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The Alberta Women’s Health Foundation respectfully 
acknowledges that we are on the traditional territories of 
Alberta of the many First Nations, Métis, and Inuit whose 
footsteps have marked these lands for centuries, including 
Treaty 4, Treaty 6, Treaty 7, Treaty 8, and Treaty 10 land. Our 
main office is located on traditional lands referred to as Treaty 
6 Territory, and all the people here and in the surrounding 
area are beneficiaries of this peace and friendship treaty. 
Treaty 6 encompasses the traditional territories of numerous 
western Canada First Nations such as the Cree, Saulteaux, 
Blackfoot, Metis, Dene and Nakota Sioux. We acknowledge 
all the many First Nations, Metis and Inuit people who have 
called these areas home since time immemorial.
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Last year, we launched a report entitled, “Finding the Fractures: The Pandemic, 
Women’s Health Disparities, and the Path to Equity.”

We learned much about the unique struggles and experiences of women in 
Alberta throughout the pandemic. COVID-19 impacted the lives of so many 
people in so many ways—within our homes, our families, our workplaces, and 
our relationships. Many respondents reported decreased mental and physical 
health, relationship difficulties, and reduced access to healthcare as a result of 
the pandemic.

While many of these learnings were difficult to read, we as the Alberta 
Women’s Health Foundation (AWHF) did our best to outline the many ways 
we could collectively work toward improving our community’s health, support 
each other, and navigate unique challenges in health and healthcare.

As is our mission, we continue to walk the path toward equity. We continue to 
press for more knowledge in women’s health.

While we continue to feel the impacts of the pandemic, our work in the 
community has revealed that these feelings of isolation, hopelessness in 
different facets of life, and difficulty accessing healthcare are, sadly, not 
exclusive to the pandemic.

Challenges like these are faced by women in our province on a daily basis.

For this next report, we looked past the pandemic. Instead, we focused on 
the quiet places. The topics our culture leads many of us to avoid, or the 
questions we do not know to ask. The conditions about which little is known, 
and according to our respondents, even less is done, such as menopause, 
endometriosis, painful periods and PMDD, PCOS, pelvic floor issues, and more. 
The pain and discomfort associated with these conditions often hangs in the 
air unmentioned—or when voiced, can result in tension, confusion, and even 
dismissal by healthcare providers. 

And so, silence.

The silence around certain health conditions and topics in women’s health has 
played a role in the many disparities in care and research that still exist today. 
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Foreword

With the launch of this report, sharing data from the over 2,200 
respondents who shared their voices, we aim to raise more 
awareness and understanding of these conditions and support 
important research. 

Thankfully, others have joined our cause. 

We would like to gratefully acknowledge Organon Canada, the 
AWHF’s first strategic partner and our first-ever sponsor of a 
thought leadership report such as this. Through Organon’s generous 
contributions and global leadership in healthcare, we are better able 
to amplify the voices of so many Albertans and carry out our all-
important work of shining light in the darkness. We will take crucial 
steps together toward a better, healthier future for all, united by 
the shared belief that women are foundational to a healthier world.

With partners like Organon, our research partner Women and 
Children’s Health Research Institute (WCHRI), and those who will 
soon add their voices to ours, we are confident we can begin to dispel 
the silence and open the door for more productive conversations 
to advance women’s health.

Thank you for your attention, thank you for your support, and thank 
you for sharing your voice.

Sincerely,

  

Sharlene Rutherford

President and Chief Executive Officer
Alberta Women’s Health Foundation
Royal Alexandra Hospital Foundation 
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Women’s Health Conditions



While around 50% of the population are assigned female at birth as 
women, it’s still taboo to talk about many of the health issues related to 
their specific anatomy. Women’s health goes far beyond pelvic anatomy 
and associated conditions, but reproductive and gynecological organs 
and associated hormones considerably impact women, transgender 
men and non-binary individuals.

At the Alberta Women’s Health Foundation (AWHF), we are on a 
mission to support the advancement of care and research in women’s 
health. Tackling taboos is part of this. 

Taboos are social customs restricting discussion on specific topics. 
They create a culture of silence that limits access to knowledge and 
care and can harm individuals’ overall mental health and well-being. 
Taboos perpetuate discrimination and negative stereotypes, isolate 
women, and contribute to inequities. 

For example, research in Canada shows that 4 out of 5 young persons 
who menstruate have tried to hide that they are on their period, and 
58% have felt ashamed or embarrassed about it. Canada ranks in the 
bottom half of countries surveyed regarding society’s support of 
talking openly about periods.

Women’s health has been deprioritized for decades, with limited 
research, funding, misdiagnoses, minimized symptoms and adverse 
health impacts from treatment. We are determined to ensure taboos 
stop contributing to these inequities.

We surveyed over 2,220 people in Alberta, most self-identified women, 
to understand their top health issues, concerns, and experiences with 
seeking health for conditions associated with their pelvic anatomy. In 
this report, we explore the impact of these taboos and seek to bring 
attention to medical conditions affecting women’s lives in our province. 

