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Abstract
Purpose  To ensure the recognition and participation of all potential respondents in health research, surveys and care, includ-
ing LGBTQIA + broadly, and trans people, specifically, the use of inclusive language should be considered. This scoping 
review aimed to identify and describe strategies considered for gender inclusivity in development and use of health question-
naires and Patient Reported Outcomes Measures (PROMs).
Methods  A systematic search of peer reviewed publications between January 2000 and September 2022 was conducted in 
Scopus, ProQuest Central, Ovid Medline (PubMed and EBSCO). Two reviewers independently screened identified publica-
tions titles and abstracts, followed by full text screening and data extraction from eligible articles.
Results  The search of over 5000 publications, retained 18; most acknowledged gaps in representation and advocated for 
gender-inclusive language. Eight articles discussed exclusion from health care and health research for gender minority 
groups due to the use of gendered language. Improved reliability, validity and response rates were associated with the use 
of gender-neutral language in seven articles. Only one article reported finding irritation among cisgender males when non-
binary gender response options were used. One paper, focussing on instruments for Rheumatoid Arthritis, discussed gaps in 
representation if diverse gender identities were not considered when developing PROMs.
Conclusion  This scoping review points to the importance of adopting gender-inclusive language in health questionnaires 
and surveys to reduce the risk of excluding gender minority groups. Despite finding very few specific examples of how oth-
ers have used gender-inclusive language in health questionnaires, many strengths of gender-inclusive language usage were 
identified.

Plain English summary
People from the LGBTQIA + communities are often excluded from health research and from completing heath surveys 
as they are not able to identify with the questions about male or female genders. This scoping review aimed to examine 
the literature for any strategies developers of health questionnaires may have come up with to ensure inclusion of all 
demographic groups. Most of the identified literature highlights the importance of adopting gender-inclusive language in 
health questionnaires to reduce the risk of excluding gender minority groups. Despite many strengths of gender-inclusive 
language usage being identified, only a few specific examples were identified of how others have used gender-inclusive 
language in health questionnaires.
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Introduction

There have been increased calls for diverse gender identi-
ties to be acknowledged to ensure appropriate recognition 
and inclusion of all people in health and social care systems 
and research contexts [1–7]. The World Health Organization 
(WHO) considers how ‘gender’ differs from ‘sex’. Sex they 
note refers “…to the different biological and physiologi-
cal characteristics of females, males and intersex persons, 
such as chromosomes, hormones and reproductive organs”, 
whereas gender refers to the “characteristics of women, 
men, girls and boys that are socially constructed” [8]. The 
WHO further describes how gender identity “…refers to 
a person’s deeply felt, internal and individual experience 
of gender, which may or may not correspond to the per-
son’s physiology or designated sex at birth” [8]. While the 
WHO, and others, have adopted this descriptive dichotomy, 
a multidimensional measure of sex and gender ascertaining 
biological sex and social gender does risk considering sex 
as being an ‘objective truth’ and gender as ‘socially con-
structed’. It is important to note that both sex and gender are 
equally relevant as determinants of health [9, 10].

Sociodemographic characteristics are often collected 
in health questionnaires, forms, and surveys, and it can 
be unclear whether researchers are asking about ‘sex’ 
or ‘gender’ [11]. Additionally, the choices available to 
respondents are often binary or dichotomous such as male/
female, man/woman and boy/girl, but gender is not binary 
– a point acknowledged by many Indigenous societies (e.g. 
Takatāpui; part of the whānau (extended family kin group) 
Māori, New Zealand) [12]. Clearly, binary ‘male/female’ 
gender categories do not provide gender response options 
for all people (e.g. those who identify as transgender, gen-
derfluid, agender, and gender diverse).

