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Dear Friends,

: It gives me immense pleasure to note the overall day-by-day progress of our Chapter and improvement in
!; quality life. From last 2 years with Government support we are enjoying free AHF treatment in Thane Civil

Hospital as well as KEM Hospital in Mumbai. This reduced our sale of AHF as well as financial burden in
large scale.
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— The biggest challenge now we face in searching jobs, life pariners, residence near job/work place /
treatment centre and neads to sensitize the Government, Corporate & people around us, We are in process
to build a brand of Hemophilia, so that in any field no hemophilic or his family suffer in any matter. This is a big project & initial seed money of
Rs. 10 lakhs have been invested by us. In near future we may taste the fruits of the same if we succeed in creating and building a brand.

| am associated with this organization since last 12 years. | have observed that day by day task for development of HSMC is increasing and
needs to be divided with powers & responsibilities to majority of EC members so that it will be easy to reach the Goal as we thought. We have
succeeded in regularization of the 20 yvears (10 terms) change reports of our Executive Board in Chanty Commission, but still approval of
property on the record of Charity Commissioner & improvement in constitution and its effective implementation is the major task. We are
receiving foreign donations through FCRA & under the special watch of Government. Any wrong decision or action may cause to
fremendous loss. Finally, keeping healthy environment with the support of EC, Women's Group, Youth Group and treating specialist Doctors
is our biggest challenge to support all the deserved category & justice to all. Many of our EC members and staff are tirelessly working for this
Organization. As we are getting number of projects either from HFI, Foreign delegates or any other and our staff strength is limited, most of
the EC's and Doctors needs to be involved in the progress of our Chapter.

Owur good relationship with State Govt, BMC, Doctors & Media Partners needs to be further developed in Good & Healthy manner. We can
think about relationship manager or chief executive officer to co-ordinate with Executive Board, staff & the areas concerned. We must
emphasize on proper documentations & quick response to applications and communications received and implementation of the decisions.
Our own website will be the best option to interact with each other. Current update can be shared reserving a small comer on website.
Complete transparency in the Organization can improve the faith amongst us as well as our Donors.

The important areas as per my observations:

* Proper NHR registry along with Factor assay report, birth date, proper communication address, contact number & e-mail

address.
* (Good govemance with accurate data base & comparison chart of progress on website. Needful information on website along
with feedback corner.
* Opportunity to all giving preference to more deserved category.
* Regular assessment of the path reaching to our final goal *Hemophilia without Disability Children free of pain.
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Balshiram V., Gadhave
President

Dear PWH friends and families, EC members and supporter,

It gives me immense pleasure to note that the availability of free factor support from the Govt. brought the smile
on the face of PWH. This is the hard waork of our President Mr. Balsiram, EC members and support from you all.
But still our goal of hemophilia without disability is litde far. To achieve this goal, we all have fo unite and puf our
effort to reach the same. We have to locate the sufferer of hemophilia in our neighborhood and families..

Our PWH and their parent have to play important role for the care of PWH under the guidance of treating
doctors and therapist. For this parent should come forward and take active participation in fraining session
conducted by Dr. Jayshree Kale and other doctors. All PWH should remain in contact with active youth member
and understand proper bleeding treatment and new developments in treatment of hemophilia. PWH should
register himself in more than one Govt. treatment centers to received treatment on time. And the basic thing is
that PWH should take care of themselves by taking medical help at early stage of bleeding and doing regular exercise religiously.

Now to achieve this goal is not very difficult in the light of free factor availability. Society is also running project of free home visit of the
therapist for those PWH whom it is difficult to travel fo hospitals or treatment centers. Last year 11 Therapist have given 173 visiis io
needy PWH under Nurses Project scheme.

EC member, youth and women group of the Scciety are also making efforts to help needy PWH to set up their business or complete
learning in allied courses like mobile repairing, photography and DTP etc, and become self sufficient.

“We all EC members find the life most exiting when it is lived with you."
Finally | would like to thank all of you, EC members, Youth and Women Group, Doctors and Donors for the help they have given.

Jai Hind !

Colombosals . 2.