Introduction

SURVEYING THE SILENCE 7
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https://www.albertawomenshealthfoundation.org
https://www.always.com/en-us/lets-talk-periods
https://www.youtube.com/watch?v=DcPkrF2NBJY&feature=youtu.be
https://www.degruyter.com/document/doi/10.1515/dx-2013-0038/html
https://www.prevention.com/health/a26100121/misdiagnosed-women/
https://bsd.biomedcentral.com/articles/10.1186/s13293-020-00308-5
https://bsd.biomedcentral.com/articles/10.1186/s13293-020-00308-5


All people who identify as women.
We acknowledge that sex relates to a person’s physical and 
biological features at birth. Gender is a multidimensional 
concept influenced by factors including cultural and 
behavioural norms and self-identity. As this concept is 
affected by ongoing societal change, gender is constantly 
evolving. We use the term “women” to refer to all people 
who identify as women. Still, we recognize that many of 
the health issues in this report apply to women, trans 
men and non-binary individuals assigned female at birth. 

Women (n.)

SURVEYING THE SILENCE 8
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Almost two-thirds of women surveyed found it difficult to talk to primary 
healthcare providers about their concerns. Only 24% of women feel their 
physician is very knowledgeable about gynecological and reproductive 
health. Delays in treatment were commonly reported, and where a 
diagnosis is more complicated or specialized, such as endometriosis, 
a delay was reported by as many as 85% of sufferers. One in five 
respondents feels that their gender is a barrier to receiving care. 

Treatment effectiveness is another area of concern; more women report 
treatment for perimenopause is ineffective (39%) than highly effective 
(35%). The highest satisfaction in treatment for a diagnosed condition 
was for endometriosis, at just 44%, once a diagnosis was achieved. 

Women also highlighted that even they had limited knowledge about 
their gynecological and reproductive health, with only one quarter 
feeling very knowledgeable.

Taboo Health Issues for  
Women in Alberta

The purpose of the survey was to understand the unique 
challenges of women’s health in Alberta and, in particular, 
women’s gynecological health. Women experienced an average 
of five pelvic health issues each, specifically the following: 

Painful Periods 

68%

Menstrual Irregularity

43%

Pelvic  
Floor Dysfunction

40%

Menopause

39%

Peri-Menopausal

31%

Painful Sexual 
Intercourse 

31%

Premenstrual 
Dysphoric Disorder

12%

Polycystic  
Ovary Syndrome

9%

Pelvic Pain

21%

Endometriosis

17%

Recurrent Yeast 
Infections or 

Bacterial Vaginosis

24%

Fibroids

21%

SURVEYING THE SILENCE 9



The Consequences of Making  
Women's Health Issues "Taboo" 

“People think I’m being dramatic when in 

reality, my reaction is proportional to the 

pain I’m experiencing. At times I’m not 

able to even get out of bed.”
- Survey respondent suffering from painful periods

SURVEYING THE SILENCE

Normalized conditions
As a society, we have normalized many 
women’s health issues, like painful 
menstruation. Even the portrayal of 
women in the media reinforces the notion 
that women should not let their periods 
prevent them from doing anything. Many 
women have had their symptoms dismissed 
by loved ones and health professionals as 
“just part of being a woman,” driving them 
towards isolation and hopelessness and 
even leading some to consider suicide.

Minimized symptoms
Even when women seek help, evidence 
shows many concerns are overlooked and 
dismissed, and they are more likely to be 
stereotyped as exaggerating or being 
over-emotional in healthcare settings. 
This implicit bias does not depend on the 
gender of the healthcare professional.  
Evidence shows that women are less 
likely to receive aggressive treatment 

when diagnosed and are more likely 
to have their pain characterized as 
“emotional,” “psychogenic,” and therefore 
“not real.” This concept has been termed 
the “Gender Pain Gap” and is worse for 
Black women, Indigenous women and 
women of colour. 

The impacts of keeping the narrative 
of women’s health issues taboo are 
multifaceted, but all can have harmful 
effects on women’s health and the 
health of broader society. 

Lack of awareness of  
what is normal
The culture of silence means women 
are not aware of what is “normal.” They 
prevent women from discovering they 
are not the “only ones” going through 
something or seeking help. Taboo and 
shame create discomfort in discussing 
concerns around stigmatized topics 
with healthcare providers and may 
also result from bad advice from less 
reputable sources.

Inaction linked to 
worse outcomes
Lack of preventative health care 
also leads to worse outcomes. For 
example, cervical cancer is the third 
most common reproductive cancer 
in Canadian women and can be 
preventable with a vaccine. The five-
year survival rate is 93% with early 
detection but is as low as 15% with 
later-stage diagnosis. Thus, screening 
is critical, and avoiding screening due 
to the taboo of women’s pelvic health 
causes many to miss screening, 
increasing their risk for worse  
health outcomes. 

