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ABSTRACT

Polycystic ovary syndrome (PCOS) is a hormonal disorder found in reproductive age women without a finite cause of
existence. While clinical aspects of the study attribute itself to a more significant part of the research, there is also
a need to understand patients' perception of better design interventions. The purpose of this study was to perform a
preliminary qualitative study to analyse and apprehend the feelings, expressions, perceptions, and experiences
expressed by patients associated with the PCOS. The study exercised in-depth interviews with women between 18 to
35 years in Kollam district, Kerala, India. The study results reveal that psychosocial aspects such as lifestyle changes,
coping mechanisms, attitudes and beliefs, awareness levels, and physician-patient relations are affecting women
among this population. The study concluded that for any behavioural intervention to work for women affected by
PCOS, it is essential to take into account the aforementioned psychosocial aspects.
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INTRODUCTION

PCOS or Polycystic Ovary Syndrome is known to
be a hormonal disorder were ovaries enlarge,
and small cysts are found on its outer surface.
Literature indicates that about 8% to 20% of
women in their reproductive age are affected by
PCOS'. Women diagnosed with PCOS were
predominantly in their 20s or 30s, but studies
have shown that PCOS may affect girls even
before they reach menstruation?. The Rotterdam
consensus workshop in 2003, concluded that
Polycystic syndrome is a syndrome of ovarian
dysfunction®. The clinical manifestation of the
condition includes menstrual irregularities, signs
of excess androgens, weight management issues,
insulin resistance, and elevated serum LH
levels®. Well recognized literature in the PCOS
arena suggests that lifestyle changes like a high-
calorie diet, lack of exercise, and insulin
resistance are leading causes*. Research also
revealed that that genetic predisposition might
affect the exposure of women to PCOS’. While
diagnostic criteria are limited to three groups
(NIH/NICHD, Rotterdam criteria, and Androgen
Excess), the syndrome is currently known to be a
genetically complex endocrine disorder of
uncertain aetiology with complicated
pathophysiology®. Women with PCOS have been
seen with hormonal imbalance, and problems
relate to metabolism. It has an overall effect on
the health and appearance of women.

Prevalence rates studies on PCOS form most of
the literature, and they sate it as highly
variable. Global prevalence rates explained in
the literature vary from 8% to 20%©7-8%2)  While

globally, the syndrome has gained momentum in
research, prevalence rates studies in Asian
Scenario is less'". Predominant studies in the
literature concerning PCOS in India are based on
quantitative techniques to determine prevalence
rates and disease epidemiology. Studies on
oxidative stress, vitamin D deficiencies, obesity
among adolescents have been studies on an
Indian perspective('-1213) Globally, the psycho-
analytic approach was undertaken in older
literature™. Jones et al. (2008), found through
his systematic review of literature, that only
nineteen papers till the date of the study were
conducted connecting QoL of patients with
polycystic ovaries syndrome'>.

One of the primary studies in Psychological arena
was by Trent et al. (2002) using the Child Health
Questionnaire (CHQ- CF87) showed that Health-
Related Quality of Life scores of adolescents with
PCOS was significantly lower from patients
without PCOS in four of the twelve areas
assessed by the questionnaire: general health
perceptions, physical functioning, behaviour, and
family activities'®?¢, The Effect of Body Mass
Index on QoL disturbances in adolescents was
studied by Trent et al. (2005)"7:'8, The only
Indian Study on Psychosocial aspects of PCOS is
by PG Sundararaman., et al. (2008), where the
author mentioned that women with PCOS had
increased phycological distress'®.

The current paper discusses a preliminary
exploratory study among postgraduate girl
students and working women diagnosed with
PCOS within the age group of 18 to 35 and
located in the Kollam District of Kerala, India.
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The study focused on understanding the different
psychosocial effects i.e.; relations PCOS has to
the interrelations of social factors and individual
thoughts and behaviour. The primary motivation
behind the study was to provide concise
literature on the PCOS condition from a social
perspective and in a local context. The paper
approached a qualitative technique wherein
semi-structured in-depth interviews were
conducted with respondents, following the
process of obtaining their informed consent for
their participation. Participants were asked to
share their experiences related to the
psychosocial aspects of PCOS and the effect the
diagnosis has had on their health and well-being.
The study's self-reported themes not only
captured the rational expressions and attitudes
women have towards PCOS but also their
expectations and concerns towards future life.

