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Menstruation and autism: a qualitative systematic review
Abstract:

Background: Menstruation is a biological process which can be irregular, painful, and co-occur
with fatigue, social withdrawal, and increased emotions. There is some evidence to suggest
Autistic people experience menstruation differently to non-Autistic people.

Methods: This systematic review (PROSPERO registration: CRD42023399674) searched four
databases in February 2023. We used thematic synthesis to analyse qualitative studies of
experiences related to menstruation for Autistic people and people providing support to
Autistic people. We also appraised the quality of studies with CASP.

Results: Our thematic synthesis of twelve (eight peer-reviewed; four grey literature) sources
identified differing priorities between parents, professionals, and Autistic people. Autistic
people reported physical, emotional and social impacts of menstruation. Furthermore, there
were reports of increased Autism-specific experiences during menstruation such as increased
sensory sensitivities, burnout and anxiety, which were often unseen by those who supported
them. Autistic people’s menstruation priorities were obtaining knowledge and skills ahead of
their first period. However, parents and professionals focused on external behaviours including
hygiene and obtaining independence in managing periods. Sources poorly described participant
demographics and had a limited focus on Autistic perspectives.

Conclusions: We conclude there needs to be tailored support to meet the needs of both
Autistic individuals and those who support them. This should be informed by research which
centers Autistic people.

Introduction:

Menstruation involves the passage of menstrual blood from the uterus through the cervix and
vagina roughly every month, beginning at puberty and ending at menopause for people with
wombs.! In our pre-funding consultation, in recognition of the fact that many Autistic
individuals are gender diverse, we received strong feedback to use gender-neutral language in
our study. As such, we do so in this article. However, within the introduction the historical
treatment of those assigned female at birth (AFAB) will be discussed, and sources that have
used gendered language will be quoted directly.

Menstruation encompasses physical, social, and emotional experiences, the majority of which
have been identified as negative by those who experience them.? In a general population, there
are many debilitating conditions that are triggered by the menstrual cycle, including
dysmenorrhoea (painful periods)® endometriosis,* adenomyosis,” irregular periods® and
premenstrual syndrome (PMS).” Severe emotional changes can also occur through
premenstrual dysphoric disorder (PMDD), and an exacerbation of both anxiety® and depressive



symptoms, typically in response to heavy menstrual bleeding.® There also remains stigma and
prejudice against those who menstruate,'® fostering shame amongst menstruators*! and
impacting participation in social activities,'? plus there remains significant period poverty across
the globe.?

There has been a long history of gender bias impacting the effectiveness of menstrual
healthcare,* which may be further exacerbated for those who are marginalized due to gender
identity, disability, ethnicity and other demographic characteristics.® In a general population,
women report higher levels of pain more frequently and yet are more likely to be inadequately
treated in comparison to their male counterparts;!® as a result of structural and internalised
sexism.!” Recently, there has been an increased acknowledgement of the significant impacts of
gynaecological conditions, which were previously neglected in research literature, including
endometriosis'® and other conditions previously dismissed as psychogenic.®

Autistic people are known to experience significant barriers to healthcare, at patient,
healthcare provider and system levels.?%?! These reduce their likelihood of being appropriately
supported to access healthcare across the lifespan.??23 Autism has historically been discussed
within the context of boys and men,?*?> leading to missed or differing diagnoses of Autistic
women, impacting their quality of life.?® In addition, historically, Autistic experiences have been
framed within a medical model perspective, presenting Autism negatively, rather than the more
nuanced understanding of Autism the social model encourages.?’ Expectancy biases and gender
stereotypes, alongside masking,?® may also contribute towards a delay in diagnosis for non-cis-
male individuals?® and a reduced understanding of the Autistic experience in female and trans
populations.?®

Historically, there was little research on the reproductive health experiences of Autistic people,
although this is a growing area of interest.3° For example, a recent review has found Autistic
people experienced additional sensory challenges in relation to breastfeeding,3! and there is
emerging evidence that Autistic people experience menopause differently to non-Autistic
people.? Moreover, published research has found that Autistic individuals experienced poorer
gynaecological outcomes,3? impacting physical, mental and social wellbeing.3® Through cross-
sectional research, it is suggested Autistic menstruators experience increased rates of
dysmenorrhoea, PMS,3* endometriosis and polycystic ovary syndrome.3*> Menses (the shedding
of menstrual blood and tissue) for Autistic people can impact social activities and relationships,
and increase negative experiences such as anxiety, depression and irritability.3® There are also
additional sensory and emotional self-regulation challenges during this time and
correspondingly increased meltdowns.3?

To better understand and develop support for Autistic menstruators there is a need to collate
the experiences faced by them and those who support them. To the authors’ knowledge, there
has not been a systematic review specific to experiences of Autistic menstruation conducted
previously.



Materials and Methods:

Aim:

Our aim was to undertake a systematic review with meta-synthesis to better understand the
views, experiences and impact of menstruation on Autistic people.

Our research is reported in line with PRISMA reporting standards.?” A copy of the completed
PRISMA checklist is available in the appendix (supplementary material 1).

Community Involvement:

Our review was led by an Autistic researcher (RE) and benefitted from the involvement of two
other Autistic researchers (GW, AG), an Autistic primary care doctor (SS), and four lay Autistic
people with relevant lived experience (SC, MC, WH, KW), all of whom are authors. Our thematic
synthesis involved the community members at each phase of the data analysis, where ideas
were discussed, reshaped, and solidified. The discussion for this article was built collaboratively
by the full research team.

