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Executive Summary

Polycystic Ovary Syndrome (PCOS) affects an estimated one in eight women and those assigned
female at birth, making it one of the most common hormonal conditions. Yet it remains poorly
understood, underdiagnosed, and inconsistently managed across the health system. In response to
widespread concern among patients, clinicians and advocates, the All-Party Parliamentary Group
(APPG) on PCOS launched a formal inquiry to examine the state of diagnosis, management and
long-term care across the UK.

The inquiry drew on oral evidence sessions focused on diagnosis and treatment/management,
Freedom of Information (FOI) responses from all 42 Integrated Care Boards (ICBs) in England, and
insights from patient surveys from PCOS charity Verity (PCOS UK), with over 2000 responses from
across the UK. Together, these sources paint a clear picture: PCOS services are fragmented, access
is unequal, and both patients and clinicians are often left navigating a complex condition without
adequate guidance or support, particularly during the early stages of the diagnostic journey, where
repeated GP visits and a lack of consistent pathways can delay intervention for years.

However, this inquiry also comes at a moment of strategic opportunity. The Government's NHS
10-Year Plan: Fit for the Future, published in July 2025, commits to shifting care from hospital to
community, from analogue to digital, and from treatment to prevention. These priorities directly
align with the reforms needed for PCOS, including (but not limited to) integrated care, digital tools
for better data collection, and early intervention strategies. Similarly, the Women's Health Strategy
for England, alongside comparable strategies in Scotland and Wales, calls for improved menstrual
health services, reduced diagnostic delays, and action on gender-based health disparities.
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The APPG's findings are presented across four
interconnected sections:

@ 1. Delayed Diagnosis and Fragmented Care

PCOS is often missed or diagnosed late due to a lack of national guidelines, inadequate training,
limited GP appointment time, and inconsistent regional practices. While awareness of PCOS has
grown, widespread misunderstanding of its complexity continues to delay diagnosis and appropriate
care. Where care does exist, it is often narrowly focused and fragmented across gynaecology,
dermatology, endocrinology, and fertility services, with little to no access to cardiovascular, mental
health or dietetic support. At best, patients face disjointed care between specialties, at worst,
they must fight to secure a secondary care referral, which is usually limited to gynaecology alone.
Integrated community-based pathways, particularly when embedded in Women's Health Hubs,
demonstrate that holistic care models can improve outcomes and reduce primary care pressure.

{@ 2. Health Inequalities and Cultural Barriers

PCOS disproportionately affects ethnic minority communities and those in socioeconomically deprived
areas. Cultural stigma, unequal access to treatments, and the absence of culturally competent care
create structural barriers. Tackling these disparities supports the Government'’s prevention agenda
and the cross-UK commitment to health equity.

(@@@ 3. Psychological Impact and Insufficient Support

(  The mental health burden of PCOS, including anxiety and depression, is significant yet often ignored.
Patients called for compassionate care that treats PCOS as a complex, whole-person condition, not
just a reproductive issue.

Symptoms such as hirsutism and alopecia, which affect physical appearance, can have a profound
impact on self-esteem, body image, and social confidence. Many individuals described these as
among the most distressing aspects of their condition, compounding feelings of isolation and mental
strain. Treating these symptoms is not merely cosmetic, it is critical to safeguarding mental wellbeing.

Integrating mental health support into primary care, alongside effective management of physical
symptoms, aligns with the wider shift toward prevention, patient-centred care, and long-term health
outcomes. A joined-up model that recognises the emotional as well as clinical dimensions of PCOS
is essential to delivering equitable and effective support.

4. Improving Education, Research, and Access

Despite its prevalence and complexity, PCOS remains one of the most under-researched and poorly
taught conditions in the NHS. It is still often classified solely as a reproductive issue, with minimal
attention in GP or nursing training. Verity's 2025 consultation found that three-quarters of patients felt
they knew more about PCOS than their clinician. Meanwhile, a review of NIHR funding reveals less
than a handful of PCOS-specific research awards, a shockingly low figure considering the prevalence
of the condition.

The upcoming NICE guideline on PCOS, due in 2026, offers a vital opportunity to change this.
But it must be supported by strategic investment in professional education, digital infrastructure,
national data collection, and research funding. This includes the creation of a national PCOS register,
culturally inclusive training, and awareness campaigns across schools and communities to reduce
stigma and improve early recognition.

This report provides a roadmap for reform, one that is evidence-based, patient-centred,

and aligned with the UK's health policy ambitions. Now is the moment for change.
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Recommendations

Delayed Diagnosis and Fragmented Care

1.

The Government should commit to reducing the time to PCOS diagnosis by embedding the forthcoming
NICE guidelines into a nationally commissioned diagnostic pathway. This should be embedded within
primary care services to support the hospital to community shift and reduce unnecessary GP appointments
and referrals.

The Government should prioritise the integration of PCOS care into Women'’s Health Hubs (WHHs),
including the commissioning of holistic, joined-up PCOS services across all Integrated Care Systems
(ICSs) for all ages. This would reduce delays in diagnosis, relieve GP workloads, and contribute to the
Government's goal of reducing NHS waiting lists and improve patient experiences.

The Government should ensure that forthcoming updates to the Women's Health Strategy and digital
transformation plans across the UK recognise PCOS as a chronic, multisystem condition, accurately
coded, enabling it to be commissioned and funded on par with other long-term conditions such as
diabetes. Clinical societies and Royal Colleges should also reflect this understanding by classifying
PCOS as a complex endocrine condition, with links to gynaecological, reproductive, cardiovascular,
metabolic, and psychological health. This reclassification will help drive improvements in clinical

education, national data collection, guideline development, and integrated care delivery across the
NHS.

Health Inequalities and Cultural Barriers

4.

