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Abstract 
This study examined the use of person-first and identity-first language in published Myalgic Encephalomyelitis/Chronic 
Fatigue Syndrome (ME/CFS) medical research articles. Person-first language emphasizes the individual before their 
condition (e.g., “person with diabetes”), whereas identity-first language foregrounds the condition (e.g., “diabetic”). 
Because language has been discussed as a potential contributor to stigma in some chronic illness and disability contexts, 
documenting language patterns in the scientific literature may provide insight into how individuals are represented. The 
current study analyzed how individuals with ME/CFS were described in a sample of 85 medical research articles. Across 
these articles, references to individuals with ME/CFS appeared 3,211 times. Identity-first language was the most frequently 
used form of terminology (61.9%), followed by person-first language (22.9%) and other descriptors (15.2%). Most articles 
(72.9%) used both identity-first and person-first language. These findings highlight prevailing linguistic patterns in the 
ME/CFS research literature and underscore the importance of continued examination of language use in scientific 
communication. 
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INTRODUCTION 
 

Person-first language places emphasis on the 
individual before their condition, such as referring to a 
“person with diabetes,” whereas identity-first language 
foregrounds the condition, as in describing someone as 
“diabetic.” Person-first language prioritizes the 
individual’s identity as multifaceted, with illness 
representing only one aspect of a broader and more 
complex self (Botha et al., 2023; Dunn & Andrews, 2015). In 
contrast, identity-first language emphasizes the condition 
as a defining feature of the person. The American 
Psychological Association (2020) recommends that 
researchers and practitioners use language that reflects the 
preferences of the communities being described, 
recognizing that linguistic choices can shape perceptions 
and experiences. 

This study is guided by an integrative framework that 
situates language use within broader processes of stigma 
and social representation. Specifically, we examine how 
person-first and identity-first language function not only as 

linguistic choices but also as indicators of how individuals 
with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome 
(ME/CFS) are positioned within medical discourse. Drawing 
on perspectives from critical disability studies, which 
emphasize the role of language in shaping legitimacy, 
identity, and power relations, the current study treats 
naming practices in scientific literature as socially 
meaningful rather than purely descriptive. Within this 
framework, stigma is not directly measured but serves as 
an important contextual lens for understanding why 
patterns of language use warrant empirical attention. 

Debates about person-first and identity-first language 
have emerged across a range of health and disability 
contexts. For example, in HIV research, advocacy efforts 
have emphasized the use of person-centered terminology 
such as “people living with HIV,” in response to 
historically stigmatizing phrases that framed individuals 
primarily through their diagnosis (McPherson et al., 2023; 
The Lancet HIV, 2023). Similarly, guidelines promoting 
inclusive language in scholarly communication have 
sought to standardize terminology that reflects respect and 
cultural sensitivity (Coalition for Diversity and Inclusion in 
Scholarly Communications, 2022). At the same time, some 
disability communities, including autistic individuals and 
members of the Deaf community, have expressed a 
preference for identity-first language as a way of affirming 
shared identity and community belonging (Dunn & 
Andrews, 2015; Kenny et al., 2016; Taboas et al., 2023). 
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These differing preferences highlight that language choices 
are not neutral but are shaped by social, cultural, and 
historical contexts. 

Although these debates span multiple conditions, 
issues of language may be particularly salient in illnesses 
where legitimacy has historically been contested.   

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome 
(ME/CFS) is a complex, multi-system condition 
characterized by symptoms such as post-exertional 
malaise, cognitive impairment, and sleep disturbance 
(Carruthers et al., 2003,  2011; Lorusso et al., 2009). Despite 
growing biomedical recognition, individuals with ME/CFS 
have frequently encountered skepticism and 
delegitimization within both medical and social contexts 
(Pheby et al., 2021; Geraghty & Blease, 2019). Earlier work 
has documented how individuals with ME/CFS have had 
their symptoms attributed to psychological causes and 
have reported experiences of misunderstanding and 
marginalization (Green et al., 1999; Dickson et al., 2007). 
More recent analyses have further highlighted how 
contested illness status can shape patient–provider 
interactions and influence perceptions of credibility within 
healthcare systems (Geraghty & Blease, 2019). 

