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A COM-B and Theoretical Domains Framework Mapping of 
the Barriers and Facilitators to Effective Communication and 
Help-Seeking Among People With, or Seeking a Diagnosis Of, 
Endometriosis
JASMINE HEATH HEARN 1, KATIE BRYSON1, LIVIJA BARSAUSKAITE1, and STELLA BULLO 2

1Brooks Building, Manchester Metropolitan University, Manchester, UK
2School of Arts, Humanities & Social Sciences, Plymouth Marjon University, Plymouth, UK

Endometriosis is a chronic condition in which tissue resembling the endometrium grows outside the womb, causing severe chronic pain. 
People with endometriosis report difficulty in help-seeking and communicating with healthcare professionals, contributing to diagnosis 
delays and ineffective management. The present study aimed to identify barriers and facilitators to effective communication using the 
Theoretical Domains Framework (TDF) and COM-B model to inform behavior change intervention development. This study was 
a qualitative semi-structured interview and open-ended survey design. Thematic Analysis was utilized to identify barriers and facilitators 
to effective communication which were mapped to the TDF and COM-B model. Four women aged 25 to 44 with a formal diagnosis of 
endometriosis participated in interviews. Thirty-three participants, aged 20–48 years, participated in the online survey, 21 of whom had 
a diagnosis of endometriosis (12 were currently seeking diagnosis). Five COM-B domains were identified: reflective motivation, social 
and physical opportunity, physical and psychological capability. Ten TDF domains were reflected in concerns surrounding dismissal, 
disempowerment, social norms, beliefs about consequences, cognitive resources, reinforcement, and environmental context and resources, 
among others. This is the first study to identify barriers and facilitators of effective communication and help-seeking in light of 
established behavioral change theory and frameworks for comprehensive intervention design. This provides a comprehensive explanation 
of challenges in help-seeking for endometriosis and represents the first step in the development of complex interventions to improve help- 
seeking and communication for people with endometriosis. Interventions targeting salient barriers will have greater potential to change 
behavior and improve outcomes.

Endometriosis is a chronic, debilitating disease, characterized by 
the abnormal presence and cyclical shedding of endometrial 
tissue outside of the uterus which provokes inflammatory reac-
tions causing severe pain (Koninckx et al., 2021). The complex-
ity of the condition and common misinterpretation of symptoms 
can lead to misdiagnoses and diagnosis delays of between seven 
to 12 years from symptom onset (Fabamwo & Agbara, 2018). 
Whilst the true prevalence of endometriosis is unknown due to 
its complexities, estimates suggest around one in ten women in

the UK live with it, and approximately 200 million women 
globally have been diagnosed (Endometriosis, 2017; Sbaffi & 
King, 2020). Symptom presentation and severity varies from 
asymptomatic and unexplained infertility, to heavy and/or painful 
periods, chronic fatigue, and chronic pelvic pain, which has not 
only physical but also psychological and social impacts, such as 
low mood and work absenteeism (Kiesel & Sourouni, 2019).

Multiple challenges have been identified in the evidence- 
base surrounding effective management of endometriosis; alter-
native/complementary therapies such as acupuncture and psy-
chological interventions promote reductions in pain, though 
efficacy evidence remains limited and therefore such interven-
tions remain underutilized (Evans, Fernandez, Olive, Payne, & 
Mikocka-Walus, 2019). Similarly, the tendency for healthcare 
providers to retain a biomedical perspective whilst devising 
treatment plans, and the normalization of women’s pain have 
also acted as barriers to women’s help-seeking for appropriate 
and effective pain management. Indeed, people with endome-
triosis report negative experiences with healthcare professionals 
(HCPs), often in the form of trivializing or dismissing symp-
toms, which causes feelings of loneliness and alienation
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(As-Sanie et al. 2019; Grogan, Turley, & Cole, 2018). This 
consequently makes obtaining a diagnosis difficult; people 
with endometriosis may choose to avoid engaging with HCPs 
altogether (Mikesell & Bontempo, 2022).