Colombowala Zulkef.
Vice- President.




Updates

: Membership Details:

| Total 38 new members joined during the year from 1stApril 2014 to 31st March 2015.
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Anti Hemophiliac Factor Consumption:
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Summary of Financials:

Year 2013-14

Rs. In Lacs

Year 2014-15 Year 2013-14 |

" Year 2014-15
. Rs.InLacs

| Summary of Balance Sheet

| Summary of Profit & Loss
| Rs. In Lacs Rs. In Lacs

Trust Funds and Other Funds 123.81 | 117.78 | Gross Income & Closing Stock 67.63 93.86
Fixed Assets 1464 15.95 | Total Expenditure & Opening Stock 63.92 9228
Investments 95.21 87.79 | Surplus |' 363 1.57

Diagnosis & Test done at IIH, KEM Hospital:

Factor Assay done for 1,041 persons with bleeding disorder, out of which the data
of Hemophiliacs is as under:

Did you know?
“Afather with Hemophilia can never give
hisdisorderto his son.”

FactorIX | Rare Factor | “Hemophilia, in one third of the cases,
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Total 252 63 19 38

Total 20 Major Operation done on Person with Hemophilia.

Total 41 Carrier Detections done in Hemophilia A and B families by DNA analysis:
In the current year, 34 Hemophilia A and 6 Hemophilia B and 1 FXIII families were referred for the detection of carmier status in 55 women. 25
women were detected to be carriers while 30 were non-carriers.

Total 75 Prenatal Diagnosis done by chorlonic villus sampling procedure:
56 females belonging to Hemophilia A, 14 females belonging to Hemophilia B families were referred in first timester for prenatal diagnosis.
In case of Hemophilia A and B families, 19 fetuses were found to be affected.

Apart from the above tests, we have also routinely done HIV { HCV tests at KEM Hospital.




Updates

Report of Executive Committee Meetings:

18 executive committee meeting s held during the period for planning and execuiing the sociely’s activities.

Name

i i : % Phehi e s S tres T

Mr. Balshiram Gadhawve President 16 z Mr. Girish Joshi EC Member | 5 13
Mr. Z. Curc-}mhowala Viee President . 15. P | Smt. Indira Nair EC Member B 1_3 :":-_
Mr. Paresh Parmar Secretary : 16 2 | | Mrs. Jayshree Rakh | EC Member 3 j
Mr. Subhash Desai Treasurcr- 10 ! B Mr. Kishor Kotecha EC Member 7 1
Mr. Ajay Palande Ji. Secretary 6 . 12“ Mr. Kr.u_ﬁai Kotecha - EC Member o | q
-Mr. vinay-Nair Jt. Secretary 5 13 Mr. Rupal Panchal EC Member 3 ) 1?
Dr. Kanjaksha Ghosh 7 President - HFI 1 1.T Mr. Sandeep Kawale I EC Member =] 16
Dr. Devila Sahu RCC - HFI 9 9 Mr. Yatish Patali - EC Member 12| &
Mrs. Asha Gupta EC Member 10 a E Kamalt.zsh Gupta Invitee ‘ 10 __"H
Mr. Chetan Motivaras EC Member _ 8 i 10 Mr. Ramu Gadkar Invitee (3] E

Special Cell for HIV / HCV PWH:

Chur special cell for HIV and HCW PWH is being managed by our committed committes member Mr.
Girishbhai Joshi. We have issued 2,270 i.u. of free Factors to our & HIV positive patients during the
year.

Mr. Joshi regularly attends to the needs and grievances of PwH, besides extending psychosocial
support to them. He Is also giving free food and medicines to the patients admitted in Ward 42 of
KEM Hospital as well as to other poor and needy patients.

Mr. Joshi has collected donalion of Rs. 1,67,133[- from well wishers and friends for the above
activities. We sincerely appreciate this gesture of Mr. Joshi. Thanks fo Mr. Mehul Patel, Krunal [*
Bhatt, Vijay Bhai and his friends donating us Texakind, Eforioxib, Hemostate and Calcirol Costing. |

Hs_40,600.00

Remarkable Medical Help:

Mr. Roomy Daruwalla by profession is a businessman who came to know about Hemophilia and sufferings of PwH. In this
year, we have received Rs. 75,200/~ as a donation from Mr. Roomy. We are providing free medicine from this fund to our
PwH. We are thankful to him forthe kind of support he is providing forour Hemaophiliacs.

