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SYNOPSIS

Infertility is a major reproductive health problem affecting a significant proportion of
couples. The experience of infertility is shaped by the social and cultural context of
the individual and hence the inability to reproduce causes social, psychological and
emotional consequences for the couples, particularly women. Individual desire to
achieve parenthood and also the fear of the social consequences mainly initiates care
seeking. Even though a majority of couples initiate treatment, a sizeable proportion
discontinue treatment before achieving the desired results. This discontinuation is due
to various factors viz., spontaneous conception, emotional distress, financial limitation
and/or not wanting to continue the suggested treatment. It is reported that the

premature cessation of treatment can affect the treatment success.

Fertility treatment has different stages in the treatment cycle from diagnostic workup
to medical and surgical management to undergoing assisted conception. Although
allopathy or treatment using modern medicine is the first choice for infertility care,

multiple treatment methods are used by the couples for resolving infertility.

According to DLHS-3 (2007-08), among those who had primary infertility only 65
percent had used allopathic treatment. This means that 35 percent did not access any
form of treatment or used other systems including traditional healers. So, when
treatment seeking patterns for infertility is studied in a clinical setting, a
comprehensive picture of the care pattern is lost. This is because not everyone will be
seeking care for infertility and among those who seek care not all will be able to access
and afford Assisted Reproductive Technology (ART) treatments. From a public health
perspective, the population level understanding is needed for planning and evolving
policy changes for infertility care in the country. Moreover, studying it using a medical
perspective without a theoretical backing may narrow the focus. It also impedes getting
a comprehensive understanding of the motivation behind the stated reasons for

discontinuation.

In this context, it is important to identify the actual trajectories of mitigation that exist

in practice and identify the stage of the infertility journey in which a couple choose a
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particular method and when they choose to move from a particular stage of care
seeking to another. This research is an exercise in explicating the practical choices
exercised by the couples for infertility care in Kerala.

The fertility rates in Kerala, as measured by the Total Fertility Rate (TFR) is below
replacement levels. This means other things remaining constant, given the low fertility
levels, the population size would reduce in the long run. The relatively lower levels of
fertility in Kerala and the postponement of pregnancy by women, means that women
in Kerala may be in need for infertility care services. Given the fact that fecundity
decreases with age, with rising age at first pregnancy the probability of getting
pregnant declines. The DLHS-3 (2007-08) reported that in Kerala nearly 11 percent of
ever married women in the ages 15-49 had infertility and out of which 86 percent had
sought care for infertility. Barring this information, we do not know from where the
care was sought and whether such care yielded a desired outcome. There has not been
any systematic effort to understand care seeking for infertility at the population level.
Considering the fact that infertility care is expensive and mostly concentrated in the
private sector in Kerala, it is important to understand the extent and nature of care
seeking for infertility in the state. Currently, treatment for infertility especially ARTs,
is not a public health priority in the country. In the absence of any centrally sponsored
or state mandated reimbursement schemes for infertility treatment, couples have to
meet the costs involved through out of pocket expenditure. In these circumstances, it
is important to understand whether couples who enter the care seeking pathway are
able to sustain it or if they were negotiating alternatives to these medical means to
achieve pregnancy. Therefore, the present study seeks to understand how couples with

infertility seek care in Kerala.

The objectives of the study were:
1. tounderstand the trajectories of care seeking for resolution of infertility among
couples and to identify reasons for these choices to resolve infertility,
2. to get the estimates of expected levels of infertility for Kerala and its districts
and analysing the age pattern of infertility in these districts,
3. to describe the care seeking pathway for infertility among couples with

infertility in Kerala,
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4. to examine the inequalities in the care seeking for infertility by couples with
infertility in Kerala and

5. to describe the infertility specific distress, in women undergoing treatment for
infertility and to understand the possible consequences of infertility for

women.

This study used a multiphase mixed methods design with three phases for which data
collection was undertaken between November 2017 and May 2019. The first phase of
the study used a qualitative design with in-depth interviews of women with infertility.
This phase enabled an understanding of the trajectories of care seeking for resolving
infertility by couples and to identify reasons for these choices. The results of this phase
enabled the development of an interview schedule for phase III of the study. The
second phase used data from the Census of India 2011 to estimate the expected levels
of infertility and age patterns of infertility for Kerala and its districts. The districts
were ranked by the expected levels of infertility to facilitate selection of study sites for
the third phase of the study. The health care services in Kerala is discussed using
available data and published materials on the health care institutions and utilisation.
The third phase used both quantitative and qualitative methods concurrently to
describe the care seeking pathway for infertility and examined the inequalities in care
seeking. The qualitative component used in-depth interviews to describe the infertility
specific distress in women undergoing treatment and to understand the possible
consequences of infertility for women. In this study I refer to care seeking to include
all the treatments used by the couples to treat infertility i.e., Allopathy, Ayurveda,
Homeopathy and alternate methods like traditional or magico-religious remedies. Here
I use Allopathy to refer to the conventional western medicine, it is also called

biomedicine, mainstream medicine or western medicine.

All three phases of the study were cleared by the Institutional Ethics Committee of
Sree Chitra Tirunal Institute for Medical Sciences and Technology. Phase I of the
study was cleared by the IEC vide SCT/IEC/1112/NOVEMBER-2017 dated
23.11.2017 and phases II and III were cleared by the IEC vide SCT/IEC/1112/JULY -
2018 dated 03.08.2018.
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Using data from the Census of India 2011, infertility levels were estimated using both
direct and indirect measures. The indirect measures were computed using the period
based TFR which used all women irrespective of their marital status (Estimate 1) and
the total marital fertility rate (TMFR) which used ever married women (instead of
currently married women) (Estimate 2) using a method suggested by Pandey and
Suchindran. The expected level of infertility in Kerala among all women was 168 per
1000 women, this measure cannot be a true reflection of the actual levels, while the
expected level for Kerala was nearly six percent for ever married women. The direct
measure used the ‘0’ parity among ever married women in the age group 45-49 years
(Estimate 3), and it was found to be 58 per 1000 ever married women in Kerala. The
TMFR based estimate was higher than the state level for the southern districts
compared to the northern districts, except Kozhikode. The direct measure (the number
of women with ‘0’ parity among ever married women aged 45-49) was higher than the
state levels in the northern districts except Wayanad which had the lowest expected
level of infertility at 45-49 years compared to the southern districts except
Thiruvananthapuram. Given the lower age at marriage in the northern districts, the
higher observed expected levels may be due to male out migration in these districts.
The age pattern of infertility was estimated using the cohort based Children Ever Born
(CEB) and period-based Cumulative Fertility Rate (CFR) measure. The difference
between the CEB based measure and the CFR based measure indicate the potential
improvement in fertility over time which gives rise to lower levels of infertility using
the CFR as opposed to the CEB. The results indicate that up to age 30-34 years, the
decline in levels of infertility was sharp. This is indicative of the natural decline owing
to the fact that these are the prime reproductive ages for women. But from ages 30-34
to higher age groups, the decline in the expected levels of infertility slowed down. To
understand the potential bridging of the infertility gap through medical intervention
we computed the index of infertility using the extent of completed fertility up to the
age 34. The index values were relatively higher in the northern districts of Kasaragod
(0.40), Kannur (0.45), Kozhikode (0.35) and Malappuram (0.41). Nearly 40 percent
reduction was observed in northern districts beyond age 34 compared to 20 to 25

percent in southern districts, which may be due to medical interventions.
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The examination of the health care services and utilisation in Kerala indicated a
stagnation in the growth of the public sector compared to the private sector. The better
extent of use of formal medical care and utilisation of private sector for minor ailments
was noted in Kerala compared to the rest of India. This is indicative of the privatisation
and the medicalisation of health care in Kerala. The situation vis-a-vis reproductive
health is also no different, the near universal institutional delivery in noted in the state

and a major proportion of it is happening in the private sector.

The context and process of care seeking was explored by interviewing 16 women and
two men who were husbands of the women. Due to the social construction of
infertility, there was a social expectation that a married woman has to procreate within
a certain period after marriage. The need to avert the blame of infertility and also the
distress caused by this public scrutiny pushed them to initiate care seeking. Women
reported that factors like knowledge about the condition and its treatment was one of
the main facilitating factors for continuing treatment. While the presence of contacts
within the system also eased the treatment processes, access and affordability
determined the continuation of care seeking. It was reported that the recalcitrance of

the husbands hindered continuous care seeking.

A total of 604 women were surveyed to elicit the care seeking pathway for infertility.
At the time of interview, nearly one fourth of the couples had achieved pregnancy.
Among those who did not have a child at the time of interview, an equal proportion
were on break from treatment or were continuing treatment for infertility. Among
those who had a child or were pregnant, half of them achieved it via spontaneous

conception following ovulation induction or treatment of their partner.

In this analysis using quantitative data, the unit of analysis is the couple and therefore
the findings refer to the couple. However, with respect to the qualitative research, the
person reporting was the woman and all findings relating to the treatment related
distress, consequences experienced due to infertility and other similar reports relate

to the women alone.
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Age at the start of the treatment, socio-economic status, type of infertility and the type
of centres used by the couples were found to be significantly associated with the
outcome i.e., achieving pregnancy. The proportion achieving pregnancy was high
among couples who started the treatment before age 30 (woman’s age). The duration
of the marriage of the couples ranged from 13 months to 348 months (29 years), the
proportion achieving pregnancy was high among those who initiated treatment within
10-15 years of marriage. Migrant status of the husbands in the earlier periods of
marriage could be a possible explanation for this observation. In the sample, male
infertility as the contributing factor for infertility was higher compared to female
infertility. Although the proportion of male infertility was higher in the study, the
proportion of men undergoing treatment was lesser compared to women in the study.
One possible explanation is that most of the assisted reproductive treatments happen
in the woman’s body. Also, many women reported that the husbands do not present
themselves for treatment. This could also be a reason for lower proportion of men
undergoing treatment. The proportion of the couples who got pregnant was higher for
female factor infertility compared to male factor infertility. It was least when both the
couples had infertility.

In the study, the couples had used up to 11 centres, with 40 percent using at least four
centres. The movement from one centre to another was higher earlier on in the care
seeking pathway. Allopathy was the first point of care seeking for infertility for
majority of the couples in the study. As the couples moved further along the care
seeking continuum in terms of the number of centres visited, there was a shift from
Allopathy to Ayurveda and Homeopathy. Alternate methods were also deliberated by

the couples in the care seeking pathway alone or along with other systems of medicine.

The event history analysis using the life table approach showed that the medical
management of women had the highest rate of achieving pregnancy across different
categories of treatment stage in the time intervals 0-120 months. Treatments such as
Intra Uterine Insemination (IUI) and In Vitro Fertilization (IVF) had higher rate of
achieving pregnancy in the later duration in the pathway i.e., IUI after 5 years and IVF
after 10 years. This means that such methods are being postponed by the couples in

the earlier years of care seeking.
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The rate of achieving pregnancy drops to almost one-third of what it is (from 0.0059
to 0.0020 for the period 0-60 months) when other methods was used alone or in
combination with allopathy compared to when only allopathy was used. This finding
does not represent the merit of one system of medicine over other. This means that
when pregnancy is not achieved by the couples, they shift from one centre to another
which may be Ayurveda or Homeopathy or alternate methods due to either financial
limitation or the reluctance to undergo a suggested treatment. Among these, there may
be couples who need assisted conception methods to achieve pregnancy. This may be
the reason why they are not yielding the result when using other systems of medicine

or alternate methods alone or in combination with allopathy.

The continuous cohabitation of the couples is an important factor that helps in early
care seeking. ‘Absentee’ husband was a major impedance to care seeking. Men opted
to stop care seeking while women persisted in the pathway of care since they were
afraid of the consequences of the inability to reproduce. When a couple was advised
IUI or IVF due to male infertility, men tended to either discontinue or decline
treatment. Along with this, the women also had the responsibility to shield their
husbands’ reproductive impairment. Women also reported that the plurality of care
seeking for infertility was fuelled by the ‘hope’ perpetuated by others in the
community or by their own doctors. To avert the blame and burden of the
consequences, women resort to treatment, and persist in seeking care due to the ‘hope’
that is being communicated to them. This ‘hope’ is attributed to treatment or other

alternate methods which they feel can give them positive results.

‘Hope’ was one of the recurrent themes in the narratives of women as to why they
continued in the care seeking pathway and do not think of alternate methods like
adoption to achieve parenthood. Infertility care seeking as understood from the study
did not happen in a vacuum, the social, economic and other factors were also catering
to the ‘hope’. Using the concepts deterritorialization and reterritorialization 1 have
examined the ‘political economy of hope’ of infertility care and how this has
permeated the socio-cultural discourse of infertility and has created inequality. The

advancements in technology together with market forces have deterritorialized
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reproductive medicine. The infertile couples are also deterritorialized by their feeling
of not belonging to the fertile world. Reproductive medicine now has a heterogenous
group of stakeholders, in addition to the professionals from obstetrics and gynaecology
and the couples with infertility. So, the demand created by the deterritorialized infertile
couples and deterritorialized reproductive medicine form a new system, which causes

inequality and creates multiple trajectories of care seeking.

It is established in the study that at least six percent of ever married women in the
reproductive age groups may be in need of infertility services in the state. This means
there is demand for infertility services in the Kerala. It is also established that this
demand is being met by the private sector in the state. We found that majority of the
participants in the study had used allopathic centres as the first point of care. This can
be attributed to the ‘desperateness’ that the infertile couples hold to achieve pregnancy,
which is used by the market forces to portray ‘hope’. This ‘hope’ is the major pulling
factor that the makes the couples use these expensive technology-based solutions and

not consider adoption.

The care seeking for infertility was characterised by multiple breaks, stopping
treatment without desired outcome and utilisation of different forms of treatment. The
care seeking was sustained for longer durations by the women compared to their
spouses. While men withdraw from care seeking pathway citing the difficulties of
treatment, the existing gender norms and roles prevented women from exercising such
choices. It is demonstrated by their persistence in care seeking despite the physical and
emotional difficulties of the condition and also the treatment. This is also reflected in
the better probability of achieving pregnancy when only female factor was
contributing to the infertility in the couples.

There was multiple care seeking trajectories where up to 11 centres were used by the
couples. While the use of other systems of medicine like Ayurveda or Homeopathy
was lower in the first centre, there is three to four times increase in use of it in the
subsequent centres. The use of Ayurveda and Homeopathy was higher than the use of

public sector allopathic care later on in the care continuum. Along with the reported
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financial limitation for abandoning care this also means that public sector provisioning

is limited.

While women wanted to persist with care seeking, the assisted conception was
declined by them (by the husband or the couple) due to the fear of use of donor sperm.
This means that there will be unnecessary extension of care seeking and also there are
chances of using alternate and unauthorised methods to achieve pregnancy like use of
magical remedies. It was also noted that there was a higher rate of achieving pregnancy
with TUI and IVF towards the later duration of the treatment cycle. This could mean
that those requiring such treatments are postponing it and trying other methods when
these treatments are suggested. It could also be due to financial limitation to access
such treatments, since such treatment centres are mainly concentrated in the private
sector. This creates inequality for those who are unable to afford the infertility care.

Spouses’ decision was also an important factor in persisting care seeking by women.

These findings indicate that there is co-occurrence of socio-economic and gender
inequality in care seeking for infertility. These factors cause premature cessation of
treatment or utilisation of alternate methods, thereby prolonging the care seeking
trajectory of the couples without the desired outcome. There are also misconceptions
regarding various treatments which can seriously limit the achievement of positive

outcomes for the couples.

Therefore, it is important to bring in a public discourse on infertility in the
programmatic component of sexual and reproductive health programs with a focus on
the potential for success and appropriate care for male and female infertility. Due to
lack of adequate public provisioning of infertility care, there is inequality in access
and affordability. There should be mechanisms to provide it at local levels, with
referral services to higher centres offering comprehensive care. Possibility of some
form of financial assistance can also reduce inequality in accessibility and affordability
of the infertility care. The clinical practice can incorporate counselling as a routine
part of their care and not limit it to a prerequisite in assisted conception. This will
enable to uphold the morale of the couple who will be confused about the various

treatments being suggested.
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Further research is needed to understand the treatment delays and its consequences
due to the out migration of husbands. It is also important to elicit the reasons for the
drop out from care pathway by men. Research aimed at understanding this will provide
evidence to incorporate comprehensive care for couples in the state and mitigate
against the existing multiple axes of inequity including gender and economic factors

in infertility care seeking.
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Chapter 1
Introduction
1.1 Introduction
The International Conference on Population and Development (ICPD), 1994 has
acknowledged reproductive health as a basic human right. Infertility care which was
an under represented global health issue was also brought under the reproductive
health care agenda. The ICPD 1994 mandate included appropriate measures for
prevention and treatment of infertility. Globally there has been focus on controlling
fertility, the inability to achieve desired fertility has not received due attention in the

programs and policies of Sexual and Reproductive Health (SRH).

While infertility has been acknowledged as a public health issue by World Health
organisation (WHO) and Centre for Disease Control (CDC), a public health approach
to infertility has not been adopted by many governments (Lemoine & Ravitsky 2013).
Infertility has always been overlooked in the area of public health, because measures
to counter overpopulation has been a priority than catering to the needs of those who
are unable to reproduce. But when reproduction is acknowledged as a basic human
right, the inability to reproduce should also be the concern of the governments.
Although the inability to reproduce does not jeopardize the physical health of an
individual it poses grave consequences to those who suffer from it. This makes it an

issue that calls for attention from state (Lemoine & Ravitsky 2013).

A public health approach is lacking due to the fact that it is seen as a problem
concerning an individual and not as a problem of the collective. This makes its
management also of low priority and it is reflected in the limited number of centres in
the public sector to treat infertility (Benagiano & Farris 2003). The limited public
provisioning thus gives way to the private sector to flourish, thereby exacerbating the

inequalities and restricting the accessibility and affordability to infertility care.

The rights-based perspective on SRH cannot overlook the inability to achieve desired
fertility, especially when it is involuntary. Individual choice to attain fertility has to be
a focus in SRH care provisioning, and such provisioning has to factor in the problems

of those who are not able to beget a child for reasons that could be corrected.



Infertility, defined as the inability to achieve clinical pregnancy after 12 months or
more of regular unprotected intercourse (Zegers-Hochschild et al. 2009), affects
nearly nine percent of the couples in the reproductive age group (Boivin et al. 2007).
In 2010, 48.5 million couples were infertile, of which 19.2 million couples suffered

from primary infertility (Mascarenhas et al. 2012a).

Given the magnitude of the problem of infertility, a public health understanding is
much needed for programmatic planning and policy changes to address involuntary
childlessness. The preventable causes of infertility, the inability to achieve the social
expectation and hence consequences of it including stigma and the role of socio-
economic inequalities in accessibility and affordability of the treatment make it an
important public health issue that calls for attention (Benagiano & Farris 2003;
Lemoine & Ravitsky 2013).

1.2 Focusing on infertility using a public health approach: Why is it important?
Infertility has been receiving less attention in the public health realm largely due to the
paradigm from which it is studied and explained. The dominant paradigm that
discusses infertility is the biomedical paradigm. This has been fuelled by the
bio(medicalisation) process that is being advanced in the area of reproduction. The
(bio)medicalisation of infertility has widened its scope through the developments
happening in the assisted reproduction. Infertility is a condition that has been
documented to be using a wide variety of options as remedy by those suffering from
it. The biomedical option is the dominant one that is the first option chosen by couples
after due deliberation (van Balen et al. 1997). Various other methods are also
considered by the couples to mitigate infertility. Within the biomedical paradigm, the
medical management of infertility ranges from counselling regarding the timing and
technique of the intercourse to sophisticated forms of treatment like the Assisted

Reproductive Technology (ART).

The other options used by the couples to treat infertility can be categorised as
traditional methods such as reflexology, acupuncture, traditional Chinese medicine,

herbalism, hypnosis, spiritual healing (Coulson & Jenkins 2005), or consult



naturopaths, chiropractors, and/or acupuncturists (Stankiewicz et al. 2007). Hypnosis
(Gravitz 1995; Levitas et al. 2006) and homeopathy (Gerhard & Wallis 2002) are also
used by couples for treatment of infertility. In addition to these, there are religious
practices being used by the couples to find solutions for their infertility through
consulting traditional healers or religious healers and visiting mausoleums. They also
use traditional drugs, tie amulets, and sacrifice animals as part of the religious practices
to achieve pregnancy (Giinay et al. 2005).

The reasons for choosing traditional methods were that the couples felt that unlike
biomedical practitioners, the traditional healers were more attentive to their worries
(Coulson & Jenkins 2005). The repeated failure with biomedical treatment modalities
also leads couples to consider other options. Adoption is also a choice considered by
some couples to resolve their state of childlessness. This choice is exercised with or

without trying the biomedical methods of treating infertility.

A bio-medical approach to infertility will be more favourable to medicalisation.
Medicalisation creates inequality, where preventive aspects receive less attention
when compared to a public health approach. This means that equally vulnerable
couples from specific strata may not receive the benefit they need. In addition, the
process of medicalisation makes it an individual responsibility and shifts the blame to
the individual (with respect to preventable causes) (Lemoine & Ravitsky 2013).
Medicalisation of infertility has brought in technology-based solutions into the social
and cultural discourse on infertility. This means couples who are unable to reproduce
are provided with one additional option to consider. But this specific technology has
its own drawbacks ranging from no guaranteed success to being expensive and
extremely exhausting for the users due to the physical and emotional toll it takes
(Franklin 1990). The presence of technological solution is a boon for infertile couples
but when this technology is positively represented in the media, it automatically
becomes popular in the socio-cultural narrative of infertility. There are consequences
for couples, who are unable to afford or access it, because they can be now blamed for
inaction by others. It also keeps the possible alternatives like adoption to achieve

parenthood at bay (Bharadwaj 2003).



Accessibility and affordability are also at stake. According to Boivin et al., in 2007,
among about 72.4 million women who were infertile, only 56 percent sought any

medical care.

It is observed that the entry to medical treatment is not sustained by majority of the
couples, they discontinue the treatment sooner or later depending on various factors.
Financial limitations, psychological and physical burden were some of the reasons for

treatment discontinuation (Van den Broeck et al. 2009).

While there are many countries which have reimbursement and coverage for Assisted
Reproductive Technology (ART) treatments, this insurance coverage varies across
countries. Though the reimbursement or coverage of treatment is carried out with
restrictions from country to country, including the number of cycles that can be
reimbursed, the age of the women, sexual orientation and usage of donor gametes, its
use is on the increase as reported by the International Committee for Monitoring
Assisted Reproductive Technologies (ICMART). ICMART reported a 6.4 percent
increase in the number of oocyte aspirations and 27.6 percent increase in the Frozen
Embryo Transfer (FET) between 2008 and 2010. While it is reported the ART
utilisation has been constant between 2008 to 2010 globally (Dyer et al. 2016). Almost
all European Union states except Greece have some form of state funding or
reimbursement for ART. Countries from the Southeast Asian regions and South Asian
regions viz., Bangladesh, India, Taiwan, the Philippines, Bangladesh, Sri Lanka,
Thailand and some from Central and Latin American regions like Mexico, Columbia,
Venezuela are not financially supporting any ART treatments (IFFS 2019). But even
after the cycles are covered for there is a significant number of couples who
discontinue treatment at different stages in their treatment cycle (Van den Broeck et

al. 2009).

Even though financial limitation plays a major role, couples are drawn to trying
everything before abandoning the treatment. This arises from the need to resolve the
regret of not having tried enough for a child, hence ART which is the most advanced
treatment is utilised by the couples in their treatment pathway (Van den Broeck et al.

2009). Other reasons like lack of success and psychological distress have been also



reported as the major reasons for treatment discontinuation (Rajkhowa et al. 2006).
The longer the duration of the infertility, physical burden was reported as the major
reason for discontinuation by the women. This is a practical possibility but such a
reason may be a way of externalising the cause for discontinuation when the inability
to achieve pregnancy becomes more evident for them (Van den Broeck et al. 2009).
While some of the reasons for discontinuation of treatment by couples with infertility
are known, there is limited understanding of the other causes for discontinuation of
treatment and the interlinkages across them. When such studies get done they fail to
provide a theoretical framework to explain it (Gameiro et al. 2012). It is known that
not all the couples with infertility would be able to access and afford infertility care.
So, when subjects are selected from clinics to understand care seeking for infertility a
major proportion of infertile couples are not included and their experiences are

excluded from the knowledge base.

1.3 Infertility levels and treatment patterns in India

In India, according to DLHS 2007-08, 8.2 percent of ever married women in the age
group 15-49 years reported having infertility, which includes both primary and
secondary infertility. Within India, the highest level of infertility reported was in West
Bengal with 14.1 percent, and the lowest was 2.3 percent in Meghalaya. Those who
had infertility (both primary and secondary), 80 percent had sought treatment for
infertility. Among those who had primary infertility, 82 percent reported having sought
treatment, and among those who sought treatment, 65 percent had used allopathic
treatments. There was an economic gradient to care seeking with 73 percent having
taken treatment for primary infertility from the poorest wealth quintile, while 91
percent had done so in the highest wealth quintile. The use of allopathic treatment by
those in the poorest quintile was nearly half of those who took it in the highest wealth
quintile (ITPS 2010). This means that a significant proportion of those in need are either
not accessing any form of treatment or are using other systems of medicines or

traditional or religious methods to treat infertility in the country.

In India a majority of ART services are provided by private sector providers, and the

facilities if at all available in the public sector are only offered in the tertiary centre



like the medical colleges (Widge & Cleland 2009). There were 1500 ART centres in
the country in 2019, which is the highest among all the reporting countries (IFFS
2019). There was a 33 percent increase in the number of centres from 2016 in India.
A majority of these are private physician clinics (350) and sole practitioner-based
clinics (1000), while there were only 10 ART clinics in the public hospital (IFFS
2019). Due to the limited availability of infertility treatment in the public sector,
significant sections of the society may not able to undergo infertility treatments. The
long waiting time and lack of infrastructure for diagnosis and treatment also forces
people to give up on treatment at public sector institutions and those who are unable
to afford treatments at the private sector may choose alternate pathways like consulting

traditional healers and other unauthorised centres/people (Widge & Cleland 2009).

Although the exact number of the private providers in not known, the Indian Council
of Medical Research (ICMR) is in the process of registering the ART clinics and banks
in India. There are up to 532 centres registered under the National Registry of ART
Clinics and Banks in India in October 2020, while the actual number of centres will
be more than this (ICMR 2020). There are no centrally sponsored schemes offering
financial assistance to the couples for infertility treatment. Some states have tailored
programs to assist the infertile couples, the State Government of Assam has launched
a scheme called ‘Maturtva Yojana’ to give financial assistance of up to five lakhs for
couples who are not able to achieve pregnancy after three years of marriage in the
tribal category. Similarly, in Goa couples in the tribal category who are married for
more than three years without a child, will also get a financial assistance of up to five
lakhs rupees for infertility treatment (Questions Lok Sabha 2017; Scheme India, n.d).
The Ministry of Minority Affairs is also funding the ‘Jiyo Parsi Scheme’, for low and

middle income Parsis to undergo IVF treatments (Parzor Foundation 2020).

1.4 Rationale for the study

Public health priority setting is largely utilitarian, focusing on maximising benefit or
alleviation of suffering. While a majority of couples do not suffer from infertility
related problems, it causes an inordinate amount of suffering to those who do. This is

why a public health focus needs to be brought to the problem of infertility instead of



treating it as a problem of individuals. While public health uses surveillance and
monitoring to collate information and identify changing priorities, there is hardly any
representative data on infertility and this restricts the opportunities to call attention to

it or bring this as an issue that deserves to be on the public health agenda of the country.

Currently much of the focus on infertility is understanding the experiences and
consequences of infertility, and also the ethical concerns of assisted reproduction. A
significant volume of this literature on infertility comes from the bio-medical paradigm
where the treatment success and discontinuation among the clinic subjects are
discussed. When we gauge infertility from the bio-medical paradigm, we tend to miss
out on the socio-cultural contexts that shape the experience and the understanding of
infertility. Because the socio-cultural context plays an important role in how infertility
is experienced by the couples/ individuals and also shapes the way in which it is
perceived. The measures adopted by couples to mitigate it are also influenced by the

socio-cultural contexts of individual couples.

Even though studies on infertility in India have reported on the treatment pathways
and predictors of treatment discontinuation at different stages, a majority of these
studies have been based on infertility clinics or hospitals. Moreover, many of these
exercises have limited infertility treatments to ART treatments. There have also been
arguments that couples who are unable to afford the ART treatment may not enter into
this treatment option at all (Van den Broeck et al. 2009). Infertility care encompass
treatments from simple counselling to medications to the ART treatments. Even the
diagnostic work up for infertility is exhaustive and expensive and couples can drop out
without completing it and move on to alternate methods. As most of the studies that
look into the treatment discontinuation are clinic-based studies, a comprehensive
understanding of the care seeking trajectory with drop outs at multiple levels before

reaching the clinic are absent.

Studies that cite the reason for discontinuation of treatment are based on retrospective
surveys. While such studies often produce general responses from the couples viz.,
emotional or psychological or financial burden (Brandes et al. 2009), it is important to

look beyond those responses. Since, treatment compliance is an important aspect of



success in such treatments it is important that couples who envisage treatment continue
till completion of at least a certain type of treatment. The decision to continue or
discontinue the treatment is solely the discretion of individual undergoing the
treatment. But a clarity on where and what exactly the problems are in the treatment

seeking pathway will be helpful in minimizing drop-outs.

Treatment discontinuation does not mean that the couples will stop treatment
altogether, multiple pathways of care seeking have been demonstrated in infertility
care (Gerrits 1997; Koster-Oyekan 1999; Dhont et al. 2010). It indicates that they may
discontinue one treatment or clinic and pursue it from another. The various options
available and being utilised by the couples with infertility depends upon individual
choices, the ability to afford an option, and the cultural setting. Multiple trajectories
are possible due to the diversity of treatment options and the constraints of these
treatments. Such patterns of care-seeking are likely to be associated with different
success rates but these trajectories and their consequences remain largely unexplored.
In this context, it is important to identify the actual trajectories of mitigation that exist
in practice and identify the stage of the infertility journey that couples choose a
particular method and when they choose to move from a particular stage of care
seeking to another. This research is an exercise in explicating the practical choices

exercised.

With the declining fertility rates and the higher private sector participation in health,
Kerala is a good site to study infertility care from a public health perspective. The
fertility rate in Kerala, as measured by the Total Fertility Rate (TFR) is below
replacement level. This means other things remaining constant, given the low fertility
levels, the population size would reduce in the long run. The relatively lower levels of
fertility in Kerala and the postponement of pregnancy by women, means that women
in Kerala may be in need for infertility care services. As fecundity decreases with age,
with rising age at first pregnancy the probability of getting pregnant declines. The
DLHS-3 (2007-08) reported that in Kerala nearly 11 percent of ever married women
in the ages 15-49 had infertility and out of this group, 86 percent had sought care for
infertility (IIPS 2010). This means that according to Census 2011 data, there were



72,85,725 ever married women in the age group 15-49 years. If 11 percent of them
were to be infertile, it means 8,01,429 ever married women were having infertility, out
of which around 6,89,228 women would have sought care. Barring this information,
we do not know from where the care was sought and whether such care yielded a
desired outcome. There has not been any systematic effort to understand care seeking
for infertility at the population level. Considering the fact that infertility care is
expensive and mostly concentrated in the private sector in Kerala, it is important to
understand the extent and nature of care seeking for infertility in the state. Currently,
treatment for infertility especially ARTs, is not a public health priority in the country.
In the absence of any centrally sponsored or state mandated reimbursement schemes
for infertility treatment, couples have to meet the costs involved through out of pocket
expenditure. By looking into the census figures of the ever-married women in the
reproductive age group in 2011, we can have a rough approximation that about 0.7
million women may be accessing treatment for infertility. Even if half of them, that is
about 0.35 million were to access modern medicine, the public health infrastructure
currently available is not adequate to cater to their needs. That this group will seek
care for infertility is inevitable because the sizable presence of private sector
provisioning for reproductive health in general and infertility care in particular in
Kerala will prompt them to do so. In these circumstances, it is important to understand
whether couples who enter the care seeking pathway are able to sustain it or if they
were negotiating alternatives to these medical means to achieve pregnancy. Therefore,

the present study seeks to understand how couples with infertility seek care in Kerala.

The study attempted to answer the following research questions;
1. How do couples with infertility seek care for infertility in Kerala?
2. What are the inequalities in the care seeking for infertility in Kerala?

3. What are the consequences of infertility for women in Kerala?



The objectives of the study were;

1. tounderstand the trajectories of care seeking for resolution of infertility among
couples and to identify reasons for these choices to resolve infertility,

2. to get the estimates of expected levels of infertility for Kerala and its districts
and analysing the age pattern of infertility in these districts,

3. to describe the care seeking pathway for infertility among couples with
infertility in Kerala,

4. to examine the inequalities in the care seeking for infertility by couples with
infertility in Kerala and

5. to describe the infertility specific distress, in women undergoing treatment for

infertility and to understand the possible consequences of infertility for women.

1.5 Organisation of the thesis

Including this introductory chapter there are a total of ten chapters in this thesis. In the
second chapter i.e., the review of literature, I will discuss literature that helped in
conceptualising the study and helped frame the specific research question and
objectives. The chapter is divided into four sections, the first section will discuss the
definition of infertility, its global and national prevalence, and the types of infertility,
its diagnosis and treatment. The second section will focus on the correlates of infertility
and its treatment and the social construction of infertility. The third section will be on
legislations and the insurance coverage or reimbursement for infertility. The last
section, will discuss the conceptualisation of (bio)medicalisation and the ‘political

economy of hope’.

The third chapter explains the methodology used for the three different phases of the
study and the study design used specifically for phase III. It will also include the
conceptual framework and the ethical considerations of the study. In this chapter I
explain in detail the sampling strategies, sample selection processes, methods of data

collection and analysis, for the three different phases of the study.

Chapters four to nine describe the results of the study. The fourth chapter addresses
the objective of estimating the expected levels of infertility and its age patterns for

Kerala and its districts. It includes a discussion on the available facilities in the state
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for reproductive health care. The first section describes the demand for infertility
services in the state by providing the estimates of the expected level of infertility and
the second section discusses the health care context of Kerala and supply side for
reproductive health care in the state. This chapter serves to establish the potential
demand for infertility services and the infertility care availability in the state to meet

this demand.

The fifth and sixth chapters describe the findings from the exploratory qualitative
phase of the study. The fifth chapter addresses the research question on why couples
seek care for infertility. The context and process of care seeking for infertility is the
major focus of this chapter. It describes the reasons why care seeking for infertility
happens and what are the factors that make couples pursue care. This chapter also
explains the response to the diagnosis and treatment by the individual couples. Lastly

this chapter elucidates the coping mechanisms if the desired outcome is not achieved.

The sixth chapter concentrates on the objective of understanding the trajectories of
care seeking for resolution of infertility among couples. It explains how the couples
seek care for infertility and what are the practical choices exercised by the couples. It
provides an in-depth understanding of the choices used by the couples with infertility
in Kerala. The different stages of care seeking in infertility and the multiple trajectories
of the care are described. These understandings helped in framing the interview

schedule for the community base survey in phase III of the study.

The seventh and eight chapters describe the findings of the community-based survey.
The seventh chapter includes the socio-demographic profile of the couples with
infertility in the three selected districts of Kerala and the various factors that are
associated with achieving pregnancy. Here, the outcome of achievement of pregnancy

by couples is described across their socio-demographic characteristics.

The eighth chapter addresses the objective to describe the treatment seeking pathway
for infertility among couples with infertility in Kerala. It describes the care seeking
pathway among those couples who actively seek/sought care across the three selected

districts of Kerala. These two chapters describe the different choices actually exercised
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by the couples to mitigate infertility. This includes the number and type of centres
visited, and the reasons for discontinuation in each centre. It also describes the
inequalities in care seeking for infertility.

The ninth chapter describes the infertility specific distress among women undergoing
treatment for infertility and the possible consequences of infertility for women. The
findings are based on qualitative in-depth interviews among selected women. This
chapter helps in highlighting the gendered contexts with respect to the consequences
of infertility for women thereby highlighting the inequality in the experience of the

consequences.

In the tenth chapter which is the discussion and conclusions chapter, the findings of
this thesis and their implications are discussed. Since the study used a multiphase
design the findings of each phase fed into the other, to get a comprehensive picture of
the care seeking for infertility in Kerala, it was important to synthesise the findings
and its implication across the three phases of the study. This chapter aims to synthesise
the findings by utilising the theoretical concepts to explain how care seeking for

infertility happens in Kerala.

The findings are integrated into a cohesive explanatory framework, the ‘hope
framework’ that was identified through this research process. I will also discuss the

strengths and limitations of the study and the policy recommendations in this chapter.
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Chapter 2

Review of Literature

In this chapter I will discuss the literature framing the conceptual framework, context
and the rationale of the study. This chapter is divided into four sections; section I
discusses the definition of infertility, its global and national prevalence, and the types
of infertility, its diagnosis and treatment. Section II of this chapter includes the
correlates of infertility and its treatment and the social construction of infertility.
Section IIT describes the legislations to regulate ART services and the insurance
coverage or reimbursement for infertility. The last section, i.e., section IV will discuss

the conceptualisation of (bio)medicalisation and the ‘political economy of hope’.

Section I: Definitions of infertility, its types and causes and its measurement

This section will provide the different definitions used for estimation of infertility and
the lack of consensus on the definition, which is a hindrance in getting global estimates
for infertility. The biological aspects of infertility including the type of treatments are
also discussed under this section. It will give an understanding of the various diagnosis

and the biomedical treatments that are prescribed for the couples with infertility.

2.1 Definition of infertility and its components

Studies and surveys are done globally to elicit the burden of the condition but a global
picture of infertility is lacking partly due the absence of a standard and consistent
definition. The terms like childlessness, sterility, infecundity, and subfertility are used
synonymously to define the condition in the literature. A systematic review of the
literature reporting on the prevalence of infertility has highlighted the inconsistency in

the definitions used in the studies (Gurunath et al. 2011).

The three main components in the definition of infertility are exposure time, exposure
type (includes couple status, contraceptive use and desire for a child) and outcome,
while the review points out the incomplete and inconsistent usage of these components

in different studies (Mascarenhas et al. 2012b).
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There are three major disciplines that define infertility viz., clinical, demographic and
epidemiological. These three disciplines use varied definitions thus making
comparison across studies difficult. To capture the problem of infertility at an
individual level and to form a treatment regime a clinical definition helps. To
understand the problem at a population level viz., its distribution in the population or
to understand the extent of the problem a demographic or epidemiological definition

will be helpful (Mascarenhas et al. 2012b).

According to the International Committee for Monitoring Assisted Reproductive
Technology (ICMART) and the World Health Organization (WHO), clinically
infertility is defined as

“a disease of the reproductive system defined by the failure to achieve a clinical

pregnancy after 12 months or more of regular unprotected sexual intercourse.”

(Zegers-Hochschild et al. 2009)

The demographic definition of infertility is
“an inability to become pregnant with a live birth, within five years of exposure
based upon a consistent union status, lack of contraceptive use, non-lactating

and maintaining a desire for a child.” (Mascarenhas et al. 2012b)

The epidemiological definition of infertility is
“women of reproductive age (15—49 years) at risk of becoming pregnant (not
pregnant, sexually active, not using contraception and not lactating) who
report trying unsuccessfully for a pregnancy for two years or more.” (World

Health Organization 2006)

Examining the definitions from the three disciplines vis-a-vis the three components of

the definitions we can draw the major differences in the definitions.

2.1.1 Exposure time
Exposure time refers to ‘the minimum time necessary to assess whether a union is

infertile.” There is a tendency for misclassification based on the exposure time. A
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longer exposure time is less likely to misclassify women as infertile when compared to

a shorter exposure time (Mascarenhas et al. 2012b).

In the clinical definition one year is taken as the exposure time while the demographic
definition mainly uses five to seven years and epidemiological definition usually uses

24 months exposure time to the risk of getting pregnant.

2.1.2 Exposure type

Exposure time includes the couple status, contraceptive use and intent/desire to have a
child (Mascarenhas et al. 2012b). Couple status is measured from the time of the first
union (marriage or cohabitation). When there are multiple unions and only the first
union is considered, there can be overestimation or underestimation of exposure time,

therefore the prevalence of infertility respectively (Mascarenhas et al. 2012b).

Unprotected intercourse serves as a proxy for exposure but in household surveys,
information regarding current use of contraceptives rather than continuous use is

available (Mascarenhas et al. 2012b).

The desire to have children is also used as a proxy for unprotected intercourse and thus

measure the exposure in women (Mascarenhas et al. 2012b).

2.1.3 Outcome

Live birth is mostly used as the outcome indicator for infertility in household surveys
since couples desire children, and not just pregnancies. Moreover, in household
surveys, eliciting pregnancy is difficult due to underreporting of spontaneous and

planned abortions (Mascarenhas et al. 2012b).

A review, done to understand the prevalence of infertility, used different definitions
and hence the comparison between studies seemed difficult. In studies which used at
least 12 months or more and less than 24 months exposure time, and regular intercourse
or not using contraceptives and outcome as no conception, the prevalence of primary
infertility ranged from 2.0 percent (Badr et al. 2006) to 38.4 percent (Gokler et al.

2014). A twelve-month exposure time was used in most of the studies reviewed and
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thus there is a higher probability of misclassification of women as infertile and thus an

overestimation of the prevalence.

2.2 Limitations in use of these definitions

None of the studies reviewed have used all the three components of the definition
completely; some used 12 months while some used 24 months to five years as the
exposure time. The exposure status also differed between the studies. Exposure status
is determined by unprotected sexual activity which involves both sexual activity and
that such activity be without contraceptive use. Most studies determined exposure
status by the couple status and contraceptive use or details of intercourse. An
alternative to asking about contraceptive use is the desire to have a child, but this was
less likely to be used in these studies. The outcome measure in majority of the studies
was absence of pregnancy or conception. The demographic definition used the
outcome as absence of child (Larsen 2003; Badr et al. 2006; Boivin et al. 2007;
Safarinejad 2008; Wilkes et al. 2009; Kazem & Ali 2009; Bhattacharya et al. 2009;
Ganguly & Unisa 2010; Adamson et al. 2011; Akhondi et al. 2012; Kumar 2012;
Bushnik et al. 2012; Mascarenhas et al. 2012a; Thoma et al. 2013; Chandra & Stephen
2014; Gokler et al. 2014; Zhang et al. 2014; Kazemijaliseh et al. 2015)

Six different definitions were used to assess the prevalence of infertility. These
definitions were self-reported infertility, unprotected intercourse for at least two years,
tried to conceive for at least two years, subsequently infertile, subsequently infertile
and wanting a child and childlessness. It was estimated that primary infertility was 2.5
percent from the definition ‘unprotected intercourse for at least two years’ and 1.8
percent from ‘tried to conceive for at least two years’, 3.5 percent were childless after
at least five years of their first marriage or union compared with 1.9 percent after seven
years. This could mean that women are delaying pregnancy even though they are not
using contraception, thus this highlights the importance of eliciting the desire for child

in surveys (Larsen 2005).

2.3 Global and national prevalence of infertility
The desire to have a child and the inability to have it is a universal problem. In 2010,

at a global level, infertility was estimated to be 48.5 million based on 277 survey data
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sets, of which 19.2 million couples suffered from primary infertility and 29.3 million
had secondary infertility. Among these 14.4 million were from South Asia and 10.0
million in Sub-Saharan Africa. Regional differences in the prevalence of primary
infertility were reported by the authors with the lowest estimate of 1.5 per cent in the
Latin America/Caribbean region to 2.6 percent in the North Africa/Middle East region.
In 2010, middle income countries viz., Peru, Bolivia, Eucador and El Salvador in Latin
America, Poland, Kenya and the Republic of Korea had the lowest levels of primary
infertility (Mascarenhas et al. 2012a). Based on the population in 2007, around 72.4
million people were infertile i.e., the global prevalence of infertility was estimated to
be 9.0 percent (Boivin et al. 2007). The Demographic and Health Survey (DHS) report
which had data from 47 demographic and health surveys from the developing countries
estimated that in 2002, more than 186 million ever married women in the age group
15-49 years were infertile due to either primary or secondary infertility (Rutstein &
Shah 2004).

In India, the prevalence of infertility was estimated to be 2.5 percent among women
aged 25-49 years (Rutstein & Shah 2004). Estimates of childlessness using Census
2001 data vary widely among the Indian states from a low of three percent in Haryana
to a high of 11 percent in Tamil Nadu. The levels were five percent in Maharashtra
and Gujarat, while Kerala and Karnataka had 6 percent childlessness for ever married
women in the ages 35-39 years (Ram 2010). Allowing for a five year marital duration,
the estimates of infertility levels put it at 1.9 percent in NFHS-3 for the period 2005-
06 (Ganguly & Unisa 2010). Using the same data (NFHS-3) in 2005-06, the estimate
of infertility was highest in the southern region followed by the west. In south, Goa
ranked highest with 4.5 percent, Andhra Pradesh with 3.6 percent and Kerala with 2.6
percent (Syamala 2012). The prevalence of infertility was 8.9 percent among 570
urban women in the age group 15-49 years in Central India (Katole & Saoji 2019). An
epidemiological study done in Kashmir among 10,063 couples in the age group 15-44
years who were married for one year or more it was reported that 15.1 percent had
primary infertility (Zargar et al. 1997). Another study in South India reported the
prevalence of infertility as 12.6 percent among women aged 15-30 years (Adamson et

al. 2011).
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2.4 Infertility- types, diagnosis and treatment

Infertility is mainly categorized as primary and secondary infertility;

primary infertility is “when a woman is unable to ever bear a child, either due to the
inability to become pregnant or the inability to carry a pregnancy to a live birth she
would be classified as having primary infertility. Thus women whose pregnancy
spontaneously miscarries, or whose pregnancy results in a still born child, without

ever having had a live birth would present with primarily infertility.” (Mascarenhas et
al. 2012b), and

secondary infertility is “when a woman is unable to bear a child, either due to the
inability to become pregnant or the inability to carry a pregnancy to a live birth
following either a previous pregnancy or a previous ability to carry a pregnancy to a
live birth, she would be classified as having secondary infertility. Thus those who
repeatedly spontaneously miscarry or whose pregnancy results in a stillbirth, or
following a previous pregnancy or a previous ability to do so, are then not unable to
carry a pregnancy to a live birth would present with secondarily infertility.”

(Mascarenhas et al. 2012b)

The current clinical approach to the investigations and the management of infertility
is backed by the evidence-based guidelines issued by the Royal College of
Obstetricians and Gynaecologists (RCOG), American Society of Reproductive
Medicine (ASRM), and European Society of Human Reproduction and Embryology
(ESHRE).

In the clinical setting, a couple is said to be infertile if there is no conception after one
year of unprotected intercourse. Those who are not sterile but exhibit reproductive
insufficiency are termed subfertile. In general, approximately 85-90 percent of young
couples conceive within a year or some even within six months. Infertility is thus a

condition that affects the rest 10-15 percent of the couples (Fritz & Speroff 2011).

The evaluation of infertility should focus on the couples and not on one partner alone.

The infertility evaluation encompasses the identification and correction of the specific
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causes of infertility where ever possible. Infertility in couples caused by male factor
alone covers 20-30 percent of cases, female factor alone in 20-35 percent, both male
and female factors contribute to infertility in 25-40 percent of cases and 10-20 percent
are due to unexplained causes (Hamilton 2012; Hoffman et al. 2012; Vander Borght
& Wyns 2018).

2.4.1 Female infertility

Ovulatory dysfunction: Problems in ovulatory function affect approximately 20
percent of couples with infertility (Fritz & Speroff 2011; Hamilton 2012).
Anovulation, oligo ovulation can prevent or contribute to conception respectively.
Ovulation can be assessed by eliciting the menstrual history, evaluating the basal body
temperature, serum progesterone concentration, urine luteinizing hormone (LH)
excretion. The evaluation of ovulation is the core component of infertility evaluation.
In women with regular monthly menstruation, a properly timed serum progesterone

concentration is the simplest and the most reliable method (Fritz & Speroff 2011).

Cervical factors- abnormalities in sperm-mucus interaction: Cervical mucus helps
in capturing the sperm from the ejaculate in the vagina, while excluding the seminal
plasma and morphologically abnormal sperm. It helps in sperm survival thus extending
the fertile interval between intercourse and ovulation. The post coital test is used for

diagnosis of cervical factor infertility (Fritz & Speroff 2011).

Uterine factor-anatomic and functional abnormalities: Uterine abnormalities are
relatively uncommon cause of infertility, but should be ruled out in the evaluation of
the couples with infertility. Anatomic and functional uterine abnormalities can impair
fertility and also adversely affect pregnancy outcome. The anatomic uterine
abnormalities that can adversely affect fertility include congenital malformations,
lelomyomas and intrauterine adhesions, while the functional uterine anomaly is
chronic endometritis. The evaluation of the uterine cavity is done by
hysterosalpingography, transvaginal ultrasonography and hysteroscopy (Fritz &
Speroff 2011).
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Tubal factor- tubal occlusion and adnexal adhesions: Tubal factor infertility is one
of the most common causes of infertility and accounts for 30-35 percent of infertility
cases. History of pelvic inflammatory disease, septic abortion, ruptured appendix,
tubal surgery, or ectopic pregnancy are some of the causes for possible of tubal
damage. Hysterosalpingography and laparoscopy are two methods for evaluation of

tubal patency in infertile women (Fritz & Speroff 2011).

2.4.2 Male infertility

Advances in the understandings of the male reproductive function and the importance
of male factor infertility has improved our recognition of male factor as a major cause
of infertility. Male reproductive impairment accounts for the sole cause of infertility
in 20-30 percent of the couples (Agarwal et al. 2015; Vander Borght & Wyns 2018).
Male infertility may be caused by various reasons, while some are treatable others may
be idiopathic. The known causes of male infertility can be divided into four major
categories viz., (1) Hypothalamic-pituitary disorder (1-2%), which may be congenital,
acquired or can occur as a result of systemic illness, (2) Primary gonadal disorders
(30-40%), both congenital and acquired, (3) disorders of sperm transport (10-20%),
and (4) idiopathic(40-50%) (Iammarrone et al. 2003).

Male infertility can be diagnosed by the semen analysis (except in cases where sexual
dysfunction is the cause). The initial assessment for male factor infertility should
include one semen analysis with the sample collected after a period of at least three
days of abstinence. It should be followed by another at least four weeks later if any
abnormality exists in the previous analysis (Hamilton 2012). Semen analysis assesses
the ejaculate volume and pH, sperm concentration and total sperm count, sperm
motility, forward progression, total motile count and vitality, and sperm morphology

(Iammarrone et al. 2003).

2.4.3 Unexplained infertility

After all the diagnostic evaluations fail to ascertain male or female factor cause for
infertility, unexplained infertility is used as the diagnosis. The diagnosis of
unexplained infertility implies evidence of normal semen parameters, ovulatory

function, a normal uterine cavity, and bilateral tubal patency (Fritz & Speroff 2011).
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2.4.4 Diagnosis and treatment for infertility

The diagnosis of the couples is made after investigation of both male and female. The
male investigations are done to assess the semen parameters, and female investigations
are done to assess whether there are any tubal and uterine abnormalities, and ovulatory
problems. Once the diagnosis is made, treatment falls into three categories; (a) medical
management which includes the use of drugs for ovulation induction, (b) surgical
management including correction of varicocele in men, laparoscopy in women, (c)
assisted reproduction techniques (National Collaborating Centre for Women’s and
Children’s Health (NICE) 2012). The different types of infertility treatments are
intrauterine insemination with donor sperm or partner’s sperm, In vitro fertilization
(IVF), Intra Cytoplasmic Sperm Injection (ICSI) which includes retrieving sperm via
different procedure, viz., Microsurgical Epididymal Sperm Aspiration (MESA),
Testicular Sperm Aspiration (TESA), Percutaneous Epididymal Sperm Aspiration
(PESA), Gamete Intrafallopian Transfer (GIFT) and Zygote Intra Fallopian Transfer
(ZIFT).

Intrauterine insemination with either partners’ or donor semen involves the processing
of semen in the laboratory so as to yield pure, activated sperm, devoid of seminal
plasma, which are then directly placed into the uterus. Common indications for IUI are
unreceptive uterine cervix that does not respond to medication, unexplained infertility,
mild male factor, ejaculatory problems, mild endometriosis and donor sperm is used
in cases where husband’s sperm cannot be used (Hamilton 2012). Also, donor
insemination can be used in cases where there is risk of transmitting genetic disorders
to the offspring, or if there is rhesus incompatibility (National Collaborating Centre

for Women’s and Children’s Health (NICE) 2012).

In vitro fertilization and embryo transfer (IVF-ET) involves the fertilization of the
oocyte and the spermatozoa in the laboratory instead of in the woman’s fallopian tube.
IVF involves induction of ovulation in order to obtain multiple oocytes, thus making
available more embryos with which higher pregnancy rates can be achieved. When the

follicles are mature enough for fertilisation, they are aspirated to obtain the oocytes.
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The oocytes are mixed with appropriately capacitated spermatozoa from the husband
(or the donor, if the medical condition indicates the use of donor sperm) and kept in
an incubator for fertilization which is observed microscopically after 16 to 18 hours.
Embryos are transferred into the uterine cavity between days two and six after oocyte
aspiration. Pregnancy is confirmed around 12 days after embryo transfer by
determining the presence of hCG (Human Chorionic Gonadotropin) in blood or urine
sample. The original indication for IVF was severe tubal disease, or tubal blockage.
However, subnormal male factor is also an indication for IVF recently. Other
indications include unexplained infertility, severe endometriosis, failed IUI and

infertility of immunological origin (Hamilton 2012).

Gamete Intrafallopian Transfer (GIFT) or Tubal Embryo Transfer (TET) has been
recommended for patients with undamaged fallopian tubes. Access to the tube is
gained by laparoscopy or by retrograde catheterization through the uterine cervix.
GIFT is associated with higher levels of pregnancy than IVF but with this procedure,

the fertilizing capacity of the gametes cannot be assessed.

Intra Cytoplasmic Sperm Injection (ICSI) with ejaculated, epididymal or testicular
spermatozoa is a procedure that have been developed when there are barriers (the zona
pellucida and the ooplasmic membrane) that prevent the sperm from reaching the
ooplasm. ICSI is the most widely accepted choice of treatment for male factor
infertility, and in 2012 it accounted for nearly 76 percent of all ART procedures in
USA (Boulet et al. 2015). ICSI can be carried out with fresh or frozen-thawed

ejaculated or epididymal/testicular motile or live spermatozoa.

The indications of ICSI with ejaculated spermatozoa include severe male-factor
infertility, obstructive azoospermia, hypogonadotropic hypogonadism, fertilization
failure after standard IVF treatment, and number of spermatozoa in the ejaculate is too
low for IVF (Iammarrone et al. 2003; National Collaborating Centre for Women’s and

Children’s Health (NICE) 2012).
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Section II: Correlates of infertility and its treatment seeking

This section describes the determinants of infertility and its treatment seeking and the
social construction of infertility and the experience of it. The various biological, social
and environmental determinants of infertility will be described first. It will be followed
by the narrative of the social construction of infertility and how this will shape the
experience of infertility. The final part of this section will include the determinants of

infertility treatment seeking.

2.5 Determinants of infertility

Socio-economic factors: Infertility is significantly higher among urban and better
educated women (Syamala 2012) which could be due to postponement of pregnancy.
While some studies reported that the lower education of the female partner was
associated with infertility (Safarinejad 2008; Ganguly & Unisa 2010), most studies
reported no association with education of the women or her spouse and infertility
(Larsen 2003; Bushnik et al. 2012; Chandra & Stephen 2014). Remarried and divorced
women had primary infertility more often than first-married women (Larsen 2003;
Safarinejad 2008), this could because infertility may be the reason for divorce among
those women. Higher age at marriage was associated with higher prevalence of
infertility (Syamala 2012). Occupation and income were also found to be associated
with lower levels of infertility in women, where the more affluent and women with
white-collar jobs had less fertility impairment compared to their counterparts who
were unskilled labourers and with low income levels (Correia et al. 2014). This could
be because women in the higher socio-economic position may be able to follow

healthy lifestyles.

Biological, environmental and lifestyle factors: Age of the female partner was
significantly associated with infertility (Larsen 2003; Ganguly & Unisa 2010; Bushnik
et al. 2012; Thoma et al. 2013). But male age was not found to be associated with
fertility (Bushnik et al. 2012). Obesity and smoking in women were associated with
infertility (Safarinejad 2008; Bhattacharya et al. 2009). Time to conception increases
for women with a Body Mass Index (BMI) less than 19 and greater than 25 (Norman
et al. 2004) and in men with BMI lesser than 20 and greater than 25 is associated with
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reduced sperm quality, which in turn can affect the fertility (Jensen et al. 2004).
Declining fertility can also be attributed to the prolonged exposure to psychological
stress and environmental pollutants and also the use of alcohol, caffeine (Petraglia et
al. 2013). High caffeine consumption and delayed chance of pregnancy has also been
demonstrated in a multicentric study (Bolumar et al. 1997). There are also adverse
effects of environmental toxins and radiation on reproduction, which means
occupational exposure should be considered in couples having difficulty in getting
pregnant (Petraglia et al. 2013). Another major cause for infertility is the use of
gonadotoxic chemotherapy drugs and radiation. These when used especially in young

children, can impair their future fertility (Petraglia et al. 2013)

Medical/gynaecological conditions: Gynaecological factors like Pelvic Inflammatory
Disease (PID), history of tubal surgery, other pelvic surgeries, endometriosis,
chlamydial infection, tubo-ovarian surgery, salpingitis, ectopic pregnancy, varicocele,
cryptorchidism were all found to be associated with infertility (Safarinejad 2008;
Bhattacharya et al. 2009; Thoma et al. 2013). Sexually transmitted infections impair
the fertility mostly in women through infection of the upper genital tract. The genito-
urinary tract infection can lead to infertility and genital TB have a strong association

with infertility (Namavar Jahromi et al. 2001).

2.6 Social construction and experience of infertility

The social construction deals with the meanings of a phenomena that are developed
through interaction in a social context (Conrad & Barker 2010). The crux of social
construction is that it brings in the distinction between the disease and illness in its

discussion of a phenomena (Eisenberg 1977; Conrad & Barker 2010).

Illnesses have both biomedical as well as cultural meanings. These cultural meanings
are shaped by how society labels and interprets it. In a cultural context, these social
and cultural meanings shape the experience of the condition and the consequences of

it (example, stigmatization) (Skrzypek 2014).
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The experience of infertility is shaped by varying social and cultural interpretations.
In societies where motherhood is a norm, women without children are judged (Greil
et al. 2011). One of the major differences in infertility and its social construction from
other illnesses is the that it is not defined by the presence of a pathological state.
Infertility is basically a condition which is identified by the absence of a desired state
(Greil et al. 2011). It is the discretion of the couples to define themselves as infertile
to initiate the care seeking. Moreover, infertility is also characterised by the
availability of alternatives like adoption, fostering or even changing the partners other
than medical treatment (Greil et al. 2011). But, medicalization of infertility has
deviated the construction of infertility since the availability of medical technology-
based solutions for infertility has rendered the infertile couples with no alternatives to

these medical interventions (Franklin 1997).

Social construction of infertility also gives an insight into the gendered experiences of
infertility dictated by the power imbedded in the family, medicine and technology
(Unnithan 2010). Within the patriarchal norms, heterosexual cohabitation was mainly
meant to produce child and in many societies motherhood is viewed as a ‘very
powerful’ status (Batool & de Visser 2016). Women with infertility experienced it as
a major bodily flaw and this undermined their general well-being. Women considered
that they lacked something and they were in constant distress due to the visible
normalcy of the outside body and inadequacy within their bodies, which challenged
their self-worth (Batool & de Visser 2016). In societies where having children is the
social norm, being infertile was considered culturally deviant (Vanderlinden 2009).
Infertility was thought to be caused by many cultural and medical factors by the
community. It ranged from being promiscuous, use of contraception as the cause for
infertility in women, masturbation, watery sperm to the inability to sustain an erection
for men (Okonofuaa et al. 1997; Tabong & Adongo 2013). The construction of the
illness experience centres around the woman and motherhood when a couple as a unit
has to be considered for the illness experience of infertility. Thus, women experience
a range of consequences due to the inability to reproduce which include bodily,
psychological/emotional, cultural and social consequences. It includes the

embodiment of bodily flaw, to problems in the sexual life, (Wirtberg et al. 2006;
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Vanderlinden 2009), role failure, loss of identity and feeling depressed (Nahar &
Richters 2011; Batool & de Visser 2016) to being subjects of gossip and social
isolation (Okonofuaa et al. 1997; Hampshire et al. 2012; Batool & de Visser 2016).

