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ABSTRACT

Objectives Uterine adenomyosis is a common
gynaecological disease that can be debilitating. It is poorly
understood and may be overlooked in clinical settings. A
research gap exists as there are currently no published
scoping reviews on perceptions and experiences early

in the iliness course. As part of a professional doctorate
thesis, the aim of this review is to systematically retrieve
and describe available literature, exploring the impact of
living with adenomyosis and perceptions of the diagnostic
journey.

Design A scoping review is conducted using JBI
methodology.

Data sources Medline, CINAHL Plus, Web of Science,
Google Scholar, Cochrane library, JBI and PROSPERO
databases, EThOS online and Google. Searches were made
from database inception to July 2023.

Eligibility criteria The characteristics of the evidence
sourced were deliberately broad. Studies exploring the
experiences and perceptions of women diagnosed with
adenomyosis were considered.

Data extraction and synthesis Titles and abstracts
were initially screened. Subsequently, eligibility was
clarified through methods section inspection, and the
remaining studies were read in depth. A manual hand-
search of references of selected studies was conducted.
Prespecified data were extracted, charted and categorised
into themes.

Results Six eligible studies were found, with themes
describing impact and burdens, as well as several categories
of unsupported needs. No studies specifically focused on
perceptions of the diagnostic journey, but some eligible studies
made minor reference to this and are included.

Conclusions This review highlights the profound impact of
adenomyosis and is the first to explore the lived experiences
and the diagnostic journey. Understanding the burdens of
disease in terms of perceptions and lived experience in
combination with the experiences of diagnostic interactions

is vital to improving diagnostic pathways. Education with
improved multidisciplinary collaboration and further qualitative
and case study research will be crucial to achieve this goal.
Registration A priori protocol was registered (https://doi.
org/10.17605/0SF.10/2UDYN) and published (https://doi.
org/10.1136/bmjopen-2023-075316).

INTRODUCTION
Throughout this review the terms woman
and women will be used. This is defined as

% Fiona E Muir,* Margot McBride®

STRENGTHS AND LIMITATIONS OF THIS STUDY

= JBI methodology has been adopted, supporting re-
view systematicity and transparency.

= A protocol was published prior to conducting this
scoping review.

= Critical appraisal of sources was not conducted.

= Definitional variations across sources may impede
evidence discovery.

= Non-English language evidence may
undiscovered.

remain

persons assigned female at birth but includes
anyone living with uterine adenomyosis (UA),
regardless of gender identity.

Rationale

UA is a common gynaecological disease and
occurs when the lining of the uterus (endo-
metrium) grows into the muscular wall of the
uterus (myometrium). It can manifest incon-
sistently, and this can hinder diagnosis. Symp-
toms can be debilitating and include pelvic
pain, heavy vaginal bleeding, infertility and
poor pregnancy outcomes, and as a poorly
understood condition, it may be overlooked
in diagnostic settings."” Commonly, UA
coexists with other gynaecological conditions
such as endometriosis and uterine fibroids,
and diagnostic criteria are still a matter
of debate among medical professionals.*
Despite imaging advances,”° diagnosis poses
significant challenges, and the gold stan-
dard is still posthysterectomy histopathology,
with variable consistency as there are at least
nine different histopathological diagnostic
frameworks being used.” Indeed, diagnosis
may take years to be realised,”"” influenced
by divergent symptoms, inconsistent levels of
awareness among healthcare professionals
(HCPs) and variable reliability and interpre-
tation of the diagnostic interventions used.
Subsequent prevalence estimates vary widely
(from as low as 8.8% to as high as 61.5%),
being predominately biased towards postsur-
gical populations.” Interestingly, in Italy and
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using ultrasound imaging, Zannoni et al more recently
report a UA burden as high as 46% in their sample of
14- to 24-year-olds presenting with chronic pelvic pain.ll
Furthermore, Loughlin et als' extensive retrospective
interrogation of US electronic medical records highlights
the complexities of such estimations, exposing high
numbers of symptomatic women aged 18-55years with
potentially undiagnosed UA, suggesting previous preva-
lence estimates based on histology are greatly underesti-
mating population disease burden.

This work is motivated by the principle that having a
better understanding of the presentation and percep-
tions of UA, the impact and burden the condition has
and the lived experience of women’s diagnostic journeys
is key to improving the healthcare experience of those
living with UA. The importance of qualitative systematic
reviews in this field of reproductive health should not be
underestimated. A comprehensive understanding of what
is known, cocreated with the lived experiences of women,
is at the very heart of appreciating knowledge gaps,"” '*
thus allowing HCPs to improve diagnosis and strengthen
healthcare provision pathways. A scoping review (ScR)
is commonly used when a field of study is emerging or
there is not enough homogeneity to enable fair compari-
sons within available evidence with differing methodolog-
ical approaches.15 A preliminary planning search found
no systematic reviews and a dearth of peerreviewed
studies. Importantly, no prior ScR was identified. This
highlighted the need to conduct a broad search to map
existing knowledge. Consequently, an ScR approach is
warranted for this literature review, and the JBI method-
ology is followed.'*"®

Objectives

This review aims to provide insightinto the current under-
standing of UA, the characteristics of existing evidence,
the approach and methods employed, main conceptual
definitions and key findings. The primary review ques-
tions were developed using the Population—-Concept—
Context (PCC) framework as recommended by Peters
et al and the JBI Manual for Evidence Synthesis,"® linked
directly to achieving the primary review aim to explore
two concepts within current literature (Q1 and Q2).

QIl: What research exists that explores the lived experi-

ence of the impact of UA?

Q2: What research exists that explores perceptions of

the diagnostic journey in UA?

These questions are kept broad to capture all relevant
evidence available. Subquestions delve deeper into PCC
attributes and help understand the background of the
evidence available. Each subquestion relates to both Ql
and Q2.

» What are the characteristics of the samples studied?

» What approaches have researchers used (to investi-
gate the lived experience of disease impact/to eval-
uate perceptions of the diagnostic journey)?

» What measurement methods have been used?

» How have concepts been defined (lived experi-
ence/diagnostic journey)?

» What factors were investigated or identified (in rela-
tion to the lived experience of disease impact/percep-
tions of the diagnostic journey)?

METHODS

Protocol

This work adheres to the JBI methodology for ScRs and
is reported following the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) exten-
sion for Scoping Reviews Checklist.'® "' To support
trustworthiness and applicability of findings, a protocol
was registered a priori (Open Science Framework) and
published.”**

Eligibility criteria

Inclusion criteria were developed in line with the PCC
framework. To capture all available evidence, no time
frame/date filtering was used for the searches. While
non-English language papers would not have been imme-
diately excluded, none were found due to the English
language search terms used.

