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Objectives: To understand the experiences and satisfaction with menopause care for women with autoimmune diseases.
Study design: Exploratory, mixed-methods study (between December 2024 and March 2025) using an online survey for peri-, menopausal, and postmenopausal individuals (>18 years), with and without confirmed auto​immune diagnoses. Survey participants were purposively selected for semi-structured interviews.
Main outcome measures: Satisfaction with menopause care as measured across nine (co-designed) domains of: availability and access to clinicians, clinicians’ knowledge, involvement in decision-making, consideration of primary disease, clinicians' empathy for physical and mental health symptoms, continuity and follow-up support, information received, flexibility in treatment. Other outcomes included qualitative themes from interviews with patients, types of clinicians consulted for menopause and reasons for seeking private menopause care and process measures of access to care.
Results: Satisfaction was significantly lower amongst women with autoimmune diseases (n = 3754) than those without autoimmune diseases (n = 480) across the nine metrics studied (p < 0-001). Qualitative analysis identified three themes: (1) menopause care was reactive and dependent on patients advocating for themselves; (2) there was fragmented and siloed care between specialties, with limited integration of the intersection be​tween autoimmune diseases and menopause; and (3) mental health concerns often overshadowed menopause and autoimmune disease symptoms.
Conclusion: The menopausal transition must be recognised as a unique stage in the management of autoimmune diseases. Our study suggests that menopause advice and care would benefit from increased clinician proactivity, empathy and knowledge. Greater evidence to inform clinical guidance and interdisciplinary training and inte​gration is required.
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1. Introduction
Menopause is a process of physiological change that involves the decline of ovarian function and commonly leads to hormonal, metabolic and psychological changes that impact a woman's health, well-being and quality of life [1]. The menopausal transition begins with peri​menopause where periods, symptoms and hormone levels fluctuate for most women, often many years before the cessation of menstruation. While menopause remains a universal occurrence, there are significant variations in experiences, including the age of onset of menopause and nature of symptoms across various ethnicities [1].
For patients with autoimmune diseases, menopause and its treatment via menopausal hormone therapy (MHT, also known as hormonal replacement therapy or HRT) presents additional complications and challenges [2]. Menopause-related hormone fluctuations may directly impact immune regulation [3], potentially resulting in improved disease activity for some patients with certain diseases (such as systemic lupus erythematosus - SLE) [3,4] or worsened disease activity for others, for example, in rheumatoid arthritis [3,5,6]. In other diseases such as Sjogren's, systemic sclerosis and inflammatory myopathies, the influ​ence of menopause is unclear due to a paucity of research [3].
Symptom attribution is also complicated for patients with autoim​mune conditions as there is significant overlap between menopause transition symptoms and those of disease flares, such as musculoskeletal pain, mental health symptoms, fatigue and sleep disturbances [3]. The scientific understanding of their interplay is incomplete, leading to additional complications in co-ordinating care that often involves several different clinician specialities. Limited research, lack of guide​lines, and fragmented communication between primary and secondary care [7,8] add to these challenges, making patient-centred evaluations of this crucial phase of care necessary.
Nascent research suggests that individuals with chronic illnesses experience more acute menopause symptoms than those without such conditions [9]. However, there is a dearth of such empirical research focusing on autoimmune conditions. Thus, it is important to evaluate whether - and to what extent - gaps in menopause care uniquely affect patients with autoimmune diseases compared to those without such conditions.
The purpose of this study was to assess the satisfaction with meno​pause care and support experienced by individuals with autoimmune diseases, and compare it to experiences of those without autoimmune diseases. The study includes patient and public involvement, and aims to provide patients' perspectives and generate evidence for future en​deavours to reduce any gaps identified in unmet needs.
2. Methods
2.1. Design
This was an explanatory sequential mixed-methods study using a co​designed survey and in-depth qualitative interviews. No target number was set on survey sample size to obtain as many views as possible.
2.2. Inclusion criteria
The study included individuals aged 18 or above who self-reported their menopause stage as perimenopause, menopause, or post​menopause (natural or iatrogenic) and confirmed that they had a med​ical diagnosis on clinical correspondence of at least one autoimmune disease. The control group consisted of individuals at these stages of menopause without autoimmune conditions.
2.3. Procedure
An online questionnaire was co-designed on Qualtrics, based on a review of patient priorities, relevant literature, and the need to gather both quantitative and qualitative data. It consisted of co-designed questions related to autoimmune diseases and satisfaction regarding domains of care such as consultations, treatments, information received, support and follow up offered, private healthcare, and types of clinicians consulted.
The questionnaire was piloted by members of the research team and public for one month before its distribution, during which any required changes were implemented. A copy of the original questionnaire, without questions regarding autoimmune diseases, was used as a survey for non-autoimmune disease populations (henceforth, respondents for this survey are referred to as the general population). These surveys were disseminated online using social media platforms (Instagram, X - formerly Twitter, Facebook, Reddit, BlueSky), and through partnerships with charities, professional networks and patient support groups. Pa​tients were encouraged to share relevant surveys amongst their friends and families. To increase the accessibility of the patients' survey, it was translated into French, German, Italian, and Spanish by volunteers (who were native speakers) and cross-verified by members of the public. Data were collected over a period of four months, from December 2024 to March 2025. Patient and public involvement was integrated throughout each stage of the study, including survey design, piloting, data analysis, and dissemination.