Gendered construction of fertility makes the experience of infertility unpleasant. The
value society places on ‘motherhood’ makes those women who are unable to achieve
it feel that they have failed themselves in the role of woman (Vanderlinden 2009). The
visibility of the absence of pregnancy on the female body and the invisibility of male
reproductive impairment gets infertility attributed to woman as their problem. The
social norms and roles that society and culture attribute to women stigmatises those
women who are unable to fulfil the motherhood role. It has been established through
various studies that women are invariably affected by infertility. They also face social,
economic and emotional consequences due to infertility (Nahar & Richters 2011). The
social consequences included marital disruption, stigmatisation of women, loss of
privacy and the emotional consequences were feeling empty, sad and depressed, being
blamed by the society, role failure and guilty feelings, isolation and loneliness, and
feeling of loss of identity (Greil et al. 2010; Nahar & Richters 2011; Hampshire et al.
2012).

Women are physically and psychologically affected by infertility, from having to
subject their bodies to various procedures to the negative self-image they construct due
to the inability to procreate. Women also have fear of marital breakdown and divorce.
This is especially of great concern for women who are economically dependent on
their husbands (Nahar & Richters 2011). Women who do not have the desire to achieve
motherhood are less likely to self-identify as infertile (Johnson & Fledderjohann
2012). There is a greater impact of a diagnosis of infertility on women than men
(Becker & Nachtigall 1992). Women who are not diagnosed to have a personal
infertility problem do not self-identify as infertile and therefore do not get affected by
the consequences of the labelling and such women do not take responsibility for their

partners impairment either (Miall 1986; Johnson & Fledderjohann 2012).
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2.7 Determinants of treatment seeking for infertility

According to the theories of help seeking, the identification of symptoms to actually
seeking care for any health condition is a complex process (White et al. 2006a;
Cornally & McCarthy 2011). It starts with the symptom, then the individual having
the symptom should acknowledge that there is a problem, weigh the options of

alternative responses and then there are behavioural responses (White et al. 2006a).

In case of infertility, recognizing that one has fertility problems is the important
predictor for help-seeking (White et al. 2006a; White et al. 2006b). Once the couple
as a unit perceive that there is a ‘fertility’ problem, then they will think of the need for
treatment, or think of other options and weigh the benefit and barriers attached to each
of the options. Accordingly, the couple may choose professional medical treatment, or

they may choose self-care or religious methods or alternate medical solutions.

The wider social context in which the couple is living is a determinant of seeking care
(White et al. 2006a). Within the social context of the couple, multiple contextual and
individual factors may predispose one to seek treatment for infertility. Some of the
determinants of help-seeking are the approval for infertility treatment in a society, the
pressure for children from significant others or the society, perceived stigma of
infertility, and support from others (White et al. 2006a). The countries where there is
insurance coverage for infertility treatments there is an increased uptake of treatment
(Bitler & Schmidt 2012; Farley Ordovensky Staniec & Webb 2007). The individual
factors that would enable treatment seeking are the age, marital status, education,

financial resources including insurance coverage and social support (White et al.

2006a).

Section I1I: Public provisioning for infertility care in India and the world
This section will include the nature of public provisioning for infertility care across
the globe. It will describe the legislation and guidelines to regulate ART practices and

the type of coverage or reimbursement of ART services in health plans.
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2.8 Legislations and guidelines to regulate ART practices

The practice of Assisted Reproductive Technology (ART) is usually regulated by
legislation of each country. These legislations and guidelines keep changing from time
to time. This is done to safeguard the consumers of these services and also to curb

unethical or unwanted practices.

2.8.1 The global context

A survey by the International Federation of Fertility Societies (IFFS) found that out of
the 89 countries that reported, 77 countries had legislations or guidelines or both to
regulate ART services, 57 countries had legislations while 29 countries reported that
there were no regulations in their country. Of the 57 countries that reported that there
were legislations governing ART, 38 countries had Federal or National laws for
regulation. These were countries like Australia, Brazil, Canada, Germany, Israel, New
Zealand, Sweden, UK, USA among others. Nearly half of the reporting countries had
either some agency overseeing the ARTs or licencing bodies or professional standards

and guidelines.

ART centres were monitored in different countries and 56 countries reported that there
was a monitoring system in place for their country. This is done through National
Registries, on-site inspection and periodic reporting. There was also the requirement
in place to licence the ART centres and 70 percent of the countries of the countries
with licensing requirement in place had reported that they had multiple procedures.
Some of the procedures involved in licensing mechanism were examination and

certification of the centre, on-site inspections, and continuing education.

There is licensing of reproductive medicine physicians and endocrinologists with ART
training. This is done through examination or certification and continuing education.
The ART laboratories also had to be licensed in addition to the licensing of the whole

centre.

2.8.2 The Indian context
The legislation for regulation of assisted reproduction in India started with the National

Guidelines published in 2005 for the Accreditation, Supervision and Regulation of
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ART clinics in India by ICMR and the National Academy of Medical Sciences
(NAMS), India. After deliberations for a participatory and consultative approach for a
more comprehensive legislation, in 2008 the Ministry of Health and Family Welfare
(MoHFW), and ICMR released the ART (Regulation) Bill and Rules 2008. There were
many lacunae in the proposed Bill. Subsequently in 2010 ICMR brought out a revised
version called the Draft ART (Regulation) Bill and Rules 2010. The draft Bill of 2010
brought in the issues of surrogacy but it was still not comprehensive enough and lacked
the women and children’s health right (Sarojini 2014; Banerjee & Kotiswaran 2020).
The Surrogacy (Regulation) Bill, 2016 was introduced in Lok Sabha on 21 November
2016, after the government decided on separate legislations for regulation of ARTs

and surrogacy.

The Assisted Reproductive Technology (Regulation) Bill 2020 was approved by the
Union Cabinet of India in 2020. The Bill was introduced in Lok Sabha on 14
September 2020 and on 3 October 2020 it was referred to Standing committee and is
awaiting the report of the committee (Lok Sabha 2020). The Bill is aimed at regulating
ART services in the country. It seeks to establish a National Advisory Board, and also
State Boards. The Bill also seeks to register and accredit the ART clinics in India and
also form a National registry. These are expected to regulate and supervise ART clinics
and banks in the country. ICMR has started enrolling ART centres across the country
but has not yet provided any registration numbers for any centres, and 532 ART clinics

are enrolled in it (ICMR, 2020).

2.9 Insurance coverage and/or reimbursement for ART treatments

According to the IFFS report, in 2018 out of the 85 countries reporting to the
International Federation of Fertility Societies, 40 countries had some form of insurance
coverage or government funding for infertility treatment. Federal, National law or
statutes that addresses reimbursement of ART procedures are in place in 36 countries,
while 16 countries had State/Provincial/Regional laws/statutes/ordinances (IFFS

2019).
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2.9.1 The global context

Globally, when available, the coverage of reimbursement was provided under National
Health Plan, State/Provincial/Regional Health Plan, private insurance or combination
of government health plan and private insurance. Complete coverage or
reimbursement or partial coverage or reimbursement of ART services were offered
under these plans. Countries like Bulgaria, Chile, Czechia, France, Hungary, Israel,
Latvia, Montenegro, Netherlands, Russia, Serbia, Slovenia, Spain, Sweden and UAE

had complete coverage or reimbursement under National Health Plan.

Partial coverage or reimbursement under national health plans were available for
Argentina, Australia, Austria, Belgium, Canada, Finland, Germany, Hong Kong,
Iceland, Ireland, Japan, Kazakhstan, Kenya, Lithuania, New Zealand, Norway,

Portugal, Singapore, The Republic of Korea, Tunisia, Turkey, UK and Uruguay.

State/Provincial/Regional Health plan offered complete coverage or reimbursement of
ART services in Russia, Spain and UAE and partial coverage or reimbursement in
Argentina, Bulgaria, Canada, Germany, Hong Kong, Italy, Japan, Poland, Sweden,
Tunisia, UK, and USA.

Complete coverage or reimbursement was in place via private insurance in countries
like Germany, Netherlands, Senegal, Serbia, UAE. Argentina, Australia, Bolivia,
Canada, Ireland, Jordan, Kenya, Namibia, Panama, Spain, Sweden, Tunisia, USA, and

Uruguay have partial coverage or reimbursement via private insurance.

A combination of government health plan and private insurance offered completed
coverage or reimbursement in Germany and partial coverage or reimbursement in
Australia, Canada, Israel, Jordan, Namibia, Romania, Spain, Tunisia, USA, Uruguay,

Viet Nam.

Table 2.1 shows the type of ART services covered for or reimbursed under different

health plans for the countries having coverage or reimbursement for ART services.
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Table 2.1 ART services covered under health plan for different countries

SI.  Countries National Health Plan State/Provincial/Regional Private Insurance

No Health Plan

1 Bulgaria Fertility Medications, IVF, ICSI IUI, IVF, ICSI
2 Chile Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
3 Czechia Diagnostic evaluation, Fertility
Medications, IUI, IVF
4 France Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
5 Hungary Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
6 Israel Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
7 Latvia Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
8 Montenegro Diagnostic evaluation, Fertility
Medications, IVF, ICSI
9 Netherlands Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
10 Russia Diagnostic evaluation, Fertility IVEF, ICSI IVF, ICSI
Medications, IVF, ICSI
11 Serbia Diagnostic evaluation, Fertility
Medications, IUI, IVF
12 Slovenia Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
13 Spain Diagnostic evaluation, Fertility IVF

Medications, IUI, IVF, ICSI
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Sl Countries National Health Plan State/Provincial/Regional Private Insurance

No Health Plan

14 Sweden Diagnostic evaluation, Fertility
Medications, IUI, IVF

15 UAE Diagnostic evaluation, Fertility

Medications, IUI, IVF, ICSI

16 Argentina Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI Medications, IUI, IVF, ICSI Medications, IUI, IVF, ICSI

17 Austria Fertility Medications, IVF, ICSI

18 Australia Diagnostic evaluation, Fertility IVEF, ICSI
Medications, IUI, IVF, ICSI

19 Belgium Diagnostic evaluation, Fertility
Medications, IUI

20 Canada Diagnostic evaluation, IUI, IVF, ICSI Fertility Medications

21 Finland Diagnostic evaluation, Fertility
Medications, IUI,

22 Germany Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI Medications, IVF, ICSI

23 Hong Kong Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI Medications, IUI, IVF, ICSI Medications, IUI

24 Iceland Fertility Medications, IVF, ICSI

25 Ireland Fertility Medications Diagnostic evaluation, IUI, IVF, ICSI

26 Kazakhstan Fertility Medications

27 Kenya Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility
Medications, IVF, ICSI Medications, IVF, ICSI

28 Lithuania Diagnostic evaluation, Fertility

Medications, IVF, ICSI
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Sl Countries National Health Plan State/Provincial/Regional Private Insurance
No Health Plan
29  New Zealand Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
30 Norway Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
31 Portugal Diagnostic evaluation, Fertility Diagnostic evaluation
Medications, IUI, IVF, ICSI
32 Singapore IUI, IVF, ICSI
33 Republic of Diagnostic evaluation, Fertility
Korea Medications, IUI, IVF, ICSI
34 Tunisia Diagnostic evaluation, Fertility Diagnostic evaluation, Fertility
Medications, IVF, ICSI Medications, IVF, ICSI
35 Turkey Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
36 UK Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
37 Uruguay Diagnostic evaluation, Fertility
Medications, IUI, IVF, ICSI
38 Russia IVF, ICSI
39 USA Diagnostic evaluation, Fertility Medications, IUI, IVF, Fertility Medications, IUI, IVF
ICSI
40 Italy Fertility Medications Diagnostic evaluation, IVF, ICSI

Source: IFFS, Surveillance, 2019, pp. 16-19
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2.9.2 The Indian context
India does not have any regulations in place that addressed the reimbursement of ART
procedures. India does not have any coverage or reimbursement of ART services under

National Health Plans, State/Provincial/Regional Health Plan, or Private Insurance

(IFFS 2019).

However, there are targeted schemes that offer financial assistance to the couples with
infertility in selected states. The financial assistance scheme is called ‘Matrutva
Yojana’ and the beneficiaries are couples belonging to Scheduled Tribe group. This
scheme is in place in Assam and Goa, where financial assistance of up to Rs 5 lakh
(0.5 million rupees) is given to couples married for three years and who do not have a
child (Questions: Lok Sabha 2017). It covers all the medical expenses for fertility
treatment, like medicines, doctor’s fees, diagnostic tests and procedures as advised.
An advance amount of Rs. 25,000 will be given to meet the initial expenses if they
produce ST certificate, marriage certificate and the certification by any doctor (MBBS
or higher qualification) which states the couples need IVF or advanced fertility
treatments (Scheme India, n.d). Another targeted financial assistance scheme called
the ‘Jiyo Parsi’ Scheme under the Ministry of Minority Affairs was introduced in
September 2013 to reduce the decline of Parsi Zoroastrian community in India. Under
this scheme medical assistance for ART is provided, with a financial assistance of up
to Rs. 8 lakhs (0.8 million rupees). It covers the diagnosis and treatment including
medicines and assisted reproduction. Those with annual income of Rs.15 lakhs and
below will get 100 percent assistance while 75 percent financial assistance is given to
those couples with annual income of Rs. 15-25 lakhs. Those with annual income more
than or equal to Rs.25 lakhs will receive only 50 percent financial assistance (Parzor

Foundation, 2020)

Section IV: Conceptualisation of infertility
This section includes the conceptualisation of (bio)medicalisation and ‘political
economy of hope’. It will discuss how the individual aspiration that is part of infertility

care seeking and the wider social, economic, political as well as cultural milieu interact
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to form ‘hope’, which is one of the major driving force in sustaining infertility care by
the couples. The first part of this section will discuss two important processes i.e.,
medicalisation and biomedicalisation that have permeated the infertility discourse.
This will be followed by the conceptualisation of hope and ‘political economy of hope’

in various academic pursuits.

2.10 Medicalisation and Biomedicalisation

Medicalisation was first used by Zola (1972) to describe how “medicine has permeated
the lives of human lives by the use of the labels ‘healthy’ and ‘ill’”, which has its roots
in the sick role proposed by Parsons (1951). ‘Medicalisation’ describes a process by
which non-medical problems become defined and treated as medical problems, usually

in terms of illness and disorders (Conrad 2007).

From 1970s, sociologists have worked on medicalisation vis-a-vis deviance and social
control, which included studying hyperactivity in children, mental illness, child abuse
and alcoholism (Conrad & Schneider 1980). Medicalisation is characterised by
bringing in a previously non-medical problems under the medical jurisdiction (Conrad
1992). This also meant decontextualizing the problems as it is brought under medical
control (Conrad 1992). Medicalisation focuses on the power and authority of the
knowledge (of physicians) in the society as well in the day to day medical interactions
(Bell & Figert 2015), while patients assume a passive role whereby whatever is
ordered on them viz., diagnosis, treatment are to be complied with, without qualms
(Lupton 1997). Medicalisation has permeated into all walks of life by expanding its
jurisdiction into different moral, social and legal aspects and ‘control’ became a
dominant concept in its scholarship (Bell & Figert 2015). Through this control,
medicine overtook the dominance of church, families and the state to define the
individuals who were previously considered deviant to be termed ‘sick’ (Conrad &
Schneider 1980). The medicalisation literature is amply filled with this dominance of
medicine (medical profession) and the role of population (patients) in bringing about

medicalisation (Bell & Figert 2015).

Feminists scholars have studied the medicalisation theory mainly critiquing it for its

patriarchal nature, and they argued that women’s bodies were mostly sites of
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interventions especially in the medicalisation of reproduction (Conrad 2007). Some
scholars have argued to ‘move beyond’ medicalisation (Rose 2007) and that newer
concepts like pharmaceuticalisation, biomedicalization, and geneticisation should be

brought in (Bell & Figert 2015).

By late 1990s, medical sociologists found medicalisation theory insufficient to explain
the illness brought about by the advances in technoscientific biomedicine. A newer
theorisation was sought which was termed biomedicalisation which exists along with
medicalisation but is inclusive of the technoscientific transformation of dealing with

illness.

‘Biomedicalisation is a term for the increasingly complex, multi sited, multidirectional
processes of medicalisation that today are being both extended and reconstituted
through emergent social forms and practices of a highly and increasingly

technoscientific biomedicine’ (Clarke et al. 2003).

According to Clarke and colleagues (2003), biomedicalisation ‘is co-constituted and
manifest through five central (and overlapping) processes, viz., (1) major political and
economic shifts, (2) A new focus on health and risk surveillance biomedicine; (3) The
technoscientisation of biomedicine; (4) transformation of biomedical knowledge; (5)

transformation of bodies and identities.’

Privatised and corporatized services through the advances in technoscientific
innovations that further biomedicine is the key process mentioned in the political and
economic shift that manifest in biomedicalisation. The shift in focus from illness or
disease to health and the emergence of risk surveillance which rely on prevention and
early interventions is the second process mentioned. The newer technoscientific
innovations in biomedicine like the use of medical technology and new designs and
products are another key process that is involved in the biomedicalisation process. The
fourth element is the production and distribution of health and medical knowledge
through different media by making it a personal goal thereby furthering the impact of

biomedicalisation.
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This means there is shift from the controlling nature of medicine to transformation
medicine, i.e., previously unrecognised identities are formed for example at the
molecular level which can be individual identities or group identities like the ‘patient
groups’ of certain conditions or diseases (Clarke et al. 2010). Clarke et al. (2010)
reiterate that through these processes, medical autonomy and power have declined
since biomedicalisation is characterised by more commercialisation of medicine, by
shifting the power from the medicine to market. This commercialisation and
commodification of healthcare, has shifted patients from passive consumers to active

negotiators (Bell 2016).

Biomedicalisation helps in improving the lives of people by alleviating pain and
suffering through its many technological advances nevertheless it also creates
‘choices’ (Clarke et al. 2010) and also ‘technoscientific identities’ (Clarke et al. 2003).
It is also attributed in creating inequality due to the stratified biomedicalisation (Bell

2010).

2.10.1 (Bio)medicalisation and reproduction

Women’s natural life processes are more medicalised that that of men’s and this means
that gender also plays an important role in medicalisation (Riessman 1983). The
gendered ideologies equate womanhood to motherhood, and this expectation is
manifested in the abundance of various technologies that are available to allow women
to have their fertility desires fulfilled (Baldwin 2019). The (bio)medicalisation in the
area of reproduction was initially centred on pregnancy and childbirth which gave way
to infertility with the advent of newer technologies to assist reproduction. The
advancements in technology have put women in a more vulnerable position (Gabe et
al. 2004; Conrad 2007), because of the focus of these technologies on women’s bodies
rather than on the reproductive bodies of the couples (McNeil et al. 1990).
Medicalization has made infertility care women’s responsibility as men’s role is
limited to ‘ejaculatory extensions’ (Culley et al. 2013). In infertility care, the
availability of Assisted Reproductive Technologies (ARTs) has become what Foucault
has described as ‘governmentality’, since women with infertility feel obligated and

compelled to reproduce via ARTs to achieve motherhood (Franklin 1997; Clarke et al.
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2010). Medicalisation literature has both debated for and against it whereby it argues
that medicalisation of reproduction has both empowered and disempowered women.
Medicalisation is rooted in medicine which is an objective science, decontextualizes
the infertility experience (Conrad 2007), and the medical gaze reorients the experience
of the women to the realm of medicine. It thus creates inequality as these experiences
are different for women of different social positions (Bell 2016). This mean that
women of low SES are prevented from accessing such care due to high cost, and other
factors including the lack of understanding of what is communicated to them in the
doctor patient interactions (Bell 2016). Medical hegemony in the medicalisation of
infertility can dictate who should and should not be a mother. The treating physicians
dictate who are deemed fit to reproduce and hence cause stratification in reproduction.
This also alters the meaning of the experiences of infertility when placed within the

medical discourse where women are defined based on their diagnosis and treatments.

Bell (2010) has demonstrated in her work that medicalisation of infertility has created
stratified reproduction which has excluded certain group of women. She has cited
examples of how women of low socio-economic status are excluded from medicalised
solutions of infertility. These exclusions in accessibility and affordability, she argues,

creates alternate pathways to negotiate their childlessness.

2.11 Hope and ‘Political economy of hope’

Couples become frustrated when confronted with diagnosis of infertility and realise
their inability to move along the marital continuum from individual to couple to
parenthood. Within the infertility discourse this is represented as ‘desperate’ (Franklin
1990). This desperateness to reproduce is then tied to hope by virtue of medical
technology-based solutions for infertility. The development of Assisted Reproductive
Technology (ART) for treatment of infertile couples was one of the major
accomplishments in the field of reproductive medicine. The availability of medical
options for assisting reproduction was not common until 1950s but during the late *70s
to the ‘90s there has been a boom in biomedical development in infertility, and this
has resulted in the availability of ART (Davis & Loughran 2017). During the 1950s

artificial insemination with donated sperm and ovulation induction with hormones
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were used to treat infertility but in the late 1970s there was use of technologies like the
In Vitro Fertilisation (IVF) (Inhorn & van Balen 2002). More advanced technologies
like the Intra Cytoplasmic Sperm injection (ICSI), and egg freezing became common
in the 1990s (Wang & Sauer 2006). Hence a range of reproductive technologies are
currently available in the market which could be used for resolving infertility. Thus,
hope and hopelessness of the infertile couples started to depend on modern medicine,

or the providers of this service.

Sarah Franklin (1990) has noted that with the introduction of these medical
technologies the focus shifted from the stories of women to the medical experts, who
will dictate the course of what happens in the woman’s body. This objectivity is also
noted in how patients are referred to in the everyday discourse of infertility, their
identity is replaced by the anatomy viz., ‘eggs’, ‘tubes’ and ‘ovaries’. Thus, the focus
of infertility shifted from the person who desired a child to the experts who will give
her a child. The stories of their success became important and were highlighted,
promoting the idea that medical technology is the only source of hope for couples.
These representations include the photographs of the happy couples to reinforce the

victory of technology in turning the desperate couple to happy parents (Franklin 1990).

This techno-centric medicine has the power to raise hope in those who are the users of
it (Helén 2004). Therefore, it is important here to bring in the conceptualisation of
hope and how it is represented in literature and how has it been examined in the studies.
This will be followed by the contextualization of hope in different discourses and how

it is being created as a political and economic process.

Hope is conceptualised as something that is forward looking, which means that
something that will happen in the future and uncertainty is the driving factor for hope
(Miyazaki & Swedberg 2017). There is a three-step process as to how hope operates
in an individual. First, and the most essential part of hope is the wish. Secondly, this
wish has to be for something, which has a social dimension. Finally, the wish for
something fo come true and is the basic principle of hope. The one that an individual
hopes for should be socially valid i.e., it needs acceptance and assistance from others

for it to be fulfilled (Miyazaki & Swedberg 2017).
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Hope has become part of the dominant discourse of science (Petersen & Seear 2011)
and various studies have examined how technology and hope are operating together.
The operationalising of ‘hope’ in scientific applications on humans through the use of
technological solutions has been done by employing the concept of “political economy
of hope’ a term first used by Good et al. (1990) in their study on oncology treatment
where clinicians have to balance between disclosing the truth about the diagnosis while
still maintaining hope about the prognosis. The paper explores the growing
specialisations in the field of oncology and the increased research in the field of
oncology and how the international culture of oncology poses new challenges to local
practices. One of the issues raised in the paper is related to the norms of disclosure of
cancer diagnosis and how this has implications for the production and utilisation of
anti-cancer therapies. They put forth several hypotheses viz., each culture has its own
way of operating and biomedicine also operates within this cultural milieu. Thus,
international biomedicine operates with its local variants within each culture. It is also
shaped by the availability of biomedical technology and therapeutics and also the
society’s disclosure pattern and physician-patient relationship. The local variants with
respect to how biomedicine is operationalised also influences the choice of treatment
and use of biomedical technology. The political economy of specialist-research

oncology articulates within a society’s cultural interpretation of ‘hope’.

The authors have used the term ‘political economy of hope’ in this context to describe
the link between research and treatment institutions. With the development of newer
potential anti-cancer therapies, there is a need for patients on which to try them. These
options offer the promise of hope to patients and their families who have reached the
end of possible known interventions for the disease. In this context, health care
providers who are also cancer researchers hold the promise of relief to patients who
can enrol into studies testing these new therapies. Such a potential tends to affect the
norms of disclosure about treatment options to patients, holding out the potential of
hope rather than focusing on the need for hospice care which may offer some
alleviation. Although this term has been used by the authors, it has not been described

in detail in the paper and the paper focuses on the norms of disclosure of cancer
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diagnosis and how they have to balance between disclosing the truth about the

diagnosis while still maintaining hope about the prognosis.

The creation of a market for the unproven stem cell therapy, nascent stage umbilical
cord blood therapy, newer treatments for cancer are all underpinned by ‘hope’. Here,
hope has three contrasting existences, hope of the patients that the treatments will
improve their future, the providers’ hope that the technologies can be legitimised for
a thriving future industry, and lastly hope upheld by the critics of these technologies
that they can protect the patients by bringing in regulatory frame for these technologies

being sold to the public (Petersen et al. 2017).

This conceptualisation places hope well within the ambit of political economy. The
concept of the ‘political economy of hope” was originally used in the area of oncology
( Good et al. 1990), and subsequently in the context of patient activism in biomedical
research (Novas 2006). “The ‘political economy of hope’ is an anthropological
concept which describes how personal and collective ‘hope’ is associated with
political and economic structures that produce biomedicalization process” (Mrig &

Spencer 2018).

This concept has been used by authors in studying cancer treatment, embryonic stem
cell therapy, umbilical cord blood banking, uses of stem cell therapy in degenerative
diseases and patient group activism in biomedical research. The common thread in all
these is the narrative of hope, that transcends the social and emotional realms of those

who use this, and their investment in these technologies, emotionally and financially.

Different authors have employed the concept of “political economy of hope’ in their
scientific pursuit to explain technologies that offer cures to the myriad health
problems. Prasad (2014) in his study on overseas stem cell therapy explores how the
political economy operates by focusing on the ‘deterritorialization’ of different
‘regimes of truth’ in the journey of the patients. The author here quotes Michel
Foucault (1980) “Each society, has its regime of truth, its ‘general politics’ of truth:
that is, the types of discourse which it accepts and makes function as true”, to explain

deterritorialization. Foucault explains that an individual’s functioning is linked to the
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society’s ‘regimes of truth’, and this includes the ‘class position, conditions of life and
work and the general politics of truth of the society’ (Foucault 1980). This explains
how individuals (here patients) select or use certain technologies, by bypassing
different ‘regimes of truth’ and manage the risk and uncertainties of the therapy This
process then, enables the positioning of ‘truth’ from one realm or paradigm of
knowledge to another, where by it gains better credibility or loses it, depending on

what is desired by those who attempt it.

Underutilisation of hospice care among end-stage cancer patients also came to pass by
employing the concept of ‘political economy of hope’. The authors noted that there is
an increase in the hospice care availability in the U.S on par with biomedicalization of
end-stage cancer patients. But the possibility of a ‘cure’ for cancer instils hope in the
end-stage patients inducing them to try new biomedical interventions. It becomes a
tough decision to select hospice care or make one last attempt with a biomedical
treatment option, of which many are available. The authors state that they used the
term ‘hope’ to bring in the presence of the agency of the patients in fuelling the
biomedical research. Patients, by being party to the decision for treatment may benefit
from it or some others may benefit from the new interventions developed. Thus they
render their bodies for novel treatments (Mrig & Spencer 2018). The emergence of
regenerative medicine as a new field of ‘hope’ due to the promissory value of the cord
blood has also used the concept to examine commercial blood banking and the

dynamics of private and public sector banking (Martin et al. 2008).

Good (2003)explained the concepts of medical imaginary and political economy of
hope, and how the public are drawn into using these technological advancements
which may not offer success in all its endeavours. These are achieved through selling

the success stories and circulating it through popular media.
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Chapter 3
Methodology

This chapter describes the methodology used for undertaking the study, including the
research design. The methodological and conceptual framework of the study and the
ethical considerations in the conduct of the study are explained. The sampling
strategies, sample selection processes, methods of data collection and analysis are
explained separately for each of the three phases of the study. The chapter also gives
a reflective account of the field work particularly focusing on the researcher’s

positionality.

3.1 Study Design

The study used a multiphase mixed methods design (Creswell & Clark 2011) with
three phases completed between November 2017 to May 2019. It consisted of three
distinct phases; a qualitative phase followed by a quantitative phase, this was followed
by the third phase of the study which used a mixed methods approach. In phase I of
the study which employed a qualitative methodology, data was collected and analysed
which enabled the development of the instrument for the Phase III quantitative survey.
The second phase used secondary data analysis and this exercise facilitated the
selection of study setting for Phase III. The final phase used a concurrent embedded

design, where both quantitative and qualitative methods were used.
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PHASE I

Qualitative CONCURRENT DATA

COLLECTION

e Data collection and
analysis

e Development of tool PHASE 111
for phase III survey Quantitative
and
Qualitative

PHASE 11
Quantitative

Community based survey
and in-depth interviewing
of women with infertility

e Secondary data

analysis using Census ¢ Data collection and
of India 2011 overall results and
e Selection of study Interpretation

setting for phase III

SEQUENTIAL DATA COLLECTION

Fig 3.1: Flowchart showing different phases of the multiphase mixed methods design

3.1.1 Conceptual study plan

The study was done in three phases, phase I used a qualitative design with in-depth
interviewing among the couples with infertility. This phase helped to understand the
trajectories of care seeking for resolution of infertility among couples and to identify
reasons for these choices made by couples. The results of this phase fed into the
development of interview schedule for phase III of the study. The phase II of the study
used Census of India 2011 data to get the estimates of expected levels of infertility for
Kerala and its districts and the age pattern of infertility in these districts. Ranking of
the districts based on the expected level of infertility was done to select the study sites

for phase III data collection.

Phase IIT used both quantitative and qualitative methods to describe the care seeking
pathway for infertility in Kerala and to examine the inequalities in the care seeking for
infertility in Kerala. This phase also used in-depth interviewing to describe the
infertility specific distress, in women undergoing treatment for infertility and to
understand the possible consequences of infertility for women. The study plan

describing these sequences is shown in figure 3.2.
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Phase I
In-depth interview of
couples with infertility in
two southern districts of
Kerala viz.,
Thiruvananthapuram and
Kollam

l

Phase 11
Secondary data analysis
using Census of India 2011
data

e Context and processes of care
seeking for infertility in Kerala

e Development of interview
schedule for the phase III survey

Estimates of infertility for the
districts of Kerala

Ranked the districts of Kerala
based on the level of infertility
Selection of districts for phase
III survey

X %

state of Kerala?

How do couples with infertility seek care for infertility in the

What are the consequences of infertility for women?

e Cross-sectional survey among 600 women with
history of treatment sought for infertility in three
districts of Kerala viz., Thiruvananthapuram,
Kottayam and Malappuram

e In-depth interview among women with infertility
in Thiruvananthapuram and Malappuram district

Fig 3.2: The study plan designed in three phases




3.2 Conceptual framework of the study

The conceptual framework of the study is shown in figure 3.3, which was developed
after literature review to understand the care seeking trajectory of couples with
infertility. Studies have shown that there is a social burden to infertility which is highly
gendered. With the presence of the Assisted Reproductive Technologies (ART), this
burden has increased. It is because most of the treatment procedures happen on
woman’s body, and this adds to the existing burden of women. Most ART based
treatments are concentrated in the private for-profit sector and hence couples will have
accessibility and affordability issues relating to these treatments. Hence, the
conceptualisation of the study is based on the following assumptions;

1. There is a social burden of infertility which is highly gendered, it means within
a given social context women are burdened more by the presence of infertility,
even when the inability to reproduce is caused by male factor. To reduce this
burden women/couples resort to treatment.

2. There are advancements in the technology-based solutions to treat infertility
which is mainly concentrated in the private sector. Therefore, such
technologies when they create opportunities for solutions, also create burdens
in terms of physical difficulties of the treatment per se. This burden is mostly
borne by women. The concentration of such technology-based solutions in the
private sector further make them less accessible by certain sections of the
society creating inequality.

3. Infertility care seeking is at the multiple axes of intersecting factors,
availability, affordability based on the social context and the desperation

caused by both the gendered social burden and its consequences.
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SOCIAL CONTEXT

INFFERTILE COUPLES

(bearing the social burden of infertility

which is gendered)

Use treatments
to overcome
infertility

Medicalisation of Reproduction

Availability of Assisted
Reproductive Technology

v

Availability of multiple options to overcome

infertility

Socio-economic context of the couples with infertility

v

INTERSECTING

Consequences of
ART- Gendered

FACTORS

A

Inequality- in
accessibility and
affordability

S

-

How will couples seek care for infertility in Kerala?
What are the inequalities in the care seeking for

infertility in Kerala?

What are the consequences of infertility for women?

Fig 3.3: Conceptual framework for the study
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3.3 Operational definitions

The operational definitions of terminologies used in the study are shown in table 3.1.

Table 3.1: Operational definitions of terminologies used in the study
Terminology Definition
Infertility In this study infertility is defined as the inability to
achieve pregnancy after 12 months of marriage.

Couple with infertility In this study ‘couple with infertility’ is defined as
heterosexual man and woman who are married for
at least a year, and do not have a child or those who
are married for at least an year and have a child or
are currently pregnant but have history of treatment
sought for infertility.

Other systems of medicine In this study other systems of medicine include

Ayurveda and Homeopathy.

Alternate methods Alternate methods in this study include traditional
and faith-based remedies as well as magical
remedies.

Care seeking Care seeking is defined in this study as all the

mainstream treatment methods and alternates that
are used by the couples for treating infertility.

Allopathy In this study, conventional western medicine or
biomedicine or mainstream or western medicine is
referred to as Allopathy — the term commonly used
to refer to it in the Indian context.

3.4 Ethical considerations

The three phases of the study were cleared by the Institutional Ethics Committee of
SCTIMST. Phase I of the study was cleared by IEC vide
SCT/IEC/1112/NOVEMBER-2017 dated 23.11.2017 and the phase II and III were
cleared by IEC vide SCT/IEC/1112/JULY-2018 dated 03.08.2018. The IEC clearance
certificates are attached in appendix A1l and appendix A2.

3.4.1 Informed consent
In phase I of the study, the participants were approached via friends or Accredited
Social Health Activists (ASHA workers), to get their permission. I approached the

participants if they were willing to be interviewed. At the time of interview, written
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informed consent was obtained from all the participants including the consent to audio
record the interviews. The information sheet and the consent form used for phase I is

given in appendix A3 (English) and appendix A4 (Malayalam).

Phase III consisted of a quantitative survey and a qualitative component using in-depth
interviews (IDIs). This phase was done after getting permission from the National
Health Mission (NHM), Kerala to avail the help of ASHA workers for recruiting the
participants. The permission letter from State Mission Director, NHM and the DMOs
(Kottayam and Malappuram is attached) as Appendix AS5. The ASHA workers
identified appropriate participants in their area of work, informed the potential
participants about the study and sought their willingness. Those who indicated
willingness were approached for the survey and IDI components. After approaching
them, the information sheet was given or was read to them and only after obtaining
their written informed consent was the interview done. Anyone who was not willing
to take part in the study after reading the informed consent was allowed to drop out.
The information sheet and consent form used for phase I1I survey are given in appendix
A6 (English) and appendix A7 (Malayalam) and for the IDI is given in appendix A8
(English) and appendix A9 (Malayalam).

The information sheet given to the participants outlined the nature of the study and the
nature of their participation, and what was expected of them. It was also stated in the
information sheet that the participation in the study was purely voluntary and the
participants were free to withdraw from the interview any time. The information sheet
also sought permission to audio record the interview in case IDI was used to collect
data. The contact details of the IEC contact were also given in the information sheet
for clarifications, if any of the participants had doubts or complaints regarding the

conduct of the study.

3.4.2 Confidentiality and Anonymity

The confidentiality needs of the participants was considered during data collection and
analysis by removing potentially identifying information. All the information collected
were kept under safe custody of the PI and the names of the respondents and other

identifying information where ever they appear were changed to maintain anonymity.
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Materials that could potentially identify the participants like the consent forms are kept
separately under the safe custody of the PI and will continue to be for the duration
mandated by regulations. Electronic data are stored in password protected folders and

only the researcher has access to it.

3.5 Study setting

3.5.1 Phase 1

Phase I of the study was done in two southern districts of Kerala viz.,
Thiruvananthapuram and Kollam. This was the exploratory phase of the study and

hence the districts were conveniently selected.

3.5.2 Phase 11
This section does not include the details of study setting as it is not relevant for this

phase.

3.5.3 Phase 111

The study setting for phase III were the districts Thiruvananthapuram, Kottayam and
Malappuram. These districts were selected based on the ranking of districts by the
expected level of infertility based on Cumulative Fertility Rate (CFR) based measure
in the age group 45-49 years from Census of India 2011 data. The reason for preferring
CFR based ranking as opposed to Children Ever Born (CEB) based ranking is because
CEB represents the cumulative experience of past cohorts. CFR is a synthetic cohort
depicting the cumulative fertility experience at the current point of time. The total
children ever born in the last year divided by the total ever married women gave the
(modified) age specific (martial) fertility rate (ASMFR). Using the ASMFR,
cumulative (marital) fertility rate was computed. This was used to calculate the
expected infertility level in each age group using the formula suggested by Pandey and
Suchindran (1987). The formula used is explained in detail in this chapter under

section 3.9.2.1.

The district with the highest expected level of infertility was given rank 1 and the
lowest was given rank 14. After ranking the districts, they were divided into three

groups each representing a category of infertility levels; category 1 with high levels of
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expected infertility included districts with rank 1 to rank 4 which were Pathanamthitta,
Alappuzha, Thiruvananthapuram and Kollam respectively, category 2 with moderate
levels of expected infertility included districts with rank 5 to rank 9 which were
Ernakulam, Thrissur, Kozhikode, Kottayam and Palakkad, and category 3 with
relatively low levels of expected infertility included districts with rank 10 to rank 14
which included Idukki, Wayanad, Kannur, Malappuram and Kasaragod respectively.
From each category, the last but one district was selected for the study, to avoid the
extreme outliers. Hence, from category 1 Thiruvananthapuram, from category 2

Kottayam and from category 3 Malappuram were selected for the study.

CFR based expected level of infertility per 1000 ever married women in the
age group 45-49 years

Fig 3.4: Distribution of the districts based on the expected level of infertility

3.6 Sampling and Recruitment
In this section the sampling and recruitment of the subjects is explained for each of the

three phases of the study.

3.6.1 Phase I
The participants were selected by snowball sampling with the help of friends, and also
by contacting ASHA workers. A total of 18 participants were interviewed in this phase,

which included 16 women and two men who were husbands of these women. Women
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who were married for at least an year, both those who had started care seeking and
those waiting to seek treatment were included in the study. Those who had child after
treatment were also included. The primary respondents were women and husbands

were interviewed only if the women gave permission to do so.

3.6.2 Phase 11
This section does not include the details of sampling and recruitment as it is not

relevant for this phase.

3.6.3 Phase 111
This phase used a mixed-methods design, it used both quantitative and qualitative

methods concurrently.

The proportion of the population of couples who would seek any kind of treatment for
infertility is approximately 80.0 percent (Boivin et al. 2007). Taking this to be the
expected proportion of persons who would seek treatment for infertility within the
population, 95 percent confidence interval and a precision of 5 and design effect 2, the
sample size was calculated as 492 using Open Epi version 3.01. For the purpose of
dividing the sample across three districts equally, the sample size was rounded off to

600.

The eligibility criteria were women in the age group 20-44 years, who were married
for at least 12 months and who did not have a child, with history of care sought for
infertility. Women in the age group 20-44 years who were married for at least 12
months and who had a child/children born but had a history of care sought for
infertility were also included. Only women in the households who were current
residents (de jure) at the time of the study of Thiruvananthapuram, Kottayam and
Malappuram districts, and those who were able to speak or understand
Malayalam/English were considered. Women who had sought treatment for more than
15 years (to prevent recall bias and also treatment processes were very different in

earlier times) were excluded from the study.
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From each district 200 subjects were selected. A systematic random sampling strategy
was used to select the sample. From urban and rural areas of each district, 100 subjects
each were selected. The selection of subjects from the urban and rural area are given

in figures 3.5 and 3.6 respectively.

For the urban areas, the names of the municipality or corporation in a district were
numbered in alphabetical order and from this five municipalities or corporation were
randomly selected by lottery method. Under each municipality or corporation there
were different number of wards, therefore the total number of wards in each selected
municipality or corporation was divided by five, and if this number be ‘x’ (rounded
off to the next whole number if it was a decimal number) and then from one to x, a
number was randomly selected and this was the number of the first ward. The next
ward was selected by adding ‘x’ to the first ward and so on till five wards from each
selected municipality or corporation were selected. If due to any reason the selected
ward was not feasible, then the immediate next ward was selected. From each selected

ward, four subjects were selected with the help of the ASHA worker.

URBAN AREA

5 Municipalities (M)or Corporations (C)
were randomly selected

A 4

5 wards from each of the selected M or C
[5*5=25 wards in total]

4 subjects from each ward
[25*4= 100 subjects in total]

Fig 3.5: Selection of subjects from urban areas in each of the selected districts in Kerala
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For the rural areas, the total number of blocks in Thiruvananthapuram and Kottayam
districts were 11 each and in Malappuram district it was 15. The name of the blocks
were numbered in alphabetical order for each district. From this list, 10 blocks were
randomly selected. The next step was the selection of grama panchayat (GP), the
number of GPs under each block were different. Therefore, first the GPs were
numbered in the alphabetical order for each district and the total number in each block
was divided by two, allowing for this quotient to be ‘x’. The first GP in each block
was selected by selecting a random number between one to x, and the next GP by
adding x to the previous number. From the two selected GPs, one ward each has to be
selected which was selected randomly. If due to any reason the selected ward was not
feasible, then the immediate next ward was selected. From each selected ward, five

subjects were identified with the help of ASHA worker.

RURAL AREA

10 Block were randomly selected

2 Grama panchayats (GP) from each block
[10*2=20 GPs in total]

1 ward from each GP
[20*1= 20 wards in total]

5 subjects from each ward
[20*5= 100 subjects in total]

Fig 3.6: Selection of subjects from rural areas in each of the selected districts in Kerala

Ten women were selected for in-depth interviews from the selected wards in
Malappuram and Thiruvananthapuram district. Some of them were identified during
the survey while other were randomly selected. These were women with specific
characteristics that lead to better descriptions of the experiences of the consequences

of living with infertility.
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3.7 Data collection
The data collection tools and methods are explained in this section, using the three

phases of the study.

3.7.1 Phase I

The data collection for this phase was done between November 2017 to March 2018.
In-depth interviews were used in phase I to obtain the data. An in-depth interview
guide was used to collect data. Women were selected as the primary respondents and
if they gave permission their husbands were also interviewed. The participants were
asked when they identified having difficulty in getting pregnant and what were the
choices exercised by them in resolving it. They were also asked what helped them in
this process and also who were the key decision makers in the process. The IDI guides
used for phase I data collection are given in appendices A10 (English) and All
(Malayalam).

3.7.2 Phase 11
This section does not include the details of sampling and recruitment as it is not

relevant for this phase.

3.7.3 Phase IIT

The third phase had two distinct methods of data collection one was a community-
based survey and another was in-depth interviews of selected women. The data
collection for this phase was done from August 2018 to May 2019. Both the survey

and the in-depth interviews were done concurrently.

The survey data was collected using Open Data Kit (ODK) collect. The interview
schedule form was created in the ODK platform and a tablet was used for data

collection.

An interview schedule was used to collect data which was used to capture the actual
care seeking trajectory of couples with infertility in Kerala. The interview schedule was
divided into different sections and an initial screening section enabled identification of

eligible participants. This was done by the ASHA workers in most cases who identified
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the potential participants based on the eligibility criteria. But before starting the
interview, | confirmed it again with the participants. The remaining sections included
socio-demographic profile, socio-economic status, marital, reproductive and family
history, consequences of infertility, current status vis-a-vis the treatment, identification
of the problem and initiation of treatment seeking and finally the treatment history for
infertility. The interview schedule is given in appendices A12 (English) and A13
(Malayalam). Each interview lasted 15 minutes to about 30 minutes based on the actual

care seeking pathway of the couples.

The sample size fixed for the survey was 600 but in anticipation that some of the
respondents may have more than 15 years of treatment history a few extra interviews
were done in certain wards as deemed necessary. This was because the total duration
of treatment was calculated based on the starting of the treatment and the last date of
treatment. Some of them were just on the border while collecting data and hence extra
interviews were done to compensate if those cases exceeded 15 years while computing
the duration of treatment. Hence, there were 604 interviews in total at the end of the

data cleaning process that fulfilled the inclusion criteria.

The data collection for the qualitative phase was done among 10 women some of
whom were identified during the survey while others were randomly selected. IDI
guide was used for data collection. The participants were asked about the treatments
they have undergone in trying to conceive and the specific meaning it has to your life.
Each interview lasted about 40 minutes to one hour. The IDI guides used for phase I11

data collection are given in appendices A14 (English) and A15 (Malayalam).

3.8 Reflections on fieldwork-reflexivity and positionality

It is important here to state my position so as to enable the understanding of the
findings in totality. I am an unmarried woman in early thirties, trained nurse and a
public health graduate. Although my status as an unmarried woman barred me from
going through the experience of infertility, the medical understanding of it helped me
acknowledge the difficulties of the condition. So, as a woman researching this
particular problem, I was not able to detach my reproductive body from the women I

was interviewing. Most of the issues that the women discussed resonated with the
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woman in me first and subsequently the researcher. Since I come from a biomedical
school, I understand the treatments and the merits of Allopathy. In this study I do not
discredit the merits of other systems of medicine in infertility care. But I do not have

the scholarship to understand the working of other systems of medicine.

Sharing the same cultural identity as that of my participants, and being a woman helped
me enter the personal space of the participants. I did face negative experiences
especially from male participants who were not at all comfortable of my presence even
though the primary respondents were women in the study. Nonetheless, there were

also men who were open and happy to share their experiences with me.

3.9 Data Analysis
In this section the plan for data analysis for different phases of the study are detailed.

3.9.1 Phase 1

Grounded Theory approach was used to identify the most relevant concepts in the care
seeking trajectories of the interviewees. The first three interviews were completed and
transcribed and translated verbatim by the PI. One interview was analysed using
RQDA software starting with open coding by reading the interview line by line and
coding each sentence. After finishing the first interview, the second and third
interviews were coded using constant comparison to the codes already created. Memos
were created and then the subsequent interviews were undertaken to capture the
emerging categories and notions that were not captured in the previous interviews.
After about five to six interviews there was saturation in the codes. A major gap
identified was that the pure female factor infertility story was not complete with the
interviews conducted. Subsequent interviews were done by interviewing women who
had female factor problems as the cause for their infertility in order to achieve a form

of theoretical saturation (Morse 2007).

Codes were merged to form categories and finally the categories which were similar

in meanings were merged to form the themes.
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3.9.2 Phase I1

Secondary data analysis using the Census of India, 2011 was done to estimate the levels
of infertility for Kerala and its districts and analyse the age patterns of infertility in the
districts of Kerala. To estimate the levels and examine the age patterns of infertility,
data on children ever born among ever married women (Fertility Table- F3) and births
during the past one year among currently married women by birth order (Fertility
tables-F9) from the Census of India, 2011 Fertility Series were used (Census of India:
F-Series: Fertility Tables 2011).

Due to dearth of comprehensive data on the number of infertility centres in the state,
the private sector involvement in infertility care in the state is demonstrated based on
other data sources. For this I have used data from published articles and reports to
understand the health care services and utilization in Kerala. Data from the reports of
the National Sample Survey Organisation (NSSO), Central Bureau of Health
Intelligence, Census of India, National Family Health Surveys, Ministry of Health and
Family Welfare, Survey and Design Division of Department of Economics and

Statistics and Department of Health Services, Kerala were utilized.

The NSSO health survey data was used to understand the medicalisation and the
growth of the private sector. The Department of Health Services, Kerala data was used
to establish the predominance of private sector in health care delivery in the state and
also to demonstrate the growth of the private sector in the state compared to the public
sector using the medical institutions and personnel under the Kerala Department of
Health Services. The privatisation of the reproductive health care in Kerala is
established using the level of institutional deliveries in public and private sector

hospitals Kerala.

3.9.2.1 Measuring infertility

The conventional measure of period fertility is age specific fertility. The Total Fertility
Rate (TFR), as period measure, provides average number of children a woman is
expected to bear if she survives to the end of child bearing according to the prevailing
‘fertility condition’ of the year. As such, the total fertility rate is the cumulative age-

specific fertility rate at the end of reproductive life.

58



Infertility has been estimated using the formulation suggested by Pandey and
Suchindran (1987) for estimation of reproductive events where infertility is described
as a Poisson process for a given fertility schedule indicated by the TFR ‘A’ and birth
orders indicated by ‘k’. This essentially gives the expected number of women with
birth order ‘0’ per 1000 women in a particular age group given the age schedule of

fertility represented by the current TFR.

If we let X = the number of events in a given interval, and if the mean number of events
per interval is “A’. The probability of observing k events in a given interval is given by;
e NP

k!
where k= 0,1,2,3,4,... and A=TFR,

P(X=k) =

In estimating the levels of infertility k=0, and therefore the probability of observing the

events in a given interval is given by the formula

P(X=k) = ¢ \here \=TFR (1)

Infertility estimation was done using Census data (2011) using three different measures
for the 14 districts of Kerala. Estimate 1, which is based on age specific fertility rate
and estimate 2, based on age specific marital fertility rates are indirect measures and
estimate 3, calculated using ‘0’ parity women in the age group 45-49 years is direct

measure of infertility.

Indirect estimate of infertility based on age specific fertility rate (ASFR) and age
specific marital fertility rate (ASMFR): Estimate 1, it uses the period based TFR
measure for all women irrespective of their marital status. The number of total women
and total number of births for last one year was used to compute the Age Specific
Fertility Rates (ASFRs) and from this TFR was computed. This was then used to

estimate the expected level of infertility using formula (1).

In estimate 2, for computation of expected levels of infertility, total ever married
women and total births for past one year was used. Here we have taken ever married

women and not currently married women to make it comparable with estimate three
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which has the same denominator. For this age specific (marital) fertility was computed

and the levels of infertility were estimated using the formula (1).

Direct measure of infertility using ‘0’ parity of women in the age group 45-49 years:
The expected level of infertility was estimated by dividing the total number of women
with ‘0’ parity in the age group 45-49 years by total number of ever married women

in the age group 45-49 years.

Examining age patterns of infertility: The age patterns of infertility was examined
using the cohort-based measure of Children Ever Born (CEB) by age of ever married
women and the period-based measure of Cumulative Fertility Rates (CFR) by age for
ever married women. Here, ever married women was used as the denominator to
compute the CFR based estimate and not currently married women. This was done so
as to enable the comparison across CEB and CFR measures. The CFR measure which
uses birth in the past one year based on currently married women gave very small

estimates of expected levels of infertility and thus comparison was difficult.

CEB based estimate was used to describe the variations across the different age cohorts.
The CEB measure would accommodate multiple regimes of fertility and mortality
within itself. We have included mortality of children as a factor affecting CEB, on the
assumption that sometimes CEB levels can exclude those children born but died
subsequently and this then, affected the reported fertility of women. The total children
ever born in an age group divide by total ever married women in that age group was
computed to give the average children ever born for that age group and this was used
to get the expected infertility estimate using the formula e~ . This gave the age pattern

of infertility using the cohort based CEB measure.

The CFR is a synthetic cohort constructed using births during the past one year.
Therefore, it represents the period experience of fertility. The CFR based estimate helps
to describe the current age pattern and the likely changes in it. Using the F-9 table of
census 2011 on number of women and ever married women by present age, number of

births last year by sex and birth order, CFR based estimate was computed.
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The Age specific marital fertility rate (ASMFR) was computed by dividing total
births for last one year by the total ever married women instead of currently married
women as is the convention to render comparisons with the CEB based measure.
From this, the cumulative martial fertility rate was computed and this was multiplied
by five in age group to get the cumulative fertility rate.

CFR(x)=[ m(a)da

where m(a) is the age specific fertility rate at age ‘a’

The probability of not having birth before age x is given by e~ Ja ™(®)da,

Thus, the infertility level for each age group is given by the formula e~ %,

3.9.2.2 Indexing infertility rates

By examining the ASFR, it was found that close to 90 percent (87%) of the TFR is
achieved by 30-34 years. There is very limited scope for extension of TFR after this
age. Therefore, this age group (30-34) was used to index the infertility levels. By
indexing using the ASMFRs (2™ estimate), the potential for change in infertility status
by age and age cohorts is explained. For the purposes of indexing the CFR based
measure was preferred as it is a synthetic cohort depicting the cumulative fertility

experience at the current point of time.

The index of infertility is given by the formula;
[Inf(30-34 years)-Inf(45-49years)]

Index =
e Inf(45-49 years)

where ‘Inf” is the expected level of infertility for the age group within the parenthesis.

As we are looking for intervention aided reductions, if we assume that there is very
limited scope for natural fertility-based extension after 34 years (and 90% of TFR is
achieved by this age); one can assume that decrements in infertility are a consequence
of interventions. As this is an attempt to capture the potential need for these
interventions; this form of indexing (against infertility at or up to age 45-49 years) was
preferred. What the index represents is the potential for reduction (or increase) in
infertility below (or above) what is expected at age 45-49 years; that occurred between

ages 35-49 years.
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3.9.3 Phase IIT
The data analysis will be discussed in two sections; the first section will discuss the
analysis of quantitative survey data and the second section will discuss the qualitative

interview data.

3.9.3.1 Quantitative Survey Data

The dependant variable used in the analysis was achieving pregnancy and the
independent variables used were duration of marriage, employment status of the
couple, religion, socio-economic status of the couple, age at start of treatment, family
history of infertility, type of infertility experience by the couple, type of centre used by

the couple.

The data analysis was done using RStudio version 1.2.1335 and STATA version 16.
Data was analysed to explain the different factors related to infertility and its treatment
viz., physiological factors and health systems factors respectively. The descriptive
statistics included proportions. Bivariate analysis was done to understand the
probability of achieving pregnancy with different independent variables. Chi-square
test was done to check for associations between the selected independent variables and

the probability of getting pregnant.

A descriptive analysis of the care seeking pathway of the couples across 11 centres was
done. The event history analysis using a life table approach was done to compute the

rate of achieving pregnancy by the couples across different categories.

The life table approach was found to be suitable for analysis in the study since;
1. We were using interval and not individual time for estimating the survival
functions.
2. Less than 50 percent of the observations had only had the event i.e., pregnancy
during the study period and therefore censoring had to be managed.
3. There were more number of participants who had stopped or lost to follow-up

from the care seeking pathway before having the event.
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Life table analysis was done to estimate the survival and hazard rate of couples

persisting in the pathway across time was calculated. The conditional rate of getting

pregnant adjusted for duration (failure rate) with different stages of treatment, type of

infertility, and type of the centre used by the couples were also calculated.

Assumptions for event history analysis:

1.

1i.

iii.

1v.

The time interval in the study was between 1-180 months, the mean duration
of treatment was 59.9 months and hence ~60 months interval was taken to
calculate the time interval i.e., 1-60 months, 60-120 months, 120-180 months
and 180 and above (these are participants who were still continuing in the
pathway at 180 months when the interview was done).

For the survival analysis, there are participants who had a child/were pregnant
at the time of interview and those who did not have a child at the time of
interview. Those with the child/were pregnant are the ones who had the event
(pregnancy) and others are those without the event. Those without the event at
the time of interview were either continuing the care, or were taking a break
from the treatment or had stopped the treatment. Those who were taking a
break at the time of interview or those who had stopped the treatment were
labelled as the censored events in the study, because their exact survival times
is not known.

Here, the event which is pregnancy is considered single decrement (non-
competing) i.e., transitioning from non-pregnant to pregnant state. So, those
who had conceived in between but could not complete the pregnancy to term
will be assumed to have not had the event, this is also true for those who had a
child at the time of interview and those who were pregnant at the time of
interview. It should also be noted that at the time of interview, if a woman
reported to be pregnant, she is considered to have had the event since we do
not know the outcome of that pregnancy but at least at the time of interview
she was found to have had the event.

For the survival analysis, the different stages of treatment were ascertained
based on the highest achieved treatment at any centre by the participant. So,

we have labelled the stages as preliminary investigations, advanced
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investigations for women, medical management of women, medical
management of men, medical management of both, Intra Uterine Insemination
(IUI), and In Vitro Fertilisation (IVF). The stage preliminary investigations is
the lowest and IVF is highest stage in this sequence. Those who had used only
Ayurveda or Homeopathy only is a separate category. But if they have
combined Ayurveda or Homeopathy with Allopathy, then the highest achieved
treatment in Allopathy will be taken as the stage achieved by the participant.
Hence, across centres couples would have undergone different treatments some
repeating the same treatments. So at any centre C, if stage j is achieved then
the highest j achieved is taken for the staging, even if they have proceeded to
Ci+n , but has a (j-n) stage.

3.9.3.2 Qualitative in-depth interviews

The interviews were recorded, and transcribed and translated verbatim by the
researcher. the analysis of the interviews was done using a grounded theory approach.
The interviews were analysed using RQDA software starting with open coding by
reading the interview line by line and coding each sentence. After creating preliminary
codes for one transcript, the rest of the coding was done by a method of constant
comparison to the already created codes and additional codes were created. Constant
comparison was employed to establish the analytic distinctions of the concepts and

themes during the analysis (Charmaz 2006).

The initial codes which were similar in meanings were merged to form the axial codes

and the second level merging of axial codes enabled the identification of the themes.

3.9.4 Reporting of the findings

In the result chapters (Chapter4-9), for the analysis using quantitative data, the unit of
analysis is the couple and therefore the findings refer to the couple. However, with
respect to the qualitative research, the person reporting was the woman and all findings
relating to the treatment related distress, consequences experienced due to infertility

and other similar reports relate to the women alone.
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3.10 Synthesising evidence across methods

Each analytical phase was distinct and each phase flowed from the previous phase.
There was, therefore a certain chronological parallel to the evidence building across
phases. This enabled the synthesising of evidence across all three phases including both

the qualitative and quantitative components.
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Chapter 4

Estimates of infertility and health care services in Kerala, India

This chapter gives an overview of the health care context in Kerala and the demand
for infertility services in the state. It addresses the objective of estimating the expected
levels of infertility and its age pattern for Kerala and its districts and discusses the
available facilities in the state for reproductive health care. It is divided into three
sections, section I discusses the results on the expected levels of infertility based on
the analysis of the Census 2011 data. Section II discusses the health care context of
Kerala using available data and published materials on the health care institutions and
utilisation. In addition, it provides supply side statistics of reproductive health care in

the state. Section III discusses the major findings of this chapter.

The estimates of the expected levels of infertility in the districts of Kerala would be a
proxy measure for the potential demand for infertility care in the state. This is
compared with the provisioning for health care delivery for infertility in the state. It
sets the stage for the potential need for infertility services and the extent to which it
can be fulfilled. Thus, this chapter provides a prelude to why the actual care-seeking
happens in a certain way in the state of Kerala, all of which will be addressed in the

subsequent chapters.