Health care professionals’ (HCPs) awareness and under-
standing of endometriosis has frequently been identified as 
a challenge. Indeed, women report the need to advocate for 
themselves and be their own doctor due to perceived lack of 
knowledge and apprehensive attitudes toward endometriosis 
(Young, Fisher, & Kirkman, 2020). Quibel, Puscasiu, 
Marpeau, and Roman (2013) found that less than half of 
HCPs were aware of the main symptoms of endometriosis 
whilst As-Sanie et al. (2019) further highlighted less than half 
of gynecologists considered early detection and diagnosis 
important due to the belief that symptoms would progress 
irrespective of diagnosis time due to a lack of effective treat-
ments. Such attitudes may contribute to reduced likelihood of 
help-seeking and effective patient-provider communication 
along with delays in diagnosis and treatment. Moreover, whilst 
medical pain management may be effective for some, side 
effects often outweigh the minimal pain relief experienced 
(Leyland, Estes, Lessey, Advincula, & Taylor, 2021) which 
may result in reduced likelihood of help-seeking by those 
with endometriosis. Resultantly, there is a need to develop 
a thorough understanding of the needs, challenges, and facil-
itators surrounding help-seeking in endometriosis, in order to 
develop appropriate and effective strategies and interventions to 
address these.

Understanding factors predicting help-seeking and high 
quality communication is essential for the design of effective 
behavioral interventions. The Medical Research Council 
(MRC) framework provides comprehensive guidance for the 
development, evaluation and implementation of complex inter-
ventions to improve health. This emphasizes the need for 
a theory-informed understanding of determinants of behavior 
(Craig et al., 2008). The COM-B model is widely used to 
identify and understand determinants of behaviour through 
capabilities (capacity to engage in behavior), opportunity 
(environmental factors that influence behaviors) 
and motivation (the willingness to change), which are further 
divided into six sub-domains capturing factors known to influ-
ence an individual’s capacity to adopt new behaviors (Michie, 
van Stralen, & West, 2011). The Theoretical Domains 
Framework (Cane, O’Connor, & Michie, 2012) builds on this, 
rationalizing 33 psychological theories of behavior to provide 
a comprehensive framework for identifying determinants of 
behavior (e.g. help-seeking). The TDF clusters 14 groups of 
factors (“theoretical domains”) which influence behavior, such 
as “knowledge” and “beliefs about consequences.” Identifying 
the theoretical domains which act as barriers to help-seeking 
will facilitate the selection of appropriate behavior change 
techniques (BCTs) to implement in a behavioral intervention 
aimed at improving patient-provider communication and 
increasing the likelihood of help-seeking in people with endo-
metriosis (Cane, Richardson, Johnston, Ladha, & Michie,  
2015).

In line with this, as the first stage of developing an intervention to 
increase reporting, help-seeking, and management of endometriosis 

pain, the aim of this study was to identify enablers and barriers 
which motivated and prevented people with endometriosis to report 
and seek help for their symptoms. This will provide the foundation 
for the development of targeted behavioral interventions to support 
and empower patients with endometriosis to report symptoms and 
obtain effective, person-centered clinical care.

Methods

Design

A qualitative, open-ended survey design alongside qualitative 
interviews was utilized to elicit beliefs about perceived barriers 
and facilitators to help-seeking and effective communication 
and to identify areas for change (Hamilton & Finley, 2019).

Participants

Online posters were used to recruit participants via social media 
and a database of contacts that had previously participated in 
endometriosis research and agreed to be contacted about future 
research. Eligibility criteria were: aged 18 years or over, with 
experience of pain as a result of endometriosis and had or were 
in the process of obtaining a clinical diagnosis of endometriosis. 
The study aimed to recruit up to 40 participants to the open- 
ended survey, and up to 10 participants to the interview, each 
being an appropriate number for conducting a detailed Thematic 
Analysis (TA) on online survey and interview-elicited data 
(Braun, Clarke, Boulton, Davey, & McEvoy, 2020).

Data Collection

Whilst interviews have been utilized widely throughout previous 
research, the lack of anonymity often restricts disclosure from 
participants due to a perceived pressure to appear socially accep-
table (Grogan, Turley, & Cole, 2018), a particularly important 
consideration given the focus on experiences of healthcare. 
Therefore, online qualitative surveys, hosted on Qualtrics, were 
adopted in an attempt to increase participants’ anonymity, disclo-
sure and gave participants the opportunity to answer the questions 
in their own time to avoid fatigue (an important consideration when 
exploring experiences of chronic pain; Braun, Clarke, Boulton, 
Davey, & McEvoy, 2020; Grogan, Turley, & Cole, 2018). 
Alongside this, participants were invited to participate in a semi- 
structured interview to discuss their experiences in further depth.

