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Abstract

Background

Across the life-course women and girls® with learning disabilities and their carers report difficulties
in accessing information and support with menstruation, yet their experiences are often overlooked
in initiatives to improve menstrual health and wellbeing. Our aim was to collaborate with women
with learning disabilities to co-produce future research priorities in a UK context.

Method We undertook a two-part scoping exercise to explore what is known about this topic from a
life-course perspective, beginning pre-menarche and extending to post-menopause support. This
combined a rapid scoping review of the literature since 1980 with a stakeholder consultation where
people with learning disabilities, family carers, advocacy groups and staff working across education,
health and social care were invited to share their experiences of menstruation support.

Findings

UK and international literature provided insight across five narrative themes. 70 stakeholders took
part in our consultation, enabling identification of five key themes. Findings across both highlight
examples of supportive practice and valued resources alongside enduring health inequalities and
barriers to menstruation support faced by women and girls with learning disabilities across the life-
course.

Conclusion

Our scoping exercise identified multiple gaps in research and practice, ongoing reproductive health
inequalities and a need for improved access to peer support, resources and training that take a life-
course approach. The scoping exercise indicates the need for further empirical research on
menstruation and learning disability, with a particular focus on collating people’s lived experiences.

Accessible summary
(see separate document)

Background

Internationally and in the UK, menstruation and improving menstrual health is increasingly
recognised as an important area of healthcare (Barrington, Robinson, Wilson, & Hennegan, 2021).
The World Health Organisation recently called for menstrual health to be addressed from pre-
menarche to post-menopause (World Health Organisation, 2022). In the UK there has also been
increased political and societal attention on menstrual health throughout the life-course (All-Wales
Menopause Task and Finish Group, 2023; Department of Health and Social Care, 2022a; The Scottish

1We use ‘women and girls’ to reflect the terms most commonly found in our scoping exercise, but
acknowledge that not everyone who menstruates will identify as such.



Parliament, 2023). The policy paper Women’s Health Strategy for England outlines ambitions
relating to menstrual health, including increasing awareness and understanding, access to high-
quality personalised care for all and ensuring that everyone is well informed about the menopause
(Department of Health and Social Care, 2022b). However, questions have been raised over whether
women and girls® with disabilities, including those with learning disabilities, have equal access to
information and support for menstrual wellbeing across the life-course (McAteer, 2022; Steele &
Goldblatt, 2020; Wilbur et al., 2019).

In the UK, an estimated 1.5 million people have learning disabilities (Office for National Statistics,
2020). The limited existing research into menstruation and learning disability (including people with
learning disability and autism) indicates that this population may experience heightened challenges
in managing menstrual health across the life-course (Cooper et al., 2019; Office for Health
Improvement and Disparities, 2023a, 2023b) including difficulty understanding and managing
menstruation and different patterns of menstruation such as earlier menarche or menopause for
those with specific genetic syndromes (Butler et al., 2002; Carr & Hollins, 1995; McCarthy, 2009b;
Rodgers et al., 2006).

Access to menstrual health information and support may be more problematic for women with
learning disabilities reflecting wider healthcare barriers and inequalities (Emerson, et al., 2016;
Glover, et al, 2017). Concerns have been raised about the overuse of contraception to manage or
suppress menstruation (Rodgers, 1999) and healthcare professionals have described different
approaches to problematic menstruation when a person has a learning disability, including delays
caused by addressing capacity to consent to treatment and diagnostic overshadowing (McKinlay,
Ferguson, & Jolly, 1996; Rodgers, 1999; Wishart, Hart, & Outen, 1998). More recently, McAteer has
argued that lack of research and awareness on menopause for this population may be impacting on
the quality of care that they receive (McAteer, 2022). This is further supported by an international
review of the literature on menopause and learning disability which identified that the experiences
of women themselves is poorly documented in existing research (Moore et al. 2023). UK guidance
on managing menstrual health problems does not specifically address the needs of, or interventions
for, people with learning disabilities and their carers (Lacey, 2014; National Institute of Health and
Care Excellence (NICE), 2019).

Despite continuing calls for further research and interventions over the last two decades there has
been no recent review of the international evidence from a life-course perspective. To address this
and to identify the priorities for future research in a UK context we worked collaboratively with
women with learning disabilities to undertake a rapid scoping review of the literature alongside a
stakeholder consultation. This paper reports our findings, setting out co-produced priorities for
future research on menstruation for women and girls with learning disabilities across the life-course.

Methods

Our scoping exercise comprised two distinct components, each contributing to the co-production of
research priorities:

e Part 1 - arapid scoping review of the literature between 1980-2022
e Part 2 - a stakeholder consultation.

The rapid scoping review of the UK literature was originally run in January 2021 and updated in
January 2023 (resulting in the inclusion of one further paper). In November 2023 we piloted a review
of the international literature to scope the breadth of relevant material and to explore potential



synergies/divergences with the UK literature. The stakeholder consultation exercise ran in parallel
during 2021-22. Ethical approval was not required for this consultation stage as it did not reach the
threshold for research and the intention was to support the co-identification of research priorities.