Search Strategy:

We identified our search terms by hand searching keywords of relevant papers and terms used
in systematic reviews focused on menstruation in a general population.3®4° Autism related
search terms were generated using similar reviews.3%4! The search strategy involved two strings
of terms relating to Autism and menstruation:

(i) Autism; Autism, Autism Spectrum Disorder, ASD, Autism Spectrum Condition,
ASC, Neurodiverse, Neurodivergent, Autistic Disorder, Child Development
Disorder, Asperger’s, Neurodevelopmental Disorder, Neurodevelopmental
Condition, and

(ii) Menstruation; Menstruation, menses, menstrual cycle, menstruators,
ovulation, ovulating, menarche, menstrual period, follicular phase adrenarche,
premenarche, catamenia, amenorrhea, premenstrual dysphoric disorder, PDD,
premenstrual syndrome, premenstrual exacerbation, PME, PMS, menstrual age,
menarche age, age at menarche, menarchal age, menarcheal age, puberal
haemorrhage, puberal hemorrhage, menstrual haemorrhage, menstrual
hemorrhage, period products, menstrual products, dysmenorrhea, menstrual
pain, heavy menstrual bleeding, painful menstruation, period pain,
menorrhagia, oligomenorrhea, adenomyosis.

Following the publication of our protocol (PROSPERO registration number: CRD42023399674),
we searched four electronic databases to reflect a range of academic disciplines; Medline (via
Ebscohost), APA Psychinfo (via Ebscohost), CINAHL (via Ebscohost) and Web of Science (via

Clarivate). Database searches were limited to the English language, full text and by publication



date (2013 to present). Searches were undertaken in February 2023. Grey literature was
searched for using citation tracking, additional searching through Google Scholar and the
Swansea University online library, plus other search engines. One systematic review, which
focused on educational interventions about menstruation,*? was searched for additional
sources, but none were identified. A sibling paper focusing on menopause is registered on
PROSPERO (registration number: CRD42023450736) and is in progress, so was not a topic
covered in this review.

Sources were screened against the following criteria:
Inclusion criteria:

e Population: Autistic people (including self-identified) and those who support them,
including health professionals, family, and friends.

e Context: no limitations.

e Phenomenon: Views and experiences of menstruation.

Exclusion criteria:

e Articles which do not focus on the population described above and menstruation.

¢ No qualitative data (note: open text survey responses, commentaries and grey literature
containing personal experiences were included).

e Published prior to 2013.

e Not English language.

e Full text not available.

Screening and Data extraction:

Two reviewers (RE and AG) independently reviewed all titles and abstracts identified against
the inclusion and exclusion criteria. The full texts of potentially relevant studies were reviewed
independently by two reviewers (RE and AG). Inconsistencies at both stages were resolved
through discussion, and it was not necessary to involve a third reviewer. Following this,
contextual information, including findings to be included in the thematic synthesis, were
extracted from sources using a structured summary tool (see Supplementary material 2).

Quality Assessment:

We evaluated all studies for quality using the CASP qualitative checklist*® by one researcher
(RE). A sample of 10% was independently appraised by a second reviewer (GW). Any
disagreements were discussed and resolved at this time. Each study was provided with an
overall assessment of quality: high (7-10), medium (4-6) and low (0-3), as has been used in
other qualitative systematic reviews.*

Data Analysis:



The thematic synthesis approach was adopted following Thomas and Harden’s* framework.
This process included an inductive multiple-stage approach, with stage 1 and 2 compromising
the coding of the text and development of descriptive themes and stage 3 being the generation
of analytical themes.*> Thematic synthesis is aligned with critical realism,*® which was adopted
in this review. A critical realist perspective considers unobservable constructs, such as social
contexts and perceptions, which in turn impact findings in the ‘observable’ world.*’

As part of the thematic synthesis, three online meetings (total 7 hours), broadly reflecting the
three Thomas and Harden (2008) stages,*> were held between May and July 2023, to: discuss
the themes initially developed by RE, generate analytical themes and develop discussion points.
These meetings were made accessible to meet the needs of the lay members involved. We
describe our process of building an accessible space with this group elsewhere.*®

Stages 1 and 2: Coding and Development of Descriptive Themes:

Structured summaries of each source, containing information about the study or source as well
as all results related to Autism and menstruation, were uploaded into NVivo 13.*° Findings were
inductively coded line-by-line by one researcher (RE). A second researcher (GW), independently
inductively coded the first five sources, identified by a random number generator, to ensure
codes with similar meanings were developed. Multiple lines were attributed to more than one
code. Following discussion, minor changes were made to the descriptive coding framework, the
remaining 7 items were coded by RE, and a written document and thematic map were
produced and shared with the full research team for discussion.

Stage 3: Generation of Analytical Themes:

We then generated analytical themes, with coding iteratively expanded and collapsed upon.
Written work and thematic maps were updated following each meeting.

Results:

Studies Identified:

We identified 3,802 unique records through database searches (see Figure 1). Fifteen papers
were assessed for full text eligibility and four papers were included through the database
search. Two further peer reviewed papers were found through search engines. Two additional
peer reviewed studies, which were published following our database search, were identified
from citation tracking.®>! Four pieces of grey literature were identified: an article on an
advocacy website, a blog entry, a business report, and a master’s dissertation. In total, we
included 12 sources in the review.
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Identification of studies via other methods
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FIG. 1. Flow diagram showing the selection of reports included in the review.