In-depth qualitative insights were obtained through semi-structured interviews amongst survey participants who consented to be contacted for an interview. Interviewees were selected using purposive sampling based on their sociodemographic characteristics, disease types, and satisfaction levels. The interview schedule contained questions about experiences with menopause care, satisfaction with care, challenges, unmet needs and suggestions for improving care. Interviews were con​ducted on Microsoft Teams by an experienced female pre-menopausal researcher. They were audio-recorded and transcribed with consent. Interviews averaged 54 min in duration.
2.4. Ethical approval and consent
The Menopause MATTERs (Menopause And TreaTment Experiences in Rheumatic diseaseS) study received ethical approval from the Uni​versity of Cambridge psychology research ethics committee (PRE.2024.062). All participants provided written (electronic) informed consent at the start of the survey, and further verbal recorded consent before interviews.
2.5. Analysis
Data were cleaned and disease groups were categorised into Systemic Autoimmune Rheumatic Diseases and Autoimmune Non- Rheumatological Diseases. Quantitative data were analysed through descriptive statistics and chi-squared tests using SPSS v30. Qualitative data were analysed using thematic analysis in NVivo v.14. This process involved verbatim transcription of the interviews, thorough familiar​isation and immersion with the transcripts, and initial coding to label sections of the transcripts with codes [10]. An inductive and deductive approach was jointly used. Similar codes were grouped together to identify broader themes, which were sent to the wider team for being reviewed, discussed, refined and then named. Finally, quantitative and qualitative findings were compared and triangulated, including discus​sions of any deviant cases to provide a comprehensive understanding of patient satisfaction with menopause care.
3. Results
The study included 3754 patients and 480 general population re​spondents, the majority of whom were based in the United Kingdom (73 % and 82 % respectively) and were white (93 % and 91 %). The full survey was completed by 82 % of respondents. The largest proportion of patients and general population respondents were aged 50-59 years (32 % and 37 % respectively) (Table 1).
In terms of menopausal status, 57 % of patients were post​menopausal (compared to 44 % of general population respondents). Autoimmune thyroid disease (23 %), Sjogren’s (14 %), and systemic lupus erythematosus (SLE) (12 %) were the most common conditions. Of the N = 21 patient interviewees, 81 % were from the UK and 80.9 % were white.
The quantitative data is presented first with illustrative quotes from the qualitative data where applicable. This is followed by the presen​tation of the three themes generated directly from the qualitative data.
3.1. Types of clinicians consulted by autoimmune disease patients
The most frequently consulted clinicians for autoimmune patients for menopause were general practitioners (GPs) (46.7 %), followed by gynaecologists (18.6 %) and rheumatologists (8.6 %) (Fig. 1). GP nurses, other unspecified providers, endocrinologists, menopause specialists, rheumatology nurses, psychiatrists and unspecified providers were also consulted.
3.2. Autoimmune disease patients seeking private menopause care
Amongst patients who had sought private menopause care (14.5 % of the total sample), the most common reason was dissatisfaction with public healthcare systems (31.9 %) (Fig. 2). Qualitative data showed a pattern of patients often mentioning excessive waiting times in the public system, frustrations with misdiagnoses, a sense of not feeling heard or believed by clinicians, concerns about clinicians being ill- equipped to manage their case, and inadequate specialist referrals as related reasons.
Some participants cited that the urgency of treating debilitating symptoms made private care their most viable option. Time-related factors like quicker treatment access (25.3 %), faster advice (24.1 %), and expedited diagnosis (19.5 %) were also common reasons for seeking private care. Some participants mentioned that they had been advised by their general practitioners to seek private healthcare for the afore​mentioned reasons. Often, participants highlighted that complex cases such as autoimmune diseases require longer consultations, which are typically not feasible in clinic appointments via the public health system:
“I paid to get HRT advice because I wanted a longer conversation than the 5 minutes with a GP."
(SD01439, Thyroid, UK)
Other reasons for seeking private care included structural factors, such as private healthcare being the standard in their country, holding private insurance coverage (for example, through their workplace) and for gaining access to MHT through private care. Several participants, especially those from countries in which healthcare is mostly privatised, reported that private healthcare pathways are the most efficient routes to accessing specific MHT medications.
3.3. Number of visits and time taken to reach satisfactory care amongst autoimmune disease patients
Fig. 3 shows the number of visits to clinician(s) and time taken to obtain satisfactory menopause advice/care amongst patients with autoimmune diseases who reached it. Satisfactory care after a single visit to the clinician was reported by 36 % of the respondents, while 27 % patients required two visits. Additionally, 32 % of respondents required less than three months to obtain satisfactory care, and 16 % of respondents took between one to two years. Note that at the time of survey completion, 22 % of respondents for the number of clinician visits and 27 % of respondents for time taken to reach satisfactory care had not yet obtained care that could be classified as "satisfactory”. These groups have been omitted from calculations and graphs in Fig. 3 as they
Table 1
Participant characteristics (n = 3754 patients and η = 480 general population).
	Characteristic
	Number of survey participants (and percentage)
	Interview participants numbers (and percentage)
	Non-autoimmune disease participants numbers (and percentage)