Questions were developed to identify and explain the potential 
determinants of help-seeking behavior for endometriosis, and iden-
tify areas for behavior change, guided by the Theoretical Domains 
Framework (Atkins et al., 2017). For both the online survey and the 
interviews, this resulted in 12 open-ended questions (see Table 1). 
Within interviews, the researcher adopted a more flexible approach 
in order to respond to participant priorities (McGowan et al., 2020), 
ensuring that participants had the space to talk about issues con-
sidered important to their personal experiences.

Analysis

Data analysis followed a framework approach (Gale, Heath, 
Cameron, Rashid, & Redwood, 2013). Inductive Thematic
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Analysis (Braun & Clarke, 2022) was used in the initial open 
coding of the data to investigate a priori objectives using the 
TDF and COM-B model to describe data and identify barriers 
and facilitators. Each survey response was read and re-read 
numerous times by JH and KB, each interview was read and re- 
read by JH and LB. Transcripts were coded line by line and 
analyzed to identify similarities and differences. Following 
open-coding, broader categories were mapped onto the domains 
of the TDF and then, directly onto the six components of the 
COM-B model identifying themes relating to enablers and 
barriers to help-seeking and pain management. All data were 
coded by JH, KB, and LB.

Methods to Ensure Rigour

To address the issue of trustworthiness of the study findings, 
credibility and transferability were considered (Shenton, 2004). 
Credibility was enhanced by building rapport with the partici-
pants in interviews which helped them develop a sense of self- 
determination (autonomy, competence, relatedness; Martin,  
2017) to ensure honesty in data collection (Shenton, 2004) 
and using participants’ extracts to report the study findings. 
To ensure transferability, detailed contextual information is 
presented in addition to an information rich sample of 
participants.

Ethical Considerations

Ethical approval was granted by the Manchester Metropolitan 
University Research Ethics Committee. All participants were 
provided with detailed study information and provided 
informed consent to participate. Data submitted via the online 
questionnaire were anonymous and upon completion of inter-
view transcription all recordings were destroyed and personal 
data (such as names, places discussed in interviews) replaced 
with pseudonyms.

Results

Sample

Four women with a medical diagnosis for endometriosis took part in 
the interviews. Their ages ranged from 25 to 44 years old (M = 35.5  
years), and they had been diagnosed with endometriosis for 
between one year and 22 years. The final online survey sample 
comprised of 33 participants aged between 20 and 48 (M = 28.4  
years); 21 had a diagnosis of endometriosis and 12 were in the 
process of obtaining one (e.g. were discussing the possibility of 
endometriosis with a HCP, or had been referred for further 
investigations).

Identification of Enablers and Barriers to Help-Seeking and 
Effective Communication

Five of the six categories of the COM-B framework were 
apparent in the data: reflective motivation, social and physical 
opportunity, and physical and psychological capability (auto-
matic motivation was not reflected in the data). The compo-
nents are presented in the analysis in order of importance/ 
prominence in the data and mapped in Table 2.

Social Opportunity

The main barrier to help-seeking behavior was the lack of social 
opportunity to engage in help-seeking, driven in whole by the TDF 
domain of “social influences”. Multiple challenges were high-
lighted: social norms, group identity, perceived medical gaslighting, 
power, and mistrust. Social norms around discussing menstruation, 
endometriosis, and women’s gynecological health drove partici-
pants to conceal concerns: 

Menstruation is still such a taboo topic, and still feels embarras-
sing to talk about. Especially when I have to call in sick to work 
(and even more so when I have to speak to a male manager), 
I feel embarrassed. Even though it is absolutely completely

Table 1. Interview/Survey questions

1. Please tell us about your experience of seeking help for endometriosis.
a. What has helped you to feel able to seek help?
b. What has stopped you from being able to seek help?

2. To what extent do you believe you have been offered/had access to a sufficient range of effective management/treatment options, both medical and non-medical? 
Please explain your response.

3. Please tell us about any emotional impact your experience of seeking help for endometriosis has had on you and how you have managed this, if at all.
4. Please tell us about any social impact (e.g. on your family or working life) your experience of seeking help for endometriosis has had on you and how you have 

managed this, if at all.
5. Please tell us about your experience of communicating with healthcare professionals about your experiences in relation to endometriosis.

a. Please tell us about examples of both helpful and unhelpful interactions you might have had with healthcare professionals and the frequency that these 
kinds of interactions occur.