Characteristics of included Studies:

Our sources included participants from the United Kingdom (UK) (n=4), the United States of
America (USA) (n=3) or Australia (n=3), with others based online (n=3) (see Table 1). Most
sources did not have a specific setting (n=9). Participants were recruited through social media
(n=4), subscription-based organisational correspondence (n=3) and schools (n=2). Described
participants included: Autistic people (n=195) of which the majority were adults (n=172),
parents of Autistic children and young people (n=76), educators of Autistic people (n=10) and
other non-Autistic people (total n=134). Three papers gained input from more than one
participant group,32°%°2 the remaining papers included contributions from either Autistic
people (n=5) or parents and professionals (n=4). The most frequently used data collection
method was semi-structured interviews (n=7), with thematic analysis the most used data
analysis strategy (n=7). There were mixed uses of descriptive language across the sources, with
seven using identity-first language and five using person-first language. When assessed against
the CASP qualitative critical appraisal tool,*? all nine empirical sources were identified as high
quality (see Supplementary material 3). Three sources were not included in the quality review
because they were not empirical in nature>*>* or did not describe their research process.>



Table 1: Summary of included studies

Author Setting Aim Recruitment Participants | Factors Data Data ND Approach Funder Quality
(Year) Impacting Collection | Analysis Rating
Country Results
Cridland et | Not Specified To investigate Through local | Mothers Formal Semi- IPA Person-first Not Y (10)
al. experiences of schools and (n=5) diagnosis structured language Specified N (0)
(2014)>® adolescent community interviews CS (0)
Autistic girls. groups. Daughters Use of “ASD”
Australia (n=3) H
Cummins, | Not Specified To explore the SEN school Parents Minimally Semi- Thematic ldentity-first Not Y (8)
Pellicano puberty pupils. (n=10) verbal structured | analysis language Specified N (0)
and Crane experience of Autistic girls interviews CS (2)
(2018)°7 Autistic girls. Educators with IDs. (Braun and
(n=10) Clarke H
UK 2006)
Eriksen, Not Specified To explore the Autism Mothers Daughters Semi- Thematic Person-First University of | Y (9)
WT. experience of research (n=10) “..ableto structured | Analysis Language Pennsylvania | N (0)
(2016)°? menses for databases read English interviews CS (1)
Autistic females Daughters at a 4th grade Braun and ‘On the School of
USA and families (n=10) level” Clarke spectrum’ also Nursing H
(2006) used Office of
Nursing
Research
Gray and Not Specified To explore Social media Allistic Experience of | Semi- Thematic “..menstruators | None Y (10)
Durand experiences of (n=20) period pain structured | Analysis on the autism associated N (0)
(2023)>° period pain and (18+) required interviews spectrum” CS (0)
treatment Autistic Braun and (p.10)
UK uptake in allistic (n=17) Self- Clarke H
and Autistic identifying (2019) ldentity-first
menstruators. accepted language.
Grove et Not Specified To understand Social media, | Autistic Aged 21-63. Semi- Thematic “Autistic led uTs Y (10)
al. the everyday and related women and structured | Analysis study” Chancellor’s | N (0)
(2023)>* experiences of organisations. | gender interviews Research CS (0)
autistic women diverse Fellowship




Australia and gender (18+) people White Braun and H
diverse people (n=31) European Clarke
and how these (77%) (2019)
impact on their
health and Medical
wellbeing diagnosis
(83%)
Jonesand | Not Specified To tackle Not Specified | Not Swedish Not Not ldentity-first INTIMINA N/A
Datta menstrual taboo Specified business Specified Specified language
(2022)°° and stigma
Autistic
[Online] authors
Kendall N/A N/A N/A N/A Autistic and Article N/A Identity first N/A N/A
(2023)>4 ADD authors language
[Online]
Mademtzi | Child Study To determine Contacted Parents of No exclusion Focus Thematic Person-first Hilibrand Y (9)
etal. Center educationaland | those Autistic criteria for: Groups Analysis language Fellowship N (0)
(2018)°8 Developmental | therapeutic previously children age, level (n=5) and Marilyn | CS (1)
Disabilities needs and diagnosed at | (n=40) of support or and Jim
USA Clinic. activities for clinic. co-occurring Simons H
Autistic girls and conditions.
their families.
Navot, Seattle To investigate Identified Mother Medically Semi- ‘AN Person-first “Supported Y (9)
Jorgenson | Children’s the maternal from prior daughter diagnosed structured | interactive language by the Crown | N (0)
and Webb | Research experience of interest in dyads interviews | process Family CS (1)
(2017)>° Institute. raising an research (n=11) “functional commonly “symptom Foundation”
Autistic participation and fluent usedin a presentation” (p.543) H
USA daughter. verbal naturalistic | (p.537)
language”. inquiry.”
(p.538)
Ross N/A N/A N/A N/A Opinion piece | Blog N/A Identity first N/A N/A
(2017)°3 language

[Online]
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Autistic women;

autistic girls.

Steward et | Not Specified To understand Website and Autistic Autistics, Online “Thematic ldentity-first Pears Y (9)
al. both what social media (n=123) parents, Survey analysis language Foundation N (0)
(2018)3? Autistic people professionals (Braun and (RS) grant CS (1)

wanted to know Non- and siblings Clarke Autistic and a Philip
UK and about menarche, Autistic 2006).” researchers Leverhulme H
Australia and to discuss (n=114) (p.4288) involved Prize 2015

autism-specific

experiences Tools used

unspecified

Whiting University of Explore the Word of Autistic Masters Semi- Thematic Person first Not Y (9)
(2020)%° Bolton experiences of mouth and people dissertation structured | Analysis language Specified N (0)

Autistic females social media (n=11) interviews | (Braun and CS (1)
UK including Clarke, Author with

puberty and 2006). Specific H

autism-specific Learning

features. Difficulties
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Thematic Synthesis:

We identified six themes from the included literature: education and skill development,
preparation, personal awareness, management, impact and support, which are outlined below.
Sub themes are underlined within the narrative for emphasis. A graphical representation of the
themes can be seen in Figure 2.

