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I. Background: A multi country study was initiated in 2018 to investigate the present infertility 

situation, with a focus on risk factors, treatment seeking for infertility, and impact of infertility in India 

and Nepal. The project seeks to dovetail region-specific expertise with global-policy developments in 

setting and formulating an agenda for action. In India, Delhi and Bodh Gaya were selected as research 

sites and the study was initiated in 2018. The project developed by Sama was co-coordinated by Gargi 

Mishra (till March 2020) with Sarojini N and Deepa V. The field work was conducted by Gargi with 

support from Ojaswini, Ritika, Rizu and Oshin 

 

II. The activities of the project include 

II.1. Research 

II.2. Knowledge Creation & Dissemination 

II.3. Advocacy & Networking 

II.1. Research 

a. The main aim of the study is to contribute to a robust and in-depth understanding of infertility as a 

major public health concern and how it creates conditions for social marginalization and impacts well-

being and social integration. This research also forms a significant part of Sama’s ongoing work on 

sexual and reproductive health including fertility and infertility, Assisted Reproductive Technologies 

(ARTs) and surrogacy and facilitates our campaign work and policy advocacy around these issues. 

b. Methodology 

The design of the research was essentially exploratory and qualitative, and sought to document 

experiences and draw general conclusions based on analyses. In-depth interviews were conducted with 

women with infertility, their husbands and mothers-in-law and key informant interviews with service 

providers (front line workers, Medical Officers and traditional healers). 

The in-depth interview schedules included sub themes to collect qualitative data on marital history;; 

respondents’ perceptions of social and cultural norms around fertility and the failure to conceive; their 

conceptions and misconceptions regarding causes of infertility; their own experiences of support or 

mistreatment by family and society because of these norms and their failure to conceive; respondents’ 

knowledge and perceptions regarding a failure to conceive; and details of the process undergone to seek 

treatment, including providers chosen, reasons choices made, experiences with care, costs of care, 

involvement of other family members. 

c. Process of data collection 

Literature review was initiated, and based on readings, literature was organised under the themes of 

stratified reproduction, contextual perceptions and experiences, gendered experiences of infertility, the 

infertility market, and treatment seeking. 

Two areas in the North-East district of Delhi, Johripur and Sonia Vihar1, were identified as research 

sites for this study. Anganwadi workers (AWWs) and Accredited Social Health Activists (ASHAs) 

                                                           
1 Sonia Vihar and Johripur fall under the Census Town of Karawal Nagar of North-East District of Delhi. The 

Karawal Nagar city is divided into 4 wards. Population of Children with age of 0-6 is 14.15 % of total population 

of Karawal Nagar (CT). In Karawal Nagar Census Town, Female Sex Ratio is of 870 against state average of 868. 

Child Sex Ratio in Karawal Nagar is around 843 compared to Delhi state average of 871. Literacy rate of Karawal 
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helped us to identify couples and their families in the area who were seeking infertility treatment.  We 

located and reached out AWWs and ASHAs at Anganwadi Centres, Primary Urban Health Centres 

(PUHC), and Dispensaries in the research sites. Some AWWs and ASHAs also referred us to their 

colleagues in the area, who in turn helped us to identify respondents. Some of the women who we 

interviewed put us in touch with other women who they knew had undergone infertility treatment. 

Interviews with respondents were conducted through interview guides through the months of August to 

October 2018.  

 
 

d.Profile of Respondents: 

We interviewed eight women who had infertility, among which six had primary infertility, and the 

remaining two women had given birth to children after about 8 years of undergoing fertility treatments. 

We spoke to 3 other women, who were mothers-in-law of the respondents. We also spoke to  the 

husband of one female respondent’ undergoing fertility interventions. Further, we spoke to a male 

respondent who had male infertility, and also interviewed his wife. The occupations of the respondents 

was either small business owners, service providers, or factory/manufacturing roles. All the respondents 

belonged to the Scheduled Caste, except one who belonged to Other Backward Castes. All the 

respondents were Hindu. The women respondents had completed various levels of secondary education, 

mostly up to Class 8th or 12th. Only one female respondent was pursuing an undergraduate degree. All 

the women respondents we spoke to were housewives. One respondent was engaged in making small 

crafts from home. The male respondents were engaged in manufacturing, factory jobs, and small 

businesses. Profile attached in the Annexure 

Focus Group discussions were held with front line health workers ANMs, ASHA workers and 

Anganwadi Sahayika (helper).  Interviews were also held with a Ayurvedic practitioner, Tibetan 

Medicine practitioner, an IVF Specialist and a Medical officer at the Public health Dispensary to 

understand their perspectives on infertility 

                                                           
Nagar city is 84.01 % lower than state average of 86.21 %. In Karawal Nagar, Male literacy is around 91.16 % 

while female literacy rate is 75.83 %. Out of total population, 62,872 were engaged in work or business activity. 