6. What does effective help-seeking and communication mean to you?
7. How confident do you feel in your ability to communicate with healthcare professionals and/or seek help for endometriosis, particularly considering more 

sensitive issues related to endometriosis such as painful periods?
8. How has your experience of seeking help and communicating with healthcare professionals impacted your social/family life/working life, and how has your 

social/family/working life impacted your ability to seek help and communicate about endometriosis?
9. How would you define the area that you live in (e.g. urban, deprived, rural, affluent)? To what extent do you feel this has affected your ability to get help for 

endometriosis?
10. What suggestions do you have for improving people’s confidence in seeking help for endometriosis?
11. What suggestions do you have for improving communication between people with endometriosis and healthcare professionals?
12. Is there anything you would like to add that hasn’t been covered within the questionnaire/interview?

Barriers and Facilitators in Endometriosis Help-Seeking                                                                         3
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normal, periods are still a taboo topic. Even when talking to 
a doctor, I feel like it’s something too private to talk about 
openly. I must stress, I have no problem talking about - but it is 
people’s and society’s reactions to the topic that makes me feel 
as though I cannot say anything. Almost as if, it is a women’s 
issue that you must deal with quietly and alone. 

(Emma, 21, seeking diagnosis)

Twelve participants further discussed this in the context of 
adversarial relationships with HCPs and perceptions of HCP 
attitudes as dismissive and alienating. Viewed as a systemic 
issue, the lack of appropriate support and resources were per-
sistent concerns, which deterred help-seeking. Many viewed 
their experiences as medical gaslighting, defined as the down-
playing or dismissal of patients’ self-reported symptoms or 
experiences of an illness (Bailey, 2020), with experiences 
reflecting feelings of mistrust and dismissal: 

I feel a lot of mistrust towards the health care system in 
general, simply because I have been told that my pain was in 
my head, that I must have a low pain threshold or that I was 
in pain because I was fat. 

(Alice, 27, seeking diagnosis)

The experience of medical gaslighting may be an unintentional 
consequence of HCPs understandings of, and attitudes toward, 
endometriosis or women’s pain more generally. Participants 
reflected that these medical encounters, in which HCPs become 
a gatekeeper to further healthcare, are “normalised” experiences, 
consequently leading women to doubt their own perceptions of 
pain. These experiences reinforce that social norms surrounding 
the gendered experience of pain and the acceptability of discuss-
ing gynecological health remain barriers to help-seeking and 
support. Some participants reflected on these issues as demon-
strative of systemic sexism, oppression and a patriarchal society: 

Because of the stigma it is [sic] to have periods and how normal-
ised period pain is when it is not actually normal and the pain 
can’t be that bad. . . it’s another way women are oppressed. 

(Emily, 22, seeking diagnosis)

Reflective Motivation

Connected to social influences, participants reflected on the 
impact of their experiences on their reflective motivation to 
engage or disengage from help-seeking and healthcare more 
generally. This was manifested in the TDF domains of “social 
influences”, “reinforcement”, “knowledge”, “emotions” (fear, 
anger, frustration, depression, anxiety, pessimism), “beliefs 
about consequences”, “intentions”, and “social/professional 
role and identity”. HCP lack of knowledge and understanding 
appeared to drive this disengagement from healthcare: 

This gap in communication, lack of consistency throughout 
my consultations and general “trial and error” approach to 
my treatment made me feel mistrusting of the diagnosis 
process and subsequent treatment. 

(Sophie, 30, confirmed diagnosis)

Sophie’s experience reflected the “social influences” and “rein-
forcement” TDF domains, with lack of understanding of endo-
metriosis impacting relationships with HCPs and confidence in 
seeking help in future. Reflective motivation to engage in health-
care was likely compounded by the regularity in which partici-
pant’s experienced concerns regarding (dis)continuing treatment: 

I was put on several different types of birth control to no 
benefit in pain reduction, GnRH [gonadotropin releasing 
hormone] analogues, anti-inflammatories . . . prescription 
only opiates . . . These are not long-term solutions . . . We 
end up with other symptoms from taking these medications; 
addiction, stomach acid issues, stomach ulcers, constipation, 
unable to drive, unable to socialise, unable to work, depres-
sion, weight gain, suicidal ideation, anxiety, unable to try for 
a baby. The list is endless to be honest. 