METHODOLOGY

The population under the study consisted of
women between 18 to 35 years with PCOS, who
is either a student or working group in Kollam
District, Kerala India. The population was a
purposive sampling recruited from a support
group of working women and college students
with  PCOS. Participants were from an
educational background ranging from graduation
to doctoral students. Twelve respondents were
from the age group from 25 to 35, 13 were from
the age group 18 to 24. All these respondents
were from an urban setting and had access to
health care. The diagnosis period ranged in
participants from 1.5 months to 10 years. 30% of
the respondents were married, and the rest were
single. The population varied in caste, cultural
and socio-economic status.

Information on the type of study was provided to
respondents before seeking their consent.
Interviews were conducted only with the
respondents, who had volunteered and given
consent to take part in the study. In-depth
interviews were conducted over one and a half
months, and each interview session was
approximately one and a half hours long.
Interviews were arranged at a place and time
convenient for the participant. The interview
questions were designed for developing an
understanding of how women who have been
diagnosed with PCOS, perceived themselves as
living with PCOS, their emotional response to the
condition feel, symptoms they self-reported,
lifestyle habits and the psychosocial effects the
condition has had on their life and relationships
with peers and family. The respondents were
also asked about the different treatment options
they practice and their satisfaction related to
the treatment provided. Interviews were
conducted in the participants’ and authors' native
language of Malayalam. The interviews were
transcribed, and the transcription was translated
into English.

A conventional content analysis technique was
used to derive themes related to attitudes and
psychosocial  effects on PCOS  among
respondents. Interview transcripts were initially
analysed and identified for small meaningful
segments from the transcripts, which were
relevant to the topic. The recognized meaningful
units from the transcripts were then transferred
into rows in an excel sheet. Units with similar
ideas and descriptions were then highlighted to
form codes. The codes with similar meaning are
color-coded and then grouped to capture
subcategories. With the emerging subcategories,
themes related to different psychosocial effects
of the syndrome and its effects on the
respondent's lifestyle and quality of life were
recorded as results.

RESULTS

Major themes that emerged from Content
Analysis were;
e Lifestyle changes and choices
e Attitude towards daily routine and
diagnosis
e Bodyweight issues
e Fertility concerns and psychological

constructs

e Role of Family and Friends in social
stress

e Beliefs and misconceptions related to
PCOS

e Patient-physician relationships.
Lifestyle changes and choices

Women shared that they consider lifestyle
changes as the very first step towards conquering
PCOS. Maintaining a healthy lifestyle was a
choice that the participant’s families wanted
them to follow; however, the women mentioned
that they are often more unhealthy when they
are with their peers. Awareness levels of the
syndrome’s condition and diagnosis were much
higher among working women than among
students. A particular focus on food habits and
routine exercise were mentioned by respondents
when asked about post PCOS diagnosis measures
a woman should take to reduce symptoms.
Respondents shared the following during
interviews:

“| started concentrating more on healthy foods
than unhealthy ones.”

“Understood the need for exercises in daily
routine as | felt tired easily due to inactivity on
a day to day basis.”

Attitude towards daily routine and treatment

Working women sample in the study analysis,
mentioned that they find it difficult to cope with
a routine diet and exercise due to work
schedules. Students reported that it was difficult



Malaysian Journal of Public Health Medicine 2020, Special Volume (1): 305-310

for them to follow a strict regimen, along with
their class routines and hostel life. Respondents
often mentioned that it was necessary to have a
group of people perform these tasks along with
them as they felt demotivated to perform
actions related to diet and exercise when alone.
Irregularities in periods were considered normal
until they were aware of the ill effects of the
condition. When it comes to diagnosis, mixed
responses were received. The population
included women and girls who have undergone
diagnosis were under medication. 5% of the
population believed that the condition would get
better without undergoing medication. The study
probed them further to understand if the no-
medication step is attributed to a lack of interest
or awareness about the syndrome. The
respondent’s preference for future life played an
important role in taking up treatments. People
who had marriage were open to treatment, while
those respondents who did not plan for it were
reluctant.