Of this 58,191 were males while 4,681 were females. 
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e. Findings: 

Definition of infertility 

The definition of infertility has long been contested. How should infertility be conceptualized? Who 

should be considered infertile? How should straightforward definitions (such as that of ICMR) be 

expanded to include the experiences of women, especially those who may be classified as ‘infertile’ but 

who do not view themselves as such (cases of medical and/or voluntary childlessness)? These were 

some of the questions and challenges that emerged during the course of the research project. The 

reference period during which infertility or childlessness was identified as a ‘problem’ by the women 

also varied from that adopted by the medical fraternity. Community understandings were useful towards 

examining the actual experiences of couples/women, the relevance of medical definitions for 

communities, as well as the deviation between medical and cultural understandings of infertility 

Construction of parenthood: Its importance and purpose Reproductive capability is considered a 

constitutive, essential element of marital relationships. Both the male and female partners held strong 

expectations of having a child/children after marriage, and these expectations were shared by and 

enforced by their families and relatives. Having children was seen as a necessary goal for the completion 

of their family, for perpetuating the family lineage, for future social security and for achieving salvation 

after death. Children were said to be “everything” and that without children a family was incomplete. 

Women viewed the ability to bear children as fate and as God's wishes. Provide a quote here A male 

respondent whose wife had infertility said, “Children are everything. We live and earn for children. 

If we have children, we have everything. Children will only look after you when you are older.” 

Respondents’ views on adoption 

Respondents and respondents held a range of views on the practice of adoption. While some were open 

to the idea of adoption in general, others expressed their unwillingness to adopt a child. There were 

different opinions on whether a child should be adopted from within or outside the family, payment for 

adoption and the age of the child at the time of adoption. Participants expressed the apprehension of 

growing old and infirm without having their children provide care and support. This fear was also 

evident in the participants’ views that children adopted from “outside” i.e. children who were not born 

within the family, or telling adopted children about their origins would lead to the children abandoning 

their adoptive parents and leaving them to fend for themselves.  

Respondents’ understanding of the symptoms and causes of infertility 

Respondents (health workers, women with infertility and vaid/traditional healer) shared their views on 

what they believed to be the causes of infertility. Some believed it was because of changing lifestyles 

and food habits, consumption of packaged foods and use of pesticides in agriculture. One female 

respondent, who had infertility, said that, “it’s because of the food and water that we consume…the soil 

has chemicals. Because of that, people get sick.” A traditional healer believed that having sex in the 

wrong position was contributing to infertility. He said at present, most of the times people have sex 

‘upside down’. The positions are such that the woman’s legs are in the air and her knees reach the 

shoulders. This causes swelling in women’s abdomen which can either cause the tubes to be blocked or 

stop the production of eggs. One respondent attributed childlessness to supernatural reasons. 
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Impact of being infertile: Experiences, views and prejudices 

Shame, blame and stigma: Childlessness was understood by the participants as a very significant lack 

in their familial and social lives. Women internalised the blame and tried to rationalise the taunts and 

stigma that they faced. Women who had infertility female respondent who had infertility poke of feeling 

stigmatised and ‘impure’, when their relatives would be suspicious of them playing with their children. 

Women felt that they would be blamed if something happened to the children of their relatives or 

neighbours, and expressed their anxiety.  

A female respondent who had infertility, who was 21 years and has been married for 6 years, has three 

brothers, each of whom have children. Her husband’s siblings also have children. She recounted how 

she would play with her nephews and nieces earlier, but has stopped doing so now as she felt her 

brothers’ and their wives might have problems. She felt it might be so because they thought she was 

playing with their children as she didn’t have any of her own. Once, her husband got his brother’s child 

to their house. She recounted how she had got the child apples and other snacks, but the child was not 

allowed to eat any of it by her mother-in-law. When she would play with the child, her husband’s family 

members would keep an eye on her and monitor her. She felt that they were concerned that she would 

harm the child. She felt very hurt and asked them not to get the child to her house again. Some 

respondents stated that they had supportive families who did not taunt them or make them feel 

uncomfortable. We observed that in cases where the husband had infertility problems, women felt more 

comfortable and faced less or no stigma or blame.  

