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1.   Can you tell me about your local community? 
 

a. Probes: Who is in your community? How do community members interact with 

one another? 
 

2.   How do community members deal with serious illnesses in the community? 
 

a.   Probes: Is it discussed with family members and other people? How is it 

discussed? 
 

3.   What kind of support can be expected from communities, if at all? 
 

a.   Probes: Did you receive support, and if so, what kind? 
 

4.   Tell me a little about your family. How did you find out about your relative´s illness? 
 

a. Probes: When were you informed? Who informed you?  How did you react when 

you found out? Tell me how healthcare providers interacted with you from the 

beginning. Where did you go, and who did you see? Did you seek local care first, 

and if so, what kind of local care? 
 

5.   What kinds of healthcare providers did you seek when your relative fell ill? 
 

a.   Probes: What kind of support did you expect? 
 

6.   What expectations did you have from these healthcare providers? 
 

a.   Probes: How well did they meet these expectations, if at all? 
 

7.   When there is a death in the family, what rituals are typically followed? 
 

a. Probes: Has there been any death recently? What did you do? What practices are 

common? Who is invited? Who performs the ceremony, if any? What care and 

support do you receive? 
 

8.   When your relative was very ill, what kind of care did he or she receive?
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a. Probes:  How  was  the  hospital?  How  were  the  healthcare  staff  and  how  did  

they behave? 
 

9.   How did you perceive the doctor’s treatment? 
 

a.   Probes: Anything more that could have been done for your family member, if at 

all? 

How did you perceive the last moments with your loved one? What would you do 

wish to do different? Could the medical doctors have done anything differently? 
 

10. How did the doctors and nurses communicate with you when the patient became critical? 
 

a. Probes: What were you told? Were you informed about the details of your family 

member’s  illness?  Did  you  have  questions  for  the  doctors,  and  if  so,  were  

they answered adequately? 
 

11. How did the medical personnel treat you before and after the death of your patient? 
 

a.   Probes: Did you notice any differences? Did you have adequate privacy in the 

ward? 

Did you have time to grieve? How was the body treated? How, if at all, did the 

doctors and hospitals help you during this time? 
 

12. What are your expectations regarding privacy during the most recent episode of your 

relative´s illness? 
 

a. Probes: Did you prefer to have a separate room or ward for the patient? If a relative 

was dying, would you prefer to have a separate space for them? 
 

13. Have you ever heard about palliative care? What does it mean to you? 
 

a.   Probes: Has a doctor ever mentioned it? 
 

14. What kind of medicine and support should patients receive when their illness cannot be 

cured? 
 

a. Probes: Should they stay in the hospital or go back to the community? What support 

will be required in the hospital? What about in the community? 
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1.   Tell me a little bit about your organization’s mission and vision. 
 

a. Probes: How long have you worked in this field? What kinds of barriers do you 

face in carrying out your work? 
 

2.   How is palliative care viewed in India? What about in Bihar? 
 

a.   Probes:  Specific  challenges  in  Bihar,  if  any?  Successful  models  of  care  in  

India? 

Specific diseases where it works well or does not work well? 
 

3.   What are the gaps, if any, at the policy level for palliative care and treatment? 
 

4.   What kinds of palliative care and services are available for PLHIV, if any? 
 

a.   Probes: Are the needs of this patient group different from other diseases like 

cancer? 

If so, why? If not, why not? 
 

5.   What kinds of organizations are working on HIV care and treatment? 
 

a.   Probes: What works well in HIV care and treatment? What does not work well? 
 

6.   What are the gaps, if any, at the policy level for care and treatment related to HIV in 

Bihar? 

In India? 
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1.   Tell me a little bit about your experience with HIV. 
 

a. Probes: How long have you been living with HIV? How are you perceived by the 

community? 
 

2.   Tell me about how PLHIV access care and treatment services in Bihar.
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a. Probes:  What  works?  What  doesn’t  work?  Any  barriers  to  accessing  care  

and treatment? 
 

3.   Are there different groups of PLHIV who experience the health system in different ways? 
 

a. Probes: What about key populations like MSM, transgender, sex workers, etc.? 

What about patients with advanced HIV? 
 

4.   What kinds of services, if any, are available for people who are dying from HIV in the last 

stages of the disease From the government? , are there any non government agencies that 

help PLHIV at the last stage of their illness 
 

5.   Are you able to provide services as per your culture for the PLHIV who die from the 

disease 
 

6.   What kind of advocacy happens for PLHIV within Bihar and within India? 
 

a.   Probes: What has been your role and experience in this? 
 

7.   If  you  could  redesign  the  system  to  better  accommodate  PLHIV,  what  things  would  

you change? If nothing, why not? 
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1.    Tell me a bit about yourself and how you came to be here. 
 

2.    How did you first find out about your sickness?

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2019-036179:e036179. 10 2020;BMJ Open, et al. Nair M



a. Who  informed  you?  How  was  the  manner  of  the  person  when  he/she  informed  

you  the condition? 

 

b. If  anyone  other  that  the  doctor  has  informed  you,  what  did  you  feel  on  hearing  it  

from someone other than the doctor? 

 

c. Tell me  a  little  bit about that process: what was your reaction  to  the  news? How  did  

you process this information? 

 

3.    What went through your mind when you first found out about your illness? 
 

a.    Did you inform your family? Why or why not? What about members of the community? 
 

4.    Were you satisfied with the services that were provided to you during testing and information of 

illness? 
 

5. What expectations did you have from your healthcare providers during the time of consultation 

with your doctor 

 

6. What expectations did you have from your healthcare providers during the time of admission in 

the ward 

 

7. What expectations did you have from your healthcare providers during the course of treatment 

in the ward 

 

8. What expectations did you have from your healthcare providers during the time of discharge 

from the ward ? 

 

9.    How have these expectations changed over time? 
 

a.    Probes: Are your expectations now different from what they used to be? 
 

10.  How would you characterize ideal care and treatment for PLHIV in the ward? 

 
a. Probes:  Should  doctors  and  nurses  do  anything  differently?  What  should  doctors  

or nurses do differently, if anything? 

 

11.  How do you interact with other patients in the ward? 

 
a. Probes: Do you have enough privacy? Do you feel you are treated equally compared to 

other patients? Are your needs respected? Any unmet needs? 

 

12.  How do you view patients who are dying from an illness? 

 
a. Probes: Should they have a separate ward? Should they receive extra care and attention? 

What, if anything, should be different for them? If you were aware that they are dying 

would you like to talk to them or support them during this difficult stage? If you would 

like to support them 

How would you do that? Should they be sent 
home? 
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