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Reproductive Equity - Uterine Fibroids

Executive Summary

On 7 March 2025, the Caribbean & African Health
Network (CAHN) successfully hosted its annual
International Women’s Day event, themed “Womb
Health in the Digital Era.” The event welcomed over 300
attendees from diverse backgrounds, coming together
to celebrate and explore critical issues in women's health.

A central feature of the event was a series of interactive
workshops, including a focused session on uterine
fibroids, a condition that disproportionately affects
women of Caribbean and African descent. During this
session, 31 Caribbean and African women shared their
personal experiences in a breakout discussion facilitated
by Tina Backhouse of Theramex, a passionate advocate
for addressing uterine fibroids and wider gynaecological
disparities in Black women.

This focus was driven by findings from the CAHN
Women’'s Womb Health Survey (2024), which identified
uterine fibroids as a major concern. The harrowing stories
shared through the survey and one to one conversations
moved CAHN to deepen its commitment in 2025,
making uterine fibroids the first priority area for the
All-Party Parliamentary Group (APPG) Black Health,
under the campaign titled “Reproductive Equity —
Uterine Fibroids Crisis.”

To support evidence-based advocacy,
CAHN has undertaken a preliminary rapid
review paper exploring the clinical, social,
and systemic dimensions of uterine
fibroids in Caribbean and African women.
This paper is currently available as a
pre-print with the aim of achieving
peer-reviewed publication in the summer
2025 and informing policy engagement
through the APPG Black Health.

The scoping review undertaken in April
2025 further identifies several critical gaps
in the literature.

One such gap is the lack of qualitative
research capturing the lived experiences
of Caribbean and African women with
fibroids. Most existing studies are
clinical and quantitative, offering limited
insight into how fibroids affect daily
life, mental health, and reproductive
decision-making (Jeffries et al., 2024).
Additionally, inconsistencies in how
ethnicity is recorded often using broad or
outdated categories such as “Black” or
"BAME" obscure the specific needs of
Caribbean and African communities.
Another underexplored area is the
potential role of vitamin D deficiency in
fibroid development and progression.
Women with darker skin tones are more
likely to have lower vitamin D levels due
to reduced synthesis in the UK climate,
which may contribute to the higher
prevalence and severity of fibroids
in these populations (Jeffries et al., 2024).
These limitations in the evidence base
hinder the development of culturally
competent care, targeted public health
strategies, and equitable clinical
pathways.



Introduction:

On 7™ March, 2025, the Caribbean & African Health Network (CAHN) successfully hosted its annual
International Women'’s Day event, Womb Health in the Digital Era. The gathering brought together
over 300 attendees from diverse backgrounds to share, learn, and celebrate women’s health. Through
interactive workshops and open dialogue, women from various cultural and healthcare experiences
explored critical issues affecting their reproductive well-being.

Among the most pressing topics discussed was uterine fibroids a condition that disproportionately
affects Black Caribbean and African women. These benign tumors of the uterus are not only a significant
health concern but also a powerful lens through which to examine broader issues of health equity.
Despite their high prevalence, Black women often face delayed diagnoses, limited access to culturally
competent care, and a lack of representation in medical research and innovation.

Structural barriers such as digital exclusion, underrepresentation in health technology development,
and insufficient targeted research have contributed to persistent disparities in outcomes. However, the
evolving healthcare landscape offers new opportunities to bridge these gaps. Innovations such as
Al-powered diagnostics, telehealth services, and mobile health applications tailored to track menstrual
and fibroid symptoms hold promise for improving early detection and access to care.

Centring uterine fibroids in conversations about reproductive health and innovation is not just a matter
of technological advancement it is a call for reproductive justice. By amplifying the voices and
experiences of Black women, we can work toward a more inclusive and equitable healthcare system
that truly serves all communities.
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Contextual background

Uterine fibroids are the most common benign tumours affecting women of reproductive age, particularly
within the pelvic region. While an estimated half of fibroids are asymptomatic, they can still lead to
significant health issues including heavy menstrual bleeding, pelvic and back pain, increased abdominal
circumference, subfertility, and often necessitate surgical intervention such as hysterectomy (Elahi and
Odejinmi, 2008). The financial burden of treatment is considerable, with the NHS estimated to have
spent approximately £70 million on over 72,000 hysterectomies in a single year during the 1990s (Elahi
and Odejinmi, 2008). Caribbean and African women in the UK are disproportionately affected by uterine
fibroids. They are more likely to develop fibroids, particularly those with a family history, and are
diagnosed at younger ages with larger and more numerous growths. These women also experience
more frequent and debilitating symptoms compared to white women (Marshall et al., 1997; Jeffries et
al., 2024). Notably, fibroid prevalence among Black women does not decline during perimenopause or
menopause, in contrast to trends observed in other ethnic groups (Jeffries et al., 2024). UK-based clinical
reviews confirm that more than 80% of Black women will develop fibroids by the age of 50, compared
to around 70% of white women (Lumsden et al., 2015).