Population
This review considered all documents researching human
adults diagnosed with UA.

Concept

This review considered descriptive and or interpretive
evidence that draw on the direct experiences of persons
diagnosed with UA including, but not limited to, designs
such as phenomenology, grounded theory, ethnography,
action research and feminist research.

Context
The context included all settings, not limited by geog-
raphy, language or time frame (no time frame filtering
during searches, and the search time frame will be deter-
mined by the earliest documents available in the database
being interrogated).

To aid the selection process, a list of clear exclusion
criteria was systematically applied (table 1), enabling

Table 1 Exclusion criteria

1 Exclude if subjects are non-human

2 Exclude if there is no focus on adenomyosis,
with a significant coexisting diagnosis of another
gynaecological pelvic disease

3 Exclude if the focus is solely on medical, surgical or
pharmacological interventions

4 Exclude if lived experience, symptom impact, quality
of life or diagnosis is not included as an outcome (as
defined in the introduction)

5 Exclude if the participants are the same as in a

previous related study, unless there is a separate
qualitative analysis

Taylor MA, et al. BMJ Open 2025;15:€087122. doi:10.1136/bmjopen-2024-087122

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 pale[al sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| 8p anbiydeibol|gig 8ousby e Gzoz ‘€T sunr uo jwodfwg uadolway/:dny woly pspeojumoq "520z Alenuer Oz uo zzT/.80-7Z0z-uadolwa/9eTT 0T se paysiignd 1siy :uado CING


http://bmjopen.bmj.com/

most of the evidence found to be excluded at an initial
review of the title and abstract. Regarding point 2 of
the exclusion criteria, the historically close association,
assumed commonalities and shared use of definitional
terminology in previous adenomyosis and endometriosis
research were apparent in preliminary searches. Indeed,
both were historically seen as the same disease.”* Subse-
quently, evidence that includes both adenomyosis and
endometriosis within the same study population was
included to capture background and contextual informa-
tion relevant to this review. This was more fully outlined
in the review protocol.

Information sources

The searches were run between April 2023 and July 2023.
Full search strategies, including the dates searches were
run, are tabulated in online supplemental file 1. Elec-
tronic databases (Medline, CINAHL Plus and Web of
Science) were systematically searched, as well as Google
Scholar. Cochrane library databases, the JBI database, the
PROSPERO database of systematic reviews and EThOS
(British Library theses database) were searched. Finally,
an advanced search was conducted on Google. Due to the
time constraints of a doctoral thesis by a single researcher,
the searches were not formally rerun at the conclusion of
the ScR.

Search

The databases were searched with no time frame limits,
from database inception to July 2023. Keywords with
Boolean connectors, truncation and parenthesis were
adopted. Due to the number of sources being explored,
Medical Subject Headings were not used as these are not
available in all sources and cannot be applied systemati-
cally to ensure quality of conduct and reporting.”

References for studies identified were collated in an
Excel spreadsheet: table 2 provides an example of one
search.

References were managed by uploading to the
RefWorks web-based bibliography and database manager,
where duplicates were deleted, and abstracts were easily
retrieved and stored.

Selection of sources of evidence

Qualitative, quantitative and mixed-methods studies were
considered where perceptions, firsthand experiences
or quality of life (QoL) were included as an outcome.
Primary evidence and secondary reviews were considered.

The screening process was conducted in phases. As
this work was being conducted as part of a professional
doctorate thesis, the primary author predominantly
conducted these phases, with input as required from the
coauthor supervisors. Titles and abstracts were initially
screened by the primary author (MAT). When further
clarification of eligibility was required, the methods
sections were also reviewed in a second screening phase.
Full texts of candidate studies were then read to finalise
inclusion. Finally, a manual search of the reference lists
was conducted, and a coauthor (MMcB) provided second
opinion agreement on the eligibility of those studies
making it to the final stage of selection.

Data charting process

Following the guidance as described by Peters et al,'® an
extraction template successfully provided a consistently
systematic approach to data extraction with a focus on
the PCC framework. Data from the final included studies
were extracted as described by the original author(s)
(this process was completed by the primary author MT
only). Other than the addition of recording study limita-
tions, no revisions were made to the template during the
charting process (see online supplemental file 2).

Data items

Evidence characteristics are tabulated to provide informa-
tion that answers the primary and secondary review ques-
tions. Results are presented descriptively.

Lived experience was defined as the umbrella term that
includes the ‘impact’ or ‘burden’ of living with UA, in
terms of not only dealing with the direct physical symp-
toms, but it also encompasses burdens of disease such as
social, emotional and financial burdens. Experience also
included any reporting of women’s perceptions.

Critical appraisal

ScRs are deliberately seeking to find a wide-ranging
amount of evidence often with considerable method-
ological heterogeneity. It is recognised that this makes a
formal quality assessment counterproductive,”® *” and a
formal quality appraisal was not conducted.

Synthesis of results

Results were synthesised using an inductive approach to basic
content analysis as described in the JBl-endorsed recommen-
dations of Pollock et al.'® After extraction, the data analysis

Table 2 Reference management Excel spreadsheet example

Tag name file

Run Date Database Keywords search Restriction Results in RefWorks
1 13 July PubMed Search: ((adenomyosis(Title/Abstract)OR “adenomyosis  Human 3 13 July 2023
2023  (Medline, uteri”(Title/Abstract)) AND (diagnos*(Title/Abstract))) AND Run1 Q2
life science (journ*(Title/Abstract)OR pathway*(Title/Abstract)OR PubMed
journals and  perception*(Title/Abstract))) AND (experienc* OR life OR
online books) living)
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I

( Identification of Studies via Databases and Registers )

Records identified from Databases (n = 158)
PubMed MEDLINE: 74
CINAHL: 5
WoS: 79
Registers (n = 74)
Google Scholar (n = 49)

Records Retrieved (n = 354)

Identification of Studies via other methods

¢ )

Records identified using supplementaru searching
Google (Grey lit) (n=73)
Hand searching (n = 0)

<

<

A 4
Titles screened (n = 286)

» Duplicate records removed (n = 68)

Records removed after title

v
Abstracts and Methods

screened
(n=28)

\ 4

screened
(n = 258)

Reasons for removal

- not specifically
investigating adenomyosis
- focus on medical,
surgical, or
pharmacological

. Records removed after abstract interventions

A 4
Full text articles screened (n =

6)

i

2nd opinion

Studies included in scoping

review
(n=6)

Figure 1

management software NVIVO was used to organise and cate-
gorise themes related to lived experience.