Problems arise when questionnaires and surveys only use 
the binary gender categories (e.g. male or female). These 
include: misclassification and ‘invisibility’ of non-binary 
gender communities (e.g. if non-binary gender respondents 
are obliged to select one of only two gender options to be 
able to proceed with the questionnaire), reduced represen-
tativeness of populations in study samples (e.g. if people 
decline to participate in studies as a consequence of not 
being able to identify appropriate genders relevant to them), 
and discrimination (e.g. non-binary respondents perceiving 
they are not valued or recognised) [11, 13]. Indeed, develop-
ing questionnaires inclusive of all genders has been identi-
fied as an issue of ethical importance for researchers [14]. 
It has also been noted that when researchers use binary lan-
guage they are contributing to the ongoing construction of 
gender as binary [13].

Addressing binary gender issues in health questionnaires 
and surveys is undoubtedly complex. In many languages, 

including English and Spanish, gender bias is introduced 
when the masculine form is used to describe a mixed gen-
der group (e.g. policemen) [15–17]. Gender bias may be 
avoided by providing both male and female options in com-
bination, such as in s/he, but this does not include the wide 
diversity of genders [15]. Grammatically gendered lan-
guages, including the Romance languages (French, Spanish 
or Italian), German and Czech, assign gender to personal 
nouns as well as to inanimate nouns [17, 18]. Other lan-
guages, such as Norwegian and Dutch, do not use gram-
matical gender, only inanimate nouns are gendered allowing 
for the use of gender neutral options [19]. Languages that do 
not separate the genders in personal nouns or pronouns (e.g. 
Estonian, Finnish, Turkish, Hungarian, and Māori) are gen-
derless languages, which do not require specific strategies to 
become gender neutral or inclusive [19]. English, Swedish 
and Norwegian are considered natural gendered languages 
as they do not make use of grammatical gender but do use 
personal pronouns to distinguish between male and female 
(he and she). Swedish has introduced a gender neutral third 
person pronoun, ‘hen’ [20]. There is a difference between 
gender neutrality and gender inclusivity. ‘Gender neutral’ 
refers to language that does not use any gender categories, 
whereas ‘gender-inclusive’ language acknowledges and 
includes the many gender identities beyond binary male/
female categories [15]. In some societies or communities, 
there is a move to a more gender-inclusive options such as 
(in English) using the singular ‘their’ rather than ‘his/her’ 
[19, 21]. To promote inclusion of all people, gender inclu-
sivity should be incorporated into the development of all 
health surveys [22].

The EuroQoL Group (DS, SD, VR and JJ are EuroQol 
Group members) develops and maintains instruments to 
assess health, including a range of health-related quality of 
life instruments (e.g. the EQ-5D-5 L, EQ-5D-3 L and EQ-
5D-Y) [23]. These instruments are widely used through-
out the world by governments, health research companies, 
and researchers; currently, EuroQol instruments have been 
translated into over 200 languages. EuroQol instruments 
ask people to report their health, typically usually using 
self-complete (paper or digital) or interviewer administered 
questionnaires. If self-completion is not possible, for exam-
ple because the person is too unwell to self-complete a ques-
tionnaire or respond to an interviewer’s questions, then proxy 
(where the proxy is asked to rate the health of the other per-
son) versions are available. The English language EuroQol 
proxy versions, which act as the ‘source’ versions for trans-
lation into other languages, currently use gendered language 
such as he/she and himself/herself (e.g. “Would you say s/
he has no problem walking about”) [23]. This potentially 
excludes populations such as the LGBTQIA + community 
broadly, and trans people, specifically, from participating as 
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they would not identify with “she” or “he”. Subsequently 
this could negatively affect the representativeness of the 
study sample, for example, if the general population was the 
target group [1, 7, 24–26].

We sought to understand the approaches used by others 
to address gender inclusivity in the development of other 
questionnaires before making suggestions to alter to the cur-
rent, rigorously developed, EuroQol instruments.

Objective.
The broad aim of this scoping review was to identify, 

describe, and understand strategies considered by others for 
gender inclusivity in development and use of data collection 
tools and measures with a particular focus on health-related 
questionnaires (i.e. instruments, measures and/or survey 
tools) applicable to the general population and populations 
with a health condition.

