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Abstract
Background  Premenstrual Dysphoric Disorder (PMDD) is a premenstrual condition that affects 3–8% of the US 
population, yet knowledge on treatment and consistent diagnostic testing is lacking. While research concerning the 
epidemiology and pharmaceutical treatments for this condition has increased, there is a lack of qualitative studies 
on the experiences of patients who live with this condition. The aim of this study was to explore the diagnostic 
and treatment experiences of PMDD patients in the U.S. healthcare system and identify barriers to diagnosis and 
treatment.

Methods  This study uses a feminist framework with qualitative phenomenological methods. We recruited 
participants who identified as having PMDD, regardless of official diagnosis, through online forums within the U.S. 
PMDD community. The study conducted 32 in depth interviews with participants on their experiences with PMDD 
diagnosis and treatment. Thematic analysis methods revealed key barriers within the diagnostic and care process 
including patient, provider, and societal barriers.

Results  This study presents a PMDD Care Continuum that represents the timeline of participant experiences 
beginning from symptom onset towards official diagnosis, treatments, and ongoing management of the condition. 
Participant experiences demonstrated that much of the diagnostic and treatment processes were burdened on the 
patient, and that successful navigation within the healthcare system was dependent on high levels of self-advocacy.

Conclusions  This was the first study to describe the qualitative experiences of patients who identified as having 
PMDD in the U.S. Further research is needed to refine and operationalize diagnostic criteria and treatment guidelines 
for PMDD.
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Introduction
Premenstrual Dysphoric Disorder (PMDD) is a condi-
tion that affects 3–8% of menstruators, yet knowledge on 
treatment and consistent diagnostic testing is lacking [1, 
2]. PMDD is defined as a “cyclical recurrence of distress-
ing or impairing affective symptoms,” which must appear 
3–4 days before menstrual bleeding [3]. PMDD is char-
acterized by an abnormal response in the brain towards a 
normal monthly change in hormone levels post ovulation 
[3]. The Global Burden of Disease Study (GBD) estimated 
PMDD to be 0.5 on a scale from “0” (perfect health) to 
“1.0” (death) of health loss from disease, pointing to pub-
lic health relevance [4]. Furthermore, both the incidence 
of PMDD and related suicide reports are increasing glob-
ally [5]. Yet, only recently this condition started gaining 
recognition from medical professionals. In 2013, PMDD 
was included in the DSM-V as a distinct category, which 
lead to its subsequent inclusion in the 11th edition of 
World Health Organization’s (WHO) International Clas-
sification of Disease (ICD) [6–8]. Despite these advance-
ments, there are issues with PMDD diagnosis and 
treatment noted in the current literature [1, 2].

There are disparities in diagnostic tools and meth-
ods for PMDD, creating issues for diagnosis and proper 
treatment [9, 10]. Within the DSM itself, the crite-
ria have been evaluated as ambiguous, leaving most of 
the responsibility on the clinician’s ability to accurately 
assess and diagnose [11]. There is no universal standard-
ized diagnostic measuring tool assessing for PMDD [12]. 
Additionally, due to the lack of understanding of the eti-
ology of PMDD, lack of ability to test for biomarkers for 
PMDD, and the complex nature of the behavioral and 
affective symptoms, there are limited options for treat-
ment [13].

It takes an average of 20 years for women to be accu-
rately diagnosed and treated for PMDD [14]. However, 
there may be significant health benefits for women to 
receive timely diagnosis as women who are diagnosed 
later in life are more likely to attempt suicide [14]. Indi-
viduals with undiagnosed PMDD report impairment 
in work productivity, lost wages, and higher medical 
expenses [15, 16]. In general, women have been known to 
be mistreated in the U.S. healthcare system, waiting lon-
ger for medical attention or having their pain dismissed 
more than men [17–20]. Currently, only one qualitative 
study examined patient experiences with PMDD using a 
sample from the United Kingdom, suggesting a need for 
further research, particularly within the United States 
[14].

To develop an understanding of PMDD from the 
patient’s perspective, this study uses approaches from 
feminist phenomenology to explore the lived experi-
ences of individuals who identify as having PMDD [21, 
22]. Using a feminist perspective to gain understanding 

of this condition will disrupt the traditional androcentric 
biomedical discourse on PMDD. The aim of this study is 
to identify barriers to diagnosis and successful treatment 
of PMDD in the US healthcare system. This research is 
to our knowledge unique, as it describes the lived expe-
riences of patients with PMDD in the US. The results of 
this study will help to address the knowledge gap around 
PMDD by providing a qualitative sample of patients’ per-
spectives on their experiences within the US healthcare 
system.

Materials and methods
Participants and sample
The study context for this project was chosen as the 
United States patient population of PMDD. The eligibil-
ity criteria included: (1) anyone who identified as having 
PMDD, regardless of official diagnosis; (2) able and will-
ing to provide informed consent; (3) able to complete 
interview in English language; (4) US resident aged 18 
years and older. Participants were recruited in partner-
ship with the Non-Profit, International Association for 
Premenstrual Disorders (IAPMD) via online advertise-
ments. Snowball sampling was also used to recruit par-
ticipants through current participants and Non-Profit 
members. A total of 32 participants were recruited in the 
study in July 2021.