Within this context, language used in scientific and 
clinical discourse may play a role in how individuals with 
ME/CFS are represented and understood. Historically 
stigmatizing terms such as “yuppie flu” trivialized the 
illness and contributed to its delegitimization (Richman et 
al., 1994). In addition, the earlier use of the term “chronic 
fatigue syndrome” has been criticized for minimizing the 
complexity and severity of the condition by emphasizing a 
common and nonspecific symptom (Bhatia & Jason, 2023). 
These examples illustrate how naming practices can shape 
broader interpretations of illness, particularly in conditions 
marked by contested legitimacy. 

A critical disability studies perspective provides a 
useful framework for understanding why linguistic choices 
in ME/CFS research matter beyond issues of accuracy or 
politeness. Scholars have argued that language functions as 
a central mechanism through which disability is socially 
constructed, represented, and granted—or denied—
legitimacy (Davis, 2013; Garland-Thomson, 2005; Linton, 
1998; Shakespeare, 2013; Titchkosky, 2011). Institutional 
naming practices, including the routine use of terms such 
as “ME/CFS patients,” are not neutral descriptors but can 
reflect and reproduce broader structures of authority 
within medical discourse. The grammatical structure of 
identity-first medical labels may position the disease 
category as a primary defining feature of the individual, 
potentially reinforcing processes of medicalization and 
marginalization. 

Importantly, identity-first language in disability 
activism often emerges from within communities as a form 
of identity affirmation and resistance to externally 
imposed definitions. In contrast, medical terminology such 
as “ME/CFS patient” is typically generated within clinical 
and research contexts rather than by individuals with lived 
experience. This distinction underscores the importance of 
examining how language is used in scientific literature, 
particularly in fields where patients have historically had 
limited influence over how their experiences are 
represented. 

Despite growing attention to inclusive language in 
other health contexts, relatively little research has 
systematically examined how individuals with ME/CFS are 
described in the medical literature. The current study 
addresses this gap by analyzing the use of person-first and 
identity-first language in a sample of ME/CFS medical 

research articles. By documenting patterns of language use, 
this study aims to contribute to ongoing discussions about 
representation, inclusivity, and the role of scientific 
communication in shaping understandings of contested 
illnesses. 

 
 
 

MATERIALS AND METHODS  
 
Study Design 

 
This study employed a content analysis of published 

medical and scientific articles to examine the use of 
person-first and identity-first language in the ME/CFS 
research literature. Content analysis is a systematic 
method for identifying and quantifying patterns in textual 
data, allowing for the examination of how individuals are 
described within scientific discourse. 
 
Article Selection and Search Strategy 

 
Articles were identified between June 4 and August 2, 

2024, using structured searches of multiple academic 
databases, including Google Scholar, PubMed, 
ScienceDirect, and JSTOR. Search terms included 
combinations of “ME/CFS,” “ME,” “CFS,” and “myalgic 
encephalomyelitis/chronic fatigue syndrome.” 

To supplement database searches, additional articles 
were identified from an existing curated set of publications 
used in prior reviews of ME/CFS case definitions. Reference 
lists of retrieved articles were also examined to identify 
additional relevant publications. 
 
Inclusion and Exclusion Criteria 

 
Articles were included if they: Were published in peer-

reviewed journals. Were written in English. Focused on 
ME/CFS or related diagnostic constructs. Included narrative 
text in which individuals with ME/CFS were described.  
Articles were excluded if they: did not include references 
to individuals with ME/CFS (e.g., laboratory-only or 
methodological papers without patient descriptors), were 
not available in full-text form, or were duplicate records 
identified across databases 
 
Screening Procedure 

 
Search results were screened for relevance based on 

titles and abstracts, followed by full-text review to confirm 
eligibility. Duplicate records were removed prior to final 
selection. Because the aim of the study was to characterize 
patterns of language use across a range of publications 
rather than to estimate population parameters, a purposive 
sampling approach was used. A total of 85 articles were 
selected to provide representation across publication years, 
journal types, and ME/CFS case definitions. Accordingly, 
the sample reflects a diverse cross-section of the literature 
rather than a statistically representative random sample. 
 