The review intended to answer the following research 
questions with reference to questionnaires which considered 
the effect of gendered language, especially health-related 
questionnaires:

1.	 What rationale is provided to support the develop-
ment and use of gender-inclusive language in different 
countries?

2.	 What strategies and processes have been used to develop 
and use gender-inclusive language in different language 
groups?

3.	 What specific examples are reported of gender-inclusive 
language being applied in health outcome measures?

4.	 What are the reported facilitators and barriers faced by 
developers and users while considering gender inclu-
sivity in developing and using health-related question-
naires and how have these been addressed?

Method

The six-stage methodological framework described by Ark-
sey and O’Malley’s [27] was used: identifying the research 
question, searching for relevant articles, selecting articles, 
charting the data, collating, summarizing, and reporting 
the results, and consulting with stakeholders to inform or 
validate findings. The scoping review was guided by an 
advisory group which included members from diverse com-
munities with expertise in gender research and HRQoL. The 
group assisted in defining the specific research questions, 
advised on search terms to be included and inclusion and 
exclusion criteria, synthesis of the findings of the scoping 
review and drawing logical conclusions.

Data sources and research strategy

The initial search for relevant published literature began 
in September 2022. With the assistance of an experienced 
librarian and input from the advisory group, the follow-
ing search terms were used: “gender inclusi*” OR “gen-
der-inclusi*” OR “non-gendered” OR “nongendered” OR 
“non-binary” OR “gender neutral” OR “gender-fair lan-
guage” OR “gender equity language” OR “gender-neutral 
pronouns” OR “lgbt*” OR “bisexual*” OR “lesbian*” OR 
“gay*” OR “transgender*” OR “intersex” AND “data col-
lection” OR “instrument*” OR “measure*” OR “tool*” OR 
“questionnaire*” OR “survey*” OR “standard*” OR “cen-
sus” OR “scale*”.

AND
“language” OR “terms” OR “term.
Searches in electronic databases were conducted in 

Scopus, ProQuest Central, Ovid Medline which includes 
PubMed and EBSCO Academic Search Complete. The 
snowball method was used to identify any additional arti-
cles from reference lists in included articles.

Eligibility

The following eligibility criteria were developed and applied 
in an initial test search and then revised following an initial 
search and input from the advisory group (Table 1).

Many articles in the test search were found to focus on 
health professionals’ care of LGBTQIA+/trans people in 
hospital which was not the intended focus of this scoping 
review. These criteria were revised to also include “language 
and /or terms of gender inclusivity”. Having researchers in 
the group who understand German, Nepali, or Slovenian, 
enabled articles in these languages to be included.

Results

Study selection

Following the search of the five selected data bases, 8215 
publications were initially identified and imported into End-
Note [27]. After 2719 duplicates were removed, title and 
abstract screening occurred for 5496 publications. An initial 
screening of the first 5% (n = 275) was completed indepen-
dently by two reviewers (DS and GG) who each recorded 
the publications they thought would fit the inclusion criteria. 
Following a meeting between the two reviewers, no sub-
stantive disagreements were found and a total of 14 pub-
lications were agreed on. The reviewers then screened the 
remainder independently applying the inclusion criteria, 
and there were no further changes. A further 561 duplicates 
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text review of 70 articles for eligibility. Initially, 15 articles 
were reviewed independently and compared for agreement. 
No disputes arose, so reviewing of the remaining 55 con-
tinued independently by DS and SD. Following discussion 
between the two reviewers, 11 full text articles were then 
counter reviewed by a third reviewer (VR) to confirm they 
met the inclusion criteria.

. The exclusion of 52 publications which did not meet 
the inclusion criteria resulted in a final set of 18 articles (17 
from the original 60 and 1 from the additional 10) being 
included for data extraction (Fig. 1).

Data extraction and charting

One of the researchers (DS) extracted relevant data from 
the articles and entered into an Excel Spreadsheet according 
to Arksey and O’Malley’s methodological framework [27] 
(Table 2). This included the following characteristics of the 
articles considering language/terms of gender inclusivity in 
data collection tools:

	● Title, year of publication, author(s), journal.
	● Study location (country and context).
	● Aims of the study.
	● Methods: Study design, participants and number, out-

come measures used.
	● Findings in relation to gender inclusivity.
	● Limitations in relation to this scoping review.