RAPID SCOPING REVIEW OF THE UK LITERATURE

Scoping reviews can provide a descriptive account of the existing literature when time and resources
are scarce, helping identify gaps for further study which can be easily summarised and shared
(Arksey & O’Malley, 2005; Levac, Colquhoun, & O’Brien, 2010). Researchers have previously
combined rapid reviews of the existing evidence with explorations of stakeholder experience to
provide additional insight (Arksey & O’Malley, 2005; Jacobs et al., 2016; Ledger, et al., 2021; Roberts
et al., 2018). This is the approach we took for the purposes of our review. In line with Arksey and
O’Malley’s (2005) framework, we followed the five steps of identifying the research question,
identifying relevant studies, study selection, charting the data; and collating, summarising and
reporting the results (Arksey & O’Malley, 2005). Our review aimed to address the following
questions:

e Whatissues do women and girls with learning disabilities, and their carers, face around
menstruation?

e Has there been any evaluation of interventions/services/resources to support girls and
women with learning disabilities around menstruation?

e Are there any obvious gaps in the existing academic literature?

SEARCH STRATEGY & IDENTIFYING RELEVANT STUDIES

An inclusive team worked together to select inclusion/exclusion criteria and search terms for the
scoping review of the literature (see Tables 1 and 2, supplementary material). The search terms
were determined using the framework of population, concept and context (Peters et al., 2020) and
refined through an initial limited search of Academic Search Complete. The literature review aimed
to find papers that described research which added to our understanding of menstruation for
people with learning disabilities and their carers across the life-course, published in the UK between
1980 to December 2022. The start point of 1980 was chosen in order to capture increased attention
on the topic in the latter decades of 20t century due to heightened public awareness about
premenstrual syndrome, toxic shock syndrome, and increased academic and lay interest in the
cultural aspects of menstruation.

Search terms were designed to cover variations on the terms ‘learning disability’ and ‘menstruation’
recognising that these terms would change over time. Due to the potentially limited amount of
research on the specific topic of learning disabilities and menstruation, we included papers in our
UK-based search which addressed the topic of learning disabilities and menstruation as part of a
wider project; for example, papers that described sex education programmes which included
coverage of menstruation.

[INSERT LINKS TO TABLE 1 AND TABLE 2]

Databases were chosen based on their availability and relevance to this interdisciplinary topic. The
search strategy was piloted and adapted after initial searches returned many irrelevant papers. The
search strategy was adapted for each database including use of available filters relevant to the
inclusion/exclusion criteria. Reference lists of selected existing literature were also checked but did
not identify new results. A full search of citations and a search of the grey literature was not
completed due to time constraints. Details of the searched databases, study selection and screening
processes, can be found in the PRISMA diagram (supplementary material). In total, 32 UK papers



were included, details of which can be found in Table 3, Included Study Characteristics
(supplementary material).

[INSERT LINKS TO PRISMA DIAGRAM AND TABLE 3]

COLLATING, SUMMARISING AND REPORTING RESULTS FOR THE UK REVIEW

Included papers were collated in a summary table and organised into narrative themes in line with
the aims of a scoping review (Arksey & O’Malley, 2005). The research team met to discuss these and
agree on key findings, questions to follow up, gaps in the research and their relevance to the
stakeholder consultation. An accessible presentation was developed for stakeholder feedback and
verification on the relevance of key findings.

PILOT SCOPING REVIEW OF THE INTERNATIONAL LITERATURE

The limited UK literature found during the scoping review indicated a need to scan the international
literature. Time and resource constraints prevented the research team from undertaking a review of
the international literature with the same depth of analysis as the UK literature review. However, a
pilot search of the international literature was run to build a wider understanding of the scope and
focus of existing research and to identify broad thematic areas and synergies between the UK and
international literature.

The international review sought research conducted outside of the UK. The search strategy mirrored
the UK review described above except that due to the high number of hits found when searching
titles and abstracts, the search was limited to publication titles. The inclusion/exclusion criteria
matched the UK search with one exception. Due to the large number of returns in the international
review, papers were excluded during screening if menstruation was not the primary focus. These
decisions reflect that this was a pilot scoping review which aimed to provide context to the UK
review rather than provide a comprehensive and systematic review of the international literature.

The search of the international literature returned 1409 hits. Following removal of duplicates and UK
research, 625 title were screened for relevance and 260 full text articles were included for full text
screening, of which 37 met the inclusion criteria. Following screening, papers were read to
determine fit with the five narrative themes previously identified in the UK literature described
below and to identify additional themes. In this paper we only reference international papers
relevant to the wider findings and discussion.

STAKEHOLDER CONSULTATION METHODS

Part two of our scoping exercise, co-designed with women with learning disabilities, aimed to
increase understanding of how menstruation is experienced across the life-course by people with
learning disabilities and the carers and practitioners involved in their support. Previous research
demonstrates the critical importance of listening to lived experience as a way of shedding light on
areas where gaps exist between policy and practice, in addition to turning a spotlight on examples of
good practice (Rolph et al, 2005; Welshman and Walmsley, 2006; Ledger, 2019; Wiseman and Ferrie
2020).

Preparation of stakeholder consultation documents



Women with learning disabilities championed the importance of understanding menstruation across
a life time, leading on the selection of images? that would most effectively prompt and support
stakeholders to share their experiences of each life-course stage.