“It adds worry and stress because 

you don’t know what and when to 

expect and if strange new symptoms 

are indicative of something serious.”
- Survey respondent suffering  
from perimenopause
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8346066/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8346066/
https://www.jogc.com/article/S1701-2163(20)30472-2/fulltext
https://assets.bcwomensfoundation.org/2020/10/28162020/BCWHF-In-Her-Words-Report-2019.pdf
https://assets.bcwomensfoundation.org/2020/10/28162020/BCWHF-In-Her-Words-Report-2019.pdf
https://assets.bcwomensfoundation.org/2020/10/28162020/BCWHF-In-Her-Words-Report-2019.pdf
https://onlinelibrary.wiley.com/doi/abs/10.1002/aet2.10124
https://digitalcommons.law.umaryland.edu/cgi/viewcontent.cgi?referer=&httpsredir=1&article=1144&context=fac_pubs
https://www.penguinrandomhouse.ca/books/636190/the-vagina-bible-by-dr-jen-gunter/9780735277373
https://www150.statcan.gc.ca/n1/pub/82-624-x/2015001/article/14095-eng.htm#a2
https://www150.statcan.gc.ca/n1/pub/82-624-x/2015001/article/14095-eng.htm#a2
https://cancer.ca/en/cancer-information/cancer-types/cervical/prognosis-and-survival/survival-statistics
https://cancer.ca/en/cancer-information/cancer-types/cervical/prognosis-and-survival/survival-statistics


Limited specialist knowledge and  
treatment options
Health conditions that disproportionately or solely affect 
women are understudied, which impacts the knowledge 
and tools available to healthcare providers. In Alberta, only 
3.4% of health research funding goes 
to women’s health research, leading 
to well-meaning medical professionals 
being under-informed and ill-prepared 
to offer effective solutions and support. 
Many women in the survey even 
reported accessing care outside of 
Canada for their conditions. 

Domino effect on mental + 
physical health
The mental and physical consequences of the symptoms, 
empathy gap, dismissal, and delayed diagnosis are 
compounded. Many conditions, if untreated, are also linked 
to long-term health issues, such as high blood pressure, 
cardiovascular disease, type II diabetes,  depression and 
anxiety. Studies have shown depressive 
symptoms in 87% of endometriosis 
patients and anxiety in 88%. Even more 
concerning, a recent study found that 
50% of women with endometriosis had 
suicidal thoughts. 

Impacted work and careers
The taboo around pivotal aspects of 
women’s physiology has a significant 
impact on the working life of women, 
explored in the three M’s: menstruation, 
maternity, and menopause. In Alberta, many health concerns 
explored significantly impacted women’s work lives. For 
women with endometriosis, painful periods, pelvic floor 
issues, perimenopause and menopause, between 50-90% 
of women reported significant work and career impact. 
Approximately 10% of women are believed to stop working 
because their perimenopausal symptoms are debilitating.

“I have to take opioids on a daily 

basis to keep the pain at bay. It 

all seemed like a domino effect 

that resulted in many symptoms 

like fibromyalgia, arthritis, high 

blood pressure, depression, 

anxiety and panic disorder.”
- Survey respondent suffering  
from endometriosis

“Hormonal shifts again make 

it hard to function 100%, I’m in 

an executive leadership role, 

and I need to be on top of my 

emotions and mental game,  

and there are some days I  

simply cannot.”
- Survey respondent suffering  
from perimenopause

The Consequences of Making  
Women's Health Issues "Taboo" 
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https://policyoptions.irpp.org/magazines/september-2020/proper-funding-for-womens-health-research-could-save-lives-during-pandemic/
https://edmontonjournal.com/opinion/columnists/opinion-womens-health-research-deserves-equal-funding
https://www.cdc.gov/diabetes/basics/pcos.html
https://www.sciencedirect.com/science/article/pii/S0039128X13000913?via%3Dihub
https://www.cdc.gov/diabetes/basics/pcos.html
https://www.sciencedirect.com/science/article/abs/pii/S0301211508003357
https://www.sciencedirect.com/science/article/abs/pii/S0301211508003357
https://www.sciencedirect.com/science/article/abs/pii/S0301211508003357
https://www.bbc.com/news/uk-wales-49933866
https://journals.sagepub.com/doi/full/10.1177/0149206319857144
https://www.fawcettsociety.org.uk/Handlers/Download.ashx?IDMF=9672cf45-5f13-4b69-8882-1e5e643ac8a6


Impacted home life 
Impacts are not isolated to work; women 
in Alberta reported significant effects at 
home, from missing social events and being 
unable to play with children to harmed 
friendships, romantic relationships 
and marriages. For those suffering 
from endometriosis, painful 
periods, pelvic floor dysfunction, 
perimenopause and menopause, 
80% of  women reported significant 
impacts on their home lives.

Compounding inequities
In addition to taboos, many women, 
particularly Indigenous women, face 
additional barriers of discrimination and 
racism. Lack of culturally-appropriate and 
trauma-informed care adds to the distrust 
of the healthcare system, linked to the 
use of healthcare control and contain 
Indigenous populations. 

The Consequences of Making  
Women's Health Issues "Taboo" 

“It has been incredibly frustrating 

and time-consuming to even find a 

doctor who will listen, never mind 

one who is equipped to help.”
- Survey respondent suffering  
from endometriosis

“It makes me less interested 

in sex, and the stress it 

causes puts me in a bad 

mood, leading to fights 

between me and my 

partner. He also had to 

take care of me and take 

me to appointments when 

I was dealing with cervical 

precancer.”
- Survey respondent suffering  
from sexually transmitted 
infections/diseases

SURVEYING THE SILENCE

“Mentally it’s exhausting 

having yet another thing 

wrong with your body  

and the itch is insane.  