Coding Procedures 

 
Articles were imported into the reference management 

software Mendeley and reviewed by the primary author 
and trained raters. Using a structured coding approach, 
raters identified and annotated each instance of identity-
first language (e.g., “ME/CFS patient”) and person-first 
language (e.g., “patients with ME/CFS”). 
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The unit of analysis was each instance in which 
individuals with ME/CFS were explicitly described in the 
text. Frequency counts of identity-first and person-first 
terminology were recorded for each article. 
 
Article Classification 

 
For each article, the following characteristics were 

recorded: journal name, year of publication, country of 
authorship, ME/CFS case definition used, and article type 
(e.g., empirical study, literature review, informational 
article). 

For articles with multiple authors from different 
countries, the country of the corresponding author was 
used for classification. When multiple case definitions 
were referenced, the primary case definition described in 
the methods section was recorded. Article type was 
determined based on the primary purpose of the 
publication. 
 
Interrater Reliability 

 
The first author and two independent raters evaluated 

the articles. Interrater agreement was calculated as the 
percentage of agreement across coded instances, defined as 
the number of agreements divided by the total number of 
coding decisions (agreements plus disagreements), 
multiplied by 100. Agreement ranged from 84% to 92%. 
Discrepancies were resolved through discussion, with a 
third rater consulted when consensus could not be 
reached. 

 
 
 

RESULTS OF STUDY 
 

A total of 85 articles were included in the content 
analysis. Across these articles, references to individuals 
with ME/CFS appeared 3,211 times. Identity-first language 
was the most frequently used form of terminology. Terms 
such as “ME/CFS patient(s)” occurred 1,988 times, 
representing 61.9% of all coded instances. Person-first 
language, including phrases such as “patients with 
ME/CFS,” “people with ME/CFS,” and “individuals with 
ME/CFS,” appeared 736 times (22.9%). Additional 
descriptors, such as “ME/CFS population” or other non-
standard phrasing, accounted for 487 instances (15.2%). 

These findings indicate that identity-first terminology 
predominates in the ME/CFS research literature, although 
person-first and alternative descriptors are also used with 
notable frequency. 
 
Article-Level Language Patterns 

 
Of the 85 articles, 62 (72.9%) used both identity-first 

and person-first language. A smaller subset of articles 
relied exclusively on a single form of terminology: 13 
articles (15.3%) used only identity-first language, whereas 
10 articles (11.8%) used only person-first language. No 
articles were found that entirely avoided referring to 
individuals with ME/CFS. 

 
 
 
DISCUSSION 
 

The present study examined patterns of person-first 
and identity-first language in a sample of ME/CFS medical 
research articles. The findings indicate that identity-first 

terminology, particularly phrases such as “ME/CFS 
patient(s),” was the most frequently used form of 
reference, accounting for the majority of coded instances. 
Person-first language appeared less frequently but was 
nonetheless present across many articles. At the article 
level, most publications used a mixture of both forms of 
terminology, suggesting that language practices in this 
field are not standardized. 

These findings are descriptive and reflect patterns of 
language use within published research articles. The study 
did not directly assess stigma, patient experiences, or the 
effects of language on clinical interactions. However, the 
observed patterns may be relevant to ongoing discussions 
about how individuals with ME/CFS are represented within 
medical discourse. Prior scholarship has suggested that 
language can function as one mechanism through which 
illness legitimacy, credibility, and social meaning are 
negotiated (Davis, 2013; Garland-Thomson, 2005; 
Titchkosky, 2011). Within this broader context, the 
predominance of identity-first terminology in ME/CFS 
research may warrant further consideration. 