The Government should work to address ethnic and socioeconomic disparities in PCOS care and
outcomes, through targeted health equity audits, culturally appropriate integrated care models, and
improved access to services across the country reducing the postcode lottery.

The Government should ensure that commonly prescribed medications, such as Metformin and GLP-1
receptor agonists, are licensed for PCOS management and made accessible regardless of diabetes
diagnosis.

. The Government should reinstate NHS funding for laser hair removal as a clinically justified treatment for

PCQOS-related hirsutism. In line with international, evidence-based recommendations.

Psychological Impact and Insufficient Support

7.

The Government should expand investment in mental health support within primary care, ensuring mental
health screening and emotional wellbeing support are routinely included in PCOS treatment plans and
provided by professional with PCOS expertise.

Improving Education, Research, and Access

8.

10.

The Government should support the development and roll-out of mandatory PCOS-specific training for
all healthcare professionals, including GPs, nurses, and allied health professionals. This training should
be embedded in undergraduate curricula and incentivised via CPD programmes and schemes such as
the Quality and Outcomes Framework (QOF).

. The Government should ensure menstrual health, including PCOS, is included within public and school-

based health education, aligned with the Women'’s Health Strategy for England and equivalent strategies
in Scotland and Wales. Early education and public awareness will support earlier recognition, reduce
stigma, and promote timely access to care.

The Government should mandate a women's health rotation including gynaecology and reproductive
health as part of GP training programmes, in recognition that over 50% of a GP's patient base will
experience disorders that uniquely, disproportionately or differently affect girls, women and people
assigned female at birth across their life course. Ensuring that all GPs enter practice with foundational
experience in menstrual health, including conditions such as PCOS, is essential to delivering equitable
and high-quality care in primary settings.
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Foreword from the Chair of the
All-Party Parliamentary Group

on Polycystic Ovary Syndrome (PCOS)
Michelle Welsh MP

Polycystic Ovary Syndrome (PCOS) is one of the most common but consistently overlooked health
conditions affecting women and people assigned female at birth in the UK today. Despite affecting
an estimated one in eight, those living with PCOS have too often been left in the dark, without
timely diagnosis, clear information, or coordinated care.

This inquiry was launched by the All-Party Parliamentary Group on PCOS in response to what we
heard time and again from patients, clinicians, and campaigners: that the system is not working.
People are being passed from service to service, given little to no support after diagnosis, and
expected to manage a lifelong condition with minimal clinical guidance. For a condition that affects
nearly half of all GP caseloads involving women'’s health, this is unacceptable.

The testimony shared throughout this report is powerful, often painful, and urgently instructive.
It brings to light the delays, stigma, and neglect that too many experience. But it also highlights
where things can and must change. We are at a moment of opportunity, where forthcoming NICE
guidelines, national women'’s health strategies, and a renewed policy focus on prevention and
community care can provide the foundation for meaningful reform.

As Chair of this APPG, | am proud to present this report not just as a call for change, but as
a roadmap for delivering it. Whether through commissioning consistent pathways, embedding
culturally competent care, or recognising PCOS as a multisystem condition deserving of parity
with other long-term conditions, the solutions are within reach.

| urge the Government, NHS leaders, professional bodies, and commissioners to act on these
recommendations. PCOS must no longer be an afterthought in women'’s health policy. The time for

listening has passed, now is the time for action.
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Introduction

Polycystic Ovary Syndrome (PCOS) affects an estimated one in
eight women and those assigned female at birth in the UK. Despite
being one of the most common hormonal conditions, it remains
underdiagnosed, poorly understood, and inconsistently managed
across the health system.

In response to long-standing concerns raised by patients, clinicians,
and advocates, the All-Party Parliamentary Group (APPG) on PCOS
launched aformalinquiry to examine the state of diagnosis, treatment,
and care. The inquiry was informed by two oral evidence sessions —
one focused on barriers to diagnosis and another on treatment and
management—as well as Freedom of Information (FOI) responses
from all 42 Integrated Care Boards (ICBs), and insights from Verity's
2025 patient consultation and diagnosis surveys.

What emerged was a clear picture of inequality, fragmentation,
and systematic failings. Many patients are left to advocate for
themselves in a system that too often fails to recognise or prioritise
menstrual and hormonal health. Patient responses from Verity's
2025 Patient Consultation survey rated the NHS's management of
PCOS at just 1.9 out of 10, a decline from 2.2 in 2023, reflecting
growing dissatisfaction among patients and a stark warning that
trust in the system is deteriorating, not improving. This downward
trend signals that without urgent, system-wide reform, the quality of
PCOS care is likely to decline even further, leaving more patients
without the timely, coordinated, and compassionate support they
need. At the same time, healthcare professionals continue to report
a lack of clear guidance, training, and support to deliver holistic
care, highlighting an escalating crisis that must be addressed now.

Yet this report also comes at a moment of policy opportunity.
The Government’'s NHS 10-Year Plan sets out three strategic shifts
— from hospital to community, analogue to digital, and sickness
to prevention—which align closely with the type of integrated,
early intervention PCOS care the APPG heard is needed. Likewise,
England’s Women's Health Strategy, alongside comparable
strategies in Scotland and Wales, explicitly commits to ending
diagnostic delays, embedding menstrual health into service design,
and tackling gender-based health inequalities.

This is not an official publication of the House of Commons or the House of
Lords. It has not been approved by either House or its committees. All-Party
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This report draws together lived experience, clinical expertise, and
system-level data to set out a case for action. It is structured around four
interconnected areas:

Delayed Diagnosis and Fragmented Care - highlighting the consequences
of inconsistent diagnostic pathways and disjointed services, and the opportunity to
strengthen PCOS diagnosis within primary and community care through use of an integrated
care model.