Bodyweight issues

About 95% of the respondents mentioned having
weight-related issues concerning PCOS. Many
found it challenging to maintain the weight that
they desire. Women responded that they were
asked to regulate their weight post-diagnosis as
being overweight can exacerbate the PCOS
symptoms. The participants mentioned that
society rejects women who are overweight and
struggling with their weight causes them much
anxiety.

“There is an increase in pressure from society
and relatives to reduce your weight; otherwise,
it is difficult to get good relationships. Women
with bodyweight are considered unattractive.”

One of the women’s opinion on weight
management issue below

“l know how hard it is to continue on a strict
exercise when you see others have an easy life.
However, since | know it can lead to further
complications, it gives the motivation to change
my mental inhibitions related to workouts.”

This suggests that personal decision have more
power, is seen decisions when connected to
intrinsic motivation, along with support from
external sources.

Fertility
constructs

concerns and psychological

Fertility fears and constraints within social life
were mentioned by the working women
population, while none of the students
mentioned that they were bothered about
fertility issues. One of the participants expressed
her fear;

“Even in my social life, | have faced questions
about pregnancy. Sometimes | fear that | may
also face fertility issues without solving my
PCOS issues.”

The student population did seem concerned
about fertility, perhaps because they lack
awareness of the potential effects of PCOS on
future family planning.

Role of Family and Friends in dealing with
Social Stress

This study revealed that stress-related to PCOS
conditions in women could be reduced with
family and peer support. PCOS support groups
and helpful peers helped the participants in this
study to gain the confidence that they are not
alone and a secured base for them to contact in
need. As extremely helpful, family support in all
endeavours related to treatment and pre and
post-diagnosis were mentioned by respondents.
While Immediate family responses were positive
towards women diagnosed with this syndrome,
extended families put pressure on the women
over their condition. One of the respondents
stated the following.

“l used to eat meat as a part of the daily diet.
Post my diagnosis, and | stopped eating meat in
order to avoid high-fat foods. It is difficult for
my mom to cook special dishes for me, but she
willingly does this like every mother. However,
during family occasions, it is difficult to tell
people the reason for not having meat.”

Married women face an increase in stress levels
related to family planning because culturally,
women are expected to have children as soon as
possible after marriage. One of the respondents
mentioned

“l have seen other married women getting
stressed or pressured about having babies.
However, there is no awareness in the people
who pressure a person having PCOs/ People
think having babies makes life complete.”

Women also responded that decision making
related to whether or not they should have
children mainly rests with their family members,
and couples are likely to follow their family’s
wish.

Beliefs and Awareness levels related to PCOS

The  participants  mentioned that the
advancement of technologies and varied
treatment options lessen the stigma associated
with the PCOS. Friends and family have started
discussing it openly when it comes to diagnosis
and treatment. The following beliefs were
reported by women related to PCOS,
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“It is a myth that ladies with PCOS cannot
conceive, during the time you do not plan to
conceive, birth control pills are a good option to
regulate PCOS, regular periods with minimal
side effects.”

“There are many misconceptions regarding PCOS
I feel like, women will not conceive, the cyst is
cancerous. Each case is different from others as
far as | know. So it’s important to stick on to the
regime doctor suggests. After all, they know the
best.”

“Physicians suggest that PCOS will be cured
after conceiving, but in my case, PCOS was still
prevalent after my delivery. It was tough for me
to cope with the menstrual irregularities.”

One of the respondents mentioned that in the
initial years after she began menstruating,
physicians believed and confirmed that
irregularity would be believed to resolve with
age, so if proper diet and exercise were
prescribed earlier, she wouldn’t have to face
more severe consequence in future.