It’s a disruption from  

day-to-day activities,  

work, exercise and the 

bedroom. A destroyer of 

marital relations.”
- Survey respondent suffering 
from recurrent yeast infections  
or bacterial vaginosis

“The lack of support, 

understanding 

and research is 

heartbreaking.”
- Survey respondent suffering 
from PMDD
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https://static1.squarespace.com/static/552fe729e4b0c33e91169c8e/t/5fde65f85809ae3434fa8124/1608410664583/Global-Policy-Review--New-Developments--The_Fatality_of_Bias
https://static1.squarespace.com/static/552fe729e4b0c33e91169c8e/t/5fde65f85809ae3434fa8124/1608410664583/Global-Policy-Review--New-Developments--The_Fatality_of_Bias


What Can You Do About It

SURVEYING THE SILENCE 13

With more research, greater awareness, early detection, and effective 
and comprehensive management, we believe we can collectively 
reduce the impact of these conditions on the health of women in our 
province. How can you play your part?

2. Find a specialist organization for community support. 

• Research indicates that women participating in community 
health groups are significantly more likely to increase self-
advocacy with healthcare providers and exhibit confident 
navigation of health services.

3. Encourage conversation with your friends and family. 

• Research has shown that talking openly helps. For example, 
research shows that in households where people speak 
openly about periods, young women feel more supported, 
confident and less awkward than in homes that do not.

4. Be an ally. 

• Increase your knowledge about women’s health conditions, 
particularly those experienced by your friends and family. 
Check your implicit biases in evaluating their health concerns. 

5. Fund research to uncover more about these conditions. 

• With only 3.4% of health research funding going to women’s 
health, a 17-year time lag from medical research to clinical 
practice, and the evident lack of research, knowledge and 
treatments, we must fund critical research into these areas.  

• Bringing an ally or advocate to healthcare appointments 
can create emotional support and validation for those 
experiencing the implicit gender bias of  
healthcare systems.

1. Talk with your healthcare provider about your health concerns. 
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7233290/
https://assets.ctfassets.net/o5hnyn1x0ewo/2m7bfy4qhhTPRhdd3sIwIv/a51f3b68f8246371c5214894b0ec0b57/Always__Plan_CA__Lets_Talk_Periods__Full_Report.pdf
https://support.royalalex.org/site/Donation2?df_id=1760&mfc_pref=T&1760.donation=form1&_gl=1*15rlfa8*_gcl_aw*R0NMLjE2NjUzNzE1MzQuQ2owS0NRanc0b21hQmhEcUFSSXNBRFhVTHVYX2FPQVhCT0VkTFRhS1hDYXZtSDJybFRzU0hjVkRpVm1qZm16OFBJbWxHQm9adkJ4enZfd2FBdTZ5RUFMd193Y0I.
https://edmontonjournal.com/opinion/columnists/opinion-womens-health-research-deserves-equal-funding
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3241518/
https://onlinelibrary.wiley.com/doi/abs/10.1002/aet2.10124


To raise awareness about common, yet taboo, women’s health 
issues, the AWHF has put together the following overviews 
or ‘speed reads’ that provide insight into specific conditions 
affecting women in our province, the prevalence, challenges 
and impacts, and resources for further support. 

While many conditions were covered in our report, we chose 
to highlight these five main condition areas as they represent 
health areas where inspiring research is already happening,  
and where we expect we can make the most impact in the  
near future.

Our hope is that by reviewing these sections, you will come 
away with a deeper understanding of the scale and impact 
these conditions currently have on women, and how we can 
make a difference together going forward.

Women’s Health Speed Reads

SURVEYING THE SILENCE 14
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Painful Periods and  
Premenstrual Dysphoric Disorder (PMDD)

Definition
Dysmenorrhea is the medical term 
for painful menstrual periods caused 
by uterine contractions. Symptoms 
associated with dysmenorrhea 
include gastrointestinal symptoms 
such as nausea, bloating, diarrhea, 
constipation, vomiting, and indigestion. 
Also, irritability, headache, and low 
back pain are prevalent among women 
presenting with primary dysmenorrhea. 
Tiredness and dizziness are also 
associated with dysmenorrhea.

PMDD is a severe premenstrual 
syndrome related to hormone changes 
during menstrual cycles. Symptoms 
include mood swings, depression, 
irritability or anxiety, sore breasts, 
bloating and joint or muscle pain for 
one to two weeks before menstruating. 

Prevalence
Dysmenorrhea, or painful menstrual 
periods, is one of the common 
gynecological problems among all 
women, regardless of age or race. 
The prevalence of painful periods 
can vary between 16% and 91% in 
women of reproductive age, and 
life-impacting moderate-to-severe 
dysmenorrhea is reported by about 
one-third of women. In Alberta, 68% 
of women reported experiencing 
painful periods, and 12% had PMDD.

Between 3-8% of women, 
transgender men and non-binary 
individuals of reproductive age 
suffer from PMDD, with as many as 
500,000 individuals across Canada. 
Yet, an estimated 90% of sufferers 
are thought to be undiagnosed.