Health Inequalities and Cultural Barriers — examining how PCOS disproportionately
affects people from ethnic minority and lower socioeconomic backgrounds, and the need
for culturally competent, equitable care.

Psychological Impact and Insufficient Support - exploring the emotional and
mental health burden of PCOS, and the lack of integrated psychological interventions in
current models of care.

Improving Education, Research, and Access - Addressing persistent gaps in
clinical education, public awareness, research investment, and national data collection,
and highlighting how these barriers undermine effective diagnosis, treatment, and policy
development. Despite PCOS being one of the most common hormonal conditions, it
remains critically under-researched and underfunded. Strengthening professional training,
public understanding, and research infrastructure will be key to delivering consistent,
evidence-based care across the NHS.

Together, these sections offer a roadmap for reform, anchored in the experiences of patients, grounded in
clinical evidence, and aligned with the Government’'s own priorities. This report brings to life the real-world
impact that current gaps in diagnosis and care have on people’s quality of life, and sets out a clear case
for change, so that PCOS is no longer sidelined in women'’s health policy but addressed with the serious
attention, structure, and compassion it demands.
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About PCOS

PCOS is one of the most common hormonal conditions in the UK,
affecting an estimated one in eight women and those assigned
female at birth. Yet despite its prevalence, PCOS continues to be
misunderstood, under-recognised, and inconsistently managed
across the health system. For too many, the journey to diagnosis and
care is prolonged (with up to 70% remaining undiagnosed), confusing,
and emotionally draining, reflecting a broader failure to treat PCOS
as the serious, lifelong condition that it is. Even when a diagnosis
is eventually given, patients are often left to manage the condition
alone, with little information, guidance, or follow-up support, forcing
them to navigate complex symptoms without the tools or resources
they need.

At its core, PCOS is a complex endocrine disorder that has multi-
system effects throughout an individual's life course. It is typically
diagnosed when two out of three features are present: irregular or
absent ovulation, higher-than-normal levels of androgens and the
presence of polycystic ovaries visible on ultrasound. However, these
clinical markers only tell part of the story. PCOS affects multiple
body systems and manifests in a range of symptoms that vary widely
between individuals and across an individual's life course. These can
include irregular periods, acne, excess facial or body hair, scalp hair
thinning, fertility challenges, difficulties with weight management,
and signs of insulin resistance. Many patients also experience fatigue,
low mood, and anxiety.

What makes PCOS particularly challenging is that it is a lifelong
condition, with impacts that extend far beyond reproductive health.
Individuals with PCOS face a significantly increased risk of developing
type 2 diabetes, cardiovascular disease, fatty liver disease, sleep
apnoea, endometrial cancer, and pregnancy complications. Yet these
risks are rarely monitored or proactively managed in routine care.
The psychological toll is equally profound. Visible symptoms such as
facial hair and weight gain often lead to low self-esteem, body image
concerns, and social isolation, while research has shown a clear link
between PCOS and depression, anxiety, and even suicidal ideation.

The effects of PCOS are not confined to individuals: they reverberate
across the healthcare system. Delayed diagnosis, poor coordination
between specialties, and limited access to treatment mean that many
patients attend multiple appointments, undergo repeat testing, or turn
to private providers out of desperation. In the meantime, unmanaged
symptoms can worsen, becoming harder and more costly to treat.
This can reduce chances of achieving an ideal family size, increase
the risk of pregnancy complications, and exacerbates long-term
health risks such as type 2 diabetes and cardiovascular disease and
more - ultimately driving up the cost burden on the NHS compared
to a proactive, preventative approach.

Despite this, there is no nationally commissioned PCOS pathway, no
routinely collected data on diagnosis or treatment outcomes, and
no dedicated funding for PCOS services, unlike for other chronic
conditions with comparable prevalence and complexity.

This is not an official publication of the House of Commons or the House of
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Respondents from Verity
2025 Patient Consultation

PCOS is often dismissed as a
gynaecological / reproductive
issue, or reduced to lifestyle
advice, reinforcing a cycle of
neglect and minimisation. But the
evidence is clear: this is a serious
condition with wide-reaching
implications for physical, mental,
and metabolic health over an
individual's entire life. The absence
of national focus has left a vacuum
in which patients are expected
to become their own advocates,
navigating a system that is ill-
equipped to support them.

Addressing PCOS is not just a
matter of improving care for one
condition, it is a litmus test for
the NHS's broader commitment
to women'’s health, health equity,
and long-term, preventative
care. Recognition and reform are
urgently needed.




1. Delayed Diagnosis and ®k

Fragmented Care

"At 16, | received my PCOS diagnosis. The doctor handed me a basic leaflet and
suggested birth control. That was it.” — Sunila

I “It took from the age of 14 to 24 with multiple GP appointments about irregular periods
to get my PCOS diagnosis” — Rachel

Timely diagnosis is the gateway to effective management of PCOS, yet for thousands of women and those
assigned female at birth, across the UK, this gateway remains obstructed. Despite international prevalence
estimates of 10-13%, UK primary care data consistently reports much lower figures, around 3-4%. This
discrepancy reflects a pattern of underdiagnosis, rooted in systemic gaps, lack of formalised inclusion in
medical training, and inconsistent clinical practices.

From Verity's 2025 Diagnosis Survey, 34% of respondents reported waiting longer than 4 years for a PCOS
diagnosis.

There is currently no nationally adopted, evidence-based diagnostic protocol for PCOS in the UK. The
absence of NICE-endorsed primary care guidance has led to variation between regions, with most ICBs
reporting no specific PCOS pathways. Diagnosis often hinges on individual clinician judgement, which
introduces inconsistency and uncertainty. While some ICBs, such as North Central London, have implemented
local protocols based on international standards like the Rotterdam criteria, these examples remain the
exception.

