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race. Data was analyzed using triangulation which was used was used to tease out any

common themes across the participants as well as validate the content collected. Table 1

outlines the demographics of the study group.

Table 1

Demographics of PCOS Participants (N=10)

Variable Status
Race

White

Black
Ages

20-28

29+
Average BMI

White

Black
Insured

White

Black
Medicare

White

Black
Medicaid

White

Black

Marital Status
Never married

Married
Divorced
Other

Spirituality/Religious Beliefs
Yes

No

Satisfied with Healthcare Received
Very Satisfied

Somewhat Satisfied

Not at all Satisfied

Category

43.1 kg/m"2
45.3 kg/m"2

White
Black
White
Black
White
Black
White
Black

White
Black
White
Black

White
Black
White
Black
White
Black
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%

50
50

70
30

50
50

20
60
80
20

20

40
100
60

40
40
20
20
40
40
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The researcher attempted to enroll participants that representing different
races/ethnicities that included not only Black women but also women who were
Hispanic, Latino, Spanish, Pacific Islander, and Asian. Unfortunately, the people who
agreed to participate were only White and Black women. So, five (50%) of the
participants reported being Black and five (50%) reported being White. The participants
were from varying regions of the country (Arkansas, Georgia, Louisiana, Missouri, North
Carolina, Ohio, and Texas) which may have influenced their experiences and resource
access and availability. The age range of the participants was 22 to 38 years and the
average age was 28.4 years. An important struggle for most women with PCOS is
weight. Therefore, the reported weight and height without shoes were collected to
determine each participant’s BMI. All of the participants had a BMI >30 with an average
of 44.5. In addition, half of the participants reported being married whereas the rest
reported never being married and/or being a part of an unmarried couple. All participants

reported having health insurance.

Themes
Each interview was transcribed within 24 hours of completing the interview. The
data collected was triangulated by the researcher, the faculty research chair, and two
additional healthcare professionals who are Registered Dietitians. The themes identified
by each reader were compared. Presented below were the most common themes noted

amongst the participants.
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Age of Diagnosis

When diagnosed with PCOS, patients seem to start showing symptoms either
before or during puberty (Tsikouras, 2015) but may not be officially diagnosed until
much later. This was the case for many of the participants as 7(70%) did not receive a
formal diagnosis until they were over 18 years of age.

WW3: “I always knew something wasn 't right. Ever since that...you know...and I
got my first period...I think [ was like nine. I can’t even remember that far back. But, um,
I never really had regular periods. But | didn 't really get the diagnosis of PCOS until |
was in my 20s”

One participant even voiced that had she been diagnosed sooner that she would’ve
been better prepared to manage her PCOS symptoms.

BW2: “It would have given me the time...you know what I mean? And the ability
to gain the knowledge about the diagnosis...that | could have probably curved a lot later
on. But just finding out, you know, later into my 20s...after | 've already had years of
irregular cycles and just on and off weight gain and loss and things of that nature...
Symptoms

Eight (80%) of the participants had irregular periods, some of which were so
painful, it led to emergency room visits and hospitalizations. Some of the participants
expressed that the pain was so intense that they were debilitated by not being able to walk
or talk and even ran the risk of becoming septic.

WW4: “l would say like, typically it’s probably on a scale of one to ten and... It’s

probably like a six or a seven, like consistently but there ’s been times where | actually
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went to the ER because | ’'m falling over in pain, and like, could barely walk and things
like that just because I 'm hurting so bad ”.

WW?1: “But when I was 19, | had a cyst that burst. And | ended up in the ER
because of pain and had to have antibiotics intravenously to ward off sepsis. And that is
actually when I was...a... when I was...got the first bit of that...being diagnosed with
PCOS”

WWS5: “And it wasn 't until I was 16 that | had one morning... | knew that | was
about to start my period and I got super nauseous like | always did... And it was a
Sunday. So, I would like...told my mom I don’t think | could go to church, I don 't feel
well. 1’'m glad that | did that because not even like an hour later I had a stabbing pain in
my stomach...and I couldn 't like even talk or walk or anything. I crawled to my mom.
And it turns out she thought my appendix ruptured, but it was an ovarian cyst that burst.
They said it was probably the size of like a baseball because of how much blood was in
my abdomen. But then...the ER...So my mom took me to the ER and stuff. And she got me,
thankfully, rushed in - Like because she’s a nurse and has been an ER nurse -- or has
been an ER nurse at one point. So, they got me on pain meds immediately and
immediately got me into a CT scan and saw that it was not my appendix, but an ovarian
cyst.”

The symptoms reflected in Table 2 were expressed the most by the participants

during the interview.
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Table 2

Symptoms of PCOS Participants (N=10)

Symptoms Responses Composite (%)
White n (%) Black n (%)
Irregular Periods 4 (80) 4 (80) 8 (80)
Heavy Periods 2 (40) 2 (40) 4 (40)
Pain 4 (80) 1 (20) 5 (50)
Hair Growth 1 (20) 3 (60) 4 (40)
Acne 1(20) 1(20) 2(20)
Weight Gain 1 (20) 2 (40) 3(30)
Other
Mental Health 1(20) 1 (20) 2 (20)
Issues/Anxiety/Depression
Hormonal-related 0(0) 1 (20) 1 (10)
Emotional Issues
Gl-related Symptoms 2 (40) 0(0) 2 (20)
Headaches 1 (20) 1 (20) 2 (20)
Hormone-induced tumor 0(0) 1 (20) 1 (10)
Discoloration of skin on chin 0 (0) 1 (20) 1(10)
Lethargy 0 (0) 1 (20) 1 (10)

Although not all the participants discussed having the same symptoms, most did
admit to having pain as well as heavy and irregular periods. Additionally, some reported
experiencing challenges with unwanted hair growth and weight gain, Gl issues, acne, and
mental health disturbances.

Treatment Options

Participants mentioned that their doctor’s visits were not very helpful and that
treatment options were limited and lacked personalization. Weight loss and medication
were commonly recommended interventions for the participants. The discussion of
medications offered by the participants appeared to center around being prescribed birth
control as they were a common treatment offered to the PCOS participants. Of the
participants, seven (70%) were prescribed birth control pills. However, only one (10%)

found this effective in managing her symptoms.
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BW1: “Yeah, | mean, it did its job. It did its job. So, | have my period and
everything...and yeah, like I said, I didn’t really deal with...like...acne that much in high
school. So that was never really something where | saw like a physical result, but I knew
that | would get my period.”

Six participants (60%) felt this intervention was not helpful due to side effects and
essentially had no impact; in some cases, the participants provided no reason.

WW3: “Okay. The first doctor that | went to see, | told her about my problems,
but she just assumed— “let me just put you on birth control ”. Which, the birth control
made me far worse. It made me physically ill; I threw up all the time...and finally
decided... You know what, 1'd rather just deal with it like it is.”

Metformin, a medication prescribed for regulating blood glucose levels,
combating insulin resistance, and assisting with weight loss was recommended as another
treatment option for 4 (40%) of participants. Metformin was discontinued by the
participant or healthcare professionals for all 4 (40%) participants due to side effects, 2
(20%), was not continued because of not providing improvement 1 (10%), or
discontinued by the healthcare provider because it was not needed 1(10%).

WW3: “One of my doctors put me on Metformin. He claimed it...it might help. But
my digestion system’s kind of funny. And then they tell you, it takes a while to get used to
Metformin. And | used to have to plan when 1 left the house, and not because I have... My
stomach would just be like “Nope, you gotta use the bathroom and it ain’t gonna be
pretty ”, right? *laughs* So he eventually took me off of that, because it was like 6
months... And he was like “obviously, your body ’s not going to adjust at this point, if it’s

still happening.”
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Other medications that were prescribed to help treat PCOS symptoms were used
to address anemia (iron), pain (800 mg Ibuprofen), Gastrointestinal symptoms (Miralax
and Prilosec), hormonal imbalances/deficiencies (Progesterone and testosterone),
Spironolactone (hirsutism), and anxiety and depression (Sertraline, Vyvanse, and
Adderall).

Although supplements were not offered to all of the participants, one (10%)
participant reported that she was recommended to take specific supplements to aid in
weight loss. When asked what these supplements were, she was unable to recall the name
of the weight loss supplements.

Finally, of all the interventions reported by the participants from healthcare
providers, pregnancy appeared to be an option that may relieve some mental anguish over
the struggles associated with PCOS.