(Lisa, 38, confirmed diagnosis)

A sense of helplessness characterizes participants’ reflections 
on medication taken, given the long list of possible side effects 
(“beliefs about consequences” TDF domain), alongside 
a resignation that this is the only option because of the lack 
of specialized knowledge of endometriosis in the health system 
(“knowledge” domain). Experiencing side effects may reinforce 
(“reinforcement” domain) further help-seeking (to find another 
solution) or as a reinforcement for avoiding help-seeking (if 
evaluated as the only option). This was also reflected in dis-
cussions about surgical interventions: 

I have been offered surgery but was told that regardless of 
whether I have the surgery or not the end result is the same 
(pain management such as the pill), so they made me feel 
like surgery was pointless. 

(Charlotte, 21, seeking diagnosis)

Despite being given some element of choice in a treatment plan, 
this choice was essentially taken away from Charlotte through 
the provision of information that undermines the efficacy and 
goals of an intervention. This again contributes to the feelings 
of resignation and a decision to not pursue surgery as an option.

Psychological Capability

Psychological capability and TDF components underpinning 
this, including the “beliefs about consequences”, “beliefs 
about capabilities”, “emotions”, “knowledge”, and “environ-
mental context and resources”, was also found to influence 
the likelihood of an individual engaging in help-seeking for 
their endometriosis: 

It definitely reduces confidence in your own feelings and 
makes getting help significantly difficult. It makes you 
doubt doctors [sic] and feel as though you are just a burden. 
I have totally lost faith in my own thoughts and feelings and 
feel genuinely terrified to try and speak to more doctors. 

(Samantha, 22, confirmed diagnosis)

The domains of “beliefs about consequences” and “emotions” 
are demonstrated by the loss of confidence resulting from past
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experiences. Participant’s experiences were characterized by 
beliefs that their symptoms were illegitimate, unimportant, 
and burdensome, and repeated reinforcement of this led to 
potent feelings of fear. Whilst managing the various symptoms 
of endometriosis was commonly prioritized, this was com-
pounded by the lengthy process of obtaining a formal diagnosis 
taking a psychological toll, leaving little energy for help- 
seeking and advocacy: 

It took me 8 years to get a diagnosis. I feel as though I don’t 
have it in me to fight and advocate for myself anymore as it’s 
just so exhausting. Particularly as even though I have 
a diagnosis, doctors still don’t fully understand it. 

(Jen, 23, confirmed diagnosis)

This links to the “emotion” domain of psychological capability, 
with participants reflecting on their resignation and/or con-
scious decision to preserve their mental energy rather than 
using it to advocate for their health and to help others to 
understand. This is especially prominent in the current context 
given the concerns raised by participants concerning stigma. In 
contrast, psychological capability was bolstered when partici-
pants felt they had knowledge, skills, and confidence to advo-
cate for themselves: 

Discovering endo was frightening but empowering. I felt like 
everything made sense, and I am slowly learning how to talk 
about endometriosis with people and sharing my story - since 
then, I have discovered that some friends also have chronic 
illnesses but feel like they need to be silent about them. 

(Lucy, 26, confirmed diagnosis)

This demonstrates the ways in which the “knowledge”, “skills”, 
“self-efficacy”, “social influences” and “environmental context 
and resources” domains add nuance to the degree of psycholo-
gical capability one might have in advocating and seeking help. 
When the initial fear of diagnosis is overcome, transforming 
this into a sense of empowerment may be beneficial in enhan-
cing feelings of social support, especially when this connects 
people to others with shared experiences.

Physical Opportunity

Participants reflected on their working/financial circumstances 
and geographical locations, which either afforded or denied parti-
cipants the time/resources to obtain appropriate care, underpinned 
by the TDF domain of “environmental context and resources”: 

The job I was at when I had my operation were annoyed [that] 
I had time off for my operation, so I went back a week early. 