	Main diagnosis on clinic letters
	
	

	Autoimmune
	854 (22.7)
	0 (0)
	NA

	thyroid disease
	
	
	

	Sjogren’s
	530 (14.1)
	4(19)
	NA

	Systemic lupus
	442 (11.8)
	2 (9.5)
	NA

	erythematosus
	
	
	

	Rheumatoid arthritis
	376 (10)
	4(19)
	NA

	Antiphospholipid
	333 (8.9)
	2 (9.5)
	NA

	syndrome
	
	
	

	Vasculitis
	230 (6.1)
	2 (9.5)
	NA

	Scleroderma
	212 (5.6)
	2 (9.5)
	NA

	Other inflammatory
	191 (5.1)
	0 (0)
	NA

	arthritis
	
	
	

	Polymyalgia
	111 (3)
	1 (4.8)
	NA

	rheumatica
	
	
	

	Autoimmune
	109 (2.9)
	0 (0)
	NA

	dermatological
	
	
	

	Undifferentiated
	65 (1.7)
	0 (0)
	NA

	connective tissue
	
	
	

	disease
	
	
	

	Myositis
	59 (1.6)
	0 (0)
	NA

	Autoimmune
	87 (2.3)
	0 (0)
	NA

	gastrointestinal
	
	
	

	Mixed connective
	40 (1.1)
	1 (4.8)
	NA

	tissue disease/
	
	
	

	overlap
	
	
	

	Multiple sclerosis
	29 (0.8)
	2 (9.5)
	NA

	Type 1 diabetes
	21 (0.6)
	0 (0)
	NA

	Autoimmune
	16 (0.4)
	0 (0)
	NA

	encephalitis
	
	
	

	Other
	49 (1.3)
	1 (4.8)
	NA

	Age range (in years)
	
	
	

	Less than 40
	116 (3)
	0 (0)
	25 (5.1)

	40-49
	632 (16.8)
	3 (14.3)
	97 (20.1)

	50-59
	1187 (31.7)
	8 (38.1)
	179 (37.5)

	60-69
	1035 (27.6)
	7 (33.3)
	93 (19.3)

	70-79
	641 (17.1)
	3 (14.3)
	70 (14.7)

	80+
	71 (1.7)
	0 (0)
	12 (2.4)

	Missing
	72 (1.9)
	0 (0)
	4 (0.8)

	Country/continent
	
	
	

	UK
	2748 (73.1)
	17 (81)
	394 (82.2)

	USA
	372 (9.9)
	3 (14.3)
	32 (6.7)

	Canada
	124 (3.3)
	0 (0)
	3 (0.6)

	Rest of Europe
	238 (6.6)
	0 (0)
	18 (3.8)

	Africa
	82 (2.2)
	1 (4.8)
	3 (0.6)

	New Zealand
	63 (1.7)
	0 (0)
	11 (2.3)