These images were incorporated into the development of two stakeholder consultation documents:
e A npictorial life-course prompt sheet titled ‘Periods (menstruation) across a lifetime - what’s
working well and where are the gaps?’ (see Figure 1)

o Alist of questions with images titled ‘Information and support with periods for people with
learning disabilities’ (see Figure 2). This was the main consultation document used to invite

feedback from stakeholders.

The same list of questions with images were used for all participants accompanied by the pictorial
life-course prompt sheet.

Figure 1 Extract from pictorial life-course prompt sheet used during stakeholder consultation

Periods across a lifetime — what’s working well and where are the gaps?
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Figure 2 Extract from the main consultation document (questions with images) used to explore
information and support with periods (menstruation) for people with learning disabilities across the

life-course

Periods over a life time Information you Support groups | Any big gaps you have
have used or services in found in support?
your area

2 Images were selected from Photosymbols and other online open access sources



Before starting periods

Starting periods




Early days - getting used to
having periods

Stakeholder documents were trialled with members of a self-advocacy group for feedback and
further refinement, including the vocabulary that would be most accessible to girls and women with
learning disabilities. After careful consideration of the word ‘menstruation’, including the advantage
of people with learning disabilities getting to know words that are complex but important (Leonard
et al., 2022) women with learning disabilities advised that the term ‘period’ rather than
‘menstruation’ remained the one that was most commonly used and understood. Below are quotes
from two self-advocates we spoke to:

Menstruation, well it’s not really a word you hear much. People talk about periods and
period pain.

It [term menstruation] might put them off saying something. They might think it’s nothing to
do with them.

Reflecting this, our stakeholder consultation was publicised as ‘The XXX University Period Project’.
Stakeholder consultation

Invitations to take part in our stakeholder consultation were circulated through social media and the
Supported Loving Network and sent via email to groups and organisations including self-advocacy
groups and RSE trainers and resource-writers, learning disability charities, menstrual health charities
and/or education providers. Many people then forwarded invitations to others, enabling further
‘snowball sampling’ within networks.

People were offered the opportunity to take part online as an individual or as part of a group or to
respond to questions by phone, online platforms, email or post. For telephone or online platform
participation researchers gained verbal consent at the outset of the call confirming that information
reported would be fully anonymised. All participants were also sent a written scoping project



information sheet explaining that any information shared would be fully anonymised before
reporting.

A list of questions with images accompanied by a pictorial prompt sheet was used to ask participants
about their experiences of periods across seven broad life-course stages.

e Before starting periods

e Starting periods

e Early days - getting used to periods

e Having periods

e Getting ready for your periods stopping: peri-menopause
e When periods stop: menopause

e After periods stop: post-menopause care

For each life-course stage stakeholders were invited to share their experience of periods including:
Any use of information or resources (as part of the consultation stakeholders were invited to share
any documents, videos or links to resources they had found helpful). Any access to local or national
support groups or services. Any big gaps in access to information or support.Stage 4, ‘Having
Periods’, contained five further prompts exploring particular aspects of menstruation (e.g. cycle
tracking; pregnancy and miscarriage).

At the close of our consultation all stakeholder responses were collated in a spreadsheet with an
entry for each participant or group containing anonymised key messages and quotes. Manual
thematic analysis was undertaken using index cards and post-it notes to identify and report key
themes.

Findings

In this section we present the findings of the rapid scoping review of the literature followed by the
findings from our stakeholder consultation.

RAPID SCOPING REVIEW OF THE LITERATURE

The majority of included papers from the UK were published between 2000 and 2009 (n20). The
earliest included paper was published in 1992 and the most recent paper was published in 2020.
International papers that met the inclusion criteria for the pilot review were published between
1983-2022 and the majority were conducted in the USA (x13) and Taiwan (x5). Our analysis of the
UK based literature identified five narratives themes, presented below in order of highest to lowest
frequency: (1) concerns relating to the menopause (2) limited knowledge and understanding of
menstruation (3) problematic menstruation (4) contraception and sterilisation (5) menstruation
differences specific to women and girls with learning disabilities.

The pilot review of international literature demonstrates there is wide-ranging interest in learning
disabilities and menstruation. In addition to discussing the 5 narrative themes found in the UK
literature, the international literature had a particular focus on the piloting and evaluation of
interventions to prepare young people and/or carers for menarche (Altundag & Calbayram, 2016;



Ersoy, Tekin-Iftar, & Kircaali-Iftar, 2009; Fei, Ernst, Dendrinos, & Quint, 2021) and on examining
menstruation related differences/concerns for people with learning disabilities and genetic
syndromes (Kaskowitz, Dendrinos, Murray, Quint, & Ernst, 2016; Wandresen, Sgarbi, & Nisihara,
2019).

CONCERNS RELATING TO THE MENOPAUSE

The most frequently raised concern in the menopause literature was that women with learning
disabilities lack understanding of the menopause (McCarthy, 2002a; McCarthy & Millard, 2003;
Willis, 2008; Willis et al., 2011) and do not have access to accessible information and training on the
topic (McCarthy & Millard, 2003; Willis et al., 2010, 2011).-A recurrent theme was that women with
learning disabilities and their carers face problems relating to the menopause and that there is a
concerning lack of interventions and resources on the topic. Eight papers which focused on the
experience of menstruation more broadly also discussed or reported concerns relating to
menopause (Ditchfield & Burns, 2004; Ledger, et al., 2016; Mason & Cunningham, 2008; McCarthy,
2009a, 2009b; O’'Dwyer & Friedman, 1995; Rodgers, 2001; Rodgers & Lipscombe, 2005). A further
eight papers focused specifically on the topic of menopause for women learning disabilities and/or
those who support them (Carr & Hollins, 1995; Martin, et al., 2003; McCarthy, 2002a, 2002b;
McCarthy & Millard, 2003; Willis, 2008; Willis, Wishart, & Muir, 2011).