The APPG welcomes the announcement that NICE will publish national guidelines in 2026, drawing on
the International PCOS Guidelines. This is a much-needed and positive step, but for these guidelines to be
transformative, they must be accompanied by implementation funding, system-wide training, and integrated
commissioning. The fact that PCOS, one of the most common, complex, and far-reaching conditions
affecting women and those assigned female at birth, has gone so long without clinical guidance reflects
a major policy failure. There is now a significant gap to close in terms of clinical consistency, professional
confidence, and patient trust.

Adolescents are particularly vulnerable to missed diagnostic opportunities. Symptoms like irregular periods,
acne, and mood changes are frequently dismissed as “normal” during puberty, delaying appropriate
intervention. Many patients who gave evidence to the APPG reported enduring years of unexplained
symptoms, some requiring more than ten GP appointments, before finally receiving a diagnosis. The
transition from adolescent to adult care is particularly challenging, with adolescent priorities not met during
or after transition.

From Verity’s PCOS Diagnosis survey, following diagnosis, just 3% of patients felt supported and informed
by their healthcare provider, with 27.79% feeling dismissed or not taken seriously. 38% were not provided
with any resources following their diagnosis.

On average, patients rated healthcare providers’ communication with them during diagnosis as 2.7
out of 10.

The structure of primary care services compounds these challenges. PCOS is a complex, multi-system
condition that rarely presents through a single symptom, yet clinicians are often expected to make
assessments within 10—15-minute consultations. This lack of time undermines the holistic discussion needed
for accurate diagnosis.
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A further obstacle is the over-reliance on blood tests, which are often treated as definitive. Several patients
described being told their tests were “normal,” even when presenting with classic PCOS symptoms. Clinical
experts explained that hormonal levels fluctuate significantly and that blood tests alone are not a reliable
diagnostic tool. A symptom-first, patient-centred approach, supported, but not determined, by biochemical
and ultrasound assessments, is essential.

Even when PCOS is suspected, the pathway to diagnosis and care can be labyrinthine. Patients are often
bounced between dermatology, endocrinology, gynaecology, and fertility services, without a clear or
coordinated plan, or left to coordinate (or fight for) their own care across multiple services. This siloed
system delays intervention and contributes to a fragmented care experience.

I “There is no holistic joined up thinking” — Patient Response from Verity Patient Consultation 2025

The APPG's FOI analysis found only a small number of ICBs reported having integrated pathways or
comprehensive support services in place despite integrated care being aligned to patient preferences. In
contrast, most ICBs cited generic gynaecological services as the only form of support available for PCOS,
further reinforcing the sense that PCOS is marginalised within the system.

The Case for Change

Many individuals with PCOS must advocate for themselves repeatedly in order to be taken seriously, often
across years and multiple GP visits, with patients rating the NHS 1.9 out of 10 on average for its management
of PCOS - according to Verity's 2025 Patient Consultation.

One respondent even commented that:

empowered. The system has felt so disempowering | have often given up trying to

I “In no part of my experience with health professionals around PCOS have | ever felt
advocate for my own health because it feels like | am fighting a losing battle”

The lack of coordinated and integrated care and clear diagnostic processes has left many feeling unheard
and unsupported.

A striking example raised in oral evidence was the emotional toll of living with symptoms like facial hair, an
experience that many described as distressing and isolating. Historically, NHS dermatology services offered
access to laser hair removal for PCOS-related hirsutism. However, deregulation and patchy commissioning
mean this support is unavailable, leaving those unable to afford private treatment without recourse.

One respondent to the Patient Consultation 2025 noted:

the impact of ingrown hairs, financially it's a burden, | can easily spend £20 per week on

I “l am very aware of my excess facial hair, | spend most days plucking hairs, living with
hair removal which will only last at most 5 days and its not 100% effective.”

On average, patients responded that they have spent nearly £1,500 on private treatments for excess hair
growth, nearly £1,500 on fertility treatments, and £2,000 on weight management during their lifetime.

Delayed diagnosis is compounded by limited access to treatments even after a diagnosis is confirmed. PCOS
lacks a dedicated licensed medication in the UK. While Metformin, primarily used for type 2 diabetes, is
often prescribed off-label, access varies significantly across regions and individual practices. Some patients
report being denied Metformin altogether due to inconsistent prescribing practices or local commissioning
decisions.

Additionally, PCOS increases the risk of metabolic complications, including insulin resistance, type 2
diabetes, and cardiovascular disease. Yet few ICBs reported having standardised processes for monitoring or
managing these long-term risks. Failure to identify and treat PCOS early not only harms individual wellbeing
but may also increase long-term demand on NHS services.
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Opportunities for Reform

Treating PCOS as a lifelong whole system condition is critical, not just for improving individual health
outcomes, but for advancing wider system priorities and indeed reducing the burden on the health economy.
Community-based models, such as the Women’s Health Hubs in West Yorkshire and North Central London,
demonstrate how sustained support across the life course, from puberty through to perimenopause and
beyond, can offer patients joined-up, compassionate, and clinically effective care. These hubs provide a
blueprint for integrated services that combine diagnosis, reproductive planning, metabolic monitoring,
and emotional support within a single pathway. But more research is needed to define and co-produce
integrated models and evaluate how these can best be implemented across the UK.

Such models also align closely with the Government’'s NHS 10-Year Plan: Fit for the Future, particularly its
“hospital to community” shift. By enabling timely diagnosis and effective management in integrated primary
and community care settings, Women's Health Hubs can reduce the number of repeat GP appointments
often required for referrals or diagnoses. This not only improves patient experience but helps to alleviate
primary care pressure and supports the Government’s ambition to reduce NHS waiting Llists.