	Asia
	44 (1.2)
	0 (0)
	12 (2,5)

	Australia
	37 (1)
	0 (0)
	5 (1)

	Latin America & the
	29 (0.8)
	0 (0)
	2 (0.4)

	Caribbean
	
	
	

	Ethnicity
	
	
	

	White
	3487 (92.9)
	17 (80.9)
	436 (90.8)

	Asian
	70 (1.9)
	3 (14.3)
	22 (4.6)

	Mixed or Multiple
	64 (1.7)
	1 (4.80)
	6 (1.3)

	Ethnicities
	
	
	

	Hispanic or Latino/
	44 (1.2)
	0 (0)
	1 (0.2)

	a/x
	
	
	

	Blade or African
	40 (1.1)
	0 (0)
	7 (1.5)

	Other
	32 (0.9)
	0 (0)
	6 (1.3)

	Prefer not to say
	17 (0.5)
	0 (0)
	0 (0)

	Self-reported stage of menopause
	
	

	Perimenopausal
	958 (25.5)
	0 (0)
	171 (35.6)

	Menopausal
	656 (17.5)
	7 (33.3)
	98 (20.4)

	Postmenopausal
	2140 (57)
	14 (66.7)
	211 (44)


(continued on next page)
Table 1 (continued)
	Characteristic
	Number of
	Interview
	Non-autoimmune

	
	survey
	participants
	disease

	
	participants
	numbers (and
	participants

	
	(and
	percentage)
	numbers (and

	
	percentage)
	
	percentage)

	Status of MHT usage Never taken MHT
	2067 (59.9)
	4(19)
	265 (55.2)

	Currently taking
	709 (20.6)
	9 (42.9)
	126 (26.3)

	MHT
	
	
	

	Taken MHT in the
	662 (19.2)
	8 (32)
	80 (16.7)

	past but not currently
	
	
	

	Prefer not to say
	10 (0.3)
	0 (0)
	9(1.9)

	Self-reported income status
	
	

	Living very
	472 (12.6)
	6 (28.6)
	79 (16.5)

	comfortably on present income
	
	
	

	Living comfortably
	1478 (39.4)
	5 (23.8)
	223 (46.5)

	on present income Getting by on
	1107 (29.5)
	8 (38.1)
	116 (24.2)

	present income Finding it difficult
	387 (10.3)
	2 (9.5)
	28 (5.8)

	on present income Finding it very
	205 (5.5)
	0 (0)
	15 (3.1)

	difficult on present income
	
	
	

	Missing
	105 (2.8)
	0 (0)
	19 (3.9)

	Highest education level received
	
	

	Up to lower
	342 (9.1)
	0 (0)
	22 (4.6)

	secondary education
	
	
	

	Upper secondary
	270 (7.2)
	2 (9.5)
	24 (5)

	education
	
	
	

	Post-secondary, non-
	709 (18.9)
	5 (23.8)
	76 (15.8)

	tertiary education
Bachelor’s or
	1035 (27.6)
	8 (38.1)
	158 (32.9)

	undergraduate level
	
	
	

	Master’s or
	573 (15.3)
	3 (14.3)
	117 (24.4)

	equivalent level
Doctoral or
	149 (4)
	3 (14.3)
	37 (7.7)

	equivalent level Missing
	676 (18)
	0 (0)
	46 (9.6)


