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Introduction

Polycystic Ovary Syndrome (PCOS) is the most common
endocrine disorder amongst women of reproductive age,
affecting up to 1 in 4 women In high incidence ethnic
groups. PCOS i1s a complex, chronic and multisystem
syndrome that significantly impacts quality of life and
mental health (1,2). Lifestyle modifications have been
shown to positively impact signs and symptoms of the
condition, and are first-line management according to
international clinical practice guidelines (3). Although a
widespread dissatisfaction with care has been reported
amongst women with PCQOS, evidence Is lacking as to
whether physicians routinely give lifestyle advice and
support on diagnosis (4). This study aims to explore
women's experiences of their PCOS diagnosis, and
establish whether lifestyle interventions and advice were
offered as first-line management.

Methods

This cross-sectional study used a mixed-methods
approach to interview 36 women between the ages of 18
and 39 with a diagnosis of PCOS [in the Middle East,
India, Ireland, the United States and the United Kingdom].
The sample was a convenience sample drawn from
clinical practice, social media platforms, and word of
mouth. An in-depth 30-item online survey and remote
video Interviews were carried out that explored women'’s
experiences at diagnosis of PCOS, including provision of
lifestyle advice.

Results

Provision of lifestyle advice: The survey findings revealed the majority of participants (63.8%, n=23) were not offered any
lifestyle advice on diagnosis, with 30.5% (n=11) reporting physicians 'somewhat' discussed lifestyle management of PCQOS.
When the latter group was further questioned, 81.8% (n=9) reported the lifestyle advice was limited to 'cut out or avoid
carbohydrates', with significant emphasis placed on weight loss, of which all participants reported discomfort with the
physicians approach to weight loss advice. Only 5.5% (n=2) of participants received significant lifestyle advice spanning at

Yes

least two or three lifestyle pillars. 5.6%

"I've seen 6 doctors In total, they all prescribed the pill iImmediately & just
told me to lose weight- with no tips or help on how | can do it."

Somewhat
30.6%

Healthcare professional support: 72.2% (n=26) of participants reported they did

not feel supported by their healthcare professional at the time of diagnosis, with

22.2% (n=8) claiming they felt 'somewhat' supported, and only 2 participants,
interestingly, the same 2 participants that were offered lifestyle advice, felt very
supported.

"I felt like I got much more support from things | would read or resources |
would find online than | did from the health care professional | was
speaking to."

Did your physician discuss lifestyle
advice/management with you?
(e.g. nutrition, movement, stress, sleep, etc)

Yes

°-3% Lack of PCOS resources & education: 86.1% (n=31) of women reported

e receiving insufficient information and resources about PCOS and its
management from their diagnosing physician, which contributed to the feeling
of lack of support.

The impact: Regarding the most difficult part of their PCOS journey, 33.3%
(n=12) reported symptom-related difficulties (e.g. menstrual irregularities &
hirsutism), whereas 66.7% (n=24) claimed care-related factors such as lack of
information & understanding of PCOS, physician judgement, and lack of
N empathy regarding weight & mental health struggles as the most difficult part

81.3%
Did you feel supported by healthcare professionals  of their diagnoses.

during and after your diagnosis?

How significantly does PCOS affect your day to day life?

(0= not at all, 10= extremely)
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"The hardest part is everytime | go to the doctor |
know there I1s something not right with my body and
I'm dismissed, it's frustrating because | feel like I'm
not being heard. | now avoid my GP at all costs."

Conclusion

Most women did not receive lifestyle advice or
intervention on diagnosis of PCOS despite international
guideline recommendations. Many studies, including this
one, highlight the lack of support, information, and
resources received by women with PCOS from
healthcare professionals, with many highlighting a lack of
empathy experienced particularly regarding weight &
mental health challenges. These findings suggest the
need for physician education & training on delivering a
personalised, empathetic, and evidence-based lifestyle
medicine approach to management of PCOS. More
education, resources and ongoing support are also
needed for patients to optimise their health & well-being.
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