Data collection
Each confidential interview lasted about one hour and 
was conducted over Zoom or phone call. Participants 
were asked a series of questions pertaining to their expe-
riences with PMDD, their process of self-diagnosis or 
provider diagnosis (if relevant), their past and current 
methods of treatment, and their experiences in the US 
healthcare system. The interviews followed a semi-struc-
tured interview guide consisting of 25 questions (See 
Appendix A). Prior to the interview, oral consent was 
received. The interviews were recorded over Zoom, tran-
scribed, and de-identified by trained study members.

Data analysis
This study used a feminist phenomenological approach 
to explore the themes generated from the in-depth inter-
views to understand the lived experiences of patients with 
PMDD. By allowing participants to subjectively define 
whether they identified as having PMDD, phenomenol-
ogy was used to understand the perspective of the patient 
within the healthcare system. A feminist framework 
intends to understand a phenomenon through the eyes 
of marginalized groups, as it recognizes that marginal-
ized locations are epistemically superior in that they can 
deconstruct privilege and unveil previously unknown 
facts [22].
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A codebook was created using inductive and deductive 
methods (See Appendix B). A total of 6 coders split the 32 
transcripts evenly and coded simultaneously in MaxQDA 
software. Intercoder reliability was assessed through a 
comparison of coded transcripts from two independent 
and blinded coders. Intercoder reliability scores were not 
calculated. The broad themes that emerged from the con-
ceptual model were confirmed by constantly going back 
to participant narratives, repeating data searches, and 
reviewing codes. Analysis consisted of coding data by 
inductive and deductive themes, conducting structured 
comparisons across the sample, developing thick descrip-
tions, categorizing themes, and conducting case and 
code-based analysis. From this analytic process, a con-
ceptual model was created using the experiences of the 
participants, building upon a model derived deductively 

from a tuberculosis care continuum [23]. This PMDD 
Care Continuum is characterized by overlapping bar-
riers that cause specific delays in the patient’s care con-
tinuum as well as certain feedback loops as patients move 
through the healthcare system.

Ethical considerations
Ethical review was exempted by the Emory University 
IRB, because it was deemed that it met the criteria for 
exemption under 45 CFR 46.104(d)(2). All data was dei-
dentified prior to analysis. Oral Informed consent was 
obtained from all subjects and it was approved by Emory 
IRB. Prior to data collection, all portions of the study 
materials were reviewed by the Emory IRB (ID number 
00002906). The exemption was determined on July 23rd, 
2021. All methods were carried out in accordance with 
relevant guidelines and regulations or declaration of Hel-
sinki. Oral consent was obtained from all subjects and it 
is approved by Emory IRB.

Results
Sample description
As shown in Table 1, there were a wide range of demo-
graphic characteristics throughout the sample. Although 
the sample was not diverse in terms of race, there was a 
wide range of diversity in terms of household income. 
The average years from symptom onset to official diagno-
sis was 5.6 years. Overall, most participants (87%) in the 
sample had received an official diagnosis. The sample was 
highly educated, with over half having completed some 
college. The average age was 33.9 years, with the youngest 
participant being 21 years old and the oldest participant 
50 years old. Over half of the sample was single. Most 
participants were employed. Participants suffered PMDD 
for a mean of 17.43 years and experienced a mean of 5.56 
years from symptom onset to official diagnosis.

PMDD symptoms/ experiences
There were a range of experiences of PMDD across the 
sample. Most patients suffered onset of symptoms dur-
ing their first menses. The youngest patient was officially 
diagnosed at age 16 and the oldest was at age 45. Five 
participants described being sent to a psychiatric institu-
tion specifically for PMDD. A few participants described 
suicide attempts as a result of worsening PMDD symp-
toms. Almost all 32 participants experienced suicidal ide-
ation as a part of their monthly PMDD symptomology. 
Many participants were prescribed around 5 different 
medications for PMDD. Although not specifically asked 
in the interview guide, many participants brought up that 
they were single, unemployed, or even lacked housing 
due to PMDD. Others mentioned that they were unable 
to complete their schooling or pursue the type of career 
they aspired to as a result of their condition impairment.