might represent individuals at any stage in the care seeking journey.
3.4. Satisfaction with menopause care amongst people with and without autoimmune diseases
Satisfaction with care for menopause and its treatment was assessed using nine distinct co-designed metrics for the SARDs, autoimmune non​rheumatic disease and general population groups (Fig. 4). Three response categories are presented in Fig. 4: satisfied (green), neutral (yellow), and dissatisfied (red). For all domains of satisfaction, re​spondents with autoimmune non-rheumatic conditions reported the lowest satisfaction levels, followed by patients with SARDs. Non- autoimmune disease (general population) participants consistently re​ported the highest levels of satisfaction. Differences amongst the groups were statistically significant for all satisfaction domains.
Autoimmune non-rheumatic patients expressed the greatest dissat​isfaction with both availability and ease of accessing clinicians (40 % dissatisfied; x2 = 55.99, p < 0.001) and clinicians' knowledge (36 % dissatisfied; x2 = 37.64, p < 0.001), compared to SARDs and the general population. Satisfaction with involvement in treatment decisions was also significantly different across the three groups (x2 = 47.66, p < 0.001), with autoimmune non-rheumatic disease patients again report​ing the least involvement.
Between the two disease groups, satisfaction with the consideration of primary disease during menopause care differed (x2 = 61.66, p < 0.001): 49.2 % of autoimmune non-rheumatic disease respondents re​ported dissatisfaction, compared to 32.6 % of SARDs.
Satisfaction with clinician empathy for both physical symptoms (x2 = 40.02, p < 0.001) and mental health symptoms (x2 = 26.39, p < 0.001), showed statistically significant differences between the three groups. Notably, across all three groups, there existed lower satisfaction with clinicians’ empathy for mental health than for physical symptoms (x2 = 32.09, p < 0.001). For example, in the non-rheumatic disease group, satisfaction with mental health empathy was 36.59 %, compared to 43.69 % for physical symptoms.
In the domain of continuity of care and support, autoimmune non​rheumatic patients were also least satisfied compared to SARDs and general population with follow-up support (x2 = 59.06, p < 0.001), with only 26.24 % expressing satisfaction. Statistically significant differences were also observed in the following: satisfaction with information received (x2 = 35.35, p < 0.001) and flexibility in treatment or dosage adjustments (x2 = 41.08, p < 0.001).
The following themes were generated directly from the qualitative data: 1) autoimmune disease patients receiving proactive instead of reactive care, 2) siloed care and, 3) the overshadowing of autoimmune disease and menopause symptoms by their mental health concerns.
3.5. Theme 1: reactive care and the burden of patient self-advocacy
A lack of clinicians’ proactiveness or initiation of menopause care was identified as a pattern in the qualitative data from autoimmune disease patients. In cases where menopause care was provided, it was typically reactive, meaning that clinical support was provided only in reaction to a patient's explicit request for it.
Often, patients who did not actively advocate for themselves or enquire about menopause typically received ‘'non-existent" support (ΚΙ, SLE/APS, UK). Since menopause was not actively asked about, identified or integrated in consultations by clinicians, care was contingent on pa​tients’ demand instead of the foresight of healthcare providers. Thus, patients who did not request menopause care generally expressed that they missed out on it altogether:
"I didn't have any [support]... I didn't seek any help and nobody really asked me about it."
(K7, RA, UK)
Some patients reported internalising the lack of proactiveness from clinicians, thus perpetuating the cycle of silence around menopause care. They questioned whether seeking clinical support was a viable option, since menopause was widely understood as a natural stage of life requiring minimal discussions or interventions.
"I don't know that I had much support during those menopause years. ... Andihave to be fair at this point and say I don’t know how much I sought it. It could be more to do with the fact that us women think we should go on with these things on our own and deal with it."
(K13, RA, UK)
Individuals who received any meaningful form of menopause care often reported that they were only able to obtain it due to their own efforts such as self-education, prior knowledge (for example, through higher education), or via social networks. Other patients mentioned that the burden of identifying menopause as an issue and conducting inde​pendent research to undertake action usually fell entirely on them. This included the onus of deciding who to ask, how to ask and what to ask:
"In the menopause stuff, I had to do my own reading and my own research till I could figure it out. I had to find a good psychiatrist who could explain to me that this is part of anxiety, that my memory issues and all... I could have definitely used more support and I actually worry about people who are not in the medical system, who don’t know how to navigate it, who
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can't speak up for themselves, how they’re marginalized. If I had trouble and I had doctors rolling their eyes at me, how are they treating other people?"
(K12, Vasculitis, USA)
Amongst those who received care, a common pattern observed was their shared concern for other patients who might be unaware or unable
to raise menopause-related concerns in clinical settings. For example, a deviant case amongst the interviewees as they reported high levels of satisfaction with menopause care, expressed:
"Their [clinicians'] only flaw would be that nobody said anything about it [menopause] at all. That would be the failing. There are going to be tons of people who would never even think to ask."

Number of Clinician Visits and Time Taken to Reach Satisfactory Care (Among Those Who Obtained It)
Number of Clinician Visits Before Satisfactory Menopause Advice/Treatment (n=1692)
(n=66)
(n=577) but less than 6 months
(n=261)
less than 1 year (n=284)
(n=290)
(n=174)
(n=90)
(n=45)

Time Taken to Reach Satisfactory Care (Among Those Who Obtained It) (n=1787)
Fig. 3. Number of clinician visits and time taken to satisfactory care amongst autoimmune disease patients who obtained it.