Violence and discrimination: The violence, shame and discrimination associated with infertility was 

most distressingly evident in our interactions with an respondent, her husband and her mother-in-law. 

When we attempted to speak to the respondent, her mother-in-law was present throughout the interview 

and dominated the conversation. She openly and consistently blamed the respondent for not giving her 

a grandchild, called her selfish for not undergoing treatments, said that the respondent and her family 

had cheated her by not disclosing her medical problems prior to marriage and insinuated that she 

wouldn’t have arranged the marriage if she had been aware of it before. The respondent broke down 

during the course of the interview. It was visible evidence of the emotional violence and abuse that 

women with infertility have to endure.  

Trajectories of treatment seeking pathways: The respondents had adopted several treatment seeking 

pathways in the ultimate goal of having a child. Constrained by time and finances, but doing their utmost 

to fulfil their dream of having a biological child, the couples visited Government hospitals, private 

clinics and practitioners of traditional medicines. They usually followed the recommendations of family 

members, friends and neighbours, and those of the doctors that they visited. The treatment pathways 

did not follow any particular or consistent logic or linear pathway, but was rather guided by chance 

recommendations, financial considerations and convenience. The couples availed multiple options at 

the same time, adopting complex and intersecting pathways for the treatment of infertility. 
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Views about traditional healers: Largely, the respondents believed in the skills and powers of 

traditional healers. Some respondents, who had been trying for several years to have children, believed 

that the interventions of dais (traditional attendants) were the reason for them having children. An 

ASHA told us that she has referred women to a dai that she knows and trusts. Other respondents (health 

workers and infertile women/their family members) did not espouse any faith or trust in traditional 

healers. One Anganwadi worker observed that popularity of traditional healing methods was declining 

among young and educated groups, and such methods wouldn’t work if one didn’t believe in them.  

 Views on ARTs: Several respondents had attempted IVF or were open to such treatments, 

indicating their acceptance of reproductive technologies. But some respondents refused to 

try such technologies as they believed that there was a chance that the doctor would create 

a pregnancy by using someone else’s sperm. 

 Information about treatments: Most of the respondents had received information about 

different doctors, healers and treatments through their family, friends or other health 

professionals. Some had sought out information from the internet. Others were aware of 

technologies and practices such as surrogacy and IVF through media advertisements, news 

and celebrity news.  

 Issues with public and private healthcare facilities: Several respondents, who had 

approached public healthcare facilities, complained of the long queues and delays, and the 

apathy of the doctors who wouldn’t inform them about the diagnosis and possible options 

for treatment. They seemed to prefer the treatment offered by private clinics.  

 Private clinics also seemed to be offering treatments with a “guarantee” of a child, or very 

high chances of success, as was reported by several respondents who were undergoing 

treatments for infertility.  
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Role of health workers, community groups, religious leaders in addressing the stigma and in 

facilitating the access to treatments 

Interviews with ASHAs revealed that they refer couples who approach them for advice on infertility 

treatments to the neighbouring tertiary care hospital in Delhi (GTB Hospital). Some couples would be 

referred to a private practitioner operating in the area.  

Challenges and Limitations:  

 Logistical problems: ASHAs were the primary actors in connecting us with our respondents. 

However, many of them were unavailable on the days we visited the research sites. They were 

either away on their personal work, or engaged in some professional duties. Holidays such as 

the day following former PM Vajpayee's demise, Dussehra and Diwali also interfered with our 

ability to recruit respondents. 

 In a few cases, women had initially agreed to speak to us but later withdrew their consent as 

their husbands had refused to allow them to share their stories. 

 Gender norms made it difficult to ask certain questions, particularly those that sought sensitive 

and intimate information, from women when they were in the company of their in-laws, friends 

or husbands. In some cases, the presence of the mother-in-law made it impossible for the 

woman to speak honestly and openly about her experiences with stigma or discrimination. 

 Respondents did not always recall the exact treatment paths that they had undertaken, were 

unfamiliar with the diagnoses and the treatments and used local terminology to describe their 

medical problems, which made it difficult to ascertain the causes of infertility, and the 

treatments that they sought. 

 Private practitioners were reluctant to give interviews. 

 

II.2. Knowledge Creation and Dissemination 

a.Fertility and Infertility Wheel: The fertility wheel was developed to address issues of 

fertility, infertility and contraception, and to place them within a gender framework in our 

workshops. The fertility wheel is a learning aid to explore some aspects of human fertility and 

infertility framework that aims at sensitizing 

people in local communities on the issues of 

gender and social equity especially as they relate 

to reproduction. The wheel is used as an adjunct 

of fertility awareness education, where a woman –

and ideally her male partner too learns to read her 

fertility signs. It can help a couple to grasp more 

clearly the margins of the fertile time in a 

women’s cycle.  