This report presents a thematic analysis of the workshop on uterine fibroids. Based on participant
perspectives, it highlights some of the many challenges faced by women of Caribbean and African
heritage, and discusses some of the progress that needs to be made to improve outcomes for
Black women.

Methodology

This scoping review was informed by a community-based engagement session held during an
International Women's Day event in the UK. A total of 31 women participated in a breakout session
specifically focused on uterine fibroids, which they joined due to their personal or familial lived
experience with the condition. The session was designed to create a safe and inclusive space for open
dialogue, allowing participants to share their experiences, concerns, and perspectives on diagnosis,
treatment, and care pathways.

The discussion was facilitated by trained moderators and guided by open-ended prompts to encourage
reflection on both clinical and social aspects of living with fibroids. Notes and anonymised transcripts
from the session were analysed thematically. Emerging themes were identified through an inductive
process, allowing the data to shape the findings rather than imposing pre-existing frameworks.
This qualitative insight was used to complement and contextualise the findings from the literature,
highlighting gaps in current research and care provision, particularly as they relate to Caribbean and
African women in the UK.
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This workshop highlighted the urgency and importance of addressing uterine fibroids as a public health
and equity issue. CAHN remains committed to advancing culturally competent care, supporting
research, and leveraging digital innovation to improve outcomes for Caribbean and African women.

The following themes emerged from discussions of this workshop

Participants shared deeply personal and often distressing experiences of being diagnosed with uterine
fibroids. Many described feeling dismissed or not believed by healthcare professionals, despite
experiencing severe and persistent symptoms. There was a strong sense that Black Caribbean and
African women are disproportionately affected by uterine fibroids, yet their experiences are often
overlooked in both clinical practice and research.

Several women spoke of the emotional toll of repeatedly being denied referrals, even when they could
physically feel their fibroids or had experienced multiple miscarriages. They expressed frustration at
having to "battle" for scans or specialist appointments, even when they knew their fibroids could
interfere with pregnancy. Some participants demonstrated a high level of awareness about diagnostic
limitations, noting that while ultrasound scans are generally effective, they can have limitations in Black
women. In these cases, transvaginal ultrasound probes were often preferred due to their greater
sensitivity and ability to visualise smaller fibroids, which are sometimes missed by standard imaging
methods such as MRI.



The delay in diagnosis and treatment had a
profound impact on many women'’s ability to have
children, with some reporting that it led to strained
relationships, emotional distress, and in some
cases, the breakdown of family plans. Others
shared how the condition affected their existing
family life, with the physical and emotional burden
of symptoms making it difficult to care for children
or maintain household responsibilities.

Participants also discussed the impact on employ-
ment, with many losing days or even weeks of work
due to pain, heavy bleeding, and fatigue. Some
worked in physically demanding jobs, which ex-
acerbated their symptoms and left them feeling
constantly unwell. There was a shared concern
about the lack of understanding from employers—
some women felt unable to disclose their con-
dition for fear of being penalised or not believed,
while others described being forced to work
through severe symptoms, which affected their
performance and mental health.

The emotional toll of living with uterine fibroids
was significant. Many women described feeling
exhausted, anxious, and isolated. Several believed
that the tiredness they experienced during

Participants voiced significant concern about the
limited and often rigid treatment pathways
offered. Many felt that hysterectomy was
presented as the only viable option, with little
discussion of less invasive alternatives such as
uterine artery embolisation, hormonal treatments,
or newer procedures like Sonata.

There was a strong feeling that treatment plans
were not tailored to individual needs. Women who
wished to preserve their fertility felt their concerns
were dismissed, and some were not even informed
of options that could support this goal. Others
described being placed on long waiting lists—
sometimes for five to ten years—during which their
symptoms worsened, affecting every aspect of
their lives.

pregnancy was linked to undiagnosed or
untreated fibroids. The condition also affected
their intimate relationships, with some reporting a
loss of confidence, discomfort during sex, and
emotional withdrawal due to the chronic nature of
their symptoms.

Importantly, participants emphasised the need for
peer-to-peer support networks. They expressed a
strong desire for safe spaces where Black
Caribbean and African women could share
experiences, exchange information, and support
one another. These networks were seen as vital for
increasing health literacy, building confidence
in navigating the healthcare system, and
empowering women to advocate for themselves
when engaging with health providers.