(Hannah, 28, confirmed diagnosis)

Such responses pose a barrier to the physical opportunity one 
has to seek appropriate and effective management of their 
endometriosis, and in Hannah’s case, sufficient time to recover 
from surgery. This suggests a need for enhanced workplace- 
specific education and reasonable adjustments. Private health-
care was discussed as a route to better care but seen as 
a privilege for those who could afford it: 

Having a larger income would have enabled me to seek private 
care many years ago. I am still unable to afford private surgery 
so will likely need to wait another 2 years minimum to get to 
that stage. The NHS is not competent in the management and 
diagnosis of women with endometriosis in the UK. 

(Louise, 24, seeking diagnosis)

Without financial means to pay for private healthcare, partici-
pants were “in the hands of the NHS, and now COVID delays” 
(Lisa, 38, confirmed diagnosis), feeling as though they were 
facing a lower standard of care. The expense of private health-
care therefore acted as a barrier to receiving the care that they 
desired. This was also seen in relation to geographical 
locations: 

There is definitely a clear difference between the care I have 
received in this small city, compared to when I was living in 
a more urban and larger city. This small city has many 
waiting lists, low availability and lower quality of care - 
I understand that COVID has impacted this further, but 
there has always been a lower quality of care at a much 
slower pace than the larger city. 

(Jaden, 24, seeking diagnosis)

Distinctions in the quality of care provided across different 
localities may represent and reinforce inequalities in health-
care access. Some participants discussed the distance to tra-
vel to their nearest specialist as a potential barrier to help- 
seeking: I have to travel 52 miles to my gynaecologist. (Leah, 
41, confirmed diagnosis), demonstrating the lack of avail-
ability and accessibility of care for people with 
endometriosis.

Physical Capability

Physical capability manifested in reflections on physical incap-
ability to access support and engage in valued social activities, 
due to symptoms: 

I can’t manage a social life or relationships due to pain and 
exhaustion. I’ve lost friends due to the way my symptoms 
limit my life. There are times I’ve missed GP appointments 
because I can’t get out of bed with exhaustion. I’ve been this 
way for more than half my life. 

(Paula, 46, confirmed diagnosis)

It gets difficult to maintain healthy eating and exercise that 
can help. It also gets to a point where you don’t want to get 
out of bed or do anything which just adds to symptoms like 
fatigue and achiness. 

(Samantha, 22, confirmed diagnosis)

Underpinned by the TDF domains of “skills” (coping strategies) 
and “emotions” (i.e. cognitive overload/tiredness/burnout), par-
ticipants’ lack of physical energy, or stamina, prevented them 
from living the social lives they wanted, attending appoint-
ments, and even to advocate for themselves. This demonstrates 
the way in which responsibility for broader societal
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understanding of endometriosis as well as help-seeking is 
placed on those living with endometriosis.

Discussion

This study collated qualitative evidence to understand barriers 
and enablers to help-seeking for endometriosis. The TDF and 
COM-B model provided a theoretical framework (Michie, van 
Stralen, & West, 2011) through which to understand behavioral 
determinants of help-seeking and effective communication. 
This provides the foundation for future development of high- 
quality, practical training and tools that address the challenges 
identified, and to develop patients’ and HCPs’ confidence in 
having effective and empathic conversations around the impact 
and management of endometriosis. Specifically, influences 
identified are:
1. Social Opportunity - systemic sexism and oppression in the 

form of disbelief and dismissal, shame, embarrassment, dis-
empowerment, and the social norms surrounding discussions 
of gynecological concerns.

2. Reflective Motivation - beliefs about impacts of different 
treatment options, negative past experiences informing 
future expectations/motivations through mistrust and 
embarrassment.

3. Psychological Capability – (dis)beliefs in one’s own symp-
toms and ability to seek and receive support, overwhelming 
fear, sense of helplessness.

4. Physical Opportunity - the lack of supportive employment, 
lengthy waiting times, inconsistent provision and quality of 
care, the affordability of private healthcare.

5. Physical Capability - lack of energy, stamina, and effective 
coping strategies.

This study suggests that interventions to improve help-seeking 
and pain management should focus on social opportunity, in 
particular targeting social norms, stigma, attitudes, and expecta-
tions surrounding women’s health and pain. However, negative 
experiences outweighed positive ones; such experiences were 
characterized by HCPs’ lack of knowledge, normalizing or 
doubting symptoms, being dismissive, or criticizing women 
for not exerting enough effort to manage their endometriosis. 
As a result of this, people seeking help for endometriosis 
perceive this to come with risks (dismissal, shame etc.) which 
act as a significant deterrent to the actual behavior, informing 
reflective motivation to disengage, and contributing to lengthy 
diagnosis delays, worsening symptoms, and distress. This was 
also reflected in O’Hara et al.’s (2019) systematic review, 
which indicated that strong relations with health professionals, 
including effective communication, were central to positive 
experiences of navigating healthcare.