The wheel is useful to explore the following: 

 

 Men’s possible role in conception and 

infertility; 

 The combined fertility of a couple; 

 Ways of enhancing chances of using 

contraception; 

 The possibility of avoiding conception; 
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The Wheel now has been used as Health literacy material and adapted into French, Arabic and Bangla. 

There was a great enthusiasm from networks, community based groups (Africa, MENA region, 

Bangladesh) to develop it into different languages with due acknowledgement to Sama. Most of them 

felt that this tool will help them in their health literacy programmes to have better conversation around 

menstruation, fertility, ovulation and infertility.  

b.Health Mela 

 

Sama organised Health Mela in Mandar Block of Ranchi district of Jharkhand State where 

more than 1000 women and girls from 45 villages  participated in the Mela for two days.  

Innovative activities such as event on writing songs, slogans and plays focusing on SRHR IEC 

stalls were held where the  issues related to fertility and infertility were explained using the 

Fertility Wheel. This interactive, participatory tool generated much interest and enthusiasm and 

many women and girls were fully engaged. Women also shared their experiences with 

infertility.  
 

c. A poster on Infertility 

A poster on infertility was developed in English to demand for the recognition of infertility as a public 

health issue. 
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II.3.Advocacy and Networking:  

a.Talk on Breaking the Silence on (In)fertility during Women Deliver Conference  

Sarojini was invited to speak on Breaking the Silence on (In)fertility at the Women Deliver Conference 

held in Vancouver from 3-6 June, 2019. The Conference was attended by more than 6,000 participants 

including world leaders, women’s rights, trans rights advocates, academics, activists, UN agencies, 

private sector representatives and journalists from around the world with the drive to accelerate progress 

for girls and women everywhere. The conference focused on several issues from health, nutrition, 

education, economic and political empowerment to human rights, good governance, and girls’ and 

women’s agency and equality. Sarojini was invited to be a part of the session co-organized by Centre 

for Reproductive Rights, World Health Organisation and Share Net International. Center partners and 

the speakers included Dr. Joia Crear-Perry (National Birth Equity Collaborative), Dr. Ian Askew (World 

Health Organisation), Jillian Gedeon (International Youth Alliance for Family Planning) and Dr. 

Hashim Hounkpatin (Women Deliver Youth Advocate).   

 

It was first time infertility was addressed in Women 

Deliver Conference and it was well attended. There 

were many organizations present during the session 

who were interested in working on this issue. 

Sama’s role was highly visible and integral to the 

success of the session and in highlighting the issue. 

One of the feedbacks during the session was from 

a youth leader who asked "Young people question: 

have you thought about infertility as an issue that can affect you or those around you? I'm learning and 

the only session @WD2019 on this topic is eye opening". The panel decided to continue to work on the 

issue, share resources with one another, and keep creating spaces to talk about fertility and infertility in 

their work. A byte from Sarojini’s talk during the session was posted by Share Net International on their 

twitter account.   

b. Co-Creation Conference 

A follow up session after Women Deliver was organized on the theme of "Engaging in Knowledge 

Translation Together" at Impact Hub in Amsterdam from 7-11 October, 2019. The two main thematic 

tracks of the conference were Breaking the silence on infertility and Access to quality SRHR services  

 

 
for people affected by fragility and crisis. One of the objectives of conference was to develop knowledge 

products with participants for specific target audience, reviewing the language used, develop brief 

follow up plans focusing on their implementation. Sarojini was invited to be in the panel as Keynote 

speaker on Breaking the silence on infertility highlighting the issues and give vision for future. Sama’s 

work on infertility and the material published by Sama were shared with the participants and many 

wanted to use them /adapt them into their languages and use it in their work.  

www.share-netinternational.org

C o - C r e a t i o n  C o n f e r e n c e  2 0 1 9

Breaking the 
Silence 
around 

Infertility
University of Amsterdam

Dr. Trudie Gerrits
Hilde Kroes, MPhil

9 October 2019

Image credit: Dita Parsetyanti – Red Pastel, Jembatan Project 

https://twitter.com/ShareNet/status/1136016595606822914
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c. Nairobi Summit on ICPD25: Following the co-conference, statement for Nairobi Summit on 

ICPD25 was released by Share Net International on breaking the silence around fertility, raising 

concerns over infertility, involuntary childlessness, voluntary childfree status with associated stigma, 

discrimination and unmet need for access to safe and affordable, quality treatment and management 

including psychosocial support within local and global policy initiatives.  

