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Mr. Soumya Roy conducted a site visit of the Hemophilia Society, Bangalore in the latter part of the year 

2008. The site visit spanned two days and his experiences, which were shared over e-mails, have been 

organized in the form of this document. 
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Introduction 

Upon the request of Asha Seattle, Soumya Roy, who has volunteered for various Asha chapters in the 

past, came forward to do a site visit to The Hemophilia Society, Bangalore. The site visit was conducted 

over the span of two days – one on Sept 18, 2008 and the other on Oct 2nd 2008. On his first visit, 

Soumya visited the premises of The Hemophilia Society (from now on referred to as The Society) in the 

Mahavir Jain Hospital, Bangalore and on his second visit he attended one of the events (an open clinic) 

organized by The Society. His experiences were shared over email with the Asha Seattle volunteers who 

steward this project (namely, Soumya Ganapathy and Nagendra Singh). These emails have been 

formatted, by Nagendra Singh, to create this site visit report. In addition to these emails, this document 

also contains a brief Q & A, with Soumya, and the pictures he took during the open clinic. Soumya’s own 

words – which appear in italics in this document -- have been reproduced faithfully except for correcting 

minor errors in spelling. 

The Premises (Day 1) 

On Sept 18th, 2008 Soumya visited the premises of The Society. Here are his unedited impressions.  

“Hi, 

I made a quick visit to Hemophilia Society in Mahaveer Jain Hospital today. I am planning to 

attend also the open clinic on Oct 2. I have written below some salient points of the visit. Please 

provide any specific queries/questions and I will get them answered in my next visit. 

Hemophilia Society-BLR gets a free space in physiotherapy department from the hospital to 

conduct their work. They have a space for admin work and some space to conduct physiotherapy 

sessions on patients. I was present for more than an hour. I met Ranjana, Siju (Physiotherapist) 

and the only full-time employee of the chapter (forgot his name, others are volunteers) 

Salient features of my visit: 

1. Overall impression: the society is doing important work. Their help is very much necessary for 

the patients, specially for the poor patients. The main aims are to (a)raise awareness (b) provide 

help when there is urgent need, or during transition periods before Govt. helps (c) provide 

continuous physiotherapy sessions (d) raise funds (e) educate doctors.  

2. Observed interactions with three patients or their families: (a) patient 1 has visited 3-4 times 

this month. His leg joint has swollen. Siju is planning to conduct physiotherapy session at that 

time. (b) a father of a child wanted to get fresh vials (they cost Rs 3000 each at least, meant to 

inject clotting factor, and provide temporary relief) for his kid. He has already received three vials 

free of cost and therefore, the society suggested him to take his kid directly to the govt hospital 

and make a better treatment, rather than doing half-baked treatment remotely. The society has 

made arrangements with the govt hospital (Bowring) for treatments of hemophiliac patients. 

Govt hospital has medicine supply. In transition periods, when there is no supply in the hospital, 

the society arranges the medicines. (c) A person was waiting to pick up few vials for his brother-
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in-law who is suffering at Vellore hospital. The patient is from Orissa. Vellore didn’t have the 

supply, and hence BLR chapter was helping out 

 

I also met some patient volunteers. 

3. Siju: Interaction with him had been extremely good. He has been treating hemophiliac patients 

for the last 12 years. He seems to be knowledgeable and has good interaction skills. He showed 

me .ppt slides about the physiotherapy lessons and explained many case histories. I felt that he 

was dedicated and most importantly, he seems to enjoy his work. He gave me hard copies of two 

physiotherapy programs he has written.  

4. Office Admin: Well documented daily diary, individual patient case files. Financial records have 

already been checked by Asha-Seattle, so I did not go through them. The society has published 

newsletters and brochures too. The society provides micro-finance to some patient families 

arranges outdoor clinics and holds fund-raisers also. 

Thanks 

Soumya” 

Open Clinic (Day 2) 

On Oct 2nd, 2008 Soumya visited the Open Clinic organized by The Society. Here are his unedited 

impressions.  

