating their language on a semi-regular basis.

The identity-first language (IFL) references, unfortunately, were largely not
implemented in response to the present-day movement back toward IFL, but, rather,
the result of records that were last updated before the shift toward PFL, in the 1980s,
when that was still considered offensive language when used to describe Disabled
people. Ironically, language has come full circle, so the only change I might
recommend for such records would be to consider capitalizing the "D." This is a more
recent development, and it is one | have chosen to employ in this thesis. More
information can be found in the source in the footnote at the end of this sentence.*?’

Using noun phrases (“the disabled,” "the handicapped,” etc.) is reductive, in
that it literally reduces an entire population of people to a single trait. Similar
phrasings were once used to describe racial groups (*'the Blacks,"” "the Latinos", etc.),
but they have since been replaced with kinder phrasings ("Black people,” "Latinx/e
people,” etc.). Why, then, is it still "okay" to refer to "the disabled"? It isn't. Like the

PFL record descriptions above, these should be edited to remove such phrases.

127 Pineo, " 'But the Bumpies,' " 27-60.
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Avoidant Language/Phrasing, in my own interpretation, is likely the result of
implicit ableism on the part of the describing author. If the author has been raised in a
society that fears or shuns mentions of disability, it is only logical that the author's
descriptions will reproduce these modes of interaction with and perceptions of
disability. But it is time for these modes to change, and so too is it time for those
descriptions to be updated. Again, these records’ descriptions should be edited.

Romanticized is problematic because it presents an unrealistic and idealistic
picture of disability, and care is problematic because it places an undue emphasis on
the role of the caretaker in the Disabled person's life—and the burden the Disabled
person is on them. Both of these dehumanize the Disabled person to the point at
which they are nothing more than a figure, either in a story or in someone else’s life.
Once again, these descriptions should be edited.

Finally, records inaccessible means that the records pertaining to disability
were simply unable to be viewed, whether because they are in a restricted period or
haven't been (fully) processed yet. This is not inherently problematic, nor is
unprocessed, as these categories are usually the result of normal archive functions.

Before moving on, | would like to add that with all this description editing I'm
calling for, records of who edited the description, when and how should be kept and
made public. Language is powerful in the past, present, and the future. Our
acknowledgment of our honest relationship with it is part of creating an accurate
historical record.

Because the Autistic and Deaf communities have made clear the type of

language they prefer to have used to describe them (that is, IFL), | was interested to
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see whether archival descriptions honored those preferences (Figure 5). For this sub-
analysis, | added four categories: Lacks context, positive, plural, and paternalistic.
Lacks context refers to records with harmful language (usually that also fell into
another category) that appeared without any context indicating its harmful or
otherwise outdated nature). Positive refers to non-problematic descriptions of either
the Autistic or Deaf communities in an archive; to be counted in this category, an
archive did not have to positively represent both communities. Plural refers to
phrasing like "the Autistics,” "the Deafs," "the ——s," etc. Finally, paternalistic is
similar to the general analysis care category, but it has a greater emphasis on narrative
voice as opposed to narrative focus. Roughly one-third (or 33%) of the 101 archives

were analyzed for this sub-set.

Number of Records in ASD & Deaf Language Categories

No mention
Outdated
Lacks Context
Positive
Records inaccessible
Avoidant

PFL

Noun

Plural
Paternalistic
Unprocessed
IFL

Other

Figure 5: Number of Records in ASD & Deaf Language Categories, Total: 68
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Unfortunately, like general disability, "no mention" continues to be the most
prevalent category, followed by "outdated.” Perhaps most problematically of all, the
"identity-first language" category doesn't have any records in it. Both the Autistic and
Deaf communities have made it abundantly clear over and over again that they prefer
IFL be used to describe them. Yet outside parties have repeatedly dismissed these
calls. This is saddening, and it is indicative of the (at times willful) lack of awareness,
understanding, and acceptance of disability terminology in mainstream society.

While analyzing this sub-set of the archives, I also paid attention to the

difference in results when searching "Autistic,” "Autism," etc. as opposed to the slur

r——" or "r——ed." Because this sample size was so small, | could not draw any
definitive conclusions. That said, | can anecdotally conclude that searching "r——
(ed)" tends to increase the number of results pertaining to intellectual disability.
Given that most people today would not use this terminology or would find it
offensive, this is problematic for conducting successful, thorough archival searches.
Discussion

As was demonstrated above, by using outdated terms, | was able to increase
the number of results my searches gathered—and to demonstrate the importance of
using outdated terms that we might find offensive when doing archival research.
Archivists need to work on changing the descriptions and tagging systems used so
that they include the terminology users will actually be using to search with

today. This will increase the discoverability and usability of the affected records and,

in doing so, will also make the archive as a whole a more usable repository.
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One incidental lesson | learned while conducting this analysis was that when |
was keyword searching many archives, particularly special collections in academic
libraries, it was very easy to end up outside the archive/collection’s sub-site. That is, |
ended up searching outside the collection | was supposed to be searching. Often, the
keyword search was integrated with the broader library search function. Without
knowing that or being able to recognize that, the novice searcher would likely have
their search impeded, if not completely derailed.

Another lesson was that there was very little in the way of music-specific
findings. This is because music-specific archives do not have enough disability-
specific materials to have notable descriptive practices. This is itself incredibly
disheartening, both for myself as a Disabled musician and for other Disabled
musicians like me—as well as for the accurate historical record. Disabled musicians
and composers certainly lived. Lack of remembrance of them doesn't negate that
reality. All it does is tell us that, for a number of systemically ableist reasons,
archivists have done an incredible job of incompletely documenting their history.

Overall, there was little to no accurate representation of disability in the
analyzed archives, and the largest category in both Figures 4 and 5 (though tied with
PFL in 4) is no mention. Disabled individuals are either misrepresented or not

represented at all. This is symbolic annihilation of Disabled people at work.'? It is to

128 Michelle Caswell, Marika Cifor, and Mario H. Ramirez, " "'To Suddenly Discover
yourself Existing": Uncovering the Impact of Community Archives,” The American
Archivist 79, no. 1 (2016): 59; George Gerbner, "Violence and Television Drama:
Trends and Symbolic Functions,” in Television and Social Behaviour, vol. 1, Content
and Control, eds. G. A. Comstock and E. Rubenstein (Washington, D.C.: U.S.
Government Printing Office, 1972): 44; Gaye Tuchman, "Introduction: The Symbolic
Annihilation of Women by the Mass Media," in Hearth and Home: Images of Women
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everyone's benefit to have the fullest, most accurately described records in our
archives. Archivists and catalogers must, therefore, make concerted efforts to
improve the descriptive language used around disability.

Limitations

| surveyed only English-language archives. This was a necessity because
issues of representation vary by culture and language; for example, the person-first vs
identity-first language debate cannot exist in most non-English language structures.
To gain a global view of disability representation in music archives (and archives in
general), we must also take an approach that decenters the Western, English-speaking
world.

Additionally, the very nature of an analysis resulting in categories able to be
graphed is a limitation. | am but one person, surveying a broad range of archival
records. In a space as subjective as that of representation, my decisions about
categorization are easily called into question. To enhance what potential objectivity
there is in a project as inherently subjective as this one, additional reviewers of the
records would be required, and comparisons of our categorizations would need to be
made.

Conclusion

Language is messy, complicated, and powerful. The words used to describe

marginalized groups are often used not to uplift, but to diminish. In the world of

archives, the language we, as archivists, choose to use to describe marginalized

in the Mass Media, eds. Gaye Tuchman, Arlene Kaplan Daniels, and James Benet
(New York: Oxford University Press, 1978), 3-38. See also: Gaye Tuchman,
"Women's Depiction by the Mass Media," Signs 4, no. 3 (1979): 528-542.

69



groups is becoming ever more important. Archives are, after all, the physical
embodiments of not only our society's past—but also our present. They define our
memories, and, in doing so, they define the knowledge our users will have access to
in the future.

Western music is often critiqued for its whiteness, its male-dominance, and its
general lack of representation. These are critiques that are more than valid. Yet at the
same time, we must remember that the Western music canon is often more diverse
and representative than we give it credit for. Ludwig van Beethoven, for instance, was
Deaf. Most anyone who knows Beethoven's name knows this, yet we do not celebrate
him for his status as a Deaf man. Instead, we see the "tragic affliction” that befell him
and call him a tortured composer (see chapter 1). Why should this be the narrative we
enact around disability in Western music?

Archivists cannot improve their language choices or begin to combat symbolic
annihilation until they know what the state of their archives is at present. With these
findings, | hope to have demonstrated where it is that our choices have brought us: at
present, representation of Disabled people in music and non-music archives either
does not exist or uses PFL, which is the non-preferred language of the disability
community. It is also my sincere hope that archivists will be prompted to move with
vigor toward a more inclusive, justice-filled future, not just in music archives, but in
society writ large—for our archives are but a reflection of our society.

Specifically, language use tends to reflect cultural values and norms. In the
case of this website analysis, it reflects the dismissal of the language preferences of

Disabled people and their symbolic annihilation in music and non-music archives.
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Users read the descriptions and contexts archivists provide, and they understand them
as reliable sources of accurate information. If the users do not know to challenge the
language they encounter in archives, they will learn to use the language the encounter
there. If that language is not that preferred by the community it is used to describe,
that language will be perpetuated, which will continue—or at least contribute to—the
symbolic annihilation of that community from the archival space.

Symbolic annihilation of Disabled individuals and their communities
contributes to the erasure of their culture from mainstream understandings, thus
allowing the perpetuation of existing ableist perceptions of them to continue (that is,
if it is not directly contributing to that process). It cannot be allowed to continue.

This analysis of music archives' language use around disability is but a
starting point. | have begun to lay out the evidence of the symbolic annihilation of
Disabled individuals as I encountered it in my own lived experience. Like the path
that experience took, in the next chapter, I explore this issue in more detail by diving

into the issue of LCSH and their language choices around disability.
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Chapter 3: "I've never really...thought of LCSH [in relation to]
disability": Library of Congress Subject Headings Analysis

The chapter title quotation is from P25.
Introduction

Digging deeper into the descriptive language used in archival settings brings
us to the topic of metadata. Metadata, according to Anne Gilliand, is "the sum total of
what one can say at a given moment about any information object at any level of
aggregation,” and, in many ways, it represents the dominant views of the society in
which it is created.'?° She goes on to argue that "[i]n this context, an information
object is anything that can be addressed and manipulated as a discrete entity by a
human being or an information system."'3 Given that "the sum total of what one can
say" about an information object and the number of things an entity or information
system can address and manipulate are, theoretically, infinite, the ways in which
information professionals have chosen to describe marginalized groups is
disheartening.

The issue of representation spans myriad reifications in as many contexts, but,
here, 1 focus on ableism in Library of Congress Subject Headings (LCSH), because
LCSH is one of the most common standardized vocabularies in the (archival)

world.®! Thus, bias in LCSH must be addressed. First, any form of bias in our

129 Anne Gilliand, "Setting the Stage," Introduction to Metadata 3 (2008): 1-19.

https://www.getty.edu/research/publications/electronic_publications/intrometadata/set

ting.pdf.

130 Gilliand, "Setting the Stage."

131 Erik Mitchell, "Chapter 4: Information Organization Models," in Metadata

Standards and Web Services in Libraries, Archives, and Museums (England: Libraries
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knowledge systems creates information anxiety, or "stress induced by [users'] fears
about accessing information,” among users from marginalized groups, which leads to
lower information access rates.**? Second, reducing bias reduces the amount of
inaccuracy in LCSH, thus increasing their efficacy as search agents. Third, and
perhaps most importantly, subject headings are one of the most granular levels at
which our knowledge is categorized and represented. They are, therefore, also one of
the most granular levels at which erasure, misrepresentation, and symbolic
annihilation can occur.'® Reducing bias in LCSH clearly indicates the openness and
willingness of information professionals to learn from their past and to build a more
inclusive and just future.

But, as Jessica Schomberg points out, because LCSH are based on literary

warrant, they "encode and reproduce the perspectives of non-Disabled cis male white

Unlimited ABC-CLIO, 2015): 103; Matthew Reidsma, "Algorithmic Bias in Library
Discovery Systems,” Articles, updated April 11, 2016,
https://matthew.reidsrow.com/articles/173.
132 Sara A. Howard and Steven A. Knowlton, "Browsing through Bias: The Library of
Congress Classification and Subject Headings for African American Studies and
LGBTQIA Studies,"” Library Trends 67, no. 1 (2018): 78,
https://doi.org/10.1353/1ib.2018.0026.
133 Michelle Caswell, Marika Cifor, and Mario H. Ramirez, " 'To Suddenly Discover
yourself Existing': Uncovering the Impact of Community Archives,” The American
Archivist 79, no. 1 (2016): 59; George Gerbner, "Violence and Television Drama:
Trends and Symbolic Functions,” in Television and Social Behaviour, vol. 1, Content
and Control, eds. G. A. Comstock and E. Rubenstein (Washington, D.C.: U.S.
Government Printing Office, 1972): 44; Gaye Tuchman, "Introduction: The Symbolic
Annihilation of Women by the Mass Media," in Hearth and Home: Images of Women
in the Mass Media, eds. Gaye Tuchman, Arlene Kaplan Daniels, and James Benet
(New York: Oxford University Press, 1978), 3—38. See also: Gaye Tuchman,
"Women's Depiction by the Mass Media," Signs 4, no. 3 (1979): 528-542.
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people”; that is, they are inevitably and inherently biased.!3* Literary warrant is the
establishment "of a subject heading for a topic that represents a discrete, identifiable
concept when it is first encountered in a work being cataloged, rather than after
several works on the topic have been published and cataloged.”! [citation in
original]."'% But, as Melissa Adler points out, using the example of "queer," often
"this principle is disregarded": As of 2016,

"[t]he proliferation of ‘queer" across literatures would otherwise have

surpassed the minimum requirements of literary warrant, but because it is

viewed to be controversial and offensive to some, warrant is considered
insufficient for authorization.?? [citation in original] By ignoring ‘queer'
subjects, the library in effect denies the existence of a field of inquiry and an
identity category."136
As will be discussed in more detail later, "queer" is, unfortunately, not the only word
to receive such treatment.

Literary warrant is not, therefore, a sufficient mode by which to decide upon
additions or revisions to LCSH. Instead, greater emphasis must be placed on cultural
warrant, which Mario Barité defines as taking "into account that individuals [from]
different cultures have different information needs and different ways of

interpretation of established knowledge [and that] there are information segments

134 Allison Jones, Karen Ng, and Jessica Schomberg, "Ep 20 - Libraries and
Disabilities with Jessica Schomberg — Transcript,” February 28, 2020, in Organizing
Ideas, produced by Organizing ldeas, podcast, transcript, 6.
135 Melissa Adler, "Introduction," in Cruising the Library: Perversities in the
Organization of Knowledge (New York: Fordham University Press): 8.
136 Adler, "Introduction," 8.
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[that] are only relevant in a given geographic (and therefore cultural) space and not in
another one."3’ Cultural warrant is a deep resource for LCSH authors (and
catalogers) to draw upon, because cultural insiders are best positioned to provide
insight on the best terminology to use to describe them. At essence, cultural warrant
allows the expertise of cultural insiders to outweigh that of professionals who are
cultural outsiders.

Within cultural warrant is the concept of user warrant. User warrant is a sub-
type of cultural warrant that encourages direct or indirect "collaboration of potential
users...in the development and use of any [form of] knowledge management
system."138 Thus, cultural and user warrant combine to emphasize the agency of the
members of the community from whom the materials being described are drawn.

To achieve a shift toward greater emphasis on cultural and user warrant, major
changes must be made to the way LCSH are acquired and revised. Such changes
include submission of new LCSH, the inclusion of community archivists (or other
community-based information professionals), education, crowdsourcing, and
conscious editing. To explore this argument in more depth, provided first is a
literature review discussing the major themes emerging from discussions of bias in
LCSH (not limited to disability), followed by a methods section describing how |
analyzed LCSH 43 then by my findings from this analysis with a specific focus on

general disability and Autism Spectrum Disorder (ASD). Implications of findings are

137 Mario Barité, "Literary Warrant," Encyclopedia of Knowledge Organization,
updated August 10, 2017, https://www.isko.org/cyclo/literary_warrant.
138 Clare Beghtol, "A proposed ethical warrant for global knowledge representation
and organization systems," Journal of Documentation 58, no. 5 (2002): 511.
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then explored, and I conclude with a discussion of potential ways of addressing the
encountered biases.

| add here that limiting the idea of "culture™ throughout this chapter only to
place- or race-based ideas of the term is a mistake, for we must also recognize that all
minority groups have cultures not tied to a location, religion, etc. As such, the
disability community and, specifically, the Autism community should be understood
as cultures for the purposes of this chapter, and it is the language they use to describe
themselves that cultural warrant would call for (see chapter 1).13° For a discussion of
stereotypes of Disabled people, of person-first language (PFL) vs identity-first
language (IFL), and of disability culture, see chapter 1.

Throughout this chapter, the terms broad term (BT), narrow term (NT), USE,
and use for (UF) appear frequently. BTs are larger categories under which NTs fit.
For instance, "Musicians" is the BT under which the more specific NT "Musicians
with disabilities" fits.24° USE and UF are similar; they are used to indicate to sides of
the same coin. For instance, in the situation in which the authors of LCSH want to
direct a cataloger to use "Blind musicians™ instead of "Musicians, Blind," they might
write "Musicians, Blind USE Blind musicians,” which indicates that the cataloger
should USE the second heading listed. 4! But the authors could also write "Blind

musicians UF Musicians, Blind," where the UF could be read as "is Used For."142

139 Wan-Chen Lee, "Culture in the Knowledge Organization Context," in
Operationalizing Cultural Warrant in Knowledge Organization, PhD diss.,
University of Washington, 2021: 33, http://hdl.handle.net/1773/47600.
140 | ibrary of Congress, "M," Library of Congress Subject Headings PDF Files,
updated April 2021, M-591.
141 Library of Congress, "M," M-591.
142 | ibrary of Congress, "M," M-591.
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Literature Review
Note: Outdated, harmful, discriminatory language pertaining to disability, gender,

and sexuality that may be painful for some readers is used throughout this section.
Use of these words is necessitated by the terminology found in LCSH.

Critiques of bias in LCSH are not a modern-day phenomenon, for bias is
found in LCSH pertaining to many minority groups. Histories of bias in LCSH tend
to begin in 1971, with Sanford Berman's seminal book, Prejudices and Antipathies,
which catalogues biased LCSH and argues for their revision.* Berman primarily
focuses on race, culture, and gender biases, and his observations are credited with
beginning present-day conversations around bias in LCSH.'#*

In 2005, three decades after publication of Berman's Prejudices and
Antipathies, Steven Knowlton conducted a survey of LCSH to determine to what
extent Berman's changes had been implemented.'#> He found that

[o]f the 225 headings Berman suggested changes in, 88 (or 39%) have been

changed almost exactly as he suggested, while an additional 54 (or 24%) have

been changed in ways that partially reflect Berman's suggestions. The 80

items that remain unchanged (some 36% of Bermans' suggestions) show some

143 Sanford Berman, Prejudices and Antipathies: A Tract on the LC Subject Heads
Concerning People (Reprint Edition), edited by Sanford Berman (North Carolina:
McFarland & Company, 2013).
144 Berman, Prejudices and Antipathies.
145 Steven A. Knowlton, "Three Decades Since Prejudices and Antipathies: A Study
of Changes in the Library of Congress Subject Headings," Cataloging &
Classification Quarterly 40, no. 2 (2005): 123-145,
https://doi.org/10.1300/J104v40n02_08.
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patterns of thought that persist in the Library of Congress—for example, many

subject headings pertaining to the Christian religion remain unglossed.46
Biases pertaining to the Christian religion are not the only ones that remain. As Sara
Howard and Steven Knowlton point out, "LCSH often employ language and...that
serve[s] to 'other' historically marginalized people."!#’

Perhaps the most common theme in literature written on minority bias in
LCSH is that of confusion. In overviewing bias in LGBTQIA+ LCSH, Ellen
Greenblatt finds that LCSH continue to use gay as an umbrella term, confuse gender
and sexuality, still authorize "Transvestism...and Transvestites [as] headings," and
include transvestism under the BT Psychosexual disorders.*® Likewise, in her
analysis of LCSH 29's representation of New Mexican and Hispanic people, Theresa
Strottman finds an emphasis on war-related headings, omission of the Long Walk as a
LCSH, and Spanish-language terms being replaced by incorrect English
translations.'4°

The out-group stereotyping, general confusion, and medicalization Greenblatt
and Strottman find is disappointing. Unfortunately, they are also themes readily

applicable to LCSH relating to disability. Melissa Adler and her co-authors argue that

146 Knowlton, "Three Decades Since," 127-128.
147 Howard and Knowlton, "Browsing through Bias," 86.
148 Ellen Greenblatt, "The Treatment of LGBTIQ Concepts in the Library of Congress
Subject Headings," in Serving LGBTIQ Library and Archives Users: Essays on
Outreach, Service, Collections and Access (North Carolina: McFarland & Company,
2010): 220221, 217.
149 Theresa A. Strottman, "Some of Our Fifty Are Missing: Library of Congress
Subject Headings for Southwestern Cultures and History," Cataloging &
Classification Quarterly 45, no. 2 (October 31, 2007): 41-64, 47-48, 52,
https://doi.org/10.1300/J104v45n02_04.
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library classifications, including LCSH, Dewey Decimal Classification (DCC), and
Medical Subject Headings (MeSH), perpetuate histories of eugenics and are
inherently ableist in their underlying construction at the structural and systemic
level .10 This condition is the result of societal attitudes toward disability with long
histories. For example, in the early twentieth century, disability-related LCSH were
classified in LCSH under "Defective and delinquent classes > Deformities >
Degeneration."5! At present, the heading "people with disabilities" is classified in
LCSH under the path "Social pathology. Social and public welfare. Criminology. >
Protection, assistance and relief > Special classes > People with disabilities."*>? Adler
et al. write that "[t]he placement of this [LCSH] in a 'special’ class within the section
reserved for social pathology and welfare is anything but accidental and derives from
historical associations with eugenics and dependency on the state."'53

Looking at practical use, Amelia Koford finds that disability scholars do not,
in large part, use LCSH because they find them too broad or feel that the LCSH do

not reflect communities' preferred language or search terms.>* For instance, one

150 Melissa Adler, Jeffrey T. Huber, and A. Tyler Nix, "Stigmatizing Disability:
Library Classifications and the Marking and Marginalization of Books about People
with Disabilities,” Library Quarterly: Information, Community, Policy 87, no. 2
(2017): 120, https://doi.org/10.1086/690734. See also: Adler, "Introduction,” 1-26;
Carolyn Sullivan, "Contextualizing Disability: A Century of Library of Congress
Subject Headings," Emerging Library & Information Perspectives 4, no. 1 (2021): 8—
33, https://doi.org/10.5206/elip.v4i1.13448.
151 Adler et al., "Stigmatizing Disability," 127.
152 Adler et al., "Stigmatizing Disability," 118. This article was published in 2017, but
the classification path remains the same in LCSH 43.
153 Adler et al., "Stigmatizing Disability," 118.
154 Amelia Koford, "How Disability Studies Scholars Interact with Subject
Headings," Cataloging & Classification Quarterly 52, no. 4 (2014): 388411,
https://doi.org/10.1080/01639374.2014.891288.
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researcher criticized the LCSH used for an article on constructions of deafness
because it was tagged with the subject heading "hearing impaired.">® "Hearing
impaired™ is critiqued as part of the medical model of disability and is a non-preferred
term by the Deaf community, meaning few Deaf researchers would search using the
term, making its usefulness as a subject heading limited.'® A similar situation arises
with the much broader term "handicapped."*>’ Koford's findings speak to the
importance of implementing LCSH that use the preferred terminology of the
populations they describe, demonstrating the practical benefits of emphasizing
cultural and user warrant in revision and addition to LCSH.

That said, Emily Drabinski argues that the very reality of categorizing
knowledge creates a circumstance in which we will never be able to achieve a truly
representative standardized vocabulary because language changes too quickly.%®
Furthermore, when a cataloger creates a group category, they also create a category of
people who do not belong to that group, and those who are not included will always
demand representation.'®® Using Drabinski's example, "lesbian" denotes a woman
sexually attracted to a woman, but the woman in question might identify with "dyke,"
which is not included in LCSH.26° Instead of trying to fix LCSH, Drabinski suggests

that we should accept an imperfect reality and focus our attention on critically

155 Koford, "How Disability Studies," 9-10.
156 Koford, "How Disability Studies," 10.
157 Koford, "How Disability Studies," 26.
158 Emily Drabinski, "Queering the Catalog: Queer Theory and the Politics of
Correction,” The Library Quarterly 83, no. 2 (April 2013): 94-111,
https://doi.org/10.1086/669547.
159 Drabinski, "Queering the Catalog."
160 Drabinski, "Queering the Catalog."
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engaging with a perpetually problematic catalogue.'6 As such, suggestions in the
following sections are not meant as a representational panacea, but as ways we might
improve LCSH.

Thus, the many forms of bias in LCSH and the benefits of emphasizing the
expertise of cultural insiders while constructing or revising them become clear. But
the discussed forms of bias are only the beginning. Classism, for example, was not
mentioned. But, here, we focus on disability, which Teneka Williams and Asha
Hagood call the "silent D in Diversity."6?

Methods

Note: Outdated, harmful, discriminatory language that may be painful for some
readers is used throughout this section, beginning in the list of search terms and
ending with the conclusion of this section. Use of these words is necessitated by the
terminology found in LCSH.

Throughout this chapter, unless otherwise indicated, I will be referring to
LCSH 43, which includes LCSH established through April 2021. To gather the data
discussed in this section, | downloaded the PDF files for each of the letter documents
comprising LCSH 43 and read through them, first on my own, then using the "find"
function in my PDF reader to locate LCSH relevant to disability and ASD. Terms
used to search include:

e Disability

161 Drabinski, "Queering the Catalog."
162 Teneka Williams and Asha Hagood, "Disability, the Silent D in Diversity,"
Library Trends 67, no. 3 (Winter 2019): 487-496.
https://doi.org/10.1353/1ib.2019.0008.
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e Disabled
e R——

e R—-ed
e Audtistic
e Autism

e Asperger

e Asperger's

e Slow

e Dumb

e Stupid

e Deform

e Deformed
e Monster

e Cripple

e Crippled

| recorded each LCSH that included those terms in a spreadsheet, removed duplicates,
then tagged them. | did not include former headings or those included only in order to
direct to USE or UF terms. (For example, "Musicians with disabilities™ appears both
under "Musicians" and under "People with disabilities,” so | recorded it only when |

encountered it under "Musicians.").1 Paragraphs are broken up in ascending order

163 | ibrary of Congress, "M," M-591; Library of Congress, "P," P-204—P-205.
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according to how many LCSH fall into each category, with the least at the beginning
and the most at the end.

To determine these categories, | engaged in an inductive coding process. After
reading through the data, I created a preliminary codebook, which I then revised as |
continued to analyze the data. | identified common patterns, themes, words, phrases,
etc., then grouped them together into meaningful categories.

For a full breakdown of the codes, see Codebook 2 in Appendix VI. The
below table (Table 2) describes only the most important thematic revelations of this
analysis. Table 2 is broken into three columns. The category is listed in the left-most
column, and a definition of it is provided in the column immediately to its right.
Examples are provided in the right-most column. Categories are listed in ascending
order of frequency. For example, "murder™ only has one occurrence (explored in
more detail in the "Findings" section), so it is listed first, but "Person-first Language"
has 628, so it is listed last. Each category will also be talked through in more detail in

the "Findings" section; this table is meant only as an overview and an introduction.