WW1: “No. I...in passing doctors have been like, “oh well when people...when
women are...were pregnant, a lot of times they have...they don 't have the symptoms of
PCOS”. And | was like, “don’t want that . *chuckles* and they 're like, “well, it’s also a
little more difficult to have kids with PCOS ... Sometimes ” I’'m just like, *confused
look.*”

Body Fat Discrimination

Many overweight and/or obese patients feel a sense of fat discrimination or shame
during doctor’s visits due to the stigma associated with obesity; thus, one side effect of
PCOS is increased focus on body weight by healthcare practitioners and may cause the
PCOS patients to feel a sense of alienation and humiliation (Phelan et al., 2015). Five

(50%) participants felt that their size was a major focus of their healthcare practitioners
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when discussing their PCOS symptoms. Many of the participants were told that their
weight was the main culprit of this condition and most of their doctors recommended
weight loss only as a way to manage the condition without listening to any other concerns
and/or testing for any underlying conditions.

WW1: “it was always “because of your weight, it’s going to be harder, it’s going
to...that’s what makes it irregular.” And it was never paid attention to the fact that my
pain was always downplayed ”... “That | didn 't matter. That nothing...it didn 't matter
what I said or how | was feeling ‘cause it was always going to be my weight or it was
going to be because I just have a low pain tolerance and “cramps are normal ”. And that
as long as I lost weight, everything would be fine. It would be the magic cure-all.”

The practitioner’s focus on weight and weight loss caused frustration for one of
the participants because she felt that her body size led to dismissiveness in her PCOS-
related care.

WW4: “Now, | feel like if you 're not of a small stature, that’s always...they write
you off, write you off, write you off, right? And it’s like “Hey, can I get help too”, you
know? “...”I was coming 19-year-old, 20 years old. And I 'm just like, dang, all my life
doctors are supposed to help you. And here I am. And all they 're telling me is “Oh,
you 're fat, you need to lose weight.”

Some of the participants mentioned that even though their healthcare practitioners
mentioned that their weight was a major contributor to their PCOS symptoms they
offered discouraging words related to losing weight.

BW2: “My doctor at the time did tell me—um, she was...had very little bedside

manner ...told me at that point, you know, you probably won 't be able to lose weight. So,
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you probably want to think about the surgery, and also told me that | probably would have
a hard time conceiving and that was all | left the doctor knowing about PCOS.”

In one instance, one of the participants was even told that trying to lose weight
was a lost cause for her.

WW3: “Well, if you have PCOS, you 're not going to lose weight. So, you might as
well not even try” and | was like, okay, man, now you really made me feel unmotivated,
right? That’s worse than telling me you know, “you need to lose weight” because you
told me not to even bother because you can 't do it. So, you know, | 've always had some
weird relationships with...with doctors.”

However, one patient mentioned that since her healthcare practitioner did not fat
shame her and because she felt encouraged and supported, she felt that she could manage
her weight.

WWS5: “Like he was never blaming me for anything and helped me feel
empowered, which was nice as a 16-year-old girl...especially in the south, where, you
know, like doctors will...a lot of the time fat shame you and make you feel
like...especially anything to do with reproductive health is your fault.”

Dismissiveness/ Symptom Triage

In terms of dismissiveness, six (60%) participants reported experiencing
disparaging remarks by their healthcare providers when it came to their PCOS-related
symptoms. One participant expressed that after experiencing inattentiveness from her
gynecologist about her concerns, she now feels more inclined to take the advice from her
current doctor that listens to her and takes her complaints and health concerns into

consideration.
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WW3: “To have a doctor that | feel like at least listens to me, | will take what the
doctor says, and I 1l take their advice, but | feel like so many doctors just didn 't listen to
what | was saying. Or, at least take it into account.”

However, when they voiced their concerns to their healthcare practitioner, most
felt demeaned before being diagnosed with PCOS as well as after a formal diagnosis.

BW4: “Oh, I will say it was like... It was very dismissive. It was like one of those
things where you know, “Hey, you have this and in order to make it better, or make it go
away, it’s just...it’s like lose weight”, and it’s like, “Well?” *shrugs.*

BW5: “The gynecologist didn 't really... Didn ¢ really listen. It was like a...I don 't
know. Like a male gynecologist. He didn 't really like listen, he was like, “Oh, no, you re
fine.” But that s it.

In some cases, some of the participants had outward symptoms of PCOS but were
not diagnosed for quite some time. This was the case for the majority of the participants,
7 (70%). One participant indicated that this led to years of dealing with the symptoms
such needless pain and discomfort.

WW1: “Um, so | was finally diagnosed when | was 19. So, after eight, seven or
eight years of dealing with this, and even before that, it was always “because of your
weight, it’s going to be harder, it’s going to—that’s what makes it irregular . And it was
never paid any attention to the fact that my pain was always downplayed. ”

One participant mentioned that they were diagnosed well into adulthood (between
23 to 25 years of age) and voiced that she felt if healthcare practitioners had intervened
earlier that she may have been able to become more knowledgeable and better adjusted to

living with PCOS, and therefore better able to prepare for her future.
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BW2: “And so, | feel like earlier on had | had a doctor who at least would even
look into it...once I began to gain the weight. You know, once you could see the
discoloration in my face, the patience... had just...having somebody to say, “well, let’s
just test for this” to see if | would have someone to say at 13 or 14, like “Hey, you have
this condition we can get ahead of it while you re still young.”

One participant reported that after her diagnosis, the practitioners pushed her into
choosing birth control as her primary treatment option despite it going against her
reported personal beliefs.

WW4: “Nope, but keep, they push me - almost like trying to convince me like,
“Oh if you get on birth control ”, “if you get on birth control ”, “if you get on birth
control ”, and they don 't truly listen to my reasoning as to why I don 't want to do that. So
instead of giving me like a secondary option, it’s like “Well, it’s either this or this.”
Poor Guidance

When asked how satisfied they were with the health care they received, 6 (60%)
of the total participants reported being either very satisfied or somewhat satisfied and 4
(40%) total participants reported not being satisfied at all. When asked if the doctors and
nurses were helpful, 3 (30%) participants reported that the doctors were helpful whereas
7 (70%) reported that they were not helpful.

One of the participants reported that she received no help or guidance but at least
received comfort.

BW4: “Oh, I don 't feel like they were very helpful. I will say, they were very, like
comforting, but not necessarily helpful. Like, not really giving me any alternatives or

anything like that. But they were very comforting. ”
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Another participant voiced that after her diagnosis, she received no further
information and guidance and therefore were not very helpful.

BWS5: “I would say they maybe...they weren 't that helpful just because | was
diagnosed but like, I didn 't really get any... too much help after that. Like it was just like,
“Oh, you have this” and that was pretty much it. Like I really didnt know... You know,
what to do after that. Or you know | don 't have any like next steps, | guess.”

As mentioned, weight loss has been suggested to decrease PCOS symptoms.
When many patients are overweight or obese, they are often encouraged by healthcare
professionals to lose weight. Bariatric surgery was suggested to 1(10%) participant by a
healthcare provider.

While weight loss was the second recommended strategy for managing the
symptoms of PCOS, most participants did not get clear instructions on how to execute
this intervention.

WW1: “I was not...no. Other than losing weight. And that...that was only...that
losing weight was the only... It was only recommended to lose weight. Never given any
“Hey this what | recommend. This is getting you in touch with a nutritionist” or anything
like that. It was only “Hey you should lose weight...Lose weight. Just work out some.”

One participant even mentioned that due to the lack of guidance, she had to take
matters into her own hands by managing her PCOS on her own.

WW4: “Other than lose weight? No. *chuckles* No, like everything I 've learned.
I 've just had to manage on my own and kind of figure out things through, like, trial and

error.”
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One participant voiced that she was never given any detailed information about
PCOS or how to manage symptoms. This led her to seek information on her own by way
of her community.

BW2: “And no one ever went in-depth, no one ever had that sit down
conversation where they were able to like just very concretely detailed to me what it
actually was and how it affects the body. You know, what | could look forward to... What
I might need to look into a little bit more, none of that came ”... "But the truth is, most of
what | know about PCOS has not come from, you know, medical professionals. It has
come from my own research... From my own community of people who also have the
diagnosis and everybody just sharing like information. ”

One participant detailed that she was fairly young at the time of diagnosis and was
told she had PCOS during an OBGYN appointment. However, she received little to no
information or guidance about the condition and this led her to seek information from
outside sources. She indicated that what she has learned about PCOS through social
media platforms.

BW3: “I had to have been 17, freshman year college. Going to the OBGYN for
the first time. Yeah, for the first time. And just getting told, “oh you have PCOS. Here’s
birth control ”. That s it. I didn 't get no pamphlet. I didn’t get a “this is why this is
happening ”. You know, all these feelings you 've been feeling are validated because of
this, yada yada--like nothing. Nada. I had to go Google myself and even that was broad
because it’s not like me personally ”... “But there s just a lot of cool people who, I guess,

are just fed up and have the platform to kind of help the rest of us figure out what’s going
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on. Which has been definitely more... What s the word | ’m looking for... Reachable, more
accessible... Then getting help from healthcare people.”