68%  
of women reported experiencing  

painful periods and menstrual cramps  

12%  
reported PMDD

SURVEYING THE SILENCE 16
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https://pubmed.ncbi.nlm.nih.gov/30234051/
https://myhealth.alberta.ca/Health/aftercareinformation/pages/conditions.aspx?hwid=acd3757
https://academic.oup.com/epirev/article/36/1/104/566554
https://pubmed.ncbi.nlm.nih.gov/32168005/
https://www.sciencedirect.com/science/article/pii/S0306453003000982?via%3Dihub
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3098121/#R18


Painful Periods and  
Premenstrual Dysphoic Disoder (PMDD)

Challenges and Impacts
The stigma around periods and 
knowledge of what is “normal” often 
leads to a delay in seeking medical advice 
for issues associated with menstruation. 
Furthermore, evidence of misdiagnosis, 
minimized symptoms and dismissal from 
healthcare providers compound the 
delay in diagnosis. Both conditions are 
associated with significant impairment 
in quality of life, whether physical or 
mental. Painful periods are associated 
with considerable impairment in quality 
of life between 16% to 29% of women, 
and in adolescents, 12% of the monthly 
school and work activities are lost due to 
absenteeism because of painful periods. 
Yet improvement of health-related quality 
of life through symptom control and 
management has shown to be successful 
for PMDD and menstrual cramps.

In Alberta, painful periods were the top 
identified issues that greatly impacted 
women’s lives, with 86% suggesting 
impacts to work life and 80% of those 
experiencing this condition affecting 
home life. Yet only 55% of women in 
Alberta felt that friends and family 
support them regarding this issue.

Support
Your Period offers facts and resources on 
menstruation from Canada’s experts at 
the Society of Obstetrics and Gynecology 
of Canada.

The International Association for 
Premenstrual Disorders (IAPMD) is an 
American organization offering tools and 
educational resources, a digital symptom 
tracker, and peer support opportunities 
for conditions including PMDD.

“It is the level of pain that can remove 
you from participating in all aspects of 
life. From a class or activity at school 
where you are severely distracted from 
a subject or event due to painful cramp 
distractions, to feelings of overwhelming 
pain that keep you from focusing on 
important people in your life to enjoying 
special events or everyday life.”

- Survey respondent suffering from  
painful period

“Feeling like it’s too painful to do  
literally anything but that no one  
actually understands. Other women who 
don’t have this issue think you’re faking 
it, and men tend to just not want to know 
about it.”

- Survey respondent suffering from  
painful period

SURVEYING THE SILENCE 17

https://medicalherstory.com
https://bmcwomenshealth.biomedcentral.com/articles/10.1186/s12905-020-01100-8
https://academic.oup.com/epirev/article/36/1/104/566554
https://academic.oup.com/epirev/article/36/1/104/566554
https://www.jpagonline.org/article/S1083-3188(13)00342-2/fulltext
https://www.jpagonline.org/article/S1083-3188(13)00342-2/fulltext
https://rex.libraries.wsu.edu/esploro/outputs/graduate/Premenstrual-Dysphoric-Disorder-and-the-Controversy/99900590722901842
https://www.sciencedirect.com/science/article/pii/S0031395516411430?via%3Dihub
https://www.yourperiod.ca
https://sogc.org
https://sogc.org
https://iapmd.org
https://iapmd.org


“I’m never ok. All doctors offer is birth 
control, which gives me different, horrific side 

effects and does nothing for my PMDD.”

Survey respondent suffering from PMDD





Definition
Menopause is the time in a woman’s life when their ovaries 
stop producing the hormones estrogen and progesterone, 
and they stop menstruating. The average age of menopause 
in Canada is 51.5. Perimenopause means “around menopause” 
and refers to the time during which women’s bodies make 
the transition to menopause. It is also referred to as the 
menopausal transition. Symptoms include a change in 
periods, hot flashes, night sweats, trouble sleeping, vaginal 
dryness, mood swings and trouble focusing.  

Prevalence
In Canada, 90% of women are menopausal by the age of 
55-56, but for 5%, it occurs between the ages of 40-45 and 
many women who need surgery or chemotherapy are forced 
into early-onset menopause. A wide range of symptoms are 
reported by 84% of women at some stage of perimenopause.

In Alberta, 31% of women reported experiencing 
perimenopause and 39% menopause. 

Perimenopause and Menopause

SURVEYING THE SILENCE

39%  
of women reported experiencing menopause 

31%  

experienced perimenopause

“From being dismissed by a female doctor as something you just need 
to get through to really not being informed about what my mind and 
body would be going through. It’s only now we are somewhat talking 
about it. From frustration to hopelessness, depression, rage and a feeling 
sometimes of despair.”

- Survey respondent suffering from perimenopause/menopause
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https://medlineplus.gov/menopause.html
https://www.mountsinai.on.ca/care/womens-unit/menopause-clinic/about-menopause#:~:text=The%20average%20age%20of%20menopause,per%20cent%20have%20severe%20symptoms.
https://www.mountsinai.on.ca/care/womens-unit/menopause-clinic/about-menopause
https://www.newswire.ca/news-releases/largest-canadian-survey-on-menopause-takes-temperature-as-women-enter-this-life-stage-on-an-unprecedented-scale-533875331.html


Perimenopause and Menopause

Challenges and impacts
There are frequent misconceptions about menopause and 
perimenopause; specifically, there is little awareness of the 

symptoms and understanding 
of the stages. In Alberta, 56% 
of non-self-identifying women 
in our survey report knowing 
someone who has experienced 
menopause, but only 15% report 
knowing someone who has 
experienced perimenopause. 