Homeopathy Workshop at HSMC:

HSMC has started Homeopathy Workshop every 3rd Sunday of each month. In every workshop around 30-35 PwH visit Dr. Hiral Bothra,
she gives guidance and Homeopathic Medicines o our PwH. This aliernative treatment is being very helpfulto our PwH. We recommend all
the PwH to avail the benefit of this workshop.

AGM of HSMC Last Year:

215 members were attended 22nd AGMwhich took place on 17th August 2014 st KEM Hospital. Regularaffairs of the AGM was discussed.

HFI AGM at Kolkata on 13th / 14th Sept'2014:

E.C Members Mrs. Indira Nair, Mr. Paresh Parmar, Mr. Ajay Falande, Zulfiqguar Colombowala attended Hemophilia Federafion of India AGM
held on 13th & 14th Sep. 2014. :
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Updates

Awareness Program in Udaipur:

Our EC Member Mr. Kamlesh Gupta & Mrs. Asha Gupta went to Udaipur in the month of September 2014 to attend National AGM of Indian
Scout Guide Fellowship. In this program Mrs. Asha briefed introduction on Hemophilia and its complications and also they distributed
pamphlets.

CME for Doctors of ESIC:

Hemaophilia Society along with Movo Nordisk arranged CME for ESIC Doctors on 17th May'2015 at Andheri Sai Palace Hotel to enhance
their knowledge about freatment on Hemophilia.

Awareness during Yogayana Festival at Bhavan's
College:

Yogayana Festival, on 16th to 18th January'2015, HSMC has successfully paruc:pated in this
program. This was organized by “Bhavans =

Yoga Bharati® at Bhavan's College Campus, §
Andheri, Mumbai. In this three days various

program was on Yoga and various NGO's
members holding their stalls for awareness.
There were more than 1000 visitors in this
program which included students, parents and

other people from allwalks of life.

Mrs. Indira Nair and Mrs. Jumana Colombowala along with other Women Groups Members &
Youth Groups members took part in this program and spread awareness. We had also kept
few hand-made decorative stuff made by the mother of a PwH to sell during the program.

College of Social Work - Nirmala Niketan:

Nirmala Niketan Extension Centre, Goregaon on 10th December 2014 and further on 27th March
2015 for the Senior Citizens doing their short term course in social work.

The college invited us to speak on Hemophilia. Mrs. Indira Nair explained in detail about
Hemophilia and the activities of HSMC. Afler her detailed presentation, varous queries were
replied to their satisfaction. Mr. Chetan introduced by giving some brief on Hemophilia. Mr.
Balshiram spoke about Hemophilia and shared his personal experience. He had also expla:ned
about NRHM and lobbying with Maharashtra -

govermnment and shared objective of Hemophilia
Society Mumbai.

Mr Girishihai spoke about his journey with Mumbsai
chapter and his active involvement in fundraising,
HIV & HCV cell. Mr Chetan spoke about the importance of youth group, why it is required in
every chapter and made a presentation.

All the participants watched our short film *Wings to Fly™. All of them appreciated the film and
its message. Mr. Sunil explained them in detzil about our Youth group activities and specially
emphasized on HCV and its complications and the treatment.

Helping HCV Positive PwH:

Rupal panchal along with Dr Akasha shukla with support from ROCHE had conducted routine
HCV antibody testing and HCV RMNA for PWH who tested positiveWe have conducted a
Awareness talk in Thane Civil on Hemophilia Day and on Dr Alison Visit. Further this year we have
treated 3 HCV cases and most of them have responded well with Ajay Palande achieving SVR
negative. This year we have started treating patient with "Sovaldi® and for one of the cases we have
procured it at 50% of MRP. Rupal Panchal in August 2015 has represented Hemophilia in Lawyers
Collective for HCV Advocacy. We also organised a HCV Awareness talk by Dr Akasha Shukla in HFI
annual meeting held recently. Currently they are trying to arrange for New DDA S drugs at low or
free cost on compassionate ground for HCV patient who cantuse current line of treatment.