In common with the general population, women with learning disabilities tend to confuse signs of
ageing with menopause symptoms and report that doctors tend to dismiss their symptoms
(McCarthy, 2002a; McCarthy & Millard, 2003). Two papers found women with learning disabilities
described the experience of menopause in a different way to women without learning disabilities
including a focus on physical symptoms with lesser consideration of psychological, social and
emotional impact (Martin et al., 2003; McCarthy, 2002a; McCarthy & Millard, 2003). Willis et al.
(2008) argue that their findings challenge this idea. Women with learning disabilities may experience
similar physical and psychological impact of the menopause but need support to understand and
communicate their symptoms (Martin et al., 2003).

The literature reported a need for specific education and training for staff who support women with
learning disabilities through the menopause (McCarthy & Millard, 2003; Willis et al., 2010, 2011).
Post-menopause support, communicating concerns about symptoms to GPs, awareness of the risk of
diagnostic overshadowing and early menopause, explaining physiological changes, HRT and
treatment options were emphasised (Willis et al., 2010, 2011). A paper from Taiwan similarly noted
a lack of preparation for the menopause in people with learning disabilities and reported that how
their carers perceived the level of menopausal symptoms in their relatives with learning disabilities
was affected by factors such as carer age, education and own experience of menopause (Chou, Lu, &
Pu, 2013).

LIMITED KNOWLEDGE AND UNDERSTANDING OF MENSTRUATION

Eleven papers reported that the women with learning disabilities often did not have a good
understanding of menstruation (McCarthy, 2002a; McCarthy & Millard, 2003; Rodgers, 2001; Willis,
2008; Willis et al., 2011), including gaps in knowledge, misunderstandings and confusion about
menstruation such as being unaware of common terms like ‘pre-menstrual tension’, ‘menopause’
and ‘change of life’, confusion about the process of menstruation (what happens), not knowing the
reproductive significance of menstruation and that periods will one day stop, and being unable to
identify the symptoms of menopause (Ditchfield & Burns, 2004; McCarthy, 2002a; McCarthy &
Millard, 2003; Willis, 2008). Additionally, three papers describe a lack of knowledge and
understanding about management of their own menstruation including being unaware of the



purpose and consequences of interventions being used to manage their menstruation and difficulty
recognising problems which might require support (McCarthy, 2009b; Rodgers et al., 2006;
Walmsley et al., 2016). The international literature included a particular focus on improving
knowledge and understanding of menstruation through interventions aimed at preparing young
people with learning disabilities for menarche (Altundag & Calbayram, 2016; Ersoy et al., 2009; Fei et
al., 2021).

PROBLEMATIC MENSTRUATION

Six papers focused on the topic of problematic menstruation including PMS, difficulty managing
menstrual care, high frequency of pain/pain management, and prolonged bleeding (Cooper et al.,
2019; Kennedy, O’Higgins, Sarma, Willig, & McGuire, 2014; Mason & Cunningham, 2009; Obaydi &
Puri, 2008; Pillai, O’Brien, & Hill, 2010; Rodgers et al., 2006). This issue was also raised in six
additional papers exploring other aspects of menstruation, (Cummins, Pellicano, & Crane, 2020;
Ditchfield & Burns, 2004; Ferguson, McKinlay, & Hunt, 2002; Ledger et al., 2016; Rodgers, 2001;
Walmsley et al., 2016). The most commonly raised problem was PMS. Cooper et al. (2019) reported
that all papers in their review demonstrated higher rates of PMS in women with learning disabilities
compared with the general adult population and that there no standardised symptom criteria for
diagnosis of PMS in women with learning disabilities (Cooper et al., 2019).

Two studies examined the prevalence and nature of menstrual problems (Obaydi & Puri, 2008;
Rodgers et al., 2006). Rodgers et al. (2006) conclude that menstrual problems may be experienced
differently and more negatively and may not always be recognised appropriately for women with
learning disabilities and that those with a severe/profound learning disability were more likely to
have marked or severe period problems at some stage (Rodgers et al., 2006).

Three papers reported on or evaluated interventions for problematic menstruation (Kennedy et al.,
2014; Mason & Cunningham, 2009; Pillai et al., 2010). Mason et al. (2009) reported on the adaption
and evaluation of a daily diary, used to diagnose PMS in the general population for women with
Down’s syndrome and / or their carers (Mason & Cunningham, 2009). The authors conclude that the
diary is a user-friendly way of assessing PMS. Kennedy et al. (2013) report on the development of a
small non-randomised controlled pilot study to evaluate elements from an existing Cognitive
Behavioural Therapy programme as an intervention for menstrual pain management for young
women with mild to moderate learning disabilities. The paper reports on how the evaluation was
conducted but does not report on the findings of the evaluation. A paper by Pillai et al. (2009) which
reports on experience with the levonorgestrel intrauterine system (LNG IUS) for treatment of
menstrual problems in adolescents included three participants described as having severe learning
disability (Pillai et al., 2010). Overall, the authors conclude that the LNG IUS provided good
therapeutic benefit to a high proportion of adolescents. For all three participants with learning
disabilities the outcome was given as ‘Amenorrhoea’ but that in the long-term family requested
removal rather than replacement of the device. The reasons for this are unclear.