One of the participants indicated she was not given clear instructions on how to
lose weight or manage her PCOS symptoms, but she chose to try a multi-level marketing
intervention that was not a part of a work-site wellness program. She reported that this
intervention caused her to drastically limit Calories and portion sizes which lead to
disordered eating behaviors.

WWS5: “I would like almost get light-headed because | wasn 't eating enough. And
it would definitely ... went more into honestly, I think eating disorder territory than
anything”

Most of the participants were not only not given instructions by the doctors for
weight loss 7 (70%), but many were not referred to a Registered Dietitian who is best
trained to assist individuals with weight loss. Presented in Table 3 are the questionnaire

results that are reflective of the participants’ responses about Registered Dietitians.

Table 3

Referrals to a Registered Dietitian (N=10)

Survey Question Responses Composite
White Women Black Women n %
n % n %
Referred to a Registered Dietitian 1 (20%) 0 (0%) 1 (10%)
Presented with the option to visit a 2 (40%) 0 (0%) 2 (20%)
Registered Dietitian
Not referred or presented with the optionto 2 (40%) 5 (100%) 7 (70%)

see a Registered Dietitian

As previously mentioned, only one participant was referred to a Registered

Dietitian and that participant stated that the RD was not helpful. Her rationale was that
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the diet recommendations were more centered around general healthy eating and were not
tailored to her individual needs, lifestyle, and preferences.

WW3: “l was. | donz...1 didn’t find her very... I went a couple of times. And that
was like...I pretty much...I get what you re telling me. And it wasn 't really helping me.
She was telling me don 't eat processed foods. I 'm like, well, that’s great. But | can figure
that out on my own. Yeah, it wasn z...it wasn t... You know, like I would... she had me fill
out like a menu every week of what I ate. And | was like, okay, and then she would look at
it, but not really read it. And I'm like, well, what’s the point of me filling this out? If
you 're not going to tell me what | 'm doing wrong during the week, or whatever. You
know what she’s like” well that s just for you”. And I'm like, I can make my own menus.
On my own. | didn’t get it. | don 't know, I hate to hate on her. Because maybe there—
maybe she’s really effective with certain things. But | mean, she was just kind of like
“make sure nothing s packaged. ” And things have to be packaged. | can’t go to a
farmer’s market and just get a whole bunch of stuff. At some point packaging is gonna
come in, and | get if you want me to avoid certain things, | mean, what do you ask me to
avoid it? | just feel like maybe it was just her and I didn 'z gel... It wasn 't even like; | feel
like it was general menu planning too. It wasn 't even like, “in your case with your
history, you should avoid XYZ " because that would have been helpful. Yeah, it was just
kind of like, “well, if you want to lose weight, eat less fat. ”

The various dietary changes/therapies used by the participants to improve their
PCOS symptoms are presented in Table 4. The two most common interventions that the
participants reported which showed improvement in their symptoms for them were

weight loss and/or diet. However, there was no specific amount of weight loss in which
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they found improvement. Two of the most common diets reported that participants
related to symptom relief were the ketogenic diet and a dairy-free plant-based diet. Some
of the reported symptom improvements were weight loss 4 (4%), regulated periods 1
(10%), lighter periods 3 (30%), increased energy 2 (20%), and improved fertility 1

(10%).

Table 4

Diet Interventions Attempted by PCOS Participants (N=10)

Diet Responses Composite
White Black n (%)
n (%) n (%)
Ketogenic 3(60) 0(0) 3 (30)
Plant-Based 0(0) 2 (40) 2 (20)
Dairy-Free 0(0) 2 (40) 2 (20)
General Healthy Eating 2 (40) 2 (40) 4 (40)
(e.g. Portion control, less sugar, fat, sugar-sweetened
beverages)
Juicing 0 (0) 2 (40) 2(20)
Multi-level Marketing 1(20) 1(20) 2 (20)
(e.g. Herbalife, etc.)
Weight Watchers 1 (20) 1(20) 2 (20)
Gluten-Free 0 (0) 1(20) 1(10)
Low carbohydrate, High Protein 0 (0) 1(20) 1(10)

(not reported as the ketogenic diet)

Weight loss was suggested to most participants. Diet and exercise are usually a
part of the weight loss journey. However, 6 (60%) participants did not mention exercise
very often during the interview.

Only one participant reported that a healthcare worker gave her general exercise
instructions but did not specify workout examples or frequency of how many days per
week to do the exercises. When asked about instructions this was her response.

BW3: “No, just diet and exercise... The one by the grad school’s town said like,

“Oh, 30 minutes a day ” Like, that was the extent... They have things like... the exercise
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they were talking about...like, what is it called...I think it’s called low impact-something
something. It’s like, L-1-S-S " is the acronym, but | can 't remember what it stands for
anymore. But it’s like the opposite of HIIT workouts... I remember seeing on the Tiktok
account...was that low impact works better for PCOS gallies. So... I can 't recall why. But
that stuck with me...so that I can remind myself that whenever I do start working out.”

Another patient was told to lose weight and although exercise was not reportedly
mentioned by the health care provider, concerns on how to exercise to promote weight
loss started to grow. Her pre-existing foot injury made her feel that weight loss could not
be achieved because she felt her injury made exercise impossible. When she visited a
podiatrist, she felt dismissed by this doctor too.

WW3: “I mean, | even went to a foot doctor once and she was like, “well if you
lose weight, it would help with your foot problems.”” And I'm like, “but | have foot
problems. | can’'t walk.” That’s kind of what we need to address in order. | can’'t walk. |
can’'t walk.”

One participant mentioned implementing basic exercises but reported that her
Registered Dietitian didn’t deem it a top priority at the moment.

WW2: “I'm trying to implement some workouts and it’s like very basic, like 10
jumping jacks, 10 setups, and 10-second plank...something like that...something basic.

I 'm trying to insert those. But right now, | am trying to get my mind wrapped around
what to eat, when to eat, how to eat it. Um, sometimes the workouts just don 't work. But
my dietitian basically looked at me and said, try to get six months down the road, just
worrying about the diet and just do the diet and the meds... and six months down the

road, you’ll lose enough weight and youll feel comfortable and kind of in a rhythm with
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everything and then you can start entering some...some weight loss or another weight
loss...workouts. So that’s basically all 1’'m worried about right now is the meds and the
diet.”

Participants have learned that PCOS may cause infertility through health care
professionals, educational pamphlets, and/or their research using the internet and social
support groups. Yet only 3 (30%) participants were given a prognosis for pregnancy.

BW2: “The only connection that they made is that | would have difficulty with
weight loss and | might—shoot—not even might...she said, most likely I would need help
with fertility. ”

WW3: “I mean, | understand the stuff that I’'m on now, the progesterone and what
it is there for. I don 't think it’s fun. But | do still take it because | at least understand that
it’s... you know...while I'm trying to get pregnant, this is what | 'm going to have to do.
You know, or at least for the time being. As I’'m approaching 39, I’'m getting a little more
anxious about my age and whether | 'm even going to be able to have kids and that kind of
thing. But she told me we weren 't going to have that. She said right now just try not to
stress out because she said that’s the worst thing when you re trying to have a kid...just
so you know...she’s like, let’s wait till your 39. If you don 't have a kid by when you 're 39,
which is coming up. *laughs* She said then we ’ll have discussions about what we can do
to access. ”

While some participants (30%) were diagnosed under the age of 18, although they
may have been aware that infertility was a possibility, but reported that their healthcare

practitioners chose to not focus on infertility due to their age.
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Life Impact

PCOS is a condition of hormonal imbalances. These imbalances can cause
symptoms that can affect a person’s mental and physical health as well as their overall
well-being. Many of the participants felt that PCOS made an impact on their lives, while
others did not feel the same.

One participant reported that before the beginning of her period that she would
have debilitating pain that impacted her ability to perform simple tasks for at least three
days.

WW?1: “It would be for about three or four days before my period would
eventually start...I would just not be able to move, basically, for those three or four
days.”

One of the participants reported that PCOS caused her ovaries to enlarge greatly
in size causing much discomfort. This same participant stated that she experiences
worsening symptoms in her mental health and gastrointestinal system, which had an
impact on her life and led to needing medication to remedy these symptoms under the age
of 18.

WW?2: “They started taking other tests and they did an ultrasound on my ovaries
and they found that I had about triple the size of a regular ovary on each side.”

WW2: “They ruled it as PCOS... put me on ...with the symptoms and whatnot.
And they were able to get every...all the symptoms...gastro symptoms...mental health
symptoms...everything was basically... Was basically being controlled by my PCOS and

was being remedied by the medicines they put me on.”
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While another participant stated that she suffers from intense cramping and pain
and other symptoms that greatly impact her life, she mentions being petrified about
having PCOS-related accidents to the point that she has to keep sanitary napkins in
multiple locations.