Courtyard Marriott get-together with PWH:

The representatives from Courlyard Marriott, visited HSMC Office to meet the PWH (Person with Hemophilia) children. Our 10 CWH
between age group 5-10 years old were present on this occasion. They brought a beautiful cake for children and packed gift. The children
enjoyed with the delicious cake and pastries.




Hemophilia Day Celebration

Hemophilia Society Mumbai (Chapter) celebrated the World Hemophilia Day on 13th May
2015 at K_E.M. Hospital. Total of 145 PWH and their family members attended the program.

H.C.\. test for the PWH and family members were done with the help of Roche Company. 40
to 45 PWH has undergone the screening.

| President informed that the World Hemophilia Day is celebrated in the memory of Mr. Frank

Schnabel on his birthday. This year's theme was "Binding a Family of Support’. It means we all

should support each other in every situation whetheritis good or bad. PWH who passed SSC,

® HSC, or completed the graduation, post graduation were felicitated by chief guest Mr. Romy
4 Daruwala.

Y Mrs. Indira Nair informed that under 'micro enterprises project’ by LA Kelly communication
has sanctioned USD $1000 (Rs. 66,000 approx) to Mr. Tarun Ledhvani for starting business.

Ashort film "Ummide’, Directed by Mr. Rohit Gadhave, was launched on this occasion. Dr. Chandrakala from Department of Hematology,
K.E.M. Hospital advised PWH about importance of adequate and timely treatment. She also answered all the guestions put fo her by PWH
and their relatives regarding Inhibitors, antenatal checking, carrier detection. Apart from this, various medical fraternity from KEM hospital
visited and advised on hemophilia day to day care.

Entertainment program was presented by PwH and the guests. Some songs on quitar were played by youth group members.

Awareness in Radio
Channel:

Youth group successfully created awareness in
All India Radio station on 13th April’2015 on
account of World Hemophilia day. Dr. Ghosh &
Mrs. Indira MNair gave information about
Hemophilia and its treatment to audience of All
India Radio & its other radio channels.




Best Project Awards

Participation in National Institute of Industrial Engineering
(NITIE) Lakshya's Sparsha—2014 NGO Project Contest:

Mr. Vinay Mair submitted project on "Hemophilia without disability, Children free on pain” under the NGO
category and HSMC was shortlisted for the final round of Lakshya's "Sparsha-2014" award on 1 fth October
2014 to present their project before the eminent corporate and social jury panel. The projects are judged on
the basis of Criticality of project, Impact, Sustainability, Management and Capability for Project Execution,
Reach and Scalability,

Mrs Indira Nair and Paresh Parmar participated alongwith Vinay Nair during the Feedback and Question /
Answer session. Top companies like TGS, Siemens, BPCL, ACC participated under their CSR initiatives
along with the NGOs.

The results were announced and HSMC won the “Best Project award™.

Youth Group Activity

Youth Group 3rd Anniversary:

Mr. Chetan Motiwaras mentioned the importance of social and individual growth
among hemophiliacs. 75 Youths members are registered in our hemophilia society
Mumbai chapter. Making awareness to general public on a social site will help us to
make general public understand about hemophilia. He alse mentioned that youth has
made a successful 3 years in Mumbai Chapter and celebrated by cutting a beautiful
cake.

Awareness programme at KBC with Amitabh
Bacchan:

Our youth group member Mr. Sunil, Mr. Yatish, Mr. Satish & EC Member Mr. Ajay
Palande had attended this programme. In this Mr Bachan talked about hemephilia for
about a minute on show which was telecasted on 13th Oct'14. We also had opportunity
to meet him and took photographs & autographs. We also gave our leaflets and t - shirt
to him. This is the second time we are making awareness through KBC once with
Shahrukh and now Amitabhji.