Kerala fares the best in the reproductive health care in the country and reproductive
health care services are highly medicalised in Kerala unlike other states. The National
Family Health Survey-4 (NFHS-4) reported that the institutional deliveries in Kerala
was 99.9 percent with 38.4 in the public sector and 61.4 percent in the private sector
in 2015-16 (IIPS and ICF 2018). This points to the fact that reproductive health care
service delivery happens in a highly medicalised context in the state and many of these
services, specifically reproductive health care is most often sought in the private sector

rather than the public sector.
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Section I: Estimates of levels of infertility in Kerala, India 2010-11

This section will discuss the expected level of infertility for the Kerala and its districts.
First, I will present the findings of the direct and indirect estimates of infertility which
will be followed by the indexing of infertility based on Cumulative Fertility Rate
(CFR) and the ranking of the districts based on the CFR.

The fertility measures from the Census of India, 2011 data are based on two questions
viz., the children surviving (CS) (number of children surviving at present-also include
daughters and sons presently not staying with the mother) and children ever
born(CEB) (total number of children ever born alive-also include both living and dead
daughters and sons) for currently married, widowed, divorced, or separated women
and the number of children born alive during the past one year (i.e., 1 March 2010 to

28 February 2011) for currently married women.

The infertility measures were computed using the fertility regime across specific age
groups. Both direct and indirect methods of estimation were used to compute the
expected level of infertility. The indirect method of estimation used period based Total
Fertility Rate (TFR) and Total Marital Fertility Rates (TMFR). The TFR based
measure used all women irrespective of their marital status to get the Age Specific
Fertility Rate (ASFR). For computing TMFRs, the number of ever married women
were used instead of the usual currently married women to get the Age Specific Marital
Fertility Rate (ASMFRs). For specific age groups, these computations used the ASFR
and ASMFR. The third estimate which is the direct estimate used the total number of
women with ‘0’ parity in the age group 45-49 years and total number of ever married
women in the age group 45-49 years to get the expected level of infertility in that age

group. The various estimation processes and the results are described in this section.

4.1 Indirect estimates of infertility based on Age Specific Fertility Rates (ASFR)
and modified Age Specific Marital Fertility Rates (ASMFR)

The first estimate used the TFR based measure to obtain the expected level of
infertility among all women in Kerala. The exact formula for this computational
process has been detailed in chapter 3. The expected level of infertility for Kerala per

1000 women in the reproductive ages was 168 for the period 2010-11 (as this
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computation used the Census of India 2011 data). The expected level of infertility
ranged from a high of 228 per 1000 women in Pathanamthitta district to a low of 112
per 1000 women in Malappuram. Most of the northern districts viz., Kasaragod,
Kannur, Wayanad, Kozhikode, and Malappuram have expected levels of infertility
less than the overall expected level for Kerala of 168 per 1000 women. The southern
districts have higher expected levels of infertility, i.e., more than 190 per 1000 women
in the reproductive ages. Followed by Pathanamthitta, the ASFR based infertility
levels was highest in Thiruvananthapuram district with expected level of 214 per 1000
women. This estimate uses all women in the reproductive ages, and therefore does not
reflect the actual expected levels since these women have the potential of becoming
pregnant only if they enter the marital union and child bearing outside of marriage is

not the norm. Table 4.1 has all three estimates of infertility by district.

The alternative estimate used the age specific marital fertility rate, as it permits
separating the effect of overall fertility changes in nuptiality (age at marriage,
propensity to marry and the marriage stability) from that of changes in the level of
fertility within marriage. Age specific rates may be converted to approximate rates
based on marital status by restricting the base population to currently married or ever
married because of the norm regarding births within marriage that operates across the
state. Here this measure used ever married women and hence is an approximate
measure of expected infertility levels. Its limitation is that the period of exposure to
fertility though relevant is not considered for those women who might not have been
married for the complete duration of the past one year which is the reference period

for the births.

The ASMEFR based estimate of expected level of infertility for the state of Kerala was
61 per 1000 ever married women in the reproductive ages. Across districts, this ranged
from a low of 45 per 1000 in Kasaragod to a high of 93 per 1000 in Pathanamthitta.
The next highest to Pathanamthitta is Alappuzha with an expected level of infertility

at 88 per 1000 ever married women.
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4.2 Direct measure of infertility using women with ‘0’parity at ages 45-49 years

The expected level of infertility using the proportion of those with ‘0’ parity among
women aged 45-49 in Kerala was estimated to be 58 per 1000 ever married women.
This estimate was highest in Malappuram with 67 per 1000 ever married women in
the age group 45-49 years indicating that 67 out of every 1000 ever married women
will remain childless at the end of their reproductive span. It was followed by
Kasaragod which had an expected level of infertility of 64 per 1000 ever married
women and Thiruvananthapuram with an expected level of 62 per 1000 ever married
women. This estimate was the lowest in Wayanad district with an expected level of 44
per 1000, followed by Idukki with 47 per 1000 and Kollam with 49 per 1000 ever
married women. Table 4.1 gives the three estimates for all the districts. Except
Thiruvananthapuram and Ernakulam, all the other southern districts had expected
levels of infertility below that of the state’s expected level of infertility for the age
group 45-49 years which is 58 per 1000 women. The northern districts like Kasaragod,
Malappuram, Palakkad and Thrissur had expected infertility levels above the state’s
expected level of infertility while Kannur, and Kozhikode had the same levels as

expected for the state of Kerala.
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Table 4.1: Estimates of expected level of infertility for Kerala state and its districts,
2011

Districts Expected level of Infertility (per 1000)

Based on ASFR  Based on ASMFR Based on ‘0’
parity at 45-49

years
Kerala 167.73 61.48 57.92
Kasaragod 131.35 44 .97 63.80
Kannur 138.26 52.13 58.01
Wayanad 154.13 53.94 43.51
Kozhikode 158.05 65.91 58.42
Malappuram 111.97 47.36 67.48
Palakkad 171.91 64.69 63.64
Thrissur 184.14 67.14 59.56
Ernakulam 190.31 68.22 58.94
Idukki 175.24 55.78 47.09
Kottayam 191.42 64.75 50.77
Alappuzha 202.85 88.40 57.76
Pathanamthitta 228.09 93.48 49.99
Kollam 199.44 80.57 48.95
Thiruvananthapuram 214.22 83.98 61.54

4.3 Age patterns of infertility

The age pattern of infertility was estimated using the cohort based CEB and period-
based CFR measure. These measures will provide an understanding of the fertility
regime for the state since the direct and indirect estimates showed varying levels of
infertility. If the fertility regime has been a constant then the CEB and CFR based

measure of infertility will be more or less equal.

The total children ever born in the last year to ever married women in specific age
groups provides estimates of CEB by age. The age pattern of infertility was estimated
using CFR, to describe the current age pattern and the likely changes in it. The CFR
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by age, should the fertility regime be a constant, match the CEB at that age. We used
the levels of CEB and CFR across age groups to calculate the expected infertility level
in each age group using the Poisson process. This gave an estimate of the expected
levels of infertility for different age groups across the districts of Kerala. The variation
in the pattern across age groups provides a reflection of the change in the age patterns

of infertility.

Table 4.2 shows the cohort and period measure of expected levels of infertility. The
expected levels of infertility declined as the age increased. This is as expected owing
to fact of marriage and subsequent childbearing. The table facilitated an examination
of the differences between CEB and CFR for districts and the changes in infertility
levels across age groups within a district using both the cohort and period measures.
The difference between the CEB based measure and the CFR based measure indicate
the potential improvement in fertility over time, which gives rise to lower levels of
infertility using the CFR as opposed to the CEB. The measure of infertility using the
CEB is indicative of fertility levels in an earlier regime as opposed to the current one.
The potential levels of infertility in the recent fertility regimes have reduced when
compared to those that prevailed earlier, as indicated by the gap between the CEB
measure and the CFR measure with the difference always favouring the cohort based
CEB. There is an exception to this pattern however in Malappuram district where at
ages 40-44 and 45-49, the CFR based measure was higher than the CEB based
measure. Clearly, Malappuram has higher levels of infertility in the current period as

indicated by the CFR based measure and also the ASMFR based measure.

The expected levels of infertility in table 4.2, indicate that up to age 30-34 years, the
decline in levels of infertility was sharp. This is indicative of the natural decline owing
to the fact that these are the prime reproductive ages for women. But as we move from
30-34 to higher age groups, the decline in the expected levels of infertility slowed
down. As the women move from age 30-34 to 35-39, the highest decline was seen in

Kottayam and Pathanamthitta.
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Table 4.2: Age pattern of expected levels of infertility for Kerala state and its districts, 2011

CEB/ Expected level of infertility
Districts CFR 15-19 20-24 25-29 30-34 35-39 40-44 45-49
CEB 710.43 440.51 242.26 152.41 126.23 114.04 99.75
Kerala CFR 554.99 22223 109.34 77.99 69.93 66.50 61.48
CEB 709.92 442.18 218.28 123.10 87.59 70.49 57.21
Kasaragod CFR 555.50 210.75 95.95 63.10 53.46 49.70 44.97
CEB 715.78 467.33 255.47 154.25 120.7 102.64 83.18
Kannur CFR 581.93 235.17 112.56 75.52 64.24 58.28 52.13
CEB 697.89 394.18 195.78 120.49 101.49 94.01 79.41
Wayanad CFR 525.98 195.52 93.71 68.96 62.52 59.06 53.94
CEB 707.16 430.92 22521 139.08 116.89 104.35 88.82
Kozhikode CFR 565.05 236.84 122.05 88.93 80.02 74.78 65.91
CEB 688.23 373.59 165.18 88.73 64.22 51.29 40.17
Malappuram CFR 482.90 194.57 97.40 66.80 58.05 53.75 47.36
CEB 673.99 384.32 204.60 134.83 112.89 100.83 81.14
Palakkad CFR 505.22 197.94 105.50 81.31 74.72 71.05 64.69
CEB 742.99 474.69 254.09 165.28 143.59 132.77 118.14
Thrissur CFR 59241 22255 107.52 79.05 7224 70.17 67.14

(contd.)
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Table 4.2: Age pattern of expected levels of infertility for Kerala state and its districts, 2011 (contd.)

Expected level of infertility

Districts CEB/CFR
15-19 20-24 25-29 30-34 35-39 40-44 45-49

CEB 755.29 5144 306.64 191.17 160.97 149.76 136.16
Ernakulam

CFR 674.31 258.48 117.46 81.11 72.93 70.97 68.22

CEB 727.64 449.06 256.86 157.82 128.37 116.94 103.57
Idukki

CFR 621.64 226.14 99.29 68.00 61.35 59.15 55.78

CEB 779.11 531.63 322.73 188.8 147.75 135.10 126.87
Kottayam

CFR 740.11 305.58 128.76 80.42 69.79 67.48 64.75

CEB 777.08 526.52 313.52 199.70 167.25 150.57 135.76
Alappuzha

CFR 729.75 311.84 151.39 107.91 97.41 93.85 88.40

CEB 793.28 545.10 334.35 205.17 166.21 151.03 137.95
Pathanamthitta

CFR 756.97 333.48 159.12 111.78 100.92 97.94 93.48

CEB 729.71 474.48 271.67 182.28 158.32 145.88 129.58
Kollam

CFR 616.23 246.93 127.31 96.90 89.79 86.46 80.57

CEB 724.71 476.73 277.66 185.21 158.97 145.05 131.22
Thiruvananthapuram

CFR 599.47 251.85 134.11 103.30 95.64 91.06 83.98
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4.4 Index of infertility

The index of infertility was computed to compare the level of infertility that is bridged
between the ages 30-34 and 45-49 as 90 percent of TFR is achieved by age 30-34 years
which could be biologically feasible. Then, subsequent reductions in expected levels

of infertility at 45-49 years that is observed may be due to intervention aided decline.

To capture this, we have computed the Index of infertility as given below:

Infertility (30-34)-Infertility (45-49)
Infertility (45-49)

Index of Infertility, I;, 5 =

This computation was done using only the CFR as it represents the rate of change in
fertility levels in the current period. Higher values of the index indicated that there was

a possibility of interventions that may be happening at ages 35 and beyond.

The indexed value ranged between a high of 0.45 in Kannur to a low of 0.18 in
Thrissur. This represents the extent to which the infertility levels may potentially be
bridged between ages 35-49. About 40-45 percent of it may be bridged in Kannur,
Kasaragod and Malappuram. Alternatively, in the southern districts of Ernakulam
Idukki, Kottayam, Alappuzha, Pathanamthitta, Kollam and Thiruvananthapuram it
ranged between 0.19-0.24. It means, in these districts, a very limited proportion of the

infertility gets bridged in the ages 35 and above.
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Table 4.3: Index of infertility using CFR based expected level of infertility for Kerala
state and its districts, 2011

Age group CFR
Districts 30-34  35-39  40-44 4549 based
ndexed
value
Kerala 7799 6993 6650 6148 027
Kasaragod 63.10 53.46  49.70 44 .97 0.40
Kannur 7552 6424 5828 5213 045
Wayanad 68.96 6252 59.06 5394 028
Kozhikode 88.93  80.02 7478 6591 035
Malappuram 66.80 58.05 53.75 47.36 0.41
Palakkad 8131 7472 7105 6469 026
Thrissur 7905 7224 7017 6714  0.18
Ernakulam 81.11 7293 7097 6822  0.19
Idukki 68.00 6135 59.15 5578 022
Kottayam 8042 6979 6748 6475 024
Alappuzha 107.91 9741 9385 8840 022
Pathanamthitta 11178 10092 97.94 9348 020
Kollam 9690  89.79 8646  80.57 0.0
Thiruvananthapuram 10330 9564 91.06 8398 0.3

4.5 Ranking of the districts based on expected level of infertility

The expected level of infertility in the age group 45-49 years from Census of India
2011 was used to rank the districts. Age pattern of infertility was estimated using CFR,
to describe the current age pattern and the likely changes in it. The reason for preferring
CFR based ranking as opposed to CEB based ranking is because CEB represents the
cumulative experience of past cohorts. CFR is a synthetic cohort depicting the

cumulative fertility experience at the current point of time.

The district with the highest expected level of infertility in the age group 45-49 years
was given rank 1 and the lowest was given rank 14. Table 4.4 gives the ranking of the

districts based on the expected level of infertility.
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Table 4.4: Ranking of the districts of Kerala based on the expected level of
infertility at ages 45-49 years, 2011

Expected level of infertility in the

Districts age group 45-49 years (CFR based) Rank
Kerala 61.48 -
Kasaragod 44.97 14
Kannur 52.13 12
Wayanad 53.94 11
Kozhikode 65.91 7
Malappuram 47.36 13
Palakkad 64.69 9
Thrissur 67.14 6
Ernakulam 68.22 5
Idukki 55.78 10
Kottayam 64.75 8
Alappuzha 88.40 2
Pathanamthitta 93.48 1
Kollam 80.57 4
Thiruvananthapuram 83.98 3

After ranking the districts, they were grouped into three categories as high (Category
1: Rank 1-4), medium (Category 2: Rank 5-9) and low expected level (Category 3:
Rank 10-14) of infertility. The category 1 included districts with rank 1 to rank 4 which
were Pathanamthitta, Alappuzha, Thiruvananthapuram and Kollam respectively,
category 2 included districts with rank 5 to rank 9 which were Ernakulam, Thrissur,
Kozhikode, Kottayam and Palakkad, and category 3 included districts with rank 10 to
rank 14 which included Idukki, Wayanad, Kannur, Malappuram and Kasaragod
respectively. From each category the district with the last but one rank was selected
for the study to avoid extremities and yet maintain representativeness. So, from

category 1 Thiruvananthapuram, from category 2 Kottayam and from category 3

Malappuram was selected for the study.
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Section II: Kerala context - Health care availability for reproductive health

The reproductive health care which is part of the health care services in Kerala operates
in a highly medicalised context. The state has also witnessed privatisation of health
care sector. The term privatisation refers to “the growth of the ‘for profit’ sector and
its inter-relationship with the public sector” (Baru 2006). The private sector has grown
over the years and shares a major part of health care delivery in the country. There are
wide differences in the absolute number of beds in private and public sectors. During
the early 1980s, Kerala moved into privatised health care delivery (Kutty 2000). The
growth of the private sector was inevitable due to various favourable factors in the
state. The fiscal crisis in the state health system meant that there were limited or no
financial resources to boost the existing health care system to meet the needs of the
population. The ease with which private sector could set up hospitals, the rising
amount of disposable income among the people in the state and the public sector’s
inability to cater to the increasing demand for health care contributed to the growth of

the private sector in the state (Kutty 2000; Dilip 2010).

Due to lack of consistent data on the health facilities available in the public and private
sectors over the years, drawing direct conclusions about its extent and scope was
difficult. The data represented here are from different reports and articles which were
based on data sources from National Sample Survey Organisation (NSSO), Central
Bureau of Health Intelligence, Census of India, National Family Health Surveys,
Ministry of Health and Family Welfare, Survey and Design Division of Department

of Economics and Statistics and Department of Health Services, Kerala.

I will discuss the Kerala health care context under three different sections; first the
medicalisation and the growth of the private sector will be discussed based on the
NSSO health survey data. It will be followed by the health care delivery in Kerala
where the predominance of private sector in health care delivery and the stagnation in
growth of the public sector will be demonstrated using information on the number of
medical institutions and personnel under the Kerala Department of Health Services.
The last section will discuss the privatisation of the reproductive health care in Kerala

using the extent of institutional deliveries in public and private sector hospitals Kerala.
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4.6 Medicalisation and growth of private sector in Kerala

Medicalisation of the health care in Kerala is demonstrated by the utilisation of health
care based on the NSSO Surveys’ 71% round in 2014 and 75™ round in 2017-18. This
medicalisation may have also led to the growth of the private sector (as we are unable
to demonstrate the actual association), as evidenced by the difference in growth of

beds in the private and public sector between 1993-1999 in Kerala.

During 1993-1999, the number of beds in public institutions grew from 28030 to
30323, while the private sector beds increased from 49169 to 67517. This means that
there was only eight percent increase in the public sector beds while there was a 37
percent increase in the private sector beds during the six-year period. When indexed
against the year 1983, in 1993 we see that there was about 12.7 percent increase in the
beds in the public sector whereas the growth was about 170 percent in the private
sector. By 1999, against the 1983 figures, the private sector registered a 270 percent
growth.

Table 4.5: Growth of beds in public and private health sector in Kerala

Year Public Growth as a | Private Sector Growth as a
Sector percentage of percentage of the

the situation in situation in 1973"

1973

1973 19623 - 0 -
1983 24875 26.8" 18203 100.0*
1993 28030 12.7% 49169 170.1
1999 30323 21.9% 67517% 270.9

Source: Baru, 2006, p.14
*_indexed against 1973, #-indexed against 1983

The special health rounds of the NSSO provide information on ailments experienced
by individuals and the nature of health care sought. These data enable an understanding
of the extent of privatisation in health care utilisation for both ambulatory care and
hospitalisation in the state, when compared to the country as a whole. From the NSS
71% round we see that in India nearly 70 percent of the medical advice for spells of
ailments (ambulatory care) were sought from private sector in the rural areas and

nearly 80 percent in the urban areas. But in Kerala, this was nearly 64 percent in the
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rural areas and nearly 70 percent in urban areas. Majority of those seeking care in
private sector in India was contributed by the private doctor or clinic but private
hospitals predominantly catered to such care in Kerala. While comparing the type of
medical advice used by Kerala to that of national average, there was a higher use of
public hospitals and private hospitals in Kerala, and lower use of private doctor/clinic

than the national average.

Table 4.6: Distribution of spells of ailment treated on medical advice (per 1000
cases) over levels of care in rural and urban areas, Kerala and India, 2014 (NSSO
71% round)

Level of care

Site India/  HSCor  Public Private  Private All
State PHC Hospital doctor/clinic  hospital

Rural India leltg 168 507 210 1000
Kerala 153 210 338 300 1000

Urban India 39 173 500 288 1000
Kerala 55 256 375 314 1000

Source: NSSO 71* round, Table 31b, p A-150 & A-156.

In the 75 round also we see that the spells of ailments in India were treated by private
doctor or clinic for a majority. This was followed by majority using public hospitals
in rural areas in India, while there was a slightly higher use of private hospitals in
urban areas compared to public hospitals. In Kerala, public sector was used
predominantly in both urban and rural areas, followed by private hospitals. While we
compare medical care, Kerala had a higher use of both public and private hospitals
compared to the national average, and there was less use of private doctor/clinic and

informal health care provider when compared to the national average.

These findings show that there is higher use of formal medical care in Kerala for minor
ailments, which points to the medicalisation of health care in Kerala. I have examined
this process further by looking at hospitalization, as reported in the two rounds of the

NSSO, 71%(2014) and 75% (2017-18).
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Table 4.7: Percentage distribution of spells of ailment treated on medical advice (per
100 cases) over levels of care in rural and urban areas, Kerala and India, 2017-18
(NSSO 75" round)

Level of care

Govt/ Private Charita Private Informa

Site  India/ public  hospital ble/ Doctor/ 1Health Ay
State hospital trust/  clinic Care
NGO provider
hospital
India 32.5 20.8 0.9 41.4 43 100.0
Rural ¢ rala 51.8 31.0 1.5 15.7 0.0 100.0
India 26.2 273 1.3 44.3 0.9 100.0
Hoan s 41.7 31.8 13 247 0.4 100.0

Source: NSSO 75" round, Table A45, p A952 & A955.

The hospitalization by type of ward used given in table 4.8 and table 4.9, indicates that
there was a dominant use of the special paying wards in private sector particularly in

both the rural and urban areas in 2014 as indicated by the NSSO’s 71 round.

Table 4.8: Distribution of hospitalization cases (excluding childbirth) during 365
days over levels of care and type of ward in rural and urban areas (per 1000 cases) in
rural and urban areas, Kerala and India, 2014 (NSSO 71% round)

Public/Govt Hospital Private Hospital
Site ISI::::/ Free Paying Paying | Free Paying Paying Total
general special general special

India 318 59 5 29 454 135 1000
Rural

Kerala 270 31 8 37 287 367 1000

India 216 49 8 31 463 233 1000
Urban ¢ erala 211 s1 22| 18 291 407 1000

Source: NSSO 71* round, Tables T12c-R & T12¢-U, pp. A63-A64.

By 2017-18 (NSSO, 75" round), the gap in use of private sector special paying
facilities between Kerala and India was three times more for rural Kerala and two time
more for urban Kerala. This indicates that growth in the private sector in Kerala state
could have been a consequence of the supply keeping up with the demand for private

services as evinced by the higher utilization rates in 2014 and in 2017-18.
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Table 4.9: Percentage distribution of hospitalization cases (excluding childbirth)
during 365 days over levels of care in public and private hospitals and type of ward
(per 100 cases) in rural and urban areas, Kerala and India, 2017-18 (NSSO 75t

round)
Public/Govt Hospital Private Hospital
. India/ . .

Site State Free Paying Total | Free Paying Total

Gen  Spl Gen Spl
India 923 70 07 1000| 33 798 169 100.0
Rural — poala 885 85 3.0 1000| 35 426 539 100.0
India 912 76 12 1000| 29 727 244 1000
Uban o la 854 92 54 1000| 2.6 453 521  100.0

Gen-general, Spl- special, Source: NSSO 75" round, Table Statement9, pp. S14-S15.

4.7 Health care delivery in Kerala: Stagnant public sector

Available data on the number of government hospitals in Kerala for the years 2000-01

up to the year 2003-04 is presented in table 4.10. The total number of beds in the public

sector reduced over time from 2001 to 2003-04. The total number of institutions under

the public sector reported in 2000-01 was 1281 with a bed strength of 43895, this

reduced to 1270 institutions in 2002-03 with a 20 percent reduction in the number of

beds. In 2003-04 there was an eight percent increase in the number of beds in the

public sector. Whatever be the reason for the reduction in the number of public sector

beds, clearly the benefit of this accrued to the private sector as indicated by the

utilisation in tables 4.8 and 4.9.
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Table 4.10: Total number of government institutions (public sector) and number of
beds in Kerala, 2000-01 to 2003-04

2000-01 2001-02 2002-03 2003-04
.Typ.e Of. No Noof | Noof Noof| Noof Noof| Noof Noof
institution of Beds | units Beds| units Beds| units Beds
units

Hospitals 143 31883 | 143 31883 | 130 22636| 132 22645
PHC and 943 5215 943 5215 933 5060 931 7716
MCH

centres

Dispensaries 54 176 | 54 176| 55 176 59 190
TB clinics 21 290 21 290| 22 266| 18 216
Leprosy 15 1916 15 1916 15 1916 18 1916
centres

Community 105 4415 105 4415 115 4726 115 4840
Health

centres

Total 1281 43895 | 1281 43895 1270 34780 | 1273 37523

Source: Statistics for Planning, 2005, p.353-357, Department of Economics and Statistic, Government
of Kerala

The change in the number of institutions and their relative bed strength in the public
sector from 2013-14 to 2019 in Kerala is given in table 4.11 and this data is based on
the various reports from the Department of Economics and Statistics, Government of
Kerala. While public sector facilities are accounted for, the documenting of the private
sector facilities in Kerala is rather sketchy. The number of private sector health care
facilities are available only for the period 2016. With this limited information, the

attempt here is to provide a picture of the health infrastructure in the state.

There is stagnation in the public health infrastructure in the state with almost no
changes from 2013-14 to 2019, across all districts. The average number of beds per
unit in the public sector has also stagnated, indicating no form of augmentation at least
in the number of beds happened over this period. On the contrary, the overall number
of beds declined by a count of 382 while the number of units increased by a count of

eight.

The number of private sector units listed for the year 2016 is almost 10 times the

number of facilities available in the public sector in the period 2019. The extent of
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private sector is weaker in districts like Wayanad, Palakkad and Pathanamthitta where
the ratio of private to public sector institutions (in 2016 and 2019 respectively) was
between five to seven. Compared to this, districts like Kozhikode, Malappuram,
Ernakulam and Kottayam had close to 11-16 times the number of private sector units

to public sector units.

Table 4.11: Medical institutions in Kerala in the public (under the Department of
Health Services) and in the private sector, 2013 to 2019

Medical Medical Medical Number of
institutions institutions institutions private
Districts in Kerala-  in Kerala-  in Kerala- hospital in
Public Public Public Kerala****

Sector* Sector** Sector***
2013-2014 2018 2019 2016
Kerala 1278(38400) 1283(37843) 1286(38018) 12363(105373)
Kasaragod 57 (1093) 57 (1087) 57 (1087) 487 (1806)
Kannur 108 (3070)  111(2966) 111 (2966) 959 (7184)
Wayanad 41 (1408) 42 (1357) 45 (1367) 301 (2284)
Kozhikode 92 (2820) 93 (2820) 93 (2820) 1206 (8764)
Malappuram 124 (2627) 125 (2411) 125 (2546) 1353 (8767)
Palakkad 114 (2764) 114 (2769) 114 (2769) 653 (6561)
Thrissur 118 (3519)  118(3435) 118(3435) 979 (11267)
Ernakulam 115 (4502)  115(4517) 115(4525) 1810 (17806)
Idukki 64 (1085) 63 (1096) 63 (1096) 487 (4984)
Kottayam 84 (2925) 84 (2817) 84 (2817) 980 (7622)
Alappuzha 90 (3404) 89 (3406) 89 (3406) 881 (4112)
Pathanamthitta 64 (1942) 66 (1938) 66 (1960) 451 (5873)
Kollam 89 (2388) 88 (2310) 88 (2310) 850 (7995)

Thiruvananthapuram  118(4853) 118 (4914) 118 (4914) 966 (10348)

# No of beds is given in the parenthesis

Source:* Directorate of Health Services, 2014,p.7. **Directorate of Health Services, 2017-18,p.7
*** Economic Review, 2019,p.217, Kerala State Planning Board, Government of Kerala.
***%Statistical Handbook Kerala, 2017,p.129, Department of Economics and Statistics, Government
of Kerala.

A profile of the distribution of medical officers and beds in the public sector across

the districts of Kerala is given in table 4.12. It gives the ratio of number of government
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beds per government doctor (doctor bed ratio) and the population per government

hospital bed (bed population ratio) in Kerala and its districts for 2013-14.

In 2013-14, there were variations in the beds per doctor ratio across the districts.
Ernakulam, Alappuzha and Thiruvananthapuram had 10 or more beds per doctor in
the public sector, which is way beyond the state level of eight beds per doctor. Districts
like Wayanad, Kozhikode, Palakkad, Idukki and Kottayam had better ratios of four to
six beds per doctor in the public sector. But this belies the dominant presence of the
private sector in Kozhikode and Kottayam. The other indicator that shows how public
sector health services are stretched is the population per government bed ratio. For
2013-14, Kasaragod, Kozhikode, Malappuram, Palakkad, Idukki and Kollam have
ratios greater than 1000 population per bed, while districts like Kottayam, Alappuzha,
Pathanamthitta and Thiruvananthapuram have a population between 600-700 per bed.

To describe the weak presence of the public sector, comparisons of the size of the
government sector against that of the private sector in terms of number of units could
be fallacious because the government sector has an additional public health role that
includes prevention of diseases and a host of services engaged in prevention through

the various staff such as Auxiliary Nurse Midwives, Public Health Nurses and others.

For this reason, it becomes important to examine if the government sector is in a better
position with respect to its coverage in terms of the Medical officers and other
paramedical staff. In the absence of alternatives, I have used the district wise
population figures from the 2011 census for the state to describe this coverage across

districts.

The distribution of medical officers and all medical and paramedical staff per 2011
population was better off in Idukki and Pathanamthitta districts while it was poorer in
Alappuzha, Malappuram and Kozhikode. This means that Alappuzha, Palakkad,
Malappuram, Kozhikode and Kollam have a relatively poorer distribution of public
sector medical officers when compared to Idukki, Wayanad, Kottayam, and
Kasaragod. The distribution of medical and paramedical staff is also rather thin in

Alappuzha, Malappuram, Kozhikode, Palakkad Kollam and Trissur. Essentially there
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is a poor distribution of public health services in the northern districts when compared

to the southern districts.
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Table 4.12: Distribution of medical officers and beds in the public sector across the districts in Kerala

'Doctor/ bed Bed population MOs  Medical and MO per 2011 Medical and
ratio* ratio* under  Paramedical Census Paramedical
Districts DHS** Personnel population** Personnel per
under DHS** 2011 census
population**

2013-14 2013-14 2019 2019
Kerala 8 873 5510 26899 605947 124122
Kasaragod 6 1192 238 1120 547311 116304
Kannur 8 823 467 2219 540822 113819
Wayanad 6 716 206 948 396387 86135
Kozhikode 7 1096 379 2023 815183 152721
Malappuram 6 1565 523 2469 786034 166503
Palakkad 4 1017 409 2157 687260 130315
Thrissur 8 884 458 2278 679111 136538
Ernakulam 14 715 521 2526 629532 129844
Idukki 6 1021 410 1920 270110 57680
Kottayam 6 671 392 1809 504945 109419
Alappuzha 11 623 240 1268 884143 167346
Pathanamthitta 616 315 1383 379536 86445
Kollam 8 1101 364 1907 722446 137897
Thiruvananthapuram 10 681 588 2837 562463 116577

!The doctor/bed ratio indicates the number of beds available in the public sector for each modern medicine doctor in service

Source:* Directorate of Health Services, 2014, p.10-11. ** Economic Review 2019, p.219, Kerala State Planning Board, Government of Kerala.
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4.8 Declining birth rates and increasing privatization of reproductive health
care services in Kerala

The percentage of deliveries conducted in Kerala between the year 2010 to 2017 in the
public and private sector is given in table 4.13. We see that there was only a 5 percent
increase in the deliveries conducted from 2010-2017 in the public sector. Private sector
conducted more twice the amount of deliveries (12%) compared to the public sector

in the same period.

Table 4.13: Distribution of birth by type of medical institution at the time of delivery
in Kerala, 2010-2017

Year Public Sector Private Sector
2010 21.13 57.97
2011 20.30 56.77
2012 21.07 58.34
2013 26.67 64.44
2014 28.84 67.35
2015 27.42 67.96
2016 25.45 70.02
2017 (Provisional) 26.51 70.33

Source: Statistical Abstract, 2019,p.28, Department of Economics and Statistics, Government of
Kerala.

Table 4.14 gives the birth rates for three time periods and the total fertility rates (TFRs)
for the districts of Kerala. In general, fertility in Kerala is rather low with the TFR at
1.8 for the state in 2011. There are variations in the TFRs across districts with
Pathanamthitta and Thiruvananthapuram having a low of 1.5 and Malappuram
recording a relatively higher TFR of 2.2. Since then, the birth rates have further
declined across all districts. The birth rates are not comparable across time because the
age distribution of the population would not be a constant, temporal comparisons
within this short period would be valid for the same districts. In Kerala between 2010-
2016, there was a 1.3 percent decline in the birth rate. The highest decline was
observed in Kollam district and the lowest in Pathanamthitta (0.4) followed by
Malappuram (0.5). Only Wayanad reported a 0.9 percent increase in the birth rate in

this time period.
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Table 4.14: Declining birth rates and total fertility rates for Kerala state and its
districts, 2010-2016

Birth rate in Kerala* TFR
Districts ggil ls :fl:

2010 2013 2016 2011
Kerala 15.75 15.88 14.48 1.8
Kasaragod 16.69 16.42 15.14 2.0
Kannur 18.67 18.81 16.88 2.0
Wayanad 16.66 17.87 17.51 1.9
Kozhikode 18.06 18.61 17.48 1.8
Malappuram 21.29 21.66 20.8 2.2
Palakkad 13.88 14.50 12.83 1.8
Thrissur 17.15 16.23 14.53 1.7
Ernakulam 14.07 13.46 12.92 1.7
Idukki 12.63 12.71 10.96 1.7
Kottayam 13.70 14.34 11.88 1.7
Alappuzha 9.89 10.03 8.14 1.6
Pathanamthitta 13.90 13.80 13.53 1.5
Kollam 13.71 12.43 10.57 1.6
Thiruvananthapuram 14.52 15.42 13.43 1.5

Source:* Statistical Handbook Kerala, 2017,p. 124, Department of Economics and Statistics,
Government of Kerala. **2011 Census of India Data, Fertility Table:F-9, Number of women and
currently married women by present age, number of births last year by sex and birth order.

Given the reduction in the number of births across the districts in Kerala, I also provide
evidence to show that the private sector dominates in delivery care. Table 4.15,
provides data on the proportion of deliveries that occurred in public institutions at two

time points, across all districts.

There is near universal institutional delivery in the state but we see that a majority of
these occurred in the private sector. Across the districts of Kerala, only 30-40 percent
of deliveries were conducted in the public sector in 2013-14 and 2015-16. Ernakulam
district reported the lowest percentage of public sector deliveries followed by
Malappuram and Thrissur. Given the dominance of the private sector in Ernakulam

and Malappuram, this is not surprising. Two southern districts Alappuzha and
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Thiruvananthapuram had more deliveries in public sector than private sector possibly

because of the improved presence of the public sector in these districts.

4.15: Institutional births in public sector facility for Kerala state and its districts,
2013-14 and 2015-16

Percentage of deliveries in  Percentage of deliveries

Districts public sector* in public sector**

2013-14 2015-16
Kerala 30.4 38.4
Kasaragod 19.3 28.5
Kannur 26.4 40.2
Wayanad 43.1 473
Kozhikode 443 45.5
Malappuram 18.7 32.7
Palakkad 23.0 33.0
Thrissur 19.1 34.7
Ernakulam 17.3 19.7
Idukki 30.6 43.9
Kottayam 38.3 494
Alappuzha 52.5 44.5
Pathanamthitta 28.4 46.2
Kollam 33.2 41.6
Thiruvananthapuram 56.5 50.6

* Directorate of Health Services, 2014, p.14. **International Institute for Population Sciences (IIPS)
and ICF,2018, p.83.

Section I1I: Discussion

4.9 Strengths and limitations in this exercise

The estimates of infertility are based on indirect estimates, especially estimates 1 and
2. These have the limitation of the inbuild assumptions such as unchanging fertility
regimes across time. The third estimate describes the fertility regime of women who
have completed their fertility and may vary from the experiences of women entering
their reproductive period in more recent times. The conclusions regarding the public
sector provisioning for reproductive health care in Kerala has used data from different

sources, this could have led to some limitations. While comparability across these
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different data sets may have led to over/underestimation of the actual situation, but
data within each source are strong and hence it adds to the strength of the findings. In
addition, I have also used community surveys which is self-reported and therefore,
could be biased. The data on private sector facilities and utilisation was not available
across all the time periods, and hence conclusions arrived at may not be

comprehensive.

4.10 Rising demand for infertility services in Kerala

The indirect estimates for infertility (using the Total Fertility Rate) for Kerala indicates
an expected level of infertility of 168 women for every 1000 women in the
reproductive ages. The expected infertility rates for the northern districts of Kasaragod,
Kannur, Wayanad, Kozhikode and Malappuram were lower than the expected level
for the state. The southern districts of Kottayam, Alappuzha, Pathanamthitta, Kollam
and Thiruvananthapuram had higher expected rates of infertility when compared to the
northern districts. Since the infertility estimate uses the existing period estimate of
fertility, those regions with relatively higher age at marriage and lower fertility seem
to have higher expected levels of infertility. This potential anomaly is adjusted in the
second indirect measure of infertility that uses the TMFR for estimation. This estimate
takes away the risk of including women who are not at risk of child bearing from the
ambit of measuring potential infertility. This alternative provides an estimate of
infertility as 61 per 1000 ever married women in the reproductive ages. Barring
Kozhikode, all the other northern districts such as Kasaragod, Kannur, Wayanad,
Malappuram have expected levels of infertility lower than the state average of 61 per
1000 ever married women. The same southern districts have levels higher than that of
the state with Pathanamthitta having the highest levels. This is because the infertility
estimate is a function of both the number of fertility events per ever married woman
(quantum) and the age at childbearing (tempo of fertility). Across districts of Kerala,
these two are not the same, with the northern districts having higher number of fertility
events per woman and on an average at earlier ages when compared to women in the

southern districts.
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The best way to represent the actual infertility levels is to use the cohort experiences,
the third estimate actually uses the completed fertility experiences to estimate the
potential levels of infertility. This estimate actually provides a varying picture of the
levels of infertility among ever married women in the reproductive years. Using this
direct estimate of infertility (which is based on the cohort estimate), one notices that
the northern districts have relatively higher rates of ever married women who remain
childless at the end of the reproductive period than the southern districts. Malappuram
with approximately 67.5 women per 1000 ever married women represents the highest
level of childless women followed by Kasaragod and Palakkad which have 63.8 and
63.6 per 1000 ever married women respectively. Given that these districts do not have
relatively higher levels of age at marriage wherein postponement of child bearing
could result in childlessness, it is possible that the male out migration from these
districts resulted in these relatively higher proportions of women remaining childless
(see appendix table A16 and A17 on proportion of emigrants to district population for
Kerala using various rounds of Kerala Migration Surveys). But this is speculative and
a more careful evaluation may provide the actual reasons. Southern districts (barring
Thiruvananthapuram) have relatively lower rates of childless women at ages 45-49
with Kollam at 48.9, Pathanamthitta at 49.9 and Kottayam at 50.8 per 1000 ever

married women.

The infertility levels are almost uniformly higher across all ages using the cohort based
CEB to estimate infertility when compared to the period CFR based estimate. The only
district where the CFR based estimate is higher than the CEB based measure is in
Malappuram where by age 40-44, the CFR based measure over shoots that based on
CEB. The age pattern of infertility across districts using both the CEB and the CFR to
estimate infertility levels indicates a rapid decline across ages up to 30-34 and then a
gradual reduction in the rate of decline. Declines after the age 35-39 are marginal on
the basis of the CFR based infertility measure. These declines could be indicative of
intervention driven reductions in infertility levels. It is possible that older women who
did not have the option of intervention driven reduction in infertility levels remain
childless in Malappuram whereas younger women have the benefit of intervention-

based reduction in infertility levels at younger ages.
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To understand the potential bridging of the infertility gap through medical intervention
we had computed the index of infertility. The index values are relatively higher in the
northern districts of Kasaragod (0.40), Kannur (0.45), Kozhikode (0.35) and
Malappuram (0.41). What this essentially means this that there is reason to believe that
some of the reduction in infertility that is happening beyond ages 34 in these districts
could be due to medical interventions. The reduction is not substantial and manages
merely a maximum of 40 percent reduction in infertility after age 34 when one
examines it against what it is at 45-49 years. It is still a better reduction when compared
to the potential for reduction in the southern districts where the index value ranges
between 0.20 to 0.24. Possibly due to the potential intervention driven reduction in
infertility in the northern districts, these four districts, namely Kasaragod,
Malappuram, Kannur and Wayanad are the districts with the lowest levels of infertility
using period-based CFRs. The age specific decline in infertility levels in the northern
districts are indicative of intervention driven reductions at higher ages of 35 and above.
The southern districts systematically have the highest levels of infertility with
Pathanamthitta at 93.5, Alappuzha at 88.4, Thiruvananthapuram at 83.9 and Kollam at
80.6 for every 1000 ever married women. What this evidence collectively indicates is
that there is a potential demand for services to reduce infertility levels across the state.
This demand is being possibly partly addressed, though at relatively higher ages in the
northern districts through medical interventions but is less likely to be addressed in the

southern districts or possibly identified and addressed at younger ages.

4.11 Limited public provisioning for infertility services in Kerala

The limited exploration of the supply side indicates the dual processes of
medicalization as well as privatisation of reproductive health care in the state. The
growth in the private sector for health care in general during the two decades following
the initial introduction has been phenomenal. While the public sector grew at fairly
low rates during the 1973-99 period, the private sector growth was 270 percent of what
it started out as. That this growth actually could have been in response to the demand
for services which the public sector could not cope with is also clear. We see the

relatively higher level of use of private hospitals in the state for ambulatory care when
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compared to the rest of India. This pattern repeats itself for hospitalised care but much
more strongly as Kerala seems to prefer private hospitals and that too for special

services within it.

Across the state, growth in the public sector health care has stagnated during the period
from 2001 to 2004, where the number of units barely increased and the bed strength
in these units increased marginally. With limited information on the private sector— its
extent and scope, what is clear is that across all districts it is omnipresent and some
districts like Ernakulam, Kozhikode, Malappuram and Kottayam had a strong presence
when compared to districts like Wayanad, Palakkad and Pathanamthitta. The
distribution of medical officers in the public sector and also the collective medical and
paramedical staff, districts like Kozhikode, Malappuram, Palakkad, Thrissur,
Ernakulam, Alappuzha and Kollam have a population to medical officers or population
to medical personnel rates higher than the state average. Thus, it is not merely the
stagnating growth in the public sector, but also the relatively weak coverage across
these districts that is an issue. There are serious gaps in public health facilities in the
northern districts when compared to the southern districts, even though some southern
districts like Alappuzha and Kollam are relatively less endowed with public health

facilities.

Kerala’s fertility levels are low, and continue to decline as indicated by the relatively
low TFR and birth rates across all districts. There is near universal institutional
delivery across the state, barring a few districts where it may not be 100 percent (IIPS
and ICF 2018). These births are more likely to happen in private sector institutions
than public sector institutions, given the propensity to prefer private and specialised

care for hospitalisation in the state.

As infertility care is highly specialised, it would be secondary and tertiary care units
that cater to this need. The increasing need for infertility care and the limited
availability of such facilities would mean that those in need would have to take
recourse to private health care facilities across the state. The availability of health care
services in the public sector is not uniform across all districts, the private sector would

actively seek to fulfil the gap in public sector provisioning for infertility care.
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Chapter 5

The context and process of care seeking for infertility in Kerala

This chapter is aimed at addressing the research question on why couples seek care for
infertility and explains their multiple reasons. The manner in which couples enter the
process of care seeking and continue on the pathway forms the core of this chapter.
The major theme that anchors this chapter is how couples reach a diagnosis of
infertility and the factors that push them on to the care seeking pathway and into the
hope continuum. To build this narrative I have taken recourse to in-depth interviews
among 16 women and two men, who were husbands of the women seeking infertility
treatment in the two southern districts of Kerala, Thiruvananthapuram and Kollam.
The interviews enabled an understanding of the process of treatment seeking for
infertility. I aim to describe the context in which couples seek care for infertility, what
makes them persist or drop out. Such treatment seeking has always been fraught with
personal struggles of coping with infertility and also the stress associated with

treatment process.

5.1 Participants’ profile

Out of the 16 participants, only three were upper middle class, rest of the women
belonged to lower and middle class socio-economic status. At the time of interview,
six had children born through treatment and two via adoption (two of them), others
were either continuing treatment or has not yet initiated formal treatment for their
fertility problem. The infertility diagnosis of the couples included male factor, female
factor and unexplained causes. The female factor included women with polycystic
ovarian disease (PCOD), tubal blockage and primary ovarian failure. Male factors

included mainly azoospermia. Table 5.1 presents the participants’ characteristics.
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Table 5.1: Characteristics of the participants interviewed

SIno Name of Age Years  Whether having a Broad diagnosis

the since  child at the time of
participant” marriage the interview
1 Mubina 34 12 years yes, now having PCOD
secondary infertility
2 Susie 44 23 years Yes Unexplained
3 Alice 38 12 years No Azoospermia
4 Shirley 35 9 years No Azoospermia
5 Elizabeth 62 39 years Yes, adopted Unexplained
6 Rani 42 18 years Yes Unexplained
7 Leela 45 20 years Yes Fibroid uterus
8 Ancy 40 20 years No Azoospermia
9 Mini 48 14 years No Fibroid uterus
10 Asha 25 3 years No Not yet started
treatment
11 Rekha 26 2 years No PCOD
12 Radhika 26 3 years No Not yet started
treatment
13 Vani 38 14 years Yes B/L tubal block
14 Aswathy 40 20 years Yes Primary ovarian
failure
15 Bindhu 40 11 years Yes, Adopted PCOD
16 Remya 32 5 years No Unexplained

*Names changed to provide anonymity

A grounded theory approach was used to analyse why and how people seek care for
infertility. The interviews were either recorded or the notes expanded and transcribed
and translated verbatim by the PI. One interview was analysed by using RQDA
software starting with open coding by reading the interview line by line and coding
each sentence. After finishing the first interview, the subsequent transcripts were

coded using constant comparison to the codes already created. The initial codes which
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were similar in meanings were merged to form the axial codes and the second level

merging of axial codes enabled the identification of the themes.

The themes developed after coding of the interviews explain why the couples sought
treatment and what made them persist in the pathway of care or drop out. I have used
the word care seeking carefully and eschewed treatment seeking as treatment seems
more indicative of medical care from the available options but here care seeking
included professional, folk and popular systems of care (Kleinman 1980). The
interviews were from the women and it reflects the specific issues of women when the
couple was having difficulty in conceiving. The treatment seeking happened in a social
context and this shaped the individual’s action and the collective responses to it. The
treatment pathway varied for each couple depending on their knowledge of the
condition and its treatment. Since infertility is a condition that is visibly exhibited in
the woman’s body through the absence of pregnancy, the onus of undertaking
corrective measures also lies within these bodies. Hence, the struggle to continue the
treatment also becomes the responsibility of the women. But sometimes due to certain
factors the desired outcome is not achieved by the couples due to multiple factors viz.,
biological, treatment related, or financial to name a few. Then it becomes imperative
for them to externalise the delay so as not to be seen as having faulty bodies which is

a source of public ridicule in the community.

There were 13 themes identified in all and these themes are presented here under the
following categories viz., the contextual factors, the individual factors, treatment
facilitating factors, individual’s responses to diagnosis and various treatment, factors
interfering with treatment process, consequences of infertility and resolution and

coping. The context and process in the pathway to care seeking is shown in figure 5.1.
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Fig 5.1: Couples’ care seeking for infertility: means and reasons
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5.2 Contextual factors

Infertility and the treatment seeking cannot be discussed without the socio-cultural
context in which it operates. Gender norms and roles that operate embody the fact that
women are reproductive bodies, therefore the impairment of or the inability to
reproduce is centred in their bodies. This general notion of women’s bodies being the
reason for the inability to reproduce puts pressure on women who are married. This
means that they have to prove their reproductive bodies are not impaired and satisfy
the socially prescribed norm. Even when the male body has the problem, the social
construction of infertility centres on female body and thus only the female body is
under scrutiny and has to pass the test. This social construction causes society to
question the absence of pregnancy of its married female members. This causes distress
among women followed by an attempt at initiating the process of treatment to find the

solution for the problem.

5.2.1 Social expectation that reproductive responsibilities are embodied in women
There is a general notion that of the couple, women’s bodies harbour fertility impairing
conditions. One woman said that her husband felt that she will be having the problem
that prevented the pregnancy. This notion of women having the problem directs
community members to question women when couples do not get pregnant after a
period of time following marriage. These questions are inevitably directed to the

woman even when the man is having the problem.

“Husband thought he did not have any problem I will be having problem but when the

results came he became upset.” (Alice, 38 years, Husband having azoospermia)

In some families the diagnosis of male infertility is not accepted by the men’s family
due this notion. Women have said that the husband’s family did not accept the fact that

their son was having the fertility impairing condition.

“...that time he had this operation (for husband-B/L tubal ligation) and then they
(family members) came to know but still they were not able to accept that, and they

said we were saying this to cover up” (Alice, 38 years, Husband having azoospermia)
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5.2.2 People’s curiosity regarding pregnancy status-Distress emanating from it
and the initiation of treatment seeking

Women reported that they go through distress due to the persistent questioning
regarding the pregnancy status by their friends, relatives and other acquaintances who
presumably have their welfare at heart. They said it was extremely painful to be asked
about the status of pregnancy. Married couples, particularly those without children, in
the early phases of the marriage are often asked by well-meaning others who have their

interests at heart ‘is there any good news?’

“After marriage after some months they start asking ‘vishesham ille’ (colloquial way
of asking whether pregnant or not) and you get fed up hearing that. Because of this we
have issues facing the public like when we go for some function. I had difficulty going
for functions so that was the problem.” (Mubina, 34 years, PCOD)

This is understood to indicate information regarding pregnancy status. This is routine
and is part of an expression of civility while meeting newlyweds. When couples are
unable to conceive for whatever reasons, these expressions of civility trigger anxiety
and distress. It is then that these expressions of civility impose a burden on those
having to respond and they see it as persistent questioning regarding pregnancy status.
This persistent questioning, as reported by the respondents, triggered initiation of
seeking treatment. Some women said this also forced them to restart the treatment they
have stopped in between due to other constraints. Most of these constraints are of a
financial nature, but the cost of treatment is not a matter of concern for those

questioning the women regarding their pregnancy status.

“then everyone started asking and we also felt (the need), we went for treatment.”

(Rekha, 26 years, PCOD)

“When people are telling this and that and making fun so it was painful so we thought

we will go there (to a centre) and see.” (Alice,38 years, Husband having azoospermia)

99



“...now my husband is saying that we will sell this land or mortgage the land and go
(for treatment) but I am afraid. When people are making fun of us, my husband said,

we will go for treatment.” (Alice,38 years, Husband having azoospermia)

“Relatives and other people will be asking, why are you waiting again? Go
somewhere, what is the use in staying like this? Go. So when they compel us, initially
we won'’t think about it because money and all it is anyway this much, let it happen
somehow on its own like that we will stay with that thought. But when people

repeatedly ask, we get sad.” (Rani, 42 years, Unexplained infertility)

“...s0 when it was like 3-4 years after marriage, people will be like there is no child
vet or something like that, ‘nothing yet’ kind of questions and because of that— nothing
yet, nothing yet, questions we went and saw a doctor.” (Elizabeth,62 years,

Unexplained infertility)

“I have heard people saying you have not yet had (a child), and that makes
me sad....” (Rekha, 26 years, PCOD)

5.2.3 Social ridicule of people without children

Couples without children were always reminded by those around them that they were
not worthy of doing anything that others would normally do, like earning more money
or building a house. Such activities were meant for those who have someone who
would inherit these assets. They said they were constantly questioned on why and for
whom they were doing these things for. The childless women were often ridiculed for
expressing their happiness stating how could they exhibit happiness when they have
not been able to reproduce. Women reported they were always under public scrutiny
about how they behaved and presented themselves in the public. According to the
women, the society wanted them to be sad and mourning over their fate and should
always be expressing grief. Women who behaved otherwise were looked askance at

for their behaviour.
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“Yeah that time and all have had a lot of pain. They will say no children are there
right, they will say things that insult us, no children are there then why are you building
house and all that. What you have is enough right, since you don’t have children. Now
why you have to earn so much ... like this so many things. We can only listen to this

right?” (Rani, 42 years, Unexplained infertility)

People also have the notion that the childless women do not have sex and this cause
them to be childless. And that women without children were unhappy and sexually not
satisfied, but that they were pretending to be happy in the public. Though this is not
explicitly stated to the women, it is implied, enforcing the need to pretend to be sadden

by the childlessness.

“When I smile and all, how I can smile be like this and laugh like this. People consider
that I am unhappy because I am not... that (sex) is not there, you are understanding
what I am telling isn’t. I am not using that word. I am starved in that that why I am
not having child so I am actually unhappy and I am just pretending.” (Elizabeth, 62
years, Unexplained infertility)

5.3 Individual factors

The individual level factors are those operated at the level of the women who did not
have a child. The women themselves embodied the idea that it was their responsibility
to reproduce. This created a sense of anxiety about impaired reproductive functioning
in them. They started to worry whether they were having faulty bodies which made
them unable to reproduce. This idea was reinforced by the contextual factors which
created the expectation that women were the ones who carried the reproductive

responsibility.
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5.3.1 Women’s belief that reproductive responsibilities are embodied in them

Women often felt that it was the fault in their body that caused the inability to get
pregnant. They often embodied the idea that it was the responsibility of the women to
get pregnant and have a child and all other things were secondary to it in a woman’s

life.

“I knew I had this deficiency, as a woman this is a deficiency, right?” (Elizabeth, 62
years, Unexplained infertility)

“What we read and hear, in everything what is being told is being a woman is getting
pregnant and having a baby, after that only there are other things.” (Elizabeth, 62
years, Unexplained infertility)

“Interviewer: Do you ever feel that it is because of the fault in your body?
Respondent: Yeah that thought come in between why is it like this for me?”” (Rekha,
26 years, PCOD)

Once they got pregnant or had a child, they felt they were one among the other ‘fertile

woman’, and until then they felt like outsiders to the group.

“But when I got my daughter, I felt I got inside the circle” (Elizabeth 62 years,
Unexplained infertility)

5.3.2 Anxiety about embodying impaired reproductive functioning
Women were worried about embodying the impairment in reproductive function and
this made them sad when there were delays in getting pregnant. They reported that

they got sad when they saw women of the peer group having children.

“Yeah we will get sad, for first few months and all it was really very sad I used to cry
all day.” (Rekha, 26 years, PCOD)

“There are 2-3 people who have got married after me, they all have children now so

when [ see that I am sad.” (Asha, 25 years, Not yet diagnosed)
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In the husband’s family, when the sisters-in-laws were having children it was an
extremely sad situation for the woman who was not getting pregnant. She felt

inadequate in her capacity as a woman to reproduce.

“In my husband’s house when I went there after marriage, husband’s elder brother
only had a child- 3-month-old small baby. After that, between 2.5-3 years another
brother got married, sister got married and they started having babies and everyone
together has 4-5 children now. When babies were born, umm... for me naturally I have
affection for babies both of us have affection for babies that is our nature. We wanted
children, it was always there in our mind but somehow it did not happen.” (Elizabeth,

62 years, Unexplained infertility)

5.4 Treatment facilitating factors

This section elaborates on the treatment facilitating factors i.e., the factors that
facilitated the care seeking among the couples or that which extended the care seeking
among them. This was characterised by the contacts within the system and the overall
knowledge about infertility and its treatment which acted as facilitators or barriers in

care seeking among the couples.

5.4.1 Knowledge of infertility and treatment options facilitating care seeking or
extending care seeking

One of the main facilitating factors was the knowledge about the condition and its
treatment. Those who knew about the condition or those who had contacts within the
system found it easier to navigate the system. For some, biological issues alone caused
the delay while for others delay was due to limitations with regard to access and
affordability of infertility care. People who had relatives who were doctors, said it was
easier for them and they had not faced much difficulty in accessing care. One of the
participants also added that it would have been difficult if there was no contact within

the system especially in the public sector where she sought care.
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“Basically because I had someone there,... may be because of that I did not face any
problems [...]. Nothing, because I haven’t gone to the clinic as such. My mother-in-
law’s sister is a doctor so through phone or when we go home we contact and get the
prescriptions so I haven’t gone to the clinic as such. I haven’t faced difficulty since
people are there just go get the scan done and come so there wasn’t much difficulty.”

(Mubina, 34 years, PCOD)

Those who had no understanding of infertility and its treatment, had a long trajectory
of care seeking by way of prolonging it and trying out different alternatives. Some said
they had tried all means and had even used unauthorised alternatives that claimed to
improve sperm count. These people kept on shuttling between one provider to another

in keeping with the suggestions received from friends and family.

“First someone here had taken us to Dr x, we took admission and took medicines. For
about 1-2 years we took treatment but since we were not getting pregnant, we stopped
going there. Then Dry, someone who had child after going there asked me to go there,
so for some time we went there, after going there also we didn’t have child. [...]
Recently, like xxx (referring to a neighbour) had a child after going to one hospital,
so we were asked to go to that hospital. We went there only once, that time itself it cost
Rupees 25,000. After that he (meaning husband) won’t come there saying it is just to

loot the money.” (Susie, 42 years, Unexplained infertility)

“We went for homeopathy treatment, xxx (referring to a friend) said homeopathy is
good, they got child after taking homeopathic medicine, so we went there but he
(husband) doesn’t like going and coming and all. So 5-6 times we went and then he
was not interested to come and told me not to go. Homeopathy we took for 1-1.5 years

and then I used to go and get medicines.” (Susie, 42 years, Unexplained infertility)

“Everyone recommended Ayurveda- there is some massage treatment, after the body
is made okay and one will have child here in xxx (referring to the place)- they have
called us but it will cost so much. There are people who have had got pregnant after
going there and so they suggested that we go there, but we did not go.” (Susie, 42
years, Unexplained infertility)
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“After that we went to xxx government hospital and the doctor there is from yyy place
or something one person told. They took us there we met them at the church so we
went and met the doctor at his home and then went to xxx hospital. We did 1UI there
but pregnancy did not happen, we did 3-4 times so we stopped going there.” (Susie,
42 years, Unexplained infertility)

“I went there after being told about it by my sister, one of my uncle’s daughter, had
gone there had taken medicines and had a baby so they told me to go there so went
there. [...] Someone without children near my house, so nearby a girl did not had
children for 6-7 years they got after going to madam. So they told us about it and we

went there.”” (Alice, 38 years, Husband having azoospermia)

“How do you decide where to go? People come and tell that doctor is good and all so

we go.” (Shirley, 35 years, Husband having azoospermia)

“Someone who has gone there said that there are two three places that are good.
[...]That is because success is achieved quickly there.

Interviewer: Do you know anyone who has successfully used these facilities?
Respondent: Yes, we know that is why we went there. We were told that this Dr x is
very good. Then in one hospital Dr y, she is good like that people told. Nothing was
happening. Another hospital also was said to be good. So we went there too but at last
we went to xxx hospital (referring to a private hospital). Then last we went to yyy clinic
(private infertility clinic). [...] Someone who had gone there had told my husband. He
is good so go and see. When people say that you will get a child quickly, we tend to
jump to that place. That will be better, so long term treatment is not needed, we will
get results easily in that thought we will opt that.” (Rani, 42 years, Unexplained
infertility)

This lack of knowledge was reported to cause a lot of emotional stress and strain to
the participants. The uncertainty regarding infertility and its treatment triggered
emotional responses in women. Adding to this, the expectations of the family

regarding pregnancy also triggered psychological consequences. Women also reported
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that they feared that the presence of other medical or surgical conditions in them was

interfering with the current state of infertility.

Some of them stated that they were even misinformed that services like ART were
available only in private hospitals and this prevented them from accessing the public

sector.

“See, we do not have any knowledge about it. In my family nobody had undergone
such treatments, nobody knows anything about this and do not know how this will go
forward. First of all we don’t know, then we don’t what will happen, that fear is there.
So there was mental strain.” [...] Altogether an ‘uncertainty’ that is the right word.”