INDIVIDUAL
THE NEED TO  APPROPRIATELY TAILORED
DIFFERENCES UNDERSTAND RESOURCE S
BREACHIN AUTIS
SOCIETAL N%RMS SPEC'IF,:! \‘NDEPENDENCE COMMUNICATION
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EXPERIENCES SKILL DEVELOPMENT T )TOF
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P S wcr o —
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5'2322.'?&%2 / J, U OF PUBERTY- RELATED
CHANGES
SUP
woer oy ORT MANAGEMENT .
i st

NETWORK /' \iensTruaL | supPorT € BEiNG

PROJECTS TOOLS EADY
G ERDY geery

MENSTRUAL ACCIDENTS AS POSITIVE

FIG. 2. Graphical representation of themes.

Following our thematic synthesis, we note which voices were represented and differences in
our analysis between groups. Table 2 shows which themes are covered in which sources by
participant group.
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Table 2: Themes covered in papers by participant group.

Parents and others

uoddnsg

poddng |eljiwe4

v

3}40MISN Hoddng Japip

v

1uawadeue|n

SIUDPIIY |enJisusin

5|00} 1oddng

s1onpoud |enJisuain

1edw

Ji4199ds wsnny

s9oualIadxa |eaisAyd

s2ouaLiadxa |euonnowy

s2ouaLIadxa |e1d0S

SwJou |e1ald0s mc_r_umw._m_

S30U3J3YIQ [ENPIAIPU|

VIVIVIVIVIVI V|V

ssaualemy
|euosJad

J|9s 8uisiueduo

VIVIVIVIVIVIVIV|IV V||V

aniisod se Ajiagngd

v

Apeau 3uiaq 10N

jJuswdo|anaq
[IS ‘uolzeanp3

$924n0SaJ paJojie]

pueisiapun 0} paspN 3yl

ouspuadapul

uonesedald

awi 4o peayy

uonesuNWWo)

Suluueld

Autistic People

poddns

poddng |eljiwe4

3}40MISN Hoddng Jspip

juswadeue

SJUBPIDIY [BNJISUSIA

5|00} 3oddng

v

spnpoud [enJisusiy

1edw

J14193ds wisiny

s9oualIadxa |ealsAyd

s9oualiadxa |euonzowy

VIVIVIY

VIVIVIVIVIV|VIVY

VIVIVIVIVIV|VIVY

s9ouslIadxa |eoS

VIVIVIVIVIVIVIVIV VIV VI V|V VY

VIiVIVIVY

swiou [e3a100s Suiyoealg

v

S20U3J3441Q |eNPIAIPU|

v
v

v

ssaualemy
|euosiad

419s SuisiuediQ

VIV IVIV|VI VIV

anisod se Ajagngd

Apeaus 8uiaq joN

v

juswdo|anaq
[IMS ‘uonesnp3

$92JN0SaJ paJojie]

v

puejsiapun 03 paaN YL

VIVIVI VIV

VIVIVIVIVIVIVIVIV V|V VI V|V VY

9ouapuadapu|

uonesedald

awi] Jo peayy

v

v

uonesiunwwo)

v

v

Suluueld

v

v

Cridland
(2014)

Cummins
(2018)

Eriksen
(2016)

Gray &

Durand
(2023)

Grove et al.
(2023)

Jones

(2022)?
Kendall

(2023)2

Mademtzi
(2018)

Navot
(2017)
Ross

(20172

Steward!
(2018)

Whiting
(2020)




INon-Autistic participants in this study included parents, professionals and siblings, however, it wasn't clear which of these groups quotes were attributed to
and so weren’t included in this table.

20nline source. Note: Cells shaded grey are where these participants were not involved in the source.
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Theme 1: Education and Skill Development.

This theme was split into three sub-themes. The need to understand biological knowledge was
emphasised by all groups of participants.32°0,52,53,55,60

““I think a lot of issues could be addressed through education too, for example | hardly
know the basics of my own cycle and what | know is from basic biology at school...
Especially in school, there was nothing and | needed that. It was taboo at school, and it
was too awkward to talk about it so | learned nothing, and | could have benefited from
learning.” (Non-Autistic participant 1).” >°

Similarly, addressing the taboos surrounding periods plus emphasising that menstruation was
normal and something one could speak about, was also discussed by both Autistic32°%°260 agnd
non-Autistic contributors.32°0,52,55

““I think culturally, I think especially people without uteruses who haven’t experienced it,
they tend to not really believe that pain. Especially, if that person looks like a woman.
Women are often disbelieved by people or seen as over-exaggerating, so | think it’s
probably not taken as seriously.” (Autistic participant 17).” >°

For education providers and parents, there was a focus on providing appropriately tailored
resources.32°2°>°780 |t was clarified that knowledge transfer should be through resources which
used appropriate language32°%>>>7 and were suited for current understanding.>>>’

“...When | saw opportunity for [a] video, | thought [since] she’s always been such a visual
learner, | thought this is really great, because the more we can discuss it then she can
get more comfortable with it. Everyone presents it in a little different way, and | thought
she picked up information from each source a little bit differently.” (Parent 8 (46)) *?