Table 1  n = 32
Variable Age Range M(SD) or %
Gender

  Female 100%

  Male 0%

Age 29 years [21–50] 33.9 (7.99)

Employed 71%

Race

  White 94%

  Mixed 3%

  Alaskan Native 3%

  Hispanic 12%

Education Level

  Completed High School 6%

  Some college (undergraduate) 19%

  Bachelor’s degree 45%

  Graduate school in progress 6%

  Master’s degree 13%

  Beyond Graduate school 3%

Marital Status

  Single 65%

  Married 29%

  Divorced 6%

Household Income

  <=25,000 32%

  > 25,000 and < = 50,000 32%

  > 50,000 and < = 75,000 6%

  > 75,000 and < = 100,000 6%

  > 100,000 23%

Comorbidities

  Total comorbidities 59%

  Women’s health conditions 37%

  Endometriosis 19%

  Autoimmune conditions 6%

How many years suffered from PMDD 17.43 (8.86)

Official PMDD Diagnosis 87%

Years since official diagnosis 5.56 (5.63)
Note: “unemployed” includes students
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Patient Delay.
“Patient delay” describes the portion of the PMDD 

Care Continuum from symptom onset to presentation 
of PMDD to the patient’s health provider. Many patients 
presented their symptoms to providers, but provid-
ers failed to recognize PMDD symptoms and would tell 
patients that it was “in their head.” As shown in Fig.  1, 
societal barriers impacted patient delay, specifically 
towards patients’ self-perception of what was normal 
and what was considered abnormal menstrual symp-
toms. Participants stated that this internalization of the 
normalization of menstrual suffering delayed them from 
seeking medical care. Patient barriers were barriers that 
limited the individual’s ability to seek care such as not 
talking about their symptoms to others, not speaking 
against a doctor if misdiagnosed, or experiencing access 
barriers to healthcare. As shown in Fig. 1, Patient Barri-
ers are impacted by Societal barriers such as menstrual 
stigma limiting women from discussing their symptoms 
or the expectation that women should be selfless and take 
care of others, encouraging them to suffer in silence.

Experiencing Misdiagnosis. Overall, nine partici-
pants experienced misdiagnoses, five of whom expe-
rienced later PMDD self-diagnosis, and the rest were 
diagnosed officially with PMDD later by a provider. Most 
participants were misdiagnosed with bipolar or border-
line personality disorder. Other misdiagnoses included 
schizophrenia, chronic fatigue, fibromyalgia, Post Trau-
matic Stress Disorder, and Cluster B Personality Disorder. 
Some patients were so desperate for answers and treat-
ment that they accepted their misdiagnosis, even if it did 
not necessarily fit them. One patient described why she 
might have been misdiagnosed:

They explored bipolar, but I didn’t meet the bipo-
lar diagnosis because I didn’t have the mania. So, I 
didn’t have that. I didn’t have the major depression 
because it wasn’t sustained. And so, it was just like... 
I never really fit into a good box, I guess. Which 
makes sense because the box wasn’t really estab-
lished until 2017. Sarah, Age 34, 21 Years PMDD 
Sufferer

Participants suffered health consequences from being on 
the wrong medications for so long and struggling to get 
off these medications. As shown in Fig. 1, patient barriers 
also impacted patient’s ability to seek care. For instance, 
dismissal of symptoms, misdiagnosis, and other negative 
experiences led to medical trauma and mistrust of doc-
tors, further preventing patients from seeking help.

Self-Diagnosis. 19 out of the 32 total participants self-
diagnosed, 17 of whom later received official diagnoses 
from providers. Three other participants were diagnosed 
by a partner or parent (mother). Many patients expe-
rienced catalysts that caused them to realize that their 
symptoms were not normal, leading them to research 
and self-diagnose. Several patients talked to other 
women about their menstrual cycles and would realize 
that other women do not experience PMDD symptoms. 
Other patients would start or stop certain medications, 
which would either exacerbate or relieve their PMDD 
symptoms. For instance, starting or stopping certain hor-
monal birth controls caused this phenomenon, which 
led patients to realize that they were experiencing cycle 
related symptoms, which led them to research PMDD. 
Some patients self diagnosed through their attempts to 
have children. A few patients visited fertility doctors, 

Fig. 1  The PMDD Care Continuum captures the common pathways to diagnosis and treatment among participants. Below, we will describe our findings 
in relation to the elements of the model, including Patient Delay, Diagnostic Delay, Treatment Delay, and Condition Management, paying attention to 
various barriers connected to delays in care. The barriers are defined by who experiences them in the continuum
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which led them to identify their PMDD symptoms. A few 
other patients stopped their hormonal birth control to try 
to have children, which caused severe PMDD symptoms 
that had been previously alleviated by the birth control.

Diagnostic delay
Very few patients had one doctor that followed them 
through their entire PMDD Care Continuum. Thus, many 
patients found a doctor to diagnose, but had to switch 
providers to receive treatment. Many patients, even after 
receiving an official diagnosis from a provider, could not 
bring this diagnosis with them to their next provider, 
as each provider had to reevaluate. Provider barriers 
impacted diagnosis in that PMDD was a relatively “new” 
condition having been recently added to the DSM, so 
participants reported that their providers did not think 
it was real. Other Provider Barriers occurred as patients 
often were dismissed or experienced medical gaslighting. 
Medical gaslighting refers to doctors normalizing or dis-
missing patients’ symptoms. Patients described medical 
gaslighting, as shown in the participant’s quote below, as 
impacting their ability to distinguish their symptoms as 
well as advocate for themselves in the healthcare system.