(K10, AxSpo, UK)
3.5.1. Subtheme 1.1: inadequate discussion of treatment options
Many participants mentioned that clinicians' discussion of treatment options, particularly MHT, was surface-level, incomplete or inadequate. MHT was either not mentioned at all or not discussed in enough detail - for example, discussions on potential alternatives, risks, and effects of MHT on their disease were lacking:
“That was not a direct communication with me at any point suggesting: would this [MHT] be something that might be helpful for you? That did not happen at all."
(K1, SLE and APS, UK)
Even when MHT was mentioned, benefits were discussed in isolation without enough consideration to risks, especially considering their autoimmune condition and the potential of flares.
Several participants expressed that clear choices were rarely pre​sented, and consideration of their medical risks for the prescription of MHT was missing or inadequate.. Discussions regarding MHT were
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Fig. 4. Satisfaction with menopause care.
SARDs refers to systemic autoimmune rheumatic disease, which includes antiphospholipid syndrome, myositis, systemic lupus erythematosus, multiple connective tissue disease/overlap, polymyalgia rheumatica, rheumatoid arthritis, other inflammatory arthritis, Sjogren’s, Scleroderma, undifferentiated connective tissue dis​ease, vasculitis. Autoimm non-Rheum refers to autoimmune non-rheumatic diseases: autoimmune encephalitis, inflammatory bowel disease, autoimmune derma​tological conditions, multiple sclerosis, thyroid disease, Type 1 diabetes, other autoimmune gastrointestinal conditions.