Diwali Celebration with Doctors and Hospital Staffs:

During Diwali Festival E.C Members Mr. Krunal Kotecha and Mr. Chetan Motiwaras along with
other youths and Office Staff members greeled the doctors wishing them a Happy Diwali on
| behalf of whole HSMC community and received their blessings.

SWIM INDIA FUND RAISING:

Mr. Chetan Motiwaras our youth leader was successful in getting fund from SWIM INDIA through their special initiatives for Hemophilics.
They promised to contribute funds to Hemophilic whenever they get any admission in their instilute. They also promised to provide training
on swirnming to all Hemophiliacs.




Women Group Activity

Cheryl D'ambrosio Women Meet & Visit to HSMC:.

Hemophilia Society Mumbai (Chapter) was very fortunate to welcome Ms Cheryl N. D'Ambrosio,
Founder, President of MyGirlsBlood who is helping HFl in developing Women Group of India, along
with WGHFI Chairperson Ms Gurmeet Khanna on 8th August 2014. 28 women parlicipated in this
meetwhere Dr. K.Ghosh and Dr. Shrimati Shetty were present.

Ganpati Awareness At Vashi:

With the help of our Womens Group President Mrs.
Jayashree, we had been spreading awareness at Palm
Beach Ka Raja Ganpati Mandal as well as her complex at Vashi. Mrs. Indira Nair, Mr. & Mrs.
Colembowala, our youth group member Mr. Yafish, Mr. Abizar & Mr. Sunil distributed there
awarenass pamphlets on hemophilia.

New Year Celebration:

We celebrated New Year with our PWH, youth & women Group members. Total 28 §
Women members & their children, 15 Youth Group Members were present on the day.
We had a joint discussion with Youth and Women group on varous issues about
taking care of PWH at various age group. Indira Nair explained various schemes of
HFI and also about the Sewing Machine Project. The women shared various ideas
which can make them economically independent. It was a very useful discussion
wherein lot of knowledge were shared with the entire group. We had also organized [% ——
few games & card making competition for children. The program was thoroughly § - el —
enjoyed by all, -

~| Awareness Program at Andheri:

1 Women Group of Mumbai Chapter had organized an awareness program in a large
4 residential complex "Sagar City Complex” on the occasion of Republic day on 26th

January'2015. Women group members took part in this awareness program and distributed
pamphlets and spread awareness.

Corporate Involvements

Standard Chartered Marathon 2015:

Hemophilia Society Mumbai (Chapter) took part in the Standard Chartered Marathon — Dream Run — 6km on 18th Jan 2015. This was a
Grand Event, which had a huge following with people from all walks of life, including celebrities, corporates, students, and other NGOs.
Women group took part along with other paricipants from the society which includes doctors, committee members, FWH and our well
wishers participated with the intention of spreading Awareness on Hemophilia.




Projects

Save One LifeInc.:

Save One Life is a registered nonprofit international organization that offers individuals,
families, companies and/or organizations the opportunity to spensor a child or adult with a
bleeding disorder in a developing country.

Save One Life is a nonprofit organization that offers sponscrships direclly to individual
children or adulls with a bleeding disorder in developing countries.

Fund received USD $ 14,700 (Rs. 9.5 Lac approx) from Save One Life, USAwas distributed in
all 4 quarters to 62 beneficiaries. SOL beneficiary were called two time for the meeting, held on
KEM conference room an February 2015 and July 2015.

Hans Foundation fund for Education:

Rs. 1,098,200 sponsorship fund received in three quarters from HF 1 for education of 14 CwH. This is only one year's project.

Educational Help:

HSMC distributed Rs. 82,000/ to the 27 CwH for education in year 2014-15

Project under Foreign Donation (FCRA):

Nurses Project:

This project is awarded by Valentine Trust, UK with the help of Dr. Alison (UK national). This project going on under the guidance from
Occupational therapist Dr. Jayshree Kale and Dr. Kirti Patil of KEM Hospital. During the last year we have taken services of Eleven
Occupational Therapist. They have visited 173 times from Aug. 2014 fo july 2015 1o needy PwH's at home and given treatment and Ultra

Sound treatment. All the PwH are provide this service free of charge and they are satisfied with the services of this dedicated Occupational
therapists. The society invites needy PwH to contact office so more PwH would be covered under this project.