They have a- an issue saying, ‘I need to learn more 
about this-’. But instead -- instead they’ll say, ‘no 
you’re wrong because I don’t know about it.’ And 
that’s pretty gaslightly, you know. Medical gaslight-
ing is a real thing, especially in Women’s Health. 
Kai, Age 29, 12 Years PMDD Sufferer

Official Diagnosis. Many patients described receiving 
an official diagnosis as a validating experience. Com-
mon pathways to diagnosis included women recogniz-
ing the cyclical nature of their symptoms, researching 
PMDD, and finding a doctor to diagnose. Some patients 
saw up to 10 different providers before receiving an offi-
cial diagnosis, which took years. Overall, there were 
many provider barriers that limited providers’ ability to 
correctly diagnose PMDD (Fig.  1). Patients described 
the power dynamic between doctor and patient as a bar-
rier, which resulted in many providers not listening to 
the patient. For instance, several patients tracked their 
cycles and symptoms and brought these documents to 
their provider, but the provider did not even look at these 
documents.

Type of Provider. As shown in Fig. 1, the provider bar-
riers prevented providers themselves from being able 
to diagnose PMDD. Some participants stated that doc-
tors did not have the tools or knowledge to diagnose or 
treat PMDD. Overall, patients in our study had the most 
negative experiences with gynecologists. Gynecologists 
tended to treat menstrual issues only related to physical 
abnormalities, such as uterine fibroids, so all other cycle 

related issues were dismissed. Participants discussed 
that General Practitioners were more likely to diagnose 
PMDD as PMS. Therapists were often described as sup-
portive because they listened to the patient and were 
more likely to research PMDD.

Female vs. Male Doctors. Participants stated that they 
had different experiences with female and male providers. 
With female providers, participants said that they often 
lacked empathy, because female providers experienced 
menstruation as well. Normalizing women’s symptoms 
as something all women had to deal with was described 
by 9 participants. Overall, male doctors were described 
by participants more often in dominant characteristics, 
such as implying that they knew more about the patient’s 
experience than the patient. A total of 8 different par-
ticipants described a male provider being disrespectful. 
For instance, one male provider described the partici-
pant as living “like a rat,” and a separate participant was 
told her uterus was “mad at her” for not having children. 
More participants described male providers as “clueless” 
regarding PMDD compared to female providers.

Treatment delay
Many patients felt that they must prove to doctors how 
severe their symptoms were in order to be taken seri-
ously. Some patients used prior hospitalizations in a psy-
chiatric ward as proof or support for the severity of their 
condition. Others were hesitant to tell their provider 
about their suicidal ideation because they were afraid of 
being hospitalized or not taken seriously. Patients shared 
that they had to jump through many hoops in order to 
receive the type of treatment they wanted.

Type of Treatment. Participants had varying experi-
ences with types of treatment they received for PMDD 
over the course of their PMDD care continuum. Three 
participants received chemical menopause treatments 
and five participants underwent surgical menopause 
in the sample. Many patients described some form of 
menopause, whether chemical or surgical as the ulti-
mate, but unrealistic goal for treatment. 29 out of 32 
participants reported being prescribed some type of anti-
depressants or SSRIs. Many patients felt that first line 
treatments did not directly address PMDD, because they 
experienced only partial symptomatic relief. One patient 
described these treatments as “sideways treatments.” 
Even though providers were correct in prescribing these 
treatments as per diagnostic guidelines, their actions 
were perceived by participants to mean that they were 
“merely depressed,” because it was an off-label use (pro-
viders used SSRIs to treat a menstrual health condition, 
but SSRIs are designed to treat depression). Patients felt 
that they were not listened to by their providers, because 
they would convey that they had already been on these 
treatments before with little or no relief, but providers 
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would still prescribe them and insist that these were their 
only options. Some participants had negative side effects 
from both SSRIs and hormonal contraceptives but were 
not offered any other options to manage their PMDD, 
because providers only used first line treatments to treat 
PMDD.

Per participants’ perceptions, providers felt it was 
acceptable or normal for women to experience some 
degree of menstrual pain and suffering, because first line 
treatments only gave partial relief but were easily pre-
scribed. Most patients who were treated with non-first 
line treatments felt complete relief of their symptoms and 
described higher quality of life compared to their experi-
ence on the first line treatments. Participants expressed 
that first line treatments only “managed” their symp-
toms during one part of their menstrual cycle, whereas 
participants who used second-, third-line, or alternative 
non-traditional treatments reported experiencing more 
functionality or no PMDD symptoms at all. Furthermore, 
participants reported uneasiness around providers’ prac-
tice of prescribing first line treatments, because providers 
prescribed without following up. If there was a follow up, 
it was often 9 weeks later, which participants mentioned 
was enough time for them to feel suicidal after experienc-
ing negative side effects from the medication. Providers 
did not proceed with caution with first line treatments as 
they did with other second or third line treatments. For 
instance, they had strong hesitations or refused to treat 
patients with hormonal or surgical menopause but had 
no hesitation in prescribing birth control or SSRIs. No 
participant mentioned having suicidal ideation as a side 
effect of surgical or chemical menopause, yet this was a 
common side effect of being put on the “wrong” type of 
SSRI or hormonal contraceptive.