WW3: “Like, you know, once every two or three months, | had to stop my life at
one or two days, while | had those intense cramps and pain, and sometimes a real bad
headache will come along with it. | used to suffer from migraines. And | realized later
on...I didn’t realize there was a correlation. But later on, | realized. So, a lot of the
migraines were triggered by you know, hormones and things like that ... ““I have on
occasion had like real bad blood clots which can be worse than...like...you know...even
just because they don 't stay on pads. *laughs* They don ... yeah. Yes, so blood clots can
be pretty bad. I still get those on occasion. | don’t know. I have, like sanitary napkins
everywhere. Because |1 'm like petrified and like, If | feel like a little bit of a cramp, | put
one on because 1'm like, I 'm petrified. | 'm going to have this big thing and may have this
big accident. You know, but you never know. You never know when it’s going to come.”

WWS5 “So, my periods were always really bad, but I just thought that s how they
were. So, they were a week-long...a ton of cramping...really bad nausea, sometimes at
the point of vomiting. Acne is a big one and still something that I struggle with.”

BW4: “ whenever | would... Whenever | did get a period, it will be like on the
scale of one to ten, like thirty! Like, lasting for... Sometimes like a month, sometimes
longer than a month, and just cramping pain, just--just horrible.”

In one case, the participant has routinely prepared herself and her treatment

regimen as she awaits the start of her menstrual cycle.
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Religion/Spirituality

With regards to religious beliefs and spirituality, 3 (30%) indicated they were a
part of a spiritual community while 7 (70%) of the participants indicated they were not.
Interestingly, 7 (70%) of the participants stated they had spiritual/faith-based beliefs
while 3 (30%) total participants stated they did not.

BW1: “I'm a Christian and the hope that one day | will not struggle anymore with
my symptoms or the stress that comes with the future— when | leave this earth. It also
gives me the ability to be confident in myself, know there 's more to my life than my
condition.”

BW2: “Reminder that “all things will work together for the good. ”

All of the participants indicated that there was nothing in their beliefs that would
prohibit them from considering artificial insemination. Only 1 (10%) of the participants
reported having restrictions that healthcare workers should know about when providing
medical care (such as not wanting to take birth control for religious/spiritual reasons)
whereas 9 (90%) did not.

All of the participants varied in their religious and spiritual beliefs. They agreed
taking birth control was a treatment option that may have helped manage the symptoms
of PCQOS, but also believed that the medication would interfere with “God’s temple”.
Therefore, presenting a difficult choice.

WW4: “So there...you can either lose weight or you can get on birth control. And
| personally don't believe in taking birth control because my body is meant to be how

God made it, right? So, birth control and all these other things, like, I don 't believe in
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putting into my body on a regular basis” ... “And they basically just said “well, | mean,
lose weight or take the birth control. Up to you.”

One of the participants mentioned that their faith played a role in them refraining
from taking medications and there have been some benefits from that decision.

Per survey, BW1: | don 't take medicine- | haven 't in years and because of my
faith. | believe my symptoms have dramatically decreased since | stopped. ”

Those facing infertility believe it is a very private concern and discussing
reproductive health is not a topic readily discussed in some religions.

WW3: “So, I don’t know if I am just in a bubble where nobody talks about or, or
if it’s a cultural thing. [ feel like...so I grew up Catholic. And I feel like reproductive
health was something that just wasn 't talked about. And | don 't know if that might be part
of the reason why it just-- you didnt talk about it ... “People had sex and they had kids,
but that was kind of like, when you get married, youll have to worry about that” ... ” And
then I got married and nobody still wanted to talk about it... Um, so [ feel like...I’'m not
really a practicing Catholic anymore. But | feel like some of the cultural implications
of ...kind of, like, if you have a problem, you just kind of have to deal with it in your own
home, and we 're not going to talk about it. I think that might have pushed me along to
where | either wasn 't looking for it...or I was just assuming I'm in this by myself kind of
thing, ” ...Although, religion and spiritual beliefs may cause certain issues with seeking
medical intervention it also, may play a part in those who seek comfort, community, and
guidance when dealing with the challenges of living with the condition. In the survey,
when asked, “What are your sources of hope, strength, comfort, and peace during the

days that the symptoms of PCOS are challenging?”
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The survey allowed participants to provide short answers to additional questions
such as identifying their sources of hope, strength, comfort, and peace during times they
were experiencing challenges with their PCOS condition. Many of them, whether Black
or White indicated that they drew strength from their family, significant other, and
friends. This was reflected in statements such as those in WW3 and BW2.

WWa3: “My husband is wonderfully supportive. He can tell days when | just can 't
do what I normally do and helps fill in where I 'm lacking. Sometimes | feel like just
telling someone how | feel helps. Knowing that these periods will eventually pass helps.
In recent years, | 've learned that many people | know actually have PCOS, so it helps not
to feel alone.”

BW2: “Faith, friends, and community are my sources of hope, strength, comfort,
and, peace during the days that the symptoms of PCOS are challenging.”

While others found strength in music, reading, social media, and meditation.
Others chose not to respond to the question, 3 (30%), and one indicated that she had lost
faith.

WW3: “Honestly lost my faith as | 've gotten older, and | haven 't had much solace
fromit.”

Cultural Comparisons and Differences

When asked about cultural differences between White women and women of
color with PCOS one of the participants reported that body image and acceptability have
cultural implications which may have a negative impact on a woman’s life.

WW3: “I do feel like in culture in general, a heavier African American woman is

more acceptable than a heavy Caucasian woman... | don’t know if it’s the same in every
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culture, but I feel like in general, you see more African American women, at least a little
more filled out. I’'m not saying necessarily completely full, right? But you know at least a
little more than just a skinny pole. Right, and it’s a more accessible thing. So, | think
from that perspective, you know, |’m not saying | wish | was a different culture because |
wouldn 't say that, but you know.”

When the White participants were asked how they felt about other women with
PCOS’s experiences compared to their experiences, four (80%) noted dismissiveness in
their experiences but expressed that there may be other factors that affect women of
color.

WW?1: “Oh, I think that it’s completely different. I know that as a Caucasian...as
a white person, and as a white, female passing person. My complaints are held to a
higher standard than a lot of black or other people of color...women’s complaints are...
Like, I know that. If I go to the doctor, and | push hard enough, I’'m going to get it. I'm
going to get answers. Rather than just being told that 1’'m being aggressive or emotional
or things like that”... “I think that in general, women of color have had their voices
silenced for far too long... it...especially in medicine. I mean, we have historical...we can
look every day around us and we see that for like the death rate...the mortality rate of
childbirth is so much higher in women of color than white women. We see all the time
that women of color aren 't getting the help they need because they 're being ignored by
doctors. And I don 't think that there is a way to ever claim that there is equality in any of
that without very distinct change in the medical field. And especially when it comes to

pain. Because so many doctors are still under the assumption because they were taught
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60 years ago, even up ‘til 10-20 years ago, the black woman had a higher threshold of
pain than anybody else.”

One participant went so far as to say that women in the circles she travels
have had similar experiences and they too have felt “pushed out” of doctor’s offices
which left them feeling like they were on their own to manage their condition.

WW4: “I feel like it could be more in the aspect that even | have been pushed out
of a doctor s office and not really sat down and talked to like, “Hey, this is what you can
do to help yourself”, right? And I know, obviously, I went to an HBCU. So, | have friends
that | went to school with, that has similar issues or endometriosis, or similar, like
reproductive issues, and they kind of had the same experience. And I'm like, well, that’s
kind of messed up because women, PERIOD, are being pushed out of the doctor s office.
So, I can only imagine if I was, if there’s a doctor out there with prior prejudices to you
know, like, it could have been 10 times worse for that person ”...” Um, Overall, you know,
it takes time to manage, but | feel like everybody feels like...no...not...not everybody feels
like ... Everybody learns how to manage things on their own, period, but some people
might not have the same resources as I did.”

While another participant acknowledged that being white helped her to receive
better treatment than women of color because she had the privilege of having healthcare
access.

WWS5: “I don 't know this for sure, because | haven 't read any research or
anything, but | 'm sure that it affects...like the symptoms and stuff affects us in Similar
ways. But | will say that | know that | have a lot more privilege and access to care

providers that will probably listen to me more than women of color. And, you know, I will
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more than likely get better treatment from them because of the healthcare disparity in our
country. I mean I think that our whole healthcare system needs an overhaul. And I think
that it is starting with listening to women but especially black women, and women of
color and how they 're treated by the health care system especially when it comes to
reproductive health.”

When the Black participants were asked how they felt about other women with
PCOS’s experiences compared to their experiences these were some responses. Four
(80%) of the Black participants noted dismissiveness and/or poor guidance in their
experiences.