In parallel, the introduction of national diagnostic guidance, such as the forthcoming NICE PCOS guidelines,
offers a vital opportunity to drive consistency across England and devolved nations. These guidelines must be
accompanied by investment in workforce training, clearer commissioning models, national data collection
for outcomes and tools that enable GPs and nurses to manage PCOS confidently in primary and community
care.

Taken together, these reforms would support the Women’s Health Strategy for England, which calls for
menstrual health to be prioritised and embedded across the system. They also align with the Scottish and
Welsh Women'’s Health Plans, which advocate for improved menstrual health infrastructure and seamless,
integrated care throughout the life course.

7
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2. Health Inequalities

and Cultural Barriers

“The advice lacked cultural understanding or representation, particularly in areas like
diet, mental health, and lifestyle.” - S.M.

“Traditional Caribbean foods weren’t accounted for in dietary advice. | had to find
support elsewhere.” - C.R.

"Reproductive health was not openly discussed in my African household... | had to
navigate my condition on my own.” — S.M.

"l did not feel culturally understood or represented during my diagnosis.” — C.R.

Current Landscape

PCOS affects people unequally. Evidence submitted to the APPG inquiry highlights deep-rooted disparities
shaped by ethnicity, socioeconomic status, and geography. Those of South Asian and African-Caribbean
heritagee, respectively, up to 2.5 and 1.8 times more likely to be diagnosed with PCOS than their white
counterparts. Those with the condition from ethnic minority backgrounds often present with more severe
symptoms such as insulin resistance, have higher rates of associated PCOS risks such as Type 2 diabetes and
cardiovascular disease and face fertility issues at lower BMIs. However, national BMI thresholds for access
to fertility services and monitoring for health risks do not reflect ethnic variations, placing additional barriers
in the way of timely and equitable treatment.

Socioeconomic deprivation further amplifies these challenges. Verity's 2025 Patient Consultation revealed
that PCOS patients from lower-income backgrounds face worse experiences from the healthcare system.
54% of women with an annual household income of £35,000 or above rated NHS management of PCOS as
‘Absolutely poor’, rising to 63% of women with an annual household income of less than £35,000.

Verity's 2025 patient consultation revealed that individuals from lower-income backgrounds reported both
more severe PCOS symptoms and more negative perceptions of those symptoms, indicating not only
physical burden but also reduced health confidence and increased psychological distress. These individuals
are also less likely to access private healthcare, a significant barrier when services such as laser hair removal
or GLP-1 medication are available only through out-of-pocket payment. Currently, GLP-1 receptor agonists,
used in PCOS-related metabolic management, are only available on the NHS to people with a formal
diabetes diagnosis or qualifying BMI, placing this option out of reach for many who could benefit.

Geography further reinforces inequality. FOI responses from the 42 Integrated Care Boards (ICBs) showed
that only a few regions in England have established PCOS care pathways. Many reported holding no
dedicated PCOS data or services, leaving patients subject to a postcode lottery. Survey responses indicate
similar challenges across the UK, with many reporting a lack of specialised services in their local area. For
instance, one respondent recounted:

are trying to get pregnant. | got diagnosed at 15 years old. | had to go to the local

I “"There is a serious lack of support or any specialist in PCOS in Aberdeen unless you
maternity hospital which was complete embarrassment for a teen girl"

Cultural factors also create significant barriers to timely care. Testimony submitted to the APPG illustrated how
stigma around menstruation, fertility, and body image deters early help-seeking, particularly in some minority
ethnic communities. Patients shared stories of delaying care due to fear of judgement or cultural taboos, with
some reporting that symptoms such as facial hair were seen as too shameful to discuss, even with healthcare
professionals.
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When helpis sought, careis not always culturally appropriate. Hormonal contraceptives are widely prescribed
tomanage PCOS, but some patientsreject or hesitate to use them due toreligious or cultural norms, especially if
they are young or unmarried. Several witnesses described clinicians who failed to understand these concerns,
offering little in the way of alternative treatments. Others recalled being advised to “just lose weight” without
meaningful support or sensitivity to cultural context, leaving them feeling judged rather than helped.

As a result, many patients turn to social media influencers or unregulated online sources for advice and
treatment. One patient described sourcing weight-loss drugs online due to lack of access through formal
channels. This growing trend reflects both unmet clinical need and mistrust in existing care pathways.

These experiences are not isolated. They stem from systemic gaps in training, guidance, and accountability.
Many GPs and nurses receive limited education on PCOS, and even less on delivering culturally competent
care. In Verity's 2025 consultation, 86% of respondents said they felt they knew more about PCOS than their
GP. Several women of colour who gave evidence to the APPG described feeling dismissed or stereotyped.
One patient, herself a GP, was repeatedly denied referrals despite her clinical insight. Another Black woman
was told her symptoms were “normal for her ethnicity” and offered no further support.

I "GPs not listening or dismissing symptoms because you have already been diagnosed
with anxiety and depression.”

“"There’s a huge barrier when it comes to providing care to women from non-White
backgrounds. We are not taken seriously enough and our concerns are consistently
dismissed and blamed on racial makeup rather than the actual condition.”

Patient Responses from Verity Patient Consultation 2025

These examples illustrate how structural inequality becomes embedded in care delivery. Without explicit
focus on intersectionality, how race, gender, class, and culture interact, systems will continue to overlook
and underserve the most vulnerable.

The Case for Change

The combined effect of social, cultural, and clinical barriers is profound. Patients not only face delays and
poor outcomes but also emotional and psychological strain. In Verity's consultation, people from lower-
income backgrounds reported greater distress and a sense of helplessness in managing their condition.
The inability to access treatments like laser hair removal or GLP-1 medication has significant mental health
implications, particularly when symptoms like hirsutism or weight gain deeply affect self-esteem and social
confidence, as well as increase the risk of comorbidities.