Co-morbid Conditions. In some cases, having another 
condition helped patients receive treatment. For instance, 
one patient had a disability in conjunction with PMDD, 
so having a large care team for their disability helped in 
getting treatment for PMDD. The participant’s PMDD 
symptoms were taken more seriously because they had 
a disability that could be impacted by the PMDD symp-
toms. We found that societal barriers played a role at this 
stage as well (see Fig.  1). Participants described society 
putting emphasis on women’s fertility and since PMDD 
does not impact women’s fertility, it is a condition that is 
often left untreated. Four out of the five participants who 
received surgical menopause had other female conditions 
that impacted fertility (e.g. endometriosis).

Condition management delay
Even after years with an official PMDD diagnosis, 
patients still struggled to find a provider to treat them or 
find a successful treatment method. In Fig.  1, the feed-
back loops show that many patients repeat the process of 

finding a health provider and presenting their case after 
their official diagnosis or after having no success with 
their first treatment. This cycle continues until patients 
can find a provider to help manage their condition. A 
few participants received misdiagnoses even after their 
official PMDD diagnosis. Many participants described 
PMDD as a difficult and complex condition, with one 
participant stating:

It’s a woman’s issue which already gets tossed aside 
and it’s a mental health issue which also gets tossed 
aside. It’s just- it’s a double whammy of bad luck and 
they just don’t want to take it seriously for whatever 
reason. … They just wanna think it’s either brain 
issue or it’s a reproductive system issue and they 
can’t seem to connect that it’s- they’re both. They’re 
tied into each other. And that the body is making the 
brain feel this way. Rachel, Age 29, 18 Years PMDD 
Sufferer

Within the sample, most participants described being 
“lost” in the cycle of the healthcare system, being passed 
from one provider to the next, lacking continuity of care, 
and repeating the process of diagnosis and treatment 
with each new provider. Many providers quit on PMDD 
patients, stating that they could no longer help them. 
Societal barriers included PMDD being recently added 
to the DSM, which led providers to not “believe” in the 
condition. Without a clear designation of diagnosis, 
patients were forced to be responsible for themselves, as 
no one took responsibility for their condition and treat-
ment. One participant described this phenomenon as the 
“bystander effect.” Other patients turned to alternative 
medicine if they lacked success in the traditional health-
care system or did not have access to health insurance. 
Two participants managed their condition by micro dos-
ing with psilocybin, and a few others used other methods 
such as reiki, marijuana, acupuncture, and homoeopathic 
treatments. One participant claimed that she was “self-
healed,” using nontraditional methods of therapy such as 
meditation, diet, supplements, and other holistic mea-
sures to manage her condition, without a doctor.

Most participants who were able to successfully man-
age PMDD still experienced a monthly “hell week” that 
interfered with daily functioning. Seven participants 
described lack of success with finding a method to man-
age their condition.

Discussion
In this study, we report the healthcare experiences of 
patients with PMDD using a conceptual model that 
describes the delays to diagnosis and treatment. Over-
all, this study found that a multitude of societal, pro-
vider, and patient related barriers (as summarized in 
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Fig.  2) were connected to delays in diagnosis and treat-
ment, starting from symptom onset to condition man-
agement. The PMDD Care Continuum reported in the 
results reflected the cyclical nature of this process as 
patients became caught up in the healthcare system. The 
most compelling finding from this study was that an offi-
cial diagnosis did not result in doctors being able to treat 
PMDD. Participants had to be reevaluated and diagnosed 
again with every new provider they saw. This was the first 
study of its nature to describe the qualitative experiences 
of patients who identified as having PMDD in the U.S.

One significant finding from this study was the phe-
nomenon of “medical gaslighting.” This phenomenon 
has also been observed in other studies on premenstrual 
disorders in which provider minimize patients’ symp-
toms [23]. This study found that women had varying self-
perceptions of Premenstrual Syndrome (PMS) creating 
problems to distinguish PMS from PMDD (Reilly, 1999). 
Other studies on premenstrual disorders, such as endo-
metriosis or PCOS have also found common themes in 
the recurring dismissal of patient symptoms and lack of 
empathy by providers [23–26]. The findings on women’s 
diagnosis experiences in the UK by Osborn et al (2020) 

Fig. 2  Care Continuum Delays
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concerning the invalidation by providers and misdiag-
nosis were also confirmed by our study. Consistent with 
previous research on premenstrual disorders, this study 
also found that women were not taken seriously unless 
their symptoms impacted their fertility [27].

The finding that women are turning to alternative 
medicine as a result of unsuccessful prior Western medi-
cal treatments is particularly salient for providers as 
women are turning to methods in which they have more 
autonomy over their bodies and less negative side effects 
compared to first line PMDD treatments. Many patients 
did not have success on first line treatments due to many 
side effects, which correlates with findings that patients 
tend to have worse psychosocial outcomes on hormonal 
contraceptives [28]. Doctors tended to prescribe any 
type of hormonal contraceptive, with few patients being 
prescribed YAZ, the only FDA approved hormonal con-
traceptive for PMDD, suggesting a need for additional 
medical education among providers.