Cultural change and improved patient-professional commu-
nication in the health system is essential to legitimize the 
experiences of those with/seeking diagnosis for endometriosis. 
This is critical to addressing mistrust (Mikesell & Bontempo,  
2022) and reducing diagnostic delays (Markovic, Manderson, & 
Warren, 2008), particularly given evidence that lack of aware-
ness can result in HCPs giving low priority to establishing the 

diagnosis of endometriosis (Van der Zanden et al., 2020). 
Interventions to change social norms within health professional 
groups have been successful across a wide range of clinical 
behaviors, including prescribing, management and communica-
tion around health conditions, in both primary and secondary 
care (Cotterill et al., 2020). Such interventions are therefore 
recommended to be extended to endometriosis to improve out-
comes in this population (and therefore improve social 
opportunity).

Participants reported (dis)belief in their own symptoms and 
ability to seek and receive support, overwhelming fear, and 
a sense of helplessness (psychological capability). Likewise, 
a lack of confidence to challenge medical experts meant that 
participants were likely to accept the medical discourse and 
avoid seeking help in future. Participants with more bargaining 
power (e.g. higher education), were more likely to challenge 
dismissal of their symptoms and felt more confident navigating 
the health system, though this was uncommon. Developing 
confidence in one’s bodily experience and ability to articulate 
this is essential to support people with endometriosis to position 
themselves as “lay experts”, their authority deriving from their 
personal experience. This positioning should be done with care; 
becoming a “lay expert” can both reduce and compound exist-
ing stresses for people with endometriosis (Seear, 2009). 
Helping patients and healthcare professionals to improve their 
communication skills in a healthcare context and attempting to 
de-stigmatize sensitive and potentially embarrassing symptoms 
may be key to increasing patient reporting of these.

Physical opportunity emphasizes the role of supportive 
employment, along with waiting times, consistency of service 
provision and quality of care. Whilst evidence is limited, one 
study based in Puerto Rico examined healthcare disparities 
experienced by women with endometriosis with public vs pri-
vate health insurance (Fourquet et al., 2019); those without 
private health insurance were 3.5 times less likely to have 
a laparoscopy, and 2.7 times more likely to be prescribed 
opioids. This supports the recommendation for the development 
of clear diagnosis and referral pathways for people with endo-
metriosis irrespective of socioeconomic status, and further 
health disparity research in the UK. Additionally, sensitive 
and responsive employment, along with severity of endome-
triosis symptoms have been demonstrated to affect women’s on- 
the-job productivity (Fourquet, Báez, Figueroa, Iriarte, & 
Flores, 2011; Krsmanovic & Dean, 2022; Soliman, Surrey, 
Bonafede, Nelson, & Castelli-Haley, 2018). Given the 
Equality Act (2010) defines discrimination against people who 
have a disability (of which it is argued that endometriosis could 
be defined as) as unlawful, refusal to assist someone with 
endometriosis in the development and application of reasonable 
adjustments (such as time off to attend appointments, flexible 
working hours) may be seen as discriminative, and it is essen-
tial that employers are aware of this to ensure that women’s 
rights remain protected.

Finally, energy and stamina required to advocate for oneself 
alongside managing symptoms were prominent challenges in 
the present study, which may result in physical and psycholo-
gical deconditioning in relation to health-related fitness, sleep
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quality, and health-related quality of life (Álvarez-Salvago et al.  
2020). Broader societal change/awareness that reduces the 
emphasis on individuals having to advocate for themselves 
and repeatedly educate others on their experience is essential 
to support the wellbeing of this group and improve their experi-
ences of managing their health in the long-term.