Categories Definition Examples
Murder LCSH that refer to the murder of | "Infanticide in literature NT Autism in children"
a Disabled person
Sexuality LCSH that refer to the sexuality | "Gays with disabilities"
(not sex or sex education) of a
Disabled person
Grooming LCSH that refer to the grooming | "Grooming for people with disabilities," "People with
(i.e., personal hygiene) habits of a | disabilities—Health And hygiene," etc.
Disabled person
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Institutions LCSH that refer to the "Intellectual disability facilities
institutionalization (public or — Language
private) of Disabled people — Legal status, Laws, etc. USE Mental health Laws
— Life skills guides — Marriage," "Group homes for the
developmentally
disabled
— Institutional care," "Epilepsy—Hospitals — Institutional
care," etc.
Race LCSH that refer to disability and [ "Crime And race NT Reading disability and crime" and
race "Ethnic people with disabilities USE Minority people with
disabilities"*
Service LCSH that refer to services "Day care centers for children with mental
(sometimes public) provided to disabilities," "Orientation and mobility," "Libraries and
Disabled individuals children with mental disabilities," etc.
Abuse LCSH that refer to abuse of "Legal assistance to people with disabilities NT Legal
Disabled individuals assistance to sexual abuse victims," "Sex between
psychotherapist and
patient—Law and legislation Social work with people with
mental
disabilities—Law and legislation Therapeutic
communities—Law and legislation," People with
disabilities—Abuse of—Reporting," etc.
Behavior LCSH that refer to the behavior | "Developmentally disabled children — Behavior
modification modification of Disabled modification," "Teachers of children with mental
individuals, often in the context disabilities
of intellectually Disabled children | — Behavior modification," "Slow learning children
and adults — Behavior modification," etc.
Sex LCSH that describe Disabled "Sex instruction for the learning disabled," "Sex between
individuals’ sexual acts or their psychotherapist and
sexual education patient—Law and legislation Social work with people with
mental
disabilities—Law and legislation Therapeutic
communities—Law and legislation," "People with
disabilities
— Sex counseling," etc.
Unclear LCSH that refer to disability but | These often include the phrase "social disability" or
that are difficult to parse "socially disabled" or are the result of outdated language
choices.
Care LCSH that refer to the caregiver | "American Caregivers' writings," "African American
of the Disabled person or that caregivers," "Gay caregivers," "Child caregivers," etc.
reflect the caregiver bias
Parent LCSH that refer to the parent of a | "Parents of attention-deficit-disordered children,"
Disabled person "Parents of blind children," "Parents of children with
disabilities," "Mothers of autistic children," etc.
Gendered LCSH that only refer one gender | "Asperger’s syndrome in girls," "Autistic girls," "Young
Language as atypical women with disabilities," etc.
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Incorrect LCSH that refer to a specific "Autism Spectrum Disorders,"** "Autistic Spectrum
diagnosis medical diagnosis but give the Disorders,"** "Cerebral palsied,"** etc.
name of it incorrectly
Noun LCSH that refer to Disabled "Maps for the blind," "Video recordings for the deaf,"
people using noun phrases ("the | "Television for the hearing impaired," "Teachers of the
Disabled," "the Blind," "the Deaf") [blind," "Sex instruction for the learning disabled,"
"Teachers of the learning disabled," etc.
Outdated LCSH that use outdated language | "X-linked mental r ation,"™* "Handicapping,"
to refer to Disabled people "Stupidity in literature," etc.
Medical LCSH referring to medical topics, | "Tracheotomy," "Medical examinations," "Psychological
procedures, etc. and disability tests for children," etc.
Identity-first LCSH using identity-first "Disabled veterans," "Learning disabled children,"
Language language to refer to Disabled "Learning disabled women," etc.
individuals
Youth LCSH referring to Disabled "Brain-damaged youth," "Youth with autism spectrum
children disorders,"* "Barrier-free design for children with
disabilities," "Children with diabetes," etc.
And LCSH that situate Disabled people | "Truck drivers NT Truck drivers with disabilities,"
as a differentiated category of "Musicians NT Musicians with disabilities," etc.
people within/without a larger
group, much like Gendered
Language does.
Person-first LCSH using person-first language | "People with disabilities," "Musicians with disabilities,"
Language to refer to Disabled individuals "Truck drivers with disabilities," etc.

*I include the USE term here because it provides context indicating that the new term is about
race; otherwise, the new term could be interpreted as about any minority group not specific to
race, which is, of course, problematic, given that the new term will not have this context in its

actual use.

“Incorrect names of diagnoses are explored in greater detail in the text.

**This LCSH has been censored here; it is not censored in LCSH 43. "X-linked mental r

ation" is an outdated way of referring to intellectual disability affiliated with inherited

mutations on the X chromosome.

Counts for each category can be found in Figures 6 & 7.

Table 2: List of LCSH Analysis Categories with Examples and Definitions

Findings

Overall, the analyzed LCSH demonstrate the potential issues with relying

primarily on literary warrant in the ways they refer to and represent Disabled people.

Figure 6 presents the totality of my findings as a bar chart. Each line represents a
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category of LCSH; as can be seen, PFL, And, Youth, and IFL are by far the most
numerous categories. For ease of reading the chart, | have removed these categories
in Figure 7 to make the smaller categories more visible. | will discuss these findings

in more detail throughout this section. Now, let us move into the discussion itself.
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Figure 6: Number of Records in LCSH Language Categories, Total: 2193
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Figure 7: Number of Records in LCSH Language Categories (with large categories
removed to increase readability), Total: 903

LCSH Category Analysis, General
With a few exceptions, | will move down Figure 7 (above) from least common

to most common, | will begin at Grooming. Each of the below paragraphs also clearly
demonstrates the harm of basing LCSH on literary warrant. When our LCSH are
based, essentially, on out-group perceptions of a group, that group is reduced to
stereotypes—and that is what | have found in LCSH 43.

Grooming reflects an odd preoccupation with the physical presentation of
Disabled people, particularly from an institutional and care perspective. It presents
the Disabled individual as incapable of basic tasks, like washing their face or hair, or
dressing themself. Yes, some Disabled individuals do need support with those tasks,
but presenting this sub-population as if they are representative of the whole Disabled
population is misrepresentative (just as it is misrepresentative to present Disabled
individuals who do not need support with those tasks as wholly representative of the
Disabled population).

Institutions reflect a past way of "dealing™ with disability, one that Disabled
people have been working desperately to reject for decades. In LCSH, people living
at institutions aren't even granted the dignity of being called patients—much less
residents; instead, they are called "inmates."6* At-home living has been our legal
right since the 1999 Olmstead v. United States Supreme Court ruling, though, to this

day, states have been slow to make it a reality. These LCSH are sad, yet necessary

164 Library of Congress, "1," Library of Congress Subject Headings PDF Files,
updated April 2021, 1-130.
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reminders of the broken promise of the dignity of a home-based life all citizens of the
United States of America have been entitled to for over two decades.

There are only four LCSH that explicitly mention Race in terms of disability.
In a society that has come to recognize the many and varied ways in which multiple
identities interlace in order to create an individual's identity, that race is only given
four opportunities to do so—that sexuality is only given one, and that other identities
aren't given any—is shameful.

LCSH regarding abuse were, insofar as any reference to abuse ever can be,
largely neutral. It is a sad reality, but LCSH to describe abuse of Disabled people are
necessary. Similarly, those describing behavior modification are not pleasant to see,
but they are necessary. For some Disabled individuals, particularly those who
embrace identities like "profoundly Autistic,” behavior modification might be viewed
as a difficult, yet ultimately positive intervention. For others, it might be viewed as a
purely traumatic intervention forced upon them by well-intentioned, yet misguided
figures in their lives. It is a LCSH that will likely awaken mixed feelings throughout
the disability community, but it is a LCSH that describes an experience.

It was truly an interesting experience to put Sex together as a category,
because there was a slight—yet distinctly present—emphasis on sex instruction for
Disabled individuals that was not present for non-Disabled individuals. The LCSH
that appeared regarding sex instruction also tended to include direction toward
religious LCSH, suggesting that the sex instruction appropriate for Disabled
individuals, according to LCSH, was not necessarily of a scientific nature. Education

for Disabled people in general also tended to be directed toward religious LCSH,
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which is indicative of larger societal trends surrounding education and disability—or,
at the very least, of LCSH's authors' interpretations of them.

Unclear was mostly the result of LCSH including the phrase "socially
disabled," which LCSH seem to use to refer to individuals without substantial
financial means. Equating lack of financial resources to a disability is an odd choice,
and I see it arising from one of two situations:

1) An over-application of the social model of disability. If disability is
located in society and is caused by society not being designed for the
individual, then an individual not having the financial means to navigate it
could be viewed as an impairment. If society were to be altered such that
navigation of it were possible with fewer financial means, the individual
would no longer be socially disabled.

2) The author of this particular LCSH chose a poor turn of phrase.

There are also situations like that of using "Asperger's syndrome™ being the USE term
for "Psychopathy, Autistic."'% | would be intrigued to know the reasoning behind
such choices (is this LCSH left over from the days of psychopathy and schizophrenia
being legitimately understood part of the ASD diagnosis in the early twentieth
century?'% Or is this a misguided commentary on Asperger's Syndrome, which is, as

of the 2022 ICD-11 revision, itself a globally outdated diagnosis?).

165 | ibrary of Congress, "P," Library of Congress Subject Headings PDF Files,
updated April 2021, P-643; Library of Congress, "S," Library of Congress Subject
Headings PDF Files, updated April 2021, S-450.
166 David Dobbs, "The new history of autism, part I," Spectrum News, last updated
November 7, 2022, https://www.spectrumnews.org/features/special-report-article/the-
new-history-of-autism-part-
i/?utm_source=Spectrum+Newsletters&utm_campaign=b81268648c-
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Or, for example, there are situations like that of lack of consistency with ASD
LCSH. They use "Autistic people” (to refer to adults) but "Children with autism
spectrum disorders."6” This demonstrates both a lack of consistency in phrasing and
a lack of attention to Autistic peoples' preferences. Additionally, both "Autistic
children™ and "Autistic youth" are included, which is redundant; children are youth,
and youth are children.'® Basic inconsistencies like IFL and PFL language choices
are easily located and changed, but they are also easily prevented in a system
emphasizing cultural warrant, because cultural insiders would know the preferred
terminology of their own community.

Care, Service, and Parent all reflect a tendency of non-Disabled individuals
to "take care of" Disabled individuals, even when they do not need to be taken care
of, or of focusing not on the Disabled individual themself, but on their family
members or caregivers. This tendency toward focusing on actions taken "on behalf"
of Disabled individuals results in self-celebratory feelings, which in turns results in
LCSH like these: "Benevolence in literature NT Benevolent institutions USE
Almshouses, Asylums, Blind—Institutional care, Charities, Children—Institutional
care, Deaf—Institutional care, Hospitals, Institutional care, Intellectual disability
facilities, Public welfare, Social service."'% As discussed in relation to institutions

above, these spaces are not usually perceived as falling into the category of places

EMAIL_CAMPAIGN_WEEKLY_ 20221112 _DOBBS&utm_medium=email&utm_t
erm=0_529db1161f-b81268648c-169131270.
167 |ibrary of Congress, "A," A-528.
168 Library of Congress, "A," A-528.
169 Library of Congress, "B," Library of Congress Subject Headings PDF Files,
updated April 2021, B-162.
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that dispense "benevolence," and, indeed, they fare usually perceived as quite the
opposite.

Gendered language is a pattern that is already well-documented in LCSH, so
its appearance in disability-related LCSH is no surprise.t’® For instance, there is
"Learning disabled women™ under the BT "Women with mental disabilities™ (which
itself falls under the BT "People with disabilities").1* Interestingly, in this particular
instance, there is a parallel structure for "Learning disabled men," which falls under
the BT "Men with mental disabilities,” which again falls under the BT "People with
disabilities."1"? In this case, the two gendered paths are, in most cases, likely going to
be redundant; why do we need LCSH for both men with mental disabilities and
women with mental disabilities separately if such structures are not followed for other
headings?

Next, Noun refers to phrases used to describe Disabled individuals like "the
Deaf," "the Blind," "the learning disabled," etc. Such turns of phrase put these groups
on the same level as objects: "the cups,” "the table," "the spoon." Linguistically,
English speakers have moved away from using such phrasing to refer to other
marginalized groups, like "the Blacks," "the Latinx," "the Asians," etc. because it is

reductive and offensive. So, why, then does such language still appear in LCSH in

170 Drabinski, "Queering the Catalog"; Matthew Reidsma, "Algorithmic Bias in
Library Discovery Systems," updated April 11, 2016,"
https://matthew.reidsrow.com/articles/173; Sara Howard and Steven Knowlton,
"Browsing through Bias," 74-88.
171 Library of Congress, "L," Library of Congress Subject Headings PDF Files,
updated April 2021, L-126.
172 Library of Congress, "M," Library of Congress Subject Headings PDF Files,
updated April 2021, M-262.
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reference to Disabled individuals? Replacing "the Deaf" or "the Blind" with "Deaf
people” or "Deaf individuals” would be a very simple revision; so too would
replacing "the Blind" with "Blind people™ or "Blind individuals."

Noun phrases are often seen in relation to LCSH referring to Adaption. For
example: "Maps for the blind,” "Video recordings for the deaf,” "Television for the
hearing impaired,” "Teachers of the blind," "Sex instruction for the learning
disabled," "Teachers of the learning disabled," etc.1”® While neutral in spirit, the noun
phrases used in these LCSH are inherently non-neutral. (The phrase "hearing
impaired" is also not a neutral phrase [see this chapter's Literature Review]).

The Reductive category is largely driven by a series of architectural LCSH
referring to "Barrier-free design."'# This LCSH seems to fold a series of LCSH
relating to physical access adaptions to spaces into one broader LCSH. The problem
with this LCSH is that it folds so many varied LCSH into one LCSH that the new
"Barrier-free design” LCSH becomes confusing. We get "Barrier-free design for
people with mental disabilities,"” "Barrier-free design for students with disabilities,"”
"Barrier-free design for children with disabilities,” etc. While it does break down into
some NTs, like "Transportation™ and "Passenger ships,"” "Barrier-free design" largely
reduces the idea so far that the idea of removing barriers becomes lost.1’> So much

has been placed under the umbrella of barrier-free design that the meaning of the

173 Library of Congress, "M," M-106; Library of Congress, "V," Library of Congress
Subject Headings PDF Files, updated April 2021, VV-90; Library of Congress, "T,"
Library of Congress Subject Headings PDF Files, updated April 2021, T-104; Library
of Congress, "T," T-74; Library of Congress, "L," L-126; Library of Congress, "T,"
T-74.
174 Library of Congress, "A," A-375.
175 |ibrary of Congress, "A," A-375; Library of Congress, "B," B-81.
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umbrella itself has become unclear. Does barrier-free mean free of physical barriers?
Monetary barriers? Other types of barriers?

Diagnosis and Medical tend to be as neutral as anything dealing with
disability from a medical perspective will ever be given the factual nature of their
presentation. A movement away from referring to Disabled individuals as "patients”
wherever possible might be helpful in reducing medical language wherever it is not
necessary.

Religion likely stems from a long-entrenched Western societal perception of
disability as a form of repayment for an individual's sins. That it appears so
inextricably linked to disability in a system based on literary warrant is not, therefore,
surprising. That said, the fact that Christian education of various types of Disabled
individuals has five SHs while other forms of religious education have none (the
exception being Jewish education with three) demonstrates a clear Judeo-Christian
bias in the type of religious education permitted for Disabled individuals.1’®

Moreover, the necessity of linking religion in all the ways it currently is to
disability is, at times, questionable. For instance, why, under "Developmental
disabilities NT Intellectual disability — Religious aspects — — Christianity — —
Judaism," does there need to be a breakdown for religious aspects in the first place?
And, certainly, if there must be a breakdown for them, there should be more than just

those for Christianity and Judaism.

176 Library of Congress, "C," C-367; Library of Congress, "J," Library of Congress
Subject Headings PDF Files, updated April 2021, J-64.
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The number of IFL entries, on the surface, is heartening. But, on its own, it is
misleading. These LCSH are found almost exclusively in LCSH pertaining to Autistic
adults, and they are used only sporadically. Their high number seems to be almost an
accident; LCSH still heavily defaults to PFL, even when referring to members of the
Autistic community, which, as has been explored elsewhere in this thesis, is one that
has made is strong preference for IFL known (see chapters 1 and 2). This practice is
not applied to LCSH referring to children, which are always phrased with PFL (e.g.,
"children with Autism Spectrum Disorders" [for an explanation of the italicized "s,"
see the paragraphs on Incorrect diagnosis]). Such an inconsistency in a standardized
vocabulary ought to be addressed, or, at the very least, explained for the sake of
reasonable implementation.

Furthermore, greater implementation of IFL phrasings in LCSH describing
communities that prefer to have it used to describe them (including, but not limited to,
the Autism community, Blind community, Deaf community, and Disability
community writ large), should be undertaken in the next revision of LCSH.

Building on the theme of LCSH pertaining to children, Youth was a highly
populous category in my analysis. This is likely due to the societal perception many
hold of Disabled individuals as "eternal children." That is, many non-Disabled
individuals tend to think of children when they think of a Disabled person, rather than
adults. But the Disabled children that those people picture grow up—into Disabled
adults. This cognitive bias has likely found its way into LCSH in the form of a
disproportionate number of LCSH pertaining to Disabled children. It isn't necessarily

a negative thing to have numerous LCSH pertaining to Disabled children available for
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use, but it is worth discussing their existence more thoroughly. Does their very
existence perpetuate the myth of the eternal child? Or have they arisen from a biased
society's mind, like many things have, and now exist as useful, potentially overly-
specific, search tools?

Similarly, the And category likely stems from a biased perspective in which it
is perceived as notable to see a Disabled individual taking on a role they are not
typically seen in. For instance, | placed the LCSH "Truck drivers NT Truck drivers
with disabilities” in the And category because it suggests that it is notable for a truck
driver to be Disabled.'’” That is, there are truck drivers, and there are Disabled truck
drivers—Dbut they are two separate categories of truck driver. (There is also "Women
truck drivers.")!"® Like Gendered language and Race, these LCSH otherize Disabled
individuals from the primary group of the LCSH. Instead, it might be more
productive to use two separate LCSH. In this case, after a revision to LCSH, a record
about a Disabled truck driver might use "Disabled people” and "Truck drivers."
Depending on the search system, if a researcher wanted to do a specific search for
Disabled truck drivers, they could use the Boolean AND or an advanced search
system to do a combined search for both "Disabled people™ and "Truck drivers.” | do
not mean to discourage LCSH catalogers from using Disabled to describe a sub-group
in a LCSH if it were truly warranted. Indeed, if it were truly warranted, it would not

fall into the And category.

177 Library of Congress, "T," T-349.
178 |ibrary of Congress, "T," T-349.
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Finally, from Figures 6, 7, and 8, it becomes clear that PFL is by far the most
widely used in LCSH 43. Right now, "disabled" and "disabled people” point to the
USE term "people with disabilities."!"® Likewise, "Musicians with disabilities" is
preferred to "disabled musicians."® This practice is also seen with animals: "disabled
cats" points to "cats with disabilities,” and "disabled dogs" points to "dogs with
disabilities."'8! Such a pattern indicates a default orientation of LCSH toward PFL.

LCSH likely use PFL as the result of the People First Respectful Language
Modernization Act of 2006 enacted by the Council of the District of Columbia on July
11, 2006.1% The first two examples it gives in its alphabetized list of "way to
substitute PFL for outdated and/or offensive terminology" are "afflicted with
disability" = "has autism" and "autistic" = "has autism." 18 Putting aside the fact
that this was published well after it was a well-established fact that IFL was the
preferred way to refer to Autistic individuals, it should go without saying that
"afflicted with disability" is in no way equivalent to being Autistic; there are, in fact,
many disabilities that are not autism, so using "has autism™ as the example for both of
these examples is a gross oversight.

However, "disabled veterans,” "Learning disabled children," and "Learning

disabled women," which use IFL, do not follow this pattern and instead use IFL.84

179 Library of Congress, "D," Library of Congress Subject Headings PDF Files,
updated April 2021, D-190.
180 | ibrary of Congress, "D," D-189, D-56; Library of Congress, "M," M-519.
181 Library of Congress, "D," D-190, D-56, D-222.
182 Office of Disability Rights, "People First Language," last updated July 11, 2006,
https://odr.dc.gov/page/people-first-language.
183 Office of Disability Rights, "People First Language."
184 Library of Congress, "D," D-190; Library of Congress, "C," C-302; Library of
Congress, "W," W-219.
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Similarly, LCSH seem to prefer IFL for developmentally Disabled people, as
evidenced by "Developmentally disabled older people™ and "Developmentally
disabled children."18 Yet, furthering the confusion, "Developmentally disabled
youth" falls under the BT "Youth with disabilities," bringing with it a return to PFL,
which in turn points to the NT "Youth with autism spectrum disorders."18

All other things being equal, consistency in language use, regardless of
whether PFL or IFL is employed, is essential in a standardized vocabulary. But given
that all other things are not equal, using the preferred language of the group being
described is only logical in this situation. IFL is shorter and more direct than PFL,
which is preferable in a standardized vocabulary. For example, SHs using the format
"People with disabilities, Writings of," could be greatly shortened, becoming instead
"Writings of Disabled people."'®” Likewise, "Musicians with disabilities" could
become "Disabled musicians."188

LCSH Category Analysis, ASD
Figure 8 shows the results of an analysis I did of a subset of the data

pertaining specifically to Autistic individuals. Here, Incorrect Name of Diagnosis
becomes the most numerous category, followed by Youth and IFL, then PFL. This is
all important context to carry with us throughout the ensuing discussion, which is

why | have placed it up front.

185 | ibrary of Congress, "D," D-127.
186 | ibrary of Congress, "D," D-127.
187 Library of Congress, "A," A-229-A-230; Library of Congress, "C," C-302.
188 | ibrary of Congress, "M," M-591.
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Abuse

Crime

Law
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Outdated

Sex
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Behavioral Modification
Parent

Service

Care

Neutral

Gendered Language
Diagnosis

Religion

And

Medical

Person-first Language
Identity-first Language
Youth

Incorrect Name of Diagnosis

50

Figure 8: Number of Records in LCSH Language Categories, focus on ASD and
Asperger's, Total: 218

Within ASD-related LCSH, there are distinct examples of gender biases. For
example, only Autistic girls are given a specific LCSH.'® This indicates that the
default gender (and age) of an Autistic person is presumed to be boy. Due to the fact
that only boys were involved in early autism studies, for many years, autism was

assumed to only occur in boys.*® These presumptions are still very prevalent,

189 Library of Congress, "A," A-528.
190 Centers for Disease Control and Prevention, "Autism Prevalence Studies Data
Table," last updated April 7, 2022, https://www.cdc.gov/ncbddd/autism/data/autism-
data-table.nhtml; Emily Sohn, "Righting the gender imbalance in autism studies," last
updated March 13, 2019, https://www.spectrumnews.org/features/deep-dive/righting-
gender-imbalance-autism-studies/; Sarah Deweerdt, "Estimate of autism's sex ratio
reaches new low," last updated April 27, 2017,
https://www.spectrumnews.org/news/estimate-autisms-sex-ratio-reaches-new-low/;
Francesca Happé, "Male slant to research may skew autism’s reported sex ratio," last
updated October 19, 2015, https://www.spectrumnews.org/opinion/male-slant-to-
research-may-skew-autisms-reported-sex-ratio/; Lauren Weiss, "Fair representation
for the fairer sex in autism research,” last updated August 16, 2011,
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including in professional literature. While this is beginning to change, substantial
numbers of publications have yet to emerge because they take time to write and
release. Autistic people, however, are aware of the realities of their condition and
know the terminology necessary to describe it, again demonstrating the potential
benefits of placing greater emphasis on cultural warrant.

Speaking more generally, LCSH like "Asperger's syndrome in girls,” "Autistic
girls,” "Young women with disabilities,” "Young women with disabilities,"
"Pregnancy in women with disabilities," or "Women amputees" tend to appear.*®
What is also striking is the distinct lack of terms outside the man-woman gender
binary. Yes, pregnancy happens in Disabled women—but what about Disabled trans
people? There are moments when making gender distinctions is necessary or helpful,
but LCSH about disability is not usually one of them. As is the case with LCSH about
race and sexuality, gender is an identity marker that must be allowed to intersect with
other identity markers—including in LCSH—and, right now, LCSH does not allow
gender to do that. Instead, it points out the "abnormal” gender (that which is not
"man") and otherizes it by giving it its own category.

Simultaneously, because the default woman is a straight, white, cis-gender
woman, the default Disabled woman erases any woman who is not the default

Disabled woman. Until LCSH accepts women (and other, more marginalized groups)

https://www.spectrumnews.org/opinion/viewpoint/fair-representation-for-the-fairer-
sex-in-autism-research/.
191 | ibrary of Congress, "A," A-462; Library of Congress, "A," A-528; Library of
Congress, "Y," Y-38, Library of Congress, "Y," Y-39; Library of Congress, "W,"
Library of Congress Subject Headings PDF Files, updated April 2021, W-218.
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as part of the normal "person”—that is, folding Disabled individuals back under
"person™ or "people"—it cannot stop inadvertently erasing others.

Law and Education, like insurance, are largely reflective simply of reality. At
times, it is an unpleasant reality, but it is reality nonetheless. In education LCSH, the
phrase "special education” might be reevaluated, as it is often seen as a reductive
phrase by members of the disability community.

Incorrect diagnosis is one of the most problematic categories | encountered
in this analysis, and it is by far the most disheartening. To routinely misname the
condition being described is simply indefensible. A basic Google search would clarify
the name of any diagnoses being entered into LCSH, so the continued reference, for
example, to "Autism Spectrum Disorders™ or "Autistic Spectrum Disorders" instead
of "Autism Spectrum Disorder" or to being "Cerebral palsied" instead of having
"Cerebral palsy" is simply unacceptable and demonstrates a clear lack of basic respect
for individuals described by these LCSH.% Likewise, Outdated language is readily
avoided with basic background research.

To provide some background about ASD's naming, until the 2013 revision of
the DSM-V (the diagnostic manual most commonly used for mental health diagnoses
in the United States), what is now called ASD was three separate diagnoses: Autistic
disorder, Asperger's syndrome, and Pervasive Developmental Disorder Not

Otherwise Specified (PDD-NQOS). The 2013 revision grouped these diagnoses

192 | ibrary of Congress, "A," A-452; Library of Congress, "A," A-529; Library of
Congress, "C," Library of Congress Subject Headings PDF Files, updated April 2021,
C-214; Library of Congress, "C," C-302.
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together into one Autism Spectrum Disorder, and the 2022 revision of the ICD-11 did
the same. %3

While an initial confusion over the name is understandable, eight years passed
between the 2013 revision and the 2021 coverage of LCSH 43. Use of the inaccurate
plural in the very name of the condition indicates not only a severe lack of
understanding of ASD but also a lack of care taken in research and proofing. In my
own research, | have been unable to locate sufficient literary sources to justify this
inaccurate heading, especially when compared to the number of sources using the
correct name. As | do not know how this heading was added, | cannot say for sure
that greater emphasis on cultural warrant would have prevented it, though I speculate
that it would have directed the research of LCSH's authors in a different direction that
might have avoided this situation; but, almost certainly, increased emphasis on user
warrant would have prevented this situation.

A LCSH for Ableism
"Discrimination against people with disabilities™ is the UF term for

"Ableism."%* Ableism is to the disability community what homophobia is to the
LGBTQIA+ community and what racism is to people of color. "Racial bias" and
"Race prejudice™ both point, logically, to the use term "Racism," because racism is
what racial discrimination is called in English.1% Likewise, when referring to

homophobia, catalogers are not encouraged to use "Discrimination against people

193 World Health Organization, "Autism spectrum disorder," in ICD-11 for Mortality
and Morbidity Statistics (Geneva, Switzerland: World Health Organization, 2022):
http://id.who.int/icd/entity/1516623224.
194 Library of Congress, "D," D-195.
195 | ibrary of Congress, "R," R-9, R-6, R-8.

101



who are part of the LGBTQIA+ community"; to do so would be absurd, both because
itis illogical and because it is much longer than the alternative "Homophobia"—
which is LCSH's preferred term.% Shorter LCSH are easier to use and allow for
faster, more effective searches, which makes LCSH's preference against "Ableism"
both inconsistent and illogical.

Encouraging catalogers to call ableism "discrimination against people with
disabilities" promotes silences around the very concept of ableism. Such silences send
a very clear message to those who experience ableism, and that message is one
informing them that the word they use to communicate their experiences of
discrimination is not as useful or does not carry as much literary warrant as the
general "Discrimination against people with disabilities."'°" Catalogers must call
ableism what it is, and any LCSH that encourages individuals to do otherwise is
inherently ableist. Basing this choice in literary warrant serves only to perpetuate a
societal silence that the disability community's cultural insiders would not likely
condone. Furthermore, valuing cultural warrant more would help eliminate the silence
created around ableism and validate Disabled people's lived experiences by
implementing practices inspired by user warrant.!%

Conclusion
The reality in which PFL, And, Youth, and IFL (applied inconsistently) are

the most populous categories in the general disability analysis and that Incorrect

196 |_ibrary of Congress, "G," Library of Congress Subject Headings PDF Files,
updated April 2021, G-146.
197 Library of Congress, "D," D-195.
198 Beghtol, "A proposed ethical warrant," 511.
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Name of Diagnosis is the most populous in the Autism-specific analysis is one that is
highly problematic. It is one in which the authors of LCSH have, at best, failed to do
basic fact checking to determine the names of the conditions about which they are
creating LCSH, and, at worst, implicitly (and, as will be discussed below, potentially
explicitly) ignored the linguistic desires of Disabled people themselves.