sometimes described as rushed, akin to the prescription of "some tablets to take" (Κ5, SSc, UK) instead of an intervention that requires deeper considerations of the patients' lifestyles and other medical history:
“[HRT] was a medication that was supposed to give me a slight bleed, but because I'd had radiotherapy, it had sealed my cervix up... the slight bleed that I should have had didn’t happened... it was storing in my body and then it exploded in it in effect... I don’t think they [clinicians] explained it that well... they could have explained it better to me and give me more warning and more time to think about it... Nothing else was offered to me."
(Κ5, SSc, UK)
For some patients, clinicians’ decisions regarding MHT or alternative treatments without bidirectional communication and further explana​tions felt final and non-negotiable. A clear pattern of some participants reporting feeling uninformed, unsupported, alienated and weak emerged from such experiences:
"His [clinician’s] only option was to say, well, you know, have a hys​terectomy, that will get rid of it. There wasn't a great deal of support at that time. I didn't feel that I knew what I could do with my life, I felt they’d taken it out of my control. They said you can’t have HRT anymore to control how your periods are. We haven't anything else to offer you, but you can’t go back on it. And that was difficult... But I don’t know what would have happened if they'd left me on HRT. If I’d been able to continue. I have no idea. But I didn't get a huge amount of support from the NHS doctors... One was left feeling that you re just a bit of a wimp of a woman who can't manage [menopause]."
(K13, RA, UK)
3.6. Theme 2: siloed care between menopause and autoimmune diseases
Participants who consulted different specialties for their care frequently mentioned that menopause and autoimmune conditions were addressed and treated as separate clinical issues. Patients reported how clinicians did not discuss the intersection of menopause and their autoimmune diseases: for example, rheumatologists often did not enquire about menopausal status or treatments, while gynaecologists did not ask about autoimmune conditions for consideration into treat​ment and care:
"They [rheumatologists] found that difficult to be able to manage those [menopausal] symptoms, the menopause, because it was just going crazy and because I am being managed on the HRT."
(Κ6, Ssc, UK)
A common concern raised was the lack of integrated training for clinicians in different specialties which may act as a barrier to comprehensive care. Nevertheless, there was a strong underlying cur​rent in participants’ demand for holistic care that acknowledged hor​monal aspects of autoimmune conditions:
"My gynae did not really go much into the menopause plus lupus, so it is lacking a little bit on that front, but I think that is probably because the medical fraternity does not know that much about the two together."
(K11, SLE, South Africa)
Participants frequently called for increased communication, corre​spondence and coordination between their healthcare providers. Some patients mentioned barriers caused by differing systems between hos​pital trusts making data access and sharing difficult. Holistic care was reported as challenging if specialist care was provided from more than one hospital, or where primary and secondary care providers did not meaningfully collaborate. There was a pattern of patients feeling like their care was isolated, requiring individual effort to transfer details between providers.
3.7. Theme 3: mental health symptoms overshadowing menopause and autoimmune diseases
Participants reported that clinicians often framed poor mental health as the catch-all cause of menopause and autoimmune disease symptoms, instead of considering the opposite wherein menopause and/or auto​immune diseases could be the direct or indirect cause of poor mental health. As a result, participants sometimes expressed feeling dismissed or belittled.
"Probably the same for lots of people with autoimmune disorders, I feel if you mention that you're depressed or your mental health issues or that you’ve got menopausal problems, then it's far too easy for them to blame all on that. I feel that belittles the patient... You're treated as if you’re stupid. You’re treated as if you're just being overly anxious, as if there’s nothing wrong with you, as if it's just your age... Spoken to very badly, even before a single word just come out your mouth."
(Κ3, Sjogren’s, UK)
In cases where patients were confused or unaware of their menopause-related mental health symptoms, raising such concerns with clinicians revealed a pattern of diagnostic oversimplification, leading to inadequate addressal. Some patients reported feeling like "a hysterical female" (Κ3, Sjogren’s, UK) due to the dismissal of mental health symptoms:
"I had approached her [clinician] when I first started developing the anxiety, which now in retrospect!know was related to menopause. But at that time I didn’t know what was causing it and why I went from a very calm person to... freaked out about everything... she kind of blew it off. And then I saw one psychiatrist, 'cause I said I need to see someone who can help me, and that psychiatrist also kind of blew it off... I think that was terrible that she did not recognize there was a menopausal component to it.”
(K12, Vasculitis, USA)
4. Discussion
Findings from our mixed methods study demonstrated that between 25 % and 50 % of perimenopausal/menopausal women with autoim​mune diseases are dissatisfied with their menopausal care in all the satisfaction domains studied. Interview analyses suggested that meno​pause care was prompted largely by patient request rather than being a planned phase of care. If menopause was discussed, many participants reported brief, incomplete, or one-dimensional conversations with cli​nicians regarding treatment options such as MHT. In addition, medical care was reported as siloed - clinicians providing care for the meno​pausal transition were often different from the patients’ usual specialist, limiting coordination. The interaction between autoimmune diseases and menopause was also reportedly not commonly considered by cli​nicians. Additionally, the possibility of alleviating mental health symptoms by treating the underlying condition tended to be overlooked.
We also identified a disparity within disease groups which has not been previously researched: autoimmune non-rheumatic disease pa​tients had worse satisfaction with care compared to those with SARDs. However, these high dissatisfaction results require more research as they predominantly represent of the viewpoints of the autoimmune thyroid patients which made up the non-rheumatic disease patients group’s majority.
Our findings are in accordance with recent reports that compre​hensive and high-quality menopause care is inaccessible to many [11]. Our findings must be considered within the wider landscape of contention generated in part by the Women’s Health Initiative trials; their preliminary findings resulted in widespread misinterpretations and a prominent decline in uptake of MHT due to a fear of increased cancer risk [12]. Despite subsequent studies contradicting these results, clinician and patient confidence in the safety of MHT continue to be undermined [13] even while MHT is now accepted as a core component of menopause care [14-17].