Physician-Respondent relationships

One of the themes that participants mentioned,
especially the students in the study population,
was the importance of a good and open
relationship with the physician. Participants
mentioned that they prefer female doctors when
it comes to sharing problems related to PCOS.
Also, a relationship based on trust should be
built in order to have the motivation to make
severe lifestyle changes. Women mentioned they
are more likely to stick on to a daily routine
when they get support from their physicians,
especially the mental stress they face due to
their PCOS condition. One of the respondents
mentioned the following

“Sometimes discussing needs related to PCOS,
different feelings, with family and friends
creates tension and it would be good to have a
doctor to speak about problems openly”

“It is difficult to go for consultation as my
doctor always scolds me for not maintaining my
weight and not following a regular diet. | wish |
had more support from the doctor”

DISCUSSION

The study was aimed to explore the different
psychological and social impact, women with
PCOS condition phases in their day to day life.
Clinical manifestation of the condition is well
researched in literature and has its own
characteristics causes; the current article
explains  self-reported emotional  stress,
awareness levels and social experiences women
with PCOS condition faces.

The study analysis supports the existing
literature related to lifestyle changes*. The

choice of a healthy and active lifestyle emerged
as a common theme among the participants.
Having balanced protein and carbohydrate intake
and reducing fast foods where changes
mentioned related to food intake, while regular
exercise, practicing yoga, maintaining blood
glucose level were other responses related to
lifestyle changes. The respondents mentioned
that these choices were brought about
intentionally because they were asked to follow
the healthier practices by a physician or family
member. Following a strict routine related to
diet and exercise are necessary for resolving the
PCO Syndrome?®?'. Respondents in the study,
however, mentioned that this is one of the
toughest jobs to carry forward in the social and
physical environment that they live.

Consistent with the existing research, body
weight issues were also reported in the study.
The literature also mentioned that weight issue
upsets self-confidence of a person, social and
emotional well-being, therefore impacting
HRQoL in PCOS adolescents??. Increasing body
weight may lead to diabetes in women as they
age?. The respondents in the study also stated
about bodyweight issues. 50% of the sample
reported taking up a positive measure to control
their body weights; the other half of the
population did not consider it essential or
demonstrate any efforts in this. Most women
wished to accomplish a weight they coveted but
was unable to cope up with the growing
requirement for self-disciple to carry forward a
strict regime. The lack of achievement related to
often leads to introversion and social
withdrawal.

Studies have mentioned that infertility caused by
PCOS leads to a significant amount of stress'.
The participants mentioned that women who
have infertility issues are often stigmatized in
their society. In their society, even with high
health awareness, expectations from a woman,
particularly marriage practices and family
structure, are not equal. While awareness levels
are high among the population, implementing
them in their daily life’s was a constraint
reported by the majority of the respondents, The
leading cause of this was social pressure in
leading a different lifestyle than their
peers. Social support is needed when it comes
to coping with physical and psychological
stress?4.

The literature suggests that it is essential to
have a multi-disciplinary approach while treating
PCOS?. Bringing in the factor of care, referring
to a proper dietitian and endocrinologist, and
even mental health specialists can help patients
with PCOS have increased bonds with physicians
and more likely to open up about their intimate
problems related to the syndrome and therefore
get better treatment. A PCOS support group also
plays a vital role in treating patients’ isolation
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and increasing awareness of how best to treat
PCOS. The majority of the study results are
harmonious with existing literature, which states
that PCOS strongly impacts the psychosocial
aspects of a patient's life. For an effective
intervention design, the factors explained in the
study will provide us with areas where proper
awareness, access, and information can be
provided.

CONCLUSION

The study examined the influence of Polycystic
ovarian syndrome has on a women’s
psychological development. The results are
formulated based on the self-reports participants
shared during in-depth interviews. The findings
from the study state that several factors within
women and around her affect the acceptance,
diagnosis, and treatment of PCOS condition.
Their Lifestyle choices and practice play a vital
role in managing the syndrome. Family and
Friends play an essential role in supporting and
promoting healthy behaviour in women. Above
all, women’s attitude towards the syndrome and
the right knowledge about the condition and
beliefs form most of the psychosocial aspects of
this disease. The study concluded supporting
that for any behavioural intervention to work for
women affected by PCOS; it is essential to also
take into account the psychosocial aspects to
increase the patient’s participation. While this
study is limited in these context-specific results,
future studies are required to see how
integrating this body of knowledge can help in
health-promoting interventions related to PCOS.
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