Implications and Future Research

People seek help (or avoid doing so) for many reasons, many of 
which remain under-researched, leaving healthcare and societal 
awareness at suboptimal levels. Behavioral change interven-
tions are necessary to encourage both people with/seeking 
a diagnosis of endometriosis and health professionals to support 
help-seeking in an appropriate, timely fashion to minimize 
delays and distress associated with endometriosis. Some inves-
tigations of psychological/behavioral interventions exist, 
focussing on yoga and/or cognitive behavior therapy for 
improving quality of life (Boersen et al. 2021; Mikocka-Walus 
et al., 2021) or pain (Donatti, Malvezzi, Azevedo, Baracat, & 
Podgaec, 2022), and psychological interventions for improving 
pain, distress, sleep, and fatigue (Evans, Fernandez, Olive, 
Payne, & Mikocka-Walus, 2019; Van Niekerk, Weaver-Pirie, 
& Matthewson, 2019). mHealth and eHealth interventions also 
exist, using SMS-based messaging to provide reassurance and 
support in managing endometriosis (Sherman et al., 2022) and 
apps for pain management (Trépanier et al., 2023), without 
attention to the development of cognitive or behavioral skills. 
O’Hara et al. (2019) reported that no comprehensive investiga-
tions (and no randomized controlled trials) of endometriosis 
self-management interventions that were informed by 
a comprehensive definition and theoretical framework were 
available. Unfortunately, this remains the case; we could find 
no behavior change interventions targeting people with/seeking 
a diagnosis of endometriosis, nor targeting health professionals, 
despite the potential utility of these. For example, educational, 
skills-based interventions for health professionals that provide 
education on endometriosis (and gynecological health more 
broadly), guidance on appropriate responses to gynecological 
health disclosures, along with prioritization of gynecological 
health issues by targeting of long waiting lists, will help to 
minimize issues of mistrust and dismissal experienced by 
those with endometriosis.

These findings underpin a range of potential interventions 
that could influence capability (communication and coping 
skills development), opportunity (education to address socie-
tal norms surrounding women’s health, targeting dismissal, 
stigma, and disempowerment) and motivation (e.g., improv-
ing confidence and trust in the health system). Each domain 
can be mapped on to the Behavior Change Wheel (a method 
of intervention design; Michie, van Stralen, & West, 2011), 
so that optimum BCTs can be selected to maximize potential 
behavior change. For example, psychological capability, 
influenced by the domain of “beliefs about consequences”, 
prevented people from seeking help and may be targeted with 
BCTs such as “covert learning” or “comparison of out-
comes”, whilst social opportunity, impeded by “social influ-
ences”, may be enhanced with “social support” and 

“antecedents” (including restricting the physical and social 
environment). The use of the Behavior Change Wheel in this 
way can help to inform future interventions through a range 
of policy categories such as communication and marketing 
(reflective motivation, social opportunity), environmental 
and social planning (physical opportunity), fiscal measures 
(physical opportunity), legislation (physical opportunity) and 
service provision (automatic motivation; Michie, van Stralen, 
& West, 2011).

Strengths and Limitations

The use of the TDF and COM-B model allows the barriers to, 
and facilitators of, help-seeking identified in the present study to 
be mapped onto a number of theoretical domains of health 
behavior (Cane, O’Connor, & Michie, 2012). This has the advan-
tage of enabling the development of a theoretically driven indi-
vidually tailored intervention to support and empower people 
with endometriosis to seek help for their symptoms as recom-
mended in MRC guidance (Craig et al., 2008) and provides the 
foundation for developing theory and evidence-based interven-
tions to improve outcomes for people with endometriosis.

The relatively large sample size (for a qualitative study), 
along with the use of both interview and qualitative survey 
data, allowed for a broad and in-depth understanding of 
experiences. While we have drawn inferences from the data 
regarding the importance of the barriers identified based on 
prevalence within the data, a fuller understanding of the ways 
in which people with endometriosis would prioritize these 
barriers is needed, through a large-scale quantitative explora-
tion. Likewise, additional work is required with HCPs to 
establish the barriers and facilitators to effective and com-
prehensive care provision from their perspectives.

Conclusion

This is the first study to identify barriers and facilitators of 
help-seeking in light of established behavioral change theory 
and frameworks for intervention design. This work provides 
a comprehensive explanation of why people do/do not seek help 
for endometriosis and represents the necessary first step in the 
development of complex interventions to improve help- 
seeking, communication, diagnosis rates, and pain management 
for people with endometriosis. In future research, we will use 
the behavior change wheel to systematically develop an inter-
vention to improve help-seeking in endometriosis. Developing 
such an intervention that targets these salient barriers to help- 
seeking will have greater potential to change behavior.
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