There were comments made, the majority from parents, suggesting Autistic menstruators
should prioritise “basic, functional skill” development,®” and work towards managing oneself,
with the goal of reaching independence.>%°6>7

““I'm confident by the time she’s 19 [in 8 years], she’ll be pretty good. | mean | don’t
know how fully independent she’ll be, but I’'m confident she’ll be able to, with her watch
[a vibrating watch, set to vibrate at set intervals, to remind the daughter to go to the
toilet to change her pad], take herself to the loo and change her pad” (Parent).” >’

Reflections on independence, all from non-Autistic contributors, included general reflections on
the level of support required by some children in relation to periods®>°’ and setting
independence and menstrual management as an end goal to skill development.>6°7

Theme 2: Preparation.

This theme related to the time before and during the onset of menarche (the first menstrual
period) and has three sub-themes. Considering planning,>%°2°>0 Autistic people discussed
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feelings of shock and anxiety when their period started, often regardless of how well-informed
they felt,>%°2>>0 with some alluding to interoceptive differences as a contributing factor.

“So, even though I’d had those sessions where they give you the biology side of it like,
this is what happens, it didn’t really connect into practical for me. | understood the
biology, it was just that | didn’t realise that was what it was, which seems stupid now.”
(Autistic participant)®®

There was also a mention of distress for Autistic people who wished their periods were more
predictable.”?®° |t was emphasised that Autistic children and young people benefitted from
frequent and open communication about menstruation.>%°6->7:59,60

““Then after she had that discussion, we talked about it here and there. | actually let her
ask me questions about it, rather than me initiating it, and | think that also helps. | could
see how it could be very scary though for both the mother and child, but for me | didn’t
get that feeling just because | had a lot of support and | had a pediatrician that took the
time to spend time and talk about that.” (Parent 2)” >?

Also, both Autistic and non-Autistic contributors recommended that knowledge and support
items should be provided ahead of time.32°2:53,5560

“Several autistic respondents noted specifically that “it was helpful to know beforehand
that | wasn’t dying” (Autistic participant 7) from the bleeding and/or pain.” 3?

Although, there was some disagreement as to who should provide this (the parents,
educators®>°7 or medical professionals®>°?) and when (upon onset of menstruation®’ or
beforehand®’).

Theme 3: Personal Awareness of Puberty Related Changes.

The “Personal Awareness of Puberty Related Changes” theme was split into three sub-themes.
There were four sources in which puberty was discussed positively.>>%>7.60

““Well, once you get older you start to feel more mature, and your body’s changing and
you start to notice something different about yourself.” (Daughter 5)” >2

However, the majority of contributions discussed negative emotional reactions to biological
changes. Often Autistic people reported feelings of not being ready>%°2>°>>%60 by questioning
what was happening>%->2>>57,5960 and acknowledging remaining gaps in their
knOWIedge.32’50’52’55’56’60

““I feel like there is a link between the Autism and the way that | experience my period,
because it was really distressing for me when | started developing... it was so distressing
for me that change. | had no context to it.” (Autistic participant 11)” °
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Some Autistic participants were unsure as to whether they would experience puberty in a
similar way to their neurotypical peers, if at all. 3%°>60

“Though I logically knew this as a fact of life, | felt so removed from others that it was
shocking and traumatising when | got my period for the first time. | remember my
mother, asking me what I’d expected, and | remember telling her that | thought | might
be “like an alien” — a genetic anomaly that was exempt from such things.” (Autistic
contributor) >°

There were several reflections about organising oneself >0->253:5558,60 wijth a disconnection felt
by several Autistic contributors between themselves and their body,>%°%°3°560 impacting their
ability to judge when their periods were due,>?°3°>°8 and additional precautions they took to

rectify this.>>%0

“My period is very irregular which | find distressing... | never know when it’s going to
come so | can’t properly prepare myself for it.” (Autistic contributor) >°

““She has taken ownership of it and is very vigilant, almost sometimes a little too
vigilant with checking her pads...” Parent 8” >?

Theme 4: Management.

The theme of “Management” includes three sub-themes. There were eight sources in which
specific menstrual products were discussed,32°1°3°5-57.60 including tampons,>%>3>>57,60
pads,32°2°355,57.60 menstrual cups®>®° and period pants.®°

“Tampons are, in my opinion, better than pads, but they’re still not without their flaws.
Anyone who told me that you could pee while having a tampon in must have a magic
trick or their anatomy might be slightly different which enables this to happen, but |
found that the stream would somehow come into contact with the string, which would
then absorb into the tampon itself and render it completely useless.” (Autistic
contributor) >3

The usage and disposal of these products were also described with all parental contributions
reflecting on incorrect usage,>>°® for example children having an inflexibility with trying new
menstrual products®? and their frustration with this:

““She’s more worried about leaking, and so she will at times, we’ve discussed, you know
I’'ve found her wearing up to three pads at a time, and so we talked about how instead of
doing that | could get like overnight pads, you know there was a different product, and
so that helped. It was more of an anxiety about having an accident or leakage, than
comfort. | was kind of surprised how she could walk around with three pads! Would’ve
drove me nuts!” Parent 8” >2

““I’'m frustrated that she’s so rigid. She won’t. | tried to show her... You know like even
[with] tampons, it would make your life so much easier. But, she just doesn’t care. So,
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I’ve tried different things. Especially with the tampon, that didn’t get me anywhere. |
think the sensory [thing is an issue]. | think the thought of her sticking something in her is
just beyond what she can deal with.” Parent 9” 52

Eight sources spoke of support tools32°0°2>3,5557,59,60 that Autistic people, their families and
carers employed, most frequently the use of hormonal management, specifically the
contraceptive pill.>0>25557,59,60

““| took her to the [doctors], we had to talk about it when I took her to the doctor to get
her on the pill. Kind of explain why, why you’re taking this pill and you know, to make
[her period] less and there are other options too to make it even more less. | wanted to
start with this one. But you know it’s, it’s more just you know, just maintenance. It’s
maintenance.” Parent 9” 2