Collating, summarising and reporting

1.	 Following data extraction and description of study char-
acteristics, the articles were summarised according to 
outcomes of interest, target populations and how they 
addressed the scoping review research questions.

Populations

Most articles only reported on gender when describing the 
sociodemographic characteristics of participants. In three 
articles sex/gender were used interchangeably [25, 28, 
36], five identified participants as binary male or female 
[4, 16, 25, 28, 33], and three were focused exclusively on 
LGBTQ + participants [5, 37, 38]. Only six articles included 
cisgender men, cisgender women and diverse gender 
options [3, 6, 30, 31, 36, 39]. The remaining articles were 
discussion papers [29, 32, 34, 35], or systematic reviews 
[25, 33], focused on gender terminology in health care and 
research. The majority (n = 11) of the articles were from the 

were found. The reviewers met again to compare their selec-
tion and discuss reconciliations; there were 12 publications 
where the reviewers were not in agreement. Two other 
reviewers (SD and VR) independently counter reviewed 
these articles; ultimately, six of the 12 were retained. A total 
of 60 publications were retained for full text review.

Next, the 60 full text articles were independently 
reviewed by two reviewers (DS and SD), using the inclusion 
criteria. Additionally the references of the 60 articles were 
searched for any relevant publications which fell within the 
inclusion criteria or referred to national/international organ-
isations policies or guidelines on gender-inclusive language 
but had not been identified in the search. This process iden-
tified a further 10 possible publications resulting in the full 

Table 1  Test and final criteria for inclusion and exclusion criteria
Test criteria Final criteria
Inclusion criteria Inclusion criteria
1. Empirical articles which explic-
itly considered gender inclusivity 
in questionnaires (such as health 
measures/instruments/question-
naires/surveys/census questions/
healthcare implementation/
intervention studies/attitudes to 
gendered language).

1. Publications which explicitly 
considered the language/
terms of gender inclusivity 
in questionnaires (such as 
health measures/instruments/
questionnaires/ surveys/census 
questions/healthcare implemen-
tation/intervention studies/atti-
tudes to gendered language).

2. Published in peer reviewed 
academic journals.

2. Full text publications in peer 
reviewed academic journals in 
English and/or German, Nepali, 
or Slovenian, and English 
translations of other languages.

3. Publications from national/
international organisations 
(e.g. WHO, WB or IMF or EU) 
identified from the bibliographic 
searching of included published 
literature.

3. Publications from national/
international organisations 
or unions (e.g. WHO, WB or 
IMF or EU) identified from 
the bibliographic search of the 
included published literature.

4. Published from 1 January 2000 
to 21 September 2022.

4. Published from I January 
2000 to 21 September 2022.

5. Opportunistic discovery of use-
ful articles in the references of an 
excluded main article.

5. Opportunistic discovery of 
useful publications in the refer-
ences of eligible articles.

Exclusion criteria Exclusion criteria
1. Studies or articles reporting 
sex and/or gender as demo-
graphic variables but which did 
not describe or discuss gender 
inclusivity.

1. Publications reporting sex 
and/or gender as demographic 
variables but not describing 
or discussing the language of 
gender inclusivity.

2. Grey literature (apart from 
that identified in hand searching 
of bibliographies mentioned in 
eligibility criteria #3 above).

2. Grey literature (apart from 
that identified in hand search-
ing of bibliographies men-
tioned in eligibility criteria #3 
above).

3. Research published outside 
eligible date range.

3. Publications outside eligible 
date range.

4. Questionnaires used for other 
than health and census purposes.

4. Data collection tools used 
for other than health research 
and census purposes.
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Fig. 1  PRISMA Flow Chart
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was not considered sufficient for the range of trans patients. 
Therefore, they recommended asking ‘What sex were you 
assigned at birth?’ and ‘What is your current gender iden-
tification?’ (with response options, man, woman, trans*, 
genderqueer/gender nonconforming or other). It was also 
reported to be useful to identity the pronouns preferred by 
patients, but no examples of how to achieve this were given.