Allowing marginalized groups to take control over the language used to
describe them is an inherently empowering action. Particularly when a professional
governing body abdicates control over something as influential as LCSH, a
resounding societal message is sent in support of the represented minority group (in
this case, Disabled and Autistic people). Given the support for diversity, inclusion,
and justice that the LIS profession attempts to demonstrate, this is a vital step forward
in creating more just information and knowledge systems.

Discussion

LCSH are the minutiae of archival description. Indeed, they are so hidden in
the details that many users will never be aware of them, much less register their
importance in positive or negative representation or in either combating or supporting
symbolic annihilation.®® Yet what | have found in this analysis suggests that LCSH
43 does the archival collections equivalent of symbolically annihilating Disabled
individuals.

A lack of ability to intuit how the backend of a system works places the user

at an immense disadvantage, yet many do not understand how LCSH work. It is our

19 Caswell et al., " 'To Suddenly Discover,' " 59; Gerbner, "Violence and Television
Drama,"” 44; Tuchman, "Introduction,"” 3-38. See also: Tuchman, "Women's
Depiction,” 528-542.
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job, as the archivists, to make that system as transparent as possible—and, when we
can't, to assist our users in successfully navigating it. Part of doing that is helping
them to navigate LCSH.

As we do our jobs and help our users navigate LCSH, they will inevitably find
their shortcomings, only a small portion of which have been presented, explored, and
hinted at here. It will be our job to respond to their critiques, for archivists cannot
build a collection that does not symbolically annihilate a population without a
description system that doesn't symbolically annihilate them—because that is what is
at stake.

When the knowledge in our systems cannot be accurazately tagged and
represented, neither can the people who created that knowledge. LCSH are the
minutiae of knowledge organization systems, but it is with the minutiae that symbolic
annihilation begins. Moreover, even if there are records available in an archive, if
they are improperly tagged or tagged with LCSH a researcher wouldn't use to search,
they are effectively hidden from view. They become the records Sara White calls on
us to look for when re-indexing our materials.??® This is preventable and avoidable.
Archivists—catalog builders and LCSH authors in particular—can and must do
better.

Strengths, Weaknesses, and Future Directions
As evidenced here, successful application of PFL and IFL is complicated. For

example, "Mental disability™ (as seen in the LCSH "People with mental disabilities")

200 Sara White, "Crippling the Archives: Negotiating Notions of Disability in

Appraisal and Arrangement and Description,” The American Archivist 75, no. 1

(April 2012): 109-124, https://doi.org/10.17723/aarc.75.1.c53h4712017n4728.
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is a broad category, which creates uncertainty about whether PFL or IFL is the
appropriate language to use as well as about who may be referred to with this
heading.?°! While the stereotypical understanding of mental disability is a non-verbal
individual with high support needs, the reality is that one could argue someone with
Obsessive Compulsive Disorder (OCD) is mentally Disabled, just as they might argue
an Autistic person is mentally Disabled, especially when using intentionally broad
legal definitions of disability.

Using standardized language to describe the non-standard realities of our
world and its people is a complex endeavor; relying on literature to determine which
words and phrases to use means they will always be out of date. Language referring
to marginalized groups is not always widely used, not because it has no warrant, but
because the dominant groups represented in and by published literature may not have
reason to use it simply because they do not belong to those groups. The example of
LCSH's use of PFL demonstrates the harm that may be caused by this reality. Greater
emphasis on cultural warrant would strengthen the voices of Disabled people
themselves, allowing them to speak directly to how they would prefer to be described.

Overall, this was a relatively straightforward process, but it was time-
consuming and tedious, especially for only a single person. In the future, a computer
script could easily be written to locate certain words or phrases in LCSH to lighten
the search burden. Analyses for individual diagnoses or other sub-communities within
the disability community could then more easily be carried out in the future.

Alternatively, a larger team of researchers could work on the project.

201 | ibrary of Congress, "M," M-269.
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Connection to Survey
| conducted a survey of Disabled individuals with ties to music archives (more

detail in chapter 4). While analyzing responses to a question about LCSH, | found
that only 4 of 53 (0.08%) respondents had indicated that they knew what LCSH were.
(There were 177 participants in the survey, but non-essential questions were
optional.) When asked if they thought LCSH did a good job representing disability,
one of those four respondents answered qualitatively that they had never given it
much thought (P25). In quantitative responses, two others were split between the "I'm
not sure” and "Always" answers. The remaining respondent did not answer the
follow-up questions.

For better or worse, LCSH are the dominant system by which we tag and
quantify our knowledge. They are how we make our knowledge discoverable between
repositories. When used correctly, they are infinitely powerful. When used
incorrectly, they are infinitely harmful.

In the interest of full transparency and accurate representation, we must do
better at making it clear not only to those who specialize in cataloging but all
members of the LIS field, our users, and all those we have yet to encounter exactly
how our systems work. Moreover, we must lower the threshold to access the LCSH
revision and submission process. Right now, it is far too hidden and complicated.
Even professionals struggle with it, and that excludes far too many well-intentioned
individuals from the process—which brings me to a story.

Continued Relevance
While | was working on this analysis, | entered suggestions for new or revised

LCSH on a critical cataloging website. It was a communal space, and the suggestions
106



were public. One of the suggestions | made was to revise all LCSH pertaining to ASD
to use IFL, the preferred language of the community and to use the correct name of
the condition. This was not a simple form. It required citations, paragraphs of
justification, arguments as to why your suggestion should be taken... | put a lot of
time and effort into it. But, when it was done, | didn't think too much of it. Surely, a
suggestion made by an Autistic person representing the majority interests of the
Autistic community would be well-received by a critical cataloguing community?

A few days later, I logged back in to make another suggestion, and | saw that
someone else had posted in the meantime. This person's suggestion was a direct
response to mine, and it was to use PFL in all LCSH pertaining to "people with
autism™ because it was what "they" preferred.

| was shocked. Appalled. Confused. And utterly defeated.

The arguments were there. Right there for this person to see and read.

And that is why this analysis remains so vitally important. It is no secret that
there are myriad biases in LCSH. In fact, it's a well-established fact. But this is not
the moment for information professionals to stop fighting, or even to let the fight die
down a little bit.

Each and every archivist, | would like to presume, has intentions as pure as
can be, and that is a beautiful, fantastic thing. But, sometimes, we are, each and every
one of us, going to get it wrong. We need to know what we have in our LCSH in

order to revise them when the time comes.
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Conclusion
Looking to the future, there are a number of strategies for reducing bias in

LCSH, each of which is explored below. These strategies include: suggesting new
LCSH, engaging community archives and archivists, launching educational
initiatives, and conscious editing. Our current methods have resulted in confused,
inaccurate disability- and ASD-related LCSH, and something must change. As such,
all of this is said in the service of increasing the value we place on cultural warrant in
creation and revision of LCSH. The ideas presented here are but a beginning.

One of the most straightforward remedies that a cataloger can enact is
suggesting new LCSH to the Library of Congress.?? It is important that in our haste
to reduce bias in LCSH that we do not inadvertently censor or erase our history. We
have referred to marginalized populations with myriad words and phrases throughout
time, and those references are as much part of the marginalized group's history as
they are part of the dominant group’s history. Logs of any changes made must be
kept, and information professionals must never be led to believe that our standardized
language is, has been, or ever will be completely without bias.

That said, while suggesting new terms for inclusion in LCSH or revising
existing ones feels as if it should solve bias issues, it does not. Depending on
suggestion of new LCSH or changes to existing ones relies on current catalogers to be
perpetually aware of disability-related bias issues and to be actively working on them.
The submission process is difficult and time-consuming; moreover, it is unfair to

place the responsibility of correcting ableism's impact on LCSH exclusively on the

202 Allison Jones et al., "Ep 20 - Libraries and Disabilities," 8-9; Strottman, "Some of
Our Fifty Are Missing,"” 60.
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shoulders of individual catalogers. Drabinski's idea of leaning on user-generated tags
and LCSH to bolster catalogers' efforts follows the values of user warrant, but it is
unlikely that a volunteer endeavor will make enough difference to make this a viable
solution on its own.?% Instead, it might be a useful support to a larger solution.

Furthermore, suggestions to add or change LCSH are reactive, not proactive.
That is, they respond to the byproducts of the issue (ableist LCSH) rather than the
issue itself (ableism). Instead, suggestions must be one tool of many that information
professionals employ on their quest to reduce bias in LCSH while also addressing the
larger, underlying issue of societal ableism.

Following the values of cultural warrant, engaging more deeply with
community archives and recognizing their legitimacy and autonomy may provide
some of the support needed.?** Community archivists will have the necessary
understanding of the groups they serve to provide valuable insights about language
choice and preference. They may also be far enough outside of mainstream
cataloguing practices that they have devised their own standardized languages.
Language differences may prove fruitful in inspiring productive changes or additions

to LCSH.

203 Drabinski, "Queering the Catalog," 108
204 Rodney Carter, "Of Things Said and Unsaid: Power, Archival Silences, and Power
in Silence," Archivaria (September 2006): 215-233; Michelle Caswell, "Seeing
Yourself in History: Community Archives and the Fight Against Symbolic
Annihilation," The Public Historian 36, no. 4 (2014): 26-37; Caswell et al., " 'To
Suddenly Discover,' " 56-81; Andrew Flinn, "Community histories, Community
Archives: Some Opportunities and Challenges,” Journal of the Society of Archivists
28, no. 2 (2007): 151-176, https://doi.org.10.1080/00379810701611936; Andrew
Flinn, Mary Stevens, and Elizabeth Shepherd, "Whose memories, whose archives?
Independent community archives, autonomy and the mainstream," Archival Science
no. 9 (2009): 71-86, https.//doi.org.10.1007/s10502-009-9105-2.
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Along a similar line of thinking, crowdsourcing initiatives that allow
marginalized groups to, essentially, choose the LCSH that will represent and describe
them may help alleviate these biases.?% Periodically allowing these groups to update
those LCSH, to propose new ones, and to remove outdated ones—maybe even
between revisions—will also allow LCSH to be kept up-to-date more easily.

Next, as we educate current and future information professionals, we must do
so with an eye toward inclusive archival practices and critical cataloguing. Anne
Gilliand has written on the efficacy of a required course in the University of
California, Los Angeles' Archival Studies program focused exclusively on teaching
student archivists inclusive practices.??® While a full course may be a large
commitment for some institutions, it is a path worth investigating, especially because
critical cataloguing is not a frequent topic of discussion in LIS courses—yet itis a
topic that touches many aspects of an information professional's career.

Moreover, future archivists must be educated not only around diversity,
equity, and inclusion (DEI) principles but around diversity, equity, inclusion, and
accessibility (DEIA) principles. Some LIS programs are beginning to introduce
disability to their programs, but it is a slow and long overdue process. One in four
people is Disabled, making basic disability literacy—enough understanding about

disability to hold an intelligent conversation about multiple of its facets, enough

205 Katherine Crowe et al., "Inviting and Honoring User-contributed Content," in The
Lighting the Way Handbook: Case Studies, Guidelines, and Emergent Futures for
Archival Discovery and Delivery, eds. Mark A. Matienzo and Dinah Handel
(Stanford: Stanford University Libraries, 2021): 115-131.
206 Anne Gilliand, "Neutrality, social justice and the obligations of archival education
and educators in the twenty-first century archival science,” Archival Science no. 11
(2011): 193-2009, https://doi.org.10.1007/s10502-001-9147-0.
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knowledge to know when one doesn't know something about it, and enough
confidence to ask for help finding the best answers to one's questions—a skill as
important as any other form of literacy taught in an LIS program.?%’

Finally, conscious description encapsulates not just LCSH but descriptive
practices as a whole. Archivists at the University of North Carolina, Chapel Hill are
working to make their archival descriptions more racially sensitive.?% These efforts
include addressing racist, white supremacist language, adding relevant biographical
information to described subjects (e.g., including that they were a white supremacist),
and ceasing to presume whiteness (that is, instead of only labeling Black individuals
as Black, they are also labeling white individuals as white: "a white businessman,"
not just "a Black businessman™).2% Similar initiatives will need to be undertaken as
pertains to disability, including contextualizing harmful wording—even in titles and
names of institutions—with notes about the vocabulary, using preferred terminology,
and, when relevant, determining whether the repository where the records are located
is actually the best possible place for them, and integrating participatory practices at
all stages of the information life cycle.?*?

What, exactly, participatory practices would look like at each institution will

vary depending on their needs and the size of the collection. | envision something

207 Centers for Disease Control and Prevention, "CDC: 1 in 4 US adults live with a
disability," updated August 16, 2018,
https://www.cdc.gov/media/releases/2018/p0816-disability.html.
208 Jackie Dean, Conscious Editing of Archival Description at UNC-Chapel Hill,
presentation, Society of American Archivists Research Forum, 2019, 1-15.
209 Dean, Conscious Editing, 41-43.
210 Annalisa Moretti, "Reparative Description for Disability Collections," Archival
Outlook (November/December 2021): 8-9, 21.
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akin to a board of Disabled individuals whose job it is to provide input on the
descriptions of relevant archival records or other materials (say, marketing or policy
documents) as needed.?'! The mantra of the disability community is "nothing about us
without us"; why should archival description be any different? While perfect
representation of the heterogeneity of the disability community with such a board at
every institution in every community would be impossible, it would be a significant
improvement over the current situation, which has very little to no representation.
The LIS profession is moving toward diversity, inclusion, and justice—but
this is a long road. Moving LCSH's emphasis from literary warrant to cultural and
user warrant is a necessary step along this road, but, overall, fundamental societal
shifts in our perceptions of Disabled people must occur before LCSH can become
truly inclusive. Disability does not have to be the "silent D in Diversity."?!?
Information professionals must educate themselves on disability topics just as they
educate themselves on LGBTQIA+ and race topics, because it is only with true,
vigorous support of the disability community that disability can become a loud D.
LCSH are intended to reflect the language used in our society's literature, but
their failure to do this has been established. Greater weight given to cultural and user

warrant would not only increase the accuracy of LCSH, but, by foregrounding

211 would also advocate for these being paid positions, even if it were a small
amount. Too often, advocacy work is expected to be done for free, which adds to the
physical and emotional labor expected of already marginalized people.
Acknowledging the tight budgets of most archival institutions, even if it isn't highly
paid, if only the senior members of the group are paid, etc., the gesture indicates that
the actions the group is taking are valued by the institution.
212 Williams and Hagood, "Disability, the Silent D," 487-496.
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Disabled people's cultural validity, it would also increase the representational
belonging of Disabled people.

Ultimately, metadata shapes the knowledge and materials a user is able to
access and how they are able to access it. In doing so, it shapes how they perceive the
world around them. In the case of LCSH, overall, there is the potential for poor
representation (in the form of PFL) and spread of misinformation (in the form of
incorrect names of diagnoses). For better or worse, these factors will inevitably shape
users' perceptions by, about, and of Disabled people. When combined with the poor
representation discussed in chapter 2, the situation becomes even more frustrating.
Whether intentional or not, the result of these factors paired with poor representation,
like the impacts discussed in chapter 2, is perpetuation of the symbolic annihilation of
Disabled individuals and communities.

Thus, archival description, whether at the level of metadata or more broadly,
fails to sensitively and accurately depict the lived, embodied, complex experiences of
Disabled people/users—which impacts how they are perceived by others. But how is
it that Disabled users perceive the archives themselves that they use? This is the

question | explore in the following chapter.
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Chapter 4: "General lack of representation and accessibility":
Symbolic Annihilation & Disabled Individuals' Perceptions of
Music Archives

The chapter title quotation is from P13.
Introduction

When asked whether their overall perception of a music archive was positive
or negative, for one survey participant, what stood out the most to them about music
archives were their "[g]eneral lack of representation and accessibility” (P13). After
coming to the conclusions I did in the first two studies (chapters 2 and 3), | was
saddened but not surprised by their assessment of music archives.

Between October 7, 2022 and November 30, 2022, | surveyed Disabled
individuals over the age of eighteen with the aim of exploring the topic of symbolic
annihilation of Disabled individuals in music archives.?'® After reading literature
about symbolic annihilation occurring against other marginalized groups, | wanted to
know whether Disabled individuals felt symbolic annihilation was taking place—

specifically within music archives—and what community members felt was

213 Michelle Caswell, Marika Cifor, and Mario H. Ramirez, " 'To Suddenly Discover
yourself Existing": Uncovering the Impact of Community Archives,” The American
Archivist 79, no. 1 (2016): 59; George Gerbner, "Violence and Television Drama:
Trends and Symbolic Functions,” in Television and Social Behaviour, vol. 1, Content
and Control, ed. G. A. Comstock and E. Rubenstein (Washington, D.C.: U.S.
Government Printing Office, 1972), 44; Gaye Tuchman, "Introduction: The Symbolic
Annihilation of Women by the Mass Media," in Hearth and Home: Images of Women
in the Mass Media, eds. Gaye Tuchman, Arlene Kaplan Daniels, and James Benet
(New York: Oxford University Press, 1978), 3-38. See also: Gaye Tuchman,
"Women's Depiction by the Mass Media," Signs 4, no. 3 (1979): 528-542.
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contributing to it.?!* I came into this project with a personal bias based on personal
experience as a Disabled (Autistic) woman myself; I believed symbolic annihilation
was taking place and had some of my own thoughts about what might be contributing
to it, but I wanted to know what the rest of my community felt and experienced.
Methods

On October 3, 2022, | received IRB approval for a public, online survey of
Disabled individuals' perceptions of music archives, and it ran between October 7,
2022 and November 30, 2022. (To view the IRB approval letter, see Appendix 1.)
Prior to launching the survey, | piloted it with five people between September 12,
2022 and September 21, 2022. The major changes made after this period were the
addition of a definition of "archive™ to avoid confusion over what an archive was in
the context of this survey, clarified wording in questions, and correction of
misfunctioning questions. After launching the survey, I discovered one question that
continued to function incorrectly due to logic errors, such that no participants were
ever routed to it. This question was later removed from data analysis.

Once it launched on October 7, 2022, participants took the survey on
Qualtrics, and it ran, depending on their selections, somewhere between fifteen and
forty-five multiple choice and open-ended questions. Only questions that determined

the flow of the survey were required, and no demographic information was collected

214 Caswell et al., " 'To Suddenly Discover yourself Existing,' " 59; Gerbner,
"Violence and Television Drama," 44; Tuchman, "Introduction,” 3-38; Elspeth
Brown, "Archival Activism, Symbolic Annihilation, and the LGBTQ2+ Community
Archive," Archivaria 89 (Spring 2020): 6-33; Michelle Caswell, "Seeing Yourself in
History: Community Archives and the Fight Against Symbolic Annihilation,” The
Public Historian 36, no. 4 (2014): 26-37.
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to preserve anonymity. At the end of each block of quantitative questions, participants
had the opportunity to provide additional written detail about their responses if they
chose to.

The survey had seventy-two potential total questions, including "questions"
that were text providing context for the following block of questions, but, due to the
way the survey was pathed, no participant saw them all; most saw roughly half of
them. The survey was grouped into nine sections: Introduction, Identities, Archive
Use, General Archive Perception, Accessibility, Music Archive Perception, Figure
Perception, Library of Congress Subject Headings, and Conclusion. To view the full
survey instrument, see Appendix V. (To view the recruitment materials, survey
information site, and consent form, see Appendices I, 111, and 1V.)

Introduction acted as an electronic consent form and explained the survey
procedures. Identities collected information about the survey participant that ensured
they met the participation requirements (and no more); if they did not, they were
routed out of the survey. Archive Use collected information about the types of
archival research participants had previously conducted, if any, and, if they had not
conducted any, why they had not. General Archive Perception built on the previous
section, asking about whether those experiences had been positive or negative and
how they could be improved upon. No leading questions about representation or
music were asked at this point. If a participant had not had any experience with
archives, they did not answer this section's questions; indeed, they skipped to Figure

Perceptions.
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The Accessibility section collected information about how participants
perceived the access barriers in the physical and digital archives they used. A section
on Music Archive perceptions asked the same questions as General Archive
Perception, but specific to music archives. Only participants who had both used an
archive and had used a music archive were routed to this section, which was roughly
86/177 (48%), though only ~40/177 (22%) answered each question on average.

Figure Perception looked at whether participants perceived certain musical
figures as explicitly Disabled or not. All participants were routed to this section. All
participants were also routed to the Library of Congress Subject Headings section, but
only one participant answered in a way that allowed them entry; this section is
explored in more detail in chapter 3 and, as such, is not explored here. Conclusion
provided closing information to participants and offered them the opportunity to
participate in follow-up studies.

In order to get at the topic of symbolic annihilation without my participants
necessarily knowing the phrase or anything about it from a scholarly standpoint, |
asked questions about how accurately represented they felt as Disabled individuals in
archival materials, the amount of material about Disabled individuals they
encountered in archives, and how those two realities affect their overall perceptions
of music and non-music archives. In order to begin to explore the impacts of
symbolic annihilation, I also asked questions about whether or not increased access to
materials describing well-known musical figures as Disabled would change their

perception of them.
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| drew my participant pool from online communities on Reddit and Facebook
for musician or Disabled individuals, email listservs at universities and colleges, and
personal connections. There were 177 overall participants. After the survey closed, |
exported the data from Qualtrics and imported it to SPSS. To analyze written
responses, | used qualitative coding (using inductive and grounded coding methods)
and word clouds. To analyze numeric responses, | focused primarily on preliminary
analysis, such as frequency counts. My overall approach was descriptivist and
interpretivist.?1®

A note about language: In the survey questions, | chose not to capitalize
"Disabled.” This is because capitalizing "Disabled" is a relatively recent and therefore
political choice. Because I did not want my survey to become an overtly political
space (more so than it already would be, given its subject matter), | elected to use the
more neutral lowercase "disabled” throughout. While it was not my personal
preference, | thought it was more important that | focus on data collection than on
making a political statement about language with my survey and risk biasing results
or alienating potential participants. | make my statements about language here firmly

and with pride.

215 Carolyn Hank, Mary Wilkins Jordan, and Barbara M. Wildemuth, "28: Survey
Research,” in Applications of social research methods to questions in information and
library science, ed. Barbara Wildemuth (California: Libraries Unlimited, 2017): 272—
283; Tina Goethals, Elisabeth De Schauwer, and Geert Van Hove, "Weaving
Intersectionality into Disability Studies Research: Inclusion, Reflexivity and Anti-
Essentialism," DiGeSt, Journal of Diversity and Gender Studies 2, no. 1-2 (2015):
75-94; Alison Jane Pickard, Research Methods in Information, 2nd ed. (London:
Facet Publishing, 2013).
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Literature Review
In an archival context, disability is often acknowledged only from a purely

physical standpoint or from the standpoint of meeting the requirements of the
Americans with Disabilities Act (ADA).?*¢ There are three problems with this reality.
First, it suggests that the most support Disabled individuals are entitled to is the bare
legal minimum—and nothing more. Second, by focusing only on the physical aspects
of accommodating a disability, the lived, complex reality of disability is erased; that
is, the Disabled person themself is reduced to the physical alterations to the space
needed to accommodate them. Third, this orientation fails to make space in disability
discussions for non-physically or invisibly Disabled individuals in the first place.
Creating accepting archival spaces for Disabled individuals goes beyond widening the
spaces between shelves. The very mindsets of the people inhabiting those spaces must
be addressed.

In 1972, George Gerbner termed the absence of a particular group (especially
gender, racial, or sexual minorities) from media and the ways in which that absence

can erase them from public consciousness symbolic annihilation.?!” In archival

216 | ora Davis, "Providing Virtual Services to All: A Mixed-Method Analysis of the
Website Accessibility of Philadelphia Area Consortium of Special Collections
Libraries (PACSCL) Member Repositories,” The American Archivist 75, no. 1
(Spring/Summer 2012): 43; SAA Task Force to Revise Best Practices on
Accessibility, "Guidelines for Accessible Archives for People with Disabilities,"
Standards, updated September 24, 2019,
https://lwww2.archivists.org/groups/reference-access-and-outreach-section/guidelines-
for-accessible-archives-for-people-with-disabilities; Brenda Beasley Kepley,
"Archives: Accessibility for the Disabled,” The American Archivist 46, no. 1 (Winter
1983): 42-51; Donna McCrea, "Creating a More Accessible Environment for Our
Users with Disabilities: Responding to an Office for Civil Rights Complaint,”
Archival Issues 38, no. 1 (2017): 7-18, https://doi.org/10.31274/archivalissues.11029.
217 Gerbner, "Violence and Television Drama," 44.
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theory, symbolic annihilation has come to refer to "how members of marginalized
communities feel regarding the absence or misrepresentation of their communities in
archival collection."?*®
Building from symbolic annihilation, anticipatory erasure refers to an
expectation of encountering "erasure...in archival material."?!® Anticipatory erasure
expands the scope of symbolic annihilation in archives in ways unique to
disability and ableism: [individuals] not only felt their erasure in history but
also deeply knew the different forms of erasure of disability in archives in
such a way that they anticipate encountering them. This...adds an additional
affective dimension of anticipation, which is informed by the symbolic
annihilation that they may have experienced before (in archives and in life),
that forms their imaginaries around future experiences [italics in original].??°
That is, an individual who is part of a marginalized group conducts archival research
with the expectation that they will not find materials by, about, or from individuals
who are part of the same group as them—or that, when they do, it will be painfully

negative.??! This expectation is its own negative experience.

218 Gerbner, "Violence and Television Drama," 44; Caswell et al., " 'To Suddenly
Discover yourself Existing,' " 59; Tuchman, "Introduction," 3-38.
219 Gracen Brilmyer, " 'I'm also prepared to not find me. It's great when | do, but it
doesn't hurt if I don't’: crip time and anticipatory erasure for disabled archival users,"
Archival Science no. 22 (2022): 178, https://doi.org/10.1007/s10502-021-09372-1.
220 Brilmyer, " 'I'm also prepared to not find me,' "181.
221 Disabled individuals are often portrayed in archival documents "as pitiable, as
dangerous, as a medical 'problem’ to be eliminated" (483). Gracen Brilmyer, " "It
Could Have Been Us in a Different Moment. It Still Is Us in Many Ways'":
Community Identification and the Violence of Archival Representation of Disability,"”
in Sustainable Digital Communities, eds. Anneli Sundgvist, Gerd Berget, Jan Nolin,
and Kjell Ivar Skjerdingstad (Cham: Springer International Publishing, 2020): 480—
486, https://doi.org/10.1007/978-3-030-43687-2_38.
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Gracen Brilmyer has previously extended conversations around academic
ableism to the archival space.??? In particular, they have called the accumulated sense
of unbelonging gathered "through different norms, expectations, and inaccessible
facets" emotionally expensive.??® They have also built on Annika M. Konrad's work
on access fatigue, or "the everyday pattern of constantly needing to help others
participate in access, a demand so taxing and so relentless that, at times, it makes
access simply not worth the effort."??* In doing so, they point out that symbolic
annihilation of Disabled people in archives is not limited to the contents of the
collections themselves, but, through the inaccessibility of the collections, Disabled
people also become symbolically annihilated from the archive space itself.

In 2004, Jocelyn Dodd and her team of researchers sent out a questionnaire to
just over 200 museums in the U.K. asking if they had materials relevant to
disability.??® Just under 100 of the questionnaires were returned, and the majority of
responses indicated that they had no disability-related materials in their collections.?2®
Yet when the researchers visited their collections, they generally found that they held

at least some—if not many items—related to disability.??” While major physical

222 Gracen Brilmyer, " 'They Weren't Necessarily Designed with Lived Experiences
of Disability in Mind': The Affect of Archival In/Accessibility and 'Emotionally
Expensive' Spatial Un/Belonging," Archivaria 94 (Fall/Winter 2022): 120-153,
https://archivaria.ca/index.php/archivaria/article/view/13869.
223 Brilmyer, " 'They Weren't Necessarily," 148-149.
224 Annika Konrad, "Access Fatigue: The Rhetorical Work of Disability in Everyday
Life," College English 83, no. 3 (2021): 180; Brilmyer, " "They Weren't Necessarily,"
149.
225 Jocelyn Dodd et al., "Buried in the Footnotes: The Representation of Disabled
People in Museum and Gallery Collections,” Research Centre for Museums and
Galleries Phase 1 Report (September 2004): 1-26.
226 Dodd et al., "Buried in the Footnotes," 10.
227 Dodd et al., "Buried in the Footnotes," 10.
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alterations to an archive's space may be financially unattainable for many, simple
alterations to mindset (that is, how the archivists view the items in their collections)
are very attainable. Records about disability exist within most archives; as
demonstrated by the study conducted by Dodd and her collaborators, it is often only a
matter of locating, describing, and presenting them as such.