Some Black women felt as though the healthcare practitioners, did not listen to
them and especially did not take them seriously when they discussed their medical
concerns. One Black participant indicated that her practitioner was white and she found
the physician to be supportive. However, she was quick to point out that her experience
could very well be different for most women of color.

BW1: “I would say that | don 't see anything - I don 't see any differences. | only
have one other friend who has PCOS; and, she’s white. And so, it was nice to have
someone to kind of relate to. But | don 't see any differences in terms of experience. It’s
not like, you know, | was in an atmosphere that wasn 't supportive or anything like that.
So that’s good. But yeah, I don z...7 haven 't personally experienced any
common...like...significant differences on being treated or like anything...or, you know,
just communicating about it with my friends and things like that ”.. “But yeah, | mean, |
definitely know that there...that there...a lot of my Black, my Black

girls...girlfriends...like they have gone through, you know, just different experiences with
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their doctor. So, | would say, |1 ’m positive *chuckles* there--- has been situations where
someone has gone in and has similar situations to me and has been treated differently.
So, I...if...I never want my own experience to be like, “oh, well, this happened, so
everything’s fine , you know? So, yeah. So, | would say not to count my experience
because |’m sure that is not the majority *chuckles*... ”So yeah, | mean, my experience
has been fine. I wouldn 't really change anything. But | mean, you always have to take
into account that there’s...there’s obvious disparities with Black women and doctors and
things like that. So yeah. | always had to keep that in mind.”

On the other hand, one participant complained more about not receiving the
information/knowledge needed to navigate PCOS. Specifically, stating that she and
others like her have felt that practitioners they sought care and guidance from have fallen
short in providing them what they felt was needed to cope with the condition and better
plan for their future.

BW2: “The truth of the matter is... I don’t know. Because | don 't know any white
women with PCOS. And | don 't know, | haven 't been exposed to white women who talk
about it. What | do know is every person that | know even outside of the Facebook group
that | 've come to know that have had the diagnosis secretly, they 've been Black. And all
of us share similar medical experiences not feeling like we received the knowledge that
we should have...not...or honestly just feeling like we 're pretty clueless about what it is,
how it really affects our body, what we really can expect, what we look forward to and
what we shouldn’t. All of those things ... Like even in the questions offered today, I'm
1000% positive that most of us would answer similarly ”... “Every person that | know

is...I'm like, “oh, there’s a group on Facebook you should join the group ”. When
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they...these are not medical professionals, you know, but these are just like-minded Black
women who realized that when it comes down to medical care, and just concern we ’re
not receiving the information...or the care...or the due diligence that we should” ...
“because | have been specific about changing my health care to a lot more holistic care,
herbal care, natural care, definitely BLACK care... just because I feel like they handle us
a lot differently than white physicians... For instance, Black women and infertility rates,
you know...and just finding out how many are connected to PCOS and the knowledge
of...and maybe if you would have...we could have done some things differently, you
know? So just all of that to say, yes, | do feel like there’s a difference. And I do feel like if
we knew earlier and had more information, it would help us be able to manage the
diagnosis a lot better.”

One participant indicated that it was not about who was white and who was a
woman of color in terms of treatment received. Rather, it was about the character of the
person providing the healthcare and their responsibility to provide equitable treatment.

BW3: “It’s really frustrating, because, like, you ’re just trying to navigate through
life, especially as like, a woman of color. You know what | mean? Like, you have to think
about was it just put on me. Or like, what I get more help...if you know... We ain’t gonna
finish that sentence! *chuckles™® You know, it makes you think that....you
know...you...you kind of have to vet people... because I made sure when I called my
insurance...this is over sharing ... When I called my insurance, I was like [ need a Black
woman. There’s no... there’s no excuses. ”... "'l feel that that’s important. Because the

kind of...the character of your doctor....because...honestly...it’'s not even about skin
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color. It’s about how they care about people. So, the character of the doctor. I think...if I
had a different character, | would have been more educated on what PCOS is.”

“Just because, like, you know, like for example, like cancer doesn 't know
what....what race you are. So, I ’'m going to assume PCOS is similar. And | only say
similar instead of saying same because...how does...Black women are treated in
healthcare, period? Like, | can 't skip over that because | 'm sure that all of the research
on PCOS...not all, most, of the research of PCOS, were not done on...you know African
American women. Um, | will say that they 're both similar. Hard things to deal with.
They 're both...they re...both are trash. You know, no one ... No one wants to feel like
their hormones out of whack. No one wants to have irregular cycles...to feel infertile ...
To...you know...like...that ... That for a woman, period, I think it’s just not okay.
However, do | think that women of Caucus descent might be set up for success a little bit
more? Yes.” “How long someone went without a diagnosis, and if things could have been
maintained better... How they have been caught sooner? How doctors don 't listen to
Black women when they say they ‘re in pain. Um, how?... Because that having a cycle for
two months was ridiculous, period...and for me to have to sit there at 17 years old, and
think that’s okay....Because I didn’t want to tell that doctor! Then why do people not
think about that? There’s no...like...there’s a whole layer of that goes into it...an African
American woman side versus a white woman side. But, however, the diagnosis in and of
itself...is just...is still bad on both ends... I'm not trying to discredit anyone’s feelings.
But those things that | mentioned are very valid experiences that most, period, if not all

black women go through with any diagnosis. Not just PCOS. Just doctors, period.”
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BW4: “Um, I feel like automatically....I just always feel like black women, in
general, get the shorter end of the stick when it comes to anything. So, both of my doctors
are white. So, | can 't necessarily say...I will hope that they wouldn 't do this on
purpose...but they probably are just dismissing because it’s just...it’S SO common with us.
And | feel like they will be more likely to help their own as opposed to trying to help us.”

The participants suggested that the healthcare practitioners did not truly
understand PCOS and how it affected female physiology. Some went on to say that there
may be an age, gender, and even sometimes a racial component in the dismissiveness and
lack of guidance. One of the participants even acknowledged feeling more comfortable
with a female healthcare practitioner than a male.

WW4 “| feel like the medical profession unless you 're a nurse like as far as doctors
go, it’s still kind of like a male-dominated atmosphere. And |'ve read stories about, you
know, maybe not doctors in particular; but men, period, just not knowing how a woman’s
body works. And it’s just mind-blowing. So, | can imagine, you know, yes, these men might
have medical knowledge, but do they truly understand our bodies and how they work,
right?”

Overall, it appears most of the participants had received care from male
physicians and because of their disposition, they felt like most could not relate to what
they were physically and emotionally experiencing. With that said, one participant
summed it up by saying they just didn’t believe the doctors understood what it meant to
have PCOS as a woman.

WW3 “And...But I don 't feel like some doctors really understand what it means to

have PCOS.”
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For the most part, all of the participants shared similar experiences regardless of
race. Although some participants mentioned that race may have or could have played a
role in this treatment, they felt that all women with PCOS probably receive similar
treatment. Many attributed this to PCOS being a female reproductive issue which may
not be perceived as a condition of utmost importance to male practitioners.

The symptoms across races were comparable although some exceptions that may
need further research. Most participants reported experiencing a degree of body fat
discrimination regardless of race and mentioned that this may have led to the
dismissiveness and limited treatment options given by the healthcare providers. Most
participants were not referred to a Registered Dietitian; none of the Black participants
were referred or given the option to see one, which frustrated some of the Black
participants. The lack of guidance, support, and information provided coupled with the
encouragement to lose weight led to people receiving information and support from
sources outside of healthcare to help with their symptoms. Although this provided
comfort and a sense of community, this led to some not-so-favorable or sustainable diet
choices. Overall, the participants, regardless of race, have had difficulty on their PCOS
journey and have voiced the need for improvements in healthcare to help women

navigate their PCOS journeys more effectively.



CHAPTER 5

DISCUSSION

When diagnosed with PCOS, patients seem to start showing symptoms either
before or during puberty (Tsikouras, 2015), but may not be officially diagnosed until
much later. This was the case for many of the participants, 7(70%), did not receive a
formal diagnosis until they were 18 years of age or older. Various studies have reported
the prevalence of PCOS in adolescence as 9-15% (Naz, Ramezani, & Ozgoli, 2019).
Although, symptoms such as anovulatory/oligo ovulatory cycles, hyperandrogenism, and
polycystic ovarian morphology can appear in teens. However, the constant fluctuations in
hormones during puberty may make these symptoms unfavorable to use as diagnostic
criteria. This may be due to the symptoms possibly resolving once hormones begin to
regulate the menses as the teen ages. Therefore, diagnosing adolescents based on criteria
used to diagnose adults could result in unnecessary interventions (Mohammad &
Seghinsara, 2017). Further research is needed to develop standard diagnostic criteria for
adolescents.