One unique finding from this study was that partici-
pants experienced negative outcomes with both male and 
female providers. Previous studies indicated that women 
receive better care from female doctors than males [29–
31]. Our findings illustrated that patients had varying 
experiences depending on the type of provider they vis-
ited. Unlike Hantsoo et al.’s previous study on specialty 
providers and patient experiences with PMDD, our study 
found that patients reported worse experiences with gyn-
aecologists [32]. However, our finding that patients had 
better experiences (e.g. more compassion and valida-
tion) with psychotherapists was supported by their study. 
Self-advocacy used to navigate the healthcare system was 
another significant finding confirmed by women’s health 
research [33–35], as most of the burden of diagnosis and 
treatment in our study rested on the patient.

This study has several strengths and limitations. Our 
results provide novel insight into how patient-practi-
tioner communications act as barriers to diagnosis and 
management of PMDD. There were several limitations to 
this study. Our sample lacked diversity in race or socio-
economic status. There were difficulties in recruiting 
patients without an official PMDD diagnosis in order to 
reveal a diverse range of diagnostic experiences. Since 
socioeconomic status and race can impact the patient’s 
ability to access healthcare, it is crucial that future studies 
include more diverse samples of participants to capture 
the full understanding of barriers in the US healthcare 
system.

Several key points are salient to researchers and prac-
titioners. First, participants described a lack of coordina-
tion among healthcare providers and specialties, which 
resulted in further misdiagnosis or patients having to 
repeat previously unsuccessful treatments. Studies have 
shown that a lack of coordination of care can result in 

serious medical complications for the patient [36–38]. 
We recommend that up-to-date PMDD resources be pro-
vided to healthcare workers to aid with diagnostic prac-
tices and early intervention or treatment. Although the 
data suggest that self-advocacy is a key part of the pro-
cess of diagnosing and managing PMDD among patients, 
these strategies are limited as patients in our study strug-
gled to gain a diagnosis or the preferred method of treat-
ment. Thus, further research on the providers’ side of 
diagnosis and treatment is needed.

Conclusion
This study concludes that patients with PMDD experi-
ence numerous barriers to diagnosis and treatment in 
the U.S. healthcare system. Our findings showed that 
patients with PMDD are often caught in a cycle of diag-
nostic and treatment delay within the US healthcare sys-
tem. We recommend further research on the diagnostic 
practices of PMDD as well as gaining the perspective of 
healthcare providers in regard to diagnosis of PMDD. 
These findings contribute to the overall body of research 
on premenstrual disorders as well as diagnosis litera-
ture on women’s health conditions, because it presents a 
unique conceptual model on delays and barriers to con-
dition management. These findings will provide the basis 
for further research on the operationalization and refin-
ing of diagnostic criteria for PMDD.

Supplementary Information
The online version contains supplementary material available at https://doi.
org/10.1186/s12905-023-02334-y.

Additional File 1: The PMDD Care Continuum captures the common path-
ways to diagnosis and treatment among participants

Acknowledgements
This research would not have been successfully completed without the 
help and collaboration from the International Association for Premenstrual 
Disorders and the Center for Reproductive Health Research in the Southeast 
(RISE). The authors would like to acknowledge the contributions of Hailey 
Greenstone for their assistance in this project. We gratefully acknowledge 
the participation of all the women in this study, without whom this research 
would not be possible.

Author Contributions
Kiera Chan collected the data and wrote the main manuscript text. Kiera 
Chan prepared the figures and tables. Kiera Chan was responsible for the 
conceptualization of the project. Anna Rubtsova and Cari Jo Clark supervised 
the analysis and reviewed the manuscript.

Funding
This study was funded in part by the Center for Reproductive Health Research 
in the Southeast (RISE) through support from an anonymous foundation.

Data Availability
Supplemental files are included in the form of the interview codebook and 
interview guide. Raw data is not provided as it is too large (32 interview 
transcripts, each an hour long). However, the datasets used and analysed 
during the current study are available from the corresponding author on 
reasonable request.

http://dx.doi.org/10.1186/s12905-023-02334-y
http://dx.doi.org/10.1186/s12905-023-02334-y


Page 9 of 9Chan et al. BMC Women's Health          (2023) 23:272 

Declarations

Conflict of Interest
There are no conflicts of interests applicable for this article.

Ethics approval and consent to participate
Ethical review was exempted by the Emory University IRB, because it was 
deemed that it met the criteria for exemption. All methods were carried out in 
accordance with relevant guidelines and regulations or declaration of Helsinki. 
Oral consent was obtained from all subjects and it is approved by Emory IRB.

Consent for publication
Consent for publication is NOT APPLICABLE as there are no identifying 
images or other personal or clinical details of participants that compromise 
anonymity.