There is very little written on music archives and disability, but, in the context
of music academia more broadly, disability has typically been discussed in the
context of Modern music??® or in the context of age-related disability.??° This is
problematic because it assumes that disability (and Modern music) has an unpleasant
aesthetic by default, and, moreover, it presumes that aesthetic to be broken (i.e.,
needing fixing) as its basis for analysis.?3® Why could Romantic or Baroque not be an
equally fruitful era of music for disability analysis? Likewise, the age-related
disability bias forgets that many of the composers under study in Western Art music
were Disabled early in their lives, not just late in life. This particular type of bias
leads to incomplete scholarship, as only a portion of the individuals' life is studied
and/or presented.

While there is some excellent and inspiring work being done by Michael

Bakan on autism from an ethnomusicological perspective?! and Katherine Meizel on

228 Joseph Straus, "Normalizing the Abnormal: Disability in Music and Music
Theory," Journal of the American Musicological Society 59, no. 1 (Spring 2006):
113-184, https://wwww.jstor.org/stable.10.1525/jams.2006.59.1.113.
229 Joseph Straus, "Disability and 'Late Style' in Music," The Journal of Musicology
25, no. 1 (Winter 2008): 3-45, https://doi.org/10.1525/jm.2008.25.1.3.
230 Straus, "Normalizing the Abnormal," 113-184.
231 Michael B. Bakan, " 'Don't Go Changing to Try and Please Me': Combating
Essentialism through Ethnography in the Ethnomusicology of Autism,"
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disability and vocality?®? and recent literature has begun to demonstrate a greater
focus on the preferences of the disability community, this is still an infrequent
phenomenon.?3 Much of the academic literature currently being published on
disability and archives still resorts to person-first language, disability stereotypes,
talking for the Disabled person instead of quoting them or otherwise allowing them to
speak for themself, demeaning language choices (e.g., differently-abled, handi-
capable, etc.), and other harmful or otherwise offensive choices. These are choices
that are easily avoided, and, if they were made for any other marginalized group,
would be immediately called out.

The issue of symbolic annihilation is a systemic one; it is not one that began
in archival collections alone. It is one that reflects broader societal views about
disability and its importance as a history to be remembered. Archivists' publications
reflect the importance they place on that history; their collections reflect that
importance; their advocacy work reflects it; their word choices in their social media
posts reflect it; the words they use on a day-to-day basis reflect it. Symbolic
annihilation does not begin because of any one cause, and it will not end with any one
solution. But there are ways archivists and allies can work against it.

I move now to the findings of my survey.

Ethnomusicology 59, no. 1 (February 1, 2015): 116-144,
https://doi.org/10.5406/ethnomusicology.59.1.0116.
232 Katherine Meizel, "Voice and Disjuncture in Celebrity Impersonation,” in
Multivocality: Singing on the Borders of Identity (Oxford: Oxford Scholarship
Online, 2020): 71-89, https://doi.org/10.1093/0s0/9780190621469.001.0001.
233 Annalisa Moretti, "Reparative Description for Disability Collections," Archival
Outlook (November/December 2021): 8-9, 21.
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Findings
Based on the emotional responses to my survey, this is a long-overdue area of

study. Many participants expressed sentiments to the extent of "'l thought I was alone
in feeling poorly represented. I'm glad to see I'm not the only one."” Disabled users of
music archives exist, they do not feel well-represented in music archives—and it is
time for that to change.

Introduction

In the interest of maintaining the anonymity of the survey, | did not collect
any demographic information about my participants. I did, however, ask them—if
they were comfortable disclosing the information—to share what category their
disability falls into. | asked this because having that information would allow me to
tailor follow-up research or suggestions to the needs of a particular group.

For instance, if my survey findings suggested that the majority of music
archive users were Blind, I would tailor my suggestions toward the needs of that
community. Or, if my survey findings suggested that the majority of music archive
users were physically Disabled, | would tailor my suggestions toward the needs of
that community. I found that the majority of my survey participants were
neurodiverse (Tables 3 & 4) and that, within that category, the majority of those

participants were either Autistic or had ADHD 96/292234 (33%) (Figure 9).2%

234 Throughout this chapter, denominators will indicate the total number of
responses/respondents to a particular question. This is to account for the fact that not
all participants answered all questions or, at times, single respondents answered one
question multiple times.
235 At the time of the writing of this survey, ASD, ADHD, and other neurodivergent
ways of being were still considered developmental conditions rather than brain
differences. As such, "developmentally disabled™" appear on the list of options in
Figure 10, but something like "I have a brain difference” does not. That is a product
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If you are comfortable doing so, you can provide more

information about the nature of your disability here.
Select all that apply.

I am physically disabled. 78 26.7%

I am developmentally disabled. |51 17.5%

I am mentally disabled. 74 25.3%

I have an age-related disability. |2 0.7%

I have another form of disability. | 21 7.2%

Other, please specify: 18 6.2%

If you'd like to provide more 48 16.4%

detail, you can enter it here:

Total 292

Table 3: If you are comfortable doing so, you can provide more information about the
nature of your disability here. Select all that apply. (A)

If you are comfortable doing so, you can
provide more information about the nature of

your disability here. Select all that apply.
Audio 4 1.5%
Visual 4 1.5%
Neurological 23 8.4%
Mental 40 14.6%
Physical 72 26.3%
Neurodiverse 126 46.0%
Other 5 1.8%
Total 274

Table 4: If you are comfortable doing so, you can provide more information about the
nature of your disability here. Select all that apply. (B)

of the hidden timelines academia, and it is something that my survey participants
(rightfully) criticized me for in the "other" options. | wish I could have updated my
language when that reclassification was made, and it is certainly an option that will be
available in any follow-up research that is conducted.

125



Generalized

Hyper Dlsabllltyl\‘lovcmcnt

e Mental . ta
L“D‘abetesAD HD
Vision @ As Hard of Hearing
Tbi Br i Neuri athy

ma_Ehlers

Amputee AL Cardiovascular

EDS
. & N Type.,
" Medica ) o . OCD

Anxxety

Wheelc ¥,
Depressmu

AddCPTSD'""’“”". Impairmient ] """"" NeurologlcalNeck

Syndrome s o r Physical -
C nndltlon
Bethlem

Ic_.-u'mn;~
ADHD %pcclrum Chronlc (hmmcthcsm

Figure 9: If you are comfortable doing so, you can provide more information about
the nature of your disability here. Select all that apply. (C)

The other primary information-gathering question | asked was about
participants' connections to music. Most participants were not professional musicians
and simply enjoyed listening to music or were amateur/student musicians (Table 5).
There was also a substantial population of writers/composers of music represented
within the participant population. Participants were able to select all descriptors that
applied to them, so the total count represented in Table 5 is much higher than the total

number of participants (177).

‘What is your connection to music? Select all that
apply.

I'm a professional musician. 11 2.9%
I'm an amateur/student 69 17.9%
musician.
I'm a music teacher/professor. 9 2.3%
I love listening to music. 134 34.8%
I write/compose music. 45 11.7%
I'm a member of a 24 6.2%
band/choir/orchestra/etc.
I'm a dancer. 8 2.1%
I just like listening to music. 34 8.8%
I have another connection to 51 13.2%
music. Please specify:
Total 385

Table 5: What is your connection to music? Select all that apply.
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| also asked participants about their past interactions with archives. 64/95
(67%) had used a non-music archive before, and 17 (18%) weren't sure if they had.
25/86 (29%) had used a music archive before, and 12/86 (14%) weren't sure if they
had. Participants were using non-music archives for academic and personal research
at a fairly similar rate (Table 6), while they seemed to be using music archives for
personal research at a slightly higher—though not substantial, given the sample
size—rate (Table 7). In their qualitative responses, they often described using music
archives as places to go when looking for music to listen to for personal use, when
they weren't able to locate a particular piece through other, more mainstream sources

(such as YouTube, Spotify, or Apple Music).

General Archive Use

Academic research | 44 |36.7%

Genealogical 12 | 10.0%
research

Personal research | 43 | 35.8%

Professional 8 6.7%
research

Other 13 |10.8%
Total 120

Table 6: In what context were you using the [NON-MUSIC] archive?
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Music Archive Use

Academic research | 10 | 23.8%

Genealogical 0 [0.0%
research

Personal research | 16 | 38.1%

Professional 6 |14.3%
research

Other 10 | 23.8%
Total 42

Table 7: In what context were you using the MUSIC archive?

Finally, | asked the participants who had never used an archive before to
describe why they had never chosen to do so, and 35/69 participants (51%) responded
that they were not aware of archives available to them (Table 8, first two rows). In the
written qualitative responses, all three participants expressed a sentiment akin to "I

never felt | needed to access an archive, so | never looked."

If you have never used an archive, why not? Check all that apply.

I didn't know of any in-person archives available to me. 19 | 27.5%
I didn't know of any digital archives available to me. 16 | 23.2%
I didn't feel I had the skill set necessary to successfully navigate an 8 |11.6%

archive (digital OR in-person).

I didn't feel that archival materials would help me find information I 9 |13.0%

wanted.

I didn't think an archive would have materials about the topic I was 8 |11.6%
interested in.

The archive(s) available to me did not meet my accessibility needs. 6 [8.7%
Other 3 [4.3%
Total 69

Table 8: If you have never used an archive, why not? Check all that apply.

Perceptions of Archives
Overall, a difference in how participants are thinking about music archives as

opposed to general archives emerged the survey responses. Music archives, in
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participant responses, seem to deal with older, yet digitized materials, while archives
in general seem to deal with collecting and preserving materials. While these two
processes are by no means mutually exclusive, it is interesting to see which parts of
the process are emphasized based on the institution's primary purpose (music or
general).

When asked to describe what an archive is in their own words, participants
gravitated toward words that focus not so much on the "old-ness" of the items an
archive might hold but on the collection and preservation of the items (Figure 10).
That is, participants did not seem to default to the "archives as dusty boxes in a
basement" stereotype. However, when asked what the first five words were that came
to mind when thinking of a music archive, the most common word by far was "old"
(Figure 11).
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Figure 10: In your own words, what is an archive?
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Figure 11: What are the first five words that come to mind when you think of a
MUSIC archive?

"Digital™ is also displayed much more prominently in the music archive word
(Figure 10) cloud than in the archive word cloud (Figure 11), suggesting that
participants perceive music archives as based on digital files—if not primarily an
online phenomenon. To that point, general archives have a greater emphasis on the
word "place,"” potentially suggesting a greater tie to physical locations.

Indeed, participants do seem to use music and non-music archives differently
when it comes to in-person and virtual modalities. 36/73 (49%) participants used non-
music archives both in-person and online, while only 29/73 (40%) participants used
non-music archives only online (Figure 12). But when it came to music archives, a far
greater majority used them only online: 21/35 (60%) used them exclusively online,

while only 7/35 (20%) used them both in-person and online (Figure 13).
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Were you using the [NON-MUSIC] archive in-person, online, or both?

Only in-person

Only online

Both in-person and online

Other

Figure 12: Were you using the [NON-MUSIC] archive in-person, online, or both?
Total: 73

Were you using the MUSIC archive in-person, online, or both?

Only in-person

Only online

Both in-person and online

Other

16.5 22

Figure 13: Were you using the MUSIC archive in-person, online, or both? Total: 35
Finally, as a point of clarification, "diverse" shows up as a rather large word in

the music archive word cloud (Figure 18), but it was major point of critique—not
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celebration—for participations, which suggests that this was not necessarily a
descriptor of the archives so much as simple word association. %

All of this together suggests that participants are thinking of music archives as
similar to general archives but as somewhat distinct entities with distinct functions
and characteristics. With these distinct functions and characteristics come distinct
expectations, as is seen with "diverse" and as will be explored further in the below
sections.

Perceptions of Composers
| wanted to know how each of four musical figures—Ludwig van Beethoven,

Wolfgang Amadeus Mozart, Amy Beach, and Ray Charles—would be perceived by
Disabled people who self-identified as having some sort of tie to music in their life. In
particular, I wanted to know whether they would be perceived as Disabled and if
having archival evidence—whether in the form of records, finding aids, or something
else—that these individuals were Disabled would alter their perception in some way.

| intentionally chose these four for a number of reasons. First, | anticipated
that my participants would be largely English-speaking. For better or worse, archives
in the English-speaking world are largely spaces that deal with the Western Art
canon, meaning that figures like Beethoven, Mozart, and Beach would likely be
represented within them. Second, Charles is a recognizable popular figure, as are

Beethoven and Mozart. Third, the narratives around Beethoven and Charles tend to be

236 Similarly, that "culture™ also shows up in this word cloud (Figure 11) is a point of
interest that would require follow-up questioning. Were participants referring to
particular musical cultures? Cultural representation? Lack of cultural representation
(as with diversity)?
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defined by their respective disabilities, while Beach's and Mozart's disabilities are
only (illicitly) speculated about.

| was curious to see how participants’ responses would align with these
broader narrative tendencies. Were participants looking for ways to engage with their
own histories? To find figures like them? Were they too tired of the silence that has
sprung up around disability and musical figures? Or had the silence and symbolic
annihilation done its work—did they know the histories were there to be found in the
first place?

Participants’ answers did not disappoint. They largely reflect what might be
expected, given the general public's knowledge of each figure. As can be seen in the
word cloud created from created from a question asking participants to name the first
five adjectives that come to mind to describe Beethoven, the most common word was

"Deaf" (Figure 14).
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Figure 14: Beethoven Word Cloud
When asked if they thought of Beethoven as Disabled, 35 of 48 respondents

(73%) said "yes," 13 said "no," and none answered that they did not know who that is.

133



Of those 13 who said "no," 8 (62%) said that encountering archival materials that
described Beethoven as Disabled would change their perception of him, while the
other 5 said they would need more information. None said encountering archival
materials describing Beethoven as Disabled would not change their perception of
him.

Next, participants described Mozart primarily as "classic" (Figure 15).2%” That
both prodigy and child emerge so prominently is interesting, again demonstrating the
strength with which the eternal child narrative sticks to Mozart. No disability-related

words emerge in Mozart's word cloud (Figure 15).
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Figure 15: Mozart Word Cloud
However, 47 people answered a question about whether they thought of
Mozart as Disabled, and 10 (21%) said they did; 37 (79%) said they did not. Of those

37 participants who said they did not think of Mozart as Disabled, 24 (51%) said that

237 The prominent inclusion of "[Antonio] Salieri" is likely due either to Mozart's
rivalry with Salieri or to the popularization of a myth by the movie Amadeus that
Salieri murdered Mozart. No evidence to support such proceedings has been
uncovered to date. While an exact cause of death has not been determined, murder
(by poison or by other means) has largely been ruled out.
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seeing archival records that described him as such would change that perception,
while the remaining 13 (28%) said they would need more information. None of them
said their perception would be unchanged.

Moving now to Beach, she has two word clouds, because many participants
who answered the question the clouds are based on used the phrase "I don't know" or
the acronym "IDK" in their response. The word cloud generator | used did not handle
apostrophes well, so the most common words became "Don" (from "don't"), "know,"
and "idk," which were not helpful. This data created Figure 16. In order to get more
useful information from the survey data, | replaced responses that used "I don't know"
or "idk™ with the single word "Unknown," then regenerated the word cloud (Figure

17). This produced a more readable and usable word cloud.
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Figure 16: Beach Word Cloud (with "IDK")
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Figure 17: Beach Word Cloud (with "IDK" removed)

In this cloud, "Unknown" is the largest word (Figure 17). | speculate that
some of the other large words (like "shell,” "palm," "oyster," and "soup™) have more
to do with free word association with Beach's last name (that is, they are connected
with the location of a beach) than with Beach herself, because Beach is not known for
her connection to anything like seashells, palm trees, or oyster soup.

That participants would be inclined more toward a truly free word association
for a figure they are less familiar with is logical. When asked if they thought of Beach
as Disabled, 41 of 47 respondents (87%) answered that they did not know who she
was. That said, of the 5 participants who answered that they did not think of Beach as
Disabled, 2 said that seeing archival records or materials that described her as such
would change their perception, while 3 said they would need more information. None
said their perception would remain the same. This emerging pattern—that of users
changing perceptions of musical figures after seeing archival materials describing
them as Disabled—is important to pay attention to. As we will see, it continues to

strengthen.
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Finally, Ray Charles is, perhaps, the most unique figure of the four | asked
participants to describe, in that he was the most recent performer among them.
Similar to Beethoven, participants identified him with his particular disability—being
Blind—»but they did not identify him here as Disabled (Figure 18). 29/47 (61.7%)
participants did, however, identity him as Disabled when asked directly. Of the 4
respondents who said they did not think of Charles as Disabled, 2 said that seeing
archival records or materials that described him as such would change their
perception, 2 said that they would need more information, and none said that their
perception would remain the same. Again, the importance archival records might play

in changing perceptions of musical figures coming into play can be seen.
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Overall, of the four figures asked about, only Beethoven and Charles were
perceived as Disabled. But, importantly, they were not perceived as Disabled but as
either Deaf or Blind and were specifically perceived as "the Deaf composer” or "the
Blind jazz/soul pianist.” That is, they were defined only as their disability, not as a

full, complex human who is Disabled. There is a fine line between embracing a
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disability identity and reducing an individual to it. In these cases, our narratives have
either fallen toward the latter—or, in the cases of Mozart and Beach, have simply
refused to acknowledge the potential involvement of disability in them at all.

There are no narratives of empowerment offered to Disabled individuals when
musicians speak of Beethoven—only the reminder that he overcame his disability in
order to compose his magnum opus (the Symphony No. 9). But that narrative is
simple, and it is hurtful. Disabled individuals do not need to overcome any part of
themselves. Beethoven did not overcome his disability in order to compose the
Symphony No. 9; he drew on his plentiful compositional skills and experience and
used the unique accommaodations he had rigged up for himself in order to compose it.
He was still Disabled throughout the process.?

Archives and archival records are uniquely situated the beginning of the
historical narrative framing process to change how we talk about historical figures.
That is not a power to be taken lightly. Let us wield it responsibly and intentionally.
Let us wield it factually.

In order to do that, more archival records and materials that factually describe
Disabled figures and histories are clearly needed. If they are present, more individuals
are likely to encounter them and recognize the Disabled (or potentially Disabled)
figures and histories described in them as Disabled, which would go a long way

toward decreasing symbolic annihilation and increasing representational belonging.*°

238 See also: Brilmyer, " 'It Could Have Been Us," 480-486.
239 Caswell et al., " "To Suddenly Discover,' " 76.
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Perceptions of Representation
Overall, this sub-section’s findings suggest that the more specific a topic-focus

an archive has on music, the less accurately represented Disabled individuals—
particularly Disabled musicians—feel by its records. In other words, the greater the
topic-focus an archive has on music, the more Disabled individuals feel the effects of
symbolic annihilation.

Generally, participants did not expect to find archival material that reflected
their experiences or represented them (Figure 19). Of the 29 respondents, 27 (93%)
expected to find "none at all" or "a little) (Figure 19). This is anticipatory erasure at
work, and it is unjust.?*° Disabled musicians (and users in general) should be able to
turn to a (music) archive and expect to find themselves reflected there. Archives are
thus amplifying broader societal tendencies toward erasure or lack of attention paid to

Disabled people by symbolically annihilating them.

How much material about [D]isabled people did you expect to find in
a MUSIC archive?

A great deal

Alot

A moderate amount
Alittle

None at all

Figure 19: How much material about Disabled people did you expect to find in a
MUSIC archive? Total: 29

240 Brilmyer, " 'I'm also prepared to not find me,' " 178.
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When it comes to accuracy of representation, participants generally reported
feeling poorly represented in archives, especially when asked about their particular
role as a musician in music archives. When asked how accurately they felt
represented as a Disabled person in non-music archives, 50 of 53 (94%) respondents
said they felt somewhere between "not at all accurately” represented and "moderately

accurately" represented (Figure 20).

How accurately do you feel represented as a [D]isabled person in
NON-MUSIC archives?

Extremely accurately
Very accurately
Moderately accurately
Slightly accurately

Not at all accurately

Figure 20: How accurately do you feel represented as a [D]isabled person in NON-
MUSIC archives? Total: 53

Next, when asked how accurately they felt represented as a Disabled person
in music archives, 21 of 24 people (88%) said they felt somewhere between "not at all
accurately” represented and "moderately accurately™ represented (Figure 21). Then,
when asked about how well-represented they felt in music archives as a Disabled
person with a relationship to music, of the 25 of 28 people (89%) said they felt
somewhere between "not at all accurately™ represented and "moderately” represented

(Figure 22).
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As a [D]isabled PERSON, how accurately do you feel represented in

MUSIC archives?
Extremely accurately
Very accurately
Moderately accurately
Slightly accurately
Not at all accurately
0 25 5 7.5 10

Figure 21: As a [D]isabled PERSON, how accurately do you feel represented in
MUSIC archives? Total: 24

As a [D]isabled person with a relationship to music, did you feel
represented in the MUSIC archive(s) you used?

Completely represented
Mostly represented
Somewhat represented
Somewhat not represented

Not at all represented

Figure 22: As a [D]isabled person with a relationship to music, did you feel
represented in the MUSIC archive(s) you used? Total: 28

Finally, when asked about how represented they felt as a Disabled musician in
archival records, 50 of 53 people (94%) said they felt somewhere between "not at all

accurately" represented and "moderately accurately” represented (Figure 23).
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As a [Dlisabled MUSICIAN, how accurately do you feel represented by
the records in MUSIC archives?

Extremely accurately
Very accurately
Moderately accurately
Slightly accurately

Not accurately at all

Figure 23: As a [D]isabled MUSICIAN, how accurately do you feel represented by
the records in MUSIC archives? Total: 53

It is counterintuitive that a musician should feel less accurately represented in
a music archive than a general one, yet this is the reality in which we seem to find
ourselves. While the sample size in this section is, at times, small, it is worth deeper
exploration of the trends found here. Disabled musicians should be able to reliably
turn to music archives as sources of information on their own histories and see their
own experiences reflected back to them.

Perceptions of Accessibility
Archives are not generally constructed (physically or otherwise) with an

embodied experience of disability in mind, making access a challenge.?* Common
challenges faced include finances for travel to physical locations,

elevator/stair/doorway/etc. access issues, logistical issues (e.g., reading room policies

241 Brilmyer, " 'They Weren't Necessarily," 120-153.
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creating additional barriers), and disability not being valued as an identity equal to
personhood.?4?

Participants in my survey responded to a question asking how well archives
met their accessibility needs with a relatively standard distribution. While the spread
of responses was relatively standard, in the qualitative follow-up space, a different
story emerged. Most participants gave a follow-up response that echoed the sentiment
articulated by one participant: "I get by" (P4).

By that, some meant that their disability didn't always direct impact archival
work, some meant that their disability did impact it but that they had developed their
own ways of accommodating themselves (without the assistance of archival staff),
some meant that they had figured out accommodations (with the help of archival
staff), and others meant something else. But regardless of what, exactly, they were
getting at, responses that conveyed the sentiment of "I get by" evoked a tired and
resigned air that expressed both the physical and emotional work that goes into being
Disabled in a world not made for Disabled people. They expected not to be
accommodated in an archival setting, and they made do in that reality because it was
the one they expected to live in. In 2023, that is an unacceptably low bar.

In the digital age, it was unsurprising that another common trend was an
expressed need for more digital copies of items for use with programs like screen
readers, text-to-speech software, or zoom software. A few Deaf and hard-of-

hearing?* participants also expressed the need for digitized audio files they could

242 Brilmyer, " 'They Weren't Necessarily," 134144,
243 "Hard-of-hearing" is not a preferred descriptor for all individuals, and that is
something | recognize. | use it here because it is the descriptor some of the
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easily download onto their own devices for use with their own implants or other

hearing devices without needing to specially request them.

Overall Perceptions of Music Archives
Overall, Disabled individuals seem to hold a lower general perception of

music archives than of general archives. Based on findings from previous sub-
sections and the context of the survey, this is likely due to low perceptions of overall
representation.

When asked about their overall perceptions of non-music archives, the
majority of respondents said it was "somewhat positive” (Figure 24). But when asked
about their overall perceptions of music archives, the majority said it was "neither
positive nor negative" (Figure 25). This drop in perception for music archives as
compared to general archives is a consistent trend throughout my survey data. My

participants simply do not perceive music archives as positively as general archives.

participants I'm referencing used, and | want to use the terminology they describe
themselves with.
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Overall, would you say you have a positive or negative perception of
archives NOT related to music?

Extremely negative

Somewhat negative

Neither positive nor negative

Somewhat positive

Extremely positive

o
]
o

15 225 30

Figure 24: Overall, would you say you have a positive or negative perception of
archives NOT related to music? Total: 58

Overall, would you say you have a positive or negative perception of

MUSIC archives?
Extremely negative
Somewhat negative
Neither positive nor negative
Somewhat positive
Extremely positive
0 10 20 30 40

Figure 25: Overall, would you say you have a positive or negative perception of
MUSIC archives? Total: 60

Conclusion
Previous research has made clear that one of the most effective ways to

combat symbolic annihilation is to expand collections or to reevaluate materials in
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existing collections.?** This data supports that conclusion. It also makes clear the
importance of telling complex narratives about historical figures and of not reducing
the aesthetic of disability to harmful stereotypes.

This data also provides insights into the potential impacts of symbolic
annihilation in the form of the composer perceptions as well as useful information
about user views on archives' accessibility and representation. Finally, it also suggests
that there may be a small but substantial difference in how users perceive topic
archives from general archives that spills over into their expectations for them. While
this distinction in my survey findings could have resulted from the survey structure
(asking questions about music and non-music archives), greater parity between
responses to music and non-music archives would have been expected if that were the
case; this suggests that there is true topic perception difference, though follow-up
study to confirm this should be conducted.

Combined, these sub-sections' findings reflect what many musicians know
from personal experience: as a field, music lags behind others when it comes to issues
of diversity and representation, and those issues extend to disability. Symbolic
annihilation has created a reality in which Disabled musicians' histories and
experiences have been hidden from view. Archival users have tired of this reality, and
they feel the emotional toll of it. It is up to each individual archival institution what

they will do to address this reality.

244 Gerbner, "Violence and Television Drama," 44; Caswell et al., " 'To Suddenly
Discover yourself Existing," " 59; Brilmyer, " "'They Weren't Necessarily,” 120-153;
Dodd et al., "Buried in the Footnotes," 1-26.
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Discussion
As | hope has been made clear throughout this chapter, symbolic annihilation

of Disabled individuals in music archives is indeed occurring; so too is their
anticipatory erasure. These processes are the responsibility of archivists to address.

Disabled people are infinitely creative and driven; whenever possible, where
they want to go, they will find a way to go. They are already coming up with creative
ways to self-accommodate themselves in inaccessible archive spaces—but this should
not be the norm, nor does it have to be.

Potential Weaknesses & Biases
When reaching out to potential participants, my survey recruitment email and

post both included a link to the survey itself as well as a survey information website,
which included my rationale for conducting the survey. In this rationale, 1 was
explicit about my feelings about symbolic annihilation and my reasons for
investigating its potential/presumed impacts on Disabled populations in music
archives. During the early data-collection phase, an anonymous iSchool student (not
of the University of Maryland) reached out to me through social media to point out
that situating this material so prominently on the information site, as it was included
in recruitment materials, could potentially bias participants' responses.

After thinking through the matter and discussing it with my committee, |
decided not to alter my recruitment materials or the information site. No research is
ever conducted truly objectively, and this research was conducted on representation, a
topic that is even more inherently biased than most topics to begin with. While it is

true that some participants' responses might have been biased toward concordance
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with my views, it is equally possible that responses might have been biased against
my own or that responses remained unbiased by the presence of my rationale.

Additionally, in the interest of preserving participant anonymity, | did not
enable any tracking information on the survey information website, so it is impossible
to know how many potential participants even visited the website. Finally, by the
time the anonymous iSchool student contacted me, | had already collected over fifty
responses, meaning that changing the data collection methods would potentially
invalidate a large portion of the survey responses already collected. Given that reality
and the timeline of an IRB amendment, | decided not to make any changes to the
recruitment materials.

On a slightly different note, it was pointed out to me during the revision
process that users who visit an archive in-person and users who visit online will have
different opportunities for representation presented to them. For instance, the user
who visits in-person might be able to pass a poster tacked to a wall, while the user
who visits online could scroll past a digital banner. This was not a topic | explored in
this chapter because | was focused on representation within the collection and
description themselves, but this is a rich area for further exploration.

Phrasal Symbolic Annihilation
This chapter's findings add to understandings of symbolic annihilation itself.

In the cases of Beethoven and Mozart, their lives have been well-documented; it
cannot be argued that they are symbolically annihilated individuals. After all, the very
definition of symbolic annihilation makes reference to a community-orientated

process: symbolic annihilation is "how members of marginalized communities feel
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regarding the absence or misrepresentation of their communities in archival collection
politcies, in descriptive tools, and/or in collections themselves."?* Thus far, | have
been using symbolic annihilation to refer to multiple phenomena, but it becomes
illogical to do so here.