Frustration with the system forces many to advocate for themselves repeatedly, often without success.
This erodes trust, increases isolation, and pushes patients towards non-clinical advice online. The absence
of culturally competent care, and the resulting sense of being unheard or misunderstood, fuels long-term
disengagement from health services.

Many patients turn to social media
influencers or unregulated online
sources for advice and treatment.
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Opportunities for Reform

Addressing inequality in PCOS care requires both system-wide reform and targeted intervention. First,
PCOS must be recognised as an intersectional condition, one that disproportionately affects marginalised
groups and therefore demands culturally responsive, inclusive and integrated models of care that recognise
all aspects of PCOS. Second, healthcare professionals need improved training in culturally competent,
person-centred practice, embedded throughout both undergraduate education and ongoing professional
development.

To meaningfully address these disparities, the Government should support Integrated Care Boards to carry
out targeted health equity audits. These are essential for identifying where the most acute gaps exist in PCOS
diagnosis, treatment, and outcomes, particularly among ethnic minority groups and socioeconomically
disadvantaged populations. By generating clear, localised data, equity audits create the foundation for
smarter commissioning, better accountability, and more tailored resource allocation. Investing in national
data collection with better coding for ethnicity and other characteristics (e.g. disability, deprivation) would
also support initiatives to identify and eliminate inequalities.

Alongside this, investment in culturally appropriate integrated care models is critical. Services that reflect
patients’ cultural, religious, and social contexts, such as providing alternatives to hormonal contraception or
ensuring multilingual support, can build trust, reduce disengagement, and improve outcomes. Community-
led outreach programmes, culturally competent clinical teams, and tailored health education all have a vital
role to play in making PCOS care inclusive, respectful, and effective for all. Together, these interventions
can help shift the current postcode lottery into a more equitable, joined-up system.

Finally, in alignment with the Women's Health Strategies across England, Scotland, and Wales, all services
must be designed with equity at their core, accounting for race, culture, gender, and economic background
to create a healthcare system that listens to, understands, and empowers every person affected by PCOS.

People of African-
Caribbean heritage are

1.8x

more likely to be
diagnosed with

PCOS than their
white counterparts

People of South
Asian heritage are

2.5x 63%

more likely to be of women with an annual

diagnosed with household income of less
PCOS than their than £35,000 rated NHS
white counterparts management of PCOS
as '‘Absolutely poor’
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3. Psychological Impact and (
(

Insufficient Support

Current Landscape

The emotional and psychological toll of PCOS is both profound and pervasive. Testimonies heard by the
APPG reveal that while the physical symptoms of PCOS often dominate clinical attention, its mental health
impacts are frequently ignored, misunderstood, or deprioritised in healthcare settings. This oversight has
far-reaching consequences, affecting how patients see themselves, interact with others, and engage with
treatment. From the Patient Consultation Survey 2025, 31% of respondents said that depression and mood
swings have a devastating impact on them.

Patients from Verity’s 2025 consultation explained

“I've essentially found myself going through stages of grief. And there is a version of me
| can never get back. And a version | can no longer become. I've gone from being ‘dolly’
and never making 7 stone, and size six into my mid twenties, to becoming a size 16 and
weighing 12 stone. The impact that has mentally... It's been beyond crushing. There's
loathing and hate at myself. There's anger and frustration and sadness. There's envy

and jealousy when others can get pregnant, when others can lose the weight or are
fabulously skinny etc. It's hard to be so out of control.”

“The weight gain, irregular periods and problems with fertility have had a negative
impact on my mental health and | have been in a mental health unit from trying to
take my own life

PCOS affects every part of a person’s identity, including their appearance, fertility, and confidence. For
many patients, the daily reality of living with visible symptoms, such as facial hair, severe acne, weight
fluctuations, or hair loss, causes significant distress. These symptoms are not just aesthetic issues; they
deeply impact self-esteem, confidence, productivity and social relationships.

One patient speaker at the oral evidence session recounted how the presence of facial hair led her to
cover her mouth when speaking, avoid photographs, and isolate herself from others. She described the
experience as “a cause for daily stress,” worsened by being told repeatedly to “just lose weight” without
receiving any meaningful or tailored support.

“Facial hair became a daily reminder that something was not right. | became nervous
when people sat too close.” — Sunila

Depression and anxiety are not incidental comorbidities of PCOS, they are embedded within the condition’s
psychological profile. A patient reflected on years of insomnia, alopecia, brain fog, and chronic fatigue,
noting how grief and lack of care coordination intensified her symptoms and sense of isolation.

The link between psychological strain and physical health is cyclical, poor mental health can make it harder
to maintain treatment regimens, sustain motivation for lifestyle changes, or advocate for timely care, further
worsening outcomes and mental health.

The Case for Change

Despite the well-established mental health risks associated with PCOS, psychological support is rarely
integrated into standard treatment plans. Many patients described being offered a leaflet and a contraceptive
pill, with no discussion of the emotional or psychological implications of the diagnosis.

From Verity's 2025 PCOS Diagnosis survey, following diagnosis, just 3% of patients felt supported and
informed by their healthcare provider, with 27.79% feeling dismissed or not taken seriously. 38% reported
not being provided with any resources at all following their diagnosis. Only 3% felt supported and well-
informed following their diagnosis, making it clear that there is much room for improvement.
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Mental health support, where available, is often reactive rather than preventative, and few ICBs reported
commissioning PCOS-specific psychological services through the FOI process. This gap is especially critical
given the unique nature of PCOS-related distress, which can involve feelings of failure, body dysmorphia,
weight and fertility anxiety, as well as gendered stigma.