(Vani, 38 years, B/L tubal block)

5.5 Individual’s response to diagnosis and various treatments

The individual’s response to the diagnosis and treatment includes the various ways
men and women react to the different diagnosis and the prolonged treatment for their
condition. This basically should be read within the context in which he/she is
operating. Since the responses of the individual to their diagnosis and treatment are

shaped by the context in which they live.

5.5.1 Trepidation about the future

There was a sense of apprehension about the future among women when they were
confronted with the problem of infertility. This was evident from the narratives of the
women who expressed apprehension about the future when they went for the
diagnosis. The impending results caused a sense of worry about the future, they feared

that if they were to be diagnosed with fertility impairment what future holds for them.

One of the women whose husband was diagnosed with the problem causing infertility
expressed the fear that if she was diagnosed with the problem, then her future would
have been sabotaged by the in-laws. She also expressed a sense of relief on learning

that she was not having the fertility impairing condition of the two of them.
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“When we went for getting the results, that day my heart was beating fast. What it will
be...? Whether there is any problem? How will life be? I was thinking all these and
praying. If the problem was for me, they are males we cannot tell, their mind may
change and their people will all together destroy my life. [...] It was a relief when it
was not me, the problem was not for me, that was a relief.” (Alice, 38 years, Husband

having azoospermia)

5.5.2 Responses to diagnosis of male infertility
The major departure was seen when the diagnosis of infertility was made in the male
partner. In these cases, the husband either owned his reproductive impairment or else

the wife took the blame so as to protect the husband from shame.

Husbands who owned up to their reproductive impairment did so because they were
afraid that their wives would leave them. When the wife was having normal
reproductive function, this was one of the major driving factors which made the man
acknowledge to others that he was having the problem. There was also the issue of
shame associated with male infertility and this may be also a reason why men wanted
to hide their reproductive impairment. In such cases, the burden was shifted to the
woman since she had to take the blame of infertility when the husband was the one
contributing to their infertility status. One of the women stated that she herself took

the blame of infertility so as not to make the husband sad.

One of them said when the husband was diagnosed as having fertility impairing
condition, he asked the wife not to leave him and go. In some cases when male
infertility was the reported cause of infertility in the couple, the husband took
ownership of their problem and told others that he was having the problem to those

ridiculing the wife.

“In my home everyone knows that husband is having the problem, and I have told them
not to tell this to anyone in the neighbourhood. In my place (maternal home) I have
told everyone it is my problem. To everyone there also (husband’s house)l have told it

is my problem.” (Alice, 38 years, Husband having azoospermia)
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“My husband also doesn’t tell anything, he is nice. He tells no to leave him and go
since there is no child. So we both don’t have any problem and we don’t fight

regarding this.” (Ancy, 40 years, Husband having azoospermia)

“He told that lady who asked me that she don’t have any problem I am having the

problem.” (Alice 38 years, Husband having azoospermia)

“But I don'’t tell about these things and make him sad or anything, I just keep it to
mind and live. Haven't told anything about it. If my face becomes a little bit dark also,
he tells I know why you are like this, you can marry somebody else if you want. So 1
don’t show anything if I get angry also, he will get sad.” (Alice, 38 years, Husband

having azoospermia)

5.5.3 Recalcitrance of husbands affecting treatment

Women reported that husbands were unwilling to pursue the treatment, regardless of
whether or not they were having an infertility related problem. One of them said her
husband was lazy to go for treatment and was afraid of the treatment procedures and
hence he does not turn up for treatment. Some women said that the husbands also
exhibited reluctance to even initiate the treatment seeking process and kept postponing
it giving various explanations. Financial constraint was also cited by women as one of
the major reasons why the husbands did not want to pursue the treatment. Some of
them were daily wage labourers, who said going for treatment meant loss of a day’s
work and thus their wage. Therefore, the prolonged treatment was burdensome for

many as they could not find resources to continue the treatment.

“Both of us go together to see the doctor and on that day, he cannot go for work. We
pawn gold jewellery and go for treatment. We go, our time, money everything is lost

and there is no result also.” (Alice, 38 years, Husband having azoospermia)

“He will take medicines only if I give and he is very lazy to go to the hospitals and is

also afraid of surgery.” (Shirley, 35 years, Husband having azoospermia)
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“In xxx hospital, we have to go early morning and take token and wait. In another
hospital we went, they gave medicine and then since nothing was happening then my
husband was not willing to go anywhere since it was taking so much money. So I did

not go anywhere after that.” (Ancy, 40 years, Husband having azoospermia)

5.6 Factors interfering with treatment process

This theme describes the physical factors that interfered with the treatment. Treatment
was initiated with a lot of negotiations between husband and wife, especially when
one or both were working. This along with other factors affected the treatment process

considerably.

5.6.1 Physical factors that interfere with treatment

Women reported that the initiation of treatment itself was delayed due to the job-
related factors and the fear of break in treatment made them delay trying for the child.
This also continued when they initiated treatment, since the treatment demanded the
husband and wife to stay together and try for pregnancy. The wife stated that first she
had to wait for the husband to get a transfer so as to go for a regular treatment. Once
this was done the working arrangement was such that they were unable to have
properly timed sexual contact. One of them was having night shift and this interfered

with the treatment process.

“I came to know about PCOD six months after marriage and we did not have a proper
married life because husband comes here for three days and in those three days may
be once or twice we will have sex. That time it will not be ovulation period, so problems
because of that. And then I have night duty so there are problems like that so we did
not take any treatments for first one year. And if we take treatment also I am here and
husband is there so no use of taking medicines so we waited for the transfer to be

together.” (Rekha, 26 years, PCOD)

5.7 Consequence of infertility and treatment
The consequences of experiencing infertility and seeking treatment are mainly
experienced by the women. Infertility itself puts the woman at a disadvantaged

position and she is faced with the threat of being thrown out of the family owing to her
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inability to reproduce. In addition to this distress, she also has to bear the burden of
the treatment even when her spouse has the problem. The treatment stress and the
physical pain and emotional strain of the treatment are all centred in the women’s

body.

5.7.1 Adverse consequences of reproductive impairment for only women

It was reported by the women that they were always blamed for the inability to
reproduce. This blame translates for some into threats of divorce and other
consequences. One woman reported that even when her husband was diagnosed as the
one having the fertility impairing condition, his family members were unwilling to
believe it. They tried to arrange a second marriage for her husband because they
believed that only women will be having the problem. This is a major adverse

consequence of infertility that the women have to go through.

“Oh when we were not having children they plan to get him married to another

person.” (Alice, 38 years, Husband having azoospermia)

5.7.2 Negative externalities of treatment seeking process

Both physical and emotional difficulties were reported by women as part of the
treatment process. The prolonged treatment process was tiring for the couples
especially, when combined with the absence of desired outcome. Women reported that
they went through a lot of emotional strain due to the treatment process and had also
endured physical pain when undergoing procedures like IUI. The multiple cycles of
induction and IUI created a lot of physical and mental trauma for the women. But they

persisted with the treatment in the hope for a child.

Women also said that financial issues were a major problem as most of the assisted
reproductive techniques needed a lot of money. The lack of financial back up made it
difficult for them to pursue treatment. The everyday difficulties of going for the
treatment was also highlighted by many women, the centres where they sought
treatment was very far away and getting there was not easy. This required that they

catch an early bus to reach the place and one of them said that the place would already
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be crowded when they reached there. This meant they had to wait for a long time to

see the doctor.

“Since because of this treatment, in between I was so much emotionally down.
Treatment means in between they checked whether I am having block in the tube and
all, so it was so painful so I could not bear it. And I became emotional/ mentally weak.”

(Vani, 38 years, B/L tubal block)

“IUI is very painful and I am afraid of that. I have endured so much pain.” (Rani, 42
years, Unexplained infertility)

“After that we once went to xxx hospital, we went there recently just before one year.
There it was told if we have house and property then we can try injecting sperm.”

(Alice, 38 years, Husband having azoospermia)

5.8 Resolution and coping

The final step of the treatment pathway is achieving pregnancy, but this state is not
achieved by everyone. Those who have not achieved this may stop or continue with
the treatment. This phase is characterised by women externalising the delay in getting
pregnant, particularly when the pathway to resolution is extended without a desired

outcome.

5.8.1 Strategies that prolong the expectation of resolution (hope)

The women who were unable to find a resolution to their problem started externalising
their problem. Women attached their difficulty in getting pregnant to outside factors
like astrological problems, will of God, and blamed it on the inappropriateness of
astrological planetary alignments in their horoscope. They also identified unfavourable
family situations as a reason for the delay in getting pregnant. This facilitated their
propensity to hang on to ‘hope’ which then extended their stay in the state of limbo
otherwise called ‘inbetweeness’ by Probyn (1996)

One of them reported that her inability to get pregnant and the decision to adopt and
thus start a family was put on hold for a very long time by the parent’s fear of societal

stigma.
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“Then I thought, why I am crying? God has planned a time for us and so it will happen
that time.” (Rekha, 26 years, PCOD)

“There is ‘sarpadosham’ (curse of the serpent God) it is not very big we can go and
solve it so we go to ‘nagakshethram’(temple for snakes) and all and the house we are
living is also having some problem like the position of the bathroom and all and I feel

there is some problem.” (Rekha, 26 years, PCOD)

“When I tell my mother I am going to adopt a child my mother will tell no need, what
neighbour and relatives will tell. She asked ‘Why don’t you try for some more time and

then go to some doctor?’, so when we went to the doctor there was no problem.’

(Elizabeth, 62 years, Unexplained infertility)

5.9 Discussion

The findings from this component of the analysis provide insights into what shapes
the couples’ decision for treatment and highlights how women bear the burden of the
inability to reproduce by the couples. The first observation is that the women who are
unable to conceive due to problems of either or both partners, start getting anxious
about it. There is a social expectation that a married woman has to procreate within a
certain period after marriage. This puts the blame on women when they are unable to
get pregnant. Due to this popular notion, women who are unable to reproduce also start
embodying the idea that the reproductive impairment is in their body. Women also
internalise the inability to get pregnant as their fault, they consider themselves as
incapable, abnormal and defective (Sandelowski et al. 1990). This in turn also makes
the men believe that reproductive impairment can happen only in women’s bodies.
There is a general perception that infertility is seen as a problem of the woman (Greil

et al. 1988).

Women also get pressurised by the public enquiries regarding their pregnancy status.
The need to avert the blame and also the distress caused by public enquiry makes them
start care seeking. There is also the relentless public scrutiny of the married woman

who hasn’t reproduced and these manifest as inquiries by concerned others regarding
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the potential pregnancy status. Such inquiries are not seen as an invasion of privacy
within the cultural context (Basu 2012; Manzar & Chaturvedi 2017), they are seen as
an expression of interest in the welfare of the couple by concerned others. Women felt
pressurised by this scrutiny and well-meaning inquiries regarding their pregnancy
status (Batool & de Visser 2016). It causes distress and propels the urgency to initiate

care seeking.

Treatment seeking is a long process so the decision to start treatment puts them on the
care seeking pathway but the ability to continue seeking care was depended upon other
factors as well. Women reported that factor like knowledge about the condition and its
treatment was one of the main facilitating factors for treatment. Presence of contacts
within the system also eased the treatment seeking processes. Access and affordability

were also cited as the reasons for treatment seeking.

They also felt that there was a huge difference when the diagnosis was made, women
felt relived on learning that the reproductive impairment was not theirs as it took off
the anxiety of marital breakdown. They were threatened by the possibility of divorce.
While men took the diagnosis of male infertility with surprise, some owned their
problem, in other cases women took the blame to avert the shame on their husbands.
In such cases the husband’s family were not ready to accept it was their son’s problem.
Women also reported that their husbands were recalcitrant in seeking treatment which
affected the treatment. Griel et al. (1988) reported that men tend to stop the treatment
earlier than their wives. There is also stigma associated with infertility and there is
evidence that the stigma attached to male infertility is high (Becker 2002) and this also
could be a reason for the women taking blame for their spouse’s reproductive
impairment. Once the treatment seeking was initiated after lot of negotiations between
husband and wife, working arrangements interfered with the demands of the treatment.
While they pull through all this, there were other factors that were demanding on the
women. Physical pain and emotional distress was part of the treatment cycle and this

was mostly endured only by women.

When the treatment did not end in a favourable outcome, women externalized the

delay to get pregnant. This could be a way of coping by women and this also helps
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them to remove the self from victimisation and also the ridicule of the society. Given
the existing social and gender norms in society, women are more likely to be affected

by infertility than men (Greil et al. 1988).

These observations point to the fact that infertility cannot be studied without taking
into account these external factors like the social and cultural norms that shape it. This
also tells us that the fear of the consequences is one of the main factors that makes
women initiate and endure in the pathway. These are constructed and shaped by the

gender norms prevalent in the society.
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Chapter 6

Care seeking trajectory of couples with infertility in Kerala

This chapter fulfils the objective of understanding the trajectories of care seeking for
resolution of infertility among couples. It explains how the couples actually ‘move
around’ in the care seeking pathway. I use the phrase ‘move around’ to indicate the

lack of a sure forward or upward direction to this movement.

This exercise aimed at understanding what the couples did to mitigate the infertility
that was afflicting them. It does not describe why they did so, however. It describes
the practical means employed by couples while going about seeking a solution for their
fertility problem. The findings from this section were used to design the interview
schedule for phase III of the study. To explain this process of ‘moving around’ by
couples, I have used in-depth interviews from 16 women and two men, who were
husbands of the women seeking infertility treatment in the two southern districts of

Kerala, Thiruvananthapuram and Kollam.

6.1 Participants and analysis

The details of the participants are in chapter 5. The process of care seeking was arrived
at using in-depth interviews with women and findings are discussed below. The
interviews were analysed using RQDA software starting with open coding by reading
the interview line by line and coding each sentence specifically looking to describe the
care seeking process. The initial codes which were similar in meanings were merged
to form the axial codes and the second level merging of axial codes enabled the
identification of the themes. The themes developed after coding are discussed here,

under nine major themes.

6.2 The process of treatment seeking for infertility

The process of treatment seeking for infertility by couples is a complex interactive
process between the self, the family and the social and cultural norms that prevail. The
steps in treatment seeking presented here does not mean that it is a linear process as
depicted but is an on and off pathway that meanders, longer or shorter, depending on

many factors viz., the extent of the reproductive impairment, the socio-economic
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situation, the opportunities and constraints and also the social norms. The treatment
seeking process is explained in nine different themes viz., postponement of pregnancy,
recognition of difficulty in getting pregnant, pressure to have a child, decision making
for treatment, initiation of treatment seeking, initiation of treatment, treatment phase,

pressure to continue treatment and discontinuation or stopping treatment.

6.2.1 Postponement of pregnancy

While women planned on starting a family immediately after marriage, some women
did report that they had postponed pregnancy for up to two years after marriage. Work
related commitments and personal reasons were cited as reasons for postponing
pregnancy. Women reported that coitus interruptus and condoms were used as

methods of contraception to delay pregnancy.

“Interviewer: You said for two years you didn’t not want kids, that time did you use
anything to prevent it?

Respondent: No, nothing like that. When we have intercourse at the time of
ejaculation, he withdraws it. We did not use condom and all” (Alice, 38 years,

Husband having azoospermia)

“We started going to hospitals after 2 years, first year we were not planning to have

kids.” (Shirley, 35 years, Husband having azoospermia)

“Immediately after marriage did not feel like having a child and I think that was the
idiotic thing. He used condom and used to tell no need now like that. That time [ was
working in a private school, so I thought no need now because of this work.” (Leela,

45 years, Fibroid uterus)

6.2.2 Recognising difficulty in getting pregnant

The women reported that they recognised that they may be having difficulty in getting
pregnant after trying to get pregnant for more than 2 years. This along with other
factors like desire for a child and pressure from near and dear ones pushed them to
initiate treatment seeking. The need to go for treatment also stemmed from having to

endure prying questions about the absence of pregnancy.
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“We did not know that there is a problem like this, for two years we were not planning
for kids after that when we tried also it was not happening, periods was coming, so we
decided to go. So when we asked my uncle’s daughter, she suggested that we go to this

place, .... Like that we went.” (Alice, 38 years, Husband having azoospermia)

6.2.3 Pressure to have a child

The need to have a child is both due the individual’s desire to have a child, and also
through pressure from the family/significant others and prying questions about the
pregnancy from all and sundry. The women said that they were subjected to pressure
by family, friends and others to get pregnant. This pressure, in tandem with the desire
to have a child, led them to start thinking about seeking care. Almost everyone said
they were asked about the absence of pregnancy after 1 year of marriage and this in
turn put pressure on them to view their inability to get pregnant as a problem and

initiate seeking care.

“...and then everyone started asking (about pregnancy) and we also felt so we went

for treatment” (Rekha, 26 years, PCOD)

“After marriage, in 2 months people starts asking (about pregnancy), then I told my
husband and then he said that all his friends had child after 2 to 3 or 4 years.” (Asha,
25 years, not yet diagnosed)

“I don’t remember exactly when we sought the first treatment. So when it was like 3-
4 years people will be asking like there is no child yet like that, ‘nothing yet’ kind of
questions because of that ‘nothing yet’, ‘nothing yet’ questioning, we went and saw a

doctor.” (Elizabeth, 62 years, Unexplained infertility)

“After marriage for 2 years we did not plan to have kids, then in family people were
scolding us asking us not to postpone. So when we wanted it, it was not happening so

we thought of showing to someone.” (Alice, 38 years, Husband having azoospermia)
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6.2.4 Decision making for treatment seeking

Most of the women who were interviewed reported the decision to initiate and continue
treatment was made jointly by both partners. But the regularity of this treatment
seeking faded as years elapsed. As the treatment proceeded, the onus of continuation
seemed to fully rest on the female partner. This was particularly evident when the male

partner was having an impairment in their reproductive function.

“...both of us go together to see the doctor [...] we both only made decisions regarding

going to the doctor.” (Alice, 38 years, Husband having azoospermia)

“we both took the decision together to go for the treatment.” (Mubina, 34 years,
PCOD)

“In xxx hospital we went, they gave medicine and then and since nothing was
happening then my husband was not willing to go anywhere since it was taking so
much money. So I did not go anywhere after that.” (Ancy, 40 years, Husband having

azoospermia)

“When it was 8 years I used to go on my own and did something without my husband’s
knowledge. I used to go to Mother Theresa s convent in the evening when I was sure
it will one day come to my home you feel like a I was in a different mental state, pain

...not happening that sadness is there” (Elizabeth, 62 years, Unexplained infertility)

“Between 2010- 2012 we did not go anywhere [...] only this talk is there he will not
go anywhere, he is lazy I will try everything that people tell” (Shirley, 35 years,

Husband having azoospermia)

6.2.5 Initiation of treatment seeking

Once the couple arrived at the decision to seek treatment, they start to think about the
facility or the doctor to consult. The decision to go to a particular place was arrived at
after multiple deliberations. There was a tendency to consult others to decide on the
place of treatment. The factors such as success rate at a particular place, location of
the place, the financial status of the couples, sex of the treating doctor were considered

before the couple decided to proceed to a particular centre for treatment of infertility.
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Decision based on consultation with others: A particular facility was selected almost
always after consultation with another person. This could be the network of people
who have successfully used a particular facility/a treatment or someone in the
neighbourhood who would suggest a place. This network may be directly linked to the
couple who see themselves as needing infertility treatment or may be through a friend
or family. Sometimes doctors who were friends are also consulted to initiate the

treatment.

“This Dr.V is very good like that someone said to us. Then Dr T, she is also good like
that people told us, so we went there also” (Rani, 42 years, Unexplained infertility)

“First we saw in xxx Dr.R, before that my sister’s sister-in-law is a gynaecologist, 1
saw her and she only asked me to see Dr.R and we went and saw this Dr.R and he was

in xxx medical college.” (Elizabeth, 62 years, Unexplained infertility)

Choice of site: The site for treatment was selected based on suggestions by others who
had successfully used it. This was because the couples wanted to get quick results, and
therefore selected a place that had already proven to be successful for someone known
to them. Others mentioned that the facility for treatment was chosen based on

accessibility.

“Interviewer: Who asked you to go there?

Respondent: There... one of my husband’s colleague, he had some infection and after
taking treatment for one month they had and that chechi [referring to husband’s
colleague’s wife] had some cyst or fibroid and it was cured after showing to xxx

hospital... that is how we went there.” (Rekha, 26 years, PCOD)

“Interviewer: Why did you chose the particular place?

Respondent: That is because it will be successful fast that is why. When people tell we
will get soon so we tend to jump to that place. That will be better, so long term
treatment is not needed, we will get results easily in that thought we will opt that.”

(Rani, 42 years, Unexplained infertility)
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Choice was also made between private and government facility to seek care. Lack of
faith in a particular system like government facility was a driving factor for choosing
private facility. Women felt that there was accountability for the money spend in a
private facility unlike government. The only reason for choosing a government facility

was lesser treatment costs compared to private facility.

“Interviewer: Why did you not try government hospital?
Respondent: There will be lot of people so maybe we won’t get correct treatment”

(Rekha, 26 years, PCOD)

“Interviewer: Why don’t you go to government hospital?

Respondent: There and all we need recommendation. We have to go and give money
at home, this operation also happened after we went and gave money at their home.
Otherwise we have to stay like dogs, no one will bother. No faith in government

hospital. They are sitting for money, we have to go and give money in their home.’

(Ancy, 42 years, Husband having azoospermia)

“Money will be less there [referring to government hospital| people who have gone

there has told me so only we planned to go.” (Asha, 25 years, not yet diagnosed)

Preference regarding treating doctor and facility: Women preferred female to male
doctors as they felt comfortable with the former. Some preferred to seek care in sites
where they knew someone, as this made the process easy but some preferred to seek
care where they did not know anyone due to fear of stigma.

“...s0 in my hospital also doctor is there, he is a male doctor so I am not very
comfortable and again I have to face him and I have been working there for 5 years
so people’s questions like ‘what happened?’ so you know how women will be so they
will tell like oh Rekha is having a problem like that, or her husband is having like this,

so it will spread like that so that was a difficulty for me so we decided to go outside.’
(Rekha, 26 years, PCOD)
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6.2.6 Initiation of treatment at the site

This phase involved the actual act of seeking treatment at a facility or at the clinic of
a doctor. It started with a visit to the centre/doctor and initiation of investigations for
the infertility problem that the couples have identified. This specific phase of initiation
of treatment was usually short, not more than six months in a centre, during this phase
couples changed the centre based on the desired outcome. Those who felt that their
desired outcome was not being achieved changed the place of treatment. The pattern
of care seeking at the new site took a recurring format as in the previous step i.c.,
initiation of treatment seeking, the couples consulted with others on a place that could

offer them their desired outcome, examined the success rate at the site and so on.

Initial investigations and a tentative/definitive diagnosis: The treatment seeking
started with the initial investigations and diagnostic evaluations and procedures.
Initiation of diagnosis as reported, was done through blood and semen tests for female
and male partner respectively. Although some women reported there was hierarchy in

testing and that the husband’s investigations started only later.

“Interviewer: Did they do tests for you?

Respondent: Only for me all the tests were done for the first time. My husband was not
checked, in both xxx [name of hospital] and yyy [name of hospital]. So when I was
found to have no complaint they started checking husband. First they did not check
husband’s blood group and count they checked only me.” ( Ancy, 42 years, Husband

having azoospermia)

The reports of the investigation were produced during the subsequent visits and further
action depended on the test results. Some of the couples had to go through a battery of
different tests and monitoring to determine whether or not their condition was

improving.

“...last we went to Dr K, doctor also told I will conceive for sure, finding out both my
tubes are patent sending my husband to another doctor looking the count” (Elizabeth,

62 years, Unexplained infertility)
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“...since count was low so maybe a small operation will be needed” (Shirley, 35

years, Husband having azoospermia)

“So when they checked husband’s semen doctor told it is slowly getting motile” (Alice,

38 years, Husband having azoospermia)

This was a continuous and distressing process, both physically and emotionally. The
couples usually started care-seeking with allopathy medicine. This phase continued
for a minimum of few days to less than six months at one centre. There was a tendency
to seek care in another centre if the couple was unable to get a definitive diagnosis. If
a diagnosis was made, then they proceeded to the next phase of the treatment cycle in

the same centre and opted to go to another if the expected result was not achieved.

“... yes, to hospital only, here in xxx [name of the place], Dr. N” ( Shirley, 35 years,

Husband having azoospermia)

“After 1-2 years, we went to hospital, First here someone here had taken to Dr.M, we
took admission took medicines 1-2 years we took treatment but since we were not

getting pregnant we stopped going there.” (Susie, 42 years, Unexplained)

“...first time we went that time itself tests were done” (Alice, 38 years, Husband

having azoospermia)

The diagnosis included fibroid uterus, fallopian tube block, polycystic ovarian disease,
primary ovarian failure, abnormalities in semen viz., low motility, azoospermia,

erectile dysfunction and unexplained infertility among the respondents.

“when they looked husband’s count there was nothing not even one sperm was also

there, all the sperms were dead” (Alice, 38 years, Husband having azoospermia)

“...after tests, when we showed the doctor the results, she told us that there is no

count” (Shirley, 35 years, Husband having azoospermia)
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“I was having a fibroid, after 2 years of marriage I came to know that. When I went
for treatment in xxx[name of the place], there they found out that there is fibroid. So

did operation and removed it.” (Leela, 45 years, Fibroid uterus)

“then scan was done for me and PCOD was there and it was excess”’ (Rekha, 26 years,

PCOD)

Consultation with others to change site: 1f the desired outcome was not achieved,
most couples deliberated with others to identify a place that would offer success. This
phase was also characterised by people giving their opinions on the places that might
provide success, when they encountered couples with infertility who have not yet

achieved success.

Break in treatment: There were breaks in treatment even during the initial phase of
treatment. This usually happened for those who have not achieved the desired outcome
within a short time period. Break in the initial phase also happened when the man in

the infertile couple backed out from the treatment cycle.

“We stopped there after 1 year and then went to xxx hospital. We stopped because we
were not getting results only money was getting wasted. After going there also it was

not getting done soon.” (Rani, 42 years, Unexplained infertility)

“First we went to Dr.D in 2007, I went there after being suggested by my sister [...]
We went there like 6-7 times [...] so each time we go to test husband, we get medicines
and take that... like that. She will give medicines for 2 weeks and we take that and
have to go again, it was like that all the time count will be checked... so each time we
go they test husband, they check... check... but nothing is happening... no count is
there. After that we did not take any medicines ... After 2007 for almost 2 years we did

not do anything.” ( Alice, 38 years, Husband having azoospermia)

6.2.7 Treatment phase
The treatment phase was usually the longest and ranged from six months to many years
with multiple breaks, different trajectories and change of sites. This is the phase where

the couple proceeded for treatment including medications or injections to other
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invasive ART procedures to achieve pregnancy. It was the most demanding phase for
the couple, physically, emotionally and psychologically. This phase also demanded
significant financial resources and some couples exhausted their resources. During this
phase couples took break in care seeking to replenish their financial resources or
completely abandoned the treatment. An alternative pathway for the couples was to
try other systems of medicine such as Homeopathy, Ayurveda or Unani and also try
alternative medicines from the folk tradition which advertised magical cures to achieve

pregnancy.

Multiple trajectories: The treatment phase consisted of multiple trajectories with
different systems of medicines and different kinds of options being tried one after the
other or simultaneously. The treatment phase included treatments for the various
conditions that were diagnosed for the couple, and it ranged from medications,
invasive surgeries to use of different assisted reproductive techniques. This phase
lasted for very long for some couples while it was shorter for others. It was shorter for
those who achieved the desired result earlier or those who abandoned the treatment in
between. I describe one such trajectory of care seeking across multiple sites offering

allopathic treatment in figure 6.1.

Figure 6.1 shows the treatment pathway of a couple who negotiated multiple sites for
treatment. This couple had only tried Allopathy and no alternative methods were tried
for getting pregnant. This was the treatment trajectory of a 38-year-old, educated and
employed woman. The initial postponement of pregnancy was because the woman got
a job at a location that was different from that of her husband and the resultant
discontinuity in co-residence. Once they started staying together, they noticed the
inability to get pregnant, and this along with the pressure to start a family put them in
the treatment seeking pathway. Treatment centres one and two were visited in order to
get a definitive diagnosis. Once the diagnosis was achieved in the second centre, they
sought treatment at one of the major IVF centres in the state as the woman was
diagnosed as having bilateral tubal block that made normal conception impossible.
This meant, she had to undergo IVF treatment to get pregnant, and two cycles of IVF

were done in the third centre with no success. The emotional and physical stress of the
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IVF treatment made them take a break for two years during which they suspended all
kinds of treatment. After two years, again through a friend who had successfully used
a centre referred them to another centre. This centre was also a specialised infertility

clinic. Here, the women underwent one cycle of IVF and had a positive result.
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Fig 6.1: Treatment pathway of a couple with multiple sites
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Alternative methods: In the treatment phase, there was a tendency among the couples
with infertility to try alternate methods and also combine different treatments. Faith
based methods, astrologers, or folk remedies were tried and medicines that were
advertised through the media for correcting certain conditions that caused infertility
were also used. Some reported combining allopathy and homeopathic medicines

during the treatment phase.

There was also reported self-treatment for male infertility. The male partner when
diagnosed with problems in semen parameters had resorted to self-medication. This
practise of self-medication is usually follows a diagnosis of infertility due to the male
partner. They do not immediately resort to self-medication, this was either started after
unsuccessful treatment outcomes using allopathic medicines or other system of
medicines. The practice of self-medication was also combined with the mainstream
system of medication that they were undergoing. This practise was initiated usually
when they did not find any positive outcome with the treatment they were undergoing.
Seeking of such alternative options by the male partner was facilitated by the opinions
given by friends or family who had used such products. These self-medications mainly
consisted of powders, holy water provided by the religious entities and folk medicines
which were mainly powders or certain food items, parts of medicinal plants and so on.
The participants also reported using ready-made powder mixes claiming to be
Ayurvedic medicines, which were introduced to them either by friends or family or
those that they have familiarised themselves via advertisement in the television

channels or newspapers.

“Yes, I have gone to one place like that. God will come in someone’s body like that
one place. There also when I said I am not having any problem, they told then take
husband and do the tests. Someone who had child after going there had told me, so 1
went here. It’s all belief.” (Asha, 25 years, Not yet diagnosed)

“I said right, we took homeo medicine in between, for 3 weeks we did not tell this to
the doctor in xxx hospital but we were taking homeo. After that we went to do
laparoscopy that time I was pregnant but we do not know for sure in which treatment

it happened, homeo or in the other?” (Rani, 42 years, unexplained)
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“It has been 5 years since we have gone to hospital, after that only we started doing
this to increase sperm count— gave ‘naykurniparippu’ (Velvet bean/Mucuna pruriens)
powder in egg and milk, boiled it and husband took for 41 days [...] to increase the
count, then ‘neyokke japichu kazhichitundu’ (consumed ritually divinised ghee)” (

Shirley, 35 years, Husband having azoospermia)

“Then we saw an advertisement in the television for increasing (sperm) count
regarding one tablet it is somewhere in Trivandrum. We called them and told the
medicine’s name and they said they will deliver it here.... Took the medicine for one
month but we did not do any tests, my husband was so sad so we did not go for any

test after that.” ( Alice, 38 years, Husband having azoospermia)

Physical and emotional burden: There was a lot of physical stress in the body reported
by women due to various treatment procedures. There was also the emotional burden
due to the non-manifestation of success of the treatment. Most of the women said they

endured all this in the hope that they will get success in the end.

“So since because of this treatment in between I was so much emotionally feeling sad.
Treatment means in between they checked whether I am having block in the tube and
all, it was so painful and I could not bear it. And I was emotional/ mentally weak.”

(Vani, 38 years, B/L tubal block)

“When taking these different medicines there used to be weakness in the body.” (
Susie, 42 years, Unexplained)

“..now I am fed up with the treatment also because of these injections and
medicines.[...] I am fed up because every month you have to do follicular study the
scanning has to be done 3-4 times, transvaginal examination is there and male doctors

will be there.” (Mubina, 34 years, PCOD)

Break in treatment: Break in treatment happened due to multiple reasons viz.,

physical distress due to exposing the body to different kinds of tests and treatments
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most of which were invasive and painful, financial difficulties, due to logistical

reasons, and also physician related or treatment centre related problems.

“In between we stopped because of financial difficulty [...]. Then for 2-3 years there

was no treatment.” (Leela, 45 years, Fibroid uterus)

“The hospitals we go are all private and it costs so much for all the tests and all. Some
time we have to mortgage gold and all. When it is too much... we will stop for some

time.” (Rani, 42 years, Unexplained infertility)

“Almost 2 years we took break, because we thought let the effect of the medicines go.
Because we have taken lot of medicines, this hormone is injected, 8 or 9 injections to
increase the size and the number of the ova. We were afraid of that, Doctors will tell
not to be afraid but husband will tell these injections so as not to affect our health in
any ways, if we go take treatment soon again medicine will go in like that. Then finance

also.” ( Vani, 38 years, B/L tubal block)

I have narrated the trajectory across allopathic to alternative medicine treatment
options in figure 6.2. This represents the treatment pathway for many others who
meander across multiple treatment options in the allopathic tradition and also take

recourse to alternative treatment options including those that are faith and folk based.

Figure 6.2 shows the treatment pathway of a couple who had gone to multiple centres
and has also tried alternate methods for their problem. The couple had postponed
pregnancy for almost two years after marriage. They later started seeking treatment
when they did not get pregnant in spite of trying. The desire to have a child, and the
absence of pregnancy along with the social pressure made them initiate treatment.
They started at the first centre and got a diagnosis, where it was diagnosed as male
factor infertility (husband had azoospermia- absence of sperm in the ejaculate) as the
cause for the inability to get pregnant. Once the diagnosis was made, the doctor
completely disowned them telling there is nothing that can be done with their
condition. Hence, they took a complete break from treatment. Later, they saw some

advertisements in television regarding some medicines which could improve sperm
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count. They bought these medicines and it was consumed by the husband, but no
semen testing was done in the interim period to check the status. Later that same year,
they were told by someone to seek care in a facility and they consulted the doctor who
gave them reassurance. The reassurance by the doctor made them continue care in the
same centre. But later this particular doctor was transferred and the couples stopped
seeking care in the centre because they felt that they had to undergo all the tests again
with a new doctor. After this they took a break for five years and again restarted
treatment at a new centre, where they were told about the ART treatment to achieve
pregnancy. A lot of money was needed for this treatment and being a daily wage
labourer, the husband was not able to afford the treatment so they completely

discontinued the treatment.
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Fig 6.2: Treatment pathway of a couple with multiple sites and use of alternate methods
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6.2.8 Pressure to continue treatment
The couples stopped the treatment in between or discontinued treatment from a
specific centre for a short while due to various reasons. During this phase there was

again pressure to continue treatment.

“We went there (hospital) for almost one year and when it was not getting okay then
we stopped. Relatives and other people will be asking why are you waiting again go
somewhere, what is the use in staying like this go so when they compel, we will go for

treatment again.” (Rani, 42 years, Unexplained infertility)

6.2.9 Discontinuing/Stopping the treatment
There were external and internal factors that resulted in the discontinuation of the
treatment. The external factors included lack of trust in the treating doctor, and treating

facility, unacceptability of specific procedures, and financial constraints.

“In xxx hospital Dr.S, the doctor is good but we were not able to cope with their
ways, doctor is consulting but all the information is shared by the nurses to the
patient. But doctor should be telling everything to us right? May be because they
don’t have time that’s why. It was different from all the places we have gone to. All
other facilities are there but we couldn’t cope with it. Tests were all done.” (Rani, 42

years, Unexplained infertility)

“Interviewer: Why did you discontinue treatment in Ernakulam?

Respondent: I already said this isn’t, to go and come it was difficult since it will cost
more. There are 3 doctors for each it is 500 rupees, so if we see one doctor we have
to pay Rs500 and then to go to another room we have to go down and pay again
Rs500 so one day if we have to see 3 doctors 1500 rupees will get over like that.
Then medicines and allf...] ” (Rekha, 26 years, PCOD)

The treatment was also discontinued when the treating doctor was unsure of further
management and reiterated this to the patients. In certain cases the doctor asked the

patient to stop treatment as there were no further treatments available for them.
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“If at least one sperm was there we could have done something, the doctor said to us,
but all the sperms are ‘dead’.” ( Alice, 38 years, Husband having azoospermia)
“Then when we went again doctor told it is not possible, we do not have egg (ovum).”

(Mini, 48 years, Fibroid uterus)

“That doctor when she saw the report and all, she told that this was enough and she
was not ready to do anything more, this is only enough even if we do this is only what
you get. She said that only tablets is enough. The doctor was not ready to do again
anything with us. Asked us to take tablets.” ( Rani, 42 years, Unexplained infertility)

There was also lack of trust in the procedure being carried out in certain facilities and

this resulted in the discontinuation of treatment in that facility.

“So in between time like before the next visit or so in office like one lady had twins, it
happened after treatment from Dr.V, like they stayed there for 10 months there and
then they had baby (laughing)... I became depressed that time. My mother was also
working in Secretariat and a lady working with her was telling ... see the stories, don’t
go and give yourself to some doctor (valla doctor aduthonnum poyi
thalavechukodukkallum). She is telling me, see that girl’s husband had some problem
so they told him that we will tell her that your wife is having the problem and we will
make her understand and something like in vitro nobody will ever know and you only
will know, so they became sad. So this lady is telling me like they are holding the baby
and they went and stayed there for 10 months, I became very depressed in that so from
there like for some time we were like no need to go for all these things.” (Elizabeth,

62 years, Unexplained infertility)

The change of treating doctor also caused the discontinuation of the treatment. This
was due to the fear that they have to go through all the overwhelming investigations

once again if another doctor was to be consulted.
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“...that madam got transferred to some other place she was a very old madam then
another doctor came so my husband was not interested in showing to that new doctor
so he will not come so we left it and was not taking any medicines also [...]. Madam
was not well, so she stopped coming then another madam came. And then we were not
interested to go since we had to do all the tests again from beginning so he said no

need and so we did not go.” (Alice, 38 years, Husband having azoospermia)

Unacceptability of certain treatment procedures like use of donor sperm also resulted

in the discontinuation of treatment when these were suggested as the treatment option.

“It is injecting other’s sperm in our uterus, like that. We have to stay there. So my
husband said we don’t want. We did all the tests there.” (Ancy, 42 years, Husband

having azoospermia)

Some discontinued the treatment once all the investigations were exhausted. Financial

constraint was also a major driving factor for discontinuation of treatment.

“It used to take so much money we used to do daily wage and all the money was spend
for this in hospitals and we felt fed up [she was repeatedly saying this] so much money
we lost, all the money we were earning was spend. So husband told I don’t know how
long I will be healthy so no need if god gives let him give if not let it be” ( Alice, 38

years, husband having azoospermia)

The internal factors were the lack of hope, the discontinuation was triggered by the
fact that there was no positive result by way of pregnancy even after rigorously

following everything the doctor suggested.

“When we went to xxx infertility clinic they told 3 lakhs when I talked to people there
5 people will only get success out of 1000 and then if successful also getting a normal
child is difficult and they may not use our sperm, even if they tell they will be using

our sperm.”” (Husband of Mini, 52 years, fibroid uterus )

134



6.3 Discussion

The findings here is in agreement with studies on infertility treatment seeking where
multiple trajectories of care seeking was identified. The initiation of treatment seeking
is driven by the recognition by the couples that there is a difficulty in getting pregnant,
there is pressure from significant others and the desire to have a child. In case of
infertility, recognising that one has fertility problems is the single most predictor for
help-seeking (White et al. 2006a; White et al. 2006b). Once the individual or couple
as a unit perceives that there is a ‘fertility’ problem, they identify the need for
treatment, or think of other options, weighing the benefits and barriers attached to each
of the options. Accordingly, the couple chose professional medical treatment, or may
choose self-care or religious methods or alternate medical solutions. The type of
facility is selected after deliberation with others. Women reported that they prefer to
have female doctors over males as they feel more comfortable with them. The decision
to initiate treatment is made jointly by the couples but the care seeking was not
sustained by the couples as the number of years in treatment increased. This as reported

by women was due to the husbands’ unwillingness to continue the treatment.

There are different stages of treatment seeking which starts with the diagnostic work
up and in this phase itself if the couples seem to be not satisfied with the process, they
tend to change the place. They also reported that the diagnostic phase was distressing
due to continuous testing, which affected them both physically and emotionally. They
also tend to take break from treatment due to various reasons, the women also reported
that such breaks were taken when their spouses backed out from treatment, or when

they did not get the desired outcome.

Multiple trajectories are adopted by couples in getting the desired outcome. These
trajectories of care seeking are interrupted and continued at different stages depending
on a number of factors. The treatment seeking takes multiple breaks and pauses, and
these offer relief to the couples and enables them to replenish their resources, the
emotional and physical stress of the treatment. In some cases, the couples abandon the
treatment half way through without achieving desired results. They may do this due to

financial constraints, lack of adequate information, unclear results or diagnosis and/or
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the unsatisfactory way they are dealt with by the health professionals (Sundby 1997).
In this study it was identified that the reasons for discontinuation were both internal
factors and external factors. The internal factors were lack of hope in a positive result.
The external factors included lack of trust in the treating facility, financial constraints,

unacceptability in certain treatment procedures and doctor’s decision to stop treatment.

Alternative methods like faith-based healing, folk medicines and other systems of
medicine are also tried by the couples in the process as shown in figure 6.2. This has
been demonstrated in studies done elsewhere, and it was reported that the infertile
couples try many or few options that are available viz., medical help, alternative
medicine, adoption, and fostering to exit their state of infertility (van Balen et al.
1997). These choices are either made by the couple at different times depending on the
stage they are in or they may try different options simultaneously (van Balen et al.
1997). Trying multiple options for treatment or combining treatments by the couples

or women of the infertile couple is also documented (Dhont et al. 2010).
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Chapter 7
Socio-demographic profile of the couples and the factors related to infertility

and its treatment

This chapter aims to examine the inequalities in the care seeking pathways by
examining the various independent factors associated with the outcome variable,
described as ‘pregnant/having child’ status. The results of this chapter are based on the
findings from the community-based survey done among 604 women in the three
selected districts of Kerala viz., Thiruvananthapuram, Kottayam and Malappuram.
The respondents for the community based survey were the women, who were
interviewed to capture the care seeking pathway of the couples. The spouses being

referred to are the husbands of these women who were interviewed.

The chapter is divided into five sections, section one presents the general profile of the
respondents and their spouses across the three selected districts, section two and three
explain the different factors related to infertility and its treatment viz., physiological
factors and health systems factors respectively. Section four explains the outcome
variable viz., pregnant or with child status. Section five examines the outcome i.e.,

probability of achieving pregnancy against different correlates.

Section I: Profile of the respondents and their spouses across the three selected
districts of Kerala

This section includes the basic profile of the respondents and their spouses who were
interviewed in the three districts. The sequence in which this findings are organised
are as follows; the district wise distribution of the couples, followed by the socio-
demographic characteristics of the respondents and their spouses across the three
selected district viz., age of the respondents and their spouses, duration of marriage up
to the time of interview, education, occupation, religion, caste, socio-economic status
and the marital status of the respondents and their spouses. In this and the subsequent
sections, Thiruvananthapuram will be abbreviated as TVM, Kottayam as KTYM and
Malappuram as MLP.
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A total of 604 women were surveyed to elicit the treatment seeking pathways. Of these,
196 (32.4%) women were interviewed in Thiruvananthapuram district, 201 (33.3%)

women in Kottayam district and 207 (34.3%) in Malappuram district.

Table 7.1: Distribution of couples who had sought treatment for infertility in the
selected districts of Kerala

District Couples
Y%

Thiruvananthapuram (TVM) 324

Kottayam (KTYM) 333

Malappuram (MLP) 34.3

Total 100.0

(604)

Of the total women interviewed, 304 (50.3%) were from rural areas and 300 (49.7%)
were from urban areas. Of those from urban areas, 18 (3.0%) were from larger
conglomerations called corporations, and 282 (46.7%) were from smaller urban

settings that are called municipalities.

7.1 Socio-demographic profile of the couples

In general, this analysis includes 604 women from three districts of Kerala. However,
one of the respondents was divorced at the time of interview and therefore, details of
her ex-husband have not been included in the analysis for spouses. Hence, the sample

size for spouses is only 603.

7.1.1 Age of respondents and their spouses
The mean age of respondents at the time of interview was 32.4 years (20-44 years) and

the mean age of the spouses was 38.5 years (23-62 years).

7.1.2 Duration of marriage
The duration of the marriage of couples ranged from 13 months to 348 months (29
years). It is important to note here that women with less than 12 months duration were

excluded from the sample due to the inclusion criteria of married for at least 12 months.

Majority of the couples had a marriage duration more than five years and up to 10

years. In Thiruvananthapuram district 31 percent of the couples had a marriage
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duration between 5-10 years, while in Kottayam it was 39 percent and 34 percent in
Malappuram district. Nearly 14 percent of the couples in Malappuram were married
for more than or equal to 20 years. In Thiruvananthapuram those having a marriage
duration >=20 years was seven percent and in Kottayam district it was only 3.5

percent.

Table 7.2: Percentage distribution of couples by duration of marriage in the selected
districts of Kerala

Duration of Couples
marriage %
TVM KTYM MLP Total
1-5 years 24.5 23.9 15.0 21.0
5-10 years 31.1 38.8 343 34.8
10-15 years 23.0 22.9 22.7 22.9
15-20 years 14.3 10.9 14.5 13.2
>=20 years 7.1 3.5 13.5 8.1
Total 100.0 100.0 100.0 100.0
(196) (201) (207) (604)

7.1.3 Waiting time to treatment
The waiting time to treatment was calculated as the duration from marriage to the
starting of treatment. It was computed by subtracting the date of marriage from the

date of start of treatment. The duration ranged from one month to 182 months.

Mean waiting time for starting treatment from the date of marriage was 24.9 months
and the Standard Deviation (SD) was 19.1 months. The median waiting time for

starting treatment was 19 months.

A small proportion (7.0%) of the couples had initiated treatment in less than six months
after the marriage, while a majority of the couples had initiated treatment at 12 months
or more, while 37 percent initiated the treatment at 24 months and more. In
Malappuram and Thiruvananthapuram, majority of the couples (~ 40.0%) had started
treatment at >=24 months, and this could be due to the greater number of overseas

workers in these two districts (Table 7.6).
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Table 7.3: Distribution of the waiting time to staring treatment among the couples with
infertility in the selected districts of Kerala

Duration from date Couples
of marriage to %
starting treatment TVM KTYM MLP Total
<6 months 5.6 7.0 6.8 6.5
6-12 months 20.4 17.4 11.6 16.4
12-24 months 28.6 44.8 333 35.6
24-60months 39.3 29.8 41.5 36.9
>=60 months 6.1 1.0 6.8 4.6
Total 100.0 100.0 100.0 100.0
(196) (201) (207) (604)

7.1.4 Education of couples

Among the respondents, nearly 40 percent had high school education, and a little more
than one fourth had higher secondary education. Thirty percent of the respondents had
been educated beyond diploma level. A miniscule proportion of the sample, only 3.6

percent had education up to seventh standard and two were illiterate (0.3%).

Majority of the spouses were educated up to high school (54.6%), and 16.1 percent
were educated up to higher secondary level. A little less than one fifth of the spouses
had education up to diploma and above. While seven were illiterate (1.2%), 10.1
percent were educated up to seventh standard. While examining the variation in
educational levels across districts, Kottayam had distinctly higher levels of education,
followed by Thiruvananthapuram. Malappuram had the least levels of education for

both the respondents and their partners.
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Table 7.4: Percentage distribution of respondents and their spouses by educational

levels across selected districts of Kerala.

Respondents Spouses
) % %

Education “Tynf KTYM MLP Total| TVM KTYM MLP Total
Illiterate 0.0 0.5 0.5 0.3 0 0.5 29 1.2
Up to 7™ 3.6 1.5 5.8 3.6 7.7 5.5 16.9 10.1
standard
Highschool 34.2 33.8 49.7 394 49.2 49.2 64.7 54.6
8th_10th
Higher 27.0 21.9 29.5 26.2 20.5 17.9 10.1 16.1
secondary
(1 1the 12th)
Diploma 5.6 10.9 34 6.6 6.7 9.0 1.5 5.6
Graduate 22.5 22.4 9.7 18.1 13.3 12.4 34 9.6
PG and 7.1 9.0 1.4 5.8 2.6 5.5 0.5 2.8
above
Total 100.0 100.0 100.0 100.0| 100.0 100.0 100.0 100.0

(196) (201) (207) (604) | (195) (201) (207) (603)

The educational levels of the couple as a unit is given in table 7.5, if the respondent

and her spouse had the same level of education, then it is categorised as equal level of

education. If the respondent had more education than her spouse, then it is categorised

separately and if the respondent had less education than her spouse then it is grouped

as a third category. This form of categorisation hopefully would indicate the joint

function of education of the partners. More than 45 percent of the respondents had

more education than their spouse. A little more than two-fifth of the respondents and

their spouses had same education, while only 10.8 percent had lesser education than

their spouse. This pattern is similar across Thiruvananthapuram and Kottayam where

about 45 percent of the respondents had educational levels greater than that of their

spouses while in Malappuram, this was almost 50 percent.
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Table 7.5: Percentage distribution of couples by the joint educational levels across
selected districts of Kerala

Couples
. %

Education TVM  KIYM  MLP Total
Education of respondent = 41.3 42.8 43.5 42.5
Education of spouse
Education of respondent > 44.9 45.3 49.7 46.7
Education of spouse
Education of respondent < 13.8 11.9 6.8 10.8
Education of spouse
Total 100.0 100.0 100.0 100.0

(196) 201) (207 (604)

7.1.5 Occupation of respondents and their spouses

Majority of the respondents were unemployed, and if at all employed, they were either
salaried/self-employed (11.6%) or unskilled daily wage labourers (2.0%). While a
little more than 50 percent of the spouses were unskilled daily wage earners (54.6%),
less than one fourth of the spouses were either salaried employees or self-employed.
Overseas workers contributed to 12.8 percent of the total among the spouses, which is

about one in eight of the spouses.
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Table 7.6: Percentage distribution of respondents and their spouses by occupation in
selected districts of Kerala

Respondents Spouses
% %
Occupation. “ryn{ KTYM MLP Total | TVM KTYM MLP Total
No job/ 83.7 77.6 899 83.8 1.5 1.5 3.9 2.3
Unemployed
Unskilled- 2.0 2.0 1.9 20| 46.2 56.7 604 54.6
daily wage
Skilled- 1.0 1.5 0.5 0.9 5.6 2.0 0.9 2.8
Daily wage

Salaried or 11.3 16.4 7.2 11.6 19.0 333 155 225
self-

employed

Government 2.1 2.5 0.5 1.7 7.7 5.5 1.9 5.0
Overseas - - - -1 20.0 1.0 17.4 12.8
Total 100.0 100.0  100.0 100.0 | 100.0 100.0 100.0 100.0

(196)  (201) (207) (604) | (195)  (201) (207) (603)

Viewing the joint employment status of the couple is relevant to determining their
financial ability and time availability for care seeking. Employment status of the
couple was categorised into four groups, both employed, both not employed,
respondent employed but spouse not employed, respondent not employed but spouse
employed. More than 80 of the respondents were not employed while their spouses
were. This proportion was highest in Malappuram (86.4%), followed by
Thiruvananthapuram (83.2%) and Kottayam (76.6%). Both the respondent and spouse
were employed for 15.4 percent of those in the sample. Kottayam district has the
highest proportion (~22.0%) of both employed, while in Thiruvananthapuram around
14.8 percent of the couples were employed and Malappuram has the least (9.7%)
among the three districts. Only a very small proportion had both not employed (1.7%)

or with respondent employed while the spouse was not employed (0.8%).
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Table 7.7: Percentage distribution of couples by the joint occupational status across

selected districts of Kerala

Couples

Employment status of %
the couple TVM  KTYM MLP Total
Both not employed 0.5 1.0 34 1.7
Respondent not 83.2 76.6 86.4 82.1
employed but spouse
employed
Respondent employed L5 0.5 0.5 0.8
but spouse not employed
Both employed 14.8 21.9 9.7 154
Total 100.0 100.0 100.0 100.0

(196) (201) (207) (604)

7.1.6 Religion of respondents and their spouses

Approximately 50 percent of the respondents were Hindus (49.3%), while 33.6 percent

were Muslims and less than one fifth were Christians (17.1%). The highest percentage

of Hindus were from Thiruvananthapuram district, Muslims constituted the highest

percentage in Malappuram and Christians dominated in Kottayam district.

Table 7.8: Percentage distribution of respondents and their spouses by religion in

selected districts of Kerala

Respondents Spouses

Religion % %

TVM KTYM MLP Total| TVM KTYM MLP Total
Hindu 59.2 552 343 493 58.5 557 343 49.2
Muslim 24.0 11.0 647 33.6 24.4 10.8 64.7 33.7
Christian 16.8 33.8 1.0 17.1 17.1 335 1.0 17.1
Total 100.0 100.0 100.0 100.0 | 100.0 100.0 100.0 100.0

(196) (201) (207) (604) | (195) (201) (207) (603)

7.1.7 Caste of respondents and their spouses

Majority of the respondents and their spouses belonged to other backward caste

category. The percentage of respondents belonging to Scheduled Caste (SC) category

and general category were more or less the same. Nearly one percent of the

respondents and their spouses belonged to scheduled tribes. The percentage of

144



scheduled tribe respondents/spouses was higher in Kottayam district when compared

to Thiruvananthapuram or Malappuram districts.

Table 7.9: Percentage distribution of respondents and their spouses by caste in
selected districts of Kerala

Respondents Spouses
Caste % %o

TVM KTYM MLP Total TVM KTYM MLP Total

General 15.3 30.4 1.9 157 14.9 29.9 1.9 15.4

OBC 69.9 537 83.6 692 69.7 532  83.6 69.0
SC 14.8 129 145  14.1 15.4 13.4 145 14.4
ST 0.0 3.0 0.0 1.0 0.0 3.5 0.0 1.2

Total 100.0  100.0 100.0 100.0| 100.0  100.0 100.0 100.0
(196)  (201) (207) (604) | (195)  (201) (207) (603)

7.1.8 Socio-economic status of couples

The socio-economic status was captured using a set of eight variables viz., house
ownership, house having air conditioner (AC), car ownership, flooring of the house,
roofing of the house, cooking fuel, compound wall and gate. The house ownership had
four categories (rented=0, owned by husband and others=1, joint ownership=2, self-
ownership=3), flooring of the house (mud/clay/sand or cement=0, tiles=1,
marble/granite/wood=2) and roofing of the house (thatched/plastic=0, tiles=1,
concrete=2) had three categories. House having AC, car ownership, compound wall
and gate had two categories each (no=0, yes=1). Cooking fuel also had two categories
(wood=0, electricity/LPG, biogas=1). These categories are hierarchically arranged so

that the higher value indicates a better status.

The socio-economic score was calculated by adding the score for all the eight items
for each individual. The theoretical score ranged from 0-12. The observed score ranged
from 0-10. The score was categorised as low SES [0-3), middle SES [3-6), upper
middle SES [6-9), high SES [9,10].

Majority of the couples were in the middle SES across all the three districts. The
percentage of couples in the low SES category was highest in Kottayam, while all the
three districts had almost equal proportions (~6.0%) belonging to high SES. The
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percentage belonging to middle SES and upper middle SES was highest in

Malappuram, and Thiruvananthapuram respectively.

In Thiruvananthapuram district, a little more than fifty percent belonged to middle SES
category, while in Malappuram it was almost 62 percent and in Kottayam only 46.3
percent were in middle SES category. In Thiruvananthapuram while 31 percent were
in upper middle SES, a little more than half of that percent belonged to upper middle
SES in Kottayam and Malappuram (~16-17%). In Kottayam district the low SES
category was 30.8 percent while in Malappuram it was 15.9 percent and 12.3 percent

belonged to low SES in Thiruvananthapuram.

Table 7.10: Percentage distribution of couples by socio-economic status in the selected
districts of Kerala

Couples

SES %

TVM KTYM MLP Total
Low 12.3 30.8 15.9 19.7
Middle 51.5 46.3 61.9 533
Upper middle 30.6 16.9 16.4 21.2
High 5.6 6.0 5.8 5.8
Total 100.0 100.0 100.0 100.0

(196) (201) (207) (604)

7.1.9 Marital status of respondents and their spouses

More than 95 percent of the respondents had been married only once (96.9%) at the
time of interview. However, a slightly lesser percentage of the spouses had been
married only once (93.4%). Slightly more than twice the percentage of spouses had
been married more than once when compared to the respondents (6.6% vs 3.1%). Out
of 40 spouses who had been married two or more times at the time of interview, 39 of

them had second marriage and one had third marriage at the time of interview.
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Table 7.11: Percentage distribution of respondents and their spouses by marital status
at the time of interview in the selected districts of Kerala

Marital Respondents Spouses
status at the % %
time of

. . TVM KTYM MLP Total | TVM KTYM MLP Total
interview

First marriage 98.0 975 952 969 | 954 98.0 &87.0 934

Second 2.0 2.5 4.8 3.1 4.6 20 13.0 6.6
marriage/more
Total 100.0 100.0 100.0 100.0 | 100.0 100.0 100.0 100.0

(196)  (201) (207) (604) | (196)  (201) (207) (604)

Malappuram district had a higher proportion of spouses having been married two or
more times when compared to the respondents. Here, when compared to the
respondents, twice the percentage of spouses had been married more than once (13.0%
vs 4.8%). This pattern is repeated in Thiruvananthapuram district with 9 (4.6%) of the
spouses being married more than once when compared to the respondents (2.0%). It
was Kottayam that a higher percentage of respondents (2.5%) who had been married

more than once when compared to the spouses (2.0%).

Section II: Physiological factors related to infertility and its treatment

In this section, the physiological factors related to infertility and its treatment are
examined. This includes the age of the respondent at the start of treatment and at
pregnancy, family history of infertility, type of infertility diagnosed in the couples, and

the history of reproductive impairment in the women prior to marriage.

7.2 Age at start of the treatment

The age of the respondents at the time of starting treatment was calculated using the
current age, date of interview and the start date of treatment. The exact method of
computation of the age is described in the appendix A18. The ages of the respondents
at the time of starting treatment ranged from 14 years to 41 years. Mean age of the
respondents at the time of starting treatment was 24.6 years, with a SD of 4.6 years.

The median age of the respondents at the start of the treatment was 24 years.
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Table 7.12: Percentage distribution of the age of respondents at the time of starting
the treatment in the selected districts of Kerala

Age of the respondent at the time of starting treatment Respondents
°

<20 years 10./2
20-25 years 43.7
25-30 years 30.3
30-35 years 12.3
>=35 years 3.1
Total 100.0

(604)

7.3 Age of respondent at pregnancy

Age at the time of pregnancy was computed based on the available information on age
of the respondent at the time of interview, date of interview, date of starting the
treatment for each respondent and the total duration of treatment for infertility till
pregnancy. The exact method of computation of the age is described in the appendix

A19.

The age of the respondents at the time of pregnancy ranged from 17 years to 42 years,
with the mean age at pregnancy of 27.7 years. The median age at pregnancy was 27

years.

7.4 Family history of infertility

The family history of infertility was elicited using details of siblings of the respondent
or the spouse who were childless at the time of interview after at least one year of
marriage and/or if they had history of treatment sought for infertility. Among the
respondents 257 reported siblings without child or with history of infertility treatment
or both and among the spouses of the respondents, 314 had siblings without child or
with history of infertility treatment or both. Slightly more than one out of ten of the
women (11.9%) reported that they had siblings with infertility problems and 102
(16.9%) reported that their siblings had a history of seeking treatment for infertility.
The extent of childlessness after one year of marriage amongst spouses’ siblings was
13.7 percent (83 persons) and about one fifth of the spouses’ siblings (20.5%) had a
history of seeking treatment for infertility. The respondents who had a sibling with
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either childlessness or history of treatment was 13.7 percent, and that of the spouse

was 17.7 percent.