There was also a discussion surrounding menstrual accidents,32°2°3>560 hoth reflecting on past
incidences>2°3°>>%0 and either making changes to ensure they happen less frequently or
reporting how accidents lessened over time.3%°2

“A lot of it for [her] is awareness, and so now that she’s aware that ‘Whoops! You can
have an accident’, or you could like have it through your clothes, um she’s more
conscientious of what she wears, what color she wears or sitting on towels during like a
heavy day. She does that all by herself now, | don’t have to do that... Parent 2”2

Theme 5: Impact of bleeding

The theme of “Impact of bleeding” was split into six sub-themes. There were comments
remarking on the individual differences>%->2>45>57 of Autistic menstruation, with an
acknowledgement that there were different “normals” for different people,32°0%°2>780 including
with how pain is perceived and communicated.>%°%>7

“I feel like when | experience things in my body, | experience it quite intensely... things
like period pain and all of that, | think can have quite an impact on my mood and my
anxiety because some-thing is happening within my body and its sort of out of sorts, |
struggle to remove my focus from it... it becomes a focus for me until it is done. (Autistic

Participant 16).”°

Autistic menstruators were directly compared, both positively®® and negatively,>?°%°8 to their
neurotypical peers and siblings, mostly by parents.

“So yeah | would like to stop doing that...And | do see my friends and their
(neurotypically developing) girls seem to take all that responsibility onto themselves and
it would be nice not to have to do it but it’s the way it is (Sharon, mother).” *®

Eight sources spoke of Autistic children breaching societal norms,32-°0-5256-60 including parental
expectations®®>° and those which were gender specific.>%>>>° Five sources discussed social
experiences,>*>%°4°7.80 with concerns about “missing out” from all participant groups,>%>%°7.60
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with two contrasting comments from Autistic people about actively choosing to reduce
activities during their period.>*%0

““She’s expressing concerns, like she can’t go to track practice or basketball because ‘I
have my period’ and we talked about that you can’t stop living when you have your
period and so you can [still] do those things, and just you know make sure that you’re
fully prepared. If I let her, she wouldn’t have gone, but we made her go and then she
realized that she didn’t have to let it stop her. But she’s more resistant sometimes when
it comes to physical activity or going places, she’ll be like ‘Oh well, | can’t go out with you
guys because | have my period’ and I’m just like ‘Oh well, it’s portable, so let’s go!’ So
just walking her through that.” Parent 8 (46)” >2

“I try to avoid any social events during my PMS because social interaction is just too
exhausting then. If it was possible, | would avoid any events at all, except for lying on the
sofa while watching TV and eating chocolate.” (Autistic contributor) >4

The most frequently reported emotional experiences3%°0->2:545557-60 jncluded: mood
swings,32°052,55,59,60 gnxjety32°0,52,54.5560 gnd increased emotional experiences such as
sadness3%°0525557.60 gnd embarrassment.>0°2>>°860 physical experiences3%°0->2:54,5557,60
included pain and discomfort, PMS and the impact of menstruation on co-occurring conditions,
such as epilepsy. Autism specific3>°>540 reflections differed according to stakeholder group.
Autistic participants reflected on menstrual-related experiences which are inherently related to
being Autistic, including increased meltdowns,3%°2°43560 gyerwhelm,>%>25>60 or burnout,>
reduced capacity to mask,32°2°* increased sensory sensitivities3%°052°4>560 gand differences in
executive functioning.3%°0,5254,55

““I think having periods as an autistic person is really overstimulating... it takes so much
energy... period pain, and the bloating, and the back pain, and the breast pain, and the
joint aches, it’s just super overstimulating. (Autistic Participant 5)” >°

Parental reports of these experiences were significantly fewer. Instead, parents often focused
on perceived attitudes and behaviours, attributing these to their child being Autistic,’® including
their child’s logical and factual attitude,? and differing levels of what parents considered to be
appropriate personal hygiene.>?°%°859 Parents spoke of their child’s inherent vulnerability,>%°¢
>8 expressing concern about their indiscretion and reliance on others.>%>’

““Because misinformation is bad for a Neurotypical kid, it’s really bad for our kids. You
know, because that makes them a lot more vulnerable.” Parent 3” 2

There were a mix of comments with regards to the future, all made by parents, with parents
feeling excited,*? worried>? or mixed about their child’s future.>? Multiple non-Autistic reports
were of a judgmental or infantilising nature,>>°%>? often remarking on how their child’s actions
impacted themselves®>°5°° or others®>°° negatively.
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“Some additional worries were in regard to appearance, embarrassment and lack of
”, «,

advocacy skills. “[she has] no interest in appropriate dressing”; “she wears ill-fitting
clothes”.” (Parents).>®

Theme 6: Support.