“I attended the open clinic of Hemophilia Society (HSC), Bangalore at Mahaveer Jain Hospital. I 

was at the premises from 11:45 AM to around 2:15PM.  More than 100 people (patients and 

parents) were present at the clinic. Initially, doctor gave physiotherapy instructions and then 

there were parent-doctor interactions. A drawing competition for kids was held (I distributed 

prize also and did some picture selection too). Finally, they had lunch in the clinic premises. In 

Parallel, the doctor was looking at the individual cases, taking care of the prescriptions etc. 

Physiotherapist was giving them instructions about physiotherapy. It is difficult for most of the 

patients who are far-away to come frequently and hence, they were getting educated. Also, 

another volunteer was taking individual details of the patients for HSC's records.” 

Questions & Answers 

Here are Soumya Roy’s responses to questions from Asha Seattle project stewards.  

1. How are the physical therapy treatment areas? I am under the impression that the space may not be 

that big given that Hemophilia Society, Bangalore gets it for free. If that is indeed the case, is that space 

sufficient to treat patients. Also, is the area clean and well maintained? 

Soumya:  There is an admin office, which occupies a small space and the admin materials, papers, 

patient details and medicines are kept in the admin office. Admin office is a small room in the 



Site Visit Report for 2008 Page 5 
 

physiotherapy dept of the hospital. (The hospital is itself a charitable institution.) There is a separate 

area given to the society for treatment of patients and it contains basic equipments required for 

physiotherapy. The place is clean. 

2. Some info about frequency of visits from patients etc. How many treatments per day / per month or 

per year? 

Soumya: about five to fifteen patients visit every day. The frequency seems to increase during exam 

time, when the students are stressed out and they bleed more. 

3. We want to get an idea of how much a similar treatment costs (physical therapy) at other places 

(govt. hospitals, private nursing homes etc. ) 

Soumya: Govt hospitals will give the medicines for free. But they are not particularly good in taking good 

care of patients. Problem is that most of the hospitals are not adept in handling the hemophiliac patients 

because of the lack of knowledge. CMC, and St. Johns hospital have doctors who can treat patients with 

hemophilia. 

3.      I heard that there are other organizations which provide factors for free in Bangalore. If yes, it will 

be good to know what these organizations are. 

Soumya: HSC-Bangalore has not heard of any such organization. I will find out. Govt hospitals do not 

charge for medicines. CMC hospitals have the supply, but they also tend to do the plasma treatment. St 

John’s hospital can also treat hemophiliac patients. Patients also tend to come from the eastern India like 

Orissa or West Bengal. 

5. As you are going to the open clinic, some interaction with the patients / kids to know how the 

organization is perceived externally. 

Soumya: Patients like open clinic, because it primarily creates awareness about how the parents can 

take good care of the kids. Also, the parents find more comfortable by seeing others who are going 

through the same trouble. (it is like "exchanging notes"). By talking to the members, I do not find 

anything negative emanating. What I felt is that: taking proper care of the kids is of utmost importance. 

If they bleed profusely, taking medicines at certain intervals (which is actually factor injection) is very 

important. After that proper physiotherapy is most essential. 

6. Can you get some details about how they get money from govt., how they get factors, and how it is 

distributed among patients? In specific, do they patients pay for factors? If yes, how much? 

Soumya: HSC does not get money directly from the govt. The manufacturers of the factors subsidize the 

cost and supply to the society. HSC-Bangalore gets the supply from their office (Mumbai or Delhi) and 

does not have the import permission. The HSC further subsidizes the cost.  
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The cost of one IU of factor is Rs 12 in the open market and many times, they are not available so easily. 

HSC-Bangalore charges half. HSC-Bangalore knows the doctors in the Govt hospital and hence, they help 

the patients get free factors from the Govt hospital (Bowring etc).    

7. We will also be supporting a few children in addition to the physiotherapist’s salary. Some interaction 

with the children if they are in the open clinic. 