Four papers describe barriers to accessing support with problematic menstruation (McCarthy,
Michelle, Millard, 2003; McCarthy, 2002b; McCarthy & Millard, 2003; Willis et al., 2011). Women
who spoke to someone such as staff, family or healthcare professionals about menopause symptoms
are not always satisfied with the outcome (Willis et al., 2011). GPs have reported that during
appointments family and staff carers can be a hinderance e.g. deciding the person is attention
seeking, (McCarthy, 2002b).

CONTRACEPTION AND STERILISATION
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Five papers contribute to our knowledge of the use of contraception and sterilisation to manage
menstruation for girls and women with learning disabilities. Three studies focused on the experience
of women with learning disabilities themselves (McCarthy, 2009b, 2009a; Walmsley et al., 2016),
one on the experiences of those who support them (learning disability nurses, paid care/support
workers and family) (Ledger et al., 2016) and one on the experience of GPs (McCarthy, 2011). Six
papers reported the use of contraception or sterilisation to manage/regulate menstruation or as a
response to problematic menstruation for women with learning disabilities including for those not
sexually active (Ledger et al., 2016; McCarthy, 2009b, 20093, 2011; Stansfield et al., 2007; Walmsley
et al., 2016). All of the studies which interviewed women with learning disabilities on the topic found
that they had limited knowledge and understanding of contraception including the purpose of
contraception (McCarthy, 2009b, 2009a; Walmsley et al., 2016). All of these papers also reported
that women with learning disabilities had limited/constrained or no involvement in the decision-
making around their contraception use (McCarthy, 2009b, 2009a; Walmsley et al., 2016).

Two papers focus on forced sterilisation (sterilisation without consent) and offer an historical review
of the literature (Tilley, et al., 2012) and a retrospective case note study (Stansfield et al., 2007).
These draw specific attention to the wide-ranging reasons that have underpinned decisions taken by
practitioners and families to sterilise women with learning disabilities without their knowledge or
consent through secrecy, coercion, or compulsory programmes. Such decisions have in some
historical and geographical contexts been sanctioned by state legislation; in other cases such
procedures were undertaken without the authority of the relevant legal body. These papers
highlight the implications of forced sterilisation for women’s human rights making a clear distinction
between involuntary sterilisation and the use of sterilisation as an informed contraceptive choice.

The use of contraception and sterilisation to manage menstruation for people with learning
disabilities was also a theme in the international literature (Dizon, Allen, & Ornstein, 2005; Retznik et
al., 2023; Wandresen et al., 2019).

MENSTRUATION DIFFERENCES SPECIFIC TO WOMEN AND GIRLS WITH LEARNING DISABILITIES

The literature highlights physiological differences in menstruation experiences linked to specific
genetic syndromes relating to menopause (as described above) and during other stages of the life-
course (Butler et al., 2002). This theme was also reflected in the international literature (Ejskjaer et
al., 2006; Ibralic et al. 2010; Schupf et al., 1997; Seltzer et al., 2001). Four papers describe
differences in onset of menopause, menarche or frequency of menstruation (Butler et al., 2002; Carr
& Hollins, 1995; Martin et al., 2003; Rodgers & Lipscombe, 2005). In contrast, Mason et al. (2008)
report that age and pattern of menses in their population of women with Down’s Syndrome was
similar to that of the general population (Mason & Cunningham, 2008).

Six papers discuss the different contexts in which women with learning disabilities experience
menstruation across the life-course as complicating factors (McCarthy & Millard, 2003). These
include the lack of privacy that comes with group living, the role of family/paid carers, tensions
between independence and control, and taboos and social attitudes around reproductive health
(Mason & Cunningham, 2008; McCarthy, 2002b, 2002a; McCarthy & Millard, 2003; Rodgers, 2001;
Rodgers & Lipscombe, 2005; Tilley et al., 2012; Willis, 2008).

STAKEHOLDER CONSULTATION FINDINGS
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This section presents findings from our stakeholder consultation. In doing so it highlights recurrent
themes in relation to support with menstruation across the life-course, and at specific life stages.

A total of 70 individuals, groups and organisations living and/or working in the UK contributed to our
stakeholder consultation. Some participants elected to take part via telephone (22) with a number
then emailing additional information (10); online platforms (5) and others emailed (29) or posted (1)
completed their responses to our list of questions. The team facilitated two online group
stakeholder sessions, the first attended by adults with learning disabilities (12), the second by carers,
trainers, teaching staff, health and social care practitioners including specialists in the development
of RSE (Relationships, Sex and Education) policy and practice for people with learning disabilities
(19).

Methods resulted in engagement with a wide cross-section of stakeholders (see Table 4,
supplementary material) generating primary and secondary accounts of menstruation support
across the life-course.