Received: 19 September 2022 / Accepted: 6 April 2023

References
1.	 Gehlert S, Song IH, Chang CH, Hartlage SA. The prevalence of premenstrual 

dysphoric disorder in a randomly selected group of urban and rural women. 
Psychol Med. 2008;39(1):129–36.

2.	 Rapkin AJ, Lewis EI. Treatment of premenstrual dysphoric disorder. Women’s 
Health. 2013;9(6):537–56.

3.	 Eisenlohr-Moul T. Premenstrual Disorders: a primer and research agenda for 
psychologists. Clin Psychol. 2019;72(1):5.

4.	 Halbreich U. The diagnosis of premenstrual syndromes and premenstrual 
dysphoric disorder - clinical procedures and research perspectives. Gynecol 
Endocrinol. 2004;19(6):320–34.

5.	 Gao M, Gao D, Sun H, Cheng X, An L, Qiao M. Trends in Research Related to 
Premenstrual Syndrome and Premenstrual Dysphoric Disorder from 1945 to 
2018: a bibliometric analysis. Front public health. 2021;9:596128.

6.	 Endicott J. History, evolution, and diagnosis of premenstrual dysphoric disor-
der. J Clin Psychiatry. 2000;61(Suppl 12):5–8.

7.	 Hartlage SA, Breaux CA, Yonkers KA. Addressing concerns about the inclusion 
of Premenstrual Dysphoric disorder in DSM-5: perspectives. J Clin Psychiatry. 
2014;75(1):70–6.

8.	 Reed GM, First MB, Kogan CS, Hyman SE, Gureje O, Gaebel W, et al. Innova-
tions and changes in the ICD-11 classification of mental, behavioural and 
neurodevelopmental disorders. World psychiatry. 2019;18(1):3–19.

9.	 Halbreich U, Borenstein J, Pearlstein T, Kahn LS. The prevalence, impairment, 
impact, and burden of premenstrual dysphoric disorder (PMS/PMDD). Psy-
choneuroendocrinology. 2003;28:1–23.

10.	 Henz A, Ferreira CF, Oderich CL, Gallon CW, Castro JRSd, Conzatti M, et al. 
Premenstrual Syndrome diagnosis: a comparative study between the daily 
record of severity of problems (DRSP) and the premenstrual symptoms 
Screening Tool (PSST). Revista Brasileira de ginecologia e obstetrícia. 
2018;40(1):020–5.

11.	 Coveleski S. An Examination of How Clinicians Diagnose and Treat Premen-
strual Dysphoric Disorder (PMDD): ProQuest Dissertations Publishing; 2019.

12.	 Wittchen H-U. Women-specific mental disorders in DSM-V: are we failing 
again? Arch Women Ment Health. 2010;13(1):51–5.

13.	 Alevizou F, Vousoura E, Leonardou A. Premenstrual Dysphoric disorder: a criti-
cal review of its phenomenology, etiology, treatment and clinical status. Curr 
women’s health reviews. 2018;14(1):59–66.

14.	 Osborn E, Wittkowski A, Brooks J, Briggs PE, O’Brien PMS. Women’s experi-
ences of receiving a diagnosis of premenstrual dysphoric disorder: a qualita-
tive investigation. BMC Womens Health. 2020;20(1):242.

15.	 Craner J, Sigmon S, Martinson A, McGillicuddy M. Perceptions of Health 
and somatic sensations in women reporting Premenstrual Syndrome and 
Premenstrual Dysphoric Disorder. J Nerv Ment Dis. 2013;201(9):780–5.

16.	 Heinemann LAJ, Thai Do M, Filonenko A, Uhl-Hochgraber K. Explorative 
Evaluation of the Impact of Premenstrual Disorder on Daily Function-
ing and Quality of Life. The patient: patient-centered outcomes research. 
2010;3(2):125 – 32.

17.	 Carnlöf C, Iwarzon M, Jensen-Urstad M, Gadler F, Insulander P. Women 
with PSVT are often misdiagnosed, referred later than men, and have 

more symptoms after ablation. Scandinavian Cardiovasc journal: SCJ. 
2017;51(6):299–307.

18.	 Hoffmann DE, Tarzian AJ. The Girl who cried Pain: a Bias Against Women in 
the treatment of Pain. J law Med ethics. 2001;28(s4):13–27.

19.	 Merone L, Tsey K, Russell D, Nagle C. Sex inequalities in Medical Research: 
a systematic scoping review of the literature. Womens Health Rep (New 
Rochelle). 2022;3(1):49–59.

20.	 Shabbir J, Ridgway PF, Lynch K, Law CE, Evoy D, OʼMahony JB, et al. Admin-
istration of analgesia for acute abdominal pain sufferers in the accident and 
emergency setting. Eur J Emerg Med. 2004;11(6):309–12.

21.	 Annells M. Triangulation of qualitative approaches: hermeneutical phenom-
enology and grounded theory. J Adv Nurs. 2006;56(1):55–61.

22.	 Campbell R, Wasco SM. Feminist Approaches to Social Science: epistemologi-
cal and methodological tenets. Am J Community Psychol. 2000;28(6):773–91.