There was also a shared concern about the cultural
silence surrounding uterine fibroids. Many women
only discovered how common the condition was
after their own diagnosis, highlighting the need for
more open, culturally sensitive conversations
within communities and across generations.

The lack of continuity in care was also a concern.
Some women reported being passed between
GPs, with no consistent follow-up or clear
treatment plan, leaving them feeling unsupported
and confused.




While some participants acknowledged progress in the treatment of uterine fibroids, many felt these
advancements were not reaching Black Caribbean and African women equitably. Access to newer
treatments was often dependent on location or private healthcare, and digital health tools were not
always accessible or user-friendly for all.

There was interest in holistic approaches, including herbal remedies, dietary changes, and stress
management, but participants noted a lack of guidance from healthcare professionals on how to safely
integrate these into their care.

Importantly, participants emphasised the need for peer-to-peer support networks where women could
share experiences, exchange information, and "bounce off each other" to increase their health lite
women navigate the healthcare system, understand their rights, and feel empowered when speaking
with health providers.

There was a strong call for culturally relevant educational initiatives that empower women to recognise
symptoms early, understand their treatment options, and advocate for themselves. Participants
suggested that education should begin in schools and continue through community-based
programmes, with a focus on reproductive health, maternal wellbeing, and navigating the healthcare
system.

They also highlighted the importance of intergenerational learning, where older women could share
their experiences with younger generations, breaking the silence and stigma around uterine fibroids.
Suggestions included peer-led workshops, maternal health mentoring, and partnerships with community
and faith-based organisations.

Participants expressed concern about the lack of research focused on Black Caribbean and African
women, despite the high prevalence of uterine fibroids in this community. They called for more
inclusive studies that explore the causes, progression, and long-term impacts of the condition, including
its relationship with early menopause and mental health.

There was also a need for better data on the effectiveness of different treatments, particularly for women
who wish to preserve fertility. Participants stressed the importance of involving women with lived
experience in shaping research priorities and ensuring that findings are communicated clearly and
accessibly.




6. Employment, Mental Health, and Daily Life

A powerful theme that emerged was the impact of uterine fibroids on employment and daily
functioning. Many women described losing days or even weeks of work due to pain, heavy bleeding,
and fatigue. Some worked in physically demanding jobs, which exacerbated their symptoms and left
them feeling constantly unwell.

There was a shared concern about the lack of understanding from employers. Some women felt unable
to disclose their condition for fear of being penalised or not believed. Others described being forced
to work through severe symptoms, which affected their performance and mental health.

The emotional toll of living with uterine fibroids was profound. Participants spoke of feeling exhausted,
anxious, and isolated. Many believed that the tiredness they experienced during pregnancy was linked
to undiagnosed or untreated fibroids. The condition also affected their relationships and family
planning, with some delaying or abandoning plans to have children due to the uncertainty and lack of
support.

7. Treatment Funding Rationale

Participants expressed scepticism about the motivations behind treatment funding. Some questioned
whether the dominance of surgical options is influenced by financial incentives, rather than what is best
for patients. There was concern that pharmaceutical and medical device companies may prioritise profit
over patient wellbeing.

Others highlighted the broader economic impact of untreated or poorly managed uterine fibroids, in-
cluding lost productivity, increased mental health needs, and strain on families. They argued that
investing in early intervention, education, and a wider range of treatment options could reduce
long-term costs to the NHS.

There was also a call for greater transparency in how funding decisions are made, and for more public
investment in research and innovation that centres the needs of Black Caribbean and African women.

8. Interest in Prevention and Traditional Remedies

Participants expressed a strong interest in understanding the prevention of uterine fibroids, questioning
why such information is not readily available given the high prevalence in Black communities. They
wanted to know why traditional or natural remedies commonly used in their home countries were not
being considered or integrated into mainstream healthcare.

There was a call for more research into the effectiveness of these remedies and for healthcare providers
to offer guidance on safe, evidence-based use of herbal and natural products.




The workshop highlighted the deeply personal, systemic, and structural challenges faced by Black
Caribbean and African women in relation to uterine fibroids. Participants shared experiences of delayed
diagnoses, limited treatment options, and a lack of culturally competent care. Despite the high
prevalence of uterine fibroids in these communities, there remains a significant gap in awareness,
research, and tailored healthcare provision.

A recurring theme was the emotional and physical toll of the condition, compounded by the lack of
support in both healthcare and workplace settings. Women reported feeling unheard by medical
professionals, unsupported by employers, and isolated in their experiences. The need for peer-to-peer
support, culturally relevant education, and greater health literacy was strongly emphasised as a way to
empower women and improve outcomes.