The theme of “Support” consists of two sub-themes. Most comments were regarding wider
support networks,3%°0°2>3,5557.60 including school and educators,3%°9°23>557 medical
professionals,”?>%°>57 extended family,32°%60 other menstruators32°0-°257.60 gnd other Autistic
people,3?6° which were made by parents and professionals. Two references were made by an
Autistic person gaining support from their peers,326° with others being unsure as to whether
they could discuss such a topic in their social circle.®°

““So, it was kind of like ‘okay yeah | can now talk about it’ then realised that you can’t
talk about it... | wanted to ask my friends, the little friends | had like what do | do about

7 ”

it, and they were like ‘you don’t talk about it’...” (Autistic participant)®®

Autistic people’s comments were primarily about knowing who to talk to and what to say,32°%¢°
with an emphasis on knowledge being provided in advance, such as help with preparing a
“script for what to say to a nurse...” (p.4290).3? Contrary to this, educators debated the most
appropriate time to introduce these topics to students.>” In terms of familial support,32°0>2>>-
>7,59,60 Autistic people reported positive incidences of both parental practical support>2-°6:57,60
and taking the lead.>?>>°7.%0 Parents reported feeling proud and confident about their child,>>°’
having to take a more active role in their child’s care practices through prompting,>%°%>° and
relying on external support networks.>%°’

Discussion:

Our review highlights that there are Autism-specific experiences of periods which may vary
compared to non-Autistic experiences. However, there is a discrepancy in how these are
discussed between Autistic people and non-Autistic supporters. Autistic people often employed
a value-neutral perspective when discussing their Autism-specific experiences.®! In contrast,
parents often employed a medical model perspective, attributing their child’s logical thinking
and practical approach to menstruation, somewhat negatively, to their child being Autistic,
often comparing this to neurotypical peers and siblings. In doing so, they reinforced the
neurotypical bodymind as the “norm”,%? and sometimes displayed frustration at these
differences.?® Three studies detailed parental foci on the progression of their child towards
independently managing their menstruation, whereas no Autistic participant spoke of this —a
phenomenon identified elsewhere in the literature.®* Viewing Autistic menstruation
experiences through non-Autistic models of reference may negatively impact research and
support provided.

We identified a perceived vulnerability in Autistic people among non-Autistic adults (see:
Theme 5, “Autism Specific” sub-theme) as demonstrated elsewhere in the literature.®>
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Furthermore, there was very little focus as to how professionals and parents could foster
empowerment, teach consent, and encourage decision-making in Autistic people. Research
highlights an assumption that menstruation is something Autistic people cannot cope with®®
and that sexual education is less important for Autistic and disabled students.®’ Parental
attitudes towards their child’s menarche also socially reinforce the stigma surrounding
periods,®® especially for disabled people who experience multiple layers of discrimination.®
Unfortunately, the perceived vulnerability of Autistic individuals could become a self-fulfilling
prophecy, as the infantilising of Autistic and disabled young people, has led to minimal tailored
support, as highlighted by parents in this review and in other research literature focused on
Autistic people.®® Within this review, most of the comments surrounding support were made by
parents and professionals (74%). Recently attempts have been made to improve healthcare
practices for Autistic people,’® although to date these are not yet effective in removing the
known inequalities.”?

For Autistic people, “normalising” period pain invites danger, due to the increased prevalence
of dysmenorrhea and premenstrual syndrome3*72 as well as alexithymia,’® and potential
differences in pain sensitivity.>® Alongside this, communication differences in quantifying pain,’*
and understanding internal pain indicators,”> may likely reinforce reduced support-seeking
behaviours,® in a context where healthcare is often inaccessible to Autistic people.”® There is
often a societal assumption that knowledge is obtained through social osmosis’’ with a
perceived shared understanding between parents and children,’® which this synthesis
challenges in an Autistic population, where parents under-described physical symptoms
compared to Autistic menstruators. Comments from professionals, parents and other non-
Autistic contributors were often limited by what they were able to see, based on the external
behaviours of their children, with less focus and understanding of emotional, internal or mental
states.

There is a notable difference between Autistic people having a strong biological understanding
of periods (see: Theme 1, “the need to understand” sub-theme) and applying this information
to their own experiences (see: Theme 2, “planning” sub-theme), as has been identified in
relation to birth”® and breastfeeding where interoceptive differences were identified as a
barrier.38 Education about menstruation typically focuses on biological knowledge and
related products,®! rather than teaching the application of knowledge given to one’s own
circumstances and experiences. Not meeting hygiene, social, or gender expectations, was often
viewed by non-Autistic adults as reflecting a lack of interest on the part of the Autistic person,®®
rather than an absence of holistic support.

There were few reports of Autistic people discussing menstruation with their peers (n=2).
However, general population studies show that social learning is important.®? Menstruation is
shaped by socio-cultural contexts,? including values and social conventions.?3 Therefore,
Autistic children are perhaps at a disadvantage compared to their neurotypical peers who rely
on the ‘hidden curriculum’ of unwritten cultural, social, and academic messages communicated,
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explicitly or implicitly, to, or between, learners8* for knowledge transfer. Furthermore, social
exclusion for Autistic young people creates fewer opportunities to establish a framework of
reference to understand ‘normal’ period experiences, impacting their help-seeking
behaviours.>® This may also result in self-silencing behaviours,?> in which people feel unable to
have these conversations due to lower sexual awareness, social anxiety,® menstruation
stigma’® or the fear of being “dismissed, humiliated or invalidated” (p.7).>>

Recommendations:

Multiple participants discussed the need for tailored support. Building on these
recommendations, our thematic synthesis identified additional recommendations. Any support
developed should be created for Autistic young people, Autistic adults and their supporters,
with each group’s needs reflected in the content and format, including accessibility to those
with learning disabilities. Resources should be holistic in nature, including information on
menstrual supplies, facilities, supportive environments, and accessible healthcare®” and
modified to fit Autistic communication preferences,® such as using age-appropriate pragmatic
language® and visual elements.?° Being provided with materials at home, school or otherwise,
ahead of time, aligns with initiatives to end period poverty and achieve period dignity.!3
Supporters should be helped to be prepared for the potential questions Autistic children will
have on Autism-specific menstrual experiences, so they are more able to provide the
knowledge that the young person needs. Any resources developed should be neurodiversity-
affirming, and co-produced using established frameworks,®! reducing both the pathologising of
Autism and the stigma surrounding menstruation. Autistic peer support and the ‘hidden
curriculum’ are both topics worthy of further exploration within the menstruation research
literature. Further research should also include describing the way in which consent for health
care procedures, such as beginning a contraceptive, is obtained in Autistic young people. All
future research should centre Autistic people to address current gaps in understanding.