Table 7.13: Percentage distribution of respondents and their spouses’ family history of
infertility, Kerala

Family history of infertility Respondents * Spouses”
Y% Y%
Siblings without child after at least 11.9 13.7
one year of marriage
Siblings with history of infertility 16.9 20.5
treatment
Siblings without child or history of 13.7 17.7
treatment
Total 100.0 100.0
(604) (604)

# This computation includes those who could not report on the status of siblings and therefor the column
percentages will not add to 100.

Of those respondents who reported that their siblings were childless, a little more than
half of the siblings were sisters (52.8%) and one fourth were brothers (23.6%). Two
of them reported that both brother and sister did not have a child, and the rest reported
that their siblings were not having children, their spouses were reported to have
fertility impairing conditions. Those who reported that their spouses’ siblings did not
have a child, more than half reported that the spouse’s brother was the one not having
a child (56.7%), while 30.1% reported it was the sister of the spouse who did not have
a child. Seven out of them reported that both the brother and sister of the spouse did
not have children. Four reported that their spouse’s siblings did not have children but

the condition impairing infertility was that of their spouses’.
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Table 7.14: Percentage distribution of the nature of sibling relationship indicative of
family history of infertility for respondents and their spouses, Kerala

Relation of the sibling Respondents Spouses
% %

Sister 52.8 30.1

Brother 23.6 56.7

Both sister and brother 2.8 8.4

Sister has no child, but reproductive impairment 8.3 1.2

for brother in law

Brother has no child, but reproductive 8.3 3.6

impairment for sister in law

Both the siblings do not have child but their 4.2 0.0

spouses have reproductive impairment

Total 100.0 100.0
(72) (83)

A person is said to have a family history of infertility if either the respondent or their
partner has a sibling with infertility or history of treatment taken for infertility.
Majority of the respondents and their spouses did not have a family history of
infertility, while 17.7 percent of the spouses had a history of infertility, 13.5 percent
of the respondents themselves had family history of infertility.

Table 7.15: Percentage distribution of couples by the potential source of family history
of infertility, Kerala

Family history of infertility for Couples
%

Respondent 13.7
Spouse 17.7
Both 5.8
None 62.8
Total 100.0
(604)

7.5 Diagnosis of infertility

The type of infertility causing difficulty in pregnancy was identified by asking the
respondent to report on the reason for infertility. Most of this was through self-reports
and in some cases confirmed with the medical reports. Male factor infertility alone
contributed to 35.4 percent of the cases. One fourth of them was due to female factor

only (26.7%). Both male and female factor contributed to 13.2 percent of the infertility
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among the couples. One fifth of them reported unexplained infertility and 4.5 percent

reported they were not yet diagnosed at the time of interview.

Table 7.16: Percentage distribution of couples by type of infertility, Kerala

Type of infertility Couples
%

Male factor 354
Female factor 26.7
Both male and female factor 13.2
Unexplained 20.2
Others, not diagnosed 4.5
Total 100.0
(604)

Among those with male infertility, oligospermia was the major complaint that was
reported by the participants, followed by azoospermia (not shown in table). With
respect to female factor infertility, PCOD was reported to be the major contributor

followed by endocrine problems and tubal factors.

7.6 Women’s history of reproduction impairing conditions prior to marriage

Approximately one fourth (23.3%) of the women reported that they had some form of
reproductive problem prior to marriage, while 76.7 percent reported they did not have
any reproductive problems prior to marriage. Among those who reported problems, 3
(2.1%) each reported had dysmenorrhea (painful menstrual bleeding) or menorrhagia
(heavy menstrual bleeding). Thyroid related problems were reported by 9 (6.4%)
respondents while thyroid with irregular menstrual cycle was reported by 2 (1.4%).
Irregular menstrual cycle alone was reported by 120 out of 141 women (85.2%) who
reported having reproduction impairing conditions prior to marriage. One of them
reported late menarche and the menstrual cycle for her was induced by medicines, one

reported having uterine fibroids or cyst and two reported having PCOD.
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Table 7.17: Percentage distribution of respondents who reported reproductive
problems before marriage by type of problem, Kerala

Reproductive problem affecting fertility prior Respondents
to marriage Y%
Dysmenorrhea 2.1
Menorrhagia 2.1
Thyroid 6.4
Irregular menstrual cycle 85.2
Thyroid and Irregular cycle 1.4
Late menarche-induced with medicines 0.7
Uterine fibroids or cysts 0.7
PCOD 1.4
Total 100.0

(141)

Section I1I: Health system factors related to infertility and its treatment

In this section the health system factors are examined vis-a-vis infertility and its
treatment. It includes the number and the types of centres visited by the couples during
their entire treatment duration, the current status of the treatment of those who reported
not having a child/pregnant at the time of interview and the type of treatment used by
those who reported having a child/pregnant at the time of interview to achieve this
status. This gives a summary of the care seeking of couples and the various type of
methods employed by them to resolve infertility. It helps in further identifying the
health system factors responsible for seeking care, and achieving the outcomes and

also explains what were the factors hindering the achievement of the outcome.

7.7 Number of centres visited during the entire treatment duration

The total number of centres visited by the respondents is given in table 7.18. Nearly
80 percent of them had visited at least two centres, and 60 percent visited at least three
centres. At least four centres were visited by two fifth of the respondents and less than
one fourth visited at least five centres. Just about 81 out of the 604 (13.4%) visited at

least 6 centres or more for infertility care.
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Table 7.18: Percentage distribution of couples by the least number of centres visited
during the treatment duration, Kerala

Number of centres visited Couples

%
At least 1 604 (100.0)
At least 2 493 (81.6)
At least 3 366 (60.6)
At least 4 249 (41.2)
At least 5 143 (23.7)
At least 6 81 (13.4)
At least 7 45 (7.5)
At least 8 22 (3.6)
Atleast 9 8(1.3)
At least 10 5(0.8)
Atleast 11 1(0.2)

7.8 Type of centres visited during the treatment period

The respondents reported the various types of centres they had visited for seeking care
for infertility. Allopathy, Ayurveda, Homeopathy, alternative methods like folk
medicines, faith-based approaches for resolving infertility had been used by way of
treatment. Majority of the respondents had used only allopathy (53.0%). An equal
proportion (13.7%) of them had combined Ayurveda or Homeopathy with the
Allopathy treatment. Four of them used only Ayurveda and one used only
Homeopathy, while one respondent used both Homeopathy and Ayurveda for
treatment. All three of these were used by 7.5 percent of the respondents during their

treatment for infertility.

For purposes of this analysis, ‘alternate methods’ included Unani (here not the other
system of medicine but unqualified healers practicing under that label), ‘ayurvedic’
powders supplied by different not appropriately qualified persons, traditional or folk
medicines, temple rituals and faith-based approaches for resolving infertility. Most of

these were used in combination with more formal forms of medicine to treat infertility.
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‘Alternate methods’ were used along with Allopathy by 7.5 percent of the participants.
Allopathy, Homeopathy and alternate methods was used by 2.5 percent of the
participants, while Allopathy, Ayurveda and alternate methods was tried by four
couples. Two of the couples had used all of these viz., Allopathy, Ayurveda,

Homeopathy and alternate methods.

Table 7.19: Percentage distribution of couples by the type and combination of centres
used for resolving infertility, Kerala

Type of centre used for treatment Couples
0

Allopathy only 53./(‘;
Ayurveda only 0.7
Homeopathy only 0.2
Allopathy and Ayurveda 13.7
Allopathy and Homeopathy 13.7
Allopathy, Ayurveda and Homeopathy 7.5
Homeopathy and Ayurveda 0.2
Allopathy, Homeopathy and Alternate methods 2.5
Allopathy and Alternate methods 7.5
Allopathy, Ayurveda and Alternate methods 0.7
Allopathy, Ayurveda, Homeopathy and Alternate methods 0.3
Total 100.0

(604)

7.9 Treatment status at the time of interview

Those respondents who reported not having a child or being pregnant at the time of
interview were asked about their current status of treatment. There were 457 couples
who did not have a child at the time of interview and were in different stages of the
treatment trajectory. Out of these 457 respondents, 35.9 percent were continuing
treatment and 36.8 percent were taking a break from treatment. Nearly one-fourth of
them (24.1%) reported they had stopped all the treatment, while 2.6 percent said they
were not taking treatment since their treating doctor had asked them to wait. One of
them reported that their spouse was unwilling to continue the treatment and two
reported they were trying religious approaches and hence were not on modern

medicine treatment at the time of interview.
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Table 7.20: Percentage distribution of couples who had no children and were not
pregnant at the time of interview by treatment status, Kerala

Treatment status Couples
Y%

Break from treatment 36.8
Continuing treatment 35.9
Stopped treatment 24.1
Currently no treatment since doctor asked to wait 2.6
Partner unwilling to continue treatment 0.2
Faith based approaches to resolving infertility 0.4
Total 100.0
(457)

7.10 Treatment through which pregnancy was achieved

In all, 147 out of the 604 couples achieved pregnancy through the various treatments
or other means. Nearly fifty percent of couples conceived normally after ovulation
induction for the women or treatment for the spouse. One fourth of the pregnancies
happened when the respondent or spouse had stopped taking medicines either by way
of completely abandoning the treatment or while taking a break between treatment
episodes. Assisted reproduction helped 15.6 percent of the respondents to achieve
pregnancy either via IUI, Artificial Insemination with Donor Sperm (AID), or
IVF/ICSI. A small proportion (8.8%) also reported they got pregnant via other forms

of treatment.

Table 7.21: Percentage distribution of the couples who achieved pregnancy status by
means through which it was achieved, Kerala

Treatment through which the child was born Couples
Y%
After stopping all treatment, including during the break 25.9
Normally conceived after OI, partner undergoing treatment 49.7
ART- 1UI, AID, IVF/ICSI 15.6"
while on other treatment including Ayurveda, Homeopathy 8.8
or alternate methods
Total 100.0
(147)

*15(65.2%) couples achieved pregnancy via IUI and 8(34.8%) achieved pregnancy via IVF
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Section IV: Outcome variable - achieving pregnancy
The outcome variable for the study was defined as the achievement of pregnancy by
the respondents. At the time of interview, 147 (24.3%) were either pregnant or were

having a child and 457 (75.7%) were not pregnant or not having a child.

The district wise pregnancy status/with child status at the time of interview is given in
table 7.22. In Malappuram district more than 80 percent did not have child or were not
pregnant at the time of interview, while in Kottayam and Thiruvananthapuram districts
the proportion who did not have a child or were pregnant was approximately 71
percent. Kottayam district and Thiruvananthapuram district had nearly 29 percent of
the couples who had achieved pregnancy or were with child at the time of interview.
The percentage of couples who achieved pregnancy or with child status in

Malappuram was about half of that of couples in the other two districts.

Table 7.22: Percentage distribution of couples who achieved pregnancy or with child
status by districts, Kerala

Achieved Couples

pregnancy or with %o

Yes 28.1 29.4 15.9 243

No 71.9 70.6 84.1 75.7

Total 100.0 100.0 100.0 100.0
(196) (201) (207) (604)

Section V: Pregnancy status and characteristics of couples
The proportion of women who got pregnant by their characteristics will be explained
under three different categories, viz., with the socio-demographic factors,

physiological factors, and the health system factors.

7.11 Association of pregnancy status and socio-demographic characteristics

The proportion who got pregnant with the duration of the marriage, education of the
couple, employment status of the couple, religion of the couple and the SES of the
couple is explained in this section. Chi-square tests were done for examining
associations, if any between the selected socio-demographic variables and the outcome

1.e., achieving pregnancy.
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7.11.1 Duration of marriage

The proportion who got pregnant was high among those who had a marriage duration
of 10 to 15 years. When the duration of marriage was less than five years, the
proportion getting pregnant was 16 percent while this proportion increased to 27
percent as the duration of marriage increased to 5 -10 years. The maximum proportion
who got pregnant was observed in the marriage duration between 10 to 15 years
(31.0%). As the duration increases to more than 15 years, there is a decline in the
proportion who get pregnant. This proportion declines further when the duration of

marriage is more than 20 years.

Table 7.23: Proportion of couples who got pregnant /with child status by duration of
marriage, Kerala

Total Couples Couples having Proportion p
Duration of child/ pregnant of couples value
marriage who got
(in years) Frequency % | Frequency % pregnant
1-5 years 143 23.7 24 16.3 0.16 0.06
5- 10 years 207 343 56 38.1 0.27
10- 15 years 136 22.5 42 28.6 0.31
15-20 years 78 12.9 17 11.6 0.22
20+ years 40 6.6) 8 54 0.20
Total 604 100.0 147 100.0 0.24

7.11.2 Education of couples

The proportion who got pregnant was slightly higher when the education of the
respondent was higher than the education of the spouse. The proportion who got
pregnant was almost same when both the respondent and spouse had same level of
education or when the education of the spouse was more than the respondent. No
significant association was found between the education of the couple and the

achievement of pregnancy.
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Table 7.24: Proportion of couples who got pregnant /with child status by the joint
education status of couples, Kerala

Total Couples Couples having  Proportion p

Education of the child/ pregnant  of couples value
couple who got

Frequency % | Frequency % pregnant
Education of 257 425 58 395 023 047
respondent=
Education of
spouse
Education of 282  46.7 75  51.0 0.27
respondent>
Education of
spouse
Education of 65 10.8 14 9.5 0.22
respondent<
Education of
spouse
Total 604 100.0 147 100.0 0.24

7.11.3 Employment status of couples

The proportion of couples who got pregnant was observed to be higher when the
respondent was not employed but spouse was employed. This proportion was lower
when both were employed compared to when both were not employed. But the
number of couples in the both not employed category is very less and hence the high

proportion may not be truly reflective of the actual association.
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Table 7.25: Proportion of couples who got pregnant /with child status by joint

occupational status of couples, Kerala

Total Couples Couples having Proportion p
Employment child/pregnant of couples value”
status of the Frequency % | Frequency % who got
couple pregnant
Both not 10 1.7 3 2.0 0.3 0.01
employed
Respondent 496  82.1 126 85.7 0.25
not employed
but spouse
employed
Respondent 5 0.8 0 0.0 0
employed but
spouse not
employed
Both 93 154 18 12.) 0.19
employed
Total 604 100.0 147 100.0 0.24

¥chi square test was done for three groups by merging two and three to form either of them employed

7.11.4 Religion of couples

Couples who belonged to the Muslim religious persuasion had a relatively lower

proportion who got pregnant compared to those belonging to other religious

persuasions viz., Hinduism and Christianity. There was no association with religion

and achieving pregnancy among the couples who had used infertility treatments.

Table 7.26: Proportion of couples who got pregnant /with child status by religion of

couples, Kerala

Total Couples Couples having Proportion p

Religion of child/pregnant of couples  value
the couple Frequency % | Frequency % who got
pregnant

Hindu 298 49.3 76 51.7 0.26 0.12
Muslim 203 33.6 40 27.2 0.20
Christian 103 17.1 31 21.1 0.30
Total 604  100.0 147 100.0 0.24
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7.11.5 Socioeconomic status of couples

The proportion of couples who got pregnant or with child status was higher among the
upper middle SES group compared to other groups and the lowest among the middle
SES group. Socio-economic status was found to be significantly associated with

achieving pregnancy.

Table 7.27: Proportion of couples who got pregnant /with child status by socio-
economic status of the couples, Kerala

SES status Total Couples Couples having Proportion p
(SES score) child/pregnant of couples  value
Frequency % | Frequency % who got
pregnant
Low (0-3) 119 19.7 28 19.1 0.24 0.01
Middle (3-6) 322 533 66 449 0.20
Upper middle 128 21.2 45  30.6 0.35
(6-9)
High (>=9) 35 5.8 8 54 0.23
Total 604  100.0 147 100.0 0.24

7.12 Association of pregnancy status and selected physiological characteristics
Among all the physiological characteristics, family history of infertility, and type of
infertility experienced by the couple were examined for associations with achieving

pregnancy status.

7.12.1 Age at start of treatment

The proportion of women who achieved pregnancy was high among those who started
treatment before 30 years of age. This proportion decreased as the age of initiating
treatment increased above 30 years. The age of initiating treatment was found to be

significantly associated with achieving pregnancy.
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Table 7.28: Proportion of couples who got pregnant /with child status by age at start

of treatment of the respondents, Kerala

Age of the Total respondents Couples having Proportion p
respondent child/pregnant of couples value”
at the time Frequency % | Frequency % who got

of starting pregnant
treatment

<20 years 64 10.6 p. | 14.3 0.33 0.04
20-25 years 264 43.7 57 38.8 0.26

25-30 years 183 30.3 53 36.1 0.29

30-35 years 74 12.3 13 8.8 0.18

>=35 years 19 3.1 3 2.0 0.16

Total 604  100.0 147 100.0 0.24

# chi-square test done for four categories of age of the respondents at the start of the treatment by
combining 30-35 years and >=35 as >=30 years

7.12.2 Family history of infertility

The proportion of couples who got pregnant or with child status was low if both the

respondent and their spouse had a family history of infertility. The proportion

achieving pregnancy was almost the same if the spouse alone had a family history or

no one had any family history of infertility. The proportion who achieved pregnancy

or with child status was relatively higher when the respondent alone had any family

history of infertility.

Table 7.29: Proportion of couples who got pregnant /with child status by family history
of infertility of the couples, Kerala

Family Total Couples Couples having Proportion p
history of child/pregnant of couples value®
infertility Frequency % | Frequency % who got
for: pregnant
Woman &3 13.7 25 17.0 0.30 0.80
Spouse 107 17.7 25 17.0 0.23
Both 35 5.8 3 2.0 0.09
None 379 62.8 94 64.0 0.25
Total 604 100.0 147 100.0 0.24

# chi-square test done for two categories, family history of infertility and no family history for

infertility
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7.12.3 Type of infertility experienced by couples

The proportion who got pregnant was high when the infertility was reported to be due
to female factor and it was lowest when the contributing factor for infertility was
reported as both male and female factor infertility. Male factor alone also had a lower
probability of achieving pregnancy when compared to others. The type of infertility

experienced by the couple was significantly associated with achieving pregnant status.

Table 7.30: Proportion of couples who got pregnant /with child status by the type of
infertility experienced by the couples, Kerala

Total Couples Couples having Proportion p

Diacnosis child/pregnant of couples value
g Frequency % | Frequency % who got
pregnant

Male factor 214 35.4 45 30.6 0.21  0.03
Female 161 26.7 53 36.1 0.33

factor

Both 80 13.2 15 10.2 0.19
Unexplained 149 24.7 34 23.1 0.23
Total 604  100.0 147 100.0 0.24

7.13 Association of pregnancy status with health system factors
The health system factors viz., type of centre used by the couples was examined for

associations if any, with achieving pregnancy.

7.13.1 Type of centres

The type of centre was divided into only Allopathy and Allopathy along with other
treatments or other treatments alone. The proportion of couples who got pregnant or
with child status was higher if they used allopathy compared to those who have used
other methods alone or in combination with allopathy. There was significant

association between the type of centre used by the couple and the outcome.
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Table 7.31: Proportion of couples who got pregnant /with child status by type of
centres used by the couple, Kerala

Total Couples Couples having Proportion p
Type of child/pregnant of couples value
centres Frequency % | Frequency % who got

pregnant

Allopathy 321 53.1 93 63.3 0.29  0.01
Only
Others only 283 46.9 54 36.7 0.19
or with
Allopathy
Total 604  100.0 147 100.0 0.24

7.14 Discussion

The mean age of the respondents was 32 years in the sample and that of their spouses
was 39 years. Majority of the women in the sample had marriage duration between 5-
10 years. The longer marriage duration (>=20 years) was highest among couples in
Malappuram district, which could be due to the early marriage in this community while
shorter marriage duration (1-5 years) was highest in Kottayam district. The time taken
to start care seeking between 1-2 years of marriage was highest in Kottayam district
which could be due to the late age at marriage in this district and hence the urgency to
seek care. But care seeking initiated between 2-5 years and after 5 years of marriage
was high in Malappuram when compared to other districts, and this could be due to
the migrant status of men in this district. Majority of the respondents were either
equally educated or more educated than their spouses in the sample. The level of
literacy is comparable with the literacy levels of the three districts in 2011 where in
the female literacy rates were 90.89 percent, 95.67 percent and 91.55 percent for
Thiruvananthapuram, Kottayam and Malappuram respectively (Census of India

2011a).

In the sample, majority of the respondents were not employed while their spouses were.
This proportion was lowest in Kottayam district while Thiruvananthapuram and
Malappuram had almost equal proportion of respondents not employed while their
spouses were. Kottayam district also had higher proportion of both respondents and

their spouses employed. The patterns are similar to the proportion of female workers
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among those aged 15-59 (including main and marginal workers). In
Thiruvananthapuram, Kottayam and Malappuram the proportion of female workers
among those aged 15-59 were 28.1 percent, 29.7 percent and 11.3 percent respectively
according to the Census 2011 (Census of India 2011b). The fact that more women were
not employed means that they were in a better position (with respect to time) to seek
treatment as wage loss would not be an issue for them, but it would be for the spouses

who were more likely to be employed.

Most of the respondents in the sample belonged to Hindu religion. While comparing
the religious distribution of the respondents with that of the district using the Census
of 2011, we find that the percentage of Hindus is lesser in the sample (58.8%) when
compared to 66.5 percent for Thiruvananthapuram district. Proportionately, the
proportion of Muslims is higher in the sample, when compared to the distribution of
Muslims in the district (24.2% vs 23.7%). A similar higher representation of Muslims
in the sample from Kottayam is also noticed (10.8% in the sample vs.6.4% in the
district). The Malappuram sample, on the other hand indicates a higher proportion of
Hindus than found in the population in the district (34.3% vs 27.6%) (Census of India
2011c).

When compared to the Census figures for the districts, the sample had a higher
percentage of representation of the ST group for Kottayam where the ST group
represents merely 1.1 percent of the population. In Thiruvananthapuram and
Malappuram, the sample did not identify any persons from the ST category. In these
two districts Kottayam and Thiruvananthapuram, the percentage of ST population was

0.6 percent and 0.8 percent respectively (Census of India 2011d).

In the sample, there was a higher proportion of couples who reported having male
infertility compared to female infertility. The proportion of male infertility was slightly
higher than the range of estimated distribution of it in the overall cause of infertility
(35.4% vs 20.0-30.0%) (Hamilton 2012; Hoffman et al. 2012; Vander Borght & Wyns
2018). This could be due to the overestimation of male infertility, possibly due to
testing done in private labs. The proportion of infertility due to female factor causes

was within the range of estimated distribution of it in the overall cause of infertility
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(26.7% vs 20.0-35.0%) (Hamilton 2012; Hoffman et al. 2012). Infertility due to
problems in both partners was less than the range of estimated distribution of it in the
overall cause of infertility (13.2% vs 25-40.0%) (ESHRE 2020). Infertility due to
unexplained causes was almost similar to the estimated distribution of it in the overall

cause of infertility (20.2% vs 10.0-20.0%) (ESHRE 2020; Hoffman et al. 2012).

Multiple centres were negotiated by couples for infertility care in the study, and this
use of multiple centres for infertility treatment has been demonstrated in a study done
in Kerala. The same study also reported using multiple systems of medicine and
alternate methods for infertility treatment. Allopathy was used as the first point of care

in the study and this was also reported in the same study (Ravi 2017).

At the time of interview, nearly one fourth of the couples had achieved the desired
outcome. Among those who did not have a child at the time of interview, almost equal
proportion were on break from treatment or were continuing treatment for infertility.
Among those who had a child, half of them achieved it via normal conception following

ovulation induction or treatment of their partner.

The proportion who achieved pregnancy was high among those couples who initiated
treatment within 10-15 years of marriage. The possible explanation could be the
migrant status of the husbands in the earlier periods of marriage. In the study, nearly
30 percent of the spouses were working/ had worked overseas. Out of this, 12 percent
of the spouses were working overseas at the time of the study and 20 percent reported
that their spouse had history of working overseas during the earlier period of marriage.
Education, employment status and religion of the couples were not significantly
associated with the outcome i.e., achieving pregnancy, while socio-economic status
was found to be significantly associated with achieving pregnancy. Given that the

private sector care is more frequently sought, this association is not surprising.

Among physiological factors, age at start of treatment and type of infertility were
significantly associated with achieving outcome. This age at start of treatment could
also be a outcome of the migrant status of the husbands, where those who started

treatment at 25-30 years had higher proportion who got pregnant.
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Type of centre used by the couples was also found to be significantly associated with
achieving the outcome. Those who combined the different systems of medicines had a
lower proportion achieving pregnancy compared to those who used allopathy alone.
This could mean that those requiring assisted conception may be using other systems
of medicine which may be causing the delay in achieving pregnancy. It was seen in the
study that that 32 (5.3%) couples were suggested [UI and 128 (21.2%) were suggested
IVF. Two fifths of those suggested IUI (40.6%) and more than three fifths of those
suggested IVF (62.5%) did not pursue it as they did not want to take up those treatment
options. The unwillingness or inability of the couples to take up the optimal option for
resolving infertility could be due to the stigma associated with use of donor sperms or

due to lack of resources as mentioned in chapters 9, or other un-identified reasons.

166



Chapter 8

Care seeking pathways for infertility in the three selected districts of Kerala

This chapter address the objective to describe the care seeking pathway for infertility
of couples with infertility in Kerala. It describes the care seeking pathway for infertility
among couples who actively seek/sought care in the three selected districts of Kerala.
These findings are based on the community based survey done among 604 women
who have history of care seeking for infertility. The care seeking pathway for couples
includes multiple centres for infertility care. For convenience we propose to refer to
the centre and its level using the abbreviation C followed by the Arabic numeral to
indicate the level, thus referring to the sixth centre as C6. In all, the maximum number

of centres visited was 11.

This chapter consists of two sections. The first section provides a descriptive analysis
of the care seeking pathway across the maximum of 11 centres during the duration of
up to 15 years for some who persisted. The second section provides the event history
analysis using a life table approach to compute the conditional rate (hazard or failure

rate) of achieving pregnancy for the couples.

Section I: Care seeking pathways for infertility among couples

This section includes the description of the care seeking pathway among couples for
infertility. It includes a summary of the total number of couples entering and exiting
each infertility centre, types of centres visited, treatments taken in each centre, duration
of time spent in each centre, status of the couple who did not move from one centre to

another and lastly the reasons for discontinuation from each centre.

8.1 Entry and exit of couples at each centre

The number of couples who enter and exit each centre is summarised in Table 8.1.
Those who remain in the same centre were those who continue treatment there or meet
with success through achievement of pregnancy in that centre or those who stopped
treatment entirely after seeking it at that centre or were taking a break from treatment
(Table 8.5 gives the details). From table 8.1 we see that the number of couples moving

to the next centre for care are higher than those remaining at the same centre up to the
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level of the sixth centre (C6). From C7, the pattern reverses with higher proportions
choosing to remain in that centre. The exception to this were those in C9 in the care
seeking trajectory, wherein 62.5 percent move to next centre.

Table 8.1: Distribution of couples entering and exiting the care seeking pathway in
each centre during care seeking for infertility

Couples entering and exiting the Couples not shifting to another centre
centres
Couples Couples Total Continuing Exiting Total
Centre . ogn .
N moving not shifting in the same the centre
0 to the to the next centre
next centre
centre
C1 &1.6 18.4 100.0 (604) 18.9 81.1 100.0 (111)
C2 74.2 25.8 100.0 (493) 27.6 72.4 100.0 (127)
C3 68.0 32.0 100.0 (366) 31.6 68.4 100.0(117)
C4 574 42.6 100.0 (249) 22.6 77.4 100.0 (106)
CS5s 56.6 43.4 100.0 (143) 29.0 71.0 100.0 (62)
Cé6 55.6 44.4 100.0 (81) 36.1 63.9 100.0 (36)
Cc7 48.9 51.1 100.0 (45) 34.8 65.2 100.0 (23)
C8 364 63.6 100.0 (22) 28.6 71.4 100.0 (14)
CcH9 62.5 37.5 100.0 (8) 66.7 33.3 100.0 (3)
C10 20.0 80.0 100.0 (5) 75.0 25.0 100.0 (4)
C11 0.0 100.0 100.0 (1) 0.0 100.0 100.0 (1)

8.2 Types of centres visited by couples during care seeking for infertility

The distribution of centres the couples visited by the type of medical practice is given
in table 8.2. The most preferred type of medical practice was Allopathy. Such
Allopathic centres offering infertility care were mostly concentrated in the private
sector. Ayurveda, Homeopathy and alternate methods were also used by couples for
resolving their infertility. The alternative methods mentioned here includes ‘unani’-
not AYUSH (Ayurveda, Yoga and Naturopathy, Unani, Siddha and Homeopathy),
folk medicines and faith-based methods. A majority of the couples used Allopathic
centres as the first point of care while a sharp rise in the number of people who had
used Ayurveda, Homeopathy and alternate methods was noted from C2 onwards and

the number of couples using this remained more or less same up to C4. Another
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important feature of this pattern of care seeking is the proportion using Allopathic
centres in the public sector and the proportion using it in private centres. Couples
initiate use of AYUSH (Ayurveda and Homeopathy) and alternate methods combined
from the entry into the second Allopathic centre and this proportion tends to gradually
increase in comparison to the Allopathic centres in the public sector. The reason of
more couples shifting to other systems could be because of the issue of unaffordability
of care in private sector and the limited number of facilities in the public sector for

infertility treatment.

Table 8.2: Percentage distribution of couples visiting different types of centres
during care seeking for infertility

Type of centre

Centre %
No Allopathy- Allopathy- Ayurveda Homeo Alternate Total

Public Private pathy  Methods
C1 11.4 86.0 1.3 1.3 - 100.0 (604)
C2 12.2 73.6 5.9 8.1 0.2 100.0 (493)
C3 10.9 70.5 10.7 7.4 0.5 100.0 (366)
C4 13.7 61.4 11.2 12.1 1.6 100.0 (249)
Cs 11.2 59.4 14.7 14.0 0.7 100.0 (143)
Cé 14.8 63.0 8.6 12.4 1.2 100.0 (81)
C7 15.6 48.8 20.0 15.6 - 100.0 (45)
C8 13.7 50.0 4.5 273 4.5 100.0 (22)
C9 - 75.0 - 25.0 - 100.0 (8)
C10 20.0 20.0 - 60.0 - 100.0 (5)
C11 - 100.0 - - - 100.0 (1)

In addition, the tendency to shift from one centre to another happens when hope is
instilled by someone who had used it successfully or someone else whose acquaintance
had. These factors may be driving the couples who shift to other systems of medicine

or alternate methods as they move along this care seeking pathway.
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8.3 Treatments taken across various centres by couples during care seeking for
infertility

There are different levels of treatment that were sought and obtained at each centre.
Hence, if in any centre the couples had only undergone preliminary investigations,
which included history taking, blood and semen analysis, with some vitamin tablets
for some it is reported as preliminary investigations only (PI), if they had undergone
preliminary investigations (PI) and other advanced investigations like hysteroscopy,
hysterosalpingography (HSG), laparoscopy, then it is reported as advanced
investigations for women (Al women). If along with PI and AT women, some medical
management like follicular study, medical management for regulating menstruation
and ovulation induction were done it is labelled as medical management of women
(MM women). If PI along with treatment for men or only treatment for men was
provided, then it is labelled medical management of men (MM men). And if medical
management had been done for both men and women, then it is labelled as medical
management both (MM both). If along with these IUI was done, then IUI was taken
as the treatment and if IVF was undergone by any couple, IVF was taken as the
treatment undergone by the couple. Others category include- waiting for IUI or IVF or
other treatments but had not yet started it at the time of interview, or if the couples had
gone to Ayurveda or Homeopathy centres, they were labelled as taking medicines

under the ‘others’ category.

Across centres the proportion of women getting medical management for infertility
was more compared to other treatments. This could be because to undergo IUI and
IVF, the women would be induced for ovulation. Intra Uterine Insemination (IUI) and
Invitro Fertilisation (IVF) were utilised by 8-10 percent in the first two centres and it
increased to almost 15 percent by the time the couples went to C3, while the use of
IUI and IVF decreased to 10 percent at C4. But after that in all the subsequent centres,
the proportion of couples undergoing IUI and IVF is more than 10 percent. This means
that those who were persisting in the pathway started using IUI and IVF once other
treatment modalities had been exhausted without the desired results. In Chapter 7

(Table 7.16) we had discussed the type of infertility that was causing difficulty in
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achieving pregnancy for couples, we had noted that for this study population male

factor alone contributed to a higher percentage of infertility. But table 8.3 indicates

that the proportion of men alone undergoing treatment is less compared to women

alone or both men and women undergoing treatment.

Table 8.3: Percentage distribution of treatments taken across various centres by the

couples during their care seeking for infertility

Type of treatment

Centre %
No PI Al MM MM MM IUI IVF  Others Total

only women  women Men both
C1 19.5 2.0 30.8 13.2 24.5 6.5 0.2 3.3 100.0 (604)
C2 12.0 2.0 282 124 22.5 8.5 1.6 12.8 100.0 (493)
C3 12.6 1.4 25.4 9.3 19.1 128 245 16.9 100.0 (366)
C4 12.5 2.8 26.9 8.8 18.1 8.8 1.6 20.5 100.0 (249)
Cs 18.9 1.4 21.0 8.4 11.2 10.5 5.6 23.0 100.0 (143)
Co 14.8 3.7 21.0 9.9 11.1 148 6.2 18.5 100.0 (81)
Cc7 15.6 2.2 20.0 6.7 13.3 6.7 4.4 31.1 100.0 (45)
C8 22.7 - 36.5 - 13.6 4.5 9.1 13.6 100.0 (22)
c9 - - 50.0 - 37.5 - 125 - 100.0 (8)
C10 20.0 - 60.0 - - - - 20.0 100.0 (5)
C11 - - - - 100.0 - - - 100.0 (1)

If in any of the centres, Ayurveda or Homeopathy was used by the couple, then they

were given medicines i.e., either for the respondent alone, or for the spouse only or for

both. In majority of the cases, medicines were given to both the respondents and their

spouses. In some situations, at levels C1 and C2, some couples were only asked to do

a semen analysis and were referred to an Allopathic centre.
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8.4 Duration of time spent for treatment by couples in each centre during care
seeking for infertility

The entire treatment duration for the 604 couples across all the centres, was between
one month and 180 months, with a mean duration of 60 (59.9) months. This is inclusive
of the time they had taken off from treatment. The upper limit of 180 months is an
artefact of the exclusion criteria, namely those who had sought treatment for more
than15 years due to potential recall bias.

The duration of time (in months) spent by those couples who moved from one centre
to another is shown in table 8.4. This includes the time spent on treatment and duration
when there was a break from treatment. An average duration of six to eight months
was spent in treatment by the couples in the treatment phase. The average duration of
treatment was highest in the first three centres. The average break duration ranged

between 8-19 months, and was the highest in the third centre.

Table 8.4: Distribution of the duration of time spent for treatment and break from
treatment by couples in each centre during care seeking for infertility

Centre Duration (in months)-Treatment Duration (in months)-Break

No Minimum Maximum Mean | Minimum Maximum Mean
C1 1 84 8.0 1 167 16.6
C2 1 66 8.1 1 137 16.8
C3 1 72 8.2 1 117 18.9
C4 1 96 7.0 1 86 12.9
CS 1 36 6.5 1 75 13.5
Cceo 1 25 7.0 1 96 14.6
Cc7 1 25 6.3 1 33 10.6
C8 1 24 6.2 1 45 13.5
Cc9 1 12 6.0 1 23 8.3
Cc10 - 1 1.0 - 6 6.0
Cc11 - 7 7.0 - - -

8.5 Status of couples who did not move from once centre to another
The number of couples who reported that they did not move to another centre were

counted across centres. The reasons for not moving to another centre is shown in table
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8.5. The couples either stopped the treatment, took a break from treatment, were
currently not on treatment (because the medical professional had asked them to wait
before starting treatment or because the spouse was unwilling to follow through on

treatment), got pregnant or were continuing in the same centre.

From the first centre 111 couples reported that they did not go to another centre. One
fourth of them reported that they were taking a break from the current treatment, while
32 percent did not go to a second centre as they got pregnant. Almost an equal
proportion of couples reported that they either stopped treatment completely or were

continuing in the same centre.

In C2, 127 reported not moving to another centre, of which the majority (29.1%) said
they got pregnant and hence did not have to move to another centre. While nearly 28
percent were continuing treatment in C2, approximately 27 percent reported that they

took break from treatment and almost 13 percent had stopped all treatment after C2.

In C3, there were 117 couples who did not move to another centre. A majority (31.6%)
of them reported that they were still continuing in the same centre, and 27.3 percent
were taking a break from treatment. In the third centre, 21.4 percent reported they got
pregnant and almost 19 percent reported they stopped all treatments and hence did not

go to another centre.

In C4, 106 respondents did not go to another centre. Here there was no transition to
another centre because majority of the respondents said they were taking break from
treatment (34.0%), and almost 23 percent said they either got pregnant or were

continuing in the same centre, while one-fifth of them had stopped treatment after C4.

In C5, 62 reported not going to another centre, 16 percent reported they got pregnant
and 29 percent reported they were continuing in C5. In C6, of the 36 who reported not
going to another centre, majority (36.1%) were continuing in the C6 itself and nearly

28 percent got pregnant. Others were either taking a break or had stopped treatment.

From C7 to C10, among those who did not go to the next centre, a majority were either

continuing in the same centre or were taking break from the treatment.
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We can see here that in the first two centres (C1 & C2) couples exited the treatment
pathway with a higher proportion getting pregnant followed by a majority taking break
from treatment. By the time couples reached the third or higher order of centres, the
proportion of those taking a break from treatment increases. The proportion of couples
who stop treatment or are on no treatment tends to also increase by C5. Most persons
got pregnant by C4, and after that, they more or less seemed to have stopped treatment
or were taking a break from treatment. Essentially, what this means is that on an
average, couples persist in seeking care for infertility up to at least four centres but

after that, tend to stop permanently or take a break from care seeking.

Table 8.5: Percentage distribution of the reason for not transitioning from one centre
to another by couples during care seeking for infertility
Status of treatment at the time of interview

%
Centre  Stopped Takinga Currently Got Continuing Total
No treatment break no pregnant treatment
from treatment
treatment
C1 17.1 25.2 6.3 324 19.0 100.0
(111)
C2 12.6 26.8 3.9 29.1 27.6 100.0
(127)
C3 18.8 27.3 0.9 214 31.6 100.0
(117)
C4 20.8 34.0 - 22.6 22.6 100.0
(106)
CS 25.8 27.4 1.6 16.1 29.1 100.0
(62)
Cé6 16.7 19.4 - 27.8 36.1 100.0
(36)
C7 17.4 34.8 4.3 8.7 34.8 100.0
(23)
C8 214 28.6 - 214 28.6  100.0
(14)
Cc9 - 333 - - 66.7 100.0
3)
Cc10 25.0 - - - 75.0 100.0
Q)
c1 100.0 - - - - 100.0
(@)
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8.6 Reasons for discontinuation in each centre by couples during care seeking for
infertility

The reasons for discontinuation included, psychological distress of treatment, physical
burden of treatment, clinic related issues, no faith in treatment success, poor prognosis,
logistic/practical reasons, personal reasons, trying on one’s own, postponement of
treatment/taking a break from treatment, doctor censoring'(Gameiro et al, 2012),
financial issues, treatment related logistical problems, other health problems, not
wanting to pursue a specific treatment, pursuing alternative methods/treatments, no
longer wish to have a child, continue the treatment, pregnant/conceived and other
reasons. Different reasons were mentioned by the respondents for discontinuing
treatment from a particular centre. Since the respondents gave multiple responses for
discontinuation in each centre, similar reasons were later grouped together to form

single group, in all, determining six distinct groups of reasons for discontinuation.

The respondents reported a reason or a combination of these five reasons, and these

reasons are tabulated in table 8.6.

No faith in the success of the treatment was cited as the reason for discontinuation by
majority of the respondents across the centres. Following this, financial issues and

other logistical and personal issues were stated as reasons for discontinuation.

"Doctor censoring here means when the treating doctor decided to stop continuing treatment as he/she
finds the condition of the patient not amenable to treatment or when all the treatment modalities have
exhausted without an outcome or improvement in the condition of the patient.
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Table 8.6: Percentage distribution of reasons for discontinuation by couples in each centre during their care seeking for infertility

Reasons for C1
discontinuation

C2

C3

C4

Cs

Ceé

C7

C8

Cc9 C10

C11

Health/ 3.6
bodily related
(HB)'

Clinic / treatment 5.0
related (CT)?

No faith in 22.4
treatment success

(NF)’

Financial/ 12.1
logistical/

personal issue

(FLP)*

4.8

7.8

26.1

16.3

5.1

9.3

23.3

19.5

2.2

8.4

29.8

17.6

24

16.0

29.6

14.4

2.9

7.3

26.4

19.1

11.3

34.2

3.0

5.0

5.0

30.0

10.0

16.7 -

50.0 -

100.0

'HB included psychological distress of treatment, physical burden of treatment, and other health problems, *CT included clinic related issues, and do not want to

pursue specific treatment, SNF included no faith in treatment success and poor prognosis, *FLP included logistic/practical reasons, personal reasons, financial
issues, and treatment related logistical problems, >OTNT included trying on own, postponement of treatment/taking a break from treatment, doctor censoring,
pursuing alternative methods/treatment, no longer wish to have a child, °P included only those who got pregnant, reasons 7-18, included a combination of the

above reason 1-5 as represented.
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Table 8.6: Percentage distribution of reasons for discontinuation by couples in each centre during their care seeking for infertility

(Contd.)
Reasons for C1 C2 C3 C4 C5 Cé C7 C8 C9 C10 C11
discontinuation
Pursuing other 9.1 54 4.8 7.9 4.0 59 5.7 10.0 - - -
treatments/
not taking
treatment
(OTNT)?
Got pregnant 4.6 6.3 4.5 6.1 4.8 13.2 5.7 15.0 - - -
(P)°
HB-CT’ 0.2 0.4 0.3 0.4 1.6 - - - - - -
HB-FLP? 0.7 0.9 0.6 - - - 2.9 - - -
HB-NF° 0.7 - 0.3 0.4 - - 2.9 - - - -
HB-NF-FLP'? 0.2 0.2 - - 0.8 - - - - - -
HB-OTNT!! - 0.2 - - -

'HB included psychological distress of treatment, physical burden of treatment, and other health problems, *CT included clinic related issues, and do not want to
pursue specific treatment, SNF included no faith in treatment success and poor prognosis, ‘FLP included logistic/practical reasons, personal reasons, financial
issues, and treatment related logistical problems, >*OTNT included trying on own, postponement of treatment/taking a break from treatment, doctor censoring,
pursuing alternative methods/treatment, no longer wish to have a child, °P included only those who got pregnant, reasons 7-18, included a combination of the

above reason 1-5 as represented.
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Table 8.6: Percentage distribution of reasons for discontinuation by couples in each centre during their care seeking for infertility

(Contd.)

Reasons for C1 C2 C3 C4 C5 C6 C7 C8 C9 C10 C11
discontinuation

CT-FLP!2 0.3 1.5 2.4 2.2 1.6 - 2.9 - - - -
CT-NF! 0.5 09 - 0.4 - 1.5 - - - - -
CT-OTNT™ - 04 0.3 0.9 . 1.5 2.9 - - - -
CT-NF-FLD!5 - B - : - 1.5 B - - - -
NF-FLP!® 2.2 3.3 3.6 2.7 32 1.5 2.9 - 16.7 - -
NF-OTNTY it 0.7 0.6 0.4 0.8 1.5 = - - - -
FLP-OTNT!8 0.3 0.2 0.6 0.9 1.6 1.5 2.9 - - - -
Others 38.1 24.6 24.8 19.7 19.2 16.2 20.0 25.0 16.7 100.0 -
Total 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0

(585) (460) (334) (228) (125) (68) (35) (20) (6) (2) (1)

'HB included psychological distress of treatment, physical burden of treatment, and other health problems, CT included clinic related issues, and do not want to
pursue specific treatment, NF included no faith in treatment success and poor prognosis, *FLP included logistic/practical reasons, personal reasons, financial
issues, and treatment related logistical problems, >OTNT included trying on own, postponement of treatment/taking a break from treatment, doctor censoring,
pursuing alternative methods/treatment, no longer wish to have a child, °P included only those who got pregnant, reasons 7-18, included a combination of the
above reason 1-5 as represented.
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Section II: Event history analysis: Rate of achieving pregnancy in couples with
infertility using a life table approach

Event history analysis or survival analysis involves the modelling of the time to event
data. The treatment duration, which is the time to event variable in this context ranged
from 1 to 180 months. Couples who had more than 15 years (180 months) of treatment
duration were excluded from the survey, but there were a few couples who were still
in the care seeking pathway at 180 months during the survey. The data was collected
retrospectively for each participant from the time of entering the care pathway for
infertility up to when the event occurred (here pregnancy) or up to when they
discontinued treatment (i.e., those who took break from treatment or had stopped
treatment). Others who did not belong to either of these categories and were still
continuing in the pathway at the time of interview, did not have the event till the last
day of observation i.e., the date of interview. These are censored data in this study i.e.,
those who stopped treatment, those who took break from treatment and those who did
not have the event till the last day of observation. Due to the presence of censored
data i.e., when the time to event is not observed, survival analysis offers the best means

to manage censored data.

8.7 Life table approach depicting survival probabilities and failure rate in couples
with infertility

The tables 8.7 and 8.8 summarise the major statistical estimations from the life table
analysis. The survival function is the probability that an individual survives longer
than a specific time ‘t’ i.e., any specific value of the variable time to event or survival
time ‘T’. Here the survival function means that the probability of continuing in the

care seeking pathway without the achieving pregnancy.

The hazard function h(t) of survival time ‘T’ give the instantaneous rate of occurrence
of the event. It is defined as the rate of failure during a very small time interval,
assuming that the individual has survived to the beginning of the interval. Since our
event of interest is pregnancy, here the hazard function denotes the rate of getting

pregnant during a given time interval (t, t+At), provided the individual had continued
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in the care seeking pathway. Pregnancy rate is used here to refer to the hazard/failure

rate, which is the conditional probability for pregnancy adjusted for time.

In this study, for the survival time variable, the 25" percentile is 69 months and the
50™ percentile is 177 months. It means that 25 percent of the participants have survival
times less than 69 months and 50 percent of the participants have survival time less
than 177 months. There are missing values for the 75™ percentile, which is the result

of high prevalence of censoring in this study.

The survival probabilities of the couples with infertility i.e., the probability of
continuing in the care seeking pathway at least up to time ‘t’ after entering the care
seeking for infertility is given in table 8.7. Here the total exposure time of 180 months
is grouped into 4 intervals of 60 months each. The probability of continuing in the care
seeking pathway at least to 60 months without the outcome was 0.79 and this dropped
to nearly half at the end of the observation period i.e., 180 months. It also indicates
that only 79 out of 100 persist in treatment for more than 60 months and as duration
of exposure goes up, the probability of persisting in care amongst those who did not
get pregnant tends to decline. The probability of couples continuing in the care seeking
pathway for more than 120 months is 64 percent and it declined to 54 percent at 180

months and more.

Table 8.7: Life table survival probabilities of continuing in the state of infertility
across time with standard errors and confidence intervals

Total Probablllf));
number Ly
Treatment at the continuing Std
duration ..~ Pregnancy Censored in the care ©95% CI
; beginning : Error
in months seeking
of the
interval pathway
(Survival)
0.7538-
0-60 604 100 243 0.7927 0.0185 0.8263
0.5804-
60 -120 261 38 137 0.6363 0.0271 0.6367
0.4571-
120 -180 86 8 69 0.5374 0.0395 0.6111
0.2327-
180 - 9 1 8 0.4299 0.1012 0.6134
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The hazard function h(t) is the conditional probability of having the event (getting
pregnant here) at any given time (t, t+At), having survived (continued in the pathway
without the outcome) up to that time. The rate of pregnancy in the interval 0-60 months
was 0.0039 which decreased to 0.0037 in the interval 60-120 and to 0.0028 in the
interval 120-180 months. It means that if 1000 couples, start treatment, about 4 will
get pregnant at any given time between 0-5 years, if they persist treatment up to the
end of that period. Of those who continue in their care seeking pathway for infertility,
again, only 4 out of 1000 couples will get pregnant at any given time between the
interval between 5-10 years if they have persisted in the treatment up to the end of the
period. This reduces to 3 per 1000 in 10-15 years. It should be noted that the CI for the
hazard rate widens as we move from the duration 0-60 to 180 and above months. Here
hazard is a conditional failure rate which means that the attainment of event i.e.,
pregnancy here is conditional up on the continuation in care seeking pathway. While
the decline in the rate of pregnancy is not stark, it should be read against the wide CI

for this rate.

Table 8.8: Life table hazard rate of couples persisting in the pathway across time
with standard errors and confidence intervals

Total Cumulative Conditional
number at
Treatment pregnancy rate of
. the Std. S . Std.
duration : . rate achieving 95% CI1
. beginning Error Error
in months (Cum. pregnancy
of the ]
. Failure) (Hazard)
interval
0.0031-
0- 60 604 0.2073 0.0185 0.0039 0.0004 0.0046
0.0025-
60 -120 261 0.3637 0.0271 0.0037 0.0006 0.0048
0.0009-
120 -180 86 0.4626 0.0395 0.0028 0.001 0.0047
180 - 9 0.5701 0.1012 - - -

8.8 Conditional rate of getting pregnant with different treatments
The couples at the time of interview were in different stages of treatments, stage one

included preliminary investigation only, followed by stage two which was advanced
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investigations for women. The third stage of treatment was medical management of
women, the next or fourth stage was management for men. If both men and women
had undergone management for their problems this constituted another category called
the medical management both, which was stage five. If the couples had undergone 1UI
they fall into the sixth and if they undergone IVF they will fall into the final or seventh

stage of treatment.

The categorisation of couples in the specific stage was based on the highest stage
attained. It should be remembered that couples progress through stages
unidirectionally. This means, one cannot return to diagnosis stage if they have
progressed along to a higher stage. This categorisation of the different stages means if
a couple has undergone preliminary investigations only, they fall into the ‘preliminary
investigations’ category. But if they had done preliminary investigations and/or
medical management of women and medical management of men, then they belong to
‘medical management of both’ category. There were some participants who reported
they had only taken Homeopathic or Ayurvedic treatment, and they form a separate
category. The summary of the stage of treatment attained and the pregnancy rate in

that stage is given in table 8.9.

From table 8.9 it is clear that the cumulative pregnancy rate is higher in the group
where there is medical management of women compared to medical management of
men or both. The cumulative pregnancy rate is higher in the IVF category compared

to the TUI category.

From the hazard rates given in table 8.8 we note that the only 4 per 1000 couples get
pregnant at any given time in the interval 0-60 months, if they persisted treatment up
to that time. The pregnancy rate, if they persisted in the care seeking with different
stages of treatment, it was about 6 per 1000 couples if it was medical management of
women only, and 4 per 1000 couples if the treatment was done only for men. It further
dropped to 3 per 1000 if it was medical management of both or if the couple had to
move to IUIL It was as low as 2 per 1000 couples at any given time in the interval 0-

60 months, if they persisted treatment up to that time and undergone IVF.
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If the couples continued in the care seeking pathway for 10 years with the medical
management of women only, it yields the same failure rate, of 6 per 1000 couples
getting pregnant at any given time in the interval 60-120 months, if they persisted
treatment up to that time, while it is 3 per 1000 couples for medical management of
men alone in the same time interval. It is important to note the failure rate here means
getting pregnant. The failure rate drops to almost 1 per 1000 couples at any given time
in the interval 60-120 months, if they persisted treatment up to that time and the
treatment is done for both the couples. The IUI and IVF shows an increase in their
failure rate if the couples persist for 10 years which is 6 per 1000 couples and 3 per
1000 couples at any given time in the interval 60-120 months, if they persisted
treatment up to that time for IUI and IVF respectively.

If they persist in the care seeking pathway for 15 years, the failure rate i.e., the
conditional rate for pregnancy is 0 per 1000 couple at any given time in the interval
120-180 months, if they persisted treatment up to that time for those undergoing
treatment only for women, which means that the male partner in these couples may be
having the problem and they are not willing to take treatment and it is the women who
are taking treatment. The failure rate is 3 per 1000 couples for those taking
management for men alone, for both and for IUI. Here the IUI shows a decline in rate
of achieving pregnancy. The IVF shows a failure rate of 4 per 1000 couples at any
given time in the interval 120-180 months, if they persisted treatment up to that time,
which is lesser than the 10 years outcome but it yields the highest outcome in the 15-

year duration among all the different treatment stages.

This could mean that those couples who need IVF as the definite treatment are not
attempting it earlier and they are going in for it when all other treatment methods are
exhausted. Hence it results in a higher pregnancy rate for IVF in the later stages of

treatment seeking.

Regarding the management of men only, those who seek care earlier and stick with the
treatment regime may be likely to get the outcome. It declines as the time period
increases to 10 or 15 years and the outcome is a constant which means these may be

men who require assisted reproductive techniques but are still doing medical
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management or are continuing in the pathway by using alternate systems of medicine

for their problem.
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Table 8.9: Conditional rate of getting pregnant with different stages of treatment

Total number Cumulative Conditional rate of
Treatment . .
duration in . ?t the pregnancy rate Std. Error failure (achieving Std. 95% CI
months beginning of (Cum. pregnancy) Error
the interval Failure) (Hazard)
Other methods only used
0-60 6 0.5000 0.2500 0.0111  0.0074 0.0000- 0.0256
Preliminary investigations only
0-60 41 0.2857 0.0913 0.0056  0.0021 0.0015-0.0096
60-120 | 1.0000 - 0.0333 - -
Advanced investigations for women
0-60 11 0.0000 0.0000 0.0000 - -
60-120 4 0.0000 0.0000 0.0000 - -
120-180 3 0.0000 0.0000 0.0000 - -
Medical management of women only
0-60 121 0.3204 0.0491 0.0064  0.0012 0.0041-0.0086
60-120 31 0.5367 0.0753 0.0063  0.0023 0.0017-0.0109
120-180 6 0.5367 0.0753 0.0000 - -
180- | 0.5367 0.0753 - - -
Medical management of men only
0-60 65 0.2136 0.0571 0.0040  0.0012 0.0016-0.0063
60-120 27 0.3287 0.0784 0.0026  0.0015 0.0000-0.0056
120-180 11 0.4320 0.1159 0.0028  0.0028 0.0000-0.0082
180- 1 0.4320 0.1159 - - -
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Table 8.9: Conditional rate of getting pregnant with different stages of treatment (contd.)

Total number Cumulative Conditional rate of
Treatment . . .
duration in . ?t the pregnancy rate Std. Error failure (achieving Std. 95% CI
months beginning of (Cum. pregnancy) Error
the interval Failure) (Hazard)
Medical management of both men and women
0-60 190 0.1873 0.0319 0.0034  0.0006 0.0022-0.0047
60-120 81 0.2464 0.0411 0.0013  0.0006 0.0000-0.0025
120-180 25 0.3541 0.0788 0.0026  0.0018 0.0000-0.0061
180- 1 0.3541 0.0788 - - -
Intra uterine Insemination
0-60 138 0.1526 0.0322 0.0028  0.0006 0.0015-0.0040
60-120 92 0.3947 0.0512 0.0056  0.0012 0.0032-0.0080
120-180 28 0.5082 0.0723 0.0034  0.0020 0.0000-0.0073
180- 1 0.5082 0.0723 - - -
Invitro Fertilization
0-60 32 0.1311 0.0611 0.0023  0.0012 0.0001-0.0046
60-120 25 0.2583 0.0856 0.0026  0.0015 0.0000-0.0056
120-180 13 0.4066 0.1161 0.0037  0.0026 0.0000-0.0088
180- 5 0.6044 0.1791 - - -
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8.9 Conditional rate of getting pregnant with the type of infertility of couples

The couples had different type of infertility diagnosis and were divided into male
factor, female factor, both male and female factor and unexplained reasons. The rate
of pregnancy with respect to the diagnosis is summarised in table 8.10. The rate of
getting pregnant with male infertility was lower compared to other types of infertility.
The conditional rate of achieving pregnancy in all the categories showed a lower
probability in the 0-60 months interval compared to the 60-120 months interval except
for male infertility. This tends to drop again in the 120-180 months period. In male
infertility the conditional rate of achieving pregnancy was higher in the 0-60 months
treatment duration compared to 60-120 months duration, the pregnancy rate showed a

rise in the 120-180 months duration.

This table reinforces what was seen in the conditional failure with different treatments.
Here, those with male infertility has higher rate of pregnancy at 5 years treatment
period, while this tends to drop at 10 year period and it tends to again raise in the 15
year period. This pattern could be because some couples went for IVF only in the 10-
15 year period after exhausting all other options. Female infertility has the highest
failure rate i.e., achieving pregnancy in all the time intervals 5-15 years period, with
the highest at 5-10 years, the possible explanation for it could be the migrant status of
the husbands. Since during the earlier years of marriage the husbands may be still
working abroad and due to shorter period of vacation, the pregnancy rate is reduced
because the exposure period and fertile period may not always coincide. When both
partners in a couple are having some conditions that impair reproduction, the
pregnancy rate is 3 per 1000 couples at any given time in the interval 60-120 months,
if they persisted treatment up to that time and is 0 per 1000 couples at any given time
in the interval 120-180 months, if they persisted treatment up to that time. This can
also point to the need to use assisted reproduction when these couples were still
pursuing lower levels of treatment with medicines Allopathic or other systems of
medicine. In unexplained infertility also there is higher pregnancy rate at 10 year

period i.e., 5 per 1000 couples compared to 5 year period which is 4 per 1000 and at
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15 years it is 3 per 1000 couples. This could also be indicative of the use of alternate

systems by those couples who may need ART.

Table 8.10: Conditional rate of getting pregnant with diagnosis of infertility

Total z Conditional
Cumulative .
Treatment number pregnancy failure
. at the Std. rate(of Std.
duration .. rate . 95% CI1
in months beginning (Cum. Error achieving Error
of the Failure) pregnancy)
interval (Hazard)
Male infertility
0-60 214 0.1897 0.0297 0.0035 0.0006 0.0023-
0.0047
60-120 101 0.2816 0.0404 0.0020 0.0007  0.0006-
0.0034
120-180 32 0.4290 0.0731 0.0030 0.0019  0.0001-
0.0075
180- 3 0.4290 0.0731 - - -
Female infertility
0-60 161 0.2605 0.0384 0.0050 0.0008  0.0033-
0.0067
60-120 66 0.4817 0.0536 0.0059 0.0014  0.0030-
0.0087
120-180 25 0.5820 0.0676 0.0036 0.0021  0.0000-
0.0076
180- 3 0.5820 0.0676 - -
Both male and female infertility
0-60 80 0.1395 0.0431 0.0025 0.0008  0.0009-
0.0041
60-120 40 0.2783 0.0674 0.0029 0.0013  0.0004-
0.0055
120-180 17 0.2783 0.0674 0.0000 - -
180- 2 0.7594 0.2787 - - -
Unexplained infertility
0-60 149 0.2115 0.0383 0.0039 0.0008 0.0024-
0.0055
60-120 54 0.4007 0.0622 0.0045 0.0015 0.0016-
0.0075
120-180 12 0.4863 0.0955 0.0026 0.0026  0.0000-
0.0076
180- 1 0.4863 0.0955 - - -
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8.10 Conditional rate of getting pregnant with the type of centres used by
couples

The couples had used Allopathy alone across centres or other systems of medicine or
alternate methods alone or in combination with Allopathy across the centres. The
failure rate i.e., the conditional rate of achieving pregnancy with the type of centre

used by couple is shown in table 8.11.

The cumulative failure rate is higher for those using allopathy alone compared to those
using other methods alone or with Allopathy. Here we can see that the pregnancy rate
is 6 per 1000 couples at any given time in the interval 0-60 months, if they persisted
treatment up to that time among those who used Allopathy alone, this rate reduces to
5 per 1000 couples and 4 per 1000 couples at any given time in the interval 60-120

months and 120-180 months, if they persisted treatment up to that time respectively.