While 66% of women in 
perimenopause seek medical 
care, a treatment delay is 

reported by 53% of perimenopausal women, and only 16% 
report effective treatment. 

Menopause and perimenopause have a significant impact on 
both women’s work and personal lives. In Alberta, over 73% of 
women experiencing perimenopause and 52% experiencing 
menopause report it impacting their working life. Broader data 
suggests that 10% of women will stop working because their 
symptoms are debilitating. At home, 80% and 60% of women 
report that perimenopause and menopause have affected 
their personal life, respectively, and only 55% feel supported 
by friends and family.

Support
The Menopause Clinic at Lois Hole Hospital for Women aims to 
address the concerns of women managing their menopausal 
symptoms and provides a full spectrum of services.

Menopause And U offer facts and resources on menopause 
from Canada’s experts at the Society of Obstetrics and 
Gynecology of Canada. 

The Menopause Foundation of Canada (MFC) is an advocacy 
organization created to raise awareness of the impact of 
menopause on women and society. 

Menopause Chicks is an online community that empowers 
women to easily and confidently navigate perimenopause  
and menopause. 

SURVEYING THE SILENCE

“It’s very weird and I have no idea 
about what is going on with my body 
and reproductive health. My periods 
are irregular, I don’t know if they’re 
normal, my sleep is irregular at best, 
I’m tired, my moods are out of whack, 
and there is very little information out 
there for me. It’s very stressful.”

- Survey respondent suffering from 
perimenopause/menopause
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https://whri.org/qa-with-shirley-weir-founder-of-menopausechicks-com/
https://www.fawcettsociety.org.uk/Handlers/Download.ashx?IDMF=9672cf45-5f13-4b69-8882-1e5e643ac8a6
https://www.albertahealthservices.ca/findhealth/Service.aspx?id=1026508&serviceAtFacilityID=1065604
https://www.royalalex.org/our-stories/post/managing-more-than-menopause-symptoms
https://www.menopauseandu.ca
https://sogc.org
https://sogc.org
https://menopausefoundationcanada.ca/about-menopause-foundation-of-canada/
https://www.menopausechicks.com
https://www.facebook.com/groups/menopausechicks


“I am a miserable wreck. I don’t ever remember 
being so anxious and irritable in my life. I don’t 

know if the pains I have are normal aging, 
perimenopause or some unknown fatal illness. 

It’s awful. I feel invisible.” 

Survey respondent suffering from perimenopause/menopause





40%  
of women reported experiencing some form 

of pelvic floor dysfunction

Definition
Pelvic floor dysfunction refers to a broad range of symptoms 
and bodily changes related to abnormal function of the pelvic 
floor muscles. These symptoms include bladder or bowel 
incontinence and pelvic organ prolapse. 

Prevalence
Approximately 23% of women experience at least one form of 
pelvic floor disorder, which increases incrementally with age, 
ranging from 10% in women between the ages of 20 and 39, to 
50% in those aged 80 or older. These conditions also increase 
significantly for women who have given birth; for example, 
pelvic organ prolapse will affect 50% of women who have had 
children in their lifetime, occurring right after childbirth or 
many years later. In our survey, 40% of women report pelvic 
floor dysfunction, including prolapse and incontinence.

Pelvic Floor Dysfuntion

SURVEYING THE SILENCE

“I have to arrange my life around the symptoms; I often cancel 
social occasions or days out of the house to shop because of 
it. It also played a huge role in my decision to retire.”

- Survey respondent suffering from pelvic floor dysfunction
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https://obgyn.onlinelibrary.wiley.com/doi/10.1111/tog.12695
https://pubmed.ncbi.nlm.nih.gov/18799443/
https://pubmed.ncbi.nlm.nih.gov/24142054/


Pelvic Floor Dysfuntion

Challenges and impacts
Many studies suggest that because many pelvic floor conditions 
are considered “part of life,” women feel stigmatized, guilty, 
and ashamed; it restricts their participation in activities and 
negatively influences sexual relationships and satisfaction. Many 
individuals do not seek 
help due to the taboo and 
stigmatizing nature of the 
condition. In Alberta, 57% 
of women report pelvic 
floor concerns impacting 
their working life and 
68% their home life. 
And when they do seek 
health, the physical and 
psychological impacts of delays in treatment are substantial.

In Alberta, while 70% of women with pelvic health concerns 
seek medical care, 54% experienced a delay in receiving 
treatment or care, and 56% of women have had to pay out of 
pocket for treatment. Yet once they received treatment, most 
women reported it being effective. 

Support
Urogynecology Wellness Clinic at Lois Hole Hospital supports 
patients with pelvic organ prolapse and incontinence. Services 
include education, behavioural treatment, medical and surgical 
interventions, and physiotherapy.

The Canadian Continence Foundation is a non-profit and 
registered charity, established in 1986, dedicated to helping 
people experiencing urinary and bowel incontinence  
to confidently seek and access cures, remedies and  
treatment options. 

National Association for Continence is an American non-profit 
organization dedicated to education and advocacy, with access 
to online forums. 