Diagnosing patients early can help healthcare providers provide adequate support
to this vulnerable population. This can be impactful as the adolescent stage is a pivotal
moment in psychosocial development and is related to self-esteem/self-image. Dealing
with any fertility disorder can disrupt an adolescent girl’s psychosocial development.

Dealing with PCOS can disturb the joys of adolescence due to the stigma associated with
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hyperandrogenism which could be more intensely felt in this age group. This in turn
could impair the psychosocial development of adolescent girls (Naz, Ramezani, &
Ozgoli, 2019).

The PCOS symptoms experienced by the participants were consistent across
racial lines, with some exceptions. The most common symptom was irregular periods
which was experienced by 8 (80%) of the participants. Amenorrhea or oligomenorrhea
ovulatory cycles (irregular periods) are the main symptoms and defining criteria used to
diagnose someone with PCOS (Mohammad & Seghinsara, 2017). This was supported by
the participant-reported symptom frequency in this study. The data in this study showed
that 80% of the White participants reported pain and 2 (40% of Whites) reported GlI-
related symptoms more than their Black counterparts. Only 1(20%) Black participant
reported having pain while none reported having any Gl issues. There was no research to
support these comparisons between Black and White populations diagnosed with PCOS.
This may be an area in need of additional research.

It is important to note that 3 (60%) Black participants reported hair growth more
than their White counterparts (20%). In general, it has been reported that non-Hispanic
Blacks and Mexican Americans in the United States have a higher rate of
hyperinsulinemia compared with non-Hispanic Whites which is independent of obesity
(Engmann et al., 2017). Although Engmann et al. (2017), reported no observed
differences in insulin resistance between non-Hispanic Blacks and non-Hispanic Whites
with PCOS, the authors mentioned that there were several other studies that indicated that
hyperinsulinemia and insulin resistance were more prevalent among Blacks, Mexican-

Americans, and Caribbean Hispanics compared to White women with PCOS (Engmann
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et al., 2017). Hyperandrogenism could lead to an increased frequency of hirsutism which
could also be caused by hyperinsulinemia. More research is needed to assess whether
there is an increased occurrence of hirsutism in women of color and a correlation with
insulin resistance.

Due to PCOS’s multifaceted features, there is no consistent treatment plan for all
women with PCOS. However, implementing lifestyle modifications, hormone-regulating
contraceptives, and other drugs like inositol, clomiphene, eflornithine, finasteride,
flutamide, letrozole, metformin, spironolactone has been reported to alleviate symptoms
associated with PCOS (Tabassum et al., 2021).

In terms of lifestyle modifications, weight loss and diet, and exercise were
mentioned by the participants. The two most common interventions that the participants
reported that showed improvement in symptoms for them were weight loss and/or diet.
However, there was no amount of weight loss in which they found improvement in their
symptoms. Research states “Lifestyle intervention targeting at least 5 t015% weight loss
is the recommended first line of treatment for women with PCOS and overweight or
obesity, though there is no established weight or weight loss threshold to induce
ovulation or resumption of menstruation in women with PCOS and overweight/obesity”
(Gorczyca et al., 2022). Two of the most common diets reported that aided in symptom
relief were the ketogenic diet and a dairy-free, plant-based diet. Weight loss was reported
by 4 (40%), a regulated period was reported by 1 (10%), lighter periods were reported by
3 (30%), increased energy was reported by 2 (20%) and improved fertility was reported

by 1 (10%). Although the Ketogenic Diet has benefits such as weight loss, improving
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lipid profiles and insulin resistance (Che et al., 2021), the ketogenic diet is not a long-
term solution because ketosis shouldn’t occur over long periods (Merra et al., 2017).

Evidence is emerging to demonstrate that low glycemic diets aid in glycemic
control, lipid control, and weight loss. This is influencing Registered Dietitians and
patients to use this diet strategy to better manage PCOS symptoms. Another
recommended diet is the Mediterranean Diet. The Mediterranean Diet is rich in
antioxidants and has a low glycemic load and has been reported to improve insulin
resistance in women with PCOS (Calcaterra et al., 2021). When compared to a normal
glycemic diet, a low glycemic diet improves ovulation in patients with PCOS. Even
implementing a low Gl diet for a short period could increase insulin sensitivity (Che et
al., 2021).

One study found that increased frequency and duration of exercise had a
significant association with the achievement of health goals (Arentz et al., 2021). Most, 6
(60%) of the participants did not mention exercise at all during their interviews. Only one
participant mentioned that a healthcare worker gave her general exercise instructions but
did not specify workout examples or frequency of how many days per week to engage in
exercises. This could be an issue because exercise has not been routinely encouraged in
healthcare settings as a means to manage symptoms. However, it has been shown that
exercise therapy can be quite effective in managing PCOS in overweight and obese
individuals. It has been argued that exercises and physical activities that do not have
adverse side effects should be practiced as the first-line treatment for PCOS (Rajkumar et

al., 2022).
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Medical interventions were also mentioned by most participants. Of the
participants, seven (70%) were prescribed birth control pills. This is a common treatment
as to birth control and/or progesterone therapy are typically used to promote menstrual
cycles and hormone regulation in PCOS patients (Williams, Mortada, & Porter, 2016).
Only one (10%) found this effective in managing her symptoms whereas six participants
(60%) felt this intervention was not helpful due to side effects, no impact, and in some
cases, no reason was mentioned. Metformin was recommended to (40%) of the
participants. This medication is often prescribed for regulating blood glucose levels,
combating insulin resistance, and promoting weight loss. Of those that were prescribed
metformin (40%) chose to discontinue the medicine due to side effects, not providing
improvement, or not being needed. Metformin does have adverse effects such as
gastrointestinal upset, lactic acidosis, and an increase in homocysteine levels associated
with atherosclerosis (Williams, Mortada, & Porter, 2016), so these effects should be
considered and monitored when prescribing this medication to treat PCOS.

Most, 6(60%) participants experienced dismissiveness by their healthcare
practitioners. In this study, dismissiveness mostly came from a place of weight bias and
limited treatment options. Weight stigma is prevalent in healthcare settings and has been
observed among physicians, nurses, medical students, and dietitians (Tomiyama et al.,
2018). When discussing their PCOS symptoms, fifty percent of participants felt that their
size was a major focus of healthcare practitioners and their body size influenced the
practitioner to dismiss their PCOS-related concerns. Implementing lifestyle changes such
as diet and exercise can enhance weight loss and improve PCOS symptoms. However,

women with PCOS who are overweight (Pataky et al., 2018), receiving the medical care
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necessary to manage their symptoms effectively may be hindered by practitioners’ anti-
fat bias and preconceived ideas (Tomiyama et al., 2018).

It has already been reported that patients with higher BMI is avoid seeking
medical care due to discomfort from being stigmatized (Tomiyama et al., 2018).
Furthermore, weight loss attempts are less successful when patients perceive that their
primary care providers judge them based on their weight (Tomiyama et al., 2018). More
compassion and education provided by healthcare providers could lead to better care.
Public health supports the notion that healthcare practitioners should provide a more
weight-inclusive environment. By creating a more welcoming atmosphere and being
more weight-inclusive, healthcare providers could facilitate the implementation of
healthier behaviors/habits rather than stress weight loss, alone (Tomiyama et al., 2018).
This could provide a sense of support, build rapport between the provider and
overweight/obese patient, and may increase self-efficacy and encourage healthy
behaviors. This information is important because even though all of the participants in
this study fell below the obese BMI category they still expressed experiencing
discrimination and dismissiveness due to their weight. Additionally, some noted that if
they were smaller, they might have had a different outcome with better quality care.
Therefore, healthcare providers should acknowledge their weight biases and provide
more weight-inclusive care to foster a healthier environment for overweight and obese
patients with PCOS. This may encourage patients to feel comfortable with sharing health-
related concerns and improve self-efficacy when treating PCOS.

Poor guidance was a prominent issue noted by the participants; not receiving

adequate care was a strong feeling. Specifically, participants indicated they did not
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receive adequate information about their PCOS diagnosis. A previous published study
concluded that there is a need for psychological support and education at all times, but
specifically at the time of diagnosis (Hadjiconstantinou et al., 2017). Another issue that
stemmed from poor guidance was that weight loss was encouraged yet they were not
given specific instruction on how to implement changes to promote weight loss, nor were
they given other resources such as educational handouts, and referrals. It was noted in
one study that physicians often engage in less health education with patients with higher
BMIs (Tomiyama et al., 2018). Additionally, women with PCOS have found a lack of
community services and support to support lifestyle interventions to support adequate
management of their symptoms (Arentz et al., 2021). In one study, women with PCOS
agreed that primary care physicians were able to prioritize PCOS medical needs but they
still have neutral feelings about their primary care provider’s qualifications to treat
PCOS. The PCOS group’s responses to their primary care provider’s efforts to treat and
advise on PCOS concerns suggested they experienced more neutral feelings in their
interactions with their primary care physician. The results from the mixed model
confirmed that the PCOS group felt their primary care physician placed less effort on
PCOS issues compared with general health concerns (Lin et al., 2018). This study also
shows that women with PCOS only sometimes receive some information about PCOS,
but the information PCOS provided is often limited (Lin et al., 2018).