Both autoimmune and non-autoimmune disease patients reported lower satisfaction with clinicians' empathy for mental health symptoms compared to physical symptoms. Findings amongst the general popu​lation are consistent with our results [18]; however, we found that the perceived clinician empathy further decreased for autoimmune disease patients. Possible reasons include short consultation timings for chal​lenging cases, and a lack of clinician training and inter-speciality teamwork to holistically address mental health. Our data suggests that a common and potentially dangerous oversimplification considers mental health problems as the primary explanation for pain or symp​toms, whilst these may actually be caused or exacerbated by autoim​mune conditions and/or menopause. The literature reports that women presenting with a nexus of symptoms due to chronic diseases are more likely to be "assigned psychological explanation models”, often making them feel belittled or dismissed. This can then require them to calculate how they present themselves in clinics so as to appear genuinely sick but not "mentally unstable” [19]. This is especially problematic for the most unwell patients and in the context of menopause, whose well- established effects on mental health [1] should not be downplayed or masked.
Previous research has shown that general practitioners are usually the first, often the only, point of contact for menopause-related concerns [20]. It must be noted that a majority of participants in our study resided in the United Kingdom (74.2 %), usually gaining access to primary care physicians first through the National Health Service, although some sought private healthcare, largely due to delays. For a physiological phase as universal as menopause this raises concerns about equity as it can be unaffordable or inaccessible to people from socioeconomically disadvantaged communities [21]. This may be compounded in auto​immune disease patients by their concurrent expenditure on their existing long-term condition.
Especially for women belonging to minoritised ethnicities, meno​pause goes beyond a physiological or biological occurrence - it is framed by cultural connotations [22]; and as with many facets of women’s health, it can be difficult for some to discuss. Cultural taboos regarding menopause and its symptoms, communication differences between pa​tients and clinicians, and misinformation about menopause further inhibit women from accessing appropriate care [23]. For example, in​dividuals experiencing early perimenopause or menopause which could be linked to a patient’s underlying autoimmune condition [3] or ethnicity - they may be dismissed as being "too young” to undergo menopause, leading to misdiagnoses, disengagement and frustration [18]. Additional inequities were identified in patients' descriptions of the emotional and logistical burden of identifying menopause as a relevant issue, researching treatments, and self-navigating the system on top of their existing healthcare burdens. These tasks require health lit​eracy, confidence, and persistence, and may not be possible for the sickest or systemically disadvantaged patients.
Other difficulties for this patient population include the complexity of most autoimmune diseases, and the overlap in many autoimmune and menopause symptoms (for example, joint pains, fatigue, mental health symptoms). This increases the difficulty for both clinicians and patients in detecting, differentiating in terms of attribution, and managing, menopausal issues. While interdisciplinary care is generally advocated for the management of chronic diseases [3], our study suggests that they are not commonly applied in menopause care.
4.1. Recommendations
On a societal level, there is a need for information, education and communication surrounding menopause and autoimmune conditions. However, care must be given to the fact that the “normalisation” of menopause should not translate into an expectation for women to endure the challenges of this “natural” phenomenon without seeking medical support.
Healthcare systems should incorporate training for clinicians and nurses that acknowledges the influence of hormones on autoimmune diseases. Effective care in women’s health cannot be separated from its cultural dimensions, which also requires attention from healthcare providers. Models of multidisciplinary care or joint clinics can improve the continuity of support for such populations, while the involvement of patients in clinical services could increase trust and responsiveness.
A major reason why limited knowledge and training in the inter​section of menopause and autoimmunity exists amongst clinicians is due to inadequate data and the prioritisation of immediate concerns within each specialist's fields. Further research must incorporate the perspec​tives of clinicians to understand these gaps. Moreover, the present manuscript does not analyse the associations of socioeconomic charac​teristics with satisfaction and dissatisfaction in different groups. Future research could assess the association of dissatisfaction with socio​economic status, and must also ensure greater representation of women from minoritised ethnicities and low-resource settings, where experiences and barriers may differ.
4.2. Strengths and limitations
Diseases and stages of menopause were self-reported by patients and were not verified by the study team or clinical records. Although we provided lay descriptions (see Supplementary information), the defini​tion of what constitutes perimenopause is not universally standardised and could be potentially misattributed. Additionally, data collected from post-menopausal participants is retrospective in nature, which could lead to recall bias. The survey's considerable length (requiring around 50-60 min for completion) may have led to respondent fatigue or incomplete responses.
This study is the first of its kind to address menopause care amongst autoimmune disease patients and contains extensive international re​sponses (n = 3754). However, generalisability is reduced due to the sample being predominantly White and from Western countries. The online recruiting will have excluded the most disadvantaged who may face even greater barriers accessing menopause care than those described here. Although we made extensive efforts to increase the reach of the surveys, including through community events for under-served populations, future work should focus further on the experiences of patients from underrepresented groups to capture additional nuances. While results may be relevant to other long-term conditions with com​plex pathways of care, generalising results must be exercised with caution.
Strengths include our multidisciplinary team of researchers, clini​cians, and patients, with patients being the core at every stage of the study. Patient and public involvement significantly shaped the process and outcomes of the study, and added lived experience with minimal barriers, mainly related to health and scheduling. This strengthened our qualitative analysis as multiple individuals from diverse backgrounds reviewed and refined the thematic analysis. Finally, the survey and paper were co-produced by patients, whose perspectives are recorded and reported for a direct insight into the lived experiences of menopause and autoimmune disease care.
In conclusion, our results highlight that improving menopause care requires a shift from the current reactive and fragmented healthcare provision to care that is proactive, integrated, and empathetic. Meno​pause must be recognised as a key stage in the management of auto​immune diseases. Appropriate information and support should be provided to all women, not just those who are proactive or who can pay for it.
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Fig. 1. Specialties of clinicians consulted by autoimmune disease patients for changing hormones/hormone therapy (note: some participants may have consulted more than one speciality).