Importantly, the issue is not simply whether identity-
first or person-first language is inherently preferable. As 
demonstrated in other disability and health contexts, 
language preferences vary across communities and are 
shaped by historical, cultural, and political factors (Dunn & 
Andrews, 2015; Kenny et al., 2016; Taboas et al., 2023). 
Identity-first language may be embraced in some 
communities as a form of identity affirmation, while in 
other contexts, person-first language is preferred as a way 
of emphasizing the individual beyond their diagnosis. The 
present findings therefore highlight the importance of 
considering not only the form of language used, but also 
who determines that language, the context in which it is 
applied, and whether it aligns with the preferences of 
those being described. 

In the case of ME/CFS, a condition with a history of 
contested legitimacy, naming practices may carry 
particular significance. Historically stigmatizing labels and 
dismissive framings have contributed to misunderstanding 
and marginalization of individuals with this illness 
(Geraghty & Blease, 2019). While the current study does 
not demonstrate causal effects of language on stigma, it 
identifies patterns of terminology that may intersect with 
these broader dynamics. As such, language use in scientific 
publications can be understood as one component of a 
larger system of representation, rather than as an isolated 
factor. 

Practical Implications 
The findings have several practical implications for 

researchers, journal editors, and reviewers. First, authors 
may benefit from increased awareness of how language 
choices shape the representation of individuals with 
ME/CFS. This includes considering whether terminology 
reflects current best practices in inclusive language and 
whether it aligns with emerging perspectives from affected 
communities. 

Second, journal editors and reviewers may consider 
encouraging greater consistency and transparency in 
language use. This could involve the development of 
editorial guidelines or recommendations that prompt 
authors to reflect on their terminology and, where 
appropriate, justify their choices. 

At the same time, any recommendations regarding 
preferred language should be made cautiously. The present 
study does not assess the preferences of individuals with 
ME/CFS, clinicians, or other stakeholders. As a result, it 
cannot determine which forms of language are most 
appropriate or acceptable. Establishing such 
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recommendations requires direct empirical research that 
centers the perspectives of those with lived experience. 
 
 
CONCLUSION 

 
This study provides a systematic analysis of language 

used to describe individuals with ME/CFS in medical 
research articles. The findings indicate that identity-first 
terminology predominates, although person-first and other 
forms of language are also used across the literature. By 
documenting these patterns, the study contributes to 
broader discussions about representation, inclusivity, and 
the role of language in scientific communication. 
 
 
LIMITATIONS 

 
Several limitations should be considered when 

interpreting these findings. First, the analysis was limited 
to articles published in English, which may not reflect 
language practices in other linguistic or cultural contexts. 
Second, the sample size of 85 articles, while sufficient for 
identifying general patterns, does not capture the full 
scope of the ME/CFS literature. Third, although efforts were 
made to systematically identify and code articles, the 
article selection process was not designed to produce a 
fully representative or exhaustive sample. Finally, the 
study did not assess the language preferences of 
individuals with ME/CFS, clinicians, or other stakeholders. 
As a result, conclusions about the appropriateness or 
impact of specific terminology remain speculative. 

Future research should directly examine language 
preferences among individuals with ME/CFS and explore 
how terminology influences perceptions, clinical 
interactions, and experiences of care. Such work would 
provide a critical empirical foundation for developing 
evidence-based recommendations regarding language use 
in this field. 

 
 

DECLARATION 
 
Ethics approval and consent to participate 
No human subjects so not needed 
 
Consent for publication 
Not applicable. 
 
Availability of data and materials 
Will be made available to anyone that wants to see our 
data 
 
Conflicts of interest Statement 
Not applicable. 
 
Funding 
Not applicable. 

 
Artificial Intelligence-Assisted Technology 
Used to help with some phrasing and grammar and 
spelling checks. 

 
Authors' contributions 
 

First Author (R Yousif): A. Yousif  designed the research, 
collected the data, analyzed the data, and wrote the 
manuscript.  

Second Author (LAJ): L Jason contributed to performing 
statistical analysis, and assisting in the interpretation of 
results. In addition, L Jason participated in revising the 
manuscript and providing relevant suggestions for article 
improvement. 
 
 
ABOUT THE AUTHORS 
 

RY is finishing her BA at the University of Alaska and 
she completed this research while interning at the Center 
for Community Research, DePaul University, during the 
summer. 