Strengths and limitations:

This review is the first of its kind to collate the views and experiences of Autistic people, and
those who support them, with regards to menstruation. The research team consisted of Autistic
individuals, including lay co-researchers, who were involved at each stage of the synthesis.*
We limited our database searches to the English language and papers published in the last
decade, which may have impacted our coverage of the available research literature. In addition,
demographic information was described poorly in many of the papers, including regarding co-
occurring conditions and learning disabilities. In addition, most of the Autistic participants,
regardless of age, reflected on their first period and teenage years, largely failing to
demonstrate older Autistic adults’ experiences of menstruation. Finally, there was limited
information on who was involved in the development of educational interventions, including
the extent of any Autistic involvement within Healthcare and Educational institutions.

Conclusion:
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Our systematic review of Autistic experiences of periods, has highlighted discrepancies
between the needs and priorities of the Autistic and non-Autistic participants. Currently there is
a parent-dominated narrative with fewer in-depth Autistic contributions, minimising how much
is understood of the Autistic menstrual experience, especially those which are internal,
individual experiences, including pain. Despite steps being taken in recent decades to address
the gaps in knowledge in gynaecological care, further research is needed to understand the
gynaecological experiences of Autistic menstruators, including those from underserved
communities, such as those with learning disabilities. This knowledge would aid in the
development of person-centered interventions for both Autistic people, their families and
carers.
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Title 1 | Identify the report as a systematic review. v' Title page
ABSTRACT
Abstract 2 | See the PRISMA 2020 for Abstracts checklist. v' Attached as
supplementary
material

INTRODUCTION
Rationale Describe the rationale for the review in the context of existing knowledge. v' P.2 Introduction
Objectives Provide an explicit statement of the objective(s) or question(s) the review addresses. v' P.3 Method — Aim
METHODS
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Search strategy Present the full search strategies for all databases, registers and websites, including any filters and limits used. v P34
Selection process Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many v

reviewers screened each record and each report retrieved, whether they worked independently, and if applicable,

details of automation tools used in the process.
Data collection 9 | Specify the methods used to collect data from reports, including how many reviewers collected data from each report, v
process whether they worked independently, any processes for obtaining or confirming data from study investigators, and if

applicable, details of automation tools used in the process.
Data items 10a | List and define all outcomes for which data were sought. Specify whether all results that were compatible with each v

outcome domain in each study were sought (e.g. for all measures, time points, analyses), and if not, the methods

used to decide which results to collect.

10b | List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding v

sources). Describe any assumptions made about any missing or unclear information.
Study risk of bias 11 | Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used, how v
assessment many reviewers assessed each study and whether they worked independently, and if applicable, details of automation

tools used in the process.
Effect measures 12 | Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation | N/A

of results.
Synthesis 13a | Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study v
methods intervention characteristics and comparing against the planned groups for each synthesis (item #5)).

13b | Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing v
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13c | Describe any methods used to tabulate or visually display results of individual studies and syntheses. v
13d | Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was v
performed, describe the model(s), method(s) to identify the presence and extent of statistical heterogeneity, and
software package(s) used.
13e | Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, v
meta-regression).
13f | Describe any sensitivity analyses conducted to assess robustness of the synthesized results. N/A
Reporting bias 14 | Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases). | N/A
assessment
Certainty 15 | Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome. v" CASP p.6
assessment
RESULTS
Study selection 16a | Describe the results of the search and selection process, from the number of records identified in the search to the v'  See attached
number of studies included in the review, ideally using a flow diagram. PRISMA
16b | Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were v' See attached
excluded. PRISMA
Study 17 | Cite each included study and present its characteristics. v Seetablel
characteristics
Risk of bias in 18 | Present assessments of risk of bias for each included study. v
studies
Results of 19 | For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect v' Seetable 1l
individual studies estimate and its precision (e.g. confidence/credible interval), ideally using structured tables or plots.
Results of 20a | For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies. v' Seetable 1l
syntheses 20b | Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary v
estimate and its precision (e.g. confidence/credible interval) and measures of statistical heterogeneity. If comparing
groups, describe the direction of the effect.
20c | Present results of all investigations of possible causes of heterogeneity among study results. v
20d | Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results. N/A
Reporting biases 21 | Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis N/A
assessed.
Certainty of 22 | Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed. v" CASP p.6
evidence
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Discussion 23a | Provide a general interpretation of the results in the context of other evidence. v P9
23b | Discuss any limitations of the evidence included in the review. v P9
23c | Discuss any limitations of the review processes used. v P11
23d | Discuss implications of the results for practice, policy, and future research. v P11
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OTHER INFORMATION
Registration and 24a | Provide registration information for the review, including register name and registration number, or state that the v' Abstract
protocol review was not registered.
24b | Indicate where the review protocol can be accessed, or state that a protocol was not prepared. v' Abstract
24c | Describe and explain any amendments to information provided at registration or in the protocol. N.A No amendments made
Support 25 | Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the v' Detailed in
review. submission
Competing 26 | Declare any competing interests of review authors. v' Detailed in
interests submission
Availability of 27 | Report which of the following are publicly available and where they can be found: template data collection forms; data v' Detailed in
data, code and extracted from included studies; data used for all analyses; analytic code; any other materials used in the review. submission

other materials
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