While among those couples who had used other methods like Homeopathy, Ayurveda
or alternate methods alone or along with Allopathy across different centres, the
pregnancy rate was 2 per 1000 couples at any given time in the interval 0-60 months,
if they persisted treatment up to that time, which increased to 3 per 1000 couples at
any given time in the interval 60-120 months and 120-180 months, if they persisted
treatment up to that time. From the table 8.2 (on type of centre visited by the couples),
it is clear that although couples tend to use other systems of medicine or alternate
methods more frequently as they move to the next centre, the number of couples who
use the Allopathy centre in private sector remains higher. This possibly explains the
results here, i.e., those who are persisting in the pathway for 10 or 15 years may be
using more Allopathic centres in combination with other centres compared to those in
the care seeking pathway for 5 years and hence the higher rate of pregnancy among

those couples.
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Table 8.11: Conditional rate of getting pregnant with type of centres used by couples

Total . Conditional
Cumulative .
Treatment number prépuaiicy failure rate
. at the Std. (of Std.
duration - rate - 95% CI1
. beginning Error achieving Error
in months (Cum.
of the Failure) pregnancy)
interval (Hazard)
Allopathy only
0-60 321 0.3006 0.0296 0.0059 0.0007  0.0046-
0.0072
60-120 86 0.4958 0.0445 0.0054 0.0013  0.0029-
0.0079
120-180 25 0.5966 0.0631 0.0037 0.0021  0.0000-
0.0079
180- 2 0.5966 0.0631 - - -
Other methods alone or in combination with Allopathy
0-60 283 0.1152 0.0205 0.0020 0.0004 0.0013-
0.0028
60-120 175 0.2535 0.0332 0.0028 0.0006 0.0016-
0.0041
120-180 61 0.3557 0.0513 0.0025 0.0011  0.0003-
0.0046
180- 7 0.5168 0.1447 - - -

8.11 Discussion

In the present study, the couples have used up to 11 centres for infertility care. There
is transition from one centre to another at a different pace in different centres. The
volume of movement from one centre to another is higher in the earlier stages of the
care seeking pathway. The tendency to jump from centre to centre declines as the
number of centres visited increases. The possible reason for this could be the desire to
achieve pregnancy as fast as possible. The inability to achieve it at any centre may be

propelling their movement to the next centre.

Allopathy was used by most of the couples, and it was the first point of care seeking
for infertility for majority of the couples in the study. As the couples moved to the next
centre along the care seeking continuum there was a shift from Allopathy to Ayurveda
and Homeopathy. These alternate methods were negotiated by the couples in the care
seeking pathway alone or along with other systems of medicine. The long waiting time
in the Allopathy system for many procedures especially in the government sector, the

low faith in the success of the treatment and high cost of care for Allopathic treatment
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which tend to be concentrated more in the private sector are some of the factors for
this shift from centre to centre. All of these factors, combined with the positive
feedback and anecdotal narratives of success of certain providers also lure the couples

into trying it for themselves.

Even though the proportion of male infertility is higher in the study, we see a mismatch
in the proportion of men and women undergoing treatment. Proportion of women
undergoing treatment was higher compared to men undergoing treatment. One
possible explanation is that most of the assisted reproductive treatments are centred on
the woman’s body. Women reported that the husbands do not present themselves for
treatment. This could also be a reason for lower proportion of men undergoing

treatment.

The duration of treatment spent by the couples was highest in C4, after which the time
spent by the couples in subsequent centres declined drastically. This decline may be
because the number of couples who stopped treatment was higher after C4. The
findings suggest that majority of the couples had got pregnant by C4. It could also be
the couples who are continuing in the care seeking pathway beyond C4 are those with
male factor infertility or those who needed ART procedure but were delaying it. Hence
a lesser number is seen beyond C4 and also the lesser duration spent in each centre
beyond C4, due to the unacceptability of undergoing ART treatments by couples for

various reasons.

The life table analysis shows that the medical management of women yields the
highest failure rate (failure rate here means probability of getting pregnant per unit of
time) across different treatment stages in different time intervals across the period 0-
120 months. This can be read against the failure rate in different categories of
infertility, where couples with only female factor infertility present a higher failure
rate. This could be because females continue to persist the treatment while men are
reluctant to undergo treatment, especially when male factor infertility is the cause and
they are suggested ART treatment. The reluctance to undergo assisted conception
reported by the respondents in the qualitative component of the study is validated by

the findings here. We can see that assisted reproductive technology including IUI using
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donor sperm and IVF are producing higher failure rate in the later duration in the
pathway i.e., IUI after 5 years and IVF after 10 years. This means that such methods
are being postponed by the couples in the earlier years of their care seeking due to

various reasons.

The failure rate drops to almost one-third when using other methods alone or in
combination with Allopathy compared to when using Allopathy alone. This result
cannot be naively interpreted as Allopathy offers better results compared to other
methods or AYUSH. The tendency to move to other centres which may be AYUSH
or alternate methods happen when the couples do not achieve desired results. These
may be resultant when couples who need assisted conception methods to achieve
pregnancy. Due to inability to afford such treatments and/or reluctance to undergo such
treatments, they may forgo Allopathic treatment. This may be the reason why they are
not yielding the result when using other systems of medicine or alternated methods

alone or in combination with Allopathy.

The care seeking pathway for infertility can be long or short for different couples
depending on their diagnosis, the ability to afford treatment at any centre, and also the
persistence in the care seeking pathway. Multiple trajectories are adopted by couples
so as to achieve the desired result which puts them in a pathway where unauthorised
measures are adopted to achieve pregnancy. The reluctance to undergo certain
treatment methods due to personal, religious or cultural reasons are some factors which

are responsible for prolonging the care seeking pathway of couples.
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Chapter 9

Gendered consequences of the care seeking process

This chapter presents the results of the final phase of the research process which aimed
to describe the infertility specific distress in women undergoing treatment for
infertility and to understand the possible consequences of infertility for women. The
narratives were elicited using in-depth interviews among 10 women who had sought
care for infertility in the two districts of Kerala, Thiruvananthapuram and
Malappuram. The interviews enabled an understanding of the gendered consequences
of infertility vis-a-vis the process of care seeking for infertility. I aim to describe the
process of care seeking and the differences in it when male or female factor
reproductive impairment in the couple is the cause for infertility. This process of care
seeking has gendered implications as women are adversely affected due to the absence
of a child emotionally and socially. They have to bear the physical burden of the

various treatment procedures as well.

9.1 Participants’ profile

Among the 10 participants interviewed, seven of them had infertility due to male factor
two had female factor infertility and one had both male and female factor infertility.
Two of the husbands were in gulf after marriage for a significant time, and eight of
them had their husbands staying with them. One of them at the time of interview was

a widow.
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Table 9.1: Profile of the participants interviewed

S1 Name of the Age Type of infertility Husband (was/is)
no  participant*® in gulf
1 Shyla 36 Female factor Yes

2 Radha 53 Male factor Yes

3 Nihar 30  Both male and female No

factor

4 Jasmine 30 Male factor No

5 Sulfath 27 Male factor No

6 Raji 34 Male factor No

7 Maya 46 Female factor No

8 Naiha 32 Male factor No

9 Malathy 38 Male factor No

10 Shahina 37 Male factor No

*Names changed to provide anonymity

The themes developed after merging of the codes are explained below in four sub-
headings viz., the process of care seeking describing the differences in male and
female factor infertility, gendered nature of infertility, sustaining care by virtue of

‘hope’ and lastly, the process of coping by women.

9.2 Process of care seeking: Differences in male and female factor infertility

The care seeking for infertility starts with the recognition of the problem when there
is delay in getting pregnant after trying to get pregnant. This recognition ignites
care seeking for infertility which culminates only with achieving a successful
pregnancy. While for others who have not achieved the pregnancy status, the care
seeking continues in varied forms even as they wait for a positive outcome to
happen. This process continues intermittently for some when finances are an issue
while others voluntarily withdraw when their reproductive processes have halted.
But regardless of the cause of infertility the process of care seeking begins and
continues only if the male partner takes a proactive role in the process. Care seeking

for infertility diverge depending on the diagnosis with mostly couples having
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female factor infertility staying in the pathway longer than those with male

infertility alone.

9.2.1 Absent male partners: Impedance to early recognition and care seeking
for infertility

The recognition of infertility by the couples is the foremost factor in initiating care
seeking but such an event also depends on other factors like cohabitation of the
couples for a fairly reasonable amount of time so as to enable a recognition that
something is wrong. The women reported that due to the absence of their husbands
at home there was delay in initiating the treatment. They also added that there was
intermittence in treatment seeking due to work related responsibilities of their
husbands. They were employed overseas and this was a barrier to continuity in care

seeking.

“After marriage, husband stayed here for three months and then went back. Then
when he came again he stayed for two years and we tried. We went to the doctor
when nothing was happening.” (Shyla, 36 years, wife having reproductive

impairment)

“I got married at 14 years, I had menarche after coming here only. After marriage
husband went to gulf and he came back after 6 or 7 years. That time he stayed here
for 5-6 months, and we showed the doctor but we did not do any major treatment
then. He went back to gulf again. Then every year he used to come, then only we

started treatment.” (Radha, 53 years with male factor infertility)

Couples with male factor infertility reported that the doctors advised the husbands
to stay back at home so as to improve their sperm count, if they were working
overseas. This was reported by the women as not feasible because of financial

responsibilities at home.
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“Then only doctor checked and told the climate is not okay. When you adjust to the
climate here, again you go back to Gulf. Either you stay here or take the wife with
vou, and that both should stay together. Count will not improve if you go - like that
doctor told.” (Radha, 53 years with male factor infertility)

In contrast to this, early recognition and care seeking was reported by women whose
husbands were at home. In such cases treatment was initiated within a span of two

years of marriage.

“It has been 14 years since marriage, after six months we started treatment. From
then to now there is treatment, now it's been a while since we have stopped

treatment.” (Jasmine, 30 years with male factor infertility)

9.2.2 Divergences in care seeking pattern for male factor infertility and female
factor infertility

There appears a divergence in the care seeking pattern for couples with male and
female factor infertility. The presence of male factor alone as the cause of infertility
resulted in a truncation of the mainstream (allopathic) treatment due a range of reasons,
which are discussed subsequently in this chapter. Initial treatment seeking was done
by most men and this trajectory of care seeking stopped at different points. Some
decided not to pursue treatment once the diagnosis of male infertility was made while
others went on to seek medical or surgical corrections as advised by the treating
physicians. But when advanced treatment options like IUI or IVF were suggested as
treatment, majority of the men declined such treatment and hesitated to continue
allopathic treatments. Due to the side effects of the medicines many men reported that
they discontinued the treatment since it was impairing their daily activities and work.
As men were having to work, they were unable to attend the consultations with the
doctor. While women continue to seek care for their problem even with all the

difficulties of the treatment, men seem to stop at some point.

Disappearing men: Discontinuation of care seeking for male factor infertility
Women reported that their husbands were not interested in continuing with specific

treatment suggested by the doctor and thus either dropped from the treatment pathway
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or sought other methods of care. This was particularly reported by women whose
husbands were having low sperm count and needed [UI or other ART treatments. Such
treatments were not acceptable to the husbands and they felt that these were not
needed. There was a prevailing notion that insemination treatments used donor sperm
and this was unacceptable. One woman reported that they had done IUI but with

husband’s sperm.

“I was not having any issues to do IUI/IVF but husband was not interested”. (Radha,

53 years with male factor infertility)

“Doctor told sperm count is low, try taking the medicines. If it is not improving with
medicines we will do this like that he told. He told about injecting sperm, but when
doctor told about the injecting treatment husband said no need.” (Jasmine, 30 years

with male factor infertility)

“They told like this, after doing tube test (HSG) if there is no positive results, then
have to inject sperm, after hearing that my husband was not agreeing.” (Sulfath,

27 years with male factor infertility)

“Why we are not interested in it is because people say different opinions, we have
not enquired about it more, they say it is done by taking another sperm (someone
else’s sperm) and injecting. Pregnancy happening that way is not right that’s why.”
(Sulfath, 27 years with male factor infertility)

One of the women also complained that her husband’s reluctance to listen to the
suggestions has created the current situation in her life, which left her alone after her

husband’s death.

“Then he always told me what if there is no child, we will live like this. Now I think
if he had listened about adoption there would have been a child. ” (Radha, 53 years

with male factor infertility)
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Persistent women: Women continue seeking care amidst difficulties

Women experienced physical and cultural difficulties during the treatment process.
The physical discomforts stem from the various treatment procedures and the need to
comply with the instructions of the doctor. This included the need to have intercourse
on the day when injection was given for ovulation induction. They stated that the
injection was painful and it was hard for them to even sit but were driven by the need
to have a child which made them forget the physical pain. Some even added that on
such days the inclination to have sexual activity diminished but they had done it just
for having the child. There were also cultural difficulties for them when the

examination was done by male doctors.

“When given injection, it will be very painful, we can t even sit properly by pressing
the back. The day when injection is given that day it will be very painful, then they
ask to have sexual contact on that day itself. Then it is for us, right? so we overcome

it.” (Sulfath, 27 years with male factor infertility)

“I am having the problem, so how much ever pain is there I will have to endure it
because I should have a child somehow.” (Shyla, 36 years with female factor

infertility)

“Yeah, pain is there while doing scan. Where ever we go all the doctors will be male,
so when they do scan and all it is difficult for us. If it is Dr X or Dr Y they are all men
and they only will be doing the scan, so it is difficult for us. Then the tiredness due to
taking the medicines, medicines have a lot of side effects.” (Shahina, 37 years with

male factor infertility)

But all these difficulties were endured by the women thinking that they will get a
child at the end of it. Women said they were not unhappy in bearing the difficulties
but were stressed when they had to do the pregnancy test after all these hardships.

“No problems like that. During that time we will not feel fed up, we are doing it with
a hope so there won t be that feeling of fed up. Then when we get to know it has not
happened then there is despair.” (Maya, 46 years with female factor infertility)
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“No, there is no tension when doctors advise to have intercourse on specific dates,
but tension is when we do the pregnancy test. Then both of us will get up in the
morning do the test, if it is negative then that day is over will be crying and all. That
time is the tension. Otherwise no tension, it is for having child right. Some days they
say not to have sex, for good sperm to form.”(Malathy, 38 years with male factor

infertility)

9.2.3 Misinformation/Misconceptions about ART treatment leading to its non-
adoption

The reluctance to do IUI/IVF stems from hearsay knowledge about the use of donor
sperm in such treatments. There is a popular notion that treatments like ART are not
needed if the man’s semen shows evidence of the presence of sperms. Therefore, when
such treatments are suggested, they think donor sperm will be used nefariously and it
1s not necessary because the man’s semen has sperms. Women have reported that they
were unaware of the details of the treatment due to poor communication by providers

or lack of understanding of information communicated to them.

“There is no one who has done such (ART) treatment here, I don 't know anyone. But
people say it will be someone else’s sperm and it won t be ours. It will be someone
else’s we cannot believe what it is right.” (Jasmine, 30 years with male factor

infertility)

“It may be because of our lack of knowledge. We have been told by the doctor that
both of you get admitted and then we get you sperm and do it and all.”” (Sulfath, 27

years with male factor infertility)

9.2.4 Acceptance of ART treatments: Female factor infertility as the cause

IVF was adopted by couples when female factor is the cause for infertility and male
partner was completely normal. This meant that the idea of having own sperm was
very much needed to adopt ART treatments. There was inhibition to undergo

treatments like ART which was needed, owing to is conceptions held by the couples.
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“When we were planning to do IVF. But doctor told it is not needed for us, there is a
lot of eggs, and it is done for those who do not have eggs. But husband was adamant
about doing it, we need a lot of money to do it, in gulf we spent 30,000 dirhams, he was
very adamant about doing it. So like that we did it. ”’(Shyla, 36 years with female factor
infertility)

“Husband did not have any issues in undergoing IVF treatment, everyone was like
somehow a pregnancy should happen. Since I delivered once [had Intra Uterine Death],
somehow one will happen like that hope was there. That is why we borrowed money

and did IVF.” (Maya, 46 years with female factor infertility)

9.3 Consequences of infertility for women

Infertility invariably places the women in a more disadvantaged position due to the
gender norms and roles prevalent in the society. For instance, when men were able to
discontinue treatment at their whim, women continue to persist in the care pathway

because of the consequences they have to face in the family and the society.

9.3.1 Women were forced to persist in the care seeking pathway due to social
norms

The social norms regarding the need for a child and the role challenges of not fulfilling
parenthood both place women at cross-roads demanding that she be seen choosing

some sort of care.

Society questions women at every juncture regarding the absence of pregnancy and
this makes her persist in the pathway of care. There is always interference by the

community members regarding the status of pregnancy and the course of treatment.

“I pray that no women in this earth should have this situation. Whichever child, but
everyone should have one child for themselves. Those without a child will be totally
separated or are made to feel alone/separated from the rest. When we go for some

functions and all, we will be alone.” (Maya, 46 years with female factor infertility)
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Women believe there is no meaning to life without a child, this is reinforced by the
notions of the society which stipulates that a married woman should have at least

one child.

“Yes they ask, till now nothing has happened or no child yet - like that. I tell no. 1
am fed up hearing that.” (Naiha, 32 years with male factor infertility)

9.3.2 Inevitability of blame for infertility for women

The inevitability of the blame and burden of infertility falling on women is
demonstrated by the narratives of the women. They said that even when the
reproductive impairment was their husband’s, the family blamed the women. They
also compared the difference in reaction to male and female infertility, when men were
having problem they acquiesce and sympathise while women had to live in fear about

the questionings of the society and the threat of divorce.

“That we will be separated from the society. Then there will be a threat for divorce,
there are such things happening in the society.” (Raji, 34 years with male factor

infertility)

“In house we do things whatever we can. When we take medicines, we will be tired,
then they say you are just lying down without doing anything.” (Raji, 34 years with

male factor infertility)

“Husband is driver, so he said that the high dose medicines and the job I am getting
tired, so he was not interested to take that medicines. ” (Raji, 34 years with male factor

infertility)

“If [ was having the problem I would have been in my house (meaning natal home).”

(Jasmine, 30 years with male factor infertility)

Women will be labelled as infertile for not being able to get pregnant and have to face
reprobation from the family and the community. Even when they were not having any

impairment, they had to take the blame to deflect exposure of husband as the person
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with infertility. Men rarely acknowledged that it was their problem which stemmed

from the reluctance to discuss male infertility publicly.

“Yes, there is a little bit of problem in the family. It will not be like our own mothers,
out of 100 people 90 people will be like this kind of people. So whatever it is it will
not be like our own mother. We are going in harmony in a way we can.” (Raji, 34

years with male factor infertility)

9.3.3 Distress caused by infertility-borne mainly by women

Women are invariably affected by infertility even if the reproductive impairment is
that of their spouse. The absence of a child creates a lot of emotional consequences for
women including feeling of distress when seeing others with children or while when
others tend to parental roles. This distress stems from the inability to perform such
duties themselves and also these instances remind them of their own body, it makes

them question whether the body of the self is defective or faulty.

“When others pamper their child we also will wish one for us. We will not be like
this forever right, we will get old, so when we fall there should be someone to hold

us right?” (Naiha, 32 years with male factor infertility)

Women reported that such distress affected them more since they stayed at home most
of the time and did not had a mechanism to vent their feelings, while men tend to cope

with it by resorting to alcohol or engaging in other activities.

“When I stay at home it will be more, when I stay at home, after all work I will have a

lot of thoughts, ... ” (Raji, 34 years with male factor infertility)

9.4 ‘Hope’: A way to sustaining the care

Continuation of treatment does not only impinge up on the women’s endurance but
also on the communicated or miscommunicated ‘hope’ through the providers’ good
offices. This results in the sustenance of care seeking for infertility among couples.
They tend to be driven by the ‘hope’ that one or the other treatment will bring in a

solution to their problem.
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9.4.1 Plurality in care seeking for infertility due to ‘acceptance’ of misinformation
and ‘hope’

The presence of ‘hope’ which was passed on by people who were successful in their
pursuit drove the couples with infertility to seeking care. They shuttled between care
providers to achieve a positive outcome. Women said that they shifted from provide

to provider suggested by others hoping that they will get pregnant somehow.

2

“We have taken English medicines (allopathy), have taken ‘nadanmarunnu
(traditional treatments) and all medicines. English medicines alone we have shown to
5-6 places. Each people tell one place, we will go and show there.” (Jasmine, 30 years

with male factor infertility)

They also reiterated that the plurality in care seeking did not happen in the vacuum but
was fuelled by the responses from the providers. They said they were never told by the
treating doctor that they harboured a condition that made it impossible for them to get
pregnant. They also added that the information provided by the providers was very
crucial in taking up treatments or abandoning them. This created ‘hope’ in them and
hence abandoning care was not a sensible option and made them continue in the
pathway of care. This also meant that when medical options were exhausted, they

relied on alternate methods to achieve pregnancy.

“I'was not having any problem to do 1UI but husband was not interested. Husband was
not interested because there was hope that pregnancy will happen by taking medicines
and all. He was taking medicines, so count was improving, it will happen like that hope

was there. ”(Radha, 53 years with male factor infertility)

“Doctors told that we will have child. There are no reasons for not to have. Will have
there is no difficulties like that. We had visited about 10-12 doctors till now, when
people tell we go to different places. Each person will tell one place so we go there.
We will go to one place then when there is no result we go to another place with the

hope that it will happen. Then we will take treatment for 6 months there, and when
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there is no result we will change from there.” (Nihar, 30 years with male and female

factor infertility)

The possibilities fostered by this ‘hope’ causes them to forgo discussions on the option
of adoption. The ‘hope’ of having an own child someday prempts the couple to venture

into adoption.

“I have not thought about adoption until now. We will have a child like that we have
been told. So there is no need for us to think about adoption. So how much ever time it

will take we hope one should happen. ’(Raji, 34 years with male factor infertility)

“No, we haven't thought about adoption because ours has not slipped out of our hand,
when our hope is over then only will we think about another thing right. ”(Sulfath, 27

years with male factor infertility)

9.4.2 Sustenance of treatment also fuelled by financial resources

Although ‘hope’ plays a role in treatment seeking, other factors including the presence
of financial resources were important to sustain the care seeking. Women reported that
treatment was sought intermittently (shifting from allopathic to alternative too) due to
financial limitations. This continued till a solution was achieved or when both physical

and fiscal resources exhausted.

“When there is no money we will not show the doctor, we have to get it from here
from the sea [husband is fisherman], when there is no money we stop. Then when we
get money then only we will treat. One time it cost around 1000-2000 rupees. If there
is that much money we will go if not there then we will not show doctor. We have sold

the gold and have taken treatment.” (Jasmine, 30 years with male factor infertility)
9.5 Coping by women

When women are confronted with blame and experience distress associated with it,

they find ways of reducing it.
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9.5.1 Ways of eliminating/reducing such distress experienced by women

The distress reducing measures as shared by women were learning to live with
infertility. This is done by ignoring those who were casting blame on them or
confronting them. They find solace by learning to live without casting blame on each
other for instance when the husband is having the problem the wife accepts it and lives
with it and vice-versa. Some women said that they do not admit their husband’s

problems and thereby shield them from the blame.

Some women also said there was a supportive environment within the family and it

was less stressful in such situations when the partner or the in-laws do not blame.

B3]

“One lady told “she is a ‘machi’” ( ‘machi’ is a derogatory word which means one
without a child), then they will be telling these without us hearing. One lady has told
which I overheard. And I got very sad. My sister in law was also there, she also did not
have a child then. That day I told that lady, this is because you have not faced it you
do not know the pain of it. When I told like this she understood the intensity of what
she said. She said sorry. They may be telling it because of their lack of knowledge.”
(Sulfath, 27 years with male factor infertility)

“We share our sadness, we do not blame each other and all. This all is what god

gives, there is no use blaming another person for it. It is me who tells the sadness.’

(Sulfath, 27 years with male factor infertility)

“We both do not blame each other. We tell there is no problem, God will correct it
like that we tell. We only have to know our problems.” (Malathy, 38 years with male
factor infertility)

“People used to tell “that lady without the child is coming” and I just ignore
it. ”(Radha, 53 years with male factor infertility)

“There is no blaming in the family. They will ask whose problem is it, so if I tell it is
husband s problem, then there is no issues since it is because of his problem.”

(Jasmine, 30 years with male factor infertility)
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9.5.2 Apathy

Women reported that even after being medically proven that they were not having the
reproductive impairment the in-laws blame them. Some of them added that because
their own son would never be blamed, the blame will fall on the women. They tend to

develop an apathetic acceptance after years of shielding the partners.

“Since we are coming from our house to another house, we will only be criticised.
Parents will not blame their own children. Always will blame those who have come.
Any mother in law or anyone will, their own children will not have any shortcoming
[...] Long back husband’s family asked him to re-marry, that time he has asked if there
is no child in that also what will I do? But then also he has not told anyone that he is
having the problem he has only told what if that is also like this? Will you give food for
that person like that he has asked to his sisters. He never let it outside, it is his problem
like that he has never told. When someone asks he just gives counter answers, sisters
or other when they ask he will not tell, to sisters he tells what if that also do not have
what will you do, will you give like that he asks. So I thought I don t have to tell it. [...]
What to tell, I had forgotten all the things. What we have done, what we have not done

everything I forgot.” (Radha, 53 years with male factor infertility)

9.6 Discussion

The findings from the analysis of this data shows that the continuous cohabitation of
the couples is an important factor that helps in early care seeking. The intermittency in
treatment seeking caused by the non-availability of the husband is a major cause for
treatment not succeeding. When care seeking is initiated, depending on the diagnosis
viz., male factor or female factor, the treatment trajectories diverge. If there is male
involvement, either the side effects of the treatment or time constraints due to job or
both brings the care seeking to halt. But if female factor is the cause for infertility, there
is systematic effort at treatment seeking by women even if the process is painful, or
emotionally disturbing. Such difficulties are withstood by women because of the social
and cultural environment which causes them to look at the trade off in terms of the
cultural significance of having a child. This has been discussed in studies where it was

reported that while women take a proactive role in care seeking, men take a passive
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role (Batool & de Visser 2016). Men tend to escape the physical and mental trauma
mostly owing to the fact that male infertility is never discussed in the public domain as

one of the main causes of infertility among couples.

Women continue to persist in the pathway of care because they are afraid of being
abandoned by the husband and fear divorce. This has been reported in studies done
elsewhere and they also discussed that those women who were economically dependent
on their husbands fear this abandonment more and tried to cover up the male infertility

issues (Nahar & Richters 2011).

Women persist in the pathway of care due the emotional distress caused by labelling
and the agony of watching other people catering to their own children. The continuous
inquisition of the public regarding the status of the pregnancy also makes them persist
in the pathway (Batool & de Visser 2016). Regardless of the causes for infertility, male
factor, female factor or both, the care seeking is impeded by lack of knowledge or
understanding of the various treatment procedures. The wrong beliefs about the use of
donor sperm or the general disinterest among men to undergo treatment results in
intermittent care seeking. Continuation of treatment does not only impinge upon the
women’s endurance but also communicated or miscommunicated ‘hope’ from doctors.
This ‘hope’ combined with the notion of an own child prevent adoption as a means to
ward off discriminatory labelling. Along with these, care seeking is sustained by the
availability of money. This intermittent treatment utilises other systems of medicine,
or alternate methods or magical remedies depending on which ever of these is said to
produce results. The seeking of allopathic treatment when it physically possible or
financially feasible and use of alternative options when it is not continues till they reach

a stage when either their physical or financial resources are exhausted.

This process is extremely tiring and physically exhausting for women who have to take
the blame and also subject their bodies to various treatments. The emotional distress
that the couples go through can be significantly reduced if there is acceptance among
both husband and wife or if male infertility is carefully hidden by women accepting it
and the partner shielding the women from adverse consequences like divorce. On the

other hand, minor bodily problems which are treatable leave them highly anxious as to
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their situation vis-a-vis the marriage. They were afraid that any stated problem in the

female body will disrupt the marital arrangement for them.

From having to take the blame for infertility to bearing the physical and emotional
difficulties of treatment and finally to be ridiculed and challenged by the society and
experiencing mental distress, women are invariably more affected by the absence of a
child. This arises partly because of socially construction of infertility and partly

because of the gender norms and roles prevalent in the society.
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Chapter 10

Discussion and Conclusions

In this chapter I will discuss the empirical findings of this thesis and their implications.
This discussion is based on the ‘hope framework’ identified through this research
process. I will also discuss the limitations of the study and the policy recommendations

in this chapter.

The empirical findings presented in the thesis were based on the following research
questions;
1. What is the expected level of infertility for Kerala and its districts?
2. How do couples seek care for infertility in Kerala and what are the reasons for the
care seeking for infertility?
3. Is there any inequality in the care seeking for infertility in Kerala?

4. What are the consequences of infertility for women in Kerala?

10.1 Care seeking for infertility: ‘Political economy of hope’, deterritorialization
and reterritorialization

In this study, I use Gille Deleuze and Felix Guattari’s concepts of deterritorialization
and reterritorialization (Deleuze & Guattari 1987) to understand the ‘political
economy of hope’ in infertility care. These concepts will be used to draw together the
findings of the study, and to explain how the deterritorialization of reproductive health
care and the deterritorialized infertile couples together sustain the “political economy

of hope’.

‘Hope’ was a recurrent narrative in the stories of women who sought infertility care.
But, ‘hope’ tends to be more at an individual level and although the study focused on
individual care seeking, it encompassed more than just individual problems. Infertility
care seeking does not happen in a vacuum and there are other contextual factors at play
like the social, economic and political factors. Thus, the concept of ‘political economy
of hope’ a term first used by Good et al. (1990), is used here to recognize and link the
multiple processes that operate in the care seeking pathway for infertility. The

conceptualisation of ‘political economy of hope’ serves as a vantage point to examine
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the care seeking for infertility because infertility care involves multiple stakeholders

with varied interests.

The “political economy of hope’ in this context refers to the power or the authority of
biomedicine or the power of knowledge along with the political and economic forces
that control this power, which creates hope among those with infertility. The clear
heterogeneity of interest of this knowledge lends itself to be scrutinised under the
scope of ‘political economy of hope’. Here, hope takes a submissive role to the
knowledge and it (hope) operates at multiple levels to transcend the boundaries of
physical, emotional and financial barriers of the couples with infertility. By layering
the construction of ‘hope of parenthood’, the multiple risks involved and the
probability of failure of the procedure(s) involved in infertility care are papered over
from the realm of reproductive medicine to the realm of political economy of hope.
This serves to synthesise the multiple players’ (including those of the significant
others, providers and regulators) desired option of converting individual desire for a
child to a thriving enterprise that feeds off on this hope to builds a market for itself.
Such a building up of hope does not happen in a demographic or socio-economic
vacuum. The value of a child emerges out of declining fertility rates. Child birth itself
does not provide scope for profits when birth rates are shrinking and therefore market
driven reproductive care industry needs to look at other segments that offer the promise
of better returns for investors. In addition, professionalisation of obstetrics and
gynaecology as a process calls for the application of ‘improved’ technology into the
reproductive process, building up its social status within peer groups of medical
professionals. All three forces contribute to the building up of the political economy

of hope, building up the expectations of overcoming biological limitation.

‘Political economy of hope’ is sustained by different stakeholders, in infertility care it
includes scientists, clinicians, patients, bio-technology industry, and market forces.
But different stakeholders have different interests in this and to explain how each of
these operate in conjunction to sustain this ‘hope’, I have used the concept of
deterritorialization. Deterritorialization means destabilising the spatial boundaries or

increase internal heterogeneity whereas reterritorialization means establishing a new
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relationship, a new process, a new interaction, a new interlinking (Deleuze & Guattari
1987). My analysis here focuses on the care seeking pathway for infertility and how
couples navigated different trajectories to achieve their desired outcome. In the
subsequent sections, the infertility care seeking’s “political economy of hope’ will be
explained using the findings of the study and how couples territorialized on infertility

care.

Reproductive medicine is a specialised field concerning the male and female
reproductive systems and this field specialises in the diagnosis and treatment of
infertility. This specific field of medicine is deterritorialized in the context of the
reproductive care, and the specialised knowledge of doctors is used by the market to
form a for profit sector. This means that the infertility care delivery is deterritorialized.
It is not only the infertility care that is deterritorialized but the infertile couples are also
deterritorialized. This will be explained in subsequent section based on the empirical

findings.

10.2 Demand for infertility services and (bio)medicalization of infertility

According to the Census 2011, the expected level of infertility for Kerala was
estimated to be 16.8 percent among all women in the age group 15-49 years. The
expected level of infertility was 6.1 percent for ever married women in this age group.
It was 5.8 percent for women in the age group 45-49 years. Based on the Census of
India data analysis the childlessness level was four percent in 1981 and six percent in
2001 for ever married women aged 35-39 years (Ram 2010). The infertility level for
India was 11.8 percent based on the criteria ‘sex but no pregnancy’ and it was 16.8
percent based on the criteria ‘sex but no birth’ in 1998-99 (Rutstein & Shah 2004).
The NFHS-2 and NFHS-3 data estimated the infertility levels to be 2.0 percent and 1.9

percent respectively for women married for 5 years (Ganguly & Unisa 2010).

The expected level of infertility at 45-49 years was high in Malappuram (6.7%) and
low in Wayanad (4.4%). The expected level of infertility was high in Pathanamthitta
(9.3%) and low in Kasaragod (4.5%) among the ever-married women in the age group
15-49 years. The infertility levels based on the 45-49 years may be reflective of a true

level since beyond this age group, even the intervention assisted reproduction is
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restricted due to the limitations of biological functioning. But these measures which
are based on the end of childbearing years in a woman, may not be reflective of the

recent trends of infertility (Rutstein & Shah 2004).

The age pattern of infertility measured using the period measure, gave an idea of
expected levels of infertility by age. The rate of decline in infertility in this group is
possibly indicative of intervention aided decline. For all districts in Kerala except
Malappuram, the current expected levels of infertility was lower that the CEB based
measure. This could possibly be indicative of the absence of intervention in this district
either due to absence of infertility services or due to non-utilization of available

services.

10.2.1 Demand for infertility services in the state

The analysis of data from the Census of 2011 demonstrates that there is a definite
demand for infertility services by the couples beyond age 35 years. As noted, 90
percent of the TFR is achieved by age 30-34 years and beyond this age there is a
decline in the natural fertility due to the biological limitation of the reproductive
functions in women. It is thus clear that beyond this age, some couples who are infertile
and have not achieved pregnancy, will be in need of medical interventions to achieve
pregnancy. It was estimated that around 6-7 percent of couples in the age group 35-49

years may be in need of infertility services in Kerala.

In Kerala, there is higher level of private sector participation in health care and this is
noted in reproductive health care services also. This engagement of the private sector
is higher in the northern districts compared to the southern districts. We have noted
that the northern districts viz., Kasaragod, Malappuram and Palakkad have very high
expected levels of infertility at 45-49 years. We also observed that in these districts the
proportion of institutional deliveries in the public sector is between 20-30 percent. This
means a large share of reproductive health care in these districts is through the private
sector pointing to the privatisation of reproductive health care particularly in the
northern districts of Kerala. Although the exact number of private providers offering
infertility services in the state is not known, majority of infertility services are

concentrated in the private sector. This can be discerned from the data on the number
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of centres in the country, according to the International Federation of Fertility Societies
(IFFS) surveillance report (2016), there are around 1000 ART centres in India of which
99.5 percent of the centres are private physician clinics and only 0.5 percent are public
hospital-based clinics (IFFS 2016). This can be attributed to the (bio)medicalization
of infertility and also the market operating on reproductive services. The public sector
infertility services are mainly concentrated in the government medical college
hospitals in Kerala, and not every district of Kerala has a government medical college
and where ever available, a fully functional infertility clinic is not part of all medical
colleges. Thus, this shortage in public sector facilities creates an opportunity for the
private sector (Sadanandan 2001) to expand infertility services in the state. Such a state
of affairs means that financially less endowed couples may not be able to afford

infertility services, which has significant out of pocket expenditure.

Using the CEB based and CFR based expected level of infertility, a higher CFR based
measure compared to CEB based measure means that the level of infertility expected
in the present is higher than that of what it actually should be. In Malappuram, there
is a higher burden of infertility in the present than what is expected based on CEB
based infertility level. One of the reasons could be that there is less intervention
happening in this district, or conditions requiring interventions are being not used by
the couples due to personal reasons or difficulty in accessibility and affordability of

such treatments, which was reported in the survey.

Based on the indexed values we see that only a small proportion of infertility has gotten
bridged between 35-49 years with northern districts having more proportion getting
pregnant at later ages compared to southern districts. In Malappuram, we see that from
the census data, nearly 40 percent of the infertility is bridged between 35-49 years
while in Kottayam and Thiruvananthapuram, this proportion is as low as 23-24
percent. This could mean that in districts like Malappuram, postponement of
pregnancy is happening due to the migrant status of the husbands, and treatment is
initiated fully when the spouses return from overseas and this explains the 40 percent
of bridging that happens in the later ages. While in Kottayam and

Thiruvananthapuram, interventions may be happening in earlier ages and the very few
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cases who are less responsive to the treatments may be continuing the treatment till
later ages. From the survey data, we noted that in Thiruvananthapuram and Kottayam
approximately 29 percent had achieved pregnancy while in Malappuram only 16

percent had achieved pregnancy.

Despite the high cost of care in the private sector and less number of facilities in the
public sector, in the analysis of the survey data to understand the care seeking pathway
of infertility, we see only a small proportion utilised the public sector (11.0%)
compared to the private sector which was used by 86.0 percent of the couples, when
they initiated the care seeking. Most of them stayed in the care pathway for many years

and visited multiple centres.

We have noted that there is medicalisation of health care in Kerala where majority
used formal medical care for minor ailments and this care for the ailments is
predominantly sought from both the public and private hospitals in the state. The
presence of private sector in the health care sector is also demonstrated by the
proportion of facilities in both public and private sector. We also see a huge presence
of private sector in Kerala where majority of the institutional deliveries are happening
in the private sector. So, when we look at infertility care, which is a highly specialised
care, the limited facilities in the public sector would drive the couples to seek care in
the private sector hospitals which is clearly evident in the study where more than 80

percent are seeking care in a private facility.

Thus, the demand for infertility services which is not met by the public sector, is taken
over by the private sector. This together with the biomedical advances in the infertility
care, which is catalysed by the market forces offers new opportunities for the private
for-profit sector. Reproductive health care mainly consisted of treating gynaecological
morbidity and childbirth (Becker & Nachtigall 1992) has shifted its focus to infertility
care also when the gynaecologists started specialising in reproductive endocrinology.
The (bio)medicalization which has brought about advancements in reproductive
technology to treat infertility have enabled the couples to manage their condition
which would have been impossible in earlier times. The (bio)medicalization process

which is driven by the technoscientific advancements and the market forces (McCabe
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2019), has blurred the boundary between the disciplinary power of medicine and

marker forces.

This deterritorialises reproductive medicine, where market forces use the disciplinary
knowledge of the doctors creating specialised knowledge and also creates ‘hope’ for
the infertile couples to use the technologies to achieve their parenthood dream through

popular media representations of the success of these technologies.

10.3 Care seeking for infertility: From ‘desperateness’ to ‘hope’

The infertile couples are referred to as ‘desperate’ in popular representations of
infertility (Franklin 1990), and this desperateness stems from the natural desire for a
child independent of the social context, along with other socio-cultural factors.
Therefore, the desperateness as noted by Franklin (1990) arises because of the social
pressure to conform and the biological pressure to reproduce. This pressure to confirm

to the norm and to have own child was observed in this study.

From recognising the difficulty to get pregnant to care seeking to achieving the
outcome or stopping the treatment at each stage the couples were confronted with
multiple problems. The care seeking was initiated by the context and the individual
factors of the couples and the treatment related factors decided whether they continued
in this pathway or not. In the study it was noted that the decision to start treatment
stemmed from the desire to have a child and also the pressure due to public inquisitions
regarding achievement of pregnancy status. The role of social contexts in shaping care
seeking for infertility was reiterated in this study by the women who reported that they
were constantly under the public scrutiny and were also objects of social ridicule in
the absence of a pregnancy. This made them emotionally vulnerable and this pressure
forced them to seek care not only in the beginning but also during the times when they
took a break from the treatment. Riessman (2000) reported similar accounts of women
who said that they sought care because of the public scrutiny and labelling. This public
scrutiny of women stems from the notions of womanhood and motherhood which is

prevalent in the society (Widge 2005).
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The expectation from society made the women embody the idea that it is their bodies
that were harbouring the problem. Women were anxious about embodying
reproductive impairment when they failed to get pregnant. This was mainly due to the
fear of marital disruption and other social repercussions. The women in the infertile
couple live in fear of marital disruption and abandonment and their lives were
subjected to stigma and gossips (Nahar & Richters 2011). This happened even in the
absence of absolute female infertility, because male infertility diagnosis also brought
in uncertainties in women’s life. They were blamed for it by the in-laws, and to add
insult to injury they had to take the blame voluntarily to avert shame for their husbands.
Male infertility is seen as something not absolute, since it is believed that as long as
they can ejaculate they are fertile (Inhorn 2003). Women shoulder the blame for their
husband’s infertility problem to avert stigma, psychological trauma and possible

martial disruptions that can occur if male infertility is disclosed (Inhorn 2003).

The gender norms attribute the motherhood role to women and those who fail to attain
this role are subjected to isolation, stigma and social ostracization (Hampshire et al.
2012). So, women fear this state and strive to achieve motherhood by any means. What
this essentially entails is that they have to continue seeking care till they achieved the

desired outcome.

We see here that the couples have visited multiple doctors or hospitals, even alternate
methods like faith-based healing, folk medicines and magical remedies were also used
by couples to achieve the desired outcome. The respondents in the study had used up
to 11 centres at the time of survey, with up to four centres used by 40 percent of the
respondents. While majority of them had used only allopathy for treatment, some of
them had combined it with Ayurveda, Homeopathy and even with alternate methods.
It has been reported in studies that the most frequently deliberated option was medical
help by the couples (van Balen et al. 1997). A preference for Allopathic system of
medicine was observed in a study done in Kerala (Ravi 2017), which also showed that
the infertile couples used different systems of medicine to achieve the outcome (ibid).
This indicates that the couples are trying everything within their means to achieve

pregnancy, which points to their ‘desperateness’ to confirm to the norm/reproduce.
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Because even when they reported that the treatment cycles were physical and

emotionally demanding they chose to stay in the pathway.

Majority of them got pregnant at the first two centres, while among the couples who
proceeded to the third or higher order centres, the proportion of those taking a break
from treatment increased. The reasons reported for taking break or stopping treatment
at a specific centre were, no faith in the treatment being successful at that centre, or
they had exhausted their financial resources and the break time helped them to
replenish the resources. Also, some stopped treatment due to the unacceptability of the
proposed treatment (viz., IUI or IVF) by the doctor. The in-depth interviews with
women found that this unacceptability stemmed from the fear that donor sperm will
be used. This unacceptability of donor sperm has been reported in a study done in
Kerala (Ravi 2017), while another study from India reported that the use of donor
sperm was acceptable to the couples compared to adoption, but there was always

secrecy in the use of it due to social and cultural boundaries (Bharadwaj 2003).

Couples who needed assisted reproductive methods to achieve pregnancy declined it
due to the fear of use of donor sperm. This also meant that they try alternate methods
to achieve pregnancy thereby prolonging their care seeking. The taboo attached to
donor sperm is evident in the narratives of women who reported that assisted
reproduction was done in cases where the husband had no reproductive impairment

and only the wife had a problem.

Another reason for break in the treatment or stopping treatment as reported by the
women was that the treatment cycles were demanding and this affected them both
physically and emotionally. While this was cited as a reason for stopping treatment,
women simultaneously averred their efforts to seeking care as long as they could
because they wanted a child and they were also afraid of the adverse consequences it
had if they did not. They also said that even though they were ready to continue
treatment, husbands who were subjected to any kind of treatment, discontinued the
care trajectory citing physical weakness and the inability to continue the treatment.

They were breadwinners of the family and hence their physical agility was important
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compared to women who were likely to be verbally abused by in-laws if they took

some rest after taking medicines.

Even when desired outcome was not achieved after a considerable period of treatment,
the couples continued to use different methods because they were sustained by ‘hope’.
This was a common theme that emerged in the in-depth interviews, that they had the
‘hope’ that they will get pregnant. The reassurance by the treating doctors and success
stories of others who had utilised infertility services were some of the factors that
sustained the ‘hope’ in the couples to continue to seek care. Hope has been attributed
to both positively and negatively in previous studies, where the positive aspects have
stated that it helps sometimes in making the treatment effective while the same hope
can hinder the acceptance of non-success (Volgsten et al. 2010; Boden 2013) thereby
prolonging their quest to parenthood through various treatments.

This desperateness of the couples is used by the infertility clinics which transform the
desperation to ‘hope’. This aspect of ‘hope’ is portrayed in popular media
representations of successful and happy couples who could achieve their desired
outcome through the technological interventions. This medical hope which is
portrayed via the advertisement do make unrealistic claims viz., guaranteeing

pregnancy, and this makes couples to choose the clinics (Davis & Loughran 2017).

The notion of an outsider i.e., a feeling of not belonging to the fertile world was
expressed by the women in their narratives. This isolation and loss of identity means
that they consider themselves different from the women who reproduce. The inability
to reproduce resulted in a sense of exclusion from the fertile group and also a loss of
identity (Franklin, 1997). This alienation from the fertile world renders the infertile
couples deterritorialized. Thus, the couples with infertility are deterritorialized by their

sense of exclusion from the fertile group.

10.3.1 Consequences of infertility for women

From diagnosis to parenthood, women are affected by infertility more strongly when
compared to men, and this can be attributed to the social construction of reproductive
bodies and the gendered ideologies of equating womanhood to motherhood. Women

felt that they are always under scrutiny for the inability to achieve pregnancy and
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because of this they are forced to stay in the care seeking pathway when their spouses
are usually not questioned for their inconsistent care seeking. Women’s bodies emerge
in the infertility discourse as the site of fault even when the diagnosis is that of male
impairment. The gendered construction of women’s bodies as the site of fault
eventually gives rise to embodied uncertainties in women who think that it is their
bodies which may be having the impairment. This makes them go through battery of
tests and invasive procedures to evict blame and other negative repercussions of being
infertile. In this study women reported that they were afraid of being abandoned by the
husband or the in-laws if they were to be diagnosed with the problem. Women reported
that they had to endure a lot of physical and emotional distress but continued in the
care seeking pathway thinking it is for a child. But they also added that their husbands
discontinued care seeking citing physical discomforts of treatment. Women are often
willing to do whatever is needed to remove their infertility status as observed by Griel

et al., (1988).

Even though women want to continue treatment, it is always dependent on their
partner. The husbands are sometimes absent from the care seeking pathway due to
various reasons or if they are present, certain treatments are declined by the husbands.
So, even if the women want to, the decision to continue or discontinue the treatment
is almost entirely that of their spouses. This is reported in the study that assisted
reproduction was mainly chosen as a treatment in many instances when male infertility
was ruled out as the diagnosis. Men tend to have more decision making power in
heterosexual marriages, and their co-operation is needed for women to undergo IVF
using either the husband’s sperm or donor sperm (Lorber & Bandlamudi 1993). This
can sometimes lead to overtreatment (through multiple methods being tried) or

cessation of treatment without achieving the desired results (Greil et al. 1988).

Thus, we can see here that the persistence in care seeking by women or not seeking
care is gendered. The absence of discussion of male infertility within the infertility
discourse due to the stigma associated with it and also the association of male
infertility with masculinity or manhood, the consequences of infertility inevitably falls

on women. Women in most instances shoulder the blame for their partner’s
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reproductive impairment and this is also highly gendered in its construction. This is
referred to as ‘courtesy stigma’ by Miall (1986). They are grateful for their husbands

not abandoning them while they silently take on their husband’s inability to reproduce.

Women suffer from role failure i.e., inability to have a child and be a mother when
having to deal with infertility (Griel et al., 1988). The only solution they see to this is
treatment, and when treatments do not bring desired results or when they have to stop
treatment, they hold on to ‘hope’. This ‘hope’ can take many forms, the myriad other
treatments which they feel can give them positive results. So, when a woman’s raison
d'etre for existence is gauged by her ability to become a mother, they refuse to let go
the ‘hope’ that these myriad treatments could offer. Franklin (1990) gave accounts of
women who are drawn by the slender hope that their treating physicians give and who
refused to give up treatment because of this. This will prevent couples from

deliberating other child-rearing option like adoption.

This hope of the infertile couples is framed by popular medical representations to
portray medical technologies as the obvious solution for the problem (Franklin, 1990).
Although ‘hope’ played an important role in treatment seeking in the study, other
factors including the availability of financial resources were found to be needed to
sustain care seeking. Women reported that treatment was sought intermittently
(shifting from Allopathic to alternative too) due to financial limitations. This means
that when technology offers the solution and raises the ‘hope’ of couples, they are
constrained by the limitations of affordability. When such technological solutions are
available, it moves from choice to responsibility of the couples to undergo the
treatment. Hence, such technological advancements put those who are unable to afford
it in a disadvantaged position. These opportunities may be used by unauthorised and
unregulated providers and similar persons with entrepreneurial skills to make couples

use their services which may not yield positive results by design.
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10.4 Care seeking for infertility- ‘political economy of hope’: Reterritorialization
and the new norm

In infertility care we see that ‘hope’ plays an important role but we also know that this
hope is created by the newer technologies. In the absence of such technologies couples
who were infertile could move on from blaming their inability to try to achieve
parenthood through other methods like adoption. But now, the availability of
reproductive technologies have created ‘hope’ for the couples which is clear from the
narratives of the women and also from their actions in negotiating multiple centres.
This ‘hope’ is created by the treating doctors, others who have successfully used these

technologies and the media portrayals of the success of the reproductive technology.

The findings from the study show that there is a clear demand for infertility care from
the couples. We also know that the medicalisation of infertility has produced
advancements in reproductive technologies. There is high level of private sector
participation in infertility care in the state, which can be due to the demand of infertility
care in the state. However, this demand is not adequately catered to through public
sector provisioning. The infertility care service has been deterritorialized by virtue of
the presence of market forces through the biomedicalisation of infertility, which
creates ‘hope’ for the couples. The deterritorialized infertility care and the couples
with infertility who are also deterritorialized due to the medicalisation and the social
construction of infertility forms a new system. They now form a unit and this unit
reterritorializes and the use of technological advancements in reproductive medicine
becomes the new norm. This reterritorialized system creates inequality among those
who cannot afford the care and also exacerbates existing gender inequalities. This is
because the new norm of the reterritorialized system puts pressure on the women who
are already burdened by the social construction of reproduction. So, in the
reterritorialized context which is created by the market forces and propelled by the
consumers (here the infertile couples), the exclusion of a majority is inevitable if the
public health care system fails to intervenes to cater to the needs of the couples who

are unable to afford the infertility care.
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10.4.1 Inequality in care seeking for infertility in Kerala

Multiple centres were used by the couples to seek care for infertility. We see that nearly
82 percent of the couples who started the care seeking had moved to another centre
during their care seeking period. This means majority of them had not achieved their
desired outcome at the first centre. From the second centre onwards, more than 50
percent of those entering each centre moved to the next centre up to the sixth centre,
when totally up to 11 centres were used by some of the couples in the study. Majority

(97 %) of the couples in the sample who reported pregnancy got so by the sixth centre.

Nearly one-fourth of the respondents had started treatment within one year of
marriage, which means they would have entered into marriage at a late age. When we
look into the age of starting treatment, 15 percent of the respondents were 30 or above
when they started the treatment. And those who started treatment at ages 30 and above
had lesser proportion getting pregnant compared to those started treatment earlier. This
means that those who entered late in to marriage and had started seeking care at later
ages were having difficulty in getting pregnant. Biological limitation could be one of
the reasons for this observation. It could also mean that those who were older when
they started treatment would have needed assisted reproduction and it was not
affordable for the couples. In the sample majority of them belonged to the middle SES
category and therefore the privatised infertility care would be expensive by their

standards.

The couples were found using different methods to treat infertility, viz., Allopathy ,
Ayurveda, Homeopathy and alternate methods. Majority of them used Allopathy as
the first line of treatment and it was continued by a majority across centres, but we see
a shift to other systems of medicine subsequently. While only one percent used
Ayurveda and Homeopathy when they started treatment, we see that in the second
centre, three to four times more couples had used Ayurveda and five times more
couples had used Homeopathy. This use of alternate systems of medicine continued to
be higher than the use of allopathic centres in the public sector. This is because of the
concentration of Allopathic treatment centres in private sector and hence the

affordability becomes a problem and couples may opt to choose alternate systems of
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medicine. Also, the couples reported long waiting times and also lack of knowledge
of infertility treatment facilities in the public sector. Lack of trust in public hospitals,
and long waiting times among others were reasons cited for opting for private

practitioners by patients (Pinto & Udwadia 2010).

Across all centres, the proportion of women alone undergoing management was the
highest compared to men or both undergoing management. Possible reasons for this
could be that the treatment for infertility mainly is centred on women’s bodies and

women have stated that their husbands did not continue in the care seeking pathway.

The life table analysis showed that the rate of failure (getting pregnant) is higher for
female factor infertility compared to male factor infertility across all the time intervals.
This also is reflective of women staying in the care seeking pathway longer than men,
and/or trying to achieve the desired outcome by persisting in the pathway. Similarly,
management of only women had a higher rate of failure (getting pregnant), across all
treatment durations except for 120-180 months, which was the highest for IVF. This
means that couples requiring assisted conception are delaying it and the migrant status
of the husbands could also contribute to the delay in treatment in this state. Regarding
the management of men only, those who seek care earlier and stick to the treatment
regime may get the desired outcome. But this probability declines as time period
increases to 10 or 15 years and the outcome is a constant which means these may be
men who require assisted reproduction who were still doing medical management or
were taking alternate system of medicine for their problem. Medical management of
both had a lower probability of getting pregnant compared to men alone in all age

intervals.

In the sample, a majority of the respondents were not employed and only their spouses
were employed. The inflexibility of the job, most of them being daily wage labourers,
meant loss of a day’s wages if they had to go for treatment. This is one of the main

reasons for the reduced participation by men observed in care seeking.

IUI had a lower rate of failure at 0-60 months than medical management of men while

it had a higher rate of failure at 60-180 months. This means that those requiring TUI
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would have started using it after 60 months. Similarly, IVF also showed a lower rate
of failure at 0-120 months and thereafter a higher probability of failure. This also is
indicative of the later use of assisted conception by couples. This resonates with the
narratives of the women who stated that they were reluctant to use such technology
assisted conception due to fear of the use of donor sperm and also the constraints of
financial resources. This means they are prolonging the pathway of care unnecessarily

by using alternate methods when they clearly need ART for conception.

These findings are indicative of the socio-economic inequality in accessing the
treatment for infertility. This is also reinforced by the narratives of the women in the
in-depth interviews, who said that they had to pawn gold or had to borrow money to
undergo the treatment. Many of them reported they had to take breaks to replenish the
financial resources so as to restart treatment. Disparities in fertility treatment has been
established in studies where women in the low SES had utilised the assisted
reproductive technologies less frequently when compared to their better off
counterparts (Bell 2010; Harris et al. 2016). Gender inequality also exists in the care
seeking for infertility, since the burden of care seeking falls on women as they are
faced with more adverse consequences due to the inability to reproduce by either of
the couples.

Infertility care seeking’s ‘political economy of hope’ is demonstrated in figure 10.1
which explains how from diagnosis to parenthood, such hope is maintained through

the different structural, contextual and individual processes.
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Fig 10.1: Care seeking for infertility-‘political economy of hope’
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10.5 Conclusions

The major objective of this study was to understand the care seeking pathway of
couples with infertility in Kerala. The care seeking for infertility is a long process, with
multiple centres and multiple options deliberated by the couples to achieve the desired
outcome. This process of care seeking is prolonged by ‘hope’. Those with female
factor infertility have higher probability of getting pregnant even though the proportion
of male factor infertility was higher in the sample. This is because women tend to

persist in the pathway due to the possible consequences of infertility for them.

Socio-economic inequality emerged as a significant determinant in the care seeking
for infertility in the study. The infertility care, which comes under the umbrella of
reproductive health care, concentrated in the private sector is not affordable for all
sections of the couples who need such services. The affordability of infertility care by
the couples is also a contributing factor in the prolonging of care seeking for infertility.
The affordability of infertility services has also pushed some couples to seek care from
alternate systems or other methods. The study established that the probability of
achieving pregnancy is significantly higher when the couples use allopathy alone
compared to using other systems of medicine. Gender inequality is also evident in the
care seeking for infertility in the study, where women have to stay in the pathway
despite the physical and emotional difficulties of the treatment. Men tend to drop out
from the care seeking pathway more haphazardly and this has consequences for the
woman in the couple. There seemed a general reluctance among the couples to undergo
assisted reproduction. This was attributed to poor knowledge regarding the treatment
and also fear of using donor sperm, along with financial limitations to undergo such
treatments. This also has prolonged the care seeking trajectory of the couples in the
study, wherein those who needed assisted reproduction abandoned that and pursued

alternate methods.

226



10.6 Strengths and Limitations of the study

The findings from the study is comparable with the findings from other studies that
has looked at the infertility discourse. Most of the studies on infertility are based in the
infertility clinic and hence a large proportion of those who cannot afford such facilities
are not included in the study. The major strength of this study is that it is a community-

based study and is representative of the population of Kerala.

There is a lack of data on the infertility care services in the state, and hence the
privatisation of reproductive health care in Kerala is discussed based on the available
data from different sources on public sector provisioning for reproductive health care
in Kerala, this may not give a complete picture of the privatisation of the infertility
care in Kerala. The selection of districts is based on the expected level of infertility at
45-49 years of the 2011 Census data and it describes the fertility regime of women
who have completed their fertility. The experiences of the women entering the
reproductive period in the recent times may be different from what was observed based

on the 2011 Census.

The treatment history was self-reported and hence there may be possibility of recall
bias when the treatment period is longer and therefore result in misinformation on the
diagnosis and treatment. I have tried to reduce this by corroborating it with the
treatment records of those women who were willing to share it with me. Since the
study was community based and the subjects were selected randomly, there is more
censoring in the study than those with the event (pregnancy), which may also have
brought in a bias in the findings. Male partners were not interviewed in the study and
their experiences are missing and the interpretations drawn in the study are based on

the women’s responses regarding their spouses.

10.7 Recommendations

The study has carefully described the care seeking pathway of the couples with all its
myriad variations and I would like to put forth the following recommendations based
on the finding at the policy level, for clinical practise and recommendations for further
research. There is information asymmetry in infertility care, where the couples have

misinformation regarding the nature of treatments and this prevents them from
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accessing the optimal treatment choices that are needed. Therefore, it is important to
bring in a public discourse on infertility in the programmatic component of sexual and
reproductive health programs with a focus on the potential for success and appropriate
care for male and female infertility. A major lacuna is the absence of a comprehensive
data on infertility at the population level. This will help in designing the health

programs with focus on infertility.

There is inequality in access and affordability of infertility care, this is due to the lack
of adequate public sector participation in infertility care. The right to family is a basic
right of everyone and hence there should be more public provisioning for infertility
care. This care should be provided at local levels, with comprehensive referral care at
least at district levels given the requirements of economies of scale for such
provisioning. This can cater to the needs of many couples who cannot afford treatment
at the private centres, which result in premature cessation of treatment or using
unnecessary treatments that do not yield results. There is a need to look into this aspect
and the possibility of some form of financial assistance by looking into innovative
ways for offering treatment, viz., lesser number of cycles or induction protocols for
appropriate people, who do not have the resources to afford treatment. This will also
bring in needed regulation of the sector which seems to be driven mostly by market

forces, with its accompanying information asymmetry.

In the clinical practise, there need to be provisioning of counselling for all the couples
irrespective of the treatment stage they are in. Currently, counselling services are being
provided only to those couples undergoing ART treatments. There is significant
apprehension and confusion for many couples at every stage of their treatment, hence
counselling will help them alleviate their worries to some extent and help to uplift

their morale.