[INSERT LINK TO TABLE 4]

Analysis of stakeholder responses resulted in identification of five key themes:

1) Access to information and support

2) Access to local or national support groups or services

3) Examples of what is working well

4) Period Pain, problematic periods and use of long-term contraception
5) Gaps in current support.

ACCESS TO INFORMATION AND RESOURCES

During the stakeholder consultation exercise the team were sent a range of examples of information
and resources used by stakeholders to support people with learning with menstruation across the
life-course. This included accessible publications, videos, training materials, book, online toolkits and
websites, in addition to brief descriptions of resources developed in individual classroom or adult
settings. Responding to our prompt questions, stakeholders identified the life-course stage where
they primarily used the resource (with some resources described as relevant to more than one
stage). Other resources, notably the Supported Loving online toolkit, were listed as very helpful
across the life-course.

Women with learning disabilities, advocacy groups and trainers/authors emphasised the importance
of including the perspective of people with learning disabilities in the development of future
menstruation resources and delivery of training. Stakeholders currently engaged in delivering
training reported the value of co-presenting RSE training, including teaching about menstruation.
One school for people with complex learning and physical disabilities described having successfully
involved former pupils in presenting information for a session on managing periods and reported
this had been very well received by pupils.

Despite the existence of these resources, a significant number of stakeholders (including front line
staff, non-specialist nurses and GPs), reported being unfamiliar with any accessible resources
relating to menstruation or menopause, suggesting a need for more effective signposting to what is
already available.
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Three groups of women with learning disabilities reported their members had been unprepared for
periods and menopause, with no previous access to information to support their understanding, as
exemplified in this quote from one advocacy group facilitator:

I spoke to a small group of women with learning disabilities regarding your questions. It was
really sad, as they answered that they hadn't had any help in any of the areas and couldn't
think of resources that supported their understanding [...] They also felt that they hadn't
been given sufficient information about period products, with an assumption that they would
just use pads or sanitary towels.

Echoing this many front-line workers said they felt unprepared to introduce people with learning
disabilities to a range of menstrual products. Stakeholders reported that although they could see the
potential benefit of re-usable period pants for many of the people they were supporting, they were
unsure if the organisation they worked for supported this or the use of internal products such as
cups, sponges or tampons.

Funding was frequently mentioned as a barrier in access to more expensive resources to support
learning about menstruation such as anatomically correct dolls and menopause training packs. After
stakeholder consultation ended the research team received 25 follow up requests from care
providers and advocacy groups for details of resources shared, further underlining the lack of access
to menstruation information adapted to the needs of people with learning disabilities.

Stakeholders consistently identified period pain, heavy bleeding, changes in bleeding and what they
might mean, peri-menopause, menopause and post-menopause care as gaps in accessible
information. Women with learning disabilities felt there was a need for clearer information about
links between periods and pregnancy. Two organisations, two trainers and one author explained
that they had prepared new resources about menopause in response to an identified gap.

Several stakeholders drew attention to the need for improved resources to support people with
complex learning and physical disabilities where use of wheelchairs, incontinence pads and
prosthetics can make it even harder for young people to see/touch and understand their own
bodies.

ACCESS TO LOCAL OR NATIONAL SUPPORT GROUPS OR SERVICES

Stakeholders pointed us to a number of support groups that were relevant to menstruation for
people with learning disabilities. Most of these were local and often sought in response to individual
need. Stakeholders with learning disabilities repeatedly drew attention to the importance of
opportunities for peer support in managing their health and wellbeing, including periods and period
pain:

What is important to us is coming together as a group to support each other.

Respondents referred to four strands of existing work where menstruation support has begun to be
embedded at national level. These were Positive Behavioural Support where cycle tracking is being
incorporated to reduce a risk of diagnostic overshadowing, work to support older people with a
learning disability where menopause training and support is included, work in special schools to
support mandatory RSE education that included support for families, including menstruation support
and health action planning - where some NHS regions have introduced specific questions about
menstrual health and changes in bleeding.
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All stakeholders from mainstream and national organisations promoting menstrual health (10) and
helping women with problematic menstruation (2) and menopause (1) identified a significant gap in
support for women with learning disabilities in that none were currently providing any form of direct
support or accessible information to this population.

We don't currently have any resources for women with learning difficulties sadly [...] which
certainly speaks to a clear gap here.
(Stakeholder representing a UK wide group campaigning for improved menstrual support)

Some stakeholders reflected on a gap between available information and resources and their actual
use with women with learning disabilities in everyday practice. However, across education settings
many teachers reported that the introduction of compulsory RSE teaching for children and young
people with learning disabilities in the UK in 2021 has increased engagement of special school staff
with RSE curriculum and how to adapt it:

This has resulted in our staff team initiating work to deliver improved RSE including better
support with menstruation for children and parents.

This raises questions about effective drivers for national improvement in terms of support for
women with learning disabilities, including partnership work currently in progress between
Supported Loving and regulatory bodies such as CQC and national training agency Skills for Care3.