Urology Care Foundation focuses on research and providing 
current, comprehensive, reliable urologic information. 

SURVEYING THE SILENCE

“It is impossible to be taken seriously or get a real 
diagnosis by anyone, which is the most frustrating part 
of the whole process. I’ve bounced around from my GP 
to gynecologist to physiotherapist to dermatologist.. 
each time I’ve had to advocate for myself, and each 
time I’ve had next to zero resolution or care.”

- Survey respondent suffering from pelvic floor dysfunction
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http://Many studies
https://anthrosource.onlinelibrary.wiley.com/doi/abs/10.1525/maq.1995.9.2.02a00050
https://anthrosource.onlinelibrary.wiley.com/doi/abs/10.1525/maq.1995.9.2.02a00050
https://link.springer.com/article/10.1007/s00192-022-05176-8
https://www.edmontonurogynecology.com/contact
https://www.albertahealthservices.ca/findhealth/Service.aspx?id=4336&serviceAtFacilityID=1046148
https://www.canadiancontinence.ca/EN/
https://nafc.org/
https://www.urologyhealth.org


“It affects my whole life—physical and mental 
health daily. I miss being as active as I used to… 
I miss the freedom of not having to think about 

my body constantly. I have lost trust in my 
body’s capabilities.”

Survey respondent suffering from pelvic floor dysfunction





Definition
Endometriosis is a disease where cells of the uterine lining 
grow at sites outside the uterus. It can be asymptomatic, 
mild, or a disabling condition causing severe pain. The classic 
symptoms of endometriosis are very painful menstruation 
(dysmenorrhea), heavy menstrual bleeding, irregular 
periods, painful intercourse (dyspareunia), bloating, diarrhea, 
constipation, fatigue, and infertility. 

Prevalence
Endometriosis affects approximately 1 million people in 
Canada. It mainly affects women of 
reproductive age, with a prevalence 
of about 10%, and unmeasured 
numbers of transgender, non-binary 
and gender-diverse individuals. In 
Alberta, 17% of respondents had 
experienced endometriosis.

17%  
of women reported experiencing endometriosis

Endometriosis

SURVEYING THE SILENCE

“It has left me extremely anxious to talk to 
doctors about anything as I am terrified 
of not being believed or listened to, 
misdiagnosed or spoken to with contempt. 
The way the medical system and doctors 
have treated me and dismissed me is the 
worst part.”

- Survey respondent suffering from endometriosis
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https://link.springer.com/article/10.1186/s12905-021-01545-5
https://jogc.com/retrieve/pii/S1701216320304722
https://www.sciencedirect.com/science/article/abs/pii/S1521693418301093
https://www.sciencedirect.com/science/article/abs/pii/S1521693418301093


Endometriosis

SURVEYING THE SILENCE

Challenges and impacts
Sadly endometriosis is associated with extensive diagnostic 
delays. In Canada, these vary, with an average of 5.4 years to 
diagnosis, with over a 3-year delay from onset of symptoms to 
physician consultation and a 2-year delay between physician 
consultation and diagnosis. These delays are associated with a 
lack of awareness; in Alberta, only 4% of respondents believe 
that people are familiar with endometriosis, and only 30% of 
women respondents with endometriosis are likely to know 
others with the same condition. The wide-ranging symptoms 
and dismissal by healthcare professionals also contribute 
to delayed diagnosis. In Alberta, 40% of respondents with 
endometriosis reported seeking care from 5-10 healthcare 
providers for this condition. While many women reportedly 
shared their diagnosis with other people, the level of support 
by friends and family is limited. 

Endometriosis and associated symptoms have been shown to 
have considerable impacts on educational attainment, work 
productivity, career choices and success, impair social life and 
activities, affect family choices, negatively impact mental and 
emotional health and adversely affect one’s quality of life. In 
Alberta, 86% of those with endometriosis reported that the 
condition affected their home life, and 89% said effects on their 
work life. 

Support
Endometriosis Network Canada provides comprehensive 
details on symptoms, diagnosis and treatment in addition to 
wellness and support resources, including a facilitated online 
support group. 

EndoAct Canada is a collective of patients, clinicians, and 
researchers dedicated to people with endometriosis, providing 

resources such as an 
advocacy toolkit and 
shared stories.

“Endometriosis is extremely life altering. It is hard to 
keep a job when you are constantly in pain. It’s hard 
to make plans. It’s hard to do anything because you 
never know what each day is going to be like. On 
top of that, every doctor mistreats you, and it is so 
degrading and scary that there’s minimal help.”

- Survey respondent suffering from endometriosis
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https://jogc.com/retrieve/pii/S1701216319309806
https://jogc.com/retrieve/pii/S1701216319309806
https://journals.sagepub.com/doi/10.1177/2284026520903214
https://link.springer.com/article/10.1186/s12905-021-01545-5
https://endometriosisnetwork.com
https://endometriosisnetwork.com/support-groups/#support-options
https://endometriosisnetwork.com/support-groups/#support-options
https://endoact.ca


“I had no idea I even had this condition until 
I was 58. It was a new gynecologist who 

removed a cyst and, at the same time, noticed 
the endometriosis. I was shocked that no other 
gynecologist or obstetrician had noticed it ever! 