One study used a gender-inclusive approach to review 
the literature on eight different self-report partner abuse 
questionnaires [33]. All eight questionnaires used gender-
inclusive language to avoid stereotyping the victim or per-
petrator (e.g., referring to the ‘partner or person you are in 
a relationship with’). Using language that all genders could 
relate to was found to improve the accuracy of reporting. 
It was noted that further investigation was warranted into 
how the mode of administration (e.g., self-report with pen 
and paper or electronically versus verbal administration via 
phone or delivered by a clinician), might affect reporting.

In order to include LGBTQ + people in a survey about 
abortion and contraception care, existing sexual behav-
iour and reproductive health questions were adapted to 
make them gender neutral by replacing “man”, “husband”, 
“boyfriend” with “person”, “spouse” and “romantic part-
ner”. This was reported as improving cultural sensitivity in 
research studies [5].

An article discussing best practices for developing, 
adapting, and using assessments with transgender clients, 
developed a guide to allow for inclusion of the transgen-
der population [37]. The guide emphasised the importance 
of “being familiar with current transgender-affirmative ter-
minology and being aware of the importance of using the 
least restrictive gender language that adheres to partici-
pants’ declared or affirmed pronouns/names”. Another study 
also identified the importance of having options to report 
demographic data related to gender [34]; only providing an 
“other” option, in addition to the binary ‘male’ or ‘female’, 
was not sufficient and the guide suggests a place for individ-
uals to include their own response, as terminology is con-
stantly evolving. The guide also discusses the importance of 
having individuals with expertise on the transgender popu-
lation, review any adaptations to gendered language.

A study examining trans participants’ experiences in 
participating in research found participants used a range of 
gender identity labels (e.g., femme, agender, bigender) and 
pronouns (e.g., hir/hirs, ne/nem). To ensure inclusivity, the 
researchers provided guidelines which included not limiting 
response options, avoiding binary gender identity catego-
ries, and using ‘they/them/their’ pronouns when referring to 
participants [38].

In relation to the fourth research question, “ What are the 
reported facilitators and barriers faced by developers and 
users while considering gender inclusivity in developing 

USA [3–6, 37, 38] (32) [32, 34, 35, 39] with only one from 
Germany [36] and one from Israel [16].

Degree to which articles addressed the research 
questions

The first research question was: “What rationale is provided 
to support the development and use of gender-inclusive 
language in different countries?” The majority of articles 
originated from the USA, but it was generally found that 
there is a need to adopt standardized terms and concepts, 
and to integrate these into health care and research to ensure 
inclusivity in health care and consistency across research 
[28, 34]. However, the complex nature of gender identi-
ties makes it difficult to agree on terminology that includes 
everyone on the gender identity continuum [34]. Using 
gendered language is well documented as creating possible 
barriers to health care and exclusion in health research for 
minority gender groups [25, 28, 29, 32, 34, 35, 37, 38]. 
Many commonly used demographic questions do not offer 
gender-neutral options [29]. Having only an “other” option 
is not sufficient for full gender identification [34, 37].

In relation to the second research question: “What strate-
gies and processes have been used to develop and use gen-
der-inclusive language in different language groups?”, some 
articles discussed strategies and processes used to develop 
and use gender-inclusive language in health data collection 
instruments and measures. For example, a modified version 
of The Illinois Rape Myth Acceptance – Short Form was 
developed and validated with gender-inclusive terminology 
[31]. Specific examples included using gender-neutral terms 
to replace gendered wording (e.g., “Rape accusations are 
often used as a way of getting back at men” became “Rape 
accusations are often used as a way of getting back at some-
one”) [31]. Others reported using the singular “they” in lieu 
of “he” or “she” pronouns [40]. Another study, also focused 
on modifying the Illinois Rape Myth Acceptance Scale to 
improve inclusivity and representation of LGBTQ + peo-
ple, used this approach [3]. Using gender-neutral language 
in surveys was found to increase response rate in a study 
assessing the impact of gender-neutral language on the dis-
closure of sexual violence [4].