Most participants in this study disclosed that their healthcare providers did not
provide information about the correlation between PCOS and other chronic conditions
such as T2DM and CVD. Due to the numerous complications associated with PCOS and

their severity, prevention and treatment are important to improve the quality of life and
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prevent health complications of women of all ages with PCOS (Havelock, 2018). This is
why it is so important for healthcare providers to be knowledgeable and forthcoming with
this information to not miss the opportunity to combat those complications earlier.

The hormonal balances of PCOS lead to symptoms that impact the participant’s
mental and physical health as well as their overall well-being. Some of the life-impacting
symptoms mentioned in the interviews included pain, heavy periods that may cause
clothing accidents, nausea/vomiting, anxiety, and depression, as well as difficulty trying
to conceive. Due to the physical changes from PCOS, it has been noted that this could
induce psychological issues that may affect self-esteem ((Rajkumar et al., 2022).
Therefore, it is important to emphasize adequate clinical attention to effectively address
and deal with these physiological changes (Rajkumar et al., 2022).

Anxiety was felt by almost all participants with several reports of experiencing
anxiety, depression, or emotional havoc related to PCOS. A previous research study
indicated that anxiety and depression, physical quality of life, and sexual function in
women appear not to be associated with PCOS status. However, PCOS status seems to be
associated with impaired mental quality of life (Karsten et al., 2021). Yet a different
study confirmed previous reports about the severity of PCOS and the negative impact it
may have on women’s well-being, including high levels of psychological distress,
depression, and anxiety (Hadjiconstantinou et al., 2017).

Since some participants began their PCOS journey in their adolescent years, their
parents and grandparents played an active role in their health care and support. Generally,
family played a positive role in support, yet some participants did express having

unfavorable experiences with family support. The literature states that adolescents with
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PCOS can choose isolation to counteract others’ reactions around them. It has been noted
that providing a sense of community may lead to better outcomes with behavior whereas
criticism can lead to low self-esteem, increased anxiety, and depression, resulting in
abandoning social relationships. (Naz, Ramezani, & Ozgoli, 2019). Therefore,
implementing counseling programs that may teach adolescents adaptive coping strategies
are recommended to prevent future mental health problems. Mental health assessment
and treatment should be imperative in PCOS treatment, especially with adolescent girls.

Due to the reported lack of guidance provided by healthcare professionals
participants felt the need to seek information about PCOS on their own. “Among the few
qualitative studies that have examined the concept of emotional support, interviews
revealed that women with PCOS perceived a lack of empathy and experienced a greater
frequency of arguments with their physicians. Tomlinson et al. (2017), identified conflict
stemming from disagreements about whether PCOS symptoms subside with age and on
the necessity of specialist referrals (Lin et al., 2018). Collectively, results across studies
reveal that healthcare providers should address different aspects of social support
(informational and emotional) to improve the PCOS patient-provider relationship” (Lin et
al., 2018).

When it came to support groups, 30% of participants reported being a part of
official Facebook groups and that these groups provided a platform to discuss
medications, diets, supplements, and PCOS in relation to other conditions. It has been
mentioned that support is important so forming social connections such as social media

groups, in-person support groups, family, significant others, friends, etc. could provide a
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sense of community and support which could help promote better physical, mental, and
social outcomes.

With regards to religious beliefs and spirituality, 30% indicated they were a part
of a spiritual community while 70% total participants indicated they were not. Only 20%
reported having faith or spiritual beliefs play a role in refraining from taking PCOS-
related medications such as birth control. Religions have varying stances on birth control
and other PCOS treatments such as IVF, so it is difficult to predict who may have beliefs
that may impact treatment plans of the healthcare providers. Spiritual beliefs are a part of
the core being of a person so it is important to consider that and make note of potential
barriers that may have when providing care.

As mentioned in the article “A Woman’s Work: Roles of Women in World
Religions” discussed in the Review of Literature, various religions have similar roles for
women which are being a wife and child-rearing. Yet none of the participants reported
that their religious or spiritual beliefs had an impact on potential infertility as a result of
PCOS.

One participant did report that she felt that her Catholic background may have
played a part in not seeking outside support for her PCOS symptoms. She attributed this
to the conservative nature of Catholicism and how intimacy and sexual/reproductive
issues are not discussed outside of her household. Instances like this are supported by one
study that sought to ascertain the most dominant barriers and facilitators to individuals’
help-seeking attitudes. Among the barriers hindering individuals’ help-seeking, Lack of
knowledge was the most dominant barrier (45.9%) which was followed by concerns

regarding concealment from one’s family and community (36.0%) (Dune et al., 2021).



Examining these barriers across religions can lead to better strategies to encourage
knowledge and comfort to utilize resources and support systems which could lead to

better symptom management of PCOS.
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CHAPTER 6

CONCLUSIONS AND FUTURE WORK

In this study, Black and White participants shared similar healthcare experiences
related to their PCOS diagnosis. Regardless of race, participants mostly felt as if their
healthcare providers did not provide adequate care. There was a common theme of
dismissiveness and poor guidance when it came to PCOS-related care. Many of the
participants were not given any information about the condition or other
complications/conditions that could be associated with PCOS. This led to growing
frustration and the need to seek additional information from non-medical professionals
via social media groups. The social media groups enabled the women to acquire
information about PCOS and share their experiences with the condition and with
healthcare practitioners. It is important to note that Black participants were more inclined
to join and participate in social media groups compared to their White counterparts.

The participants were, for the most part, told to lose weight and/or utilize
medication management to treat their PCOS-related symptoms. As mentioned before, due
to the lack of guidance, the participants either explored dietary options based on social
media recommendations or general internet searches about PCOS diets. The most
common medications mentioned were birth control and metformin. Although for the most

part, participants reported being at least 75% compliant with their medication regimen
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they felt that the medications were either not helpful, caused unwanted symptoms, or
went against their personal beliefs.

When it came to diet therapy, the most common diet followed by White women
was the ketogenic diet and a plant-based dairy-free diet by Black women. These diet
recommendations and instructions (if applicable) came from general internet searches
and/or social media groups. Although healthcare providers generally recommended
weight loss to help improve PCOS symptoms, no guidance was provided on how to
achieve this task. In addition, they did not refer most of the participants to a Registered
Dietitian/Nutritionist (RDN) to better help guide the participants on a weight loss
journey.

Regardless of race, participants experienced similar barriers. When it came to
seeking medical treatment, there was dismissiveness when symptoms and concern about
said symptoms were presented to the practitioner. There were also limited resources and
information provided on how to treat PCOS. However, it is important to note that when it
came to healthcare providers providing a referral to an RDN, none of the Black
participants were referred. This shows a potential additional barrier and additional
research with providers is needed to determine why they were not referred. Additionally,
although the Black participants reported having anxiety, depression, and/or mental health
disturbances related to PCOS, none of the participants reported that they received
additional mental health resources or support from healthcare providers.

This study helps to provide qualitative data on how the overall experiences of
women with PCOS compares and contrasts experiences by race. This study shows that

there were common themes across the participants’ experiences, regardless of race.
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Generally, the participants felt that there was a lack of PCOS resources provided by their
healthcare providers. However, the Black participants received fewer referrals and
options such as seeking mental health and dietary counseling compared to their White
counterparts. This may shed light on how to better provide information and adequate care
from not just a stance of equality but equity.

When the participants were asked about how their experiences compared and
contrasted with their counterparts, there was a consensus that symptoms and frustrations
with the level of care were similar regardless of race. They mostly attributed this due to
PCOS being a female reproductive health issue. Although this was stated, there was
mention that racial discrimination may also create more barriers if healthcare providers
have unaddressed racial biases. This can result in a poorer level of care, limited
resources, and more dismissiveness.

Limitations of this study include that there was only a single survey with a single
interview conducted with each participant. Conducting more than one interview may
have led to the participants feeling more comfortable sharing additional information
about their PCOS journey and symptoms. Also, inquiring about other cultural factors
beyond race such as religious/spiritual background, geographical region, and social

influences may have provided additional information about their experiences.