LAJ is a professor of psychology at DePaul University 
and the director of the Center for Community Research.  He 
has focused his work on post-viral illnesses and ME/CFS 
for over 30 years. 

 
 
 

REFERENCES 
 
American Psychological Association. (2020). Publication 

manual of the American Psychological Association: The 
official guide to APA style (7th ed.). 

Bhatia, S., & Jason, L. A. (2023). Using data mining and time 
series to investigate ME and CFS naming preferences. 
Journal of Disability Policy Studies, 35(1), 65-72. 
https://doi.org/10.1177/10442073231154027 (Original 
work published 2024) 

Botha, M., Hanlon, J., & Williams, G. L. (2023). Does 
language matter? Identity-first versus person-first 
language use in Autism research: A response to 
Vivanti. Journal of Autism and Developmental 
Disorders, 53(2), 870–878. 
https://doi.org/10.1007/s10803-020-04858-w  

Carruthers, B.M., Jain, A.K., De Meirleir, K.L., Peterson, D.L., 
Klimas, N.G., Lemer, A.M., Bested, A.C., Flor-Henry, P., 
Joshi, P., Powles, A.C.P., Sherkey, J.A., van de Sande, M.I. 
(2003). Myalgic encephalomyelitis/chronic fatigue 
syndrome: Clinical working case definition, diagnostic 
and treatment protocols (Canadian case definition). 
Journal of Chronic Fatigue Syndrome, 11(1):7–115.  

Carruthers, B.M., van de Sande, M.I., De Meirleir, K.L., 
Klimas, N.G., Broderick, G., Mitchell, T., Staines, D., 
Powles, A.C.P., Speight, N., Vallings, R., Bateman, L., 
Baumgarten-Austrheim, B., Bell, DS., Carlo-Stella, N., 
Chia, J., Darragh, A., Jo, D., Lewis, D., Light, A.R., 
Marshall-Gradisbik, S., Mena, I., Mikovits, J.A., Miwa, K., 
Murovska, M., Pall, M.L., Stevens, S. (2011). Myalgic 
encephalomyelitis: International consensus criteria. 
Journal of Internal Medicine, 270(4):327–338. 

Coalition for Diversity and Inclusion in Scholarly 
Communications (C4DISC). (2022). Guidelines on 
inclusive language and images in scholarly 
communication. 
https://c4disc.pubpub.org/pub/8olmuvdm  

Davis, L. J. (2013). The disability studies reader (4th ed.). 
Routledge. 

Dickson, A., Knussen, C., & Flowers, P. (2007). Stigma and 
the delegitimation experience: An interpretative 
phenomenological analysis of people living with 
chronic fatigue syndrome. Psychology & Health, 22(7), 
851–867. https://doi.org/10.1080/14768320600976224  

Dunn, D. S., & Andrews, E. E. (2015). Person-first and 
identity-first language: Developing psychologists’ 

https://doi.org/10.1177/10442073231154027
https://doi.org/10.1007/s10803-020-04858-w
https://c4disc.pubpub.org/pub/8olmuvdm
https://doi.org/10.1080/14768320600976224


Journal of Psychological Perspective, 8(2), 2026, – 103 

 UKInstitute 

cultural competence using disability 
language. American Psychologist, 70(3), 255–
264. https://doi.org/10.1037/a0038636  

Garland-Thomson, R. (2005). Disability and representation. 
PMLA, 120(2), 522–527. 

Geraghty, K. J., & Blease, C. (2019). Myalgic 
encephalomyelitis/chronic fatigue syndrome and the 
biopsychosocial model: a review of patient harm and 
distress in the medical encounter. Disability and 
Rehabilitation, 41(25), 3092–3102. 
https://doi.org/10.1080/09638288.2018.1481149 

Green, J., Romei, J., & Natelson, B. H. (1999). Stigma and 
chronic fatigue syndrome. Journal Of Chronic Fatigue 
Syndrome, 5(2), 63–75. 
https://doi.org/10.1300/J092v05n02_04  

IOM (Institute of Medicine). 2015. Beyond myalgic 
encephalomyelitis/chronic fatigue syndrome: 
Redefining an illness. Washington, DC: The National 
Academies Press. 