The erasure around the foundational aspects of these individuals' identities is
clearly related to symbolic annihilation and the processes that underlie it—but this
individual-, narrative-orientated type of erasure is not truly covered by the definition
of symbolic annihilation. Expanding the definition of symbolic annihilation to include
this type of erasure would quickly become confusing. Instead, | offer a new term:
phrasal symbolic annihilation.

Why "phrasal”?

"Phrasal” conveys the intrinsic nature of the identity component being erased
that also maintained the emphasis on the incompleteness of the process—incomplete
because the whole individual had not been erased.

"Phrasal” comes from the musical term "phrase.” In music, a phrase is like a
sentence, and a musical piece is like a speech. The speech might make enough sense
with a sentence missing that no one notices it missing for a long time—but once they
notice it missing and replace it, the speech cannot be read or understood without it. In
a piece of music, a missing phrase upsets the form, just as a missing sentence upsets a
paragraph.

When a phrase is taken out of the piece, there is something lost. When the

piece is played without the phrase, it cannot be argued that the whole piece has been

245 Caswell et al., " 'To Suddenly Discover,' " 59.
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played or heard—because part of it is missing, whether acknowledged or not. But
when the phrase is put back into the piece, the piece is whole. When listeners hear the
whole piece, they hear the whole narrative of the piece, and nothing is erased.

It is the same with people.

An aspect of a person's identity can be understood as a "phrase” in the "piece”
of their life. Without all the phrases, a full piece cannot be recorded or heard. In the
cases of Beethoven, Mozart, Beach, and Charles, we have either the phrases
themselves written down or parts of the phrases ready to be pieced together. We need
only listen to them.

Thus, | put forth the idea of phrasal symbolic annihilation. It is my hope that
the idea of phrasal symbolic annihilation will allow researchers to gain deeper
understandings of the overarching process of symbolic annihilation. By expanding the
research landscape in this area, it is my hope that archivists will be able to combat
symbolic annihilation more effectively.

Conclusion

Disabled individuals hold a lower overall perception of music archives than
general archives, and my findings suggest that the greater an archive's focus is on
music, the less accurately represented Disabled individuals—particularly Disabled
musicians—feel by its records. This suggests that symbolic annihilation of Disabled
individuals is taking place in music archives. The logical next step is then to ask:
"Where do we go from here?" And the answer to that question is as vague as it is
deceptively simple: "Work against the symbolic annihilation of Disabled individuals

in music archives."
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So, now, let us ask: what does it actually mean to work against symbolic

annihilation of Disabled individuals in music archives?

Future Directions
It means telling the true stories of Disabled composers and performers.

It means foreground disability culture as a legitimate cultural experience. In
an archival setting, if symbolic annihilation were being perpetuated against a cultural
group with a physical nation, with borders, to call home, archivists would be in an
uproar. Addressing underlying attitudes and understandings of disability and
disability culture is the first step in any reparative work in this context, just as it is in
any other context.

It means acquiring materials about Disabled musical figures and histories so
that they are there before archival users come looking for them—so that they don't
have to experience anticipatory erasure in the first place.?*® Crowdsourcing initiatives
might prove useful in this capacity, both for descriptive purposes and for acquisition
of (particularly community-based) materials.?4” Such initiatives would also increase
the archivist's ability to acquire materials by, from, and about present-day Disabled
musicians, composers, performers, etc., which would work to begin breaking the

pattern of symbolic annihilation with the current generation's records.

246 Brilmyer, " 'I'm also prepared to not find me," " 178.
247 Katherine Crowe et al., "Inviting and Honoring User-contributed Content," in The
Lighting the Way Handbook: Case Studies, Guidelines, and Emergent Futures for
Archival Discovery and Delivery, eds. Mark A. Matienzo and Dinah Handel
(Stanford: Stanford University Libraries, 2021): 115-131.
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It means rewriting finding aids and descriptions to use appropriate, up-to-date
language.?*® Like archivists have done at the University of North Carolina, Chapel
Hill, linguistic power structures and systems must be analyzed and dismantled; the
party in power (e.g., "non-Disabled") could be named, and the marginalized (e.g.,
"Disabled") could be uplifted. Participatory and reparative practices at all phases of
the information lifecycle could also be implemented.?*® Prescribing a one-size-fits-all
approach here is impossible; these practices will look different at each institution,
because the harm and histories at each institution will look different. The most
important thing is that each institution, in whatever way is needed in its community,
involves its own Disabled community.

It means not shying away from speculation about disability status when it
occurs. (We don't always shy away from speculation about gender or sexuality these
days—so why should we shy away from speculation about disability status?)

It means reaching out to Disabled archival users and finding out what it is
about each specific space that they feel is lacking. The resources available through
community archives are not unknown to the archival community, so it should come as
no surprise that members of the disability community are experts in their own
needs.? Indeed, there are disability archives run by Disabled individuals;

partnerships with music archives could prove fruitful.

248 Jackie Dean, Conscious Editing of Archival Description at UNC-Chapel Hill,

presentation, Society of American Archivists Research Forum, 2019, 1-15.

249 Annalisa Moretti, "Reparative Description for Disability Collections," Archival

Outlook (November/December 2021): 8-9, 21.

250 Rodney Carter, "Of Things Said and Unsaid: Power, Archival Silences, and Power

in Silence," Archivaria (September 2006): 215-233; Caswell, "Seeing Yourself in

History," 26-37; Caswell et al., " "'To Suddenly Discover,' " 56-81; Andrew Flinn,
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It means educating future archivists on the disability topics they will or have
already encounter(ed) in the course of their job. Anne Gilliand has written on a
required course in the University of California, Los Angeles' Archival Studies
program focused exclusively on teaching student archivists inclusive practices, and
she finds that it helps better prepare students for the realities of archival practice.?®!
As Ricardo Punzalan points out, "neutrality in this political climate...will only
contribute to the [archival] profession's irrelevance. "2

Future archivists must be educated not only around diversity, equity, and
inclusion (DEI) principles, but around diversity, equity, inclusion, and accessibility
(DEIA) principles. Some LIS programs are beginning to introduce disability to their
programs, but it is a slow and long overdue process. In Fall 2016, Michelle Caswell
conducted an exercise on identifying and responding to white supremacy in archives
with her Archives, Records and Memory class in response to the 2016 election.?>® The
class brainstormed areas in which white supremacy appears in archives, then wrote

them down on large Post-It notes for all the class to see, along with potential ways to

"Community histories, Community Archives: Some Opportunities and Challenges,"
Journal of the Society of Archivists 28, no. 2 (2007): 151-176; Andrew Flinn, Mary
Stevens, and Elizabeth Shepherd, "Whose memories, whose archives? Independent
community archives, autonomy and the mainstream," Archival Science no. 9 (2009):
71-86, https.//doi.org.10.1007/s10502-009-9105-2.
251 Anne Gilliand, "Neutrality, social justice and the obligations of archival education
and educators in the twenty-first century archival science,” Archival Science no. 11
(2011): 193-209,
252 Ricardo Punzalan, "Dear Students: Becoming an Archivist in a Time of
Uncertainty and Unrest,” The Library Quarterly 87, no. 4 (October 1, 2017): 304,
https://doi.org/10.1086/693486.
253 Michelle Caswell, "Teaching to Dismantle White Supremacy in Archives," The
Library Quarterly 87, no. 3 (June 8, 2017): 222-235, https://doi.org/10.1086/692299.
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confront them.?>* This exercise is easily adapted for identification of the
manifestations of power structures affiliated with other marginalized groups in an
archival setting, and ableism could certainly be counted among them.

Finally, perhaps most of all, it means digging further into research. There is so
little done on disability in an archival setting, let alone symbolic annihilation and
disability. For instance, | have written here simply with the goal of establishing
whether or not symbolic annihilation is occurring with regard to the disability
community writ large; but there are studies just waiting to be done on sub-
communities. | am planning, for instance, to conduct follow-up work on neurodiverse
communities and symbolic annihilation in music archives. Similar work is needed
across the disability community.

It means looking at how these participants have said they perceive archives (as

"old" "places" that "collect” and "preserve™ "historic” "things™ and "music™) and
making intentional decisions about whether that is the best manner in which to have
archives be understood by their users. If it is not, it means making deep, long-term
image changes that better align reality with the desired public image.

Final Thoughts
Many of my participants mentioned in their qualitative answers that they had

never thought about this research topic before. At the close of the survey, I included a
question that offered participants the opportunity to include any other thoughts or
questions they might have. The question also offered to let them include a fun fact if

they wanted to, and many participants did actually give me a fun fact. For instance,

254 Caswell, "Teaching to Dismantle," 222-235.
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"did you know that bats are the second largest order of mammals? 20% of all
mammal species are bats! (The first one is rodents!)" (P142). Or, my personal
favorite, "There was a spider in my loofah this morning" (P4).

Responses that didn't provide fun facts tended to be deeply personal and fall
into one of three categories: those that told me they didn't understand why | was
studying this topic; those that hadn't been sure why | was studying this topic until
partway through the survey, thought about it, and were now grateful to me for
studying it; and those who knew exactly why | was studying this topic, had felt alone
in their own thoughts about this topic prior to encountering my survey, and felt seen
after participating in my survey. All of these responses were incredibly touching to
read. To my participants: thank you for sharing. I feel less alone now too.

The fact that my rather long survey garnered 177 participants in just over a
month after sampling from just a few portions of the internet and some email lists
suggests to me that this is a topic that people are ready to talk about. Work against
symbolic annihilation occurring against any group is long overdue; the same is true of
work against the symbolic annihilation occurring against Disabled individuals in
music archives.

Returning to the quotation at the opening of this chapter, "[g]eneral lack of
representation and accessibility” (P13) should not describe archives or archival
spaces. And it doesn't have to. Archivists, as a general rule, are a motivated group of
people willing to take on large projects—and who are generally motivated to create

representative and accessible spaces for all.
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Description and metadata, as explored in chapters 2 and 3—respectively—do
not have to create inaccurate or insensitive perceptions of Disabled people, nor should
Disabled users expect to be symbolically annihilated from archival collections, as
explored in this chapter.

So let us get to work.
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Chapter 5: "I get by" because "[t]here was a spider in my
loofah": Combined Survey Conclusions

The chapter title quotations are from P4.
Introduction

Participants in the survey explored in chapter 4 evoked a sentiment
encompassed by the phrase "I get by." By that phrase, some participants meant that
their disability did not always directly impact archival work, some meant that their
disability did impact it but that they had developed ways of accommodating
themselves (without the assistance of archival staff), some meant that they had
figured out accommodations (with the help of archival staff), and others meant
something else.

Regardless of the particulars of what exactly was being communicated, "I get
by" always evoked a tired and resigned air that expressed both the physical and
emotional work that goes into being Disabled in a world not made for Disabled
people. Participants invoking "I get by" expected not to be accommodated in an
archival setting, and they made do in the reality in which extra emotional and
physical labor is expected—and completed—by them because that was what was
expected of them and what they were resigned to expect of themselves. Access
fatigue, anticipatory erasure, and symbolic annihilation all play a part in creating the
unwelcoming spaces that create the need for such sentiments to be expressed in the

first place.?®®

2% Annika Konrad, "Access Fatigue: The Rhetorical Work of Disability in Everyday
Life,” College English 83, no. 3 (2021): 180; Gracen Brilmyer, " "'They Weren't
157



But I do not wish here to focus solely on the negatives—because "I get by" is
not just a negative phrase. The narrative of disability is too often reduced to a
lamentation, yet the lived experience of disability is usually anything but. "I get by" is
also a phrase that says that "there is a negative force at play, but I have gotten around
it." Disabled individuals, as a general rule of thumb, are creative; they have to be. The
world, after all, is not built for us, and it does not want to accommodate us—so we
must accommodate ourselves. That is, "'l come up with my own ways of navigating,
my own ways of doing things, and, through my own ingenuity, | get by."”

The following sections provide suggestions for how archivists can better
support Disabled individuals in archival spaces—that is, to help them more easily

"get by" and to combat symbolic annihilation.

Necessarily Designed with Lived Experiences of Disability in Mind": The Affect of
Archival In/Accessibility and 'Emotionally Expensive' Spatial Un/Belonging,"
Archivaria 94 (Fall/Winter 2022): 120-153,
https://archivaria.ca/index.php/archivaria/article/view/13869; Gracen Brilmyer, " 'I'm
also prepared to not find me. It's great when I do, but it doesn't hurt if I don't": crip
time and anticipatory erasure for disabled archival users," Archival Science no. 22
(2022): 149, https://doi.org/10.1007/s10502-021-09372-1; Michelle Caswell, Marika
Cifor, and Mario H. Ramirez, " "To Suddenly Discover yourself Existing': Uncovering
the Impact of Community Archives,” The American Archivist 79, no. 1 (2016): 59;
George Gerbner, "Violence and Television Drama: Trends and Symbolic Functions,”
in Television and Social Behaviour, vol. 1, Content and Control, eds. G. A. Comstock
and E. Rubenstein (Washington, D.C.: U.S. Government Printing Office, 1972): 44;
Gaye Tuchman, "Introduction: The Symbolic Annihilation of Women by the Mass
Media," in Hearth and Home: Images of Women in the Mass Media, eds. Gaye
Tuchman, Arlene Kaplan Daniels, and James Benet (New York: Oxford University
Press, 1978), 3-38. See also: Gaye Tuchman, "Women's Depiction by the Mass
Media,” Signs 4, no. 3 (1979): 528-542.
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Moving Forward

Shift of Attitude
A pre-requisite for any of the below suggestions is a fundamental shift in the

attitudes with which disability is addressed in archival discourse (and information
discourse more broadly). At present, the dominant attitude toward disability and
Disabled people in these spaces is not so much closed or opposed as it is out-of-date.
Archivists must recognize this reality and intentionally shift their attitudes toward
disability such that they are more open to admitting when they do not know
something or when something they do know is outdated—and taking initiative to
learn and re-learn the material necessary to create truly inclusive archival spaces.

A Practical Postmodernist Approach
A postmodernist mindset offers a useful framework for addressing many of

the representational challenges presented here. Joseph Deodato describes

postmodernism and suggests that:
most would agree that [postmodernism's] most basic characteristic can be
described as an 'incredulity towards metanarratives' (Lyotard, xxiv) [citation
in original]. In other words, postmodernism eschews any and all sweeping
explanations premised on some version of monolithic human experience. In
contrast, postmodernists emphasize the diversity of human experience and the
multiplicity of perspectives arising therefrom. At its root lies a rejection of
modernist positivism and its allied Enlightenment concepts of rationality,
objectivity, and universal Truth. The postmodernist sees in the modernist
project an attempt by the powerful to subject subordinate social groups to

hegemonic ideologies that ultimately serve its interests. To counter this,
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postmodernists seek to recover the voices of the marginalized — those whose

values, experiences, and worldviews give lie to the metanarrative.?®
In other words, postmodernism rejects homogenous understandings of heterogenous
populations and any single understanding of Truth.?” Postmodernists are aware of the
existence of the "Other."?%8

For Deodato, ascribing to a postmodernist view of archives means 1)
recognizing that records are "constructed products [whose] meanings [are] dynamic
and constantly evolving in response to changing contexts and uses™; 2) that archivists
are "active interpreters and mediators" of the historical record; 3) that the adequate

documentation of provenance requires that the records' "social and cultural contexts,
functions, and custodial history (including their history under archival custody)" are
also recorded—not just the record's office of origin; and 4) that "[t]he organization
and narrative imposed on records by archival arrangement and description are not
objective recreations of some prior existing reality, but representations shaped by the
individual subjectivities of the archivist, the institutional requirements of the archives,
and the broader cultural and intellectual climates in which they operate."?% Thus, a

postmodernist view situates the archivist as not just "the mere keeper of the record,

but [as] its co-creator."?%°

2% Joseph Deodato, "Becoming responsible mediators: the application of postmodern
perspectives to archival arrangement & description,” Progressive Librarian 27
(2006): 53.
257 Deodato, "Becoming responsible mediators," 53.
258 Deodato, "Becoming responsible mediators," 53.
259 Deodato, "Becoming responsible mediators," 54.
260 Deodato, "Becoming responsible mediators," 58; Michelle Light and Tom Hyry,
"Colophons and Annotations: New Directions for the Finding Aid," The American
Archivist 65 (Fall/Winter 2002): 216-230.
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To begin to act on these beliefs in a practicable manner, archivists can
incorporate two additions to the finding aid: colophons and annotations.?6* A
colophon, as described by Michelle Light and Tom Hyry, is a statement "that
provides contextual information pertaining to the creation of a text [and] create[s] a
space in archival description where archivists can acknowledge and explain their
authorial role in the creation of the record."?6? By allowing archivists to describe their
backgrounds, biases, and inherent subjectivity, colophons expand the concept of
provenance to include the archivist's shaping of the record's context.263

Similarly, annotations "allow for the airing of diverse perspectives about a
collection,” including those of other archivists and the users, and they do not privilege
"a single narrative about a group of records (i.e., that of the processing archivist)."264
By gathering a large number of perspectives over time, annotations recognize
"description as dynamic, rather than static; as open, rather than closed."?%°

When dealing with something as fluid as identity, as in the case of disability,
colophons and annotations become potentially indispensable tools for archivists. A
colophon describing the archivist's own identity markers and background could be

added to a record's finding aid so that it becomes clear who it is that has processed or

261 Deodato, "Becoming responsible mediators," 59; Light and Hyry, "Colophons and
Annotations," 216-230.

262 Deodato, "Becoming responsible mediators," 59; Light and Hyry, "Colophons and
Annotations," 216-230.

263 Deodato, "Becoming responsible mediators," 59; Light and Hyry, "Colophons and
Annotations,” 216-230.

264 Deodato, "Becoming responsible mediators," 59; Light and Hyry, "Colophons and
Annotations," 216-230.

265 Deodato, "Becoming responsible mediators," 59-60; Light and Hyry, "Colophons
and Annotations," 216-230.
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otherwise worked with this record. Whether the archivist identifies as Disabled, for
example, could be of great importance in understanding the contexts through which
the record has traveled in its life. It is also a tangible reminder in the very document
that tends to facilitate location of records of the archivist's subjective presence in the
record's care. It could serve, essentially, as a warning sign printed on each finding aid:
"This record has been processed by an inherently biased human."

Some users may also want to be able to search by records processed by
archivists who self-describe as holding a particular identity marker (e.g., "Disabled™).
Such systems would have to be based exclusively on self-disclosure, and caution
would have to be taken to avoid pressuring archivists to disclose things about
themselves they did not want to disclose. This could be an enlightening feature,
especially for researchers, and it could do a lot of the heavy lifting in the work to
humanize the otherwise abstract entity that is the "processing archivist.”

While some might suggest this takes the idea of a colophon too far, | would
argue that there is no such thing as "too far." The archivist's role in the mediation of
records has been hidden for too long, and we are only now—slowly—coming to
accept and act upon that reality. In a context in which many do not want to or are
slow to accept that mediation exists, it is only by overemphasizing this point can we
be certain we are making it (especially to the user who may not share the archivist's
familiarity with these issues).?% The idea and importance of a standpoint statement
has been long accepted in many academic disciplines; a colophon is, at essence, a

standpoint statement for archivists.

266 Deodato, "Becoming responsible mediators," 62.
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Word choices matter, especially in an archival context, and annotations allow
this reality to be brought to the center of a user's attention. Annotations could be
incredibly useful ways in which to identify and contextualize the outdated or
otherwise harmful language often found in records pertaining to disability. They
would also be useful in identifying and contextualizing those word choices in finding
aids; rather than shy away from the fact that a previous archivist may have used a slur
to describe a group of Disabled people, an annotation allows the present archivist to
point it out and say, "This is who we were, but it is not who we are. This is a mistake
we have made, and it is one we have learned from." Like the colophon encourages the
archivist to do, these annotations humanize the archivist and remind the user of their
presence. "The archivist” has been hidden in the shadows for too long. Annotations
let them and their active role in a record's life become illuminated.

Moreover, giving users the opportunity to submit annotations allows their role
in the record's life to be illuminated t00.2%” In the context of archival theory, the
inherently subjective role of the archivist has been given much thought and
consideration, and it has garnered much criticism. But less attention has been placed
on the likewise inherently subjective role of the user. Our users create the context of a
record just as much as an archivist; after all, if not for the users, for whom do
archivists work? There is no point in gathering a collection of records that will never

be used or referenced.

267 Katherine Crowe et al., "Inviting and Honoring User-contributed Content," in The
Lighting the Way Handbook: Case Studies, Guidelines, and Emergent Futures for
Archival Discovery and Delivery, eds. Mark A. Matienzo and Dinah Handel
(Stanford: Stanford University Libraries, 2021).
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In the context of records pertaining to disability, it is more likely that a
Disabled user will interact with the record than a Disabled archivist. By allowing the
user to offer up annotations describing their thoughts on and impressions of language
choices in the record or affiliated documentation and description, the user is given a
direct path of communication with the institution's archivists. Through their suggested
annotations, users could indicate where contextual blurbs about outdated language
might need to appear, they could point out places where language in finding aids
might need to be updated, or they could provide context about disability events they
themselves might have attended (context a non-Disabled archivist could never hope
to gain).

At the same time, the annotation relegates the Disabled individual's narrative
to the white space outside the main text's narrative, literally marginalizing our voices
once more. To this, | say simply that it is better than what we currently have, which is
nothing. Later, our narrative will be written into the main text, and our annotations
will be rendered needless. It is, ideally, a stopgap measure, used until long-term
advocacy renders it redundant.

Thus, by adopting an actively postmodernist mindset, archivists can become
more transparent about who they are and what their biases and background are.
Colophons act as a subtle reminder to the user of the existence of these subjectivities
and that there is no single, uniform Truth—just the subjective reality of the record
they're looking at. Annotations push this a step further, by inviting all who interact
with a record to add their own subjective interpretation to its life record. For the most

part, we cannot help the identities categories we fall into. But with the aid of

164



colophons and annotations, we can mix them into the historical record as a way of
saying to future historians: "We were here. This is who we were."?%®
Finding Aids

But colophons and annotations alone will not be enough to correct the myriad
usability issues currently present in finding aids. Right now, the average non-
Disabled archival user has difficulty locating, understanding, and comprehending
finding aids.?%° Overall, this is the result of a document designed for physical use
being transposed to the digital world with little to no reformatting. On a slightly more
detailed level, this is also the result of the fact that they are placed in hard-to-locate

places on archive websites, are formatted in a way difficult to parse, and are written

268 For further discussion of disability and futurity see: Gracen Brilmyer, " 'I'm also
prepared to not find me. It's great when | do, but it doesn't hurt if | don't": crip time
and anticipatory erasure for disabled archival users,” Archival Science no. 22 (2022):
167-188, https://doi.org/10.1007/s10502-021-09372-1.

269 Jennifer Douglas, "A Call to Rethink Archival Creation: Exploring Types of
Creation in Personal Archives,” Archival Science 18, no. 1 (2018): 29-49; Joseph
Deodato, "Becoming Responsible Mediators: The Application of Postmodern
Perspectives to Archival Arrangement & Description,” Progressive Librarian 27
(2006): 52—63; Jeannette Bastian, "Reading Colonial Records Through an Archival
Lens: The Provenance of Place, Space and Creation,” Archival Science, 6 nos. 3 & 4
(2006): 267-284. See also: Temple Grandin, "Temple Grandin: Society Is Failing
Visual thinkers, and That Hurts Us All," The New York Times, last updated January
9, 2023, https://www.nytimes.com/2023/01/09/opinion/temple-grandin-visual-
thinking-autism.html?smid=nytcore-ios-share&referringSource=articleShare; Andrew
Janes, "Making maps of records: what cartography can teach us about archival
description,” Archives and Records 42, no. 1 (2021): 95-118.

Janes spends some time discussing the idea of paper towns, which cartographers use,
essentially, as insurance against copyright infringement. At first glance, the idea of an
archivist intentionally marking a collection or finding aid seems problematic. Yet
whether we care to admit it or not, archivists do mark collections and finding aids
simply by handling them. Perhaps a more mindful or intentional marking—or
placement of the paper town—is in order.
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using language unfamiliar to the average reader.?’® Overall, their usability for most
archival users is low.

If finding aids are of questionable usability for non-Disabled users, their
usability for Disabled users is called even further into question. Rather than trying to
save a document type that was never intended to do what it is now tasked with doing
in the online environment in which it has now found itself, | suggest this: make the
necessary information within the finding aid accessible on the archive's website
alongside the archival materials to which it pertains. Perhaps this could be done on a
separate page that is linked to from each of the item pages, or it could be included on
the item pages themselves. The main goal would be to include the information in a
logical place where the present-day user would actually be looking for it in the place
where they would expect to find it (that is, on the page where it would be most
relevant).

Additionally, on an individual level, archivists responsible for writing
description, finding aids, or other descriptive materials should do their best to discuss
pertinent historical attitudes regarding disability or language use in those materials.
This will provide useful contextual information for users, it will make clear the times
and situations particular events occurred, and it will contribute to a greater overall
understanding of disability culture. This type of contextual information may be
difficult to come by, and its inclusion would add to the already impressive workload

of many archivists; it should be added as is relevant and needed. If nothing else,

270 Douglas, "A Call to Rethink Archival Creation," 29-49; Deodato, "Becoming
Responsible Mediators,” 52—63; Bastian, "Reading Colonial Records Through an
Archival Lens," 267-284.
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potentially useful materials could be referenced in the bibliography section of a

finding aid.

Finding Aids & Visualizations
To that end, in a 2017 study, Anne Bahde created three models of visualizing

archival information usually found in finding aids: biographical and historical notes,
related archival materials, and subject headings.?’* The biographical and historical
note visualization gives "background information about the organization or individual
associated with the creation of the collection [and t]he notes provide context[ual
information]. This element is typically presented in a textual paragraph and is
sometimes enhanced with chronological lists of significant dates or events."?"? This
information is presented in a timeline format.?”

Next, related archival materials show collections similar to the one being
viewed, "sometimes explaining the topical nature of the connection in further textual
detail,” as a "force-directed graph,” which looks visually similar to a mind-node
map. 27

Finally, subject headings are displayed as a network graph in which each
subject heading is broken into its component parts.?’® "For example, a collection

bearing the subject heading 'World War, 1939-1945—War work—QOregon—Schools'

271 Anne Bahde, "Conceptual Data Visualization in Archival Finding Aids:
Preliminary User Responses,” Libraries and the Academy 17, no 3 (2017): 488,
https://doi.org/10.1353/pla.2017.0031.
272 Bahde, "Conceptual Data Visualization," 489.
273 Bahde, "Conceptual Data Visualization," 489.
274 Bahde, "Conceptual Data Visualization," 489-490.
275 Bahde, "Conceptual Data Visualization," 491-492.
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became four separate subject[:] (1) World War, 1939-1945; (2) war work; (3)
Oregon; and (4) schools. This process resulted in a total of 425 relationships."?’®

While some individuals interviewed for the project had constructive critiques
for large-scale implementation, responses to these three types of visualizations across
three levels of archival user expertise (beginner, intermediate, and expert) were
largely positive.?’” These visualizations would be useful not only to Disabled archival
users but to non-Disabled archival users too. In the technological age, users are more
accustomed to visual information input than other information input types, so moving
to a more visualization-heavy finding aid format is only logical.

Tagging & Search
Note: The following section references slurs that are used to describe Disabled

people. This is the result of historical language use. Additionally, the name of the
archive referenced in this section has been changed for their own privacy. | do not
believe it is productive to single out particular archives to levy blame against in this
context, but providing specific examples of how these issues manifest in day-to-day
reality is useful in making clear the importance of addressing them. Thus, | have
settled on this middle ground. Accordingly, citations for specific archive pages
referenced and any identifying materials have been removed.

On the University of Townshire Library's website, when "autism™ is searched,
2 results are returned. But when "r——ed" is searched, 32 search results are returned.

While not all individuals who would have once been described by that slur are

276 Bahde, "Conceptual Data Visualization," 492.
277 Bahde, "Conceptual Data Visualization," 495-502.
168



Autistic, there is a very high likelihood that more than two of those search results are
relevant to autism. But without cross-tagging those search results, there is a reduced
chance that a researcher, especially a casual researcher, would encounter the other
thirty available to them. While this might be a time- and resource-intensive endeavor,
to have a search catalog that does not return the fullest and most accurate search
results possible is to have to an ineffective search catalog.

Additionally, to their credit, the University of Townshire Library does have an
offensive language statement in their collection overview page. However, it only
applies to fully processed collections. As previously mentioned (chapter 1) including
a short, contextualizing language statement on pages with search results that use
harmful or otherwise outdated language could be very useful in working against the
harm they cause, especially when it might be unexpected, as it often is in the context
of a search result. Limiting this sort of context to a static location on a particular page
in a specific location on the website lessens its impact and its ability to do its intended
work; placing it at the sites where the harmful words, phrases, etc. appear allows it to
intervene when it is actually needed.