Experiential data (impacts of disease) were identified,
as described by the evidence’s cited author(s). From this
data, categories were developed by the researcher and are
presented using graphic illustrations, supported by narra-
tive discussion.

Patient and public involvement

Although not directly involved in the development of this
review, patient and public involvement engagement with
Endometriosis UK reflected a positive and supportive
response to the project that this ScR supports.

RESULTS

Selection of sources of evidence

The screening process and exclusion reasons are detailed
in figures 1 and 2, PRISMA flow diagrams.'’ Most records
could be excluded based on the title and/or abstract,
under two exclusion criteria; no focus on UA within
sample and/or were investigating medical, surgical or
pharmacological interventions. Only six studies were
found that fulfilled the eligibility criteria and progressed

" and methods screened (n = 22)

Review question 1 Preferred Reporting ltems for Systematic Reviews and Meta-Analyses flow diagram.

to full-text screening. These were all for QI as surpris-
ingly none were found for Q2.

Characteristics of sources of evidence

The characteristics of the eligible evidence are tabulated
(see online supplemental file 3) and include study setting,
methods employed, aim and study focus, sampling detail
and study limitations.

Two report research studies undertaken in Spain,
one in England,30 one from Norway,31 one from the USA®?
and one from China.”® Two are from the same Spanish
research group published in close succession,”* but both
are included as there is variance of study aim, participant
numbers and analysis. Interestingly, there is an indication
of emerging contemporary research activity in this field
as despite no time frame criterion set during searches,
five of the six studies included were published between
2021 and 2022, with one from 2018.

Two research study contributions measuring the
usefulness of interventions provided evidence that met
this review’s criteria and hence included.* * No study
was found that explores the experience of diagnosis
specifically.

28 29

4
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( Identification of Studies via Databases and Registers )

Records identified from Databases (n = 7)
PubMed MEDLINE: 3
CINAHL: 0
WoS: 4
Registers (n=47)
Google Scholar (n=1)

C Identification of Studies via other methods )

Records identified using supplementaru searching
Google (Grey lit) (n=9)
Hand searching (n = 1)

Records Retrieved (n= 65) <

\ 4

Titles screened (n = 63)

Duplicate records removed (n = 2)

v

Records removed after title

\ 4
Abstracts and Methods
screened
(n=13)

screened
(n=50)
’ Reasons for removal
» - not specifically
investigating adenomyosis

\ 4

Records removed after abstract

\ 4
Full text articles screened (n =

0)

\ 4
Studies included in scoping
review
(n=0)

and methods screened (n = 13)

Figure 2 Review question 2 Preferred Reporting Items for Systematic Reviews and Meta-Analyses flow diagram.

Three studies use samples that include both UA and
endometriosis:

» Alcalde et al”® aimed to improve the understanding of
sexual QoL, comparing three groups: a control group,
those with deep infiltrating endometriosis (DIE) and
women with DIE and UA.

» Only one part of Dempsey’s” extensive three-part
PhD work was used for this review. Their research
into the psychological needs and coping strategies
of women living with endometriosis and/or UA (to
inform the development of a psychological interven-
tion) extensively describes the impact on women’s
QoL. However, relevance to this review is limited due
to their small sample, significantly biased towards
endometriosis with no analysis differentiation.

» Omtvedt et al* explored unsupported needs in terms
of healthcare provision needs using a large but undif-
ferentiated population sample of women with endo-
metriosis and/or UA. As it is impossible to identify the
impact on women specifically with UA versus those
with endometriosis, relevance to this review is limited.

The three remaining studies are focused specifically on
women with UA:

» Nelsen et al”® aimed to improve treatment options by
understanding women’s experiences of UA.

» Huang et al’® explored self-help and better support
interventions.

» Alcalde et al’' focused on the effect on mental health
and the occupational impacts.

Confirmation of a UA diagnosis was objectively sought
by medical imaging in three studies,”® * ** while two
demanded only a participant self-declared (formal) diag-
nosis,” ** with the remaining one using both methods in
their sample.”

Most of the studies used purposive and convenience
recruitment strategies from hospitals and clinics.”® * **
Dempsey” and Omtvedt et al** advertised via social media
and support group platforms, while Nelsen et af’* used a
combination of both methods.

Most studies listed small sample size as a limita-
tion.* "% Huang et al® list a small sample but justify this
as ‘data saturation was achieved.” Alcalde et al® justify
their small sample as being comparable to previous
research in the field. Alcalde et als*' statistically analysed
quantitative research failed to meet their statistically esti-
mated target of a 1:2 ratio but was also comparable to

Taylor MA, et al. BMJ Open 2025;15:087122. doi:10.1136/bmjopen-2024-087122
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other similar research studies. Dempsey®® acknowledged
the smallest sample of six in their participatory research
study, with a single mixed sample of endometriosis or UA
participants, and no separate analysis. Similarly, although
a much larger sample number was achieved in their
mixed-methods research, Omtvedt el alt investigated
both conditions within the same sample with no separate
analysis.

Alcalde et al’* list selection bias as they recruited from a
single clinic. Although not explicitly stated, all included
studies used varying degrees of convenience sampling to
achieve their purposive sampling strategies. Understand-
ably, the need to purposely recruit people will result in
conveniently available populations being targeted.

Within the evidence found, the heterogeneity of
approach and methods used is noteworthy, highlighting
the benefits of conducting an ScR. Two used a quan-
titative approach with validated questionnaires and
statistical analysis,28 % two used a qualitative interview
approach employing thematic or content analysis tech-
niques,‘& one used a qualitative workshop and core-
searcher approach with photovoice techniques and
thematic analysisgo and one used a mixed-methods ques-
tionnaire approach of closed and open responses.31

Results of individual sources of evidence

A summary of the extracted data with the significant rele-
vant findings that answer the review questions is tabulated
(see online supplemental file 4).

The main findings relate to the lived experience of
disease impact, across all studies for review Q1 and are
summarised under the collective term ‘impact of disease.’
No studies were found specific to review Q2, and there was
limited mention of women’s perceptions. Subsequently,

although not an explicit focus for the six Q1 included
studies, they were retrospectively reviewed for any Q2
elements relating to the experience of diagnosis, and
these data have been included.

The key findings of three of the six papers are focused
on disease impact.”® * ** Dempsey” and Omtvedt et al,”!
while listing some impacts, predominantly detail the
(unsupported) needs as described by those with the
condition, such as the need for empathy, the need to be
believed, the need for knowledgeable support and under-
standing. One author’s output lists both categories of
ﬁndings.33

Figure 3 provides a visual overview of the category
themes found, specific to each of the six evidence sources.