In addressing the third research question: “What specific 
examples are reported of gender-inclusive language being 
applied in health outcome measures?”, a study describing 
nurses’ confusion around trans terminology, suggested that 
amending all patient-history and intake forms to be gender-
inclusive could improve culturally competent health care 
[32]. Specific examples they described included adding a 
‘domestic partnership’ marital option on forms, in addition 
to ‘single’, ‘married’, ‘divorced’ or ‘widowed’. They noted 
that just adding transgender to the male/female question, 
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nor sexual orientation on PROMs” [25]. The other 17 
articles in our scoping review were focused on assessing 
specific outcomes for LGBTQIA+/trans groups or surveys 
for the general populations [3–6, 16, 28–39]. Surprisingly, 
despite several articles reporting the need for longer lists 
of gender response options, no paper was identified in the 
scoping review which explicitly and directly examined 
preferred gender-inclusive linguistic options to include in 
health instruments. It is also important to note, that a poten-
tial adverse consequence of the use of specific gendered 
categories was reported in one article, where transgender 
individuals’ expressed concern that they may be “outed” as a 
consequence of research using specific gendered categories 
[6]. Such concern is manifest internationally, where some 
countries have laws or societal behaviours which actively 
discriminate against (and even criminalise) non-binary gen-
dered individuals. However, three English-language articles 
reported that the concept of “preferred pronouns” and sin-
gular “they” were found to be readily acceptable to express 
non-binary gender identities [41–43].

There are some health questionnaires developed for 
proxy completion (e.g., DEMQOL-Proxy-U [44] KINDL 
Proxy version [45] and PedsQl Proxy [46]), but no literature 
was found in our scoping review which discussed the use 
of gendered language used in these questionnaires. Some 
other instrument developers simply ask proxies to complete 
the same ‘self-complete’ version of the questionnaire (rather 
than positioning the proxy in relation to the third person) 
[47, 48] which avoids gendered language and may a rea-
son for the lack of focus on this in the peer-reviewed issue. 
As mentioned previously, the EuroQol Group has available 
HRQoL questionnaires, for completion by proxy respon-
dents, which currently use binary gendered language to 
refer to the person whose health is being enquired about .

In some countries, the use of gender-inclusive language 
is highly contested, and there have been instances where it 
has been considered a linguistic aberration [30]. In Argen-
tina this led to a debate as to whether inclusive language 
should be prohibited or not [30]. A survey undertaken in 
Argentina sought to understand people’s attitudes towards 
gender-neutral terminology. It was found that even though 
some were accepting of gender-neutral language, it was not 
something they were personally willing to adopt [30]. In 
Germany, the only legal and medical definition by which all 
non-binary people are categorised is ‘gender diverse’ which 
fundamentally denies the identities of trans and ‘other’ gen-
der diverse groups [49]. In France, debates about identity 
politics and the use of inclusive language have been seen by 
some as a threat to national unity [50]. Worryingly, as men-
tioned, the collection of specific gender-inclusive informa-
tion in health questionnaires may even expose non-binary 
gendered respondents to risk [51]. Others have observed, 

and using health-related questionnaires and how have these 
been addressed?” none of the articles reported directly on 
facilitators or barriers to considering gender inclusivity 
when developing or using health data collection measures, 
except for difficulty in agreeing on optimal gender-inclusive 
terminology for use in questionnaires or surveys [28, 29, 
34, 35].

Discussion

All publications considering the use of gendered language in 
questionnaires were reviewed, with specific focus on health 
questionnaires to assist the EuroQoL group in developing an 
appropriate gender-inclusive proxy HRQoL questionnaire. 
In general, most publications highlighted gaps in represen-
tation and advocated for gender-inclusive/neutral language 
when collecting data in questionnaires There appears to be 
little focus on this topic outside questionnaires developed 
specifically for use with gender diverse communities [5, 37, 
38] or collecting data on specific phenomenon such as inter-
personal or sexual violence [3, 4, 31, 33].

Eight articles discussed adverse consequences of binary 
gendered language use including exclusion from health care 
or health research among gender minority groups [25, 28, 
29, 32, 34, 35, 37, 38]. The lack of representation on health 
forms and questionnaires points to inadequate attention 
being given to the health needs and interests of minority 
gender groups, which should be an important consideration 
for developers of questionnaires. Reliability and validity 
of outcome measures is improved with the use of gender-
neutral or gender-inclusive language as was reported in five 
articles [3, 16, 31, 36, 39]; wording was clear and understood 
by all. Response rates were shown to improve with the use 
of gender-inclusive language [4, 33]. Non-binary response 
options also improved internal consistency in a gender-
neutral Spanish survey [30]. Good acceptance of gender-
inclusive language by all participants was reported in three 
articles [5, 6, 30], indicating that this would not be objected 
to in some cultures. Only one paper found that adding non-
binary gender response options (e.g. ‘gender diverse’) led 
to irritation on the part of cisgender males, but they also 
found such inclusion did not reduce data quality overall 
[36]. Using inclusive language that all genders can relate 
to, and avoiding stereotyping, can improve the accuracy of 
self-reported data [33]. It appears that advantages of gender-
inclusive language outweigh potential disadvantages.

Only one paper discussed gaps in representation if diverse 
gender identities were not considered when developing 
PROMs. This study focussed on PROMs instruments for 
Rheumatoid Arthritis and found that “no studies examined 
the impacts of diversity in gender identity and expression 
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“Calls for greater representation of marginalised groups 
often equate visibility with acceptance and empowerment. 
But visibility is not a blanket good. Being visible, for trans 
people, is replete with complexities and ambivalences 
(Koch-Rein et al., 2020), depending largely on how they 
are visible, and to whom” [52, 53]. Safety and participa-
tion for everyone is a right which should not require survey 
participants to have to ask to be included [54]. However, 
aside from the complexities associated with grammatically 
gendered languages, societal and political attitudes towards 
LGBTQIA+/trans people may clearly affect the develop-
ment and use of gender-inclusive health questionnaires.

In terms of strengths and limitations associated with the 
scoping review, it is arguably a strength that the review has 
identified the need for an increased focus on gender-inclu-
siveness when developing health questionnaires. A limita-
tion of the scoping review was there were no established 
MeSH terms, used in MEDLINE/PubMed, to help identify 
literature related to gender-inclusiveness. This makes it 
likely that some eligible articles have not been identified. 
Further, despite searching eligible articles in three other lan-
guages, only eligible English language articles were found, 
and, while it was clear that gender-inclusive language was 
acceptable to a broad range of English respondents, the 
complexities associated with gender-inclusive wording in 
other languages (or other language families) has not been 
able to be explored.

Findings of this scoping review point to the importance 
of all those developing health and HRQoL instruments 
considering the ethical imperatives of ensuring all poten-
tial respondents, including LGBTQIA + broadly, and trans 
people, specifically, can recognise that the instrument is 
intended to include them; thereby facilitating their partic-
ipation (13) [14, 26, 28, 37, 55]). Adopting gender-inclu-
sive language in questionnaires clearly reduces the risk of 
excluding gender minority groups [15, 56]. Although the 
scoping review found few specific examples of how oth-
ers have used gender-inclusive language in health question-
naires, many strengths of gender-inclusive language usage 
were identified. As binary gendered language is currently 
used in some EuroQoL ‘source’ proxy versions, it is recom-
mended that gender-inclusive proxy versions be developed 
(e.g. using singular ‘they/their/themselves’). While the ini-
tial focus may be on developing gender-inclusive English 
language proxy versions, this should be accompanied by 
testing the acceptability and translatability of gender-inclu-
sive wording into other languages.
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