For example, imagine a photograph record. The photograph depicts some
children playing at a table with a nurse. Holiday decorations make it clear that the
time of year is celebratory. The title of the picture is "R——ed children playing with
caretaker. December 1962." (But R——ed is spelled out.) While the title given to the
photograph may seem, at first glance, to be innocuous (it describes the photograph in

the language of the time in which it was taken; what is the problem?), it is indicative
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of a need for a change in description practices, particularly in the more widely
accessible online accessible repositories.

The lack of description for this record, beyond naming the individuals in the
photograph, means that there is no context provided for the wording used in the title.
A student or novice researcher might easily read the title and presume that the
wording found there was appropriate to use in a research paper or presentation. They
might use it in their day-to-day conversation, not knowing it was offensive.

Alternatively, | ask the reader to envision an intellectually Disabled
researcher, who has spent their life hearing "r——ed" thrown at them as an insult.
Perhaps it has been a few years since they last heard that word used against them, or
perhaps it has only been a few hours. Imagine now that they are scrolling through the
results of a search and come across the title of this picture. How do they react?

What about a non-Disabled researcher, who has no ties to this word at all, no
understanding of the hurt it can and has caused millions of people? How do they
react?

And this record is far from the only one like it. Indeed, records with "r——ed"
in the title, within the record itself, in its description, or even in its finding aid are far
from uncommon. Like archivists have done for outdated language in other areas, a
discussion of approaches to be taken to address outdated language pertaining to

disability must be undertaken—and those approaches must be implemented.2"

278 Jackie Dean, Conscious Editing of Archival Description at UNC-Chapel Hill.
Presentation, Society of American Archivists Research Forum, 2019, 1-15.
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To be clear, | am not suggesting that outdated language (including "r——ed")
should be removed from item titles. Censoring history and the language that arises
within it does far more harm than good. To be perfectly clear, I am not suggesting
removing language anywhere. Researchers and other users would still be able to
search for and locate items using any language they choose to use.

Instead, what | suggest is that pages (including search results) that include
such language should include banners or other language disclaimers on them, much
like the beginning of this section does. Whether they take the specific form of a
trigger warning or a general language warning, the important part is that the user is
warned that there is an imminent encounter with problematic language approaching.

This "banner approach" allows the Disabled person for whom the outdated
language might cause emotional distress to prepare themself prior to using the page. It
also allows the non-Disabled person who may not know the language they are
encountering is problematic to be made aware of its true nature. In doing so, it also
allows the archive to take on a leadership role in the fight to combat the perpetuation
of harmful, outdated language.

Implementation of this banner would be relatively straightforward, especially
because many archives use the same base software, like ArchivesSpace. So, if
ArchivesSpace were to provide the banner functionality—ideally, by default—the
individual archive may not need to actually take action to enable it; if it weren't
enabled by default they may need to turn it on, or they might wish to change the

default message displayed.
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The underlying logic of the banner would, again, be straightforward:

archivists would write up a list of words deemed problematic and/or outdated, if one

of those words appeared on the page, the banner would appear. The specific

messaging of the banner could even be tailored to the type of word that appeared. For

instance, the list of words could be grouped into words about disability, words about

race, words about gender, etc. From there, individual banner messages could be

crafted. If a word from the group about disability appeared, the banner message about

disability would appear; if a word from the group about gender appeared, the banner

message about gender would appear. If a word from both groups appeared, a

combined message would appear:

Disability: Warning: Outdated, harmful, or otherwise distressing language
around disability appears on this page. This banner was triggered because "X"
appears on this page. This word is considered problematic because
<explanation>. For a full list of words this banner appears for and a brief
discussion of each, please see this list.

Gender: Warning: Outdated, harmful, or otherwise distressing language
around gender appears on this page. This banner was triggered because "X"
appears on this page. This word is considered problematic because
<explanation>. For a full list of words this banner appears for and a brief
discussion of each, please see this list.

Disability and gender: Warning: Outdated, harmful, or otherwise distressing
language around disability and gender appears on this page. This banner was

triggered because "X" appears on this page. This word is considered
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problematic because <explanation>. For a full list of words this banner

appears for and a brief discussion of each, please see this list.

To avoid the same harm seeing the word unexpectedly on the page would do,
the word ("X") should appear in a censored form (for example, "r——ded" or "m—
ron™). The banner could also be configured to hide the word until the user clicked on
it to reveal it. ("Click to reveal.") Explanations could come pre-loaded with the
software, or they could be tailored to the specific archive, depending on the materials
held in the collection and whether they required more unique tailoring of the
explanations.

It also bears emphasizing that the primary function of these banners is not that
of trigger warning, but that of contextualization. This wording should be taken as a
first draft suggestion that may be tailored to each institution's needs and preferences.
The main function of it is to indicate that harmful language is present and to direct
users to a location where more context for that language can be provided.

Education Initiatives
Educating future archivists on the disability topics they will or have already

encounter(ed) in the course of their job is an incredibly important and powerful tool
in addressing ableism in the archival space. Anne Gilliand has written on a required
course in the University of California, Los Angeles' Archival Studies program

focused exclusively on teaching student archivists inclusive practices, and she finds

that it helps better prepare students for the realities of archival practice.?’® While

279 Anne Gilliand, "Neutrality, social justice and the obligations of archival education
and educators in the twenty-first century archival science,” Archival Science no. 11
(2011): 193-209.
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inclusion of a full required course in LIS education programs may not be feasible at
all schools, it is a step in the right direction.

Expanding on this idea to include disability and accessibility concepts would
ensure that all future archivists with an LIS degree would have at least a basic
understanding of the ways in which ableism impacts Disabled individuals on a daily
basis and the ways in which they might be able to better assist their Disabled users.
At the very least, it would introduce the concept of disability to archivists in a
professional capacity.

For archivists later in their career, continuing education programs can be
implemented in whichever form would work best for the particular archive staff they
are meant to serve. For example, if a particular staff is more reluctant to participate in
computer-based training modules, an in-person training might be more effective;
likewise, if another staff is reluctant to attend in-person trainings, a computer-based
training might be more effective. Ensuring that trainings never feel forced is key to
their success.?®

Thinking outside the box for such education might also be beneficial. Book
circles in which the topic of the book is disability are just as effective as a focused
training, just as a carefully curated YouTube playlist can be just as effective as a
computer-based training. Formal education on these topics isn't always necessary.

Sometimes, a series of casual conversations can be more effective than a series of

280 Jesse Singal, "What if Diversity Training Is Doing More Harm Than Good?" New
York Times, last updated January 17, 2023,
https://www.nytimes.com/2023/01/17/opinion/dei-trainings-
effective.html?smid=nytcore-ios-share&referringSource=articleShare.
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formal presentations in getting a sensitive point across. At the end of the day, just as a

teacher must know their students, a boss must know their staff.

Crowdsourcing Initiatives
Crowdsourcing gives members of the public agency over archival records in a

way not otherwise possible, especially in terms of description.?8! It is difficult to
provide specific examples of initiatives, because each institution will have its own
needs and capacities for such projects. On a broad scale, for example, at large
government institutions, it is not uncommon for transcriptions of handwritten
documents to be entirely crowdsourced. Similarly, when it comes to addressing biases
in LCSH, a crowdsourced list of subject headings to be revised or otherwise
addressed might be possible to obtain.

Likewise, in terms of description, the practicality of implementing different
types of crowdsourcing projects would likely vary by institution. But, at the very
least, the spirit of crowdsourcing could be employed at any institution when it comes
to description or acquisition of materials. Members of the community being described
know their own community best; thinking of crowdsourcing as a type of community
outreach might be useful in increasing its efficacy in an institution that would

otherwise struggle to implement it.

281 Katherine Crowe et al., "Inviting and Honoring User-contributed Content," in The
Lighting the Way Handbook: Case Studies, Guidelines, and Emergent Futures for
Archival Discovery and Delivery, eds. Mark A. Matienzo and Dinah Handel
(Stanford: Stanford University Libraries, 2021): 115-131. See also: Andrew Flinn,
Mary Stevens, and Elizabeth Shepherd, "Whose memories, whose archives?
Independent community archives, autonomy and the mainstream," Archival Science
no. 9 (2009): 71-86, https.//doi.org.10.1007/s10502-009-9105-2.
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Similar to colophons and annotations, crowdsourcing overall gives users the
opportunity to exercise agency over the collections that represent them; it also gives
both users and archivists to forge relationships with one another that they might not
otherwise get to. It acts, in many ways, as a form of community outreach, which is
highly beneficial when attempting to combat an issue like symbolic annihilation.

Collection Expansion & Re-description
The merits of collection expansion and re-description have been elaborated

upon throughout this thesis, so | will not rehash those arguments in too much depth
here. It suffices to say, | think, that these are the primary by which symbolic
annihilation of any population might be addressed, and that is no different for
Disabled individuals in music archives. See the sources in this footnote for further
reading.?8? Michelle Caswell has also written about the importance of implementing

recuperative collecting, representational collecting, and liberatory activation practices

282 Jocelyn Dodd et al., "Buried in the Footnotes: The Representation of Disabled
People in Museum and Gallery Collections,” Research Centre for Museums and
Galleries Phase 1 Report (September 2004): 1-26; Charlotte Lellman et al.,
"Guidelines for Inclusive and Conscientious Description,” Center for the History of
Medicine: Policies and Procedures Manual, updated January 20, 2022,
https://wiki.harvard.edu/confluence/display/hmschommanual/Guidelines+for+Inclusi
ve+and+Conscientious+Description; Erin Baucom, "An Exploration into Archival
Descriptions of LGBTQ Materials,” The American Archivist 81, no. 1 (March 2018):
65-83; Elspeth Brown, "Archival Activism, Symbolic Annihilation, and the
LGBTQ2+ Community Archive," Archivaria 89 (Spring 2020): 6-33; Annalisa
Moretti, "Reparative Description for Disability Collections,” Archival Outlook
(November/December 2021): 8-9, 21; Sara White, "Crippling the Archives:
Negotiating Notions of Disability in Appraisal and Arrangement and Description,”
The American Archivist 75, no. 1 (April 2012): 109-124,
https://doi.org/10.17723/aarc.75.1.c53h4712017n4728; Michelle Caswell, "Seeing
Yourself in History: Community Archives and the Fight Against Symbolic
Annihilation,” The Public Historian 36, no. 4 (2014): 26-37; Dean, Conscious
Editing, 1-15.
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in combatting systems of oppression.?8 While she is primarily arguing for these
things in the context of advocating for "Black, Indigenous, and people of color
(BIPOC) and LGBTQ+" individuals, her arguments are readily applicable to Disabled
individuals too.%84

At essence, expansion of any collection to include more records and materials
pertaining to the group that has been symbolically annihilated lessens the impacts of
the symbolic annihilation. Re-describing existing records or materials as pertaining to
the symbolically annihilated group has a similar effect, though it does not require the
institution to acquire new items, making it a more easily implemented method of
confronting symbolic annihilation in practice.?®

Workplace Accommodations
While not directly relevant to the archival user, workplace accommodations

are incredibly important to the Disabled archivist—who | have not devoted a large
amount of focus to in this thesis. At present, the Americans with Disabilities Act
(ADA) ensures that all Disabled people will have access to reasonable workplace
accommodations, but the processes by which they receive them is often not

straightforward.?® Moreover, that which is deemed "reasonable” varies by institution,

283 For more information about these practices, see the works cited here. Michelle

Caswell, "From representation to activation,” in Urgent Archives: Enacting

Liberatory Memory Work (Oxon: Routledge, 2021): 87-89; Michelle Caswell,

"Imagining liberatory memory work," in Urgent Archives: Enacting Liberatory

Memory Work (Oxon: Routledge, 2021): 94-109.

284 Michelle Caswell, "Conclusion," in Urgent Archives: Enacting Liberatory

Memory Work (Oxon: Routledge, 2021): 115.

285 \White, "Crippling the Archives," 109-124.

286 Americans With Disabilities Act of 1990, As Amended, Pub. L. No. 101-336,

108th Congress, 2nd session (July 26, 1990), https://www.ada.gov/law-and-regs/ada/.
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and some institutions will have more funding, space, and overall resources with
which to provide accommodations than others. Systemic barriers, like (implicit)
ableism among co-workers, fear of job security, unsupportive supervisors, etc., might
also dissuade Disabled archivists from requesting accommodations in the first place.

Easier access to workplace accommodations must be a focus of any
administration of an institution hoping to combat symbolic annihilation of Disabled
people, for it cannot combat ableism within its collections without also combatting it
within its own policies and actions.

Music Specific
Speaking specifically to music, the same suggestions as above will remain

relevant. However, additional measures will need to come into play when addressing
the long legacies of active disability erasure in music academia writ large. Generally
speaking, active efforts to dismantle current narratives surrounding disability and
Disabled figures (or the lack thereof) will need to be put into place, and active
efforts—particularly in the classroom and in casual mentions, such as in program
notes—will need to be undertaken.

In terms of music archives themselves, archivists can aid in these efforts in
myriad ways. For instance, finding aids and record descriptions themselves should be
updated to reflect the reality or potential reality that a composer was Disabled,
especially if or when there is compelling evidence that they were. While some might
argue against doing this, I argue that there is no more shame in speculating about
disability—especially when an individual has been deceased for centuries—than there

is speculating about any other aspect of their life. When we feel otherwise, it is
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usually the result of internalized ableism. That said, to be clear, | would not suggest
speculating about a presently-living or recently-deceased individual's disability status
if that were something they do/did not feel comfortable sharing publicly.

Archivists might also create pre-prepared lesson plans an educator could draw
from that include music, disability, and the archive's materials. Many music archives
host musical performances; in this case, a themed performance focusing on
disability—perhaps using scores from the archive's holdings or introducing present-
day Disabled composers—could be put on.

Finally, and perhaps most importantly, partnering with local disability
advocacy groups will give the archive knowledge about what the disability
communities in their specific area need and want, and it will give them the
opportunity to forge deep and meaningful connections with their own community
members.?8’

Practical Steps

This list summarizes the above sections, but it does not necessarily follow its
order. An individual archivist cannot do everything on this list (e.g., a single archivist
working at a community archive cannot restructure all the finding aids at their
repository and start a graduate level course for new archivists), and that is not the

intention behind this list. Rather, this is meant as a source of inspiration. Many of the

287 Not all disability advocacy groups are created equal. Some, like Autism Speaks,
masquerade as advocacy groups but are actually hate groups. When partnering with
disability advocacy organizations, it is essential that a thorough background is
collected. Again, talking to individuals involved in disability advocacy in the local
area (who are not connected with a particular organization) can be helpful in
determining which groups are legitimate.
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items on the list are also major commitments that would require the collaboration of
multiple individuals or are items that would be better suited to certain types of
institutions over others. For items pertaining to webpages, the steps outlined in the
footnoted article provide a useful starting point when looking to increase online
accessibility.?® It is my hope that this list, in order of potential implementation,
inspires changes relevant and useful to each specific archive it finds its way to. Take
what is meaningful, and leave the rest.
1. Shift in Attitude
a. Determine current workplace attitudes, assumptions, and
presuppositions around disability
b. Dispatch interventions as relevant and useful (presentations, workplace
seminars, reading, conversations, etc.)
c. Monitor attitudes
I. Repeat a— as needed
d. Education initiatives,
i. (M)LIS courses for young archivists
ii. Continuing education offerings for practicing archivists
2. Increase access to workplace accommodations for Disabled archive staff
a. Go beyond ADA requirements in order to create a truly disability-

affirming space

288 \WebAlIM, "Cognitive Disabilities Part 2: Conceptualizing Design Considerations,"
Articles, accessed January 20, 2023,
https://webaim.org/articles/cognitive/conceptualize/.
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b. As possible, create a workplace that is accessible by default (The
following are basic ideas that are easy to implement in most
environments.)

i. Dimmable lights (ideally voice-controlled) are useful for both
visually-impaired individuals and those with sensory needs, as
the level of intensity can be altered depending on the
individual's need

ii. Multiple seating options (not just at traditional desks) increase
accessibility for individuals who are physically Disabled, as
well as those who simply prefer not to sit at a desk all day long

iii. Flexible workdays, hours, and locations (remote work, for
example) allow all staff members to complete their work as it
fits into their personal schedules; for Disabled staff members,
they allow them to manage their disability on their own terms

iv. Ask staff members what is needed/relevant/desired by them,
then implement all requests (within ability of the institution)

3. Update records/collections

a. Add outdated language blurbs on item pages or finding aids as needed

b. Ensure records are cross-tagged when relevant

c. Expand collections to either include more records about disability or
locate existing records about disability and describe them as such

d. Music specific
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I. Address the reality that some historical music figures were
Disabled in archival record descriptions
ii. Use archival materials to perform works by Disabled

composers

4. Finding aids

a.

Add references to figures' disability status when relevant and well-
founded (see chapter 1)

Add colophons to finding aids

Indicate who has processed or handled records or materials

Give access to archivists and users to annotate all finding aids, item
pages, or items

Restructure finding aids with an eye toward both general usability and
usability specifically for Disabled users (Bahde's ideas around

visualizations in finding aids are an excellent place to begin)

5. Crowdsourcing initiatives, as appropriate to particular institutions

a.

Solicit disability-related materials from Disabled members of local
community

Invite input on existing materials/collections from members of (local)
disability community/groups

Increase access to user-contributed revisions on all

records/collections/materials
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Overall Significance
To understand disability as an identity marker is to understand it as the basis

of culture. When culture is understood as an essential component of disability, the
importance of language use is illuminated. One would not intentionally use the non-
preferred language of a member of a culture tied to a physical nation, with borders—
nor, when they understand disability as culture, would they use non-preferred
language to refer to a Disabled person.

While disability culture is, on the surface, difficult to study due to its
dispersed physicality, when we understand it as an imagined community, the ease
with which future researchers might approach it becomes clear.?® In a livestream
hosted by the Asperger/Autism Network, Liv Gallop describes autism culture as a
place of understanding, of justice, and parallel communication.?®® That is, it is a place
in which an Autistic person can communicate using their preferred communication
methods—akin to speaking a first language with other speakers of it, while living in a
place that does not speak that language. Similar experiences appear throughout the
sub-cultures of the disability community.

When Disabled is understood as a cultural identity marker, the potential of
Disabled individuals to be symbolically annihilated is made clear (chapter 1). The

ways in which symbolic annihilation is carried out are many, but, beyond a simple

289 Benedict Anderson, "Introduction," in Imagined Communities: Reflections on the
Origin and Spread of Nationalism (New York: Verso, 2006): 1-8.
290 Asperger/Autism Network — AANE, "Infinity & Beyond: Celebrating Autistic
Culture,” YouTube, April 3, 2023, livestream, 00:00-39:48,
https://www.youtube.com/watch?v=zBfQ8EAT3PO0; Joseph Straus, "Autism as
Culture," in The Disability Studies Reader, ed. Lennard J. Davis (Milton Park: Taylor
& Francis Group, 2013): , 460-484.
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lack of materials about Disabled individuals, a lack of sensitive description is one of
the largest. Descriptive language cannot be improved until archivists know what it
currently is, and the analysis carried out in chapter 2 aims to fill that gap in
knowledge. Chapter 3 takes that analysis a step further, delving deeper into the details
of description with a specific eye toward Library of Congress Subject Headings
(LCSH) and disability terminology.

Taking a step back, chapter 4 presents the findings of a survey on how
Disabled individuals with ties to music perceive the representation of disability and
Disabled figures in music and non-music archives and how that impacts their overall
perceptions of those archival spaces. Finally, chapter 5 presents some suggestions for
how archivists might productively work to combat symbolic annihilation of Disabled
individuals in music and non-music archives. Together, these chapters offer a deep
exploration into the issue of symbolic annihilation of Disabled individuals in music
archives and call for greater action on the part of archivists across the discipline in
confronting the symbolic annihilation of Disabled individuals.

This research expands on that previously done on symbolic annihilation in a
number of ways. In a literal sense, it expands the discussion to a larger sample size
(177 as opposed to 10 and 11), though in a more quantitative manner.?°! In doing so,
it illuminates intriguing new trends. First, the sheer number of participants attracted to
an academic survey about disability and music archives suggests that users feel an

urgency around the issue of symbolic annihilation in music archives that is not being

291 Brilmyer, " 'I'm also prepared to not find me,' " 173; Caswell, "To Suddenly
Discover," " 65.

184



addressed by information professionals. Second, the number of participants who self-
identified as neurodivergent in the survey responses indicates that there is work to be
done teasing out the relationship between neurodivergence and (music) archives. Is it
that archives attract neurodivergent users? Is it that they dissuade use by individuals
who are Disabled in other ways, making neurodivergent users the most successful at
overcoming systemic barriers to access? Or is it something else entirely?

This work also adds to understandings of symbolic annihilation itself. For
example, in the cases of Ludwig van Beethoven and Wolfgang Amadeus Mozart,
their lives have been well-documented; it cannot be argued that they are symbolically
annihilated individuals. However, portions of their identity have undoubtably been
erased. Thus, I have proposed a new term: phrasal symbolic annihilation.

Overall, my work adds to the observations of what is happening in archival
spaces as pertains to symbolic annihilation and offers a path forward. Adding to the
methods for addressing symbolic annihilation, | have laid out direct methods of
beginning the work of combatting it in a variety of archival spaces. These methods
could also be adapted for use in non-archival spaces, as seen fit.

Future Research

Going forward, | hope that future researchers and archivists build on my work
in whatever ways they find meaningful and relevant. Specifically, | hope that
archivists use my findings in chapter 2 (the online archive analysis) to inform their
description practices around disability and that researchers use it as a starting place to
dive deeper into descriptive language issues in music and non-music archives. That

chapter presents a picture of what currently is—but how did we get there? What
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lessons can we learn from that journey? Where can we go from where we are now?
How do we get there? | would also like to explore more deeply the different types of
language use in the music and non-music archives. Particularly in light of the findings
of chapter 4 (the survey), what patterns emerge there?

I hope that future researchers continue to critically examine the topic of
Library of Congress Subject Headings (LCSH) and disability representation. There is
so much more work to be done there. In chapter 3 (LCSH analysis), | focused on
disability generally and took a particular interest in Autism Spectrum Disorder
(ASD), but every disability would benefit from a careful analysis of its representation
in LCSH conducted not by a single researcher but by a coordinated team, multiple
members of whom can independently tag subject headings to increase reliability. |
also hope that those responsible for revising LCSH will take into consideration the
very real harm the biases expressed within the subject headings do and that they will
revise the next edition accordingly.

My future research will likely focus on the findings of chapter 4 (the survey)
in that I will likely continue to analyze the survey data itself. If | were to build on this
research with a follow-up study, | would be interested to know if education level
plays into archive perception. For instance, are college-educated Disabled individuals
more likely to be introduced to archival research and therefore more likely to perceive
archives positively? If there is an education gap among archival users, or Disabled
archival users specifically, how can archivists work to introduce archives as a

relevant tool (or simple point of interest) to those populations? Everyone deserves to
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at least be aware of where and how their history and legacies are constructed and
stored—not just those with a college degree.

I would also like to look more closely at the data from Disabled musicians as
opposed to general Disabled participants (potentially through chi square tests) and
their experiences in music and non-music archives. Finding out what, specifically,
differentiates these two groups and their experiences will provide useful insights for
archivists and archival administrators about which interventions will be most
effective at combatting symbolic annihilation and increasing representational
belonging.

Moving forward, 1 will turn my focus to addressing representational belonging
for neurodiverse individuals specifically, because addressing representational
belonging for all Disabled individuals is simply too large a task for a single
researcher.?? Archivists as a whole need to be addressing the symbolic annihilation
of marginalized groups in archives, because to do otherwise is to contribute—
implicitly or otherwise—to the erosion of a true or accurate historic record, which is
the exact opposite of an archivist's job. Archivists are beginning to do this, but we
need to do more.

A Final Proposition

In light of the findings presented throughout this thesis, | propose that the

following statement is true: "I get by" because "[t]here was a spider in my loofah this

morning" (P4).

292 Caswell et al., " "To Suddenly Discover,' " 76.
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The phrase "[t]here was a spider in my loofah this morning"” was one of the
fun facts offered in the final question in which participants were offered space to
provide any other thoughts, concerns, questions, or fun facts that they might have
before ending the survey. It was offered without context, a solitary line of black text
in the otherwise empty void of the white textbox.

It made me laugh to read it. It is a whole story, in one sentence.

The pure honesty of the image: someone alone, picking up the loofah, only to
discover a spider. Then what? If this person is anything like me, they shrieked (hitting
notes even trained sopranos would be proud of), threw the loofah into the air, then
fled from the infested room in search of someone else who could eradicate the pest.

Or, if they're more like my sister, they calmly and confidently dealt with the
situation on their own without ever batting an eye. It never would have occurred to
her to even enter such an event into my survey's textbox, because, to her, it wouldn't
have been an event.

But I digress.

This sentence is funny.

But that isn't how I'm choosing to interpret it here. This person was in a
vulnerable state, and they shared that state at the end of the survey.

In our world, to be Disabled is to be vulnerable. Likewise, to be comfortable
with disability is to be comfortable with vulnerability.

We must share our vulnerability with each other, because sharing our
vulnerabilities with each other is the only way we will forge true, deep connections

with each other and to know one another. Knowing one another is at the heart of any

188



method of combating ableism—in this case, symbolic annihilation. Disabled
individuals have long been the ones doing the majority of the emotional and physical
labor in those efforts. It is long past time for non-Disabled people to be laboring
equally.

Thus, while "I get by" invokes the emotional and physical labor of living in an
ableist society, "[t]here was a spider in my loofah this morning™ invokes the
importance of sharing vulnerability and of having safe community spaces in which to
do so (P4). "I get by" because "[t]here was a spider in my loofah this morning.” We
get by because we have communities to draw on, to share vulnerability with.

Archives can be those spaces too.

Moreover, | believe archives have a duty to be safe community spaces in
which Disabled individuals can feel and be vulnerable. Disabled individuals should
be able to locate records about people like them without using outdated language to
search for them. They should be able to physically navigate the archival space and
materials. They should be able to read a record's description without encountering
uncontextualized slurs. They should be able to come and see themselves reflected in
the records they find there. They should be able to access archives without exerting
more emotional or physical effort than non-Disabled people do.

These are not unreasonable expectations.

Let us meet them.
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Appendix Il: Recruitment Materials

Email
Hi, there!

Are you a disabled person with ties to music? If you are, read on!

I'm Elizabeth Pineo (she/her), a graduate student at the University of Maryland, and
I'm looking for disabled people for whom music is a big part of their lives to
participate in an IRB-approved survey about their perceptions of music archives. The
survey does not collect any identifying information and should take between fifteen
and thirty minutes to complete. You must be 18+ years old to participate. For more
information about my project, see the survey information site.

If you know any others who might be interested in participating in this survey, feel
free to forward this email to them!

Sincerely,

Elizabeth Pineo

(she/her)

Master of Library and Information Science
College of Information Studies (iSchool)
University of Maryland

Email: epineo@umd.edu

Survey Link
Survey Information Site Link

Post
Hi, there!

Are you a disabled person with ties to music? If you are, read on!

I'm Elizabeth Pineo (she/her), a graduate student at the University of Maryland, and
I'm looking for disabled people for whom music is a big part of their lives to
participate in an IRB-approved survey about their perceptions of music archives. The
survey does not collect any identifying information and should take between fifteen
and thirty minutes to complete. You must be 18+ years old to participate. For more
information about my project, see the survey information site.

If you know any others who might be interested in participating in this survey, feel
free to share this post with them!

Sincerely,
Elizabeth Pineo
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(she/her)

Master of Library and Information Science
College of Information Studies (iSchool)
University of Maryland

Email: epineo [at] umd [dot] edu

Survey Link
Survey Information Site Link

Email Request to Forward Email
Hello!

| am Elizabeth Pineo (she/her), a graduate student at the College of Information
Studies at the University of Maryland. I'm working on my master's thesis on disabled
individuals' perceptions of music archives, and I'm looking for disabled people
eighteen years and older for whom music is a big part of their lives to participate in
an IRB-approved survey.

I'm trying to recruit as many participants as possible, so | was wondering if you
would be able to share the below IRB-approved email with any ListServs, groups,
classes, or other individuals who might fall into that group. If you'd like to preview
the survey before forwarding it, you can access the survey itself or the survey
information site.

Thank you for your time and consideration, and if you have any questions or
concerns, please feel free to reach out!

Sincerely,
Elizabeth Pineo
(she/her)

Master of Library and Information Science
College of Information Studies (iSchool)
University of Maryland

Email: epineo@umd.edu

Email to be shared...
Hi, there!

Are you a disabled person with ties to music? If you are, read on!
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I'm Elizabeth Pineo (she/her), a graduate student at the University of Maryland, and
I'm looking for disabled people for whom music is a big part of their lives to
participate in an IRB-approved survey about their perceptions of music archives. The
survey does not collect any identifying information and should take between fifteen
and thirty minutes to complete. You must be 18+ years old to participate. For more
information about my project, see the survey information site.