There is also treatment delay happening due to the migrant status of the husbands and
due to the work-related restrictions. Further research is need to determine the extent

of delay in initiating treatment in couples with infertility due to the migrant husbands.
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The care seeking pathway for infertility is dependent on the husbands’ willingness to
continue the treatment and on the diagnosis of infertility. It is important to elicit the
reasons for the drop out from care pathway by husbands. Research aimed at
understanding this will give more evidence to incorporate comprehensive care for

couples in the state.
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ARTICLE

Dispelling hope and leaving couples in a state of “inbetweenness”: Moral

dilemmas in infertility research

SUNU CTHOMAS

Abstract

Infertility is a condition that has an inherent cultural
significance. In India, married couples with infertility face the
brunt of speculations and certain demeaning identities are
assigned to the women. Care-seeking options for infertility are
deeply gendered. The availability of technologically advanced
treatments for infertility provides “hope” to couples, especially
women, to resolve the demeaning identities assigned to them,
related to infertility. The paper focuses on the moral dilemma
faced by a medically trained public health professional while
collecting data from women in Kerala who were unable to
continue the suggested biomedical treatment. Infertility
treatment is an entropic cycle of success and failure; thus, the
women studied moved from one stage to another hoping for a
resolution to their problem. They were also undergoing
alternative treatments that were unlikely to succeed. The paper
discusses the moral dilemma of choosing between explaining
the poor likelihood of success and leaving them with “hope’

Keywords: moral dilemma, hope, in-betweenness, infertility

Introduction

Being diagnosed with infertility is often emotionally
distressing (1) since it causes uncertainty regarding one’s
ability to start a family. In desperation, couples usually
navigate the treatment options available to induce
pregnancy (2). In infertility discourse, one cannot overlook
the role of assisted reproductive technologies (ART), which
are a source of hope (2) in the face of this uncertainty.
Infertility treatment is emotionally and physically
exhausting, because it can involve multiple failures at
different points along the treatment curve for the couple,
either individually or jointly. Therefore, the likelihood of
abandoning treatment is high. Even though couples who do
not meet with success usually give up treatment, overall, the
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number of couples opting for this technology continues to
increase. Many women consider ART favourably and see it as
a chance to achieve fertility despite the risks (3). Women'’s
perspectives on the technology are demonstrated in
Franklin's study, which stated that the women who were in
the middle of the treatment cycle were full of “hope’ even
though they were not sure whether it was working for them
or not (3). She added that the rationale for labelling this
position as “full of hope” is because for the women, the
desirable outcome was not necessarily a fruitful pregnancy
but having given it a try. For these women, having attempted
treatment was more important than its success. In this
context, ending one’s quest to have a child means the end of
hope. The very “hope” that enabled them to persevere with
the infertility treatment while overcoming multiple stressors,
including their failure to conceive, also helps them deny
their potential childlessness (4). Therefore, trying multiple
treatment methods before giving up was of utmost
importance. Franklin (3) also noted that the decision to
abandon the hope of achieving pregnancy was a difficult
one for couples since at each stage they revisited the
decision and contemplated many “what if” questions. This
means that when they decide to try a treatment, they are still
holding on to the fine thread of “hope” that they may
conceive a child with this particular treatment.

In this paper, | examine the moral dilemma associated with
dispelling this “hope’; which may play an important part in
the day-to-day existence of couples with infertility. It calls for
weighing the ethics of dispelling such “hope” against
allowing couples to live with it. This dilemma is partly a
consequence of who | am. | have therefore explained my
positionality, ie, the world view that | hold. Moral dilemmas
are part of the everyday practice of research (5), even though
they are often not delineated as such. They are challenging
because they pull a researcher in two or more equally
compelling moral directions (6). A researcher interacts with
various people in the field, and some of these interactions
give rise to multiple obligations. It is difficult to choose
between them when there is no clear moral hierarchy (7).
Behavioural choices are usually determined by the context
and the researcher’s world view (8). Even after making a
choice, the rejected alternatives remain unresolved, making
moral failure an inevitable component of the resolution (9).

A study was undertaken to describe the care-seeking
pathways of couples with infertility. This article explores the
moral dilemmas | faced as a researcher while interviewing
women who, at the time of the interview, were not pursuing
the infertility treatment suggested by their doctor. The
treatments suggested by the professional were the only
possible methods that could offer a solution to their

il



o

problem. The couples had either abandoned all kinds of
allopathic treatments or were trying other systems of
medicine or alternate remedies.

Positionality of the researcher

First, | must state my position to enable readers to
understand the dilemmas | faced. First and foremost, being a
woman of reproductive age researching this particular
problem, | was not able to detach myself from the
experiences of the women | was interviewing. | could
empathise with how much motherhood meant for those
women. | am also a trained nurse and a public health
doctoral student studying the care-seeking pathways for
infertility; thus, | have an adequate understanding of
infertility and its treatment. | am not a specialist doctor who
can recommend a certain treatment over others; however, |
do have a strong biomedical orientation due to my training
and had approached the participants through the health
system. Within the selected district in Kerala for the study,
the accredited social health activist (ASHA) of that particular
area was contacted first. | explained to them who | was and
the purpose of my study and asked them to identify
potential respondents for my study and for help in
undertaking the interviews.| also asked the ASHA workers to
ask the participants if they were willing to share their
medical records with me. The ASHA workers were also
informed by the office of the district medical officer to
provide me with the necessary assistance. Hence, most of
the participants were approached first by the ASHA worker,
who informed them that someone wanted to talk to them
about their treatment. | had carefully explained the study’s
objectives to the ASHA workers, who in turn explained them
to the potential subjects; however, as they were approached
by the ASHA and had their medical records examined, they
may have assumed that there would be a review and
treatment of participants. When | visited them for the
interview, some of the women respondents expected me to
offer some medical assistance. Hence, for the participants, |
also embodied “hope” as someone who could help them in
some way.

Ethics approval

The study was cleared by the Institutional Ethics Committee
(IEC) of the Sree Chitra Tirunal Institute for Medical Sciences
and Technology (SCTIMST), with the IEC clearance number is
SCT/IEC/1112/JULY-2018, dated August 3, 2018. Written
informed consent was obtained from all the participants
before the interviews. The participants were first contacted
through an ASHA worker and permission was sought for
interviews. Only if the participant agreed, | visited them at
their home. After explaining to them the purpose of the
study and getting their permission, | started collecting the
data.

Methods

The data were collected through a community-based survey.
Women were the primary respondents, although the data
was representative of the couples. This was because it was
assumed that women would recall treatment details better
than men, as in most cases, the treatment was directed at
the woman'’s body. Thus, 604 women who were part of a
couple seeking care for infertility (either one or both people
in the couple had been diagnosed with infertility) were
interviewed using a structured interview schedule. These
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women were either currently seeking care or had a history of
seeking infertility care.

Care-seeking is defined in the study as including all methods
adopted by couples to resolve infertility. This includes
biomedical treatment, alternate systems of medicine,
alternate methods like religious methods, faith-based and
magic remedies, traditional medicine, etc. Treatment, in the
case of this study, includes only modern medicine
(Allopathy), Ayurveda and Homeopathy.

The study sample included women from three districts in
Kerala - Thiruvananthapuram, Kottayam, and Malappuram.
The 14 districts of Kerala were ranked based on the
estimated level of infertility based on the Census 2011 data
analysis. The districts were grouped into three categories
based on their expected level of infertility as low, middle,
and high levels of infertility. One district from each group
was then selected for the survey. This ensured diversity in
couples’ infertility treatment-seeking experiences in terms of
age at marriage, educational levels, and religious
denomination. This study documents the various treatment
options used to resolve infertility across the different types
of centres ie, any institution visited by the couples, which
offers Allopathy, Ayurveda or Homeopathy and the reasons,
if any, for discontinuing treatment. The data analysis was
done using R software version 1.2.1335. A descriptive
analysis of the care-seeking pathways of couples was also
carried out. This was done to understand the treatments
suggested to couples and the reasons why they switched
from one centre to another.

| used a feminist approach in this study; by centralising the
women in the couples, | gained a better understanding of
the negotiations that occur during care-seeking for infertility
(1). Women'’s right to choose what happens to their body is
often restricted in infertile couples due to their social and
cultural context. The study is rooted in the understanding
that infertility entails a social burden that is gendered. This
means that even when the inability to reproduce is caused
by male factor infertility, its burden must be borne by
women. Reproductive technologies that offer solutions to
couples with infertility burden women unequally when
compared to men. Further, the fact that these services are
concentrated in the private sector creates barrier in
affordability for couples.

Care-seeking trajectory for infertility

A total of 604 women were interviewed regarding their
treatment-seeking pathway, out of which 75.7% (457) of the
women had no child at the time of interview and they were
either continuing treatment (35.9%), had stopped treatment
completely (24.1%), or were taking a break from treatment
(36.8%). Others mentioned that the doctor had asked them
to wait, that their partner was unwilling to continue
treatment, or that they were trying religious methods (3.2%).
Table 1 below shows the status of treatment for women who
did not have a child at the time of interview.

The women had visited several centres, ranging from one to
11. Some continued to seek treatment, some had
discontinued treatment temporarily, and others had stopped
treatment permanently. They reported multiple reasons for
quitting each centre. Some said that they abandoned
treatment at a centre because they did not want to undergo
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Table1:The status of treatment for women who did not have a child at the time of interview (n=604)

Status of women at the Continuing Stopped Taking a Partnerun- | Currently,no [Trying religious
time of the interview treatment treatment break from willing to treatment methods
completely treatment continue suggested
No child 457 (75.7%) | 164(35.9%) | 110(24.1%) | 168 (36.8%) 1 (0.2%) 12 (2.6%) 2(0.4%)
Had a child/ | 148 (24.5%) |
pregnant - - - - -

the specific treatment suggested there. This was often the
case when the suggested treatment was intra uterine
insemination (IUl) or in vitro fertilisation (IVF). The
respondents either went to another centre or stopped
treatment altogether. The reasons given for stopping ART
treatments were personal, ranging from the unacceptability
of using donor sperm to financial difficulties. Couples did not
exhibit the same level of reluctance with respect to using
donor eggs when compared to donor sperms (10). This is
because maternal relatedness was not considered as
important as paternal relatedness in a patriarchal society
(11). A study done to understand the perceptions of the use
of donor sperm and eggs, reported that men and women
felt that the use of donor sperm would lead to marital issues.
The negative attitude toward the use of donor sperm can
also be attributed to the shared experience of creating a
child and societal opinions (11).

During the community-based survey, the researcher
encountered couples in this category who had abandoned
treatment when Ul or IVF was suggested, even though the
treatment did not always include the use of donor sperm.
They were reluctant to undergo these treatments due to a
fear of using donor sperm, even when the option of using
one’s own sperm was available. They were of the impression
that if the male partner has sperm, why did they have to
undergo the ART procedure? In many cases, they also
mentioned religious reasons as a factor that made them
reluctant to use this technology. They reported that they
continued to hope that pregnancy would happen in due
course due to the presence of sperm. Many had abandoned
modern medical treatments and were trying Ayurveda,
homoeopathy and other alternative methods like religious
or folk remedies to achieve pregnancy.

In the study, 32 couples (5.3%) were recommended IUl and
128 women (21.2%) were recommended IVF. Among this
group, 115 (71.9%) did not want to take the treatment
suggested by the doctor. Two-fifths of those who were
suggested Ul (40.6%) and more than three-fifths of those
suggested IFV (62.5%) did not pursue it as they did not want
to adopt these treatments. The most common reason
couples shift from one centre to another is a disinterest in
undergoing the specific treatment that was suggested like
IUl or IVF.They also tend to move from modern medicine to
other alternative systems of medicine or alternate methods
for the resolution of their problem. Table 2 shows the
transition of couples from one centre to another.

A possible reason for not wanting to undergo Ul or IVF is
that a donor sperm will be part of the treatment - they are
either told that it will be or they assume that will be the case
even when told otherwise.

A decision to stop treatment would mean exiting the care-
seeking pathway and there would be no additional
biomedical intervention to resolve the couple’s infertility.
The women in this situation remain in a state of limbo, in a
state of “inbetweenness” according to Probyn (12) - they are
without care and but have not entirely abandoned care-
seeking. It is important for women not to abandon care-
seeking as the onus of reproduction falls on them in the
social contexts in which they live (13).The woman is left with
no avenue to prove that her reproductive body is “normal”
when her partner is the cause for infertility. This leads to
couples trying alternate methods of care-seeking. This
includes consuming different Ayurvedic formulations
intended to improve semen parameters, folk remedies like
consuming naikarunaparippu (velvet bean/Mucuna pruriens)
powder in milk, and eating other “divinised” things like
banana and ghee to achieve pregnancy, which are
suggested as part of religious remedies.

The moral dilemma - to dispel or to leave them
with“hope”

The social construction of infertility puts the onus of
reproduction on women. Childless women are subjected to
social ridicule and stigma (14). Thus, women become the
primary reproductive agents in the couple, which is then
threatened by the inability to reproduce. This idea of
women'’s bodies as the bearers of reproductive impairment
in a couple in the absence of pregnancy makes women
embody the idea that the inability to reproduce is their
“fault” (15-17). Thus women undertake every possible
measure to prove that their bodies are functional and put
themselves through a battery of invasive procedures. When
one treatment fails, they hold on to “hope” that the next one
may be successful. This is the reason they relentlessly go
through rigorous treatment processes across multiple
centres even though they are tired, both physically and
emotionally, due to the invasiveness of the procedures and
the absence of the desired results.

While conducting the survey, | encountered many women
reporting that they had stopped modern medical treatment
and were pursuing other systems of medicine or alternate
methods to resolve infertility. The reasons cited included
that they were (or their partners were or both were)
uninterested in pursuing the particular treatment suggested
by the doctor i.e., Ul or IVF specifically, among other things.
They also reiterated that they were hopeful that the remedy
they were using would be successful. They reinforced this by
recounting anecdotes of people who had experienced a
positive outcome using those means.

In these situations, | was confused about whether to explain
to them that this was false hope and that they should seek
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Table 2: The transition of couples from Centre 1 to Centre 2, when IUI or IVF is suggested as the treatment

Another

Suggested treatment in this
centre visited

centre (Centre 1)

Discontinued because of

Ayurveda or homoeopathy
the suggested treatment

or alternate methods as the

next point of care for those
who were suggested
n =604
1UI IVF Ul (n=5) IVF(n=11) Ul (n=5) IVF(n=11)
Yes 493 (81.6) 5(1.0) 11(2.2) 2 (40.0) 7 (63.6) 4(80.0) 4(36.4)
No 111(18.4) 2(1.8) 3(2.7) - 1(33.3) - -

treatment or continue the treatment suggested by their
biomedical doctor. | think my strong affinity towards modern
medicine stemmed from the biomedical perspective that
had shaped my training; hence my reluctance to
acknowledge the positive effects, if any, of alternate systems
of medicine.| did not have the scholarship to understand the
workings of alternate systems. | also believed that alternative
methods like religious practices or consuming traditional
powders were not going to give them positive results. This
belief was largely based on the biomedical training | had
received where health professionals use an objective
philosophy (18). So, at first, the only truth | believed in was
that biomedical treatments could offer a definite solution to
infertility. Any other method was not going to give the
desired results. However, my public health training enabled
me to discern that there was an “alternate truth” Through a
reflexive analysis of my position vis-a-vis the problem, | was
confronted with the question of whether it would be right to
dispel the “hope” that makes them lead their life as it is?

In certain cases, couples were diagnosed with absolute male
infertility and the use of donor sperm was the only available
biomedical option. In these cases, | was sure that the
participant would not undergo that treatment due to
personal, cultural, and religious reasons. The dilemma that
arose was whether it was worth dispelling the “hope” they
lived with by providing accurate information about their
situation from a biomedical perspective.

The second dilemma revolved around whether to inform the
couples that the only solution was to undergo IVF, which is
an expensive treatment and has a less than 40% (19) chance
of success (while the mean live birth from one cycle and its
subsequent cryo-cycles was only 33%)(19). A majority of the
participants were of middle socioeconomic status; thus, it
was not clear whether resorting to these treatments that do
not provide 100% success would be worth their money.

| approached the participants from an assumed position of
“knowing” (20); | was both knowledgeable about infertility
and empathetic towards the women who were going
through the related challenges. Being a woman of
reproductive age enabled me to empathise with these
women at a personal level and this made it difficult for me to
dispel the one source of hope that they were holding on to.|
was also in a position of power since | was talking to them
from within the health system. Thus, | had to be cautious
about my responses since the role | had assumed and what
was expected of me by my participants would have
jeopardised their“hope”

For the women, stopping care-seeking for infertility

altogether meant that they could no longer dwell in hope,
which is what gave them the strength to cope with
childlessness and pursue exhausting treatments. It is also
this “hope” that positions them between being able to
achieve a pregnancy and being labelled as “barren” for the
rest of their lives. This was true even when the infertility was
due to the reproductive impairment of a partner. When there
is a tendency to categorise everything into two groups (here:
being infertile and fertile), belonging to the category of
“infertile” is not desirable. When the ability to move to the
category of fertile is hampered or delayed, one would like to
stay in the space between the two categories.
“Inbetweenness; as defined by Probyn (12), is a state
between two possibilities that occurs when there is a desire
to belong to one category. The state of ‘in-betweenness’
occurred in the women in the study when success through
medical/scientific methods was not imminent but they
needed to continue to think that alternate options hold
promise. Thus, the women wished to be in this safe space of
“inbetweenness” (12), where they found solace in not being
labelled infertile (which is stigmatising), while still waiting to
achieve the state of motherhood. Abandoning care-seeking
here means an end to that “hope” and the many comforts
that it offers. Even with regard to religious or astrological
remedies, the women | interviewed believed strongly that
they would get pregnant if they followed the remedies
suggested. | was seen as someone who was there to secure
their “hope’} and not as someone who could dispel their
belief. These alternative remedies are a part of the couples’
socio-cultural milieu and their value system.

Dispelling their expectations came with the burden of
knowing that there was no pragmatic solution to offer from
my middle-class biomedical perspective. This was again a
judgement call that | was making based on my own middle-
class values — both judging their socioeconomic contexts
and their biological options. Explaining the real nature of the
problem and potential solutions meant taking away the only
intangible thing that they lived with despite not achieving
their desired goal of fertility, viz their hope. This hope is also
intertwined with the value system that emerges from their
culture. For couples with the dual problem - a lack of
resources and the unacceptability of donor sperm - | chose
to leave them in a state of “inbetweenness” in this context.
When couples did not want to engage in assisted
reproduction and chose alternate methods due to personal
or other reasons, | held a different opinion. | believed that
medico-scientific processes, including IVF, held a better
chance of success than magico-religious belief oriented
remedies. However, suspended as the women were, in a state
of perpetual hope until their biological body refused to
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respond, | chose not to reveal my views on the matter. This
was because of the duality in the training | had received; my
biomedical understanding of infertility and its treatment led
me to objectively look at the problem and its solution
independent of the context, but my public health training
demanded that | look at the problem within the context
because there were multiple truths, depending on one’s
standpoint.The reality of the everyday life of the participants
transcended my truth that biomedical treatments were the
only solution.

When confronted with a moral dilemma, a researcher may
choose to act in a specific way or refrain from any action due
to a moral choice. The premise for any moral dilemma faced
by the researcher and the choice made by the researcher to
resolve this is driven by their worldview (8).

So, after completing the interviews, | walked away, leaving
the women in their state of “inbetweenness” The burden of
living with that choice and not dispelling the information
asymmetry between researcher and researched is my own.
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Notes

Here, when | refer to Ul or IVF it also includes some cases where donor
sperms were used for fertilisation.

2A term used by Elspeth Probyn to denote the “the constant way that one is
always in between two languages, cultures, and histories.”
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THEME: CASE STUDIES IN PUBLIC HEALTH RESEARCH ETHICS FROM INDIA

Maintaining confidentiality while gaining access to the community

SUNU CTHOMAS

Keywords: Gatekeepers, privacy, research access, ASHA,

confidentiality, sensitive information

Introduction

Qualitative research is used to enhance the understanding of
many issues but this method poses certain unique difficulties
and ethical dilemmas for the researcher. These tend to be
magnified when researching sensitive topics (1). The use of
gatekeepers adds another layer of ethical issues or dilemmas.
The term “gatekeeper” describes individuals, groups, and
organisations that act as intermediaries between researchers
and participants (2). A gatekeeper occupies an important
position in the research process by helping the researcher
access the participants. This serves to save the researcher’s
time and resources during the research process, and also to
guarantee the researcher’s legitimacy to the participants (2, 3).

The case

The qualitative component of a community-based study
used in-depth interviews to understand treatment-seeking
pathways among couples with infertility'. Given the challenges
of locating couples with infertility within the community, the
researcher recruited participants through various gatekeepers
including a specialist at an infertility clinic, friends, and health
workers (Accredited Social Health Activist or ASHA? who is
from the same community). Community members in general
and women in particular are wary of outsiders collecting
information about the intimate details of families. The ASHA
can help recruit study participants as she is familiar with the
families in the community, and also reassures them about the
researcher’s credentials.

The researcher would contact the ASHA explaining the
purpose of the research, and ask for help locating study
participants. The ASHA would identify potential study
participants and obtain interview appointments with
them; she also usually accompanied the researcher to the
appointment. Though the researcher would inform the ASHA
of the research topic as well as its sensitiveness, the ASHA
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usually stayed with the researcher during the data collection
process, to reassure herself that the researcher was not
discussing anything other than what she had been informed
about. However, when possible, the researcher revisited the
participants without the ASHA worker being present, in
order to probe sensitive issues that needed exploration. All
interviews were conducted after obtaining the participants’
informed consent.

In one case, the researcher interviewed a woman who had
undergone in vitro fertilisation (IVF). The ASHA accompanied
the researcher to the participant’s house. She did not actively
listen to the conversation between the researcher and
the participant; there was an anganwadi® attached to the
participant’s house, and the ASHA chatted with the mothers
who came to drop their children there.The participant narrated
details of the treatment that she had undergone. She said
that she was found to have defective ova production because
of which she had been unable to conceive after repeated IVF
treatments. She eventually underwent IVF with donor ova and
subsequently delivered a child.

At the end of the interview, the woman told the researcher that
her use of donor ova was confidential and only close family
members knew about it; not even the husband’s family was
aware of it. The researcher reassured the participant that this
information would not be shared with anyone.

As the researcher was about to leave the house, she was
summoned back by the participant’s mother who expressed
her discontentment in her daughter being asked personal
questions. She was also worried that the ASHA worker may
have overheard the interview on this sensitive topic. The
mother scolded her daughter for sharing the information with
the researcher. Although the researcher reassured the mother
that the data would not be shared with anyone, the mother
was worried.

Questions
1. What are the key ethical issues at stake in this situation?
2. Should community-based workers be used to identify

subjects for participation in research on sensitive or
stigmatising health conditions? Why, or why not?

3. (Can steps be taken to ensure confidentiality when a third
party is present during the data collection process?

4. How can we ensure that the process of recruitment for such
research is not coercive?

[10]
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Notes

' In this study, a “couple with infertility” has been defined as a couple
who have been married for a minimum of one year, and are seeking
treatment, or have a history of treatment, for achieving pregnancy.

2 ASHAs are trained female community health activists. Selected from the
community itself and accountable to it, the ASHA is trained to be an
interface between the community and the public health system.

o

3 The Anganwadi or “courtyard shelter” is the focal point for delivery of
the government’s Integrated Child Development Services, through
which children under the age of 6 are given supplementary nutrition,
immunisation and pre-school education, and mothers are given
supplementary nutrition.
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Community gatekeepers and the conundrum of confidentiality and coercion
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Sunu Thomas has described (1) a research study in which
she gained access through a community health worker to
members of the community seeking treatment for infertility.
One of the research participants who had undergone
such a sensitive treatment and her family were concerned
that the community health worker's presence during the
interview would breach the confidentiality of their health
information. In this commentary, | will discuss the issues of
balancing accessibility versus confidentiality, and of coercion
in the process of approaching community members through
gatekeepers of the community.

Frontline community health workers are often the gatekeepers
through whom public health researchers access community
members to conduct their research. The health workers
are usually themselves members of the community and so
have first-hand information about the potential research
participants. In a typical rural context in India, public hospital
records and health system information may not be reliable,
making access to patients difficult. Moreover, even if a
researcher got the address details of a potential research
participant through hospital records, the complex layout of
streets, lanes and houses in rural India makes locating people
arduous. Therefore, public health researchers largely depend
on community health workers to identify potential research
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participants.

The issue described by the researcher in this case is very
common in public health research, especially when it is
based in the community. Two years ago, | was involved in a
community-based qualitative research project to understand
the experiences of women who suffered stillbirths in the public
health facilities of Tamil Nadu. Our team approached, through
the village health nurses (VHN), the families of women who
had suffered a stillbirth. The VHN is the frontline community
health worker in Tamil Nadu who takes care of a population
of about 5000 individuals and plays the vital role of a bridge
between the community and the primary healthcare system.
Many of the mothers whom we approached had lost their
babies during delivery in the public health system and so had
a sense of anger and resentment against the health system.
Some of them were even angry with the VHN, as she is the face
of the public health system in the community. As described
by the author, we too had been worried that the presence of
the VHN during the interviews could breach the interviewees’
confidentiality.

Multiple ethical concerns have been raised in this case study.
| would like to discuss two main confidentiality concerns. The
first is whether it is appropriate for researchers to gain access
to communities through frontline health workers. Frontline
health workers are the vital link between communities and
the health system.The community members sometimes reveal
very sensitive information about their health to community
health workers, in order to secure their help to access health
system facilities. Often, the community health worker is part
of the community herself. So, being an insider, she is already
privy to some personal information about the members and
the community. Therefore, like the fiduciary doctor-patient
relationship and its inherent covenant of confidentiality, the
community health worker’s- relationship with the community
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A3: Informed consent for phase I in-depth interview (English)
Informed consent
Participant information sheet- for female partner

I am Sunu C Thomas and I am doing PhD at Achutha Menon Centre for Health Sciences
Studies, Sree Chitra Tirunal Institute for Medical Sciences and Technology,
Thiruvananthapuram. I am conducting this study “Treatment choices among couples with
infertility: A qualitative enquiry among couples with infertility in the southern districts of
Kerala”. The purpose of the study is to find out the various things (or treatments) couples, who
do not have a child but want to have a child, do to get pregnant and have a child. Participation
involves a conversation including some questions regarding the treatment choices you have
made to resolve your problem in getting pregnant and why these choices were made by you.
Some of these may cause painful recollections and should you now wish to dwell on them, you
can refuse to answer any specific questions. Thus, you may choose to answer all or some of
the questions that I put to you. There will be no direct benefits to you for participating in this
interview. The interview will take about 40 minutes to an hour. If you are willing I would like
to audio- record the interview. I would like to assure you that all the information shared with
me will be kept confidential and will only be used for research and publication purpose. Your
individual identity will never be used in any research output nor shared with anyone else in

process of communication of data.

This study has been cleared by the Institutional Ethics Committee of the SCTIMST,

Thiruvananthapuram.

I therefore would be grateful if you agree to participate in this study. The participation in the
study is purely voluntary. You have the right to withdraw your participation at any time during
the interview without any explanation. You are free to refuse to answer any of the questions at
any time. In case you need any additional information and clarification you may contact me,
or my guide. For further queries regarding the study you can address them to the Member
Secretary of the Institute Ethics Committee at Sree Chitra Tirunal Institute, for Medical
Sciences and Technology Dr.Mala Ramanathan ( phone no:- 0471-2524234). The details of

contacts are given below.

Now I request to give your consent to participate in this study by signing below. Thank you.

Name of the Interviewer & Signature:
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Date & Place:

Contact details:

Researcher:

Name:Sunu C Thomas, PhD Student

Achutha Menon Centre for Health Sciences Studies
SCTIMST, Medical College P.O., Thiruvananthapuram-11
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Consent form

I have read/ been read out the details in the information sheet. The purpose of the study and
my involvement has been explained and all my questions have been answered. By
signing/providing thumb impression on this consent form, I indicate that [ understand what will
be expected from me and that I am willing to participate in this study. I know that I can

withdraw at any time. I have been informed who should be contacted if the need arises.
Lo agree to participate in the study.
Name of the Participant &Signature:

Date & Place:

If the respondent is illiterate,

Name of the witness:

Signature of the witness:
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Informed consent
Participant information sheet- for male partner/ significant others

I am Sunu C Thomas and I am doing PhD at Achutha Menon Centre for Health Sciences
Studies,  SreeChitraTirunal Institute for Medical Sciences and Technology,
Thiruvananthapuram. I am conducting this study “Treatment choices among couples with
infertility: A qualitative enquiry among couples with infertility in the southern districts of
Kerala”. The purpose of the study is to find out the various things (or treatments) couples, who

do not have a child but want to have a child, do to get pregnant and have a child.

Participation involves a conversation including some questions regarding the treatment choices
you have made to resolve your problem in getting pregnant and why these choices were made
by you. Some of these may cause painful recollections and should you now wish to dwell on
them, you can refuse to answer any specific questions. Thus, you may choose to answer all or
some of the questions that I put to you. There will be no direct benefits to you for participating
in this interview. The interview will take about 40 minutes to an hour. If you are willing I
would like to audio- record the interview. I would like to assure you that all the information
shared with me will be kept confidential and will only be used for research and publication
purpose. Your individual identity will never be used in any research output nor shared with

anyone else in process of communication of data.

This study has been cleared by the Institutional Ethics Committee of the SCTIMST,

Thiruvananthapuram.

I therefore would be grateful if you agree to participate in this study. The participation in the
study is purely voluntary. You have the right to withdraw your participation at any time during
the interview without any explanation. You are free to refuse to answer any of the questions at
any time. In case you need any additional information and clarification you may contact me,
or my guide. For further queries regarding the study you can address them to the Member
Secretary of the Institute Ethics Committee at Sree Chitra Tirunal Institute, for Medical
Sciences and Technology Dr.Mala Ramanathan ( phone no:- 0471-2524234). The details of

contacts are given below.

Now I request to give your consent to participate in this study by signing below. Thank you.
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Name of the Interviewer & Signature:

Date & Place:

Contact details:
Researcher:

Name:Sunu C Thomas, PhD Student
Achutha Menon Centre for Health Sciences Studies
SCTIMST, Medical College P.O., Thiruvananthapuram-11
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Consent form

I have read/ been read out the details in the information sheet. The purpose of the study and
my involvement has been explained and all my questions have been answered. By
signing/providing thumb impression on this consent form, I indicate that [ understand what will
be expected from me and that I am willing to participate in this study. I know that I can

withdraw at any time. I have been informed who should be contacted if the need arises.
Lo agree to participate in the study.
Name of the Participant &Signature:

Date & Place:

If the respondent is illiterate,

Name of the witness:

Signature of the witness:
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A4: Informed consent for phase I in-depth interview (Malayalam)

aloOMOMIM3 alHE:S)EMAUBHN)SS QflQIEeMal(@]dh- B0y

af)®MP Gal@ MVIM) MU BGMOAAY, NOM (W3] 2fl(® @IEYMIUDd DAISIS;ISIR! @21} GAGMID
HIAROIDB Hald®LRMIGRIWNSOMIMT all ag).ol W 6.21WIMM). af)dM ofl af)o] Wlwes BONMOW]
MO BDY alOMoe MSTMYAM). "AUMWIM ISR BA W) alld1END G E6BBUY: CHEBTNIGE
O®HOM ZejH&1Td AUMWIMW)B8 BAUD]BS)6S DSV 10)6MalERIW GREMIaHUEM." . 0D alOMo
66N OERUSIBI M D &hISlBUB OENBIBIM AMNUYRNIMSIBBYo af)MNIMB B)S1HUB BGAIEM. af)m)

@R (WDa01BMN Bolal@1B0d DD@IMIW] of)AMEI. MIBPHEBBUD/ 2l lENBUD 6.21QW)o

a) MA@ AN@IMIEN.

@RD)OBIENS DV o lOMDMIT 18081 WIHIM NI MITLHEBIS BRE;BMUIH6)(M). D o IOM®MIEI
al6 S} 6008 MMDMAINEMEIT MM MEERES @REIM)E. 6.2IVWINB MOMEIMSIAMN). MIBUB
"BBo WAIBHMDIMOV] )M MIBWEBBUD BRELIESIDI 2ilE>1OT 0D BRGNS
@NEETMS)OMOMMYo @R 2l AIBWo af)TMYOBIME MIREHAMMSIDM) af)MDHIOM BYCla)io
2flel 00468800 61008 ¢21061P008 9E3WWIH)M®). oflel 2106568308 @IH:UDHE) @RAVITVLOM
DNBIAH]CYHNIo. BRAHEOWIT MIHHOS @RAVIAUNAILNINN G2ldB5EERUIHE DDMPo
MTHIMIGBH0IMB ®IBHUIHE) al)BEM VI OM§o ONE. D alOMOMIBD a18:IS] @R IAN® HHINE
@I8UdH6) MRS BO} (AIBWIRMAN. RIElENMME]. DV @REIMEI oBHEBUW. 40 allM) M@ B0
26M1H6)3 AUO HHBBEU0 DENBIE:Io. MIBUIHE) MVAADMAINEME T OV @REIA) G- I
H0EHHIB 6.21VWIM GIMEIHAS}AMNY. MIBUD GBYAM QflQIEEBBUD GINAD®)o
alOMOQUUWSBHIMAI(MED DalCWIUI1H6)HW)IBB) .

®IBB)YHS CalGEI MIT6B MIG.oj01WIM &Il ag AlAIeEBEEI 6rmIM og)Qlles®)o (ANlWdBEIM.
6.21W{)AGIIELI (aIENINVATHIGEID) (MV) 2 fladlee)MME], AQIBIMOW}o alB5ISIAMN@YME]. DV alOM BTN
@IEB8)6S alghIS1OMo @d.2f}0 TVIAMARIOE] OSBMIEN. 0D lOMDHIBBAINMN)o @IEHUIHEY
a)BMIUB GAIEMHAH; BN 0 llMMIOIQMMD®IEM.

800 aloMo (Ul ofl@ @EyMIUB eISISSIOR] OAISISILUM@TB o) DRy HanG] @oUId @16,
af)HADEIE0 MVoUOWEBBUB OBENBELIM @.21031862QIM@I6M. BOQNWI@ Y alOMOD® &h)O1.a]
af)DMMESE10 MVoUdWEBBUS DEENMEELITE af)GMIS BRGLIB 1M af)dMD all ag)o] AWl HENUSIEMIRSI
6.210G1H6Q MMM, af) D lOMEDMM LN} 0]} MIBUBHE) af) DTN BIEN . TVUBWEBBUY OHENBEH:1TI
(@B 21l @EYMIUB AISISISIOR! DQISIS;LUM @D o) TN HanilFlwes HANENIG HAVESOIWIW
GAWIEH@ MORI RIAMOLNMD GMIS GaloGlHeQMMOeN ( 0471-2524234). Email id: mala@sctimst.ac.in.

21)AIBS G2l3DMIFSB MA@ Ba) Alof)OEHINBY Y o lOMDWITI o le)EHS)HHIMIS
@IBBYHS TVAAMo BORUOASIDMEMo of)M @REIAMAIHM) . ME]

@REIRY6N. 621N QUEMIWYHS Gl & B3aT:

@O & aUL0el.:

MIMWOMSIMBE Ofl01eeRBUY:

1A : TVYMY AUl GMOAY , afl af)gfl MYIOSAFS

@RI GACMIM HAVMAB GafdB HO@IDM TLWMMS AvQUIMS

v VUl s] 6ag) af)o AV S, HAWIBO@ 6HIEBL oll .80 ., BYAUMAMaly@. -11
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VRO al(@o

alomaflalieeme m)$3QIM 6O AW} / )M QW a)) GHUda )}, DV alOMOMIONR OEZUBAN.
8D o lOMOMIDT af)M1B6)88 alE:0E]TMAe af)@MIS Al fIg)NE. Y TVAAD Al OYNI@D G3ad) /
QlEREIS®IBoe QIYPE:)MN®) 0D alOMDHITE o l8:0SWOBHIMBS of)OM 2} BEHAVENDTHDEIN
@ROIW]H6)(M). 0V alOM@MIGI FIMN)0 af)GAIUB GAUAMOAE BN 0 afl@MI0Ie af)aMo af)M]HOATRo0.
af) M1l QANlUAEIBE6M. @RYAINIMIBENBEIT BRYHO NUMWOMSEMo af)(MYo af)M1BHTGIWIo.

BYDIIMB ..t seaeaene DY alOMDAHIDI l6)8HS)HNHIMBM@IOI6N) .

Gal@®
&1/ afleeISWIs.

o] & adloel.

(IR M@IUY MNRHHUO BRHSEMELDTI,
LISHWYOS Gal@
MIBSHI) oS 638
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lOM O @B al6) 85380 MAIBH88 AlAUIEEM all@®1d:- B@EMIQl / AQ (alWIM
QI KM U3

)0 Gal@ MVIM) MU EAOAAY, rOM (U3l 2il(® @MU YISIS;SIR! @B 2@ EAEMIM
HTVAROIDB HalO®LRMIGRIWNSOMIM@ all ag).l W 6.21WIIM). af)dM ofl af)] Wlw)es BONMOW]
MO BDY alOMoe MSTMYAM). "AUMWIM VISR Bl ]B8)6S 2lld1OND @ EEBBUD: CHEBONIGE
O®HOM HejBE1Td AUMWIMW)BE BAUD]BS)6S SV ()M lEAIW BREMIaHEM." . DV alOMo
6)HI6NE OERUTIHNIM D HIS1BUB OENBIBIM MIRVIMSIBBYo af)MMNIDTB BISIHUB GAIEM. af)aM

@R (NaOlHMM BAIMIB0d D@MIMIW] af)HAMEIe MIBWEBBUD/ 28 1ONEUB H21DW)o

a) MA@y @M.

@RMYOBINE Y o I0MOTITI 18IS WIBHIMD MIM MITHEBIS @RERIBMAILIOM). OV alOMOMITI
al®) S} 6008 MMDMAIEMEIT MM MEIRES @REIM)6. 6.2IVWINB MOMEIHMSIAMN). MIBUB
NBBo WAlBH)M@IMOV] af)HAMEIIe MOBWEIBUD BRELIMBSI@E o fld:Orusud @RE
@NEOTMS)OMOMMMYo @R 2l MIBWo af)TM)OBIME GIEOETTIMS}AD) af) MIOM &H)10)2f)0
2flel 00468803 61008 ¢21061P:008 9E3WIH)M®). oilel 2106568308 I8 UDHE) @RAVITVLOM
DHMBIASCWHN 0. BRAMEOWITI MIHHOS @RAVIAULIMILNIOM G.2ldBEBRUBHE OO0
MTBHIMIGBHOIMB @IBHUIHE) al)BEM VI OM§o DENE. DV 2 lIOMDHITI algHIE] @BRYE:IIND) OBHIENS
@836 BMEIS BB} (IGWILMAo LIEIBHMMEJ. DV @REIMYEU. af3dHE3U0e 40 MY MW@ 3@
26M1HNQ AUO HHRBEUo DENBIE:Io. MITUIHE) MVAADMAINEMETD OV @REIA) A HHIMD
HOEHHIBW 6.21WWIM GIMEIHAS}AMN}. MIBUD @BYAM AflQIEEBBUY GINA@™)o
alOMOQUUWBSBHIMAI(MED DalCWIUIIH6)HW)BB) .

®IBB)YHS CalGEI MITHEB MIG.oj01WIM &Pl ag AlAIeEBE8I 6rmIM og)Qlles®)o (ANlUdBEIM.
£.21Q;AGIIGPI (INIMNDTIIGEID) TV 2lflee)M@E], AQIBIMIW)o algH]IS)AMNDEIAL]. 0D alOM@HI@D
@IE8)6S alghIS1OMo @dh.2f}0 TVIAMARIOR] OSBMIEN. 0D lOMDHIBBAINMN Yo WIEHUIHEY
a)BMIUB GAIBMHAH;EN 6 o lMMIOIQMMD®IEM.

800 aloMo (Ul ofl@ @E MIUB ISISSIORI OISISILUM@TB o) DRy HanIG] @ooUNd @) j@O6N).
a)DADB 1B} MVoUBWEBBUB OHENBELITD @2103189QIM@IeN. BIQNWI@ D aloM@WINT &)0la)
af)OTMEL]L1)0 (MVoUOWEBBUY OOENBELIBE of)GANIS @RERIBIMS af)eM all ag)al AW HOHWWIEMOISSO
621061H60Q)MMIE. af)DW IOMEDMD L0 2]} MIBUBHE) af) DTN BRI TV.BWEBBUY OHENBE1TI
(B 2@ @EYMIUd ISISs SRl SDAISISEIUMTD af) DL HMIFIWIHS HAAENIG BTV EWHFOIWIW
GAWIEH@ MORI RIAMOILNM GMIS Gal0GlHeQM@O6N ( 0471-2524234). Email id: mala@sctimst.ac.in.

21}Q16S Gol@OMIFBB MLEAM @ OTITI B3a1) AU.)IOEHI6NBY DD o lOMDMITI alB)EHS)EHIM BB
@IBBYHS TVAAMo BORUOASIMMEMo af)M @REIAMLAIHIM) . ME]

@REIRY6Ns 621N QAUEMIWYHS Cald & B3aT:

@@ & QULOEI:

ENINWBMSOIM)88 QflIEBBRUI:

1OEAaHD:: TVYMY AUl IR , all af)afl MYIOSAFA

@R2I@ GACMIM HAVMA GafdB HO@IDM TLWMMS AvQUlIMS

avd Vvl s] 6ag) af)o AV S, HAWILOH@ 6HIEBL oll .80 ., ®IeYAUMOMal}@. -11
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VRO al(@o

alomaflalieeme m)$3QIM 6O AW} / )M QW a)) GHUda )}, DV alOMOMIONR OEZUBAN.
8D o lOMOMIDT af)M1B6)88 alE:0E]TMAe af)@MIS Al fIg)NE. Y TVAAD Al OYNI@D G3ad) /
QlEREIS®IBoe QIYPE:)MN®) 0D alOMDHITE o l8:0SWOBHIMBS of)OM 2} BEHAVENDTHDEIN
@ROIW]H6)(M). 0V alOM@MIGI FIMN)0 af)GAIUB GAUAMOAE BN 0 afl@MI0Ie af)aMo af)M]HOATRo0.
af) M1l QANlUAEIBE6M. @RYAINIMIBENBEIT BRYHO NUMWOMSEMo af)(MYo af)M1BHTGIWIo.

BYDIIMB ..t seaeaene 6DV alOMDOITI l6)8HS)HHIBDM@IOI6NM.

Gal@®
&1/ afleeISWIs.

@] &MiLel.

(IR M@IUY MEHHUEM G@RHHEMESIDT,
LISHWYOS Gal@
MIBSHI) oS 638
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AS: Permission letter from National Health Mission, Kerala and District Medical Officer of Health, Kottayam and Malappuram










A6: Informed consent for phase III community-based survey (English)

Informed consent form

Participant information sheet

I am Sunu C Thomas and I am doing PhD at Achutha Menon Centre for Health Sciences
Studies, Sree Chitra Tirunal Institute for Medical Sciences and Technology,
Thiruvananthapuram. I am conducting this study “Treatment seeking for infertility among
married women in Kerala: Identifying the pathways and inequalities in the pathways to the
resolution of infertility” as part of my PhD. The purpose of the study is to find out the various
treatments that women who have or had difficulty in getting pregnant, do to get pregnant and
have a child and the time taken for the treatments. Participation involves answering a set of
questions regarding the treatments you have undergone and the time period of each treatment,
to resolve your problem in getting pregnant. Some of these may cause painful recollections and
should you now wish to dwell on them, you can refuse to answer any specific questions. Thus,
you may choose to answer all or some of the questions that I put to you. There will be no direct
benefits to you for participating in this interview. The interview will take about 1 hour of your
time. I would like to assure you that all the information shared with me will be kept confidential
and will only be used for research and publication purpose. Your individual identity will never
be used in any research output nor shared with anyone else in process of communication of

data.

This study has been cleared by the Institutional Ethics Committee of the SCTIMST,

Thiruvananthapuram.

I therefore would be grateful if you agree to participate in this study. The participation in the
study is purely voluntary. You have the right to withdraw your participation at any time during
the interview without any explanation. You are free to refuse to answer any of the questions at

any time. In case you need any additional information and clarification you may contact me,

XXVi



or my guide. For further queries regarding the study you can address them to the Member
Secretary of the Institute Ethics Committee at Sree Chitra Tirunal Institute, for Medical
Sciences and Technology Dr.Mala Ramanathan ( phone no:- 0471-2524234). The details of

contacts are given below.

Now I request to give your consent to participate in this study by signing below. Thank you.

Name of the Interviewer & Signature:

Date & Place:

Contact details:

Researcher:

Name:Sunu C Thomas, PhD Student
Achutha Menon Centre for Health Sciences Studies

SCTIMST, Medical College P.O., Thiruvananthapuram-11
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Consent form

I have read/ been read out the details in the information sheet. The purpose of the study and
my involvement has been explained and all my questions have been answered. By
signing/providing thumb impression on this consent form, I indicate that [ understand what will
be expected from me and that I am willing to participate in this study. I know that I can

withdraw at any time. I have been informed who should be contacted if the need arises.

L. &4 agree to participate in the study.

Name of the Participant

Signature/thumb impression:

Date & Place:

If the respondent is illiterate,

Name of the witness:

Signature of the witness

Date & Place:
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A7:Informed consent for phase III community-based survey (Malayalam)

alOM O3 l6@:S)H0)MAUAEeNES alliEemal(@le:

OB Gal® VYN MU GO, 61008 (U3 2@ @EIMIUB QSIS SO @R2IN® GOEMINE HAVAZHI@
6l0®)RMIGEIN OB afl ag)al W H21@)M). )R all af)al WOS GNAIW] EMINE B0} alOMo MSMMHM.
"emogomleal a0l (PHEloal AMWIOENESS 2@ 10 GMST: AUMVIMDOS al@laNICOTICLIS)SS
D@ EHS)o BRNVADMIBES0" . EDD al0Mo AB:IENBGRUTIEE) MM NBER. WE1BHIT NYEVINS)SE @reLleEs)wd
VIS0 M@ (W8 af)omEae MOMTIERSE 2 NEslorE:86N af)S}OMOM Mo @RGIMY af) (@
VAo af)SYOM af) Mo @RAI@ICMIMIENY

@RMYOBIENE DD alOMMTIM alEISWISIMB 6N ITEBIS @R IBMANEDIM). D AlOMOBIM alHE>S)EHINT
MEN®EINEME @ BN MEEOS @REIMAI HaIR@INB IO IOSIIM). MITUE NBRe WAEHIM@IM) GAINE]
621Q/ (oaley AfleNw MEOTERSE 2 NelorE:8)e 0G0 aild:Ed &:0r1eaISNNe af)aMIEN af)MOI@MMBM
®)012] aflel G206 6BRUBE0)88 DOMDe MTBH:E: MMM DD @REIMEUOTIM alB0E]WIHIMNMEB:0611E)
@B 6216WENRM.

2flal 62108468308 ®IExBes @RMINLOMm DMBIGEHIERERI0. @ROMATHIT MIL:HS @RAVINNMISE) N

G213 63RU3H6) DOMDe MTEBIMIEEHINE MIBWBSE) al)@6M VMo O6NE. D lOMMBIMB lBIS] @1RE>) MDY
OBI6NE @IBUBHE ENENS B0 (AIGIRMAN0 AIEIBHMMEL. 0D @REIM)EI aRB>6E00 1 MEMIENA QOO HOBAEIY0
96MRIE:Jo0. MITU3 M©)OM ANQUEERUE GIBTMYe lOMIQUUDIDTIMIDI(MEA OalE@IUIHE)BHW)SS).

@IB:BYOS GalGd MIBHOS @1M1201os Sl ag afleie@sesd 6mIad agalas®)e (QNuodeims
©21@1)0GaIOGLI (aINIMWOTIIGEI) V)2 lla{lEe)MME), AGOIRO®0 alEBsISIAMM)DE]. LDV alOMOHM @IBHSIOS
al@0E) 0o @dhallo MUIAMEPIORI DS/, 0D aloM@TI@WIIMo @OB:UBHE) 0f)Ea0ud GRlEMeDE:RI0
aflmo02Q MM,

0D aloMo (U3 2@ @EIMIU3 QSIS SO SIS LUMTB af)@OTE; Soag) @B 2N, a0
MoUOEBBUT DOENBEIM G2IE1EeIUIM@IE. RIQN@ITW D alOMOTD® &)012] af)DE: IR0 MVoUOREBZUT
OMBENTB of)GAMIS @RHRIEIT af)OTs all af)aT W) HONWIEMIOSI GaIdE1EHOQRMMIENT. af)ed
aloMOTMENG2)) MIBUBHE) f)ODEIRI}0 MVoUO@EBBU3 OaMRE 1M (UT] ol @o)MIud egisls sieal

0IS1S U@ af) 0 H001G@6S HAFENIB HAV(BSTIWO® EGUGHE BRI EIAMIAME GMNIS

621031800 mMmem ( 0471-2524234). Email id: mala@sctimst.ac.in.

2)QIOS G2lBOMIFBS NEAMal(@ODTIT Bal) Qa)OE:06N8) DD alOMAOIME AlHES)HEIMSS MIB:-S)HS MVIDMo
GOEUAYIS)OMEMo af) () @REIB@ANSO}M) . ME]

@REIDARI H2 DI QAUIEMIWIOS Gald & Bql:

@@ & milnal:

6NIMVORSIMIBS QIlQIEEBRUB:

NGQaUE: M) (U] @AM, afl af)gfl TYOSAZY

@RaI)® GOEMIME HMVMBA GandB HaO@ED @MY cvguslmny

ad ol S1 Bag) af)o AV S, HAWIEOM CHIGBE ofl .60 ., MM MMal)@o -11
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oA al(@o
alomaflaiEeme m)93QIM3 6008 Q@a)) / af)etm Qe Gdulaflaf). 0D aIOMOEMONE OEGZUOQR0 EDD alOMOIT
af)MENSS alBISIOMMLo af)GIMOS ANQIG2IS)6ME. 0D VMMM Bqf) /QflERISIB. QIYPE:IOM@ D
OO alBIE]WIGHIMBS of)d(F aR@EHVEAMHOM @ROIW]HHIM). D alOMOWI@ MMYo af)Galoud

GQIeMeDEs1E10 ofltmI00 af)Mio af)MHEOAIWI0. af)eD®sIRNe QNUDEB:O6M. @RHQINDIMAENZE:ITW @REO
6NINWEYSEMo af)(MYo af)M1EENOI@o.

L (0le1 4 (T URURRURRN: DD alOMOBI@ l6EHSIBEIMTBMDINIE) .

Gal® :
8q)/ alerIsS@IB.H:

oo & milnelo:

(I@1UEE6;M@IUB MOEHO @RYEEME:@3,
QISH@OS Gald:
aLISHI@eS Bq] :

o & milnel:
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A8: Informed consent for phase III in-depth interview (English)

Informed consent form

Participant information sheet- In depth Interview

I am Sunu C Thomas and I am doing PhD at Achutha Menon Centre for Health Sciences
Studies, Sree Chitra Tirunal Institute for Medical Sciences and Technology,
Thiruvananthapuram. I am conducting this study “Treatment seeking for infertility among
married women in Kerala: Identifying the pathways and inequalities in the pathways to the
resolution of infertility” as part of my PhD. As part of the study I would like to understand
more about the treatments you have undergone and your experience of undergoing the
treatments. Participation involves a conversation including some questions regarding the kind
of treatment you have undergone in trying to conceive and the specific meaning it has to your
life. Some of these may cause painful recollections and should you now wish to dwell on them,
you can refuse to answer any specific questions. Thus, you may choose to answer all or some
of the questions that I put to you. There will be no direct benefits to you for participating in
this interview. The interview will take about 30-40minutes. If you are willing I would like to
audio- record the interview. I would like to assure you that all the information shared with me
will be kept confidential and will only be used for research and publication purpose. Your
individual identity will never be used in any research output nor shared with anyone else in

process of communication of data.

This study has been cleared by the Institutional Ethics Committee of the SCTIMST,

Thiruvananthapuram.

I therefore would be grateful if you agree to participate in this study. The participation in the
study is purely voluntary. You have the right to withdraw your participation at any time during
the interview without any explanation. You are free to refuse to answer any of the questions at

any time. In case you need any additional information and clarification you may contact me,

XXX1



or my guide. For further queries regarding the study you can address them to the Member
Secretary of the Institute Ethics Committee at Sree Chitra Tirunal Institute, for Medical
Sciences and Technology Dr.Mala Ramanathan ( phone no:- 0471-2524234). The details of

contacts are given below.

Now I request to give your consent to participate in this study by signing below. Thank you.

Name of the Interviewer & Signature:

Date & Place:

Contact details:

Researcher:

Name:Sunu C Thomas, PhD Student
Achutha Menon Centre for Health Sciences Studies

SCTIMST, Medical College P.O., Thiruvananthapuram-11
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Consent form

I have read/ been read out the details in the information sheet. The purpose of the study and
my involvement has been explained and all my questions have been answered. By
signing/providing thumb impression on this consent form, I indicate that [ understand what will
be expected from me and that I am willing to participate in this study. I know that I can

withdraw at any time. I have been informed who should be contacted if the need arises.

L. &4 agree to participate in the study.

Name of the Participant

Signature/thumb impression:

Date & Place:

If the respondent is illiterate,

Name of the witness:

Signature of the witness

Date & Place:
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A9: Informed consent for phase III in-depth interview (Malayalam)

2lOMOITB lOE:S)Ee)MAIBEMNES AlRIEMal(@]dh:- NadMMI® @REIN)RIe MSEMYM@INY

)R Gal® VMY MU GO, 610 (UB] 2@ @MU DYSIS ISPl @R2IN® GOEMI3 HAVAZTIT
6l0@)RMIGEINJOTI@ afl ag)al W H21@)M). af)0R all a)al WIOS GINAIW EMIME B} alOMo MNSMMYM.
"eoa0m1eal AlaeCImEI® (YIHEPR! QMWIMENSE 211610 GMS@: AUMLIO@OS al@laOIOOCRI)SES
DM BHS)o BRAVOMIEBES)" . 0D aloMMDEE EGINMIR] MIB:UE MlB:@la] 2 ld1EN0 GOS8 a0
218510 @M)EQIEBBROSHR)0]aflo &ISYO@ @ROTWIB @R (NaO1HHYM).

@RMYOB:IENE DD alOMMTIM alEISWIBITB 6T ITEBIS @R IBMANED)M). LD alOMOBIM alHE:S)HHINT
QLEDMAIEEMNEB @B 61T MEBROS @REIMEU0 62 IDWIMS GMIWOIORISIIM. @ITUE NBRo WANBEMDIM) CQIeNE]
021/ (oaley AfleNlw MmEETERSE aflelore:g)e @RMIM) M@Bges laldmamlaal @odLae af)mIET
a)mol@ym@lem &30la] aflel GaldB @ERUEENSS OMMDe MMTBE:YE> MMM DD @REINIEIMDIM

B0 1WIGHIMDOEI6NZ) @IV 62 1GRENBD.

21181 21061681303 ®IBUHE) @RMINIAM DENRILEIEREE 0. @ROMODT T @IH-0S @BAVITLAMILE) M

62103 63BU3H6) DOMDe MTBIM G HHIE MIB:UBHE) )@ VMo O6NE. D lOMMTIMB lEBIE] @1HdE:>) MDY
OB06NE MIB:UBHY GMANS B (IGWIRMA)o LIENEN)MME. 0D @REID)6Ue afdEBU0e 30-40 iy QO 66BAaIL0
ENBIHH00. MIBUTHE TVENMAIEMEIMTE LD @REIN)E0 NI HOGHHIB H2IRITE MIMO 16aISIM). MIB-UT
®©)0M QNQIEEBREE @GOMIe lOMIQUUDIMBTIMIMI(MED DalC@IUTIER)GHWISES).
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A10: In-depth interview guide for phase I in-depth interview (English)

Treatment choices among couples with infertility: A qualitative enquiry among couples

with infertility in the southern districts of Kerala

Achutha Menon Centre for Health Science studies
Sree Chitra Tirunal Institute for Medical Science and Technology
Trivandrum-11

Participant Details
Identification No:
1 Name of the respondent- female
partner
2 Age of the respondent
3 Name of the husband
4 Age of the husband
5 How long have you been married?
6 Have you been trying to get Yes/No
pregnant?
(at the time of interview)
7 If yes for Q6, how long have you
been trying to get pregnant?
8 If no for Q6, have you ever tried, | Yes/No
after marriage to get pregnant? if yes continue, if no discontinue the interview
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In-depth interview guide for the female partner

INTRODUCTION:

Thank you very much for agreeing to be interviewed. I understand that you have been
married for... years and is having some difficulty in getting pregnant. I would like to
understand more about this and the steps taken by you/your partner in getting pregnant. My
questions to you will relate more to the kind of treatment choices you have made in trying to
conceive and the reasons for choosing a particular choice over another. There are no right or
wrong answers to my questions, and I am more interested in your opinions regarding the

choices you made and why you made that choice.

How did you decide that you need to get help/treatment to get pregnant? How long after the
marriage was this?

PROBE FOR WHO INITIATED THE TALK/REALIZED THE PROBLEM: like
themselves/partner/family/friends/medical professional/others

After thinking that one or both of you may have difficulties associated with having children,
what was the next step? What did you think needs to be done and what did you actually do?
Why?

What were the various options that you considered? How did you identify these?

Who initiated the process for the first step? PROBE: like
themselves/partner/family/friends/medical professional/others

What were the other options considered? And why? Why did you/your partner choose this
option?

What other treatments by way of alternative modalities such as unani/ayurved/etc did you
consider? How did that help?

What were the things that helped during the process of infertility treatment and what were the
things that made things difficult? What did you and your partner do to resolve these
problems?

What are the other things that you are likely to do now to resolve the problem?

Who are all the persons whom you would consider as key persons in your decision making
regarding your treatment seeking and how are they important?

Seek permission to approach the partner (if mentioned above) and also any other significant
persons. With your permission, I would like to talk to your partner about the same things.

Would you object to my talking to him separately regarding these matters?
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YES/NO

If yes, Name/contact details to fix appointment

Are there any other persons who you consider important to your treatment seeking who might
be willing to talk to me? If so, could you tell me who they are?

Names and relationship and contact details.

I would also like to contact you for clarifications during analysis or to clarify any other

information. Do you have any objection to this? YES/NO

LEAVE TAKING: Thank you very much for patiently answering all my questions. I am very
grateful to you for giving me the time and explaining the treatment choices that you made
and why you made them regarding your fertility problem. I would like to assure you that I
will not mention either your name or any identifying information in my analysis or

dissertation.
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In-depth interview guide for the male partner/any other significant persons

INTRODUCTION:

Thank you very much for agreeing to be interviewed. I understand that ....(mention the
female partners name) and you (if husband) have been married for... years and is having
some difficulty in getting pregnant. I would like to understand more about this and the steps
taken by you/your partner in getting pregnant. My questions to you will relate more to the
kind of treatment choices you have made in trying to conceive and the reasons for choosing a
particular choice over another. There are no right or wrong answers to my questions, and |
am more interested in your opinions regarding the choices made and why those choices were

made.

In what way where you involved in the decision to seek the treatment?

What were the other options considered? And why?

Why did you/your partner choose this option?

What other treatments by way of alternative modalities such as unani/ayurved/etc did you
consider? How did that help?

What were the things that helped during the process of infertility treatment and what were the
things that made things difficult?

What are the other things that you are likely to do now to resolve the problem?

I would also like to contact you for clarifications during analysis or to clarify any other

information. Do you have any objection to this? YES/NO

LEAVE TAKING: Thank you very much for patiently answering all my questions. I am very
grateful to you for giving me the time and explaining the treatment choices that you made
and why you made them regarding your fertility problem. I would like to assure you that I
will not mention either your name or any identifying information in my analysis or

dissertation.