WHAT IS WORKING WELL: STAKEHOLDER EXAMPLES

Stakeholders were asked to share examples of what is currently working well. Responses included
rapid access to skilled advice from GP/Paediatrician or community learning disability nurse that
helps with period pain and concerns regarding heavy bleeding, including consideration of
alternatives to the use of long-term contraception. Respondents also highlighted the use of pre-
Health Action Plan documents that specifically ask about ‘changes in periods/painful periods/ and
menopause symptoms’. Peer support — facilitated by special schools either face to face or online —
was identified as providing opportunities for people with learning disabilities to come together to
share information about menstruation and help and learn from each other.

For people with more complex needs, the use of social stories to accompany work with anatomically
correct dolls (including explanation of the use of internal products such as tampons) was identified
as working well, as were the use of re-usable and washable ‘Period pants’ to help people with
learning disabilities and their carers manage bleeding, often especially helpful to wheelchair users.

Respondents also pointed to the importance of menstruation/menopause training for family carers
and staff in education, health and adult social care settings, and the benefits of apps and paper-
based diary sheets to record and monitor menstruation cycles. Finally, the use of massage and
movement sessions was highlighted as good practice in schools to alleviate experiences of period
pain.

PERIOD PAIN, PROBLEMATIC PERIODS AND USE OF LONG-TERM CONTRACEPTION

Improved understanding, management and treatment of pain, heavy bleeding and problematic
periods was the gap in support most frequently identified by women with learning disabilities and
across all stakeholders. Examples were shared from across the life-course. A head teacher of a large

3 https://www.skillsforcare.org.uk/Developing-your-workforce/Care-topics/Supporting-personal-relationships/Supporting-
personal-relationships.aspx
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special school explained how addressing pain was frequently part of a classroom teacher’s role in
her school:

Taking time to respond on an individual basis if a child in pain. Some children can just cry and
cry with period pain and this has to be responded to before they can learn.

One woman with learning disabilities in her 30s explained how she suffered extreme pains for six
years before endometriosis was diagnosed following an emergency hospital admission.

Many teachers of young people with complex needs and communication specialists identified a need
for additional images or communication symbols to enable young people who communicate non-
verbally to explain they are in pain and to indicate their preferred pain management options.

Advocacy group co-ordinators, front line staff and service managers highlighted concerns about
whether women with learning disabilities are at higher risk of premature ovarian insufficiency (POI).
One women’s group leader said that in her experience women with learning disabilities are finishing
periods 5 years earlier but there is very little information about how to support peri menopause and
menopause — and if people need additional support with HRT if they are stopping periods early. For
other women prescribed long-term contraception menopause can be concealed as the medication
has already suppressed their bleeding. An RSE specialist working in further education said that it
was common that young people aged between 16-25 do not have periods as they have been
prescribed contraception from a young age and wanted to carry on taking it as they are worried
about period pain, highlighting a need for understanding of alternative forms of pain management.

STAKEHOLDER IDENTIFICATION OF ‘BIG GAPS’ IN CURRENT MENSTRUATION SUPPORT

Stakeholders were asked to share their views on any ‘big gaps’ they had encountered in current
menstruation support. There was notable consistency across stakeholder responses. For example,
nearly half of respondents flagged the need for improved treatment of pain, heavy bleeding and
problematic periods including clear pathways for effective support if the person is in severe pain or
there is concern about their menstrual health. Over a third of respondents identified the lack of
training and resources to support people with menopause and post-menopausal care including
prescribing of HRT. For people with learning disabilities of all ages respondents highlighted a lack
local of opportunity to connect with each other directly) to discuss periods/menopause and support
each other by sharing information and experiences.

Respondents also identified that mainstream menstruation (and problematic menstruation) support
organisations and helplines are generally not accessed by or accessible to people with learning
disabilities. This is accompanied by a lack of opportunity for people to touch and try different types
of menstrual products, hampered further by staff often not feeling confident in supporting this and
uncertain about the legal framework concerning use of internal products.

Over a third of respondents highlighted the need for improved understanding of the use of long-
term contraception to manage periods and period pain. Many people with learning disabilities do
not understand the implications of this. GPs were identified in needing more advice in how to
support people with learning disabilities and their families/carers with period pain. Children, young
people and adults with complex needs require a lot more support with learning about and managing
menstruation. This includes improved understanding and confidence in applying the legislative
framework. Finally, respondents pointed to a lack of understanding of intersection between culture
and menstruation/ use of menstrual products and the need for more positive messages about
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menstruation to people with learning disabilities - framing periods as a sign of growing up not a
problem or risk.

Discussion and Conclusion

The purpose of our scoping exercise was to identify what is currently known about menstruation for
girls and women with learning disabilities and their carers across the life-course, identify existing
interventions/resources and highlighting where there are gaps. In our stakeholder consultation we
included the viewpoints of women with learning disabilities to ensure their full inclusion in
prioritising future research direction. Overall, the scoping exercise identified that there are
important gaps in, and demand for, knowledge, training and resources on menstruation covering all
stages of the life-course aimed at people with learning disabilities and those who support them.

Key themes arising include problematic or painful menstruation and use of contraception to manage
menstruation, both of which may be more common in women with learning disabilities. We noted
limited understanding of menstruation, particularly regarding the link between menstruation and
pregnancy and knowledge of period product options. Furthermore, the literature highlights that
girls and women with learning disabilities may face specific challenges linked to the distinct
physiological and social contexts in which they experience menstruation across the life-course,
contributing to reproductive healthcare inequalities (Butler et al., 2002; Carr & Hollins, 1995;
McCarthy, 2002a).