If you know any others who might be interested in participating in this survey, feel
free to forward this email to them!

Sincerely,

Elizabeth Pineo

(she/her)

Master of Library and Information Science
College of Information Studies (iSchool)
University of Maryland

Email: epineo@umd.edu

Survey Link
Survey Information Site Link
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Appendix I11: Survey Information Site

% Survey Information Site Home Consent Form
—

Disabled Musicians

Perceptions of Music
Archives

Introduction
Hello! Thank you for your interest in this survey.

Tam Elizabeth Pineo (she/her), and  am currently pursuing my Master's of Library and Information Science at College of Information Studies in the University of

Maryland, College Park.For my Master's thesis, 1am people’s f music archives because music archives—and archives in general
—are locations in which disabled people have faced great erasure and current of
music archi dwhat they fromm h way we can begin to address this ableist n:n.lxry This is a call for participation in an IRB

‘approved survey. For more detail, the full project abstract is included below.
Survey Link

Why does this project matter?

Archives are the location of our societal memories. Our based on past 'making archives the locations of decisions about how we
choose to remember our past and what our future will be. If materials by disabled people and their experiences are left out, disabled people cease to exist—at least,
according to the historical record. That Is unacceptable, and it Is this omission that this project seeks to address.

Why music?

Ashas been the case in many areas of memory creation, disabled people have been largely left out of musical histories. But music impacts everyone's life in some
way, whether it be elevator music or a deep passion for a certain genre. As a result, this focus will not exclude any potential participants. Moreover, this project will
be able not just to combat erasure and misrepresentation of disabled people in the archival record, but it will also be able to illuminate the gaps in our musical
historfes where disabled people and their stories belong

Who qualifies?

People who
= identify as disabled,

= have a connection to music,

= andare over the age of eighteen
It's not required but is a bonus if

= you've used an archive before!.

Survey Procedures

‘The survey will explore your experiences as a disabled music archive user. It will last approximately fifteen to thirty minutes. Questions will be a combination of

response on your responses to each question, you might be shown more multiple choice questions or more open-ended
quemons Please answer all questions to the best of your ability. , but you will be asked to disclose your disability
status, if applicable. 1f you choose to stop the survey before hitting the final submission button, your responses will be discarded. For more information on privacy,
participant rights, and procedures, see the full consent form.

Survey Link

Closing

Thank you for your time and contribution. With any questions, concerns, or other inquiries, I can be reached by email at epineo [at] umd [dot] edu. 1f you know of

yone else who might in in y. please feel free to share this page with them. If you would be interested in participating in any
follow-up studies that might occur, please fill out the Follow-Up Interest Form

Abstract

According to the Centers for Disease Control and Prevention, 1in 4 people is disabled, making disabled people one of the largest minority groups in the world [1]. Yet
disabled people are rarely, If ever, referred In an archival context, th takes the form of what Michelle Caswell terms
symbolic annihilation [2). 1 aim to determine the impact(s) of symbolic annihilation on disabled people with a specific focus on disabled musicians’ perceptions of
‘music archives. Using th Iwillp for archival best practices that increase disabled people’s representational belonging [3].1
will employ a mixed methods approach that includes a survey, literature reviews, meta-analysis (where and if relevant), and archival research. Issues of language
use, and f disabled musical figures will also be explored.

‘This project will have tangible impacts on representation of disabled people in an archival setting, When archival representations reflect the language used by the

being described, s from which we have chosen to bulld our history reflect our valuation of those communities. By altering the ways in which
‘we remember people of the past, we can alter the ways in which we i with people of the present. Thus, my gs will support ongoing efforts to increase
societal awareness, and people with the aim of helping to decrease the prevalence of ableism in our broader soclety.

Disease Control 3nd Prevention, COC:1in 4 US adult ive with a disabity” updated Augus
veil, Marika Cifor, and Mario H. Rarm uddenty Discover Yourself Ex
{5] Caswel et al, - To Suddenty Dicover Yoursel Existing.

16, 2018. RTDS:/www cdc govimedia beleases/2018/p0816-disability hemi
9" Uncovering the impact of Community Archives.” The American Archivist 79, no. " aotey 59

Elizabeth Pineo
Master's of Library and information Science
wersity of Maryland, Coliege Park
epineo fat] umd [det] edu




Survey Information Site Home ConsentForm Q

Consent Form

Institutional Review Board
1204 Mar Mot M @ 7844 Ragerss Ovve « Coege Pk, MD 20742 « 3014054212 » iffuret o
CONSENT TO PARTICIPATE
Project Title | Disabled individuals’ Perceptions of Music Archives

[Purpose of the Study | | am Elizabeth Pineo, and | am conducting research at the
University of Maryland, College Park. | am inviting you to
participate in my research project because you are disabled and
have an interest in music. The goal of my research is to figure out
how best 1o represent disabled peopie in music archives.

" Procedures | The survey will ask questions about your experences with music
archives and non-music archives.

The survey is on Qualtrics. It will have roughly thirty questions about
your experiences as a disabled (music) archive user. It will take
about fifteen to thirty minutes. The questions will be multiple choice
and open response. The survey will not collect identifying
information about you, but you wil be asked to disclose your
disability status.

f you stop the survey before hitting the “submit” bution, your
responses will be deleted
Potential Risks and | There are some risks from participating in this research study. One |
Discomforts of the risks is the accidental disclosure of disabilty status, The other
is a potential breach of confidentiality. You can read more about this
risk in the Confidentiality section below.

You do not have to answer any questions that make you feel
uncomfortable, and you can stop taking the survey whenever you
want.

Potential Benofits There are no direct benefits from this survey. But. sharing your
experience with archives might make you feel relieved. You could
also feel relieved because sharing your experience can help other
disabled archive users.

This survey might aiso help other people, like archivists, because
they will leam more about how 1o represent disabled people in
music archives.

Confidentiality 1T will reduce potential losses or breaches of confidentiaiity by storing |
data on a password-protected University of Maryland drive. | will
store raw survey data on Qualtrics. | will store processed survey

Page 1ol RNt Package: 19159701
tws __ Dot
[ data on a password- computer, | will keep anor

protected nymous
survey data indefiniely, Only | will have direct access to any of the
data in this study.

f you are worried about people finding out you are disabled. you
can take the survey in a private place. You can aiso clear your
history and close your tabs or windows after finishing it

The survey will be anonymous, and it will not collect any data that
could identify you. But. | might use the survey answers to write
papers that wil be published. If | o that, | wil not be able 1o lel
anyone who you are, because the survey was anonymous. | will
protect your identity to the maximum extent possible.

[ gree 1o participate in any follow-up studies | do, you can put

For screen reader users: If you experience difficulty reading or navigating the consent form, you can download it to your personal computer. (All readers--not just
those using screen readers--are encouraged to do this anyway!) From there, the PDF should be fully accessible

Elizabeth Pineo
Master's of Libeary and Informat
University of Manytand, Colege Park
‘opineo [at] umd dot] edu

195



Appendix 1VV: Consent Form

(-~
a8
7 )

2, /R
e o -
TRy LAY

Institutional Review Board
1204 Marie Mount Hall e 7814 Regents Drive o College Park, MD 20742 e 301-405-4212 e irb@umd.edu

CONSENT TO PARTICIPATE

Project Title Disabled Individuals' Perceptions of Music Archives
Purpose of the | am Elizabeth Pineo, and | am conducting research at the
Study University of Maryland, College Park. | am inviting you to

participate in my research project because you are disabled
and have an interest in music. The goal of my research is to
figure out how best to represent disabled people in music
archives.

Procedures The survey will ask questions about your experiences with
music archives and non-music archives.

The survey is on Qualtrics. It will have roughly thirty questions
about your experiences as a disabled (music) archive user. It
will take about fifteen to thirty minutes. The questions will be
multiple choice and open response. The survey will not collect
identifying information about you, but you will be asked to
disclose your disability status.

If you stop the survey before hitting the “submit” button, your
responses will be deleted.

Potential Risks and | There are some risks from participating in this research study.
Discomforts One of the risks is the accidental disclosure of disability status.
The other is a potential breach of confidentiality. You can read
more about this risk in the Confidentiality section below.

You do not have to answer any questions that make you feel
uncomfortable, and you can stop taking the survey whenever
you want.
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Potential Benefits

There are no direct benefits from this survey. But, sharing your
experience with archives might make you feel relieved. You
could also feel relieved because sharing your experience can
help other disabled archive users.

This survey might also help other people, like archivists,
because they will learn more about how to represent disabled
people in music archives.

Confidentiality

| will reduce potential losses or breaches of confidentiality by
storing data on a password-protected University of Maryland
drive. | will store raw survey data on Qualtrics. | will store
processed survey data on a password-protected computer. |
will keep anonymous survey data indefinitely. Only | will have
direct access to any of the data in this study.

If you are worried about people finding out you are disabled,
you can take the survey in a private place. You can also clear
your history and close your tabs or windows after finishing it.

The survey will be anonymous, and it will not collect any data
that could identify you. But, | might use the survey answers to
write papers that will be published. If I do that, | will not be able
to tell anyone who you are, because the survey was
anonymous. | will protect your identity to the maximum extent
possible.

If you agree to participate in any follow-up studies | do, you
can put your email address and Qualtrics Participant ID in a
separate form. It is your choice to participate in follow-up
studies, and you don’t have to participate in them to take this
survey. | will destroy any contact information you put in the
follow-up form by December 31, 2029.

Your information may be shared with representatives of the
University of Maryland, College Park or governmental
authorities if you or someone else is in danger or if | am
required to do so by law.

Right to Withdraw
and Questions

You can choose whether to participate in this survey. You
don't have to take it if you don't want to. If you stop taking the
survey, you will not get penalized. Because the survey is
anonymous, once you submit your responses, it may not be
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possible to withdraw the data entirely.

e If you decide to stop taking the survey...

e If you have questions, concerns, or complaints...

e Orif you need to report an injury related to the
research...

Please contact the researcher:

Elizabeth Pineo
epineo@umd.edu
(724) 456-3312

Participant Rights

If you have questions about your rights as a research
participant, or you want to report a research-related injury,
please contact:

University of Maryland College Park
Institutional Review Board Office
1204 Marie Mount Hall
College Park, Maryland, 20742

E-mail: irb@umd.edu
Telephone: 301-405-0678

For more information regarding participant rights, please visit
the UMD IRB Resources Page.

This research has been reviewed according to the University
of Maryland, College Park IRB procedures for research
involving human subjects.

You can download a PDF version of this statement of consent
here: Consent Form Download.

Statement of
Consent

By taking this survey, you are saying that:
e Yyou are at least 18 years old,
e you read this consent form or someone else read it to
you,
e any questions you have about the survey are
answered,
e and you voluntarily agree to participate in this survey.

If you agree to participate, please answer "Yes" to the first
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survey question. Choosing “yes” means that you give consent
to participate, you officially state you understand the consent
form, and you are taking this survey voluntarily.

Please download a copy of the consent form for your records
here: Consent Form Download.
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Appendix V: Survey Instrument

Disabled Individuals' Perceptions of
Music Archives

Q1.1

Welcome to the survey! Please read the information below and answer the consent
question.

Language Statement
In keeping with current trends within the disability community, when it is respectful
to do so, identity-first language will be employed throughout this survey.

Who Qualifies? People who:

+ identify as disabled,

* have a connection to music,

« and are over the age of eighteen.

It's not required but is a bonus if:
* you've used an archive before!

Procedures

The survey will explore your experiences as a disabled music archive user. It will last
approximately fifteen to thirty minutes. Questions will be a combination of multiple
choice and open response. Depending on your responses to each question, you might
be shown more multiple choice questions or more open-ended questions. Please
answer all questions to the best of your ability. No demographic information will be
collected, but you will be asked to disclose your disability status, if applicable. If you
choose to stop the survey before hitting the final submission button, your responses
will be discarded. For more information on privacy, participant rights, and
procedures, see the full consent form.

Statement of Consent
Before beginning, please ensure that you have read the full consent form.

By clicking "Yes," below, you indicate that you are at least 18 years of age, you have
read this consent form or have had it read to you, your questions have been answered
to your satisfaction, and you have voluntarily agreed to participate in this research
study. If you agree to participate, please answer "Yes" to the question below to
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continue with the survey. Your selection will act as your electronic signature and
official statement that you have read and understand the full consent form and are
participating in this survey voluntarily.

) Yes
) No

Skip To: End of Survey If Welcome to the survey! Please read the information below and answer the

consent question. Languag... = No

Q2.1 This section asks questions about you and your connection to music.

Q2.2 Do you identify as disabled?
) Yes.
) No.
(I do not identify as disabled, but I do have a disability.

() Other, please specify:

Skip To: End of Survey If Do you identify as disabled? = No.

Display This Question:

If Do you identify as disabled? = Yes.

Or Do you identify as disabled? = Other, please specify:
Or Do you identify as disabled? = | do not identify as disabled, but | do have a disability.
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Q2.3 If you are comfortable doing so, you can provide more information about the
nature of your disability here. Select all that apply.

| am physically disabled.

| am developmentally disabled.

I am mentally disabled.

| have an age-related disability.

I have another form of disability.

Other, please specify:

If you'd like to provide more detail, you can enter it here:

202



Q2.4 Do you consider yourself to have a connection to music?
Yes.

No.

Skip To: End of Survey If Do you consider yourself to have a connection to music? = No.

Display This Question:

If Do you consider yourself to have a connection to music? = Yes.

Q2.5 What is your connection to music? Select all that apply.

I'm a professional musician.

I'm an amateur/student musician.

I'm a music teacher/professor.

I love listening to music.

| write/compose music.

I'm a member of a band/choir/orchestra/etc.

I'm a dancer.

I just like listening to music.

I have another connection to music. Please specify:
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Q3.1 This section will ask questions about your experiences with and perceptions of
(music) archives.

Q3.2 In your own words, what is an archive?

Q3.3 What are the first five adjectives that come to mind when you think about
MUSIC archives?
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Q3.4 For the purposes of this survey, an archive is: "an intentionally constructed
collection of informational, contextual, or historical items relating to a particular
theme or topic that attempts to represent truth and fact.”

This might take the form of a university collection, a library special collection, a state
repository, a personal collection of materials, or an online repository (like a blog or a
website). This would not include things like Google's search index or a
Spotify/YouTube playlist.
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Q3.5 Have you ever used an archive before?

) Yes.
) No.

) I'm not sure.

Display This Question:

If Have you ever used an archive before? = Yes.

Or Have you ever used an archive before? =1'm not sure.

Q3.6 Were you using the archive in-person, online, or both?

) Only in-person.
) Only online.
() Both in-person and online.

() Other, please specify:

Display This Question:

If Have you ever used an archive before? = Yes.

Or Have you ever used an archive before? =I'm not sure.
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Q3.7 In what context were you using the archive?

Academic research, please specify:

Genealogical research, please specify:

Personal research, please specify:

Professional research, please specify:

Other, please specify:
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Q3.8 Have you ever used a MUSIC archive before?

) Yes.
) No.

) I'm not sure.

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =1'm not sure.

Q3.9 Were you using the MUSIC archive in-person, online, or both?
) Only in-person.
) Only online.
) Both in-person and online.

() Other, please specify:

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =1'm not sure.
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Q3.10 In what context were you using the MUSIC archive? Check all that apply.

Academic research, please specify:

Genealogical research, please specify:

Personal research, please specify:

Professional research, please specify:

Other, please specify:
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Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q3.11 Please briefly describe your experience with the MUSIC archive. What was
POSITIVE about your experience?

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? = I'm not sure.

Q3.12 Please briefly describe your experience with the MUSIC archive. What was
NEGATIVE about your experience?

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

And Have you ever used a MUSIC archive before? =1'm not sure.
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Q3.13 How satisfied were you with your experience with the MUSIC archive(s)?
Extremely dissatisfied
Somewhat dissatisfied
Neither satisfied nor dissatisfied
Somewhat satisfied

Extremely satisfied
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Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q3.14 As a disabled person with a relationship to music, did you feel represented in
the MUSIC archive(s) you used?

() Not at all represented

() Somewhat not represented
() Somewhat represented

() Mostly represented

() Completely represented

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q3.15 How much material about disabled people did you expect to find in a MUSIC
archive?

() None at all

) Alittle

(' A moderate amount
) Alot

() A great deal

Display This Question:

If Have you ever used a MUSIC archive before? = No.

Or Have you ever used a MUSIC archive before? =1'm not sure.
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Q3.16 If you were to use one, how much material about disabled people would you
expect to find in a MUSIC archive?

None at all

A little

A moderate amount
A lot

A great deal
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Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q3.17 To what extent do music archives make you feel connected to other disabled
musicians?

() Not well at all
) Slightly well

() Moderately well
) Very well

) Extremely well
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Display This Question:

If Have you ever used a MUSIC archive before? = No.

Or Have you ever used an archive before? = No.

Q3.18 If you have never used an archive, why not? Check all that apply.

| didn't know of any in-person archives available to me.

I didn't know of any digital archives available to me.

I didn't feel I had the skill set necessary to successfully navigate an
archive (digital OR in-person).

| didn't feel that archival materials would help me find information |
wanted.

I didn't think an archive would have materials about the topic | was
interested in.

The archive(s) available to me did not meet my accessibility needs.

Other, please specify:
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Display This Question:

If If you have never used an archive, why not? Check all that apply. =1 didn't know of any in-
person archives available to me.

Or If you have never used an archive, why not? Check all that apply. = Ididn't know of any digital
archives available to me.

Or If you have never used an archive, why not? Check all that apply. =1 didn't feel | had the skill
set necessary to successfully navigate an archive (digital OR in-person).

Or If you have never used an archive, why not? Check all that apply. =1Ididn't feel that archival
materials would help me find information | wanted.

Or If you have never used an archive, why not? Check all that apply. =1didn't think an archive
would have materials about the topic | was interested in.

Or If you have never used an archive, why not? Check all that apply. = The archive(s) available to
me did not meet my accessibility needs.

Or If you have never used an archive, why not? Check all that apply. = Other, please specify:

Q3.19 If you would like to elaborate on your response(s) to the previous question,
please do so here:
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Display This Question:

If Have you ever used an archive before? = No.

Q3.20 If you were to use an archive, what would you be looking to gain from it?
Check all that apply.

Access to materials relevant to topics that interest me

Materials for a research project

Genealogical information

A sense of connection to the PAST

A sense of connection to the PRESENT

OO0 0000

Other, please specify:

Display This Question:

If If you were to use an archive, what would you be looking to gain from it? Check all that apply.
= Access to materials relevant to topics that interest me

Or If you were to use an archive, what would you be looking to gain from it? Check all that apply.
= Materials for a research project

Or If you were to use an archive, what would you be looking to gain from it? Check all that apply.

= Genealogical information

Or If you were to use an archive, what would you be looking to gain from it? Check all that apply.
= A sense of connection to the PAST

Or If you were to use an archive, what would you be looking to gain from it? Check all that apply.
= A sense of connection to the PRESENT

Or If you were to use an archive, what would you be looking to gain from it? Check all that apply.
= Other, please specify:

Q3.21 If you would like to elaborate on your response(s) to the previous question,
please do so here:
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Display This Question:

If Have you ever used an archive before? = Yes.

Or Have you ever used an archive before? =I'm not sure.

Or Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q4.1 As a disabled PERSON, how accurately do you feel represented in NON-
MUSIC archives?

) Not accurately at all
 Slightly accurately

() Moderately accurately
() Very accurately

() Extremely accurately

Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q4.2 As a disabled PERSON, how accurately do you feel represented in MUSIC
archives?

() Not accurately at all
) Slightly accurately

() Moderately accurately
() Very accurately

() Extremely accurately
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Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =1'm not sure.

Or Do you consider yourself to have a connection to music? = Yes.

Q4.3 As a disabled MUSICIAN, how accurately do you feel represented by the
records in MUSIC archives?

() Not accurately at all
 Slightly accurately

() Moderately accurately
) Very accurately

() Extremely accurately

Display This Question:

If As a disabled MUSICIAN, how accurately do you feel represented by the records in MUSIC
archives? = Not accurately at all

Or As a disabled MUSICIAN, how accurately do you feel represented by the records in MUSIC
archives? = Slightly accurately

Or As a disabled MUSICIAN, how accurately do you feel represented by the records in MUSIC
archives? = Moderately accurately

Or As a disabled MUSICIAN, how accurately do you feel represented by the records in MUSIC
archives? = Very accurately

Or As a disabled MUSICIAN, how accurately do you feel represented by the records in MUSIC
archives? = Extremely accurately

Q4.4 If you would like to elaborate on your response to the previous questions about
representation, please do so here:
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Display This Question:

If Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q4.5 Please select the response that best completes the following sentence according
to your experiences. The number of records about or referring to disabled musicians
in music archives...

( falls FAR short of my expectations.
( falls short of my expectations.

) equals my expectations.

() exceeds my expectations.

() FAR exceeds my expectations.

Display This Question:

If Please select the response that best completes the following sentence according to your
experienc... = falls FAR short of my expectations.

And Please select the response that best completes the following sentence according to your
experienc... = falls short of my expectations.

And Please select the response that best completes the following sentence according to your
experienc... = equals my expectations.

And Please select the response that best completes the following sentence according to your
experienc... = exceeds my expectations.

And Please select the response that best completes the following sentence according to your
experienc... = FAR exceeds my expectations.

Q4.6 If you would like to elaborate on your response to the previous question, please
do so here:
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Q5.1 This section will ask questions about how you (might) use assistive technology
in an archival context.

Q5.2 How often do you use accessibility features or adaptive technology with your
computer/phone/tablet?

) Never

) Once a week

() 2-3 times a week
() 4-6 times a week

) Daily

Display This Question:

If How often do you use accessibility features or adaptive technology with your
computer/phone/tablet? = Once a week

Or How often do you use accessibility features or adaptive technology with your

computer/phone/tablet? = 2-3 times a week

Or How often do you use accessibility features or adaptive technology with your
computer/phone/tablet? = 4-6 times a week

Or How often do you use accessibility features or adaptive technology with your
computer/phone/tablet? = Daily

Q5.3 Please list the accessibility features or adaptive technologies you use below.
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Display This Question:

If Have you ever used an archive before? = Yes.

Or Have you ever used an archive before? =I'm not sure.

Or Have you ever used a MUSIC archive before? = Yes.

Or Have you ever used a MUSIC archive before? =I'm not sure.

Q5.4 In your experience, how well do archives meet your accessibility needs (digital,
physical, or other)?

) Not well at all
 Slightly well

() Moderately well
) Very well

() Extremely well

Display This Question:

If In your experience, how well do archives meet your accessibility needs (digital, physical, or
oth... = Not well at all

Or In your experience, how well do archives meet your accessibility needs (digital, physical, or
... = Slightly well

Or In your experience, how well do archives meet your accessibility needs (digital, physical, or
... = Moderately well

Or In your experience, how well do archives meet your accessibility needs (digital, physical, or
... = Very well

Or In your experience, how well do archives meet your accessibility needs (digital, physical, or
... = Extremely well

Q5.5 Please elaborate on your answer above. Why did you make that selection?

222



Q6.1 This section asks questions that summarize your perspectives on music archives.

Q6.2 Overall, would you say you have a positive or negative perception of MUSIC
archives?

() Extremely negative
() Somewhat negative
() Neither positive nor negative
() Somewhat positive

() Extremely positive

Display This Question:

If Overall, would you say you have a positive or negative perception of MUSIC archives? =
Extremely negative

Or Overall, would you say you have a positive or negative perception of MUSIC archives?
Somewhat negative

Or Overall, would you say you have a positive or negative perception of MUSIC archives?
Neither positive nor negative

Or Overall, would you say you have a positive or negative perception of MUSIC archives?
Somewhat positive

Or Overall, would you say you have a positive or negative perception of MUSIC archives?
Extremely positive

Q6.3 If you would like, you may elaborate on your response to the previous question
here. Why did you select the response you did?
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Q6.4 Overall, would you say you have a positive or negative perception of archives
NOT related to music?

() Extremely negative
() Somewhat negative
) Neither positive nor negative
() Somewhat positive

() Extremely positive

Display This Question:

If Overall, would you say you have a positive or negative perception of archives NOT related to
music? = Extremely negative

Or Overall, would you say you have a positive or negative perception of archives NOT related to
music? = Somewhat negative

Or Overall, would you say you have a positive or negative perception of archives NOT related to
music? = Neither positive nor negative

Or Overall, would you say you have a positive or negative perception of archives NOT related to
music? = Somewhat positive

Or Overall, would you say you have a positive or negative perception of archives NOT related to
music? = Extremely positive

Q6.5 If you would like, you may elaborate on your response to the previous question
here. Why did you select the response you did?

Q7.1 This section asks questions about your perceptions of famous musical figures.
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Q7.2 Please enter the first five words that come to mind when you think of: Ludwig
van Beethoven. If you do not know who that is, please say so!

Q7.3 Please enter the first five words that come to mind when you think of: Wolfgang
Amadeus Mozart. If you do not know who that is, please say so!

Q7.4 Please enter the first five words that come to mind when you think of: Amy
Beach. If you do not know who that is, please say so!

Q7.5 Please enter the first five words that come to mind when you think of: Ray
Charles. If you do not know who that is, please say so!
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Q7.6 Do you think of Ludwig van Beethoven as disabled?
Yes.
No.

| don't know who that is.

Display This Question:

If Do you think of Ludwig van Beethoven as disabled? = Yes.

Q7.7 Why did you answer "yes" to the above question?

Display This Question:

If Do you think of Ludwig van Beethoven as disabled? = No.

Q7.8 If you were to encounter archival records or materials (such as finding aids,
descriptions, etc.) that described this figure as disabled, would that change your
answer to the above question or would you need more information?

Yes, it would change my answer.
| would need more information.

No, it would not change my answer.
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Q7.9 Do you think of Wolfgang Amadeus Mozart as disabled?
Yes.
No.

| don't know who that is.

Display This Question:

If Do you think of Wolfgang Amadeus Mozart as disabled? = Yes.

Q7.10 Why did you answer "yes" to the above question?

Display This Question:

If Do you think of Wolfgang Amadeus Mozart as disabled? = No.

Q7.11 If you were to encounter archival records or materials (such as finding aids)
that described this figure as disabled, would that change your answer to the above
question or would you need more information?

Yes, it would change my answer.
| would need more information.

No, it would not change my answer.
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Q7.12 Do you think of Amy Beach as disabled?
Yes.
No.

| don't know who that is.

Display This Question:

If Do you think of Amy Beach as disabled? = Yes.

Q7.13 Why did you answer "yes" to the above question?

Display This Question:

If Do you think of Amy Beach as disabled? = No.

Q7.14 If you were to encounter archival records or materials (such as finding aids)
that described this figure as disabled, would that change your answer to the above
question or would you need more information?

Yes, it would change my answer.
| would need more information.

No, it would not change my answer.
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Q7.15 Do you think of Ray Charles as disabled?
Yes.
No.

| don't know who that is.

Display This Question:

If Do you think of Ray Charles as disabled? = Yes.

Q7.16 Why did you answer "yes" to the above question?

Display This Question:

If Do you think of Ray Charles as disabled? = No.

Q7.17 If you were to encounter archival records or materials (such as finding aids)
that described this figure as disabled, would that change your answer to the above
question or would you need more information?

Yes, it would change my answer.
| would need more information.

No, it would not change my answer.
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Q7.18 If you would like to elaborate on any of your responses to the questions in this
section about musical figures, please do so here:

Q8.1 This section asks questions about your perceptions of Library Congress Subject
Headings.

Q8.2 Are you familiar with Library of Congress Subject Headings (LCSH)?
Yes

No

Display This Question:

If Are you familiar with Library of Congress Subject Headings (LCSH)? = Yes

Q8.3 How accurately would you say LCSH describe disabled people?
Not accurately at all
Slightly accurately
Moderately accurately
Very accurately
Extremely accurately

I'm not sure.
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Display This Question:

If Are you familiar with Library of Congress Subject Headings (LCSH)? = Yes

Q8.4 How often would you say LCSH use correct or sensitive terminology to
describe disabled people?

Never

Sometimes

About half the time
Most of the time
Always

I'm not sure.

Display This Question:

If Are you familiar with Library of Congress Subject Headings (LCSH)? = Yes

Q8.5 How often would you say LCSH use INcorrect or INsensitive terminology to
describe disabled people?

Never

Sometimes

About half the time
Most of the time
Always

I'm not sure.
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Display This Question:

If Are you familiar with Library of Congress Subject Headings (LCSH)? = Yes

Q8.6 If you would like to elaborate on any of your above responses, please do so
here:

Q9.1 This section concludes the survey. Thank you for your participation!