Multiple testimonies to the APPG also highlighted a troubling pattern, patients internalising blame for their
symptoms, particularly around weight. As one speaker and researcher noted, “The last thing we need to
pick up from healthcare professionals is that it's our fault.” She stressed how harmful it is when healthcare
encounters reinforce the idea that PCOS is solely a result of “lack of motivation,” and called for a culture
shift towards validating and listening to patients without judgment.

Opportunities for Reform

The APPG heard clear and consistent calls for a compassionate, multidisciplinary approach to PCOS,
one that treats the whole person, not just the symptoms. Holistic care must go beyond reproductive or
metabolic management to include routine mental health screening, body image support, and emotional
regulation strategies. This shift in approach is essential for breaking the cycle of psychological distress and
physical ill health that so many patients described. Many patients in the 2025 Consultation argued that more
holistic approaches to managing PCOS are needed, considering issues beyond fertility. One patient noted:

Health professionals need to look beyond this and not just assume that all females

I “The lifelong symptoms that have to be lived with outweigh the potential of infertility.
wish to have children”

One participant shared how involvement in online communities and longitudinal research gave her the
tools to self-advocate, but ultimately, what made the biggest difference was being treated by a clinician
who could “connect the dots”, someone who understood her symptoms in the context of her entire life
experience. This ability to see the bigger picture, rather than isolated medical issues, was echoed across
multiple testimonies.

Another speaker cited recent findings showing that emotional regulation skills can significantly reduce
feelings of anxiety and depression among people with PCOS. This evidence underlines the urgent need for
proactive, resilience-building mental health interventions, not just crisis response.

GPs and nurses are ideally placed to deliver this kind of joined-up care, but structural barriers often stand in
the way. Ten-minute appointments, staff shortages, and lack of PCOS-specific training make it difficult, even
for the most empathetic clinicians, to provide the support patients need and deserve. Without sustained
investment, training, and prioritisation, the system will continue to fall short of supporting patients or shared
decision-making about best management options or outcomes that matter most to patients.

The testimonies and evidence make one thing clear: PCOS is not simply a gynaecological or reproductive
issue. It is a complex, chronic condition with deep psychological roots and wide-reaching effects. Yet, the
current NHS response remains fragmented, overly biomedical, and emotionally inadequate.

This is where government action is essential. The findings from this report directly reinforce the aims of the
Women's Health Strategy for England, which calls for holistic, joined-up care that listens to and validates
lived experiences. Embedding mental health into PCOS treatment also supports the “sickness to prevention”
and "hospital to community” pillars of the NHS 10-Year Plan, helping people access early support before
symptoms escalate. Meanwhile, the Scottish and Welsh Women's Health Plans emphasise person-centred
approaches and closing psychological care gaps, making PCOS a clear opportunity for all nations to
demonstrate meaningful progress on women's health equity and reform.
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© Dby their healthcare provider
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4. Improving Education, Ea

Research, and Access

Current Landscape

Despite its high prevalence, PCOS remains consistently overlooked in professional training, public education,
research investment, and system-wide policy frameworks. Evidence submitted to the APPG demonstrates
that the condition is not only underdiagnosed but systematically under-recognised within the NHS, resulting
in widespread inconsistency in how PCOS is understood, taught, and managed.

Many healthcare professionals, particularly in primary care, are trying to support patients with PCOS without
the tools, training, or guidance they need. Verity's 2025 consultation found that 86% of patients felt they
knew more about PCOS than their GPa striking reflection of educational gaps across the system. In addition,
this percentage has increased from 2023, in which 75% of respondents believed they knew more than
their GP, demonstrating that the knowledge gap is widening over time and that urgent action is needed to
strengthen training and resources for healthcare professionals.

Currently, PCOS is insufficiently embedded within undergraduate and continuing professional development
curricula. When it does appear, it is largely framed through a narrow reproductive health lens. In the
Royal College of General Practitioners (RCGP) curriculum, PCOS is classified under ‘Reproductive Health,’
limiting its visibility as a lifelong, multi-system condition. Additionally, GP training rotations are not required
to include placements in gynaecology, reproductive health or in areas that disproportionately or differently
affect women and girls.

Continuing Professional Development (CPD) in PCOS care is also patchy. While some areas, such as West
Yorkshire, have piloted promising “Lunch and Learn” sessions for GPs and nurses, these remain localised and
non-standardised. Nurses, who play a crucial role in chronic disease management, also lack PCOS-specific
educational resources.

Outside the clinic, the general public, particularly adolescents and young adults, often lack the information
needed to recognise PCOS symptoms or seek help early. Inaccurate or dismissive information often leads
patients to turn to unregulated online platforms. The APPG heard from several patients who reported
finding clarity and community online but also encountered misinformation that delayed or disrupted access
to formal care.

I "l didn't speak up about irregular periods during adolescence—there was no vocabulary
or support.” — S.M.

PCOS remains chronically under-researched - particularly relative to its prevalence and impact. There is
currently no national data infrastructure to track diagnosis rates, outcomes, service access or evaluation.
The prevalence of a recorded diagnosis of PCOS in the UK in 2019 for Asian women was 5.2%, Black 3.9%
and White 3.2% to over 10% in community-based studies, indicating that coded diagnosis is an under-estimate
of the true prevalence. Many ICBs, when responding to the APPG's FOI requests, were unable to provide
even basic information about PCOS-related services. Additionally, UK-based research into the hormonal,
metabolic, and psychological aspects of PCOS remains limited, particularly in relation to marginalised
communities.