Both the literature and our stakeholder consultation raised numerous concerns including whether
women’s needs relating to menopause symptoms and problematic menstruation are being
recognised and met (Willis, 2008). Barriers which may contribute to inequalities in access to
knowledge and support to date have not been followed up in research or policy in sustained ways.
The voices of women with learning disabilities have been largely absent from the broader societal
conversations about menstrual health that have gained momentum in recent years (McAteer, 2022;
Wiseman and Ferrie 2020), speaking to wider healthcare inequalities for this population (Emerson et
al., 2016).

The existing literature and our stakeholder engagement exercise identified that some menstruation
resources have been developed that are aimed at people with learning disabilities and their carers
(McCarthy, Michelle, Millard, 2003). The stakeholder consultation also indicated some ongoing work
and further plans in this area. However, there was overwhelmingly an emphasis on lack of support
and access to appropriate resources (McAteer, 2022; Willis, 2008). Barriers include a lack of
awareness about available resources, cost, and mainstream menstruation support organisations not
being accessible to people with learning disabilities.

Our scoping review identified a particular gap in knowledge about the experience of people with
profound and multiple learning disabilities, with some studies focusing on the carer perspective
(Ferguson et al., 2002) and others specifically excluding this population due to concerns about their
ability to take part in interviews (Willis, 2008). Likewise, studies which consider menstruation for
autistic people with learning disabilities do not focus on the experience of the individuals themselves
but on those who support them (Cummins et al., 2020; Ferguson et al., 2002). The voices of people
from ethnic minority communities are largely missing from the literature, with only one paper briefly
addressing this (McCarthy & Millard, 2003).

The scoping review of the literature found that attention to the topic of menstruation and learning
disability has fallen over the last two decades with only two of the included UK based papers being
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published within the last five years. The lack of recent empirical studies on menstruation and
learning disability may be related in part to significant barriers in recruitment practices, as
documented by Langer-Shapland et al. (2023); detailed further in a follow up paper for In Response
(Millear et al. 2023). This implies that the most recent generation of women with learning disabilities
are not sufficiently included in the evidence base, which is a notable concern. Differences in the
experience of menstruation for this population are often related to the context of their experience
including living arrangements which lack privacy, tensions around independence and choice in their
lives and social attitudes towards sexual relationships and reproduction (McCarthy, Michelle,
Millard, 2003; Rodgers, 1999). The experiences, expectations and perceptions of people with
learning disabilities may have changed since this earlier research was conducted, especially in terms
of living arrangements from institutional to community settings. Similarly, it has been over a decade
since the literature reviewed the availability of accessible resources on menstruation (Willis, 2008),
since when, as indicated by our stakeholder consultation, further resources have been developed.

Existing studies also tend to focus on specific stages of menstruation such as the menopause rather
than taking a life-course approach to the topic. The experiences of different phases are potentially
related as a lack of knowledge about the menstrual cycle could impact on later confusion and
experience of the menopause (Langer-Shapland et al. 2023; Moore et al. 2023). McCarthy (2002a)
questions whether the distinct phases of the lifecycle are meaningful/experienced in the same way
by women with learning disabilities. This may make attempts to separate experiences into different
stages problematic. To address the ongoing and systematic reproductive healthcare inequities facing
women and girls with learning disabilities, there is an urgent need for contemporary empirical
research that encompasses and evaluates recent developments in resources and accounts for
changing life circumstances of people with learning disabilities across the life-course. This includes
co-producing research and resources with people with learning disabilities themselves.

This inclusive scoping exercise points to a number of directions for future research, including the
impacts on menstrual wellbeing for women experiencing different support and living arrangements;
the specificities of menstrual support for women and girls with profound and multiple learning
disabilities and/or complex healthcare needs; the experiences of menstruation amongst women
from minority ethnic communities; support for painful or problematic periods; and further research
to explore the impact of a life-course approach to menstrual support across health, education and
social care services. Most notably our scoping exercise has identified the urgent need for research
on menstruation that foregrounds the voices, experiences and perspectives of women and girls with
learning disabilities.

Limitations

Since this was a research prioritisation scoping exercise, designed to inform the ongoing co-
production of research, we limited the rapid scoping review to academic papers that were published
in the English language, and we did not subject them to a quality assessment. Time and resource
constraints as well as the specific goals of this scoping review meant that a pilot review only was
undertaken to begin to explore the international literature. The pilot search of the international
literature indicates that this is a rich topic for a more comprehensive and systematic review. It is
noteworthy that although they did not meet the inclusion criteria for the brief review reported here,
the international literature often attends to the topic of menstruation within papers which focus on
RSE/sex education for this population suggesting this may also be a fruitful area of future research.

In the stakeholder consultation we only engaged with those living and/or working in the UK.

Undertaking a systematic thematic analysis of stakeholder consultation responses would not have
been appropriate as this was a scoping exercise with the aim of listening to people’s experiences of
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menstruation support rather than a systematic collection and analysis of research data. Whilst we
received 70 responses to our stakeholder consultation the results are still only representative of the
individuals who responded to our consultation. When we present examples shared through
consultation we are aware this is only a small snapshot and cannot represent the views of women
with learning disabilities across the UK more widely.
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