Future Work
Future research about PCOS diagnosis in adolescents is needed. Providing health
education earlier may inform the youth about their bodies leading them to voice concerns
to caretakers about early, abnormal, and absent menstrual cycles for their age of

development. Also, developing protocol for menstruation in pediatric healthcare settings
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that determine when a child needs to be referred to an OBGYN for further guidance on
reproductive health. This may assist with more appropriate diagnostic criteria and
treatment for this age group leading to an earlier intervention. Exploring the knowledge
and biases of healthcare providers when it comes to providing information on
reproductive health conditions such as PCOS is needed. Research has confirmed that
women, especially, if overweight or obese feel as though their healthcare providers do
not have the knowledge base about PCOS to properly inform them. Also, they have
biases when it comes to women’s health and fat discrimination that may affect the level
of care given to said individuals. This was confirmed in this study.

Exploring the factors of race, ethnicity, and symptoms, experiences, and symptom
management could advance treatment plans. This could highlight additional potential
barriers and biases across racial lines which could lead to the development of adequate

resources and equitable care.
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Polycystic Ovarian Syndrome (PCOS): A hormonal disorder causing enlarged ovaries
with small cysts on the outer edges.

Women of Color: A woman whose skin pigmentations is other than and especially
darker than what is considered characteristic of people typically defined as white; a

woman who is of a race other than white or who is mixed race.
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Purpose Statement  Objectives

The purpose of 1. To describe the symptoms
this study is to of women of color with
describe the PCOS prior to seeking
unigue experience medical treatment.

of women of color
who have been
diagnosed with
PCOS, assess the
strategies they
have used to
manage their
condition, and the
difficulties they
have endured
while seeking
medical
treatments.

2. To describe healthcare
experiences of women of
color with PCOS in
relation to:

3. To describe and assess the
strategies that have been
used to manage their
condition

4. To describe the barriers
women of color with
PCOS have had in seeking
medical treatment

Focus areas

Symptoms at diagnosis
Current symptoms

a. Treatment options
offered

b. prognosis for becoming
pregnant

c. payment of services

d. demeanor of healthcare
practitioners towards
patients during initial
visit and thereafter

. medication regimen
. diet

. Exercise

. Counseling

e. Support Groups

o0 oTo®

Cultural Aspects (food and
diet barriers)

a. Family support

b. Healthcare access

c. Healthcare availability

Analysis Plan
Grounded

Theory

Grounded
Theory

Grounded
Theory

Grounded
Theory
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Guiding Questions

1.

10.

11.

12.

13.

When did your PCOS journey begin?
a. How did your PCOS journey begin?
b. What were some symptoms you had and how severe were they?

Can you describe your doctors’ visits at time of diagnosis? How did you feel?

a. Do you feel that the doctors and nurses were helpful?
b. How has your experience with healthcare professionals changed since
diagnosis?

Are you aware of the relationship between PCOS and of other conditions such as
Metabolic Syndrome, CVD, and T2DM? If so, what did they say?

If so, how were you made aware of the relationship between PCOS and these
other conditions?

What instructions have you been given in order to treat this condition?

Where and how were these instructions and/ or information given?

Can you describe your medication regimen with names and dosages included?
How compliant are you with your medication regimen?

Have other treatment options been mentioned to you as a way to treat PCOS?
If yes, did they specify why the option(s) will help?

a. Did they tell you how to implement the changes?

b. Did you receive any nutrition education on how to treat PCOS?

If yes, what instructions were you given?

a. Were you referred to a Registered Dietitian?
b. Did you feel that they made a diet plan that was culturally appropriate and
realistic?

Have you tried any dietary therapy (diet changes, etc.) to treat your PCOS?
a. If so, describe them.
b. If you’ve tried them how did they help with your symptoms?

How do you feel as a woman of color with PCOS?



14.

15.

16.

17.

18.

19.
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Do you feel like your experience is similar or different to women that are not of
color?

a. If similar- How so?
b. If different- How so?
C. How would you like for this to change?

Over the last two weeks, how often have you been bothered by having little
interest or pleasure in doing things. Would you say this happens...

a. Never

b. For several days

C. For more than half the days

d. Nearly everyday

All of the last two weeks, how often have you been bothered by feeling down,
depressed or hopeless? Would you say this happens...

a. Never

b. For several days

C. For more than half the days

d. Nearly everyday

Over the last two weeks, how often have you been bothered by feeling nervous,
anxious or on edge? Would you say this happens...

a. Never

b For several days

C. For more than half the days

d Nearly everyday

Over the last two weeks, how often have you been bothered by not being able to
stop or control worrying? Would you say this happens...

a. Never

b For several days

C. For more than half the days

d Nearly everyday

In general, how satisfied are you with the healthcare you received? Would you
say---

a. Very Satisfied

b. Somewhat satisfied

C. Not at all satisfied



20.

21.

22.

23.

Are Hispanic, Latino, or Spanish origin?
a. If yes read: Are you

I Mexican, Mexican American, Chicano/a

ii. Puerto Rican

iii. Cuban

iv. Another Hispanic, Latino/a, or Spanish Origin
b. No

Which one or more of the following would you say is your race?

a. Black or African American
b. American Indian or Alaska Native
C. Asian

i Asian-Indian

ii. Chinese

iii. Filipino

iv. Japanese

V. Korean

Vi. Vietnamese

Vil. Other Asian

d. Pacific Islander
i Native Hawaiian
ii. Guamanian or Chamorro
iii. Samoan
iv. Other Pacific Islander

Are you...

Married

Divorced

Widowed

Separated

Never Married

A member of an unmarried couple

hD OO o

What is the highest grade or year of school you completed?

Never attended school or only attended kindergarten

Grades 1 through 8 (Elementary)

Grades 9 through 11 (Some Highschool)

Grade 12 or GED (High school graduate)

College 1 year to 3 years (Some college or technical school)
College 4 years or more (College graduate)

hD OO0 o
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25.

26.

27,

28.

29.

30.

31.

32.

33.

34.

35.
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Are you currently...?

Employed for wages

Self employed

Out of work for 1 year or more
Out of work for less than 1 year
A Homemaker

A Student

Retired

Unable to work

S@ o oo o

About how much do you weigh without your shoes?

About how tall are you without your shoes?

What are your sources of hope, strength, comfort and peace?

What do you hold on to during difficult times?

Are you apart of any religious or spiritual community?

Does it help you? How?

Do you have any personal spiritual beliefs?

What aspects of your spirituality or spiritual practices do you find most helpful?

Avre there any specific practices or restrictions that healthcare practitioners should
know about in providing your medical care?

Have your beliefs influenced how you take care of yourself with PCOS?

Do your religious or spiritual beliefs prohibit you from considering artificial
treatment for PCOS?
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PARTICIPATE IN A PCOS
RESEARCH STUDY

Help advance research around understanding
and treating PCOS in Women of Color
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LOUISIANA TECH
UNIVERSITY

Office of Research and Partnerships
MEMORANDUM

TO: Catherine Fontenot, Ph.D., R.D., L.D.N.

FROM: ﬁ Dr. Walter Buboltz, Professor/Elva L. Smith Endowed Professor
( buboltz@latech.edu

SUBJECT: Human Use Committee - Review DECISION

DATE: March 23, 2022

In order to facilitate your project, an EXPEDITED REVIEW has been completed for your proposed study:

HUC No.: 1398, 22-070

TITLE: Our Pearls Matter: Exploring PCOS Using the Lens of Women of Color and Caucasian Women

HUC DECISION: APPROVED

The proposed study’s procedures were found to provide reasonable and adequate safeguards against possible risks
involving human subjects. The information to be collected may be personal in nature or implication. Therefore,
diligent care needs to be taken to protect the privacy of the participants and to assure that the data are kept
confidential. Informed consent is a critical part of the research process. The subjects must be informed that their
participation is voluntary. It is important that consent materials be presented in a language understandable to every
participant. If you have participants in your study whose first language is not English, be sure that informed consent
materials are adequately explained or translated. Since your reviewed project appears to do no damage to the
participants, the Human Use Committee grants approval of the involvement of human subjects as outlined. Projects
should be renewed annually. This approval was finalized on March 23, 2022 and this project will need to receive a
continuation review by the IRB if the project continues beyond March 23, 2023. ANY CHANGES to your protocol
procedures, including minor changes, should be reported immediately to the IRB for approval before
implementation. Projects involving NIH funds require annual education training to be documented. For more
information regarding this, contact the Office of Sponsored Projects.

You are requested to maintain written records of your procedures, data collected, and subjects involved. These
records will need to be available upon request during the conduct of the study and retained by the university for three
years after the conclusion of the study. If changes occur in recruiting of subjects, informed consent process or in your
research protocol, or if unanticipated problems should arise it is the Researchers responsibility to notify the Office of
Research and Partnerships or IRB in writing. The project should be discontinued until modifications can be reviewed
and approved.

Thank you for submitting your Human Use Proposal to Louisiana Tech’s Institutional Review Board.

P.O. Box 8597 | Ruston, LA 71272-0034 | O: 318.257.2871
A member of the University of Louisiana System and on equal opportunity university
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