23.	 Yang W-T, Gounder CR, Akande T, De Neve J-W, McIntire KN, Chandrasekhar 
A, et al. Barriers and delays in tuberculosis diagnosis and treatment services: 
does gender matter? Tuberculosis Res Treat. 2014;2014(2014):461935–15.

24.	 Soucie K, Samardzic T, Schramer K, Ly C, Katzman R. The Diagnostic Experi-
ences of Women with polycystic ovary syndrome (PCOS) in Ontario, Canada. 
Qual Health Res. 2021;31(3):523–34.

25.	 Tomlinson J, Pinkney J, Adams L, Stenhouse E, Bendall A, Corrigan O, et al. The 
diagnosis and lived experience of polycystic ovary syndrome: a qualitative 
study. J Adv Nurs. 2017;73(10):2318–26.

26.	 Grundström H, Alehagen S, Kjølhede P, Berterö C. The double-edged experi-
ence of healthcare encounters among women with endometriosis: a qualita-
tive study. J Clin Nurs. 2018;27(1–2):205–11.

27.	 Franklin M, Lewis S, Willis K, Rogers A, Venville A, Smith L. Controlled, 
constrained, or Flexible? How self-management goals are shaped by patient–
provider interactions. Qual Health Res. 2019;29(4):557–67.

28.	 Zethraeus NPD, Dreber APD, Ranehill EPD, Blomberg LBS, Labrie FMDPD, von 
Schoultz BMDPD, et al. A first-choice combined oral contraceptive influences 
general well-being in healthy women: a double-blind, randomized, placebo-
controlled trial. Fertil Steril. 2017;107(5):1238–45.

29.	 Ganguli I, Sheridan B, Gray J, Chernew M, Rosenthal MB, Neprash H. Physician 
work hours and the gender pay gap — evidence from primary care. N Engl J 
Med. 2020;383(14):1349–57.

30.	 Tsugawa Y, Jena AB, Figueroa JF, Orav EJ, Blumenthal DM, Jha AK. Comparison 
of Hospital Mortality and Readmission Rates for Medicare Patients treated by 
male vs Female Physicians. JAMA Intern Med. 2016;177(2):206–13.

31.	 Wallis CJD, Jerath A, Coburn N, Klaassen Z, Luckenbaugh AN, Magee DE 
et al. Association of Surgeon-Patient Sex Concordance With Postoperative 
Outcomes. Archives of surgery (Chicago 1960). 2022;157(2):146–56.

32.	 Hantsoo L, Sajid H, Murphy L, Buchert B, Barone J, Raja S et al. Patient Experi-
ences of Health Care Providers in Premenstrual Dysphoric Disorder: Examin-
ing the Role of Provider Specialty. Journal of women’s health (Larchmont, NY 
2002). 2022;31(1):1-109.

33.	 Hagan T, Rosenzweig M, Zorn K, van Londen J, Donovan H. Perspectives on 
Self-Advocacy: comparing Perceived uses, benefits, and Drawbacks among 
Survivors and Providers. Oncol Nurs Forum. 2017;44(1):52–9.

34.	 Lombardo AP, Angus JE, Lowndes R, Cechetto N, Khattak S, Ahmad F, et al. 
Women’s strategies to achieve access to healthcare in Ontario, Canada: a 
meta-synthesis. Health Soc Care Commun. 2014;22(6):575–87.

35.	 Thomas TH, Donovan HS, Rosenzweig MQ, Bender CM, Schenker Y. A con-
ceptual Framework of Self-advocacy in Women with Cancer. Adv Nurs Sci. 
2020;44(1):E1–E13.

36.	 Jones CD, Vu MB, O’Donnell CM, Anderson ME, Patel S, Wald HL, et al. A failure 
to Communicate: a qualitative exploration of Care Coordination between 
Hospitalists and Primary Care Providers around patient hospitalizations. J Gen 
Intern medicine: JGIM. 2014;30(4):417–24.

37.	 Kripalani S, LeFevre F, Phillips CO, Williams MV, Basaviah P, Baker DW. Deficits 
in communication and information transfer between Hospital-Based and Pri-
mary Care Physicians: implications for Patient Safety and Continuity of Care. 
JAMA: the journal of the American Medical Association. 2007;297(8):831–41.

38.	 Tiwary A, Rimal A, Paudyal B, Sigdel KR, Basnyat B. Poor communication 
by health care professionals may lead to life-threatening complications: 
examples from two case reports. Wellcome open research. 2019;4:7.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations.


	﻿Exploring diagnosis and treatment of premenstrual dysphoric disorder in the U.S. healthcare system: a qualitative investigation
	﻿Abstract
	﻿Introduction
	﻿Materials and methods
	﻿Participants and sample
	﻿Data collection
	﻿Data analysis
	﻿Ethical considerations

	﻿Results
	﻿Sample description
	﻿PMDD symptoms/ experiences
	﻿Diagnostic delay
	﻿Treatment delay
	﻿Condition management delay

	﻿Discussion
	﻿Conclusion
	﻿References