HCV Viral Load Test:

We have received donation of Rs. 1,40,000 from Dr. Alison for Viral Load testing in PwH with HCV.
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Useful Informations

Did you know?

Anti Hemophilic drugs are essential drugs
listed in the State f Central Pharmacy Essential
Drug List and these are life saving medicines.

For your information; ESIC, CGHS, Railway,
Public Sectors, some of the Nationalized Banks,
Central Govt. / State Govt. /| Corporation are
purchasing Factors or reimbursing bills for

theiremployees or their family members.

Health Insurance Schemes during surgery [ |

Some of our PWH have taken the benefit of |

accident/treatment.

KEM Hospital:

Hematology OPD timings:

Doctor's Name: Dr. Farah Jijina

Address: New Bldg., 1st Floor, KEM Hospital, Parel,
Mumbai-400012.

Timing: Monday & Thursday 10.00 amto 12.00 pm

Cccupational Therapy Dept.:

Doctor’s Name: Dr. Jayashree Kale

Timing: With prior appointment from Society’s office
Address: C.V.T.C. Bldg., Room No. 4, Ground Floor,
Opp. KEM Hospital, Parel, Mumbai-400012
Doctor’'s Name: Dr. Kirti Kene

Timing: 01.00 pm to 3.00 pm

Phone No: 022-24136051 ExL.: 7562

Hemophilia Carrier Detection and Prenatal Diagnosis:
Doctor's Name: Dr. Shrimati Shetty

Address: National Institute of Immunohaematology,
13th Floor, New Multistoryed Building, KEM Hospital
Campus, Parel, Mumbai-400012

Phone No: 022-24138518/19, 24111161

Homeopathy Clinic:

Doctor's Name: Dr. Priyanka D. Singh

Address: A-117, Citi Mall, 1st Floor, Above Monginis,
MNear Pendharkar College, MIDC, Dombivii (East),
Pin-421203.

Timing: 5.30 10 9.00 pm

Email: pink_dsingh@yahoo.com

Visits at Hemophilia Society: 1st & 3rd Saturday from
10.00 am to 3.00 pm with prior appointment from Society’s
office.

Deoctor’s Name: Dr. Usha Mathew

Address: Shraddha Homi Clinic, A-2/001, Amar Vaishali
Bldg., Near Canara Bank, Sector — 7, Shanti Magar, Mira
Road (East), Pin:401107.

Timing: 10.30 am to 01.00 pm

Phone No: 022-23111821 / 28041115

Doctor's Name: Dr. Digish Doshi
Address: 111 / Walkeshwar Road, Mear Dani Sadan,
Mumbai — 400006.

Phone No: 022-23610488

Ayurvedic Clinic:

Doctor's Name: Dr. Narendra Bhatt

Address: 15/ Bacchubhai Bldg., 1st Floor, Damodar Hall,
J. Bhatankar Marg, Elphinstone Road, Parel,

Mumbai - 400012,

Phone No: 022-24709844/ 24704611

Timing: 10.00 amto 1.00 pm & 4.00 pmto 7.00 pm

Timing Sunday: 10.00 amto 1.00 p.m ({Thursday Close)

Dental Clinic:

Doctor's Name: Dr. Mehul Mehta

Address: Dr. Bhogilal Bhavan, 5th Mamalatadar Wadi,
Malad (West), Mumbai — 400064.

Phone Mo: 9820401367

Timing: 01.00 prm to 7.30 pm

Doctor's Name: Dr. Chetan Bhanushali
Address: Jogeshwar (East), Mumbai.
Phone No: 022-28376097

HIV HCV Clinic:

Doctor's Name: Dr. J. K. Maniar

Address: 597/101, J.5.5 Road, Chira Bazar, Rajshila
Bldg., Marine Lines, Murnbai — 400002

Phone No: 022-22056538

Factor Available at Night & Holidays:

MName: Mr. Nilesh Suryavