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Language matters: The importance of person-first language
and an introduction to the People First Charter

One year ago, HIV Medicine endorsed the People First
Charter and adopted its terminology guidance for authors
and reviewers; this piece outlines the background to the
creation of the Charter and why the language we use is
so important.

Thanks to the incredible progress in HIV treatment
and care over the last 40 years, most people living with
HIV who are on suppressive antiretroviral therapy (ART)
have a normal life expectancy and can be confident that
they have zero risk of passing HIV on to their HIV-
negative sexual partners [1]. Yet people living with HIV
continue to experience unacceptable levels of stigma and
discrimination. The Positive Voices survey revealed that
1 in 6 people with HIV worried about being treated dif-
ferently in healthcare settings due to their HIV status,
1 in 10 avoided seeking healthcare when needed due to
fears of stigma, and 1 in 20 felt they had been refused or
delayed healthcare because of their HIV status [2]. Fears
and experiences of stigma and discrimination were
higher amongst women and those in the north of
England.

Stigma can be a barrier to HIV testing, accessing
HIV care and adherence to ART [3, 4]. Stigma is chal-
lenging to measure, and its impact on people may vary
depending on the type of stigma and the setting in
which it is anticipated or experienced. For example,
internalized stigma predicts outcomes related to mood
and self-esteem, anticipated stigma impacts health
behaviours and outcomes (such as medication adher-
ence), and anticipated or experienced stigma from
healthcare workers may be particularly harmful in
terms of quality of life and ART adherence [5]. Getting
language right, and constantly reviewing the language
we use as acceptable terminology evolves, is a critical
part of addressing stigma. Using the wrong words can
inadvertently undermine people, perpetuate disparities,
confer judgment and create barriers to accessing care or
sharing relevant information. Conversely, the right
words can empower people, encourage them to access
care and actually improve the care itself. A randomized
case study showed that neutral language in the medical
notes improved offers of analgesia to a hypothetical per-
son with sickle cell disease, as compared with

stigmatizing language [6]. Examples of negative lan-
guage in medical notes include those that question cred-
ibility, express disapproval, stereotype people by race or
social class, portray patients as difficult and convey a
paternalistic tone [7].

The person-first language movement is far from new;
it started during a self-advocacy conference in the US in
1974 [8], has slowly gained traction since, and has played
a key role in reducing stigma in clinical communication
[9]. Condition areas at the forefront of person-first advo-
cacy include diabetes care [10], obesity care [11] and
mental health [12]. NHS England has produced guidance
on language and diabetes [13] and on making language
accessible to people with learning difficulties [14]. The
King's Fund has highlighted that the restructuring of
NHS care in England should be seen as an opportunity to
reappraise the words we use [15]. Many have called for
less stigmatizing language in HIV care; UNAIDs devel-
oped terminology guidance in 2011 (which was updated
in 2015 [16]) and other organizations have developed
material promoting appropriate language, including the
National HIV Nurses Association [17], The Salamander
Trust [18] and The BodyPro [19]. Despite this, stigmatiz-
ing language in the field of HIV remains rife. It is for this
reason that the People First Charter was created.

Some of the language we use is undoubtedly influ-
enced by the language used to describe the evidence
that subsequently informs guidelines, policies and
practice. It is hard to promote inclusive language in
routine care when conferences and journals, particu-
larly speciality journals, continue to accept stigmatiz-
ing language. It was the frequent use of phrases such
as ‘HIV-infected people’ in abstracts presented at the
International AIDS Society Conference in 2021 that
triggered the creation of the People First Charter web-
site, a single-issue site promoting person-first lan-
guage in HIV research and care [20]. Whilst the
website has been well received by many, particularly
the community of people living with HIV, there have
been examples of defensive responses to promoting
the language guidance. People tend to over-interpret
the advice when questioning its use; for example, we
do not object to the use of ‘infection’ in the context
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of epidemiology or when referring to ‘HIV-infected
cells’ in the context of basic science. Another theme
has been ‘we always encourage the use of UNAIDS
guidance’, yet those very organizations and journals
continue to publish materials that contradict those
assertions. It is hard to stop using terminology that
has been embedded in one's daily parlance for years,
particularly when presenting in a language that is not
your first language. For that reason, our initial focus
is on written materials, with the intention that spoken
language will soon follow.

Since its inception, the People First Charter has been
endorsed by several organizations and other journals
alongside HIV Medicine. We very much hope that all
medical and scientific journals will follow suit in the
immediate future and that clinical services will swiftly
follow. The advent of people being able to access entries
in their primary care record [21] may be just the lever
we need to routinely embed person-first language across
all elements of healthcare. Stopping to think about the
language we use offers an opportunity to pause and
reflect on the impact of that language on people living
with the issue in question, and that can only be a good
thing.

Persistent exposure to language that dehumanizes or
disempowers people living with HIV risks normalizing it,
encouraging stigmatizing language to persist in health-
care settings and mainstream media. That HIV Medicine
has embraced and embedded the call to use person-first
language is something of which we are very proud.
We call on all journals to follow the lead of this one
and embed inclusive, person-first language in their
publications.
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