Kenny, L., Hattersley, C., Molins, B., Buckley, C., Povey, C., & 
Pellicano, E. (2016). Which terms should be used to 
describe autism? Perspectives from the UK autism 
community. Autism, 20(4), 442-462. 
https://doi.org/10.1177/1362361315588200  

Linton, S. (1998). Claiming disability: Knowledge and 
identity. NYU Press. 

Lorusso, L., Mikhaylova, S. V., Capelli, E., Ferrari, D., Ngonga, 
G. K., & Ricevuti, G. (2009). Immunological aspects of 
chronic fatigue syndrome. Autoimmunity Reviews, 
8(4), 287–291. 
https://doi.org/10.1016/j.autrev.2008.08.003  

Looper, K. J., & Kirmayer, L. J. (2004). Perceived stigma in 
functional somatic syndromes and comparable medical 
conditions. Journal of Psychosomatic Research, 57(4), 
373–378. 
https://doi.org/10.1016/j.jpsychores.2004.03.005  

McPherson, K. A., Reddy, A. K., Sajjadi, N. B., Deboy, K., 
Gajjar, S., Lad, M., & Hartwell, M. (2023). Person-
centred language and HIV research: A cross-sectional 
examination of stigmatising terminology in medical 
literature. Sexually Transmitted Infections, 99, 110–
115. https://doi.org/10.1136/sextrans-2021-055391  

Richman, J. A., Flaherty, J. A., & Rospenda, K. M. (1994). 
Chronic fatigue syndrome: have flawed assumptions 
been derived from treatment-based studies? American 
Journal of Public Health, 84(2), 282–284. 
https://doi.org/10.2105/ajph.84.2.282  

Shakespeare, T. (2013). Disability rights and wrongs 
revisited (2nd ed.). Routledge. 

Taboas, A., Doepke, K., & Zimmerman, C. (2023). 
Preferences for identity-first versus person-first 
language in a US sample of autism stakeholders. 
Autism, 27(2), 565-570. 
https://doi.org/10.1177/13623613221130845  

The Lancet HIV. (2023). Putting people first in 
communication about HIV. The Lancet HIV, 10(10), 
e623. https://doi.org/10.1016/s2352-3018(23)00237-0  

Titchkosky, T. (2011). The question of access: Disability, 
space, meaning. University of Toronto Press. 

 

 

 

 

ADDITIONAL INFORMATION 
 
Correspondence All inquiries and requests for additional 
materials should be directed to the Corresponding Author. 

Publisher’s Note Utan Kayu Publishing maintains a 
neutral stance regarding territorial claims depicted in 
published maps and does not endorse or reject the 
institutional affiliations stated by the authors. 

Open Access This article is licensed under a Creative 
Commons Attribution-ShareAlike 4.0 International License 
(CC BY-SA 4.0), which permits others to share, adapt, and 
redistribute the material in any medium or format, even 
for commercial purposes, provided appropriate credit is 
given to the original author(s) and the source, a link to the 
license is provided, and any changes made are indicated. If 
you remix, transform, or build upon the material, you must 
distribute your contributions under the same license as the 
original. To view a copy of this license, visit 
https://creativecommons.org/licenses/by-sa/4.0/. 

 
© The Author(s) 2026 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://psycnet.apa.org/doi/10.1037/a0038636
https://doi.org/10.1300/J092v05n02_04
https://doi.org/10.1177/1362361315588200
https://doi.org/10.1016/j.autrev.2008.08.003
https://doi.org/10.1016/j.jpsychores.2004.03.005
https://doi.org/10.1136/sextrans-2021-055391
https://doi.org/10.2105/ajph.84.2.282
https://doi.org/10.1177/13623613221130845
https://doi.org/10.1016/s2352-3018(23)00237-0


Journal of Psychological Perspective, 8(2), 2026, – 104 

UKInstitute   

 

 

This page has been intentionally left blank 