Policy-wise, PCOS has yet to be formally recognised as a chronic, multisystem condition. As a result,
it is excluded from commissioning and funding models that support other long-term conditions such as
diabetes. This omission limits investment, weakens accountability, and keeps PCOS on the periphery of
integrated care strategies.
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The Case for Change

The cumulative effect of these educational, policy, and research shortcomings is profound. Healthcare
professionals are left without the confidence or guidance to manage PCOS, while patients feel dismissed,
misinformed, and underserved. With 86% of respondents believing they know more than their GP, trust in
the healthcare system has clearly eroded, with people often turning to unreliable online sources for support.

The lack of public awareness delays diagnosis and leaves many patients struggling alone with symptoms they
don't understand. Without formal recognition of PCOS as a chronic condition, services remain inconsistent,
and commissioning is reactive rather than strategic. This neglect perpetuates health inequalities and obstructs
progress on women's health.

"l believe PCOS should be treated with the same seriousness and structured care as
diabetes.” - C.R.

Opportunities for Reform

Improving education, research, and access to care for PCOS begins with one critical shift: formal recognition
of PCOS as a long-term, multisystem condition. This would enable it to be commissioned and funded on par
with other chronic diseases, unlocking investment, promoting integration across care settings, and ensuring
it receives the national attention it warrants.

I “More research is needed into alternative, holistic, and culturally relevant care options.”
— S.M. and B.AA

To support this, the forthcoming NICE clinical guidelines must not only offer standardised diagnostic and
treatment pathways but also be accompanied by sustained efforts to embed them into clinical practice,
through professional education, commissioning frameworks, and quality assurance mechanisms for integrated
care.

Verity's 2025 consultation found 44% of patients saw primary care providers' education as a complete
barrier affecting the NHS's management of PCOS. Professional training must be reformed across the system.
PCOS-specific content should be integrated into undergraduate curricula for GPs, nurses, and allied
professionals, and reinforced through Continuing Professional Development (CPD). Successful initiatives
like West Yorkshire's “Lunch and Learn” model should be scaled nationally, and the Quality and Outcomes
Framework (QOF) can be used to incentivise consistent care.

Public and patient education also plays a vital role in improving long-term health outcomes. PCOS should
feature in Relationships and Sex Education (RSE) curricula so that adolescents can recognise symptoms
early and seek timely care. Introducing this education early not only reduces diagnostic delays but also
helps lay the foundation for better self-management and health literacy throughout life. Accessible and
inclusive information, covering symptoms, treatment options, and lifestyle support, must also be made
widely available across healthcare and community settings, including in multiple languages, to ensure all
patients can make informed choices about their care.

Finally, the UK must invest in research and data infrastructure. A national PCOS register would bring visibility
to diagnosis patterns, service uptake, and inequalities. Research should focus on the hormonal, metabolic,
and psychological dimensions of PCOS, particularly in populations most at risk of poor outcomes.

These priorities are directly aligned with the Government'’s “analogue to digital” shift within the NHS 10-Year
Plan, which emphasises smarter data use, improved digital access, and evidence-led practice. They also
reflect the aims of the Women's Health Strategies across England, Scotland, and Wales, all of which call for
stronger embedding of women's health in training, education, and service design. By implementing these
reforms, PCOS can become a blueprint for delivering more inclusive, informed, and integrated care across

the UK.
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Conclusion

The evidence presented to the APPG is unequivocal: PCOS is not being treated with the seriousness
it warrants. For too long, those with PCOS have endured fragmented care, delayed diagnoses,
and a lack of coordinated support, despite experiencing a condition that affects their physical,
emotional, reproductive, and metabolic health throughout the life course.

While the challenges are significant, so too is the opportunity for change. The transformation of
PCOS care directly supports each of the NHS 10-Year Plans three core shifts — from hospital to
community, from analogue to digital, and from treatment to prevention. By strengthening diagnosis
and management in integrated primary care and community settings, embedding preventative
screening for metabolic risks, and expanding the use of digital tools and data, PCOS can become
a model for delivering joined-up, proactive women's health services.

Similarly, England’s Women's Health Strategy, and the equivalent plans in Scotland and Wales, call
for urgent action to tackle gender-based health disparities, end diagnostic delays, and prioritise
menstrual and hormonal health. The report’'s recommendations reflect and reinforce these goals,
offering clear policy levers to embed PCOS into mainstream women'’s health delivery and decision-
making.

Additionally, the transition to larger Integrated Care Boards (ICBs), the upcoming NICE clinical
guideline on PCOS, and a rising awareness of women's health inequalities together represent a
critical window for reform. This opportunity is further amplified by the upcoming international
decision to rename PCOS, scheduled for later this year. The current name, Polycystic Ovary
Syndrome, is medically inaccurate, contributes to widespread misunderstanding, and is seen as a
barrier to diagnosis, research funding, and comprehensive care. The proposed name change aims
to reflect the condition’s systemic, lifelong impacts more accurately, with anticipated benefits
including improved diagnostic clarity, clinical engagement, and investment in care pathways.

To seize this moment, we must act. That means embedding PCOS within national education and
commissioning frameworks; ensuring long term investment in culturally competent, life-course
care; and creating systems where diagnosis and support are not dictated by postcode, privilege,
or persistence.

This report is not the end of the conversation but is the beginning of a renewed national commitment.
The APPG will continue to champion this agenda and hold the system to account until PCOS
receives the policy attention, clinical clarity, and investment that those affected have waited far
too long for.
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Further Resources

Find out more and get involved:

APPG on PCOS: https://www.pcosappg.co.uk/
Verity — The UK PCOS Charity: https://www.verity-pcos.org.uk/
NICE Information on PCOS: https://cks.nice.org.uk/topics/polycystic-ovary-syndrome/

International PCOS Guidelines: https://www.monash.edu/medicine/mchri/pcos/guideline

Follow the APPG on X: GAPPG_PCOS
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