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Breast cancer: Indian Scenario 

§  Leading cancer among women  
–  145,000 women newly diagnosed annually 
–  70,000 women dying annually 

§  Only about half of Indian women with breast cancer survive the first 5 years 
post-diagnosis, compared to 90% of women in the United States. 

§  Two in five women affected are in the reproductive age group. 
§  More women are dying of breast and cervical cancers than as a result of 

pregnancy-related causes. 

Source: IHME. The Challenge Ahead: Progress and Setbacks in Breast and Cervical Cancer and Globocan 2012. 
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Little is known about women’s experiences of breast cancer 
in India.  

§  What factors facilitate or pose barriers to timely and appropriate health care 
for breast cancer?  

§  What roles do family members and friends play in “living with, through and 
beyond” a breast cancer diagnosis?  

§  How do community and socio-cultural factors influence quality of life? 
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Using social epidemiology to understand breast cancer 
survivorship in India. 

§  Qualitative research: Explore “living with, through and beyond breast 
cancer” from the perspective of women, caregivers, and health care 
providers.  

§  Quantitative research: Develop and validate a structured survey instrument 
to examine the association between multilevel contextual factors and breast 
cancer outcomes (e.g., access to care, quality of life).  
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Methods: Qualitative Research 

§  Recruited at the St. John’s Medical 
College Oncology Center, Bengaluru 

§  Semi-structured in-depth interviews  
– Women diagnosed with breast cancer 

(n=27), purposively selected on the basis of 
their stage at diagnosis (at any treatment 
stage) 

– Care-givers (n=22) 
– Health care providers (n=10), including 

oncologists, nurses, social workers/
counselors 
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Results: Participant Profile 

Patients 
§  Median age: 50 years (31 – 76 

years) 
§  Majority with ten or fewer 

years of schooling 
§  Most did not have an 

independent source of income. 

Caregivers 
§  Median age: 39 (22 – 73) 
§  Majority with more than ten 

years of schooling 
§  Nearly half were adult children 

of the patient. 
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Key Steps in Care Process 

Noticing 
symptom 

Discussing 
symptom 
with 
husband, 
child, etc. 

Seeking 
medical 
advice 

Receiving 
confirmed 
diagnosis 

Starting & 
completing 
treatment 
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The Context of Survivorship 

§  Lack of information 
§  Competing priorities 
§  Fear of having a serious illness 
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Not Knowing about Breast Cancer 

“Yes, I was aware of the lump six month ago itself, but didn’t get any 
pain….When I breastfed my children I used to get a lump on both sides of the 
breast. So, I thought this is only a milk lump, this is not a cancer lump. I didn’t 
know about that. If I had known, then itself I would have gone to the hospital 
….  
One day I was watching TV and that was when I saw an advertisement and 
heard about the disease – that there is a chance for breast cancer to spread 
when you are older than 35 years. They said that you should go and check 
with a doctor regularly.”  

 
48 years old, diagnosed with LABC 
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Lack of Action due to Fear 

 “I told them I was scared that the doctor might scold me if I go to the hospital, 
or that they may tell me I have something dangerous.” 

43 year old, diagnosed with metastatic breast cancer 
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Health Care Providers Promoting Survivorship 

§  “They [family members] think it’s curable. Doctor has given them hope that it 
will be cured.  

§  “They have given me enough information to prepare myself mentally [for the 
treatment].” 

§  “They all spoke well and they spoke about the treatment. There was no 
secret, we understood everything and we took the decisions. I liked it.” 
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Family Ties and Responsibilities Inspire Women to Initiate 
and Complete Treatment 

§  We should be alive at least for children isn’t it? I have some more 
responsibilities to complete and because of this reason I am completing my 
treatment.” 

46 years old, diagnosed with LABC 

§  “I accepted this treatment because I have a child and I need to see her 
future.”  

48 years old, diagnosed with LABC 
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Caregivers Play a Crucial Role in Diagnosis and Beyond 

§  Initiate process of health care seeking. 
§  Steer post-diagnosis health care decisions. 
§  Educate themselves, educate the patient. 
§  Keep hopes up. 
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Role of Caregivers: Seeking Medical Advice 

§  A 50 year old participant noted how, when she finally decided to tell her 
husband about the lump in her breast, he dismissed it even though it had 
started to grow and become painful. Her younger daughter, upon learning 
about the lump, insisted on taking her to a nearby private hospital where she 
was diagnosed with early stage disease on fine needle aspiration cytology.  

§  In another case, a 22 year old daughter fasted for a day to convince her 
mother to consult a doctor about a breast lump. 
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Role of Caregivers: Undergoing Treatment 

“Earlier there weren’t any facilities. When people used to get cancer, they were 
not given proper treatment and they used to die. Now science has improved a 
lot. We will give some kind of good treatment and try to save you. So I will take 
you for the treatment and see that you get cured.”  

 
30 year old daughter 
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Challenges in Obtaining Medical Care 

§  No consistent pathways of care for breast cancer. 
§  Variety of providers seen (family physicians, gynaecologists, surgeons, 

ayurvedic specialists, oncologists). 
§  Choice of facility driven by proximity, reputation, familiarity and cost. 
§  Treatment costs not fully understood, often unaffordable. 
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Financing Treatment / Financial Implications 

§  “When we came and spoke with the doctors we mentally calculated how 
much money we would need and it seemed as though however much we 
had, it would not be enough. Even the doctor did not speak about it, so we 
didn’t know how much it would take.”  

52 years old, diagnosed with early stage disease 

§  “We are a middle class family. We don’t have financial support, no 
background support. My husband has taken the voluntary retirement. We 
have children and they still need to settle down. It’s very difficult for us 
manage these expenses. Sometimes my husband will scold me.” 

46 years old, diagnosed with LABC 
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Fear and Stigma Contributing to a Culture of Silence around 
Cancer 

§  “Life is finished once you get cancer. … There is a belief that people will die if 
they get cancer. They don’t know there are many types of cancer and that 
cancers are curable.”  

31 years old, diagnosed with LABC 

§  “My neighbor also had it [breast cancer], but she didn’t say that it’s cancer 
because people look at her very cheaply. So she said that she underwent an 
operation to remove a lump. Although many people know that she has 
cancer, she never says that she has cancer.” 

47 years old, diagnosed with LABC 
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Community 

Providers &  
Health Care  
Organization 

Family &  
Social  

Supports 

Individual  
Characteristics  

and  
Resources 

Productive  
Encounters 

Supportive and  
proactive health  
care providers/  
organizations 

Activated  
Patients 

• Provider knowledge 
• Health care  

organizational  
characteristics 

• Socio - demographic  
background and  
resources 

• Internalized stigma 
• Knowledge and  

understanding of  
cancer; 

• Beliefs about cancer 

• Availability and access  
to healthcare: rural.urban 

• Health insurance 
• Community  fear and  

stigma 

• Women’s household 
responsibilities 
and relationships 

• Family relationships  
and support 

Timely Detection of Breast Cancer 
Timely and Appropriate Treatment 

Improved Survivorship 

• Health communication 
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For More Information: 

Suneeta Krishnan: skrishnan@rti.org 
 