Q9.2 Because archives vary from country to country, it's helpful to know where your
archival experience has occurred. If you are comfortable doing so, you can select the
name of the country where you've primarily interacted with archives in the text box
below. This is not required.

V Afghanistan ... Zimbabwe
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Q9.3 Do you have any other thoughts you would like to share? These could be
questions you have, sharing any excitement you feel, comments on the survey itself,
or anything else that's on your mind! Even just a fun fact about something that
interests you is fine to share!
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Q9.4 Would you be willing to participate in follow-up studies that might be
conducted on this topic?

Yes

No

Skip To: End of Survey If Would you be willing to participate in follow-up studies that might be
conducted on this topic? = No

Display This Question:

If Would you be willing to participate in follow-up studies that might be conducted on this topic?
=Yes

Q9.5 Thank you for your interest in participating in future research! Please click the
link below to open the interest form. You will be asked to provide your survey
Participant ID, [${e://Field/RandomID}], and an email address where you can
reached with any follow-up information. Your Participant ID is required to ensure
that only participants of this survey fill out the interest form and will not be used to
identify you.

Your responses to this survey will remain fully anonymous.

Interest Form
Participant ID: ${e://Field/RandomID}

Make sure to click the arrow at the bottom right of the screen to submit your
survey responses before closing this window/tab!
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Appendix VI: Codebooks

Category

Definition

Example*

No mention

Repository had no records
pertaining to disability

N/A

Person-first

Description(s) of a Disabled person
uses person-first language

"Person with a disability," "people with

disabilities," etc.

Identity-first

Description(s) of a Disabled person
uses identity-first language

"Disabled person," "Disabled people," etc.

Outdated Language employed is no longer E.g., "handicapped," "r (ed)," "slow," etc.
preferred by the disability
community
Noun™* Description(s) employ phrases that [E.g., "the disabled," "the blind," or "the
situate Disabled people as objects in [ handicapped"
a non-positive light
Avoidant Description is written to avoid Prominently mentions a Disabled person but
referring to a Disabled person oris |does not use any disability-related subject
written in some way that lacks headings; prominently mentions a Disabled
necessary context person but does not mention that they are
Disabled in a situation in which their
disability would be important context; etc.
Records Archive’s records were unavailable |N/A
inaccessible to the public
Romanticized | Description idealizes disability Description depicts disability as a superpower,
a gift, a blessing, etc.
Care Description prioritizes the role of | Subject headings for caregivers are included
the caregiver over that of the but not Disabled people; the Disabled person’s
Disabled person parents are discussed more so than they would
be in a non-Disabled person’s biographical
note; the caregiver is credited with (enabling)
the Disabled person’s achievements.
Unprocessed | Records have not been fully N/A
processed and are not, therefore,
publicly available
Other Description/record does not fall N/A

into the above categories

*Direct examples in the form of quotations from real records analyzed are not given

here except in aggregate form, because I do not want quotations to be able to be
copy/pasted into a search engine and particular records to come up. I do not believe
it would be productive to name particular archives.
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**At times, noun phrases are used today in an empowering way by self-advocates as a
way of reclaiming this phrasing. This is not always an intentional act, so this type of
reclaiming can be complicated for some.

Codebook 1, Chapter 2: List of Website Analysis Categories with Examples and

Definitions

Categories Definition Examples

Grandparent | LCSH that refer to a "Grandparents of children with disabilities"
Disabled person’s
grandparent

Murder LCSH that refer to the "Infanticide in literature NT Autism in children"
murder of a Disabled
person

Reading LCSH that refer to a "Reading disability and crime," "Reading disability,"
Disabled person "Reading devices for people with disabilities," etc.

reading/their reading level

Sexuality

LCSH that refer to the
sexuality (not sex or sex
education) of a Disabled

"Gays with disabilities"

person

Siblings LCSH that refer to the "Brothers and sisters of children with disabilities"
siblings of a Disabled
person

Slow LCSH that describe a "Slow learning children" and "Christian education of
Disabled person as slow slow learning children"

Spouses LCSH that refer to the "Teachers with visual disabilities NT Teachers’
spouse(s) of a Disabled spouses," "Musicians with disabilities NT Musicians’
person spouses," "Physicians with disabilities NT

Physicians’ spouses," etc.

Grooming LCSH that refer to the "Grooming for people with disabilities," "People
grooming (i.e., personal with disabilities—Health And hygiene," etc.
hygiene) habits of a
Disabled person

Institutions | LCSH that refer to the "Intellectual disability facilities

institutionalization (public
or private) of Disabled
people

— Language

— Legal status, Laws, etc. USE Mental health Laws
— Life skills guides — Marriage," "Group homes for
the developmentally

disabled

— Institutional care," "Epilepsy—Hospitals —
Institutional care," etc.
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Race LCSH that refer to "Crime And race NT Reading disability and crime"
disability and race and "Ethnic people with disabilities USE Minority

people with disabilities"*

Service LCSH that refer to services | "Day care centers for children with mental
(sometimes public) disabilities," "Orientation and mobility," "Libraries
provided to Disabled and children with mental disabilities," etc.
individuals

Animals LCSH that refer to Disabled | "Cats with disabilities," "Dogs with disabilities," etc.
animals

Homeless LCSH that refer to "Mentally ill homeless," "Homeless persons NT
homelessness and disability | Social work with people with mental disabilities,"

"Homeless persons NT Social work with people with
disabilities," etc.

Abuse LCSH that refer to abuse of | "Legal assistance to people with disabilities NT Legal
Disabled individuals assistance to sexual abuse victims," "Sex between

psychotherapist and

patient—Law and legislation Social work with
people with mental

disabilities—Law and legislation Therapeutic
communities—Law and legislation," People with
disabilities—Abuse of—Reporting," etc.

Behavior LCSH that refer to the "Developmentally disabled children — Behavior

modification |behavior modification of modification," "Teachers of children with mental
Disabled individuals, often |disabilities
in the context of — Behavior modification," "Slow learning children
intellectually Disabled — Behavior modification," etc.
children and adults

Insurance LCSH that refer to "Claimants of disability insurance," "Disability
disability in the context of |benefits in life insurance policies," "Disability
insurance/insurance claims |income insurance," etc.

Crime LCSH that equate criminal |"Reading disability and crime," "Special needs
acts with disability or that |offenders," "People with disabilities and crime," etc.
refer to both

Sex LCSH that describe "Sex instruction for the learning disabled," "Sex

Disabled individuals’ sexual
acts or their sexual
education

between psychotherapist and

patient—Law and legislation Social work with
people with mental

disabilities—Law and legislation Therapeutic
communities—Law and legislation," "People with
disabilities

— Sex counseling," etc.
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Unclear LCSH that refer to These often include the phrase "social disability" or

disability but that are "socially disabled" or are the result of outdated
difficult to parse language choices.
Neutral LCSH that are not "Intellectual disabilities

problematic in a way that [ USE Intellectual disability," "Impairment
falls into any of the other | USE Disabilities," "Physical handicaps
categories or that could fall | USE Disabilities," etc.

into a new category

Care LCSH that refer to the "American Caregivers' writings," "African American
caregiver of the Disabled | caregivers," "Gay caregivers," "Child caregivers," etc.
person or that reflect the
caregiver bias

Parent LCSH that refer to the "Parents of attention-deficit-disordered children,"
parent of a Disabled person | "Parents of blind children,"” "Parents of children
with disabilities," "Mothers of autistic children," etc.

Gendered LCSH that only refer one | "Asperger’s syndrome in girls," "Autistic girls,"
Language gender as atypical "Young women with disabilities," etc.
Law LCSH that refer to "People with disabilities (Islamic Law)," "Local
disability and law transit—Barrier-free design — Accessibility
USE Local transit accessibility
— Accidents
— — Washington, D.C.
— Accounting
— — Law And legislation,” "Mental health Laws,"
etc.
Education LCSH that refer to "Physical education for children with disabilities,"
education and disability "Physical fitness for people with visual disabilities,"

"Christian education of children with mental
disabilities," etc.

Incorrect LCSH that refer to a "Autism Spectrum Disorders," "Autistic Spectrum
diagnosis specific medical diagnosis | Disorders," "Cerebral palsied," etc.
but give the name of it
incorrectly
Noun LCSH that refer to Disabled | "Maps for the blind," "Video recordings for the
people using noun phrases |deaf," "Television for the hearing impaired,"
("the Disabled," "the "Teachers of the blind," "Sex instruction for the
Blind," "the Deaf") learning disabled," "Teachers of the learning
disabled," etc.
Reductive LCSH that fold too many | "Barrier-free design for people with mental
other LCSH into a BT that |disabilities," "Barrier-free design for students with
the overall meaning disabilities," "Barrier-free design for children with
becomes lost disabilities," etc.
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Adaption

LCSH referring to
accommodations made for
Disabled individuals (Noun
phrases are often used in
these LCSH, so the
examples are repeated.)

"Maps for the blind," "Video recordings for the
deaf," "Television for the hearing impaired,"
"Teachers of the blind," "Sex instruction for the

learning disabled," "Teachers of the learning
disabled," etc.

Diagnosis LCSH referring to specific | "Rett syndrome," "Disability evaluation Work—
medical diagnoses Physiological aspects,” "Aortic valve stenosis in
children," etc.
Religion LCSH referring to religion |"Developmental disabilities NT Intellectual
and disability disability — Religious aspects — — Christianity —
— Judaism," "Disabilities—Religious aspects,"
"Pastoral care of people with disabilities," "Christian
education of children with mental disabilities,"
"Church work with children with mental
disabilities," etc.
Outdated LCSH that use outdated "X-linked mental r: ation,"*** "Handicapping,"
language to refer to "Stupidity in literature," etc.
Disabled people
Medical LCSH referring to medical |"Tracheotomy," "Medical examinations,"
topics, procedures, etc. and | "Psychological tests for children," etc.
disability
Identity-first | LCSH using identity-first | "Disabled veterans," "Learning disabled children,"
Language language to refer to "Learning disabled women," etc.
Disabled individuals
Youth LCSH referring to Disabled | "Brain-damaged youth," "Youth with autism
children spectrum disorders,"* "Barrier-free design for
children with disabilities," "Children with diabetes,"
etc.
And LCSH that situate Disabled | "Truck drivers NT Truck drivers with disabilities,"

people as a differentiated
category of people
within/without a larger
group, much like Gendered
Language does.

"Musicians NT Musicians with disabilities," etc.

Person-first
Language

LCSH using person-first
language to refer to
Disabled individuals

"People with disabilities," "Musicians with
disabilities," "Truck drivers with disabilities," etc.

*Incorrect names of diagnoses are explored in greater detail in the text.
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*I include the USE term here because it provides context indicating that the new
term is about race; otherwise, the new term could be interpreted as about any
minority group not specific to race, which is, of course, problematic, given that
the new term will not have this context in its actual use.

***This LCSH has been censored here; it is not censored in LCSH 43. "X-linked
mental r-

ation" is an outdated way of referring to intellectual disability
affiliated with inherited mutations on the X chromosome.

Codebook 2, Chapter 3: List of LCSH Categories with Examples and Definitions, full
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Appendix VII: Figures

Types of Archives Surveyed

Charity Foundation

Museum

Non-Profit Group Holdings
Public Archive/Crowd-Sourced
Historical Society

Government Archive

Private Archive
Library/Academic/General

Public Archive

Library/Academic/Special Collections
0 12.5 25 37.5 50

Figure 1: Bar Chart of Categories of Archives Surveyed, Total: 101

Percentage of Archives with Music, Sound,
and General Holdings

Figure 2: Percentage of Archives with Music, Sound, and General Holdings, Total:
101
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Percentage of Analyzed Archives that
Employ LCSH

Unclear
27%

Figure 3: Percentage of Analyzed Archives that Employ LCSH, Total: 101

Number of Records in General Language Categories

No mention
Person-First
Outdated
Identity-First

Noun

Avoidant

Records inaccessible
Romanticized

Other

Care

Unprocessed
0 10 20 30 40

Figure 4: Number of Records in General Language Categories, Total: 175

242



Grandparent
Murder
Sexuality
Siblings
Slow
Spouses
Grooming
Institutions
Race
Service
Reading
Animals
Homeless
Abuse
Behavior modification
Insurance
Crime

Sex
Unclear
Neutral

Care

Parent
Gendered Language
Law

Education
Incorrect diagnosis
Noun

Reductive

Adaption

Diagnosis

Religion

Outdated

Medical

Identity-first Language
Youth

And
Person-first Language

Number of Records in ASD & Deaf Language Categories

No mention
Outdated
Lacks Context
Positive

23

Records inaccessible
Avoidant

PFL

Noun

Plural

Paternalistic
Unprocessed

IFL

Other

Ty

Figure 5: Number of Records in ASD & Deaf Language Categories, Total: 68

175 350 525

Figure 6: Number of Records in LCSH Language Categories, Total: 2193
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Grandparent
Murder
Sexuality
Siblings
Slow
Spouses
Grooming
Institutions
Race
Service
Reading
Animals
Homeless
Abuse
Behavior modification
Insurance
Crime

Sex

Unclear
Neutral

Care

Parent
Gendered Language
Law

Education
Incorrect diagnosis
Noun

Reductive
Adaption
Diagnosis

Religion

QOutdated

Medical

225 45 67.5 20

Figure 7: Number of Records in LCSH Language (with large categories removed to
increase readability), Total: 903

Abuse

Crime

Law

Murder

Outdated

Sex

Unclear

Behavioral Modification
Parent

Service

Care

Neutral

Gendered Language
Diagnosis

Religion

And

Medical

Person-first Language
Identity-first Language
Youth

Incorrect Name of Diagnosis

Figure 8: Number of Records in LCSH Language Categories, focus on ASD and

Asperger's, Total: 218
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Generalized
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Danlos
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S urological Neck
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FrDisorder

ADHD Spectrum Chl‘onlc Chromethesia

Figure 9: If you are comfortable doing so, you can provide more information about
the nature of your disability here. Select all that apply. (C)
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Figure 10: In your own words, what is an archive?
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Figure 11: What are the first five words that come to mind when you think of a
MUSIC archive?

Were you using the [NON-MUSIC] archive in-person, online, or both?

Only in-person

Only online

Both in-person and online

Other

Figure 12: Were you using the [NON-MUSIC] archive in-person, online, or both?
Total: 73
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Only in-person

Only online

Both in-person and online

Other

Were you using the MUSIC archive in-person, online, or both?

16.5 22

Figure 13: Were you using the MUSIC archive in-person, online, or both? Total: 35
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Figure 14: Beethoven Word Cloud
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Figure 15: Mozart Word Cloud
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Figure 17: Beach Word Cloud (with "IDK" removed)
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How much material about [Dl]isabled people did you expect to find in
a MUSIC archive?

A great deal

Alot

A moderate amount

Alittle

None at all

o
S
@
N

16

Figure 19: How much material about Disabled people did you expect to find in a
MUSIC archive? Total: 29

How accurately do you feel represented as a [D]isabled person in
NON-MUSIC archives?

Extremely accurately
Very accurately
Moderately accurately
Slightly accurately

Not at all accurately

Figure 20: How accurately do you feel represented as a [D]isabled person in NON-
MUSIC archives? Total: 53
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As a [D]isabled PERSON, how accurately do you feel represented in

MUSIC archives?
Extremely accurately
Very accurately
Moderately accurately
Slightly accurately
Not at all accurately
0 25 5 7.5 10

Figure 21: As a [D]isabled PERSON, how accurately do you feel represented in
MUSIC archives? Total: 24

As a [D]isabled person with a relationship to music, did you feel
represented in the MUSIC archive(s) you used?

Completely represented
Mostly represented
Somewhat represented
Somewhat not represented

Not at all represented

Figure 22: As a [D]isabled person with a relationship to music, did you feel
represented in the MUSIC archive(s) you used? Total: 28
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As a [D]isabled MUSICIAN, how accurately do you feel represented by
the records in MUSIC archives?

Extremely accurately
Very accurately
Moderately accurately
Slightly accurately

Not accurately at all

Figure 23: As a [D]isabled MUSICIAN, how accurately do you feel represented by
the records in MUSIC archives? Total: 53
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Overall, would you say you have a positive or negative perception of
archives NOT related to music?

Extremely negative

Somewhat negative

Neither positive nor negative

Somewhat positive

Extremely positive

o
]
o

15 225 30

Figure 24: Overall, would you say you have a positive or negative perception of
archives NOT related to music? Total: 58

Overall, would you say you have a positive or negative perception of

MUSIC archives?
Extremely negative
Somewhat negative
Neither positive nor negative
Somewhat positive
Extremely positive
0 10 20 30 40

Figure 25: Overall, would you say you have a positive or negative perception of
MUSIC archives? Total: 60
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Appendix VII1I: Tables

Category

Definition

Example*

No mention

Repository had no records pertaining
to disability

N/A

Person-first

Description(s) of a Disabled person
uses person-first language

"Person with a disability," "people with
disabilities," etc.

Identity-first

Description(s) of a Disabled person
uses identity-first language

"Disabled person," "Disabled people," etc.

Outdated Language employed is no longer E.g., "handicapped," "r (ed)," "slow," etc.
preferred by the disability
community

Noun™* Description(s) employ phrases that | E.g., "the disabled,"” "the blind," or "the
situate Disabled people as objects in a | handicapped"
non-positive light

Avoidant Description is written to avoid Prominently mentions a Disabled person but
referring to a Disabled person oris  |does not use any disability-related subject
written in some way that lacks headings; prominently mentions a Disabled
necessary context person but does not mention that they are

Disabled in a situation in which their
disability would be important context; etc.

Records Archive’s records were unavailable | N/A

inaccessible to the public

Romanticized | Description idealizes disability Description depicts disability as a

superpowetr, a gift, a blessing, etc.

Care Description prioritizes the role of the | Subject headings for caregivers are included
caregiver over that of the Disabled | but not Disabled people; the Disabled
person person’s parents are discussed more so than

they would be in a non-Disabled person’s
biographical note; the caregiver is credited
with (enabling) the Disabled person’s
achievements.

Unprocessed | Records have not been fully N/A
processed and are not, therefore,
publicly available

Other Description/record does not fall into | N/A

the above categories

*Direct examples in the form of quotations from real records analyzed are not given
here except in aggregate form, because I do not want quotations to be able to be
copy/pasted into a search engine and particular records to come up. I do not believe

it would be productive to name particular archives.

254




**At times, noun phrases are used today in an empowering way by self-advocates as a
way of reclaiming this phrasing. This is not always an intentional act, so this type of
reclaiming can be complicated for some.

Table 1: List of Website Analysis Categories with Examples and Definitions

Categories Definition Examples

Grandparent | LCSH that refer to a "Grandparents of children with disabilities"
Disabled person’s
grandparent

Murder LCSH that refer to the "Infanticide in literature NT Autism in children"
murder of a Disabled
person

Reading LCSH that refer to a "Reading disability and crime," "Reading disability,"
Disabled person "Reading devices for people with disabilities," etc.

reading/their reading level

Sexuality

LCSH that refer to the
sexuality (not sex or sex
education) of a Disabled

"Gays with disabilities"

person

Siblings LCSH that refer to the "Brothers and sisters of children with disabilities"
siblings of a Disabled
person

Slow LCSH that describe a "Slow learning children" and "Christian education of
Disabled person as slow slow learning children"

Spouses LCSH that refer to the "Teachers with visual disabilities NT Teachers’
spouse(s) of a Disabled spouses," "Musicians with disabilities NT Musicians’
person spouses," "Physicians with disabilities NT

Physicians’ spouses," etc.

Grooming LCSH that refer to the "Grooming for people with disabilities," "People
grooming (i.e., personal with disabilities—Health And hygiene," etc.
hygiene) habits of a
Disabled person

Institutions | LCSH that refer to the "Intellectual disability facilities

institutionalization (public
or private) of Disabled
people

— Language

— Legal status, Laws, etc. USE Mental health Laws
— Life skills guides — Marriage," "Group homes for
the developmentally

disabled

— Institutional care," "Epilepsy—Hospitals —
Institutional care," etc.
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Race LCSH that refer to "Crime And race NT Reading disability and crime"
disability and race and "Ethnic people with disabilities USE Minority

people with disabilities"**

Service LCSH that refer to services | "Day care centers for children with mental
(sometimes public) disabilities," "Orientation and mobility," "Libraries
provided to Disabled and children with mental disabilities," etc.
individuals

Animals LCSH that refer to Disabled | "Cats with disabilities," "Dogs with disabilities," etc.
animals

Homeless LCSH that refer to "Mentally ill homeless," "Homeless persons NT
homelessness and disability | Social work with people with mental disabilities,"

"Homeless persons NT Social work with people with
disabilities," etc.

Abuse LCSH that refer to abuse of | "Legal assistance to people with disabilities NT Legal
Disabled individuals assistance to sexual abuse victims," "Sex between

psychotherapist and

patient—Law and legislation Social work with
people with mental

disabilities—Law and legislation Therapeutic
communities—Law and legislation," People with
disabilities—Abuse of—Reporting," etc.

Behavior LCSH that refer to the "Developmentally disabled children — Behavior

modification |behavior modification of modification," "Teachers of children with mental
Disabled individuals, often |disabilities
in the context of — Behavior modification," "Slow learning children
intellectually Disabled — Behavior modification," etc.
children and adults

Insurance LCSH that refer to "Claimants of disability insurance," "Disability
disability in the context of |benefits in life insurance policies," "Disability
insurance/insurance claims |income insurance," etc.

Crime LCSH that equate criminal |"Reading disability and crime," "Special needs
acts with disability or that |offenders," "People with disabilities and crime," etc.
refer to both

Sex LCSH that describe "Sex instruction for the learning disabled," "Sex

Disabled individuals’ sexual
acts or their sexual
education

between psychotherapist and

patient—Law and legislation Social work with
people with mental

disabilities—Law and legislation Therapeutic
communities—Law and legislation," "People with
disabilities

— Sex counseling," etc.
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Unclear

LCSH that refer to
disability but that are
difficult to parse

These often include the phrase "social disability" or
"socially disabled" or are the result of outdated
language choices.

Neutral LCSH that are not "Intellectual disabilities
problematic in a way that [ USE Intellectual disability," "Impairment
falls into any of the other | USE Disabilities," "Physical handicaps
categories or that could fall | USE Disabilities," etc.
into a new category
Care LCSH that refer to the "American Caregivers' writings," "African American
caregiver of the Disabled | caregivers," "Gay caregivers," "Child caregivers," etc.
person or that reflect the
caregiver bias
Parent LCSH that refer to the "Parents of attention-deficit-disordered children,"
parent of a Disabled person | "Parents of blind children,"” "Parents of children
with disabilities," "Mothers of autistic children," etc.
Gendered LCSH that only refer one | "Asperger’s syndrome in girls," "Autistic girls,"
Language gender as atypical "Young women with disabilities," etc.
Law LCSH that refer to "People with disabilities (Islamic Law)," "Local
disability and law transit—Barrier-free design — Accessibility
USE Local transit accessibility
— Accidents
— — Washington, D.C.
— Accounting
— — Law And legislation,” "Mental health Laws,"
etc.
Education LCSH that refer to "Physical education for children with disabilities,"
education and disability "Physical fitness for people with visual disabilities,"
"Christian education of children with mental
disabilities," etc.
Incorrect LCSH that refer to a "Autism Spectrum Disorders," "Autistic Spectrum
diagnosis specific medical diagnosis | Disorders," "Cerebral palsied," etc.
but give the name of it
incorrectly
Noun LCSH that refer to Disabled | "Maps for the blind," "Video recordings for the
people using noun phrases |[deaf," "Television for the hearing impaired,"
("the Disabled," "the "Teachers of the blind," "Sex instruction for the
Blind," "the Deaf") learning disabled," "Teachers of the learning
disabled," etc.
Reductive LCSH that fold too many | "Barrier-free design for people with mental

other LCSH into a BT that
the overall meaning
becomes lost

disabilities," "Barrier-free design for students with
disabilities," "Barrier-free design for children with
disabilities," etc.
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Adaption

LCSH referring to
accommodations made for
Disabled individuals (Noun
phrases are often used in
these LCSH, so the
examples are repeated.)

"Maps for the blind," "Video recordings for the
deaf," "Television for the hearing impaired,"
"Teachers of the blind," "Sex instruction for the

learning disabled," "Teachers of the learning
disabled," etc.

Diagnosis LCSH referring to specific | "Rett syndrome," "Disability evaluation Work—
medical diagnoses Physiological aspects,” "Aortic valve stenosis in
children," etc.
Religion LCSH referring to religion |"Developmental disabilities NT Intellectual
and disability disability — Religious aspects — — Christianity —
— Judaism," "Disabilities—Religious aspects,"
"Pastoral care of people with disabilities," "Christian
education of children with mental disabilities,"
"Church work with children with mental
disabilities," etc.
Outdated LCSH that use outdated "X-linked mental r: ation,"*** "Handicapping,"
language to refer to "Stupidity in literature," etc.
Disabled people
Medical LCSH referring to medical |"Tracheotomy," "Medical examinations,"
topics, procedures, etc. and | "Psychological tests for children," etc.
disability
Identity-first | LCSH using identity-first | "Disabled veterans," "Learning disabled children,"
Language language to refer to "Learning disabled women," etc.
Disabled individuals
Youth LCSH referring to Disabled | "Brain-damaged youth," "Youth with autism
children spectrum disorders,"* "Barrier-free design for
children with disabilities," "Children with diabetes,"
etc.
And LCSH that situate Disabled | "Truck drivers NT Truck drivers with disabilities,"

people as a differentiated
category of people
within/without a larger
group, much like Gendered
Language does.

"Musicians NT Musicians with disabilities," etc.

Person-first
Language

LCSH using person-first
language to refer to
Disabled individuals

"People with disabilities," "Musicians with
disabilities," "Truck drivers with disabilities," etc.

*Incorrect names of diagnoses are explored in greater detail in the text.
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**I include the USE term here because it provides context indicating that the new
term is about race; otherwise, the new term could be interpreted as about any
minority group not specific to race, which is, of course, problematic, given that
the new term will not have this context in its actual use.

***This LCSH has been censored here; it is not censored in LCSH 43. "X-linked
mental r-

ation" is an outdated way of referring to intellectual disability
affiliated with inherited mutations on the X chromosome.

Table 2: List of LCSH Categories with Examples and Definitions, full

If you are comfortable doing so, you can provide
more information about the nature of your disability
here. Select all that apply.

| am physically disabled. 78 26.7%
| am developmentally 51 17.5%
disabled.

| am mentally disabled. 74 25.3%
| have an age-related 2 0.7%
disability.

| have another form of 21 7.2%
disability.

Other, please specify: 18 6.2%
If you'd like to provide more | 48 16.4%
detail, you can enter it here:

Total 292

Table 3: If you are comfortable doing so, you can provide more information about the
nature of your disability here. Select all that apply. (A)

If you are comfortable doing so, you can
provide more information about the nature
of your disability here. Select all that apply.
Audio 4 1.5%
Visual 4 1.5%
Neurological 23 8.4%
Mental 40 14.6%
Physical 72 26.3%
Neurodiverse 126 46.0%
Other 5 1.8%
Total 274

Table 4: If you are comfortable doing so, you can provide more information about the
nature of your disability here. Select all that apply. (B)
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What is your connection to music? Select all that
apply.

I'm a professional musician. | 11 2.9%

I'm an amateur/student 69 17.9%

musician.

I'm a music 9 2.3%

teacher/professor.

I love listening to music. 134 34.8%

| write/compose music. 45 11.7%

I'm a member of a 24 6.2%

band/choir/orchestra/etc.

I'm a dancer. 8 21%

I just like listening to music. | 34 8.8%

I have another connection to | 51 13.2%

music. Please specify:

Total 385

Table 5: What is your connection to music? Select all that apply.

General Archive Use
Academic 44 | 36.7%
research
Genealogical 12 [10.0%
research
Personal 43 |[35.8%
research
Professional 8 6.7%
research
Other 13 |10.8%
Total 120

Table 6: In what context were you using the [NON-MUSIC] archive?

Music Archive Use
Academic 10| 23.8%
research
Genealogical 0 |0.0%
research
Personal 16| 38.1%
research
Professional 6 [14.3%
research
Other 10| 23.8%
Total 42

Table 7: In what context were you using the MUSIC archive?
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If you have never used an archive, why not? Check all that apply.

| didn't know of any in-person archives available to me. 19(27.5%
| didn't know of any digital archives available to me. 16 [ 23.2%
| didn't feel | had the skill set y to st fully navigate | 8 [11.6%

an archive (digital OR in-person).

| didn't feel that archival materials would help me find 9 [13.0%
information | wanted.

| didn't think an archive would have materials about the topic | 8 [11.6%
was interested in.

The archive(s) available to me did not meet my accessibility 6 [8.7%
needs.

Other 3 [4.3%
Total 69

Table 8: If you have never used an archive, why not? Check all that apply.
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