XXX1X



A11: In-depth interview guide for phase I in-depth interview (Malayalam)
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A12: Interview schedule for phase III community-based survey (English)

Treatment seeking for infertility among married women in Kerala: Identifying the pathways and
inequalities in the pathways to the resolution of infertility

SECTION-I
Identification details
(This section can be answered by any adult member of the household)

ID Number:
Date of interview:
Name and signature of the interviewer:

Sl no Particulars Response

1 HH number

2 District

3 Urban/Rural 1. Urban

2.  Rural
4 Municipality/Corporation/Panchayat 1. Municipality........
2. Corporation.........
3. Panchayat
a.
b. Grama Panchayat.............
5 Ward Name or Number
6 Address/ Phone number for communication
SECTION II
Screening Questions
(For the identified woman in reproductive age)

SI Particulars Response To be entered by the

no interviewer later- convert

the time periods in
months since marriage
and enter

7 How long have you been married? [l[years /[ ['months ooo

OR [ 0month/C1 01 0 [Cyear months
When did you get married? [enter the exact date] [Take this as starting]
[If less than 12 months stop the interview]
SKIPTO Q 12
If having a child through tr t

8 Are you and your husband trying to 1. Yes
get pregnant? 2. No, [stop the interview]

9 How long have you been trying? [101Months/[] [Jyears 000

[If less than 12 months stop the interview] months

10 | Have you (or your husband) ever 1. Yes
sought any medical help to get 2. No,
pregnant? specify reason............. [Stop the interview]

11 | How long have you been taking [ [year(s)/] [Jmonth(s) ooo
treatment? (Mention duration in [If more than 15 years stop the interview] months
number of years or months)

12 | After how many years of treatment [ Oyear(s)/[][Jmonth(s) 000
did you get the child?(Mention total [If more than 15 years stop the interview] months
years or months since the first
treatment)

SECTION III
Socio-demographic details
(Respondent will be woman who had child through treatment or who is childless)

SI No Respondent* Spouse

13 A. What is your name? B. What is your husband’s name?

14 A. In which month and year were you born? B. In which month and year were your husband

[1llMonth born?
000 Year [J[JMonth
[Mention exact date] OO0 0Year
[Mention exact date]
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15 A. What was your age on your last birthday? C. What was your husband’s age on his last
[1[years birthday?
10 years
16 A. Up to what level have have studied? B. Up to what level have have your husband
1. Illiterate studied?
2. No formal education, but can read and write in at 1. Illiterate
least one language 2. No formal education, but can read and write in
3. Primary School education (till 7) at least one language
4. High school education (8-10) 3. Primary School education (till 7)
5. Higher secondary education (11-12) 4. High school education (8-10)
6. Diploma 5. Higher secondary education (11-12)
7.  Graduate 6. Diploma
8. Post graduate and above 7.  Graduate
9. Others, specify........cccovvviiiiininn 8.  Post graduate and above
9. Others, specify......ccccoveiuinnine.
17 A. What is your religion? D. What is your husband’s religion?
1. Hindu 1. Hindu
2. Muslim 2. Muslim
3. Christian 3. Christian
4. Others, specify......cocovuennn.. 4.  Others, specify........c.ouuene
18 A. What is your caste? B. What is your husband’ caste?
1. SC 1. SC
2. ST 2. ST
3. OBC 3. OBC
4. Others, specify......cccoeeuennn.. 4. Others, specify........cco.....
19 A. What is your occupation? E. What is your husband’s occupation?
1. Unemployed 1. Unemployed
2. Labourer 2. Labourer
3. Daily wages 3. Daily wages
4. Monthly salaried employment 4. Monthly salaried employment
5. Self employment 5. Self employment
6. Government Job 6.  Government Job
7.  Student 7. Student
8.  Others, specify.......cocoeenannins 8.  Others,specify.......ccoeuennns
To capture the Socio-economic status
Slno | Questions Response
20 Is this house you are currently living in, own house or rented | 1. Own house
house? 2. Rented house, , go to 023
21 Who owns this house? 1. Self
2. husband
3. Both
4. Other family members
5. Don’t know
6. Others, Specify...
22 What is the total land area where this house is located? [1[cents [If flat, don’t ask this question]
23 Does your house have air conditioner? 1. Yes,....... rooms
2. No
24 Does your household own a car? 1. Yes
2. No
25 What is the main fuel used for cooking in this household? 1. Electricity
2. LPG
3. Kerosene
4. Wood
5. Others, Specify.......ccccoovveiinn.
26 If LPG is the main fuel, how long does one cylinder last in [ Cmonth(s)
your household?
27 What is the approximate electricity bill for two months?
.................... rupees/ 2 months
28 What is the main material used for flooring? 1. Mud/Clay/Dung
2. Cement
3. Ceramic Tiles
4. Marble/granite
5. Polished wood
6. Others, Specify.......cooeveiinnn..
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29 What is the main material used for roofing? 1. No roof
2. Thatched
3. Asbestos sheet
4. Bricks
5. Concrete
6. Others, specify.......c.cocoeueeninen..
30 Is there a compound wall surrounding the house? 1. Yes
2. No
31 Is there a gate for this house? 1. Yes
2. No
32 When the members of your household gets sick, where do 1. Government hospital
they generally go for treatment? 2. Private hospital
3. Others, Specify.....cocoviuiriiiiinn.
33 Is any usual member of this household covered by any health | 1.  Yes, Specify............cocoviiniit.
scheme or health insurance? 2. No
SECTION IV
Marital, Reproductive and Family details
SI No Particulars Response
34 Is this your first marriage? 1. Yes, goto 036
2. No, Specify....ccoevvnnnnn.
35 Was the inability to have a child the reason for the previous 1. Yes
divorce? 2. No
36 Is this your husband’s first marriage? 1. Yes, goto Q38
2. No, Specify.........
37 Was the inability to have a child a reason for the previous divorce? | 1. Yes
2. No
38 Have you ever been diagnosed as having any of these conditions 1. PCOD
that may affect your ability to have children before marriage? 2. Any problems related to menstruation
Multiple entries possible like endometriosis
3. Fibroid uterus
4. Thyroid problem
5. Others, Specify...............
6. No
39 Is there anyone in your immediate family (meaning brothers, L. Yes, specify..........ooooooen
sisters), who are married and do not have children? 2. No
40 Is there anyone in your immediate family(meaning brothers, L. Yes, specify.........ccccuniiine
sisters), who has undergone treatment for infertility in your family? 2. No
41 Is there anyone in your husband’s immediate family (meaning )
brothers, sisters), who are married and do not have children? ; ;\[]ZS, specify.......oooo
42 Is there anyone in the immediate family (meaning brothers, sisters) | 1. Yes, specify......................
who has undergone treatment for infertility in your husband’s 2. No
family?
SECTION V
Consequences of infertility
SIno | Questions Response
43 Do people close to you put pressure (or had put pressure) on you to 1. Yes
get pregnant? 2. No, goto 045
44 Who is/was the person putting pressure on you to have a child? 1.  Husband
Multiple entries possible 2. Mother in law
3. Father in law
4. Own parents
5. Friends
6. Society in general
7.  Self
8. Others, specify.........cco.euene
45 Have you ever experienced any problem in your marriage due to 1. Yes
difficulty in getting pregnant? 2. No
[Ask for current marriage only]




46 Does your husband mentioned or indicated any form of distress due 1. Yes
to the difficulties in conceiving? 2. No
47 Have you ever mentioned or indicated any form of distress due to the | 1. Yes
difficulties in conceiving? 2. No
48 Has the difficulty in getting pregnant affected your sexual lifeinany | 1. Yes
way? 2. No
49 Have you faced any form violence from your partner due to 1. Yes, specify.......ccocoenennen
difficulty in getting pregnant? 2. No
50 Have you faced any form violence from your partner’s family due to | 1.  Yes, specify...................
difficulty in getting pregnant? 2. No
51 Have you ever faced any threat for divorce due to difficulty in 1. Yes
getting pregnant? 2. No
SKIP to 056
If having a child through tr
52 Because you do not have a child, have you faced problems meeting
or mixing with people in your community/neighbourhood? 1. Yes
2. No
53 Because you do not have a child, have you wanted to be on your
own, away from others in your community/neighbourhood? 1. Yes
2. No
54 Because you do not have children, have you experienced any
emotional distress? 1. Yes
2. No
55 Ask those who are currently childless:
What are the difficulties you are facing in undergoing treatment?
Open ended
56 Ask those who have had a child after infertility treatment:

What were the difficulties you faced while undergoing treatment for
infertility? Open ended

SECTION VI
Current status

If the respondent is not having a child, ask Q57
If the respondent is having a child/pregnant at the time of interview through treatment, ask Q58

SL Questions Response
no
57 How would you describe your care seeking for having a 1. Continuing treatment
child now? 2. Stopped treatment completely
3. Taking a break from treatment/ stopped
treatment for sometime
4. Others, Specify........cocovveiviiinne.
58 | What was the treatment through which the child was born? Natural conception after OI'

PN B LN =

IUT* with husband’s sperm
AT with donor sperm
IVF* with husband’s sperm and wife’s ovum
IVF with husband’s sperm and donor ovum
IVF with donor sperm and wife’s ovum
IVF with donor sperm and donor ovum
Surrogacy, specify...

9.  While on other treatment,

10. Not through treatment, adopted

11. Others, specify...............

! Ovulation Induction
? Intra Uterine Insemination

Artificial Insemination

*InVitro Fertilization
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Identification of the problem and initiation of treatment seeking

SECTION VII

S1 Questions Response To be entered by the

no interviewer later-

convert the time periods
in months since
marriage and enter

59 After marriage when did you 1. Within 6 months to 1 year 000
identify that there is difficulty 2. Between 1- 2 years months
getting pregnant? 3. After 2 years within 5 years

4. Five or more years
60 What did you do after finding you 1. Immediately consulted doctor,
have difficulty getting pregnant? go to 062
2. Thought of going for treatment
but delayed
3. Tried religious/faith based
Methods
4.  Others, Specify...

61 How long did you take to start [J)(in months) 0ooo
treatment after identifying you have months
difficulty getting pregnant?(current
marriage)

62 Who initiated the treatment seeking | 1.  Self
process? 2.  Husband
Multiple entries possible 3. Both

4. Own family

5. Husband’s family
6. Friends

7. Others, specify...

63 Which year did you start treatment? | [1[1Exact Month [J[J[J[JExact Year 000
(mention the month also if you months
remember)

64 How many years/months did you [Jmonths/[] [Jyears 000
continue the treatment? (include the + months
break periods also if any) [J0months/[1 (Jyears
If the respondent is still continuing [Break period]
treatment, mention the total
duration till date

65 When did you stop the treatment? [J[JExact Month [1[1[1[1Exact Year 0oo
(if result achieved or otherwise months
who completely stopped seeking
care)

66 How many centers or hospitals or [0 + D (others)
doctors, have you been to till date
for infertility treatment? (Mention
only the allopathic treatment)

67 Who was diagnosed as having the 1. Husband had problem
problem? 2. Thad problem

3. Both had problem
4. Unexplained
5. Others, Specify......
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SECTION VIII
Treatment history for Infertility
(Attach more pages if more treatment sought)

ID number: Serial no[
Sl | Question TO T0O T
no (Enter the response and the (Enter the response and the (Enter the Response and the
time period for each) time period for each) time period for each)
68 | When did you oooo ] Oool
start the [Mention the exact year] [Mention the exact year] [Mention the exact year]
treatment? OR OR OR
[l months/[][Jyears [ months/[1[Tyears [0 months/[ ][ Jyears
[Mention the duration after [Mention the duration after [Mention the duration after
marriage] marriage] marriage]
69 | Which was the

centre or doctor
you consulted?

70 | What were the 1. Preliminary 1. Preliminary 1. Preliminary
different investigations only investigations only investigations only
treatment related 2. Check tube patency- 2. Check tube patency- 2. Check tube patency-
activities done at Laparoscopy, Laparoscopy, Laparoscopy,
this centre? hysterosalpingography hysterosalpingography hysterosalpingography
3. Monitoring of menstrual | 3. Monitoring of menstrual | 3. Monitoring of menstrual
cycles, trying on own cycles, trying on own cycles, trying on own
4. Regularizing cycles by 4. Regularizing cycles by 4. Regularizing cycles by
means of medication means of medication means of medication
5. Surgical/medical 5. Surgical/medical 5. Surgical/medical
treatments to correct treatments to correct treatments to correct
semen problems semen problems semen problems
6. Ovulation Induction 6. Ovulation Induction 6. Ovulation Induction
7. 1UI 7. 1UI 7. 1UI
8. IVF 8.  Artificial Insemination 8.  Artificial Insemination
9.  IVF with donor ova or 9. IVF 9. IVF
sperm 10. IVF with donor gametes | 10. IVF with donor gametes
10. Others, 11. Others, 11. Others,
Specify......ooooeennt. Specify.......ocoeoennn. Specify.....cocoeinint.
71 | How long did you | 1. 1- 6 months 1. 1- 6 months 1. 1-6 months
continue at this 2. Upto I year 2. Upto 1 year 2. Upto 1 year
centre? 3. 1-2years 3. 1-2years 3. 2years
4. 2-5years 4.  2-5years 4. 2-5years
(If the respondent | 5.  Five or more years 5. Five or more years 5. Five or more years
can recall, [10) months [10] months 171 months
mention the exact [Mention the number of [Mention the number of [Mention the number of
number of number months] months] months]
of months) [ 'months [ Jmonths (1000 months
[The interviewer to enter the [The interviewer to enter the [The interviewer to enter the
duration in months since duration in months since duration in months since
marriage ] marriage ] marriage ]
72 | Did you seek 1. Yes 1. Yes 1. Yes
treatment at 2. No 2. No 2. No
another facility
after that?
If yes, fill the
next Column also
ie.,, T2/3/...
73 | What was the 1. 1- 6 months 1. 1- 6 months 1. 1- 6 months
break period 2. Upto 1 year 2. Upto 1 year 2. Upto 1 year
between the first 3. 1-2years 3. 1-2years 3. 1-2years
and the next 4.  >2years, specify......... 4.  >2years, specify......... 4. > 2years, specify.........
treatment? [ months L) months 111 months
(If the respondent [Mention the number of [Mention the number of [Mention the number of
can recall, months] months] months]
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mention the exact
number of number

[1[1Imonths

[The interviewer to enter the

[ I months

[The interviewer to enter the

|1 Tmonths

[The interviewer to enter the

of months) duration in months since duration in months since duration in months since
marriage | marriage ] marriage |
74 | Why did you 1. Psychological distress of | 1. Psychological burden of | 1. Psychological burden of

discontinue the

treatment

treatment

treatment

treatment at this 2. Physical burden of 2. Physical burden of 2. Physical burden of
particular facility? treatment treatment treatment
3. Clinic related issues 3. Clinic related issues 3. Clinic related issues
4. No faith in treatment 4. No faith in treatment 4. No faith in treatment
success success success
(Multiple options 5. Poor prognosis 5. Poor prognosis 5. Poor prognosis
possible) 6. Logistic/practical 6. Logistic/practical 6. Logistic/practical reasons
reasons reasons 7. Personal reasons
7.  Personal reasons 7.  Personal reasons 8. Trying on own
8. Trying on own 8. Trying on own 9. Postponement of
9. Postponement of 9. Postponement of treatment/taking a break
treatment/taking a break treatment/taking a break from treatment
from treatment from treatment 10. Doctor censoring
10. Doctor censoring 10. Doctor censoring 11. Financial issues
11. Financial issues 11. Financial issues 12. Treatment related
12. Treatment related 12. Treatment related logistical problems
logistical problems logistical problems 13. Other health problems
13. Other health problems 13. Other health problems 14. Do not want to pursue
14. Do not want to pursue 14. Do not want to pursue specific treatment
specific treatment specific treatment 15. Pursuing alternative
15. Pursuing alternative 15. Pursuing alternative methods/treatment
methods/treatment methods/treatment 16. No longer wish to have a
16. No longer wish to havea | 16. No longer wish to have a child
child child 17. Others(specify)
17. Others(specify) 17. Others(specity)
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A13: Interview schedule for phase III community-based survey (Malayalam)

GHesomlnal QledlmoI® (YleEla QAIMWIMENSS 2l6:)ON EMST: AUMLIO®)OS al@laDIRMTIICINN)SH
DB B0 @RAVAMIBESYo 101201 @3

Section- |

@2 J0l@@ QNwoEIUERS
(200 OVEHMIeR! 21BERU3ES QNSO (@DWBOM@I® 2FOMIV) BRENDTIIMo LOMPo MNMBIQIMMIEN )

6ag) W) Mdald :

oo :

@REID)Ele MSOMMIBIONS Gal®)o Bafo:

Sl No alQieeswd/ ¢a10668303 20M@o
afls mdald
el
@AM/ 00w 1. @edenm
2. 0)0@d

mmlalepelgl/ ¢e0B@eE0aud/ alr@@oy

1. oymlavlgpeig
2. G&IBq G0
3. aler0@@O0Y

A, GEYOSH alrRA0OTY
B. (D00QJErRI0@MMY. 1vvvvriiiiiieiieeeeesias

QBB Gald / Mdald

@RMOTIMI8S ANRNM/ BandsN3 MAald

Section-II

oM@ OUBEHISYOMEEMNI GRIENBEI af) M) @IOIMIMIBHIMESS Gal0B B30
(£)3] EPOMEmO @ROLYEIME 2 le1oNENENOS B:)S] PMNBDEMI @R (IHHEEIS Mo G2loE1He)dE:)

Sl | allaiee@Bs®d/ ¢aneysmEsed 2OM®o/ (aI®]EBOMo @REID MoRIHBMS allomIs
No COEIOYSYOM)®> -flidadoe BT
DO AOEDISS AIMVAIWS]
MOWIGIW] Q)&
7 | @816 Qfladade &9lsomils D0Q@a4o / OO@0Me 000@0e
af) (OMISORN? @R6L)®s@3
@neEs\d O0mome / OO00IBao [@ @)seendw aps)see]
@03 QflanadlmOEY [y 300 @@ GORINGIS)Om)E:]
ag)Ma6eM? [12 aovem@d @)0oesmesl@d @eEIn)alo
@RAIMVIMa]lee)s]
afl&lon@lenes &)l 9ameo® (lwoesmeslad Q12 >
G 10dh)d
8 | »dr. waleeMIMO] 1. ome
@IBHBYo MIBHBYOS RAOMIQL 0 2. e, [EnEln)sie @eaiIMlflee)e]
(vomee)M)EeN=a?
9 | ey mogo@ woalleeymy? D0aocve/ ODI@auo O00@00me
[12 aovom@d @00emeslad @eElna
@RQIMOIMaflen)d]

Iv




10

@IB:EBI MIB:BIOS BROMIGQID 1.
NBRo WEEE)M@IMIW]
a)OONE: 1210 MO LSS
£6QIBMa0IWo GMSI@Ig)EeN=0?

o6me

@PQIMIMIale6)d]

2. 80e), $I06Mo QUIBDMAIBO)D> ..eeeeerrerrrrnnnnn [@rEIn)au0

11 | ag)@ 1800 @8 2&slor O0@00ve/ O0QI@o O00@00me
af)SyBe)aMmeNE ? [15 QiIdecuom@d &)s)®d8 @Reaem®s1od @rEIn)aI
@RAIMVIMg]lee)s:]
12 | ag@ mogeam aflelanvalenes D0mome/ OOQIGaHe 00000
@M &)5) PNVWM®? [15 I@auomI@d @)S)med @ esmsslas @eEIn)al
@RAINVIMg]lee)s:]
Section-IlI

I@Ya0S-ERMN M0 0alEMO® QfQIOE3UE

(U@ Ee) M QUYGM &)5) EDLPOMEDI @ROLIESIT o lldOVWNLNHS &S] MNOWEDMI @R m;}j’\@gua 20(®o)

Sl (@QUGEOYM QLA aImeem alyemlaes cdomaal
No
13 | A. @8:8)6S Galo@mO6T)? B. @omg)0s c@omoflond Galo@masrm)?
14 | A @803 af@) MIVQI)e QIBaHQNe @6 & ))? B.m&8)65 @BOMmIQl af@ M0l QIBaHAe @R &2 @r?
O0mome / OO000IBaH O0move /. D000QIBaHe
[y 300 @@ GORINYIS)Om)E:] [y 00 @@ GORINYS)Om)E:]
15 | A.@eicome &¢160m RmEIMOmIE MIBHUBHE af)(® B. @raimiome e:¢lsom meElmouilad @misees edomoallay
QI@mI@lyemy? af)(@ QI@mIlymy?
mimleTl oM OO0y
16 | A @803 af@)QIO0 a0l lg)ens? B. @®:8)05 RGEOMIQT a@@®UO® alClaflg)ens?
1. mMoswmo 1. mMoswuomd
2. @Dalaindle allzemalal, alodu agamesane 6o} 2. &Daland)e Az e OMANE), albdH cROMES)RI0 60
EoaU@@3 QOWIBHIM)o af)IMIM)o GRGTWI0 @0aH@N@8 AUOBEIMo f)9Y®IM)o @RGTWI
3. (aowale nud mel (7 ae) 3. (@owale 08 mel(7 o)
4. 96a0mMNU8 ®el(8-10) 4. 862008 el (8-10)
5. a0@@ amsemuwol mel (11-12) 5. a0@A 6MEOMBWO] mel(11-12)
6. wlegpn 6. awlegpo
7. enlo)Bo 7. 6nl®)Bo
8. eniloyBomamo nilo)3emd @RMIME M)d-&16eI0 8. 6nflIBoMmmE nl0)3eMd @RI M)e:-S16el
9. 2OQOMDEILN0,QAUYBODIBOYE. - v e eervrrreernnnne 9. 06OQETDESIRN0,QUBMBIGOIE .- vvvveeererrreeernnn
17 | A, ©@8:8)0S O®o af@I6M? B. mosm@)es c@0molend amo ag@osm?
1. a0l 1. a0ly)
2. omdle 2. mmile
3. @laysm 3. @y
4. 0GRE®EILN0, QUYBDAIBOYB> -+ v eeerrvranreanns 4. 0GRE®EILN0, AUYBMAIBOIB> -+ vrervveeerrerenens
18 | A. @8:8)6S 220®) a@®6M)? B. @o@g)0s cAOmINnnd R0m) ag@osm?
1. eauaedad @:omg 1. eauaEdul @:omy
2. eauw U es(senT 2. eauaw U3 easent
3. &0 enil vl 3. &0 6nil avl
4. 0GROMEZIRN0, AUYBDDIBOYE. . neevvirrrrrrneeeans 4. 06REMB1RN0, UYBMDIBOLE. . vvrrrrrrrrrreeraans

Ivi




19

. B80S 6eR0el af)amIEM?
czoeilallgy
d)ellajen]
claloves)ell
MOMVUDENIBe OB G0
QLIROMIYIMB
naieemad ceoell
aflzyodmd]

© N OO AN =

DBROMELNo, QUYBDAIBOYBr- -+ +veervveeaneeranns

B. momg)s c@omollend Geoell agamoem?
1. c=oallalgy

2. @)eiqem]

3. aslavee)ell

4. 2OVUDeNIBe O8S G0l
5. MIWoe®IPIE

6. waeenad ce0all

7. aflagdodl

8. 0eREME;RL0, QUIADMBIBOIB>. - v vvvrreeeerrrrannns

I E-dalTsle: Mal @RGIIM@IMSS G2 103 yERU3

SINo | afaiesmsd/ calos s 2OMo/ (IO EOMo
20 | @803 @6epud @moamilesym e afls cuime aflsoesmo 1. auiome Qfis
QOSH QNSIeEMI? 2. s afls, Q23 eaIed Galod)d
21 | o ofls @ROYes osacunmallaneny ? 1. quiome
2. edomollend
3. Q6MR)GalIOS™Yo
4. 0g $)5)00NEBRSE)OS
5. @ndlalg)
6. 2EIOMENN,QUIBODIBEID .- vernveeenrrranneeens
22 | eov afis Madeeyom e)alyes a@sm amfldemo ag)(@@oem?
................ o [agog @ReME1@E D ¢aioBY GalNE ]
23 | msees fiSim ag)@B eenlausma (of) avl)ocsnzo? 1. 96n8, af)(@ MOI@ ............
2. eoey
24 | @ee)6s NSIm @oReseEs1al)e &3 2eMed? 1. ome
2. eoey
25 | ®e8)6s QfISIM adale@mIMI] OaleIWBH;M (alddm 1. eeiey @]
EONWMo agf)MIET? 2. of)@ afl &)
3. oeemem
4. aloss
5. 06QEMEIEN0, QUISMDIBOID .- vvvveererrrress
26 | ag)@ ofl @16 (alWdM HAWMenE;@ B8 Mlallened
a@MIB M@BOOp? e 2o
27 | @eg)0s figlonl EMMMOOM oBd:GB3U0 HOQIBLMI enilg]
ap@ey? e @©)al/ 2 @OMo
28 | mo MBalal@1e)om meisQIoy) af)omasm? 1. 018/ &gloe/al0smdso
2. avlaad
3. amoaalss eesamy
4. 00@enNud/oeemy
5. olmesi ms]
6. 0GREMEIRN0, AUIBMDIBED> .+ oerevvrvreernines
29 | co@e6)0 MBANLlM)EeaM MEUQITY) af)mIEM? 1. comeno el
2. coeomOY
3. @RMVEIERIMY a1y
4. oS
5. e®06mslg
6. 2EROME:ICN0, AUIBEIBOIB> - vveernreeanrrennis
30 | aNs1y anga@ed oesneo? 1. ome
2. eoey
31 | e afisloy eng ceneo? 1. ome
2. eoey

Ivii




32

@8:3)65 QNS @O @RAVIEU. aflS10alS0M ,
af)QlOs@IENT MVIWIEEM@IW] 2E1ONGEE) GaldBI0)8BM?

1. 0LMF @U@
2. 98Il @RUDOYl(®]
3. DGREAMEIEN0, AUIBMDIBOYB>.vvevveerrrerrranenns

33 | v afgleel agomeslane @ReNEBRUEES af)amessIelo 1. 96N, QUEMMIENIB>. ... eeeerreeerrrnnns
OOOTIENSE @RHCOINS alRTICWI @PEINY EOMBak)0MdEm | 2. 8]
©eeMe07?
Section-IV
QNQIAOMENINDAN0, (RIMREPBMAVEENIMVAL0, B>)SIENIMVENIMLARAI® QQIEEBEUD
SINo | allaieeswd/ calosysBsed 200/ (Al MM
34 | @ @805 @REY AlleeOnocsma? 1. @ne®, Q36 crIss Galodh)d
2. @R, QUAORIBOIB> «oerrreeerrnnnnnnns
35 | #)51e:08 96208003 6n1)RUINSISBMICEMI M)(BalOOD 1. @re®
QNQA06NIMWo GRIBNGIWITE EIOEMo? 2. @ngy
36 | @ mome)es cAOmIlend @6 aflananmocsma? 1. @rom, Q38 caIsy calod)d
2. @, QEOR0EO)H
37 | #)51e:08 96206003 6n1)RVINSISBMICEMI M)(BalOOD 1. @re®
QNQA0ENIMWo GRIBNBIWITE EIMEMo? 2. @ng
38 | aNaneoamay 0)18Gal @IBUB88 (@I LPEMeDHm 1. afl vl &0 )
6rUOWIEE M ) DB IRN0 OOTIENSS @RAUMING:U3 2. af)1BaIenESIG@INIIM GaldneIw)Ss
2620 (MM &r6re)alslaflg)eenso? @RBOMAUMENIMDOMRID (o l(DEBRUY
[BoMI@3 B} @B LOMORIB>0] 3. AEIUO® MPHUT
4. 00mGOoE
5. 06QOMES]R0, QUIBMBIBOIB> - -vvvvvrrrrrrrrrrans
6. eogy
39 | ®&:8)6S HMIFSIOM UMVOTIENSS (VBaOIBOGMI, 1. Q6ME, QUAMDIBNID> «.vvvvvrrrrreennnnns
VEaNIBE1EH6I) AUUIOIMOIQ @RHABOGOBIE)0 BIS]E:03 2. gl
DRPON@OW] ©G6E0?
40 | ®8:8)6S HMIFSIOM IMVOTIENSS (VBGaOIBOEMI, 1. Q6NE,QUIBMMIBOYE ©vvvverrreeeeeennne
VEa0BE1GHE0) @RPOVE:IRN QAN alld:)r 2. gy
msom@IgEeN=0 ?
41 | @oeg)os BROmIQNHNE HMIZSIOM IMLOETY LSS 1. 96N, QUIBMDIEOIE «ovvvvennrnn
(rVEaNIBEEMI, MNIGaNIBBIEESI) ANQDOImEI® 2. gl
@RROGOB:IRN0 B>)5E:08 LPOEMMOI] 9EMNE?
42 | @oeg)9s BROMIQNHE HMISSIOM eruMLOTIe)ss 1. 96ME,QUIEMAIBOD ..oeeeveeeerrnnnns
(QVEaNIBEBMI, MVEaNIBAIEH6D) @ROVE:IRIe QUMW IO 2. gy
afl@s)on msomlailgyesnso ?
Section-V
QWIS (I ORDDEBBUI
SINo | alaiemswd/ caios sl 20M@o/ (IO EOMo
43 | ®o88)00@ @RS})MES @RS NBRWANEE) M@ IMI™] 1. omg

mAGe 2IL)OMIO)EENRI/ 6o le)OTIISIGeNE0?

2. e, Q45 cRIes ealod)d

lviii




44 | soomoE@E amdEe 6alLROmMN/HaleOTI@ QIyBO)/ 1. edoEmol
QUYE®B08 @BROVINSOIEN? 2. ceomowlwm
[BOMI@ B)5)OTB DODODISI] 3. Eroovl®gm
4. iamo MIMIa/l®IeB
5. #)35)00
6. ©alo®m) MUM)ano
7. cquiamoo]
8. 2QIOOEIEN0, QUYEMDIBOID .+ evvvvrernirreeennns
45 | 1nBRo WAEEHIMB NYEUIMSSSMIOD:06NE) af)Ga0a9®s1eno 1. oms
@E:2)6S QlROMINMDETIIA ofemEsIENo (aIPEBRUS 2. gy
061201566207 (Mainflenss enimuooya3)
46 | 1nBRo WAHEHIMB NYEUIMSSSMIOD:06NE) af)Ca0a9®s1ano 1. oms
®8:8)65 RAOMIQT af)HMEB; 1R} MOOTENSS OO Yo 2. eogy
(ald>Sgflaflg)e6n=207?
47 | 1n@Ro WAEEHIMB cNYEUIMSSSMIOD:06ME) af)Ga0a9®s1ano 1. oms
@803 f)ODB1R0 GOTHENSS 66QIUN Yo 2. gy
(aldSlglaflsycenz0?
48 | 1nBRo WAEEHIME cNYRUIMSSBMIOB:06NE) MI-SIOS 1. oms
66210 1@BENIMVETIM  of) mEIRN0 (I(DEBU3 2. gy
o6meoeilg)eenzo?
49 | @R WEENHIM cnYRUIMSB®OE:I6NE RBOMIN@ mlom)o 1. Q6ME, QIBMDIBOYB:. . eeeeereeerrrrnnnnnn
2f)OmEBs 1R MEOTENSS aflme cMEISISIGEN=0 ? 2. ey
50 | 0dee WaEed3 MRRVIMSHSEM)OE:I6NE BBEMIQNHNT 1. 96N, QIIEMAIBOYB>. ..o eeeereeeerrrnnnnnn
@)S06NIOIM MIMYo )OS0 OOODENSS aflumo 2. evgy
emalglgyeeNned ?
51 | 0dee WEEeI03 MRRVIMHBB®OES:IMNE of) GalIO9es1L)o 1. omd
QNaneE@Iaim Elauerm] Demeowls)eameo? 2. g
all@lo@enes &5l 9meI® (wIesmeslad Q56 celss)
G l0dh)dh
52 | )51@12POmMm)OE:IMNE, @IB:UBHE MVDIOOTIHRIGI 1. oms
@RWEIEOOOMED @RPS)ES)20W ESalPd:) MMM} 2. gy
2f)OOMEEIRN0 (IPEBRUY GMAEISISENS0?
53 | ©)3101200mMOE:I6NE, @IBWBHE NVM)eOOTIOLIG™I 1. oms
@RWEHOOOMEWI BRBEHSMIW] @RE:MM) BQEET1H6003 2. gy
®0RJO60aIS)MM)GEN=E0?
54 | )51120OM@MOD:6ME af)mEsIRRe MOOTIRRSS MOMNM1e: 1. oms
aVENBGo @IBUB af)GapeEsale @RMYEAN{15)EMNE0? 2. gy
55 | ealen1oud @)sled eanem ((Yleesos caloBlee)d::
2f)OmE. MNEVINFE08 @AM 218N MSOmMAEIUE
@808 BMEZ)0E-I6NEDNHOYM@®?
(Open ended)
56

QUMWY aflelon@]enes @)glwmeo® Ylecsos
0106166 db:

2f)OMmEPo  NREVIMS)EB @R alleslEn MSEmACaIIwd
@808 BMEZ®?

(Open ended)

lix




Section VI

DG PLeEm auil®) @rROI@IM@IY

(aioaiRleeam aV@ Qe ©)3) meei@slmd, Q57 GalE1e6)e
(aimlaiR)eeam V@I MmO allelonalenes ¢35l 0emessl@ , Q58 621061806

SINo | allaiesswd/ caloaymsed

2Om®o/ (al®]BO6Mo

57 | eGqpud @IeuBee &)S)exud

O6MRIB)MDIMIWSS all&sloram
@803 af)6d36m QNWE1G:C1E6)0?

El

21O @SN
2@ 1o al)@smMao@yo @RQINVIMIaflaf

afleona@d mlomye 80) @RIWES)OTITIEHM) / B:302)MISCOmES) 2le:1Or

Mdemlalaflym)
DOQOIDESIEN0, AUIBDBIBEB -+ +envveerrrreanrrrsnneasnneeanns

&) R2Mo)5?

58 | ag)a0y afleslor@e)es@asn) mies)6s

© 0N O KN

@REEMLIMalOBMo! MSOTWEUDaHe MIOEICNHMI® NBRUWE]2))

6ag) @) 6af)? (BOMOQNOF 6NNeR0 DalG@ONa])

6af) @) 6af) (30MIQN@ Mlem)o 212 nleRe Rale@Iula])

6ag) afl ag)at® (E3OMIQNE 6nNlE01)0,EIOIWIOS @REMLAI0 DalE@INa])
6ag) Al af)ad (BBEmOQNHNY NNeRAl)e,B0MIQNHP @REAMALe DalE@IWa))
6ag) afl agad (3omoallend enfernl)o,EI0 ™IS @REMLARe Dalt@IUTla])
6ag) QN ag)ad (3omoaNend enferale,c0moNland @rEMLANe 2alc@IWa])
QUOSE NBEUIMEMO, . eeeerrrrrrriiiisieeeeeeseeiiii e eeeaas
26QemEsIalo 28l Ereldlendcamniou,

QUYBDDIBOYB>. 1 vvvvevvreeaaaaseeeeinnnnnrrennnnneeans

. afl@loneNeOsWE), BOTMS)OMEY

D6OQOMERN0, QUSBDDIBOIE .+ 1nsvnrrrrrrrrrrreerreenaessnnnes

1 80QGRICUE EDABUILMTI

2 NRRAD(@OTIMSEME O88 snleauE:RIMo

3 @ (@] NBERWICEMo

Section- VII
(1000 BEBTRBOMB@Y0 2118510 @RCE1EHD0 H2IDDIMDIOM &)
Sl allaiees®d/ cal06y@R03 2OMOo/ (Al 1Mo @REID)E! Mo@IUBMS allons
No GOAINYSIOM)E -Qflidade B)MEE L@
QUOODYSS MIMRIW] MAal@IU]
20Q)8
59 | aQPeOE™M) GUdaHo af)GaloPIen 1. 6 @mEmIMye 1 AIBeu@IM0 0002906
1NBRoWABHITS nIEIMSIONRTTY MIB:B ns@d
@120l ? 1-2 QIGuomoy eosalad
3. 2 Ao GuoaHle 5
QUBHEmIM0881 @
4. 5 QIBauCEI GRMIMW &)S)MERI
60 | 0ABR.WEEHIM sruyeUImS)OEMRATY 1. 9SEMOMOM GUIBOO HNEY,
aMQYRNEEIWEUH MIBU af) M6 OSOM Q6262166 G l0db)d>
D2IQ ? 2. al@ONES Galdd:eMo af)ms
Qa10@a)) aledH 66QIEslola))
3. 0@alom®/ QUDIMAIEMI®
20@6ERU8 al@leslap
4. ﬂJG)QG)(YU)&ﬂEQo,
QUSBDDIBEOY v vvvvvvvrnnnnnaaaanrennns
61 | 0BR.WEEHIMD sniyeUImg ey O0m0moe O00@00Me
2NOQYILNES W EWDHe @IELUT afleslom
@SEBBIME &y @M af) (@ NI af)S)ODm) ?

Ix




62 | @I aE:)O MSERIND Elaldlg]lay®? 1. auoomow]
[Bam@B ©>)S)®@B LOME@IB>0] 2. cdomoQl
3. NG00
4. quiomoe Qflgye0@
5. ceomoaend aflgye:08
6. #)5)800
7. 2QoeE®slan.,
[oTIRs Ol R=10) -

63 | 2f)Gaoeasn) ®Iesud 2Nes1on @RMoElad ? O0ey@y @oave/ 0000 OO0moMe
(& @320 MOMo BOGOW)EOENSE:)MTB @R B AUBato
lO) )

64 | ag)(® MU3 (@ITV/QIBaH0) ®IEUB afleslEry 0029000/ OOQIGaHe OO00mo0me
®s@M)? (adl8lon@es S agf)SyOm
DSCQISHS)0 DUB6ISIOD )

[0 en109)0 2fl@1@N ®ISOIMUEIOME;1TS
@REINRIe MSEMIM GlQIMe AUOOW)ISS
B201@80] GO6IOISIOm)d:]

65 | af)Gafoeasm) mIesud aeslon midomi® ? O0&y@y @20/ 0000 D00:@90Me
(a1851@N00 anelo RIE12JQI0)0 @REEE:IM B AUBaHo
al)@eMAO@)o aflds1@N @RAIMIMIa]la)Qi0)e
20(Mo)

66 | v doeismssl@d e D0(@RER0g @)
28NS MOBUB af) (@ @RYU0Ya(@] +
@618 UMMl 1ON0 CHH(Bo (m]m] (mggggm)

@RESJBITE GUIGHBEMO}OS BRSHOTY
Galo@lg)ens?
67 | @d6606M (al@@o af)0mIs &eng)alslajd ? 1. cBOmQNMO@IOYIM) (a0
2. ag)Meeo@0)m) (al@o
3. EeN3GaIMIOSW)o (Do
4. QltoRle:01660038 @RYHBHITNHOY
@RIV ONZCalBHO)o (aIDEBERUB
g
5. DegeMmEsIR0, QISMBIS B

Section VIII

QWO 210 Qi3

(#25)0@8 2NE1EEMSIZ)OMNEES1TB @)S)OM GaltR):08 Bal@E0)E:)

6ag) W Mdal@: OIVEHNE MM Mdal@
sl allaiees®d/ ¢al06y@R03 TO TO TO
No
68 | af)Gqp®Ieny ™mmsud 0ooo 0ooo 0ooo
211810 @R ? [By®00@ Qdato [&y@00@ QBao [&y@300@ QBao
GORUOISIO ] GORUOISIO ] GORUOISIO ]
@REINYR MVoRIMBM alaNIS | @REINI MoRIHBM allaMIs @REINI MoRIHBM allaMIS
GRAINQIS)OM ) GRAINQIS)OM ) GRAINQIS)OM)
OO000m0e OO00m@Me OO00@0e
[aNapeommay cuoaumss [aNlepeommy cuoaumss [aNepeommay cuoaumss
063322150 BOEIOYSIOMD: | 063322150 GOEINYSIOm)E: | 003322150 BOEIOYSIOMD: |
69 | ) GUIRHA @R6LH;1E
G ((BOM@ @RHEM MEBRUY
afl&slonemsioo ?

Ixi




70

DD BH(BOMIM MIEBHUB
msoml@ afleflw

(o0 al@IBUOWM S
Do

(o d l@IGUIWME:U
Do

(@000 al@1GUOWM S
Do

2l londu3 2. ©ancePalload syeniad 2. ©ancePallead syeniad 2. 6ancePallead symiad
) OTNIOEOWIET? 2f)OODB1EN0 MSYYEBBUY )o@ MSYYEBBUI 2f)OODB1RN0 MSYYEBBUT
[eamI@t &)S)mTB DOm0 9G6NEI ag) (MY DEENED agf) (Y DCEITED gy
@R @0 ] al@1GU0IWEe B> [S536nT al@16W0oUW B> [S536nT al@1GU0IWIEe B> [S3)6nT
6SMQ] - 2106(0EYI], eSMQ] - 2106106, 63MQ] - 10606,
aamﬁﬁg@oom@oﬂ@ma aamﬁﬁgeoommﬁoﬂcmo emmﬁﬁgcoam@oﬂ(‘;mo@m
(!Ja”] (1Ian] anl
3. 20Vm)0/@RABAEM al(do 3. 0VM)0/@RBOEMQ 2o 3. 200Vm)0/@RAOMAI al(dho
M@ 6, VIR0 M6, VIR0 MNEeH 06}, IR
0BERo WEEIM "NABRo WANHHINT (VOB B> 0BRo WENBHIT (LX) D>
(hiE=EY 4. 0MH03 AUP) @OaV®0/ 4. 0@)oMme03 Il moavmyo/
4. 0@MB03 I MmO/ @RROMA al(do @RAOMA! al(do
@RBOMQ al(do (B0 B0 068> (SDBOB80) D>
(S0NBEN06) 5. al)0aymomes mileomleal | 5. a)oeym00es snfleovloal
5. an®eymOOes (2J96ERU8 al@laO@]Ee0M)Ss (2J(REBBU3 al@la0@1060M88
enflzomleel (lypeeBud P, enfleovieel WYH, snfleovleel
al@laO®E60M)8S (pUREBUB ol OEE0M)SS (01(EERU3 @l OEEO0M)SS
WO, snflrowlon DOYMBU3, QM BUT,
(el(@EBRU3 6. @oEeMLIEPBM. 6. @REEMULOEPBEMo
al@lan@1eeIM)B88 MSOMIMSS MOJAMYH3 MSOMIMSS DOIOMB>03
DOIOMB3, (£0Q1)GRIHB DABAUIGT) (20Q1GRIHMB SOABUWE:HE)
6. @REEMLOR[BMo 7. 6af) @) 6af) 7. 6af) @) 6af)
MSEDIMSS 2O)MBWE | 8. ag) Al o 8. 6ag afl aff
[Glente=Tiec) 9. 6ag) fl agad (Bl 9. 6ag al agad (BomOQNED
DB SB) @REMWo/ 6nfleo @REMWo/ 6nfleo
7. 6ag) ®) 6af) Dalc@na)) Dalc@uila))
8. 6ag) all o 10. pogeamEslalo, 10. apgeamaslals,
9. 6ag) all afad (B0mOQNOMP QUYEDDIDOY B ... QUEDBOBOY .. ...
@R6MWo/ nfle2o
alc@IWa])
10. aogeam®slalo,
QUYBDDIDO) B evvvvvvnnen
71 | @08 0D Ge(BOMI@ 1. 1-6 0o OO 1. 1-6 @ove QOO 1. 1-6 mave Q60
af) MMIUB @S@aT)? 2. 1 aiBato QIO 2. 1 adatto QIO 2. 1 aiBato QIOO
[l@laimeayam alyemios 3. 1-2 QBao QIO 3. 1-2 adao QIO 3. 1-2 aBao QIO®
R00D®)66NB; 13 4. 2-5 Qi@ao QOO 4. 2-5 Qi@ao QOO 4. 2-5 QidaHo QOO
H{MIBOW HOBABLIL0 5. 580 @M@ &)S)mGEI 5. 580 @M@ &)S)mER 5. 580 @M &)S)mGEID
[ETNSIONEY| QB0 AUO® Qa0 QOO QG0 AUOD
O0@30Mo O0@20e O0@20Mo
@REIMRI MoBIHUBM allaNIS | @REIDI MoEIHEBHB alloMIS @REINYA MoBIHBHNB alloMIS
GRAIOQS) O GREIOQIS) O GRAIOQS) O
v v v
OO00@0 OO0m@acrvo OO00@v0
[aNanaommay croaunss [aNaneo@may cuocun)ss [aNanao@may coaun)ss
66632150 GORIOYSIOM)E: | 066322150 GOELOISIOMS: | 0663250 GORIOYSIOM)E |
72 | @R@IM) GLdake @IB-UB 1. ome 1. ome 1. ome
negemEslene ea(BETI | 2 L8 2. g 2. eg

afleslon eamslalgyesnzo?
[266n2E1@d @RS
BB T2/3/...
al)@loflee)d]

Ixii




73

@RSYOM aileslon

@Rl j@]M)o 0D
afl@slon mldoml@@lm)e
WSPs) af)(MMIVB DSERIS
oo loymy?

[l enyom aiyemies
R0CO®)66NaEB; 1D
BN 6BABR50
BORUOIS IO B:]

1-6 @3Vo QOO

1 QdaHo QOO

1-2 QB0 QOO

2 QUGB )5},
QIEMDIL) B>

>N

O0@000e

@REINQI MoBIHUBHB aflanIsS’
GOAIOGIS)OM)E>

v

OO00@Me
[aNaneoomay croaumss
0933150 GOEUOQISIOMD: |

N

1-6 @00 QIO®

1 Qo QOO

1-2 Ao QOO

2 QUBGHOM@ )5},
QUYEORODO)E>

O00m@e

@REIM)E MVo@IaUBHB allonIS’
GOAIOGIS)OM)E

v

O00m@e
[Nlepeommay croaumss
06332150 GOAINYSIOM)E: |

>N =

1-6 @0Vo QOO

1 QdaHo AUOO

1-2 QABaHo QAUOO

2 QGO &)S)M@,
QUEMRIEO) B>

O0@00e

@REIMO Mo@IaUBHAB allanIS’

GOEUOQISY T b

v

OO00@Me
[aNlapeoomay croaumss
093350 BOEUOQISIOMD: |

74

DD BHBOWIGE! ailds1or
@IEUB ) TYEEIEMRIEN
B @61
DS Qo)) OCaldHlojmy ?
B &)S)M@ OO
@R&hdo

1. afl@loenomoesnimwaoei]
088 MIMM1E M@0

2. afld)@noMeenInLEI]
088 (10IE101e: MA30

3. all&lonoes ((Bo
MUENIMWI2SS (alo

4. alson
2021 0e lo@Bm01ay)
aflvosomuale)

5. cmouomO®
GEIN)CRIN®]

6. (OCWIVBHDO®
6nEVI)S)H03

7. Q@020 (HERUS

8. Mm@ 1AERe
WIS (LOABHIM)

9. afls®lon
B0 2MISEOMES
ooglaigis,amy/
aflelonald o 8o
DSGQIS af)S)EOYM)

10. cwogd@ 0Fleee O21™)

11. avodalooes
6nEVI)S)H03

12. afl&lonno)
NIMLOGISISS
GOVQIMNEBBROS (alfDo

13. aegomeslane @eEINY
(o

14. 0o MvRAl@DO@ 2fl@s1on
@53 ®oejoale)

15. om0 00d@eesud/
2111003 HalD®IMN)

16. 80) &5l
@R (aOleeamle)

17. egeamesleno,
QUYBDDIDEOY . eeevvrrenen

1. aN@lonameerimueo@i]

288 mIMMV1e: MmmAEGe

2. 2il@)Enmcerinamo]

288 10010l MEER.

3. afl&lonoes ((Bo

MVoNIMW2SS (o

4. afeon

2021(a0e OBy
aflvoiomale)

5. GOOUOMI® BOINRGOINM]
6. (0CIWHMI®

6nEUIN)SIE-03

7. QAyE@INMEOR (@HEBRUS
8. I AR WElEHINS

(Loolee)am)

9. ail®slon

)02} MISCOMEE
@oglQiemmy/
afleslonal@d mln) 8wy
SDSCQIS f)S)ENM)

10. GogAd Mo O 1D ™)
11. cvodai@me

6npEUIN)S)EH03

12. afl@lor@ymo)

ANIMLOYSISS
GOVQIMEBBEYOS (o

13. aegomaslale @REEINY

LnJ({gJo

14. 00 N2 2fl@s1on

[QE ROV IO =T]

15. oo 2086d3ud/

21181 ONB03 oI

16. 80) &)5lo@

@R (aCleeale)

17. aegeamesleno,

QUIBDDIDN) B> ... .veeee

2 {ld51@MIVEINWEIRS]
088 MIMMV1E: M@0
218 1EITMILENIMLAO]
288 10001Ele: Meda.
285 1ONOGSH: (Bo
MUENIMWI2 PSS (alo
afl@slon
a021(a 0o lo@Be01ay)
aflvosoauale)

GRIUOMID® GRIN)BRIND
(OGN HMO®
6nREVIN)S)HH U3
QUIETNNDROD (2I(DEBBUT
IR NABR WEEHIS
(o6 M)

21O $)02MISCOMH)
ooglaigieyamy/
afleloald mlond 8oy
DSGQIS af)SIBOYM)

10. cwogd Mleve Ol

11.

VITalOmE: n1ERVINSIEU3

12. afl@ler@moe

ANIMWAGISS
GAVQINEBBEOS (al(Po

13. acgomeslane @eEINy

(algo

14. 00 MM afldslon

S8 | jale)

15. @0 00dQeEBud/

28OS Ol

16. 80} M5l

@R WaO1ee)ile)

17. egeamesleno,

QUIBDIDOIE - vveevveeenenn

Ixiii




A14: In-depth interview guide for phase III in-depth interview (English)
In-depth interview guide

INTRODUCTION:

Thank you very much for agreeing to be interviewed. I understand that you have been married
for... years and had some difficulty in getting pregnant. I also understand that you have taken
different treatments for resolving this. I would like to understand more about this and your
experience of undergoing the treatment. My questions to you will relate more to the kind of
treatment you have undergone in trying to conceive and the specific meaning it has to your life.
There are no right or wrong answers to my questions, and I am more interested in your opinions
regarding your experiences of living with the infertility.

Can you describe your experiences with undergoing treatment for getting pregnant? What
parts of this treatment were difficult? Why was it difficult? What did you and your partner do
to solve the problems about this treatment process? How did the doctor and the other people
at the hospital/treatment site help?

What was the diagnosis regarding the infertility? How did you feel about the diagnosis? What
was the reaction of others in your family, including your partner to it? How did you deal with
these reactions? Can you explain what happened following the diagnosis — in terms of how
people behaved towards you and how you reacted to it?

How did the treatment effect you? PROBE: when the diagnosis was your problem vs your
husband’s problem

What context or situations have typically influenced or affected this experience of having
difficulty to get pregnant?

LEAVE TAKING: Thank you very much for patiently answering all my questions. I am very
grateful to you for giving me the time and explaining your experiences regarding your fertility
problem. I would like to assure you that I will not mention either your name or any identifying

information in my analysis or dissertation.
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A15: In-depth interview guide for phase I1I in-depth interview (Malayalam)

NaOMBI® @REINYRI0 MSOMMN@IMES MIBNMIBGBUD.

@R @)6o: MIB:OS @REIMAo 2 l@DIMS VMo MMM MAE]. @IS0 AlAISIG@IVIS) ... MISIWT af) Mo
@@0386) NBERoWE BN MMM allel MNRELIMSIE:03 OOEMEAM)o EMIT AMAYIRINSEM). D) al@laO@)E6HIMIW]
@B08 U@ 2alldore:u8 fle:@aflgieenemy emas amqRINEe) ). M MoeNIMISla)) &:)SIOTD
NQIEBUE @ROI@IMS MO IO 16eIS)M), 2NE 1N MSOMAGAINE DANBI® @RMYRAIEBEHS &:)Gafo
@R0IWIATE MO IOISIM).

)63 Gal0BYEERU3 @IBUY BB WAIEHM@IM) GIsMEl 21/ (Voalay AflRNWw MEEMENSS e lorE:8)o
@nr@Im) mlerg)es Llolmomnleal @A af)(mIEN af) MOI@IM@IMYe CGQINEIWIEMN) . of)EXTH G2IIB J6B3UFHEY
(0EIEWI OMERO OO0 L] A0laf) AUMWIMEOGIMNE)ES ZNMIM)EAUBROS MNIMUSla BB @IB-EHS
@RE(EVWEBBRUE @ROIWIMIET af)lEe E)SIO@ IO 0.

NBEIEMIOE003 26 @NINE6) MNMINENHS MOBUBHNENEO® @RMIEBAUERUT QNQIGHHIMIE:)EMI?

0D 2 {lB)ONV@YOS BOMEL. ERINEBRUY @RWIAM) flaUNE:ERIIOYMD ?af)OTOB:IENBIEM) @R
eneVIm)SO@N M@ ?

@IBHB)o MIB:-BIOS al@dE]W)e 0D 2l loNOTI®OWES)G2 )88 (1WDBBRU8 al@lan@186I(T8 ) 6N aﬂ%)@“?
@U@ / all@;1EM UORIDD) GUDEG0Y0 00) BRBE:B)0 f)BEHMMIENT MaOIWaj®)?

QMWD Me6NUMey BRINMIBEM@o f)amI@03M)? GEINMIBEM@OTMEN 2] MIBUBLE af)am) CGDMIMYAM)?
IBEHS lBISIWIOSWYo B)S6NIOT ORI ANSBAIMIOS (@I EHO6Mo af) TMOTIMM)? 0D (IO E>6MEBZUT
@SB af)BBOMDOIENT HOBEIO 0 H2I@D?

GOINMIBEM@OMIIMYGUDHe af)amIEM MoRANa O AWOE1E:O1EECRI - BRBIB:UT MIBB:ESIS HalO)MICTWM™)o
@ROGMIS) MIBUB (I ]BE) 2o af)@BOMDIRIIIM)?

211810NE:03 MIB:OS af)BBOM 6rUoUSla)?Glalden] : GEINMIBEM®@e MIBSIMOW] erIMLeR]SIT1EeNGIU3,
GEONMIBEM@o MIB:-BYHS E@OMIQMIW] HNIMWOR|SI)MEa U3

NREITMIWOEIME NHRVIMSISES 0D @RMYBAIODO aR@M) TVBGE. GRELIB:IMTE (M0 I0Y6BRU3
AVIWIEEMUN@II@ WM @relE;I8 eruouila)?

(MoEaHEMo @RQIMNIM o flee)d

@IB:8)65 Qllalfglg MN®o 2flBINNEE] af)OTE G2IdBJEERU3EE B:uNIal@Rl DO MMMIMYe MIB:UB al@lNerHla)
21O $)01ajo RO af)TEE:IENE MIBHSIOS QUMDY (@IPOTINY @EEENSIOTMM)o AUSOD
Qo0 floEle:E)2f@Im)e MME]. @IB:EOS GalE0d MIBOS @10)201WINB SN 0 ANQAIEEBEED HTITE
aflas@yo (QNlUodEIMo HaI®AGANEPI (alsPINLMTIIGEI) V)alloflenmmel.
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A16: Status of emigration in Kerala and its districts, 1998-2018

Table 1: Proportion of emigrants by districts of Kerala, 1998-2018

Emigrants
District Percentage Percentage Percentage
1998" 2001 of Total 2008" 2011 of Total 2018* 2011 of Total

KMS Census population KMS Census population KMS Census population

A B C=A/B D E F=D/E G H I=G/H
Emigrants Population Percentage EMI Population Percentage EMI Population Percentage
Thiruvananthapuram 130705 3234356 4.04 | 308481 3301427 9.34| 137007 3301427 4.15
Kollam 102977 2585208 398 | 207516 2635375 7.87 | 240527 2635375 9.13
Pathanamthitta 97505 1234016 7.90 | 120990 1197412 10.10 | 109836 1197412 9.17
Alappuzha 62870 2109160 298| 131719 2127789 6.19 | 136857 2127789 6.43
Kottayam 35494 1953646 1.82 89351 1974551 4.53 166625 1974551 8.44
Idukki 7390 1129221 0.65 5792 1108974 0.52| 32893 1108974 2.97
Ernakulam 103750 3105798 334 | 120979 3282388 3.69 53418 3282388 1.63
Thrissur 161102 2974232 542 | 284068 3121200 9.10 | 241150 3121200 7.73

Source: "Rajan and Zachariah, 2019, p 25 and Census of India, 2001 and 2011 (contd.)
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Table 1: Proportion of emigrants by districts of Kerala, 1998-2018 (contd.)

Emigrants

District X Percentage L Percentage y Percentage

1998 2001 of Total 2008 2011 of Total 2018 2011 of Total
KMS Census population | KMS Census population | KMS Census population

A B C=A/B D E F=D/E G H I=G/H
Emigrants Population Percentage EMI Population Percentage EMI Population Percentage
Palakkad 116026 2617482 443 | 189815 2809934 6.76 | 89065 2809934 3.17
Malappuram 296710 3625471 8.18 | 334572 4112920 8.13 | 406054 4112920 9.87
Kozhikode 116026 2879131 4.03| 199163 3086293 6.45| 160691 3086293 5.21
Wayanad 4552 780619 0.58 13996 817420 1.71 30650 817420 3.75
Kannur 88065 2408956 3.66 | 119119 2523003 4.72 | 249834 2523003 9.90
Kasaragod 38747 1204078 3.22 67851 1307375 5.19 67281 1307375 5.15
Total 1361919 31841374 4.28 | 2193412 33406061 6.57 | 2121887 33406061 6.35

Source: "Rajan and Zachariah, 2019, p 25 and Census of India, 2001 and 2011
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A17:Emigrants by marital status and sex, 1998-2018

Table 2: Emigrants by marital status and sex, 1998-2018

Marital Status Male Female

1998" 2003° 2008 2011"" 2013"" 20187 | 1998° 2003 2007° 20117 2013 2018
Never 498 609 56.1 63.8 44.8 248 | 174 251 132 45.9 323 33.0
married/unmarried
Married 49.8 39.0 434 36.1 53.0 745| 792 743 857 52.8 553 65.5
Others(W/S/D") 0.4 0.1 0.5 0.1 2.2 0.7 34 0.6 1.1 1.3 12.4 1.5
Total 100.0 100.0 100.0 100.0 100.0 100.0 | 100.0 100.0 100.0 100.0 100.0 100.0

" W- Widow/widower, S-Separated, D-Divorced

Source: "Rajan and Zachariah, 2007, p 31. " Rajan and Zachariah, 2012, p 50. " Rajan and Zachariah, 2019, p 32
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A18: Calculation of age of the respondent at the time of starting treatment

The age of the respondent at the time of starting the treatment was calculated using the
current age and the date of starting the treatment and the date of interview. The
difference between the date of interview and the date of starting the treatment gave the

number of years since starting the treatment, i.e., X years

No of year since start of treatment= (date of interview)- (date of starting the

treatment)= x years @)

From this, the age of the respondent at the time of starting the treatment was computed,

i.e., by subtracting x years from the age of the respondent at the time of the interview.

Age at the time of starting treatment = (age at the time of interview)-(x

years) 2)
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A19: Calculation of age of the respondent at pregnancy

The age at pregnancy was calculated using the available information on age of the
respondent at the time of interview, date of interview, date of starting the treatment for
each respondent and the total duration of treatment for infertility till pregnancy. The
total duration of the treatment for each individual is the calculated from the individual
duration spend in each centre till they got pregnant or till they stopped treatment or till

the time of interview if they were continuing the treatment.

The difference between the date of interview and the date of starting the treatment

gave the number of years since starting the treatment, i.e., X years

No of year since start of treatment and first treatment= (date of interview)- (date of

starting the treatment)= x years (1)

From this, the age of the respondent at the time of starting the treatment was computed,

i.e., by subtracting x years from the age of the respondent at the time of the interview.

Age at the time of starting treatment = (age at the time of interview)-(x

years)  (2)

And, the age of the respondent at pregnancy was computed using the equation (3)
Age of the respondent at pregnancy= Age at the time of starting treatment + Duration

of treatment till pregnancy 3)
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