Figure 4 illustrates the combined refined categories
from the findings across all six studies, demonstrating
disease ‘impact’ categories (physical impact, psycholog-
ical and mental health impact, relationship impact, occu-
pational impact and financial impact) and includes the
related listed subcategories. The listed subcategory find-
ings taken from each study are listed by order of most
prioritised mention.

Figure 5 illustrates the combined findings across all
six studies, demonstrating the unsupported ‘needs’ cate-
gories (knowledge needs, respect and dignity needs).
When developing categories, it became apparent that a
new third unsupported ‘needs’ category was required.
This has been called ‘care needs’ and includes the need
for empathy and support, care continuity and the need
for better forward planning. Knowledge needs relate
to society in general but especially relate to poor HCP
knowledge. Also, participants themselves report the need
to know more about the condition they live with. The

Overview of Findings
. Occupational Physical Psychological || Relationship Financial Poor Respect &
Ca =gores Burden Burden Burden Burden Burden Knowledge Dignity
fatigue LI lostincome disease inaccurate
embarrass . . judgements
e, pain B relahonsltnp awareness
presenteeism dyspareunia anxiety 5:2::: healthcare aekior
depression costs LEEES empathy
b " inaccurate hea\(y sexual S
e (;i(i‘::‘g:;les judgements ~ bleeding sexual e (09 GV
g impact treatment continuity
poor sleep confusion
inaccurate T no long
dj t:
judgements [ — term plan
frustration dismissive
hopelessness attitudes
fear
Omtvedt Omtvedt Omtvedt Omtvedt Omtvedt
2022 2022 2022 2022 2022
Nelsen Nelsen Nelsen Nelsen Nelsen
2018 2018 2018 2018 2018
Huang Huang Huang Huang Huang
Evidence 2021 2021 2021 2021 2021
SOoNCeS Alcalde Alcalde  Alcalde
2022 2022 2022
Alcalde Alcalde Alcalde Alcalde Alcalde
2021 2021 2021 2021 2021
Dempsey ~ Dempsey  Dempsey psey psey Dempsey Dempsey
2022 2022 2022 2022 2022 2022 2022

Figure 3

Overview mapping of findings.
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Stated figures relate to number of articles listing the category.

Figure 4 Disease impact tree map of categories and
subcategories. Stated figures relate to number of articlse
listing the category.

category of respect and dignity encompasses a recurring
theme and relates to the generally poor, unempathetic
and inaccurate judgements and attitudes encountered in
all aspects of daily living with UA.

Synthesis of results

The charted results are synthesised to provide a summary
of how the collective findings of this review relate to the
review questions.

Figure 6 offers a visual synthesis of the extracted data
aiming to highlight the significant burdens of living with
UA. Nelsen et al? provide the most extensive outline of
physical symptoms, listing 50 symptoms specific to UA.
Pain, heavy vaginal bleeding patterns, fatigue and poor
sleep patterns have a psychological impact in terms of
body image, embarrassing hygiene issues, social, rela-
tionship and sexual health challenges. Subsequently, this
spirals into frustration, hopelessness, fear, anxiety and
depression.”® **?! Alcalde et als™ research has a specific
aim to assess the occupational impact, but three further
studies also list occupational impact as a burden of the
disease.” % % Financial impact in terms of lost income,
as well as spiralling personal healthcare-related costs, is

KNOWLEDGE NEEDS:
disease awareness,
treatment confusion,
inaccurate judgemental
attitudes, symptom
normalisation

CARE NEEDS: empathetic
support, healthcare
support, care continuity,
long term planning

RESPECT & DIGNITY
NEEDS: inaccurate
judgemental attitudes,
lack of empathy,
dismissive attitudes

Figure 5 Needs chart of categories and subcategories.

4 OCCUPATIONAL
IMPACT
6
5

3 CARE NEEDS 2

6 PHYSICAL IMPACT

6 PSYCHOLOGICAL &
MENTAL HEALTH
IMPACT

3 RESPECT & DIGNITY
NEEDS

5 RELATIONSHPS

3 KNOWLEDGE NEEDS IMPACT

3 FINANCIAL IMPACT
Figure 6 Category spread over the six articles.

listed in three of the six studies.?®** Interestingly, Huang
et aP® identify how the additional impact of collective soci-
etal ideals, culture and beliefs can influence an individ-
ual’s lived experience. Although this specific aspect of
culture was not categorised for this review, it does offer a
unique perspective in this regard.

Knowledge needs within society (poor understanding)
are reflected not only in HCPs’ poor knowledge but
are also listed as an issue for individual participants, for
example, normalisation of own symptoms and not seeking
healthcare advice.”® Furthermore, a recurring theme
within both Omtvedt e al’s** and Dempsey’s®™ research
highlights that participants experience poor respect and
a lack of dignity, such as inaccurate judgements, lack of
empathy, no care continuity or long-term care planning,
as well as dismissive attitudes across all aspects of living
with this condition. Participants associate such attitudes
as a reason for poor responsiveness from HCPs during
their experienced healthcare interactions.

As no studies were found specific to review question 2
(Q2: What research exists that explores perceptions of the
diagnostic journey in UA?), included studies were retro-
spectively examined for elements relating to diagnosis,
and although limited, diagnostic barriers are highlighted
in two studies. Dempsey’s coresearchers stated they had
experienced ‘misdiagnosis’, dismissive attitudes and not
being believed.” Huang et al’® also highlight the diag-
nostic delays due to poor knowledge levels among those
with the condition, as well as among their families; lack
of understanding leading to normalisation of menstrual
symptoms and lower advice seeking.

DISCUSSION

As reflected in this review, women may suffer in silence
with their symptoms being dismissed or normalised. This
further exacerbates their health issues, prolongs suffering,
delays diagnosis and prevents treatment interventions,
leading to worsened health outcomes and reduced QoL.
Moreover, the lack of attention and research on women’s
health issues hinders medical advancements and the
development of effective treatments specifically tailored
to women’s needs. Additionally, occupational anxiety
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and stress are reported through poor performance and
absence from the workplace. In this regard, financial
losses are described in terms of lost wages, as well as
increased healthcare costs for those in private healthcare
systems.

The three most common interrelated themes that are
described across all sources are physical, psychological
and relationship burdens (see figure 6). The physical
burdens highlight heavy bleeding, fatigue and pain symp-
toms most commonly. Pain during sexual intercourse is
especially problematic with resulting relationship and
psychological burdens. It is acknowledged that women’s
pain or discomfort can be dismissed, with their symptoms
being attributed to emotional or psychological factors
rather than physical ailments.”* * This view is deeply
rooted in gender stereotypes and inequalities that portray
women as more emotional and less credible when it comes
to their health concerns. The consequences of not taking
women’s health problems seriously are far reaching, with
prolonged physical and mental ill-health, reduced health
outcomes and poor QoL."