Soumya: Personally I felt that taking the decision to support a physiotherapist, who helps all the 

patients, is much easier than supporting an individual student/kid. HSC is not an organization that 

supports education. However, it has helped some students in the past or they provide micro-credit so 

that the patients make their livelihood. What I felt is that the patients, who are from BPL category also, 

tend to develop TB because of the lack of the proper food and they need good support. So I guess, Asha 

needs to decide how the students/kids/grown-up individuals are to be supported. Also, the background 

check needs to be done and this work would be slightly different from funding an organization that 

supports education on a mass-scale to students. Here, the objective would be to help the kids live a nice 

life. 

I met Mubarak and his mother. Mubarak is 18 years and his mother works as domestic help. Mubarak is 

hemophiliac and has lost one eye while a ball hit his eye. He has suffered from TB and is physically very 

weak, and gets headache easily. He has left school and is at home now. His mother is widow and 

therefore, she has to support Mubarak all on her own. They live in the slum areas and a lot of money has 

been spent before on operations while Mubarak had TB and also had an operation near the neck region. 

They get medicines from HSC but the disease needs proper nutrition, care and attention. I guess, more 

from future point of view, Mubarak needs some support, but the tough decision is whether to support his 

education or help him have a livelihood. Mubarak needs education but the question remains, whether 

that will help him in the long run. 

I met another patient, who is doing BSc. He is from Tumkur and he has got good support from HSC. He 

wishes to do MBA. 

I met another patient and his father, who is a farmer. I think their family is a good example of how the 

patient can be given good care even if you are poor. They live near Mysore and hence, far way from 

Bangalore. Patient's father takes medicine from HSC-Bangalore and puts it in the refrigerator of the local 

doctor and uses that judiciously when needed. The family members are all adept in physiotherapy and 

hence, the boy gets good care. I also felt he looked healthy and happy. 

8. I believe hemophilia society, Bangalore works with other local hospitals in the area (for ex. Bowring 

Hospital, Bangalore). Can we get some details about how they work with other hospital? 

Soumya: Some details provided before. 

9. Do they have some form of feedback mechanisms in place? More specifically, are members/patients 

of Hemophilia Society asked for suggestions / advise? If yes, what has been the top ask from 

members/patients?  
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Soumya: I am not aware of any mechanism. However, HSC-Bangalore members are constantly aware of 

the requirements of the patients. The patients usually come to the open clinic from outside Bangalore 

(100km or more from Bangalore like Kolar) and also, they mostly belong to BPL (below poverty line) 

category. Therefore, to ensure high participation, the HSC provides lunch and also arranges to give free 

factor.  This is a very homogenous organization and the board has individuals, who are themselves 

suffering from hemophilia or are parents of hemophiliac kids. Therefore, the board members are 

empathetic of the problems. 

10. Some sense of how important Ranjana Ramachander is for the organization? How much does the 

org. depend on her for its regular functioning? 

Soumya: I think she is the most important person of the organization and she is the person the patients, 

the parents loop up to. She knows personally the patients from their very young age and hence, the 

bonding is very strong. Other members contribute significantly and there is a full time physiotherapist 

and an admin person but there has to be a person who needs to co-ordinate and ensure success and she 

fills that role. 

Pictures 

During his site visit, Soumya captured the moments in beautiful pictures. Here they are.  
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Figure 1: Action before the drawing competition 
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Figure 2: Board members in action 
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Figure 3: Distributing prizes 
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Figure 4: Doctor advising 
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Figure 5: Doctor advising individually 
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Figure 6: Doctor patient interaction 
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Figure 7: Dr. Arun with pictures 
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Figure 8: Drawing 1 
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Figure 9: Drawing 2 
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Figure 10: The Society taking patient details 
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Figure 11: Kids drawing 1 
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Figure 12: Kids drawing 2 
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Figure 13: Lunch time after The Open Clinic 
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Figure 14: Mubarak & Mother 
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Figure 15: The Open Clinic venue 
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Figure 16: Physiotherapy lessons 
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Figure 17: Sibu with patient's parents 
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Figure 18: The Society Board 
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Figure 19: The Society ID card 

Conclusion 

This concludes the site visit report. Any queries, contact Nagendra Singh at nagendra dot singh at gmail 

dot com.  