How different my life may have been.”

Survey respondent suffering from endometriosis





9%  
of women reported experiencing  

polycystic ovary syndrome

Definition 
Polycystic ovary syndrome (PCOS) is a condition in which a 
woman has increased levels of male hormones which presents 
with the following symptoms: menstrual irregularities, infertility, 
skin problems such as acne and increased hair growth, increased 
number of small cysts in the ovaries, and other hormonal related 
issues such as obesity. 

Prevalence
It is estimated that PCOS affects 8-13% of women of reproductive 
age, so as many as 1.4 million Canadian women may be afflicted 
with PCOS. In our survey, 9% of self-identified women reported 
experiencing PCOS.

Polycystic Ovary Syndrome (PCOS)

SURVEYING THE SILENCE

“I was told I would only be treated for fertility 
issues related to PCOS. Nothing else.”

- Survey respondent suffering from PCOS
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https://medlineplus.gov/ency/article/000369.htm
https://pubmed.ncbi.nlm.nih.gov/27664216/
https://pubmed.ncbi.nlm.nih.gov/27664216/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2893212/


Polycystic Ovary Syndrome (PCOS)

SURVEYING THE SILENCE

Challenges and impacts
Like many other women’s health issues, diagnostic delays and 
dismissal have affected many women with PCOS. In one study, over 

one-third of respondents waited for more than 
two years, and 41% saw three or more doctors 
before attaining a diagnosis. Comprehensive 
research by Dr. Donna Vine from the University 
of Alberta and a WCHRI researcher suggests 
that 34% of women took more than two years 
to get a diagnosis of PCOS, and 60% had to 
visit more than one healthcare provider before 

a final diagnosis. Three-quarters were not told about the long-
term medical health risks linked to PCOS, such as cardiovascular 
diseases. Mental health impacts are often unaddressed in doctor’s 
visits, and many are just treated for their reproductive and fertility 
issues. In Alberta, many women reported considerable effects 
on their self-esteem and mental health, school work and career 
because of pain, and many documented stories of dismissal and 
delayed diagnosis. 

Support
PCOS Together was founded by WCHRI researcher Dr. Donna Vine 
with a mission to improve our understanding of health outcomes 
and healthcare in women with and 
without PCOS. It provides information 
about research, online community 
forums and resources to support 
people advocating for themselves in 
healthcare appointments.

PCOS Awareness Association is a 
non-profit organization dedicated to 
raising awareness of PCOS worldwide, 
providing education and support 
services to help people understand 
and obtain treatment for the condition.

“Multiple Drs were very 
dismissive. It wasn’t until I went 
to the third fertility doctor that 
I was diagnosed, and at that 
point, it was beyond assistance.”

- Survey respondent suffering  
from PCOS

“It has had a huge impact. Loss of 
school and work due to pain, [and] 
because of late diagnosis [PCOS] caused 
infertility, miscarriages, and eventually a 
hysterectomy. I was told it was all in my 
head, not that bad, I was exaggerating, and 
it was because of my weight until I thought I 
was actually going insane.”

- Survey respondent suffering from PCOS
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https://bjgp.org/content/70/694/e322
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https://www.pcosaa.org


“I was in my early teens when I started having 
pain and tried to get help, I was in my 30s when 

I was finally diagnosed.”

Survey respondents suffering from PCOS



The Alberta Women’s Health Foundation tasked Y Station with 
conducting a general population survey through the Y Station 
Engage panel and a web link invitation. Data collection occurred 
between July 11, 2022, and August 2, 2022. The purpose of the 
survey was to understand the unique challenges of women’s 
health in Alberta and, particularly, women’s gynecological 
health. A total of 2,229 respondents completed the survey, with 
91% of survey respondents identifying as women.

All quotes within the report are verbatim or with marked 
adjustments for ease of comprehension. They are derived from 
responses provided by survey participants.

Supplementary academic and grey literature was obtained 
to provide broader context and details on health issues, 
experiences and inequities.

Recommended citation: Alberta Women’s Health Foundation 
(2023) “Surveying the Silence: Exploring the impact of taboos 
in women’s health.”

Methods
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The AWHF - Who We Are

SURVEYING THE SILENCE 37

We stand for women and women’s health.
Disease is not restrained by borders. Fortunately, neither is the 
knowledge that comes from research. The new initiative of the 
Royal Alexandra Hospital Foundation has been created to fill 
urgent gaps in women’s health research, an area historically 
underfunded and, sometimes, nonexistent. Excellent health 
outcomes are the direct result of ongoing investment in 
health research. Our mission is to foster equity in women’s 
health, close research gaps, and connect pathways from 
lab to life, all of which advance clinical care at the Lois Hole 
Hospital for Women and other women’s health centres across 
Alberta and beyond.

Visit us at AlbertaWomensHealthFoundation.org and help us to

#RefocusTheResearch

Follow us online
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Please use the hashtag #SurveyingTheSilence in any posts 
referencing this report or the data contained within it.

https://www.albertawomenshealthfoundation.org
https://www.facebook.com/abwomenshealthfoundation/
https://www.linkedin.com/showcase/alberta-women's-health-foundation/
https://www.instagram.com/abwomenshealthfoundation/
https://twitter.com/abwomenshealth