Other themes relating to knowledge needs and poor
healthcare responsiveness are highlighted, with inac-
curate judgements by HCPs as well as wider society
in general. This review highlights the lack of respect
and dignity, which are a common source of women’s
psychological distress and perceived by participants to
hinder diagnosis and treatment. Indeed, stigmatisation
surrounding women’s health perpetuates the ongoing
lack of research in this field and contributes to the dimin-
ished seriousness of menstrual health problems™ * and
continues that lack of awareness and understanding of
common menstrual conditions. Further heightening
diagnostic delays is the general poor knowledge of this
disease within society. With the lack of discussion, dismis-
sive attitudes and the ongoing stigma associated with
menstruation and period-related health, research and
promoting understanding are compromised.”** To
improve knowledge and understanding of UA, a cultural
shift is required across societies, thus encouraging a more
advice-seeking population and raising awareness within
healthcare communities.* ** Only then will we begin to
reduce the care inequities that women experience and
tackle the deteriorating ill health of those with UA. While
it would be inaccurate and unfair to suggest that all HCPs
do not believe women, there have been instances where
women’s health concerns are dismissed or not taken seri-
ously, leading to a patient perception that such concerns
are not believed.”

This review demonstrates the impact and burdens of
UA, as well as the unsupported needs of women. Under-
standing these factors is critical to understanding diag-
nostic requirements and support care improvements.
Indeed, a poor appreciation of impacts and burdens
(manifestations of disease) combined with poor levels
of knowledge, understanding and attitudes (responsive-
ness) has been linked to poor diagnostic pathways and
perpetuating diagnostic errors. The National Academies

of Sciences, Engineering and Medicine (NASEM)
Committee of Diagnostic Error in Healthcare'® P 95557 g
an extensive US report that not only recognises the need
for improved education and training to achieve diagnostic
efficiency but also concludes that successful, responsive
diagnostic pathways are built on teamworking across HCP
communities, in collaboration with patients and their fami-
lies. This provides clarity to appreciate the inter-related
nature of disease impact with the diagnostic pathway,
and the two aspects are critical to improving our under-
standing of the lived experience of UA and the various
perceptions of patients and practitioners that accompany
any journey to achieving an eventual diagnosis. Further-
more, NASEM warns that ‘diagnostic errors may cause
harm to patients by preventing or delaying appropriate
treatment, providing unnecessary or harmful treatment
or resulting in psychological or financial repercussions’.

It is encouraging to see the recent addition of easily
accessible UA information, on UK National Health
Service websites.!” 8 However, the findings of this review
underscore the need for collaboration and improved
knowledge of all involved, as an integrated process. Crit-
ically, this must include individuals with lived experi-
ence, as well as the expertise of the HCP communities.
This is supported by NASEM whose report highlights the
improving but still ongoing need to prioritise the patient
perspective as a vital, but often missing, factor in diag-
nostic performance.49

This review reflects the need for a more comprehensive
approach and honest discourse about women’s health
to address the unique challenges faced by women. The
perceived unhelpful attitudes around respect and dignity
not only highlight poor responsiveness at healthcare
interactions but also suggest a much deeper cultural
issue. Further qualitative research of women’s experi-
ences as well as HCP perceptions is required to further
understand current challenges to diagnosis and how the
cultural barriers around menstrual health can be broken
down.

Limitations

This ScR presents the evidence that exists outlining what
it means to live with UA. While offering several advan-
tages, it is important to acknowledge limitations. As is
commonly the case, most ScRs do not assess the quality or
rigour of the included individual studies, and this is true
for this review. Consequently, there is no detailed analysis
of the methodological strengths and weaknesses of the
included studies, and additionally, the heterogeneity of
the included evidence limits readers ability to draw defin-
itive conclusions.

A limitation was anticipated a priori, in that lived expe-
rience, HRQoL and/or QoL may be poorly defined in
sources found. This was found to be the case, and lived
experience was seldom mentioned with HRQoL and/
or QoL mentioned but rarely defined. Subsequently, the
authors have defined lived experience as an umbrella
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term that includes the condition’s impacts and burdens,
and this may introduce ambiguity to conclusions made.

Due to the specific historical associating and subse-
quent ambiguous differentiating terminology used,
evidence that included both adenomyosis and endome-
triosis within the same samples was included, as other-
wise the review may exclude significant background and
contextual information that is considered important
to this review. This inability to confidently examine UA
evidence specifically is a limitation of this review.

Furthermore, it must be highlighted that two of the
six studies did not differentiate between participants
with UA and endometriosis,” ** with Dempsey® further
acknowledging only one participant with UA in their
sample. Despite formally fulfilling the inclusion criteria
of this review, this limits the credibility of this evidence,
specific to this review.

Despite these limitations, given the dearth of available
evidence in this field of study, this ScR has been a valuable
tool for mapping the literature, filling the research gap
for such a review, and has provided a valuable overview of
what is currently understood.

Conclusion

This ScR highlights the significant impact that UA has on
women’s physical and mental health. Ongoing research is
crucial to achieve improved diagnosis and management.
Increasing awareness among HCPs (primary, secondary
and imaging), as well as women and society in general,
will be pivotal for early identification and appropriate
onward referral. Furthermore, this review emphasises
that improved knowledge of the impact and burdens of
disease, when taken in combination with experienced
healthcare interactions, is vital to improve diagnostic and
care pathways. Logical next steps include more primary
data as well as a more formal evidence synthesis of current
and emerging qualitative studies.

Funding

This ScR did not receive any grant from funding agencies
and was conducted as part of a (professional) doctorate
thesis with the University of Dundee. Two of the included
evidence sources state no funding,”*’ one declares their
research was conducted as part of a fully funded PhD
studentship,” one was funded by GlaxoSmithKline (GSK),
with GSK contributing to the design of the study and the
acquisition, analysis and interpretation of the data,”
one study”' declares some of the research team received
student and postdoctoral funding from national health
organisations and one provides no funding declaration.

Updated searches

For ongoing awareness of current literature, the Web
of Science alert process was initiated. Also, the primary
author repeated the searches of Medline on 23 October
2024 (limited to the time frame 1 April 2023 to 31 October
2024). This resulted in one further recent 2024 paper.50
This Chinese study aims to establish an assessment scale

for tracking symptoms in patients. Through interviews
with women diagnosed with UA, they have established
a wide variety of symptoms for their electronic tracker
WeChat application, adding to the knowledge base of
physical symptoms experienced and offering interesting
ongoing evidence collection for the future.