Participants also raised critical questions about the absence of prevention-focused information and the
exclusion of traditional or natural remedies commonly used in their countries of origin. This reflects a
broader concern about the lack of inclusive, holistic approaches in mainstream healthcare.

The voices of Black Caribbean and African women in this workshop highlight the urgent need for
systemic change in how uterine fibroids are understood, diagnosed, and treated. Their experiences
reveal not only medical gaps but also social, cultural, and economic barriers that must be addressed to
ensure equitable care. Listening to and acting on these lived experiences is essential to improving
health outcomes and restoring trust in the healthcare system. Since launching our Health Hour sessions
in March 2020, CAHN's medical doctors have delivered six sessions focused on fibroid health literacy,
reaching over 4,500 people via Zoom and our YouTube channel.




Recommendations

1. Improve Access to Early Diagnosis and Personalised Treatment

- Ensure timely referrals and access to appropriate diagnostic tools, including transvaginal
ultrasound where clinically indicated.

- Expand access to non-surgical and fertility-preserving treatment options.

2. Develop Culturally Competent Education and Awareness Campaigns

- Create targeted educational materials and outreach programmes that reflect the experiences
of Black Caribbean and African women.

- Promote intergenerational conversations and community-based learning.

3. Support Peer-to-Peer Networks

- Fund and facilitate peer-led support groups to enhance health literacy and empower women
to navigate the healthcare system confidently.

4. Enhance Research and Data Collection

- Prioritise research into the causes, progression, and prevention of uterine fibroids in
Black women.

- Involve women with lived experience in shaping research agendas and methodologies.

5. Address Workplace Inequities

- Encourage employers to adopt inclusive health policies that support women with chronic
reproductive health conditions.

- Promote awareness and training for managers on uterine fibroids and their impact.

6. Explore and Integrate Holistic and Traditional Approaches
- Investigate the role of natural and herbal remedies used in other parts of the world.

- Consider integrating safe, evidence-based traditional practices into mainstream care
pathways.

7. Promote Prevention and Public Health Messaging

- Invest in public health campaigns that address prevention, lifestyle factors, and early symptom
recognition.

- Ensure this information is accessible, culturally relevant, and widely disseminated.




Next Steps

Addressing the disproportionate impact of uterine fibroids on Caribbean and African women in the UK
requires urgent, coordinated action across research, policy, and healthcare delivery. The findings from
this review reinforce the need for targeted investment in culturally competent care, improved data
collection, and inclusive research that centres lived experience.

A critical next step is to align with and support the work of the All-Party Parliamentary Group (APPG)
on Black Health, which has called for reproductive equity and highlighted the fibroids crisis as a pressing
public health issue. The APPG has emphasised the need for systemic change to tackle racial disparities
in reproductive health outcomes, including better access to early diagnosis, non-invasive treatment
options, and community-informed care pathways. Their advocacy has helped bring national attention
to the structural inequalities that shape Black women'’s health experiences and outcomes.

In parallel, there is a need to build on the momentum of recent policy initiatives such as the Women'’s
Health Strategy and the Maternity Disparities Taskforce, ensuring that fibroids are recognised as a
priority area within broader efforts to reduce ethnic health inequalities. Future work should also explore
the integration of community-led engagement models such as the group conversation held during
the International Women's Day event as a standard practice in shaping health services and research
agendas.

By embedding these next steps into national and local strategies, stakeholders can begin to close
the gap in reproductive health outcomes and ensure that Caribbean and African women are no
longer overlooked in the UK'’s healthcare system.




CONCLUSION

This findings within this report have emphasised the critical need for
education, advocacy, and structured approaches in the treatment
and care of women diagnosed with fibroids. It brought to light
several innovative strategies currently being employed in women'’s
health, while also revealing persistent disparities, particularly among
women of Black Caribbean and African heritage, who remain
disproportionately affected in terms of diagnosis and treatment
options.

The voices of Black Caribbean and African women at the workshop
highlighted not only medical gaps but also the social, cultural, and
economic barriers that hinder equitable care. Their lived experiences
stress the urgency of systemic change and the importance of
listening to those directly impacted. A targeted, community-level
programme of Since launching our Health Hour sessions in March
2020, CAHN's medical doctors have delivered six sessions focused
on fibroid health literacy, reaching over 4,500 people via Zoom and
our YouTube channel. is essential to prepare women for managing
this condition and to foster advocacy that drives both local and
national reform.

Such reform must be supported by significant investment in funding,
research into innovative treatments, and culturally sensitive care
models that reflect the diversity of society. Addressing these needs
will help ensure that all women, especially those historically
underserved, receive the care, support, and treatment they rightfully
deserve, while also restoring trust in the healthcare system.
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