 
 

  

Breaking the silence around infertility: Statement for the Nairobi Summit on
ICPD25
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d.Infertility and Human Rights 

Sarojini Nadimpally  was invited to be a panellist during our side-event on Infertility and Human Rights 

to be held on March 2nd during the 43rd session of the Human Rights Council  by the Center for 

Reproductive Rights, an international non-governmental organization working to advance 

 

reproductive rights as fundamental human rights that all governments are legally obligated to protect, 

respect and fulfil. The Co-panellists include Melissa Upreti (Member of the Working Group on 

Discrimination against Women and Girls), Rajat Khosla (WHO/HRP), and Hilda Kroes (Share Net), 

and Christina CRR) .  

e. Academic  and Advocacy Inputs:  

-Sama provided inputs for the WHO on a project to evaluate current jurisprudence on human rights and 

infertility. Sama highlighted the gaps in current approaches to infertility and also how a human rights 

frame address those gaps and the limitations of those norms. 

-Sama’s inputs/critique and recommendations for the Draft Surrogacy Regulation Bill and the ART 

Regulation Bill touch upon the definition of infertility, equity and access to ARTs and Surrogacy, 

regulation of fertility clinics. 
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Annexure 1 

Profile 
 

Sl.N

o 
Code Age 

Litera

cy  
Caste 

Religi

on 
Occupation Family Type  Relation 

1 JPG1I 28 B.A. 
SC  

 
Hindu 

Husband works 

as a supervisor 

in Delhi Metro 

Corporation  

Joint family- 

Husband, 

Mother in 

law and sister 

in law  

Self 

2 JPG1MIL 56-60 - SC Hindu - Joint Family 

Mother-in-

Law of G 

(JPG1I) 

3 JPP1I 36 

Till 

Standa

rd 8th  

SC Hindu 
Husband owns 

electronic shop  

Joint family- 

Husband. 

Mother in 

law, 

grandmother 

in law  

Self 

4 JPP1MIL 65 - SC Hindu - 
 

Mother-in-

law of Pr 

(JPP1I) 

5 SVM1I 21 

Till 

standa

rd 5th 

Yadav 

(OBC) 
Hindu 

Husband owns 

an auto-mobile 

parts store  

Nuclear 

family-

Husband 

Self 

6 JPA1I 27 

Till 

standa

rd 

10th  

SC Hindu 
Husband is an 

electrician 

Nuclear 

family-

Husband & 

Mother-in-

law 

Self 

7 JPS1I 44 

Was 

in 

Standa

rd 

12th 

at the 

time 

of the 

intervi

ew 

SC Hindu ASHA  

Nuclear 

family-

Husband & 

son 

Self 

8 JPS2I 26-27 

Till 

Standa

rd 8th  

SC Hindu 
Handicrafts 

(makes rakhi)  

Nuclear 

family-

Husband 

Self 

9 JPP2I 30 

Till 

Standa

rd 8th  

SC Hindu 
Husband is a 

factory worker 

Nuclear 

family-

Husband & 

Mother-in-

law 

Self 

10 JPP2H 32 - SC Hindu - - 
Husband of 

P (JPP2H) 

http://sr.no/
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11 JPC1I 45 

Till 

Standa

rd 8th  

SC Hindu 
Husband is a 

Gardner  

Nuclear 

family-

Husband & 

son 

Self 

12 JPM1IW 29 

Till 

Standa

rd 

12th  

SC Hindu 

Husband deals 

with 

underground 

fittings  

Joint family-

Husband, 

Mother-in-

law, sister-in-

law, two 

nephews and 

one niece  

Self 

13 JPM1IMIL 60 - SC Hindu - - 

Mother-in-

Law of M 

(JPM1IW) 

14 JPM1H 32 - SC Hindu - - 

Husband of 

M(JPM1IW

) 

 

 

*SC (Schedule Caste) 

*MIL (Mother-in Law) 

*H (Husband) 

 

PROFILE OF KEY RESPONDENTS  

 

S.NO. Profession 

1 Vaid (Ayurvedic Practitioner) 

2 
Doctor at Delhi Government Dispensary (DGD) 

3 Doctor of Alternative Medicine (Tibetan) 

4 Doctor of Alternative Medicine  

5 Doctor at IVF Clinic 

 
 

 