Contributors This review has been developed as part of a professional doctorate
thesis. MAT is the postgraduate student researcher and corresponding author.

TJC, MMcB and FEM are university supervisors for this thesis. MAT, TJC, FEM and
MMcB have been involved with the study’s conception and design. MAT drafted the
manuscript. MAT, TJC, MMcB and FEM have been involved in revisions. All authors
have critically revised the manuscript for important intellectual content. All authors
have read and approved the final manuscript. MAT is responsible for the overall
content as guarantor and accepts full responsibility for the finished work and/or the
conduct of the study, had access to the data and controlled the decision to publish.

Funding The authors have not declared a specific grant for this research from any
funding agency in the public, commercial or not-for-profit sectors.

Competing interests None declared.

Patient and public involvement Patients and/or the public were not involved in
the design, conduct, reporting or dissemination plans of this research.

Patient consent for publication Not applicable.
Ethics approval Not applicable.
Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement All data relevant to the study are included in the
article or uploaded as supplementary information.

Supplemental material This content has been supplied by the author(s). It has
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been
peer-reviewed. Any opinions or recommendations discussed are solely those

of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and
responsibility arising from any reliance placed on the content. Where the content
includes any translated material, BMJ does not warrant the accuracy and reliability
of the translations (including but not limited to local regulations, clinical guidelines,
terminology, drug names and drug dosages), and is not responsible for any error
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution Non Commercial (CC BY-NC 4.0) license, which
permits others to distribute, remix, adapt, build upon this work non-commercially,
and license their derivative works on different terms, provided the original work is
properly cited, appropriate credit is given, any changes made indicated, and the use
is non-commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iDs
Margaret A Taylor http://orcid.org/0000-0002-4473-0027
Tim J Croudace http://orcid.org/0000-0001-8346-7463

REFERENCES

1 Vannuccini S, Aslan B, Petraglia F. Endometriosis and adenomyosis.
In: Menstrual bleeding and pain disorders from adolescence to
menopause: volume 11: frontiers in gynecological endocrinology.
Cham: Springer International Publishing, 2024: 105-18.

2 Cheong Y, Cameron IT, Critchley HOD. Abnormal uterine bleeding. Br
Med Bull 2017;123:103-14.

3 Camboni A, Marbaix E. Ectopic Endometrium: The Pathologist’s
Perspective. Int J Mol Sci 2021;22:10974.

4 Chapron C, Vannuccini S, Santulli P, et al. Diagnosing adenomyosis:
an integrated clinical and imaging approach. Hum Reprod Update
2020;26:392-411.

5 Harmsen MJ, Trommelen LM, de Leeuw RA, et al. Uterine junctional
zone and adenomyosis: comparison of MRI, transvaginal ultrasound
and histology. Ultrasound in Obstet & Gyne 2023;62:42-60.

6 Harmsen MJ, Van den Bosch T, de Leeuw RA, et al. Consensus on
revised definitions of Morphological Uterus Sonographic Assessment
(MUSA) features of adenomyosis: results of modified Delphi
procedure. Ultrasound Obstet Gynecol 2022;60:118-31.

7 Upson K, Missmer SA. Epidemiology of Adenomyosis. Semin Reprod
Med 2020;38:89-107.

Taylor MA, et al. BMJ Open 2025;15:€087122. doi:10.1136/bmjopen-2024-087122

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| 8p anbiyde.bol|qig sousby 1e §zoz ‘€T aunr uo jwod [wq uadolwa//:dny woiy pspeojumoq "§20zZ Arenuer 0z Uo 2Z1/.80-7202-uadolwa/9eTT 0T Se paysiignd isiiy :usdO (g


http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0002-4473-0027
http://orcid.org/0000-0001-8346-7463
http://dx.doi.org/10.1093/bmb/ldx027
http://dx.doi.org/10.1093/bmb/ldx027
http://dx.doi.org/10.3390/ijms222010974
http://dx.doi.org/10.1093/humupd/dmz049
http://dx.doi.org/10.1002/uog.26117
http://dx.doi.org/10.1002/uog.24786
http://dx.doi.org/10.1055/s-0040-1718920
http://dx.doi.org/10.1055/s-0040-1718920
http://bmjopen.bmj.com/

Open access

8

Oppenheim M. BBC’s Naga Munchetty on her adenomyosis ordeal:
‘I went through this for 32 years, 2023. Available: https://www.
independent.co.uk/news/uk/home-news/naga-munchetty-illness-
adenomyosis-bbc-breakfast-b2343886.html

BBC. BBC’s Naga Munchetty addresses women’s health at the
House of Commons, 20283. Available: https://www.bbc.co.uk/news/
av/uk-67152409

30

Oral Contraceptive Regimen: Results of a Prospective, Observational
Study. J Sex Med 2022;19:311-8.

Dempsey C. Development and Evaluation of an Online Mindfulness-
based Intervention for People Living with Endometriosis and/or
Adenomyosis [Thesis (PhD)] Coventry University, 2022. Available:
https://pureportal.coventry.ac.uk/en/organisations/ihw-centre-for-
intelligent-healthcare-cih/studentTheses

10 Munchetty N. Why Naga Munchetty is asking: ‘How are your periods, 31 Omtvedt M, Bean E, Hald K, et al. Patients’ and relatives’

2023. Available: https://www.bbc.co.uk/news/health-67589301 perspectives on best possible care in the context of developing a

11 Zannoni L, Del Forno S, Raimondo D, et al. Adenomyosis and multidisciplinary center for endometriosis and adenomyosis: findings
endometriosis in adolescents and young women with pelvic pain: from a national survey. BMC Womens Health 2022;22:219.
prevalence and risk factors. Minerva Pediatr (Torino) 2024;76:57-63. 32 Nelsen LM, Lenderking WR, Pokrzywinski R, et al. Experience of

12 Loughlin AM, Chiuve SE, Reznor G, et al. Method used to identify Symptoms and Disease Impact in Patients with Adenomyosis.
adenomyosis and potentially undiagnosed adenomyosis in a large, Patient 2018;11:319-28.

U.S. electronic health record database. Pharmacoepidemiol Drug Saf 33 Huang R, Li X, Jiang H, et al. Barriers to self-management of patients
2021;30:1675-86. with adenomyosis: A qualitative study. Nurs Open 2022;9:1086-95.

13 Young K, Fisher J, Kirkman M. Women'’s experiences of 34 Winchester N. Women'’s health outcomes: Is there a gender gap,
endometriosis: a systematic review and synthesis of qualitative 2021. Available: https://lordslibrary.parliament.uk/womens-health-
research. J Fam Plann Reprod Health Care 2015;41:225-34. outcomes-is-there-a-gender-gap

14 Lau GM, Elghobashy M, Thanki M, et al. A systematic review of lived 35 Ross WT, Snyder B, Stuckey H, et al. Gynaecological care of women
experiences of people with polycystic ovary syndrome highlights the with chronic pelvic pain: Patient perspectives and care preferences.
need for holistic care and co-creation of educational resources. Front BJOG 2023;130:476-84.

Endocrinol (Lausanne) 2022;13:1064937. 36 Weyand AC, James PD. Sexism in the management of bleeding

15 Pham MT, Raji¢ A, Greig JD, et al. A scoping review of scoping disorders. Res Pract Thromb Haemost 2021;5:51-4.
reviews: advancing the approach and enhancing the consistency. 37 Critchley HOD, Babayev E, Bulun SE, et al. Menstruation: science
Res Synth Methods 2014;5:371-85. and society. Am J Obstet Gynecol 2020;223:624-64.

16 Peters MDJ, Godfrey C, Mclnerney P, et al. Chapter 11: scoping 38 Kocas HD, Rubin LR, Lobel M. Stigma and mental health
reviews (2020 version). In: Aromataris E, Munn Z, eds. JBI manual for in endometriosis. Eur J Obstet Gynecol Reprod Biol X
evidence synthesis: JBI. 2020. Available: https://synthesismanual.jbi. 2023;19:100228.
global 39 Scottish Government. Strat Women’s Health Plan. 2021. Available:

17 Pollock D, Munn Z. JBI: How to extract, analyse and present data in https://www.gov.scot/publications/womens-health-plan/pages/9
scoping reviews, 2022. Available: https://www.youtube.com/watch? 40 Department of Health & Social Care. Results of the ‘Women’s Health
v=eCyCkgBGJ1I — Let’s talk about it’ survey, 2022. Available: https://www.gov.uk/

18 Pollock D, Peters MDJ, Khalil H, et al. Recommendations for the government/calls-for-evidence/womens-health-strategy-call-for-
extraction, analysis, and presentation of results in scoping reviews. evidence/outcome/results-of-the-womens-health-lets-talk-about-it-
JBI Evid Synth 2023;21:520-32. survey#research-and-data-gaps-1

19 Page MJ, McKenzie JE, Bossuyt PM, et al. The PRISMA 2020 41 Wickens C, Jeffries D. The Kings Fund: Has the Women’s Health
statement: an updated guideline for reporting systematic reviews. Strategy listened to what women really need, 2022. Available: https://
BMJ 2021;372:n71. www.kingsfund.org.uk/blog/2022/08/has-womens-health-strategy-

20 Page MJ, Moher D, Bossuyt PM, et al. PRISMA 2020 explanation listened-what-women-really-need
and elaboration: updated guidance and exemplars for reporting 42 Department of Health and Social Care. Women’s Health Strategy for
systematic reviews. BMJ 2021;372:n160. England = WHSE, 2022. Available: https://www.gov.uk/government/

21 Tricco AGC, Lillie E, Zarin W, et al. PRISMA Extension for Scoping publications/womens-health-strategy-for-england/womens-health-
Reviews (PRISMA-ScR): Checklist and Explanation. Ann Intern Med strategy-for-england
2018;169:467-73. 43 The Royal College of Obstetricians and Gynaecologists. RCOG

22 Taylor M. Women'’s experiences of the diagnostic journey in uterine Responds to Women'’s Health Strategy Vision, 2021. Available:
adenomyosis: A scoping review protocol, 2023. Available: https://osf. https://www.rcog.org.uk/news/rcog-responds-to-women-s-health-
io/2udyn/ strategy-vision

23 Taylor MA, Croudace TJ, McBride M, et al. Women'’s experiences 44 The Royal College of Obstetricians and Gynaecologists. RCOG
of the diagnostic journey in uterine adenomyosis: a scoping review responds to the Scottish Government’s Women’s Health Plan, 2021.
protocol. BMJ Open 2024;14:e075316. Available: https://www.rcog.org.uk/en/news/rcog-responds-to-the-

24 Benagiano G, Lippi D, Habiba M. A history of adenomyosis. In: Oral scottish-governments-womens-health-plan
E, ed. Endometriosis and adenomyosis: global perspectives across 45 Fraser S. The toxic power dynamics of gaslighting in medicine. Can
the lifespan. Cham: Springer International Publishing, 2022: 411-21. Fam Physician 2021;67:367-8.

25 Paré G, Tate M, Johnstone D, et al. Contextualizing the twin 46 Ball JR, Miller BT, National Academies of Sciences Engineering and
concepts of systematicity and transparency in information systems Medicine, Institute of Medicine, Board on Health Care Services,
literature reviews. Eur J Inf Syst 2016;25:493-508. Committee on Diagnostic Error in Health Care. Improving diagnosis

26 Grant MJ, Booth A. A typology of reviews: an analysis of 14 review in health care. Washington, DC: National Academies Press, 2015.
types and associated methodologies. Health Info Libraries J 47 NHS. Adenomyosis, 2023. Available: https://www.nhs.uk/conditions/
2009;26:91-108. adenomyosis

27 Arksey H, O’Malley L. Scoping studies: towards a methodological 48 NHS Inform. Adenomyosis, 2023. Available: https://www.nhsinform.
framework. Int J Soc Res Methodol 2005;8:19-32. scot/healthy-living/womens-health/girls-and-young-women-puberty-

28 Alcalde AM, Martinez-Zamora MA, Gracia M, et al. Impact of to-around-25/periods-and-menstrual-health/adenomyosis
Adenomyosis on Women’s Psychological Health and Work 49 Giardina TD, Hunte H, Hill MA, et al. Defining Diagnostic Error: A
Productivity: A Comparative Cross-Sectional Study. J Womens Scoping Review to Assess the Impact of the National Academies’
Health (Larchmt) 2021;30:1653-9. Report Improving Diagnosis in Health Care. J Patient Saf

29 Alcalde AM, Martinez-Zamora MA, Gracia M, et al. Assessment of 2022;18:770-8.

Quality of Life, Sexual Quality of Life, and Pain Symptoms in Deep 50 Xu W, Zhang X, Xu F, et al. WeChat assisted electronic symptom
Infiltrating Endometriosis Patients With or Without Associated measurement for patients with adenomyosis. BMC Med Inform Decis
Adenomyosis and the Influence of a Flexible Extended Combined Mak 2024;24:168.

10 Taylor MA, et al. BMJ Open 2025;15:6087122. doi:10.1136/bmjopen-2024-087122

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

* (s3gv) Jnauadns juswaublasug
| 8p anbiydeibol|gig 8ousby e Gzoz ‘€T sunr uo jwodfwg uadolway/:dny woly pspeojumoq "520z Alenuer Oz uo zzT/.80-7Z0z-uadolwag/9eTT 0T se paysiignd 1siy :uado CING


https://www.independent.co.uk/news/uk/home-news/naga-munchetty-illness-adenomyosis-bbc-breakfast-b2343886.html
https://www.independent.co.uk/news/uk/home-news/naga-munchetty-illness-adenomyosis-bbc-breakfast-b2343886.html
https://www.independent.co.uk/news/uk/home-news/naga-munchetty-illness-adenomyosis-bbc-breakfast-b2343886.html
https://www.bbc.co.uk/news/av/uk-67152409
https://www.bbc.co.uk/news/av/uk-67152409
https://www.bbc.co.uk/news/health-67589301
http://dx.doi.org/10.23736/S2724-5276.20.05842-9
http://dx.doi.org/10.1002/pds.5333
http://dx.doi.org/10.1136/jfprhc-2013-100853
http://dx.doi.org/10.3389/fendo.2022.1064937
http://dx.doi.org/10.3389/fendo.2022.1064937
http://dx.doi.org/10.1002/jrsm.1123
https://synthesismanual.jbi.global
https://synthesismanual.jbi.global
https://www.youtube.com/watch?v=eCyCkgBGJ1I
https://www.youtube.com/watch?v=eCyCkgBGJ1I
http://dx.doi.org/10.11124/JBIES-22-00123
http://dx.doi.org/10.1136/bmj.n71
http://dx.doi.org/10.1136/bmj.n160
http://dx.doi.org/10.7326/M18-0850
https://osf.io/2udyn/
https://osf.io/2udyn/
http://dx.doi.org/10.1136/bmjopen-2023-075316
http://dx.doi.org/10.1057/s41303-016-0020-3
http://dx.doi.org/10.1111/j.1471-1842.2009.00848.x
http://dx.doi.org/10.1080/1364557032000119616
http://dx.doi.org/10.1089/jwh.2020.8789
http://dx.doi.org/10.1089/jwh.2020.8789
http://dx.doi.org/10.1016/j.jsxm.2021.11.015
https://pureportal.coventry.ac.uk/en/organisations/ihw-centre-for-intelligent-healthcare-cih/studentTheses
https://pureportal.coventry.ac.uk/en/organisations/ihw-centre-for-intelligent-healthcare-cih/studentTheses
http://dx.doi.org/10.1186/s12905-022-01798-8
http://dx.doi.org/10.1007/s40271-017-0284-2
http://dx.doi.org/10.1002/nop2.1148
https://lordslibrary.parliament.uk/womens-health-outcomes-is-there-a-gender-gap
https://lordslibrary.parliament.uk/womens-health-outcomes-is-there-a-gender-gap
http://dx.doi.org/10.1111/1471-0528.17355
http://dx.doi.org/10.1002/rth2.12468
http://dx.doi.org/10.1016/j.ajog.2020.06.004
http://dx.doi.org/10.1016/j.eurox.2023.100228
https://www.gov.scot/publications/womens-health-plan/pages/9
https://www.gov.uk/government/calls-for-evidence/womens-health-strategy-call-for-evidence/outcome/results-of-the-womens-health-lets-talk-about-it-survey#research-and-data-gaps-1
https://www.gov.uk/government/calls-for-evidence/womens-health-strategy-call-for-evidence/outcome/results-of-the-womens-health-lets-talk-about-it-survey#research-and-data-gaps-1
https://www.gov.uk/government/calls-for-evidence/womens-health-strategy-call-for-evidence/outcome/results-of-the-womens-health-lets-talk-about-it-survey#research-and-data-gaps-1
https://www.gov.uk/government/calls-for-evidence/womens-health-strategy-call-for-evidence/outcome/results-of-the-womens-health-lets-talk-about-it-survey#research-and-data-gaps-1
https://www.kingsfund.org.uk/blog/2022/08/has-womens-health-strategy-listened-what-women-really-need
https://www.kingsfund.org.uk/blog/2022/08/has-womens-health-strategy-listened-what-women-really-need
https://www.kingsfund.org.uk/blog/2022/08/has-womens-health-strategy-listened-what-women-really-need
https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england
https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england
https://www.gov.uk/government/publications/womens-health-strategy-for-england/womens-health-strategy-for-england
https://www.rcog.org.uk/news/rcog-responds-to-women-s-health-strategy-vision
https://www.rcog.org.uk/news/rcog-responds-to-women-s-health-strategy-vision
https://www.rcog.org.uk/en/news/rcog-responds-to-the-scottish-governments-womens-health-plan
https://www.rcog.org.uk/en/news/rcog-responds-to-the-scottish-governments-womens-health-plan
http://dx.doi.org/10.46747/cfp.6705367
http://dx.doi.org/10.46747/cfp.6705367
https://www.nhs.uk/conditions/adenomyosis
https://www.nhs.uk/conditions/adenomyosis
https://www.nhsinform.scot/healthy-living/womens-health/girls-and-young-women-puberty-to-around-25/periods-and-menstrual-health/adenomyosis
https://www.nhsinform.scot/healthy-living/womens-health/girls-and-young-women-puberty-to-around-25/periods-and-menstrual-health/adenomyosis
https://www.nhsinform.scot/healthy-living/womens-health/girls-and-young-women-puberty-to-around-25/periods-and-menstrual-health/adenomyosis
http://dx.doi.org/10.1097/PTS.0000000000000999
http://dx.doi.org/10.1186/s12911-024-02570-8
http://dx.doi.org/10.1186/s12911-024-02570-8
http://bmjopen.bmj.com/

	Women’s experiences of living with adenomyosis and perceptions of the diagnostic journey: a scoping review
	Abstract
	Introduction﻿﻿
	Rationale
	Objectives

	Methods
	Protocol
	Eligibility criteria
	Population
	Concept
	Context

	Information sources
	Search
	Selection of sources of evidence
	Data charting process
	Data items
	Critical appraisal
	Synthesis of results
	Patient and public involvement

	Results
	Selection of sources of evidence
	Characteristics of sources of evidence
	Results of individual sources of evidence
	Synthesis of results

	Discussion
	Limitations
	Conclusion
	Funding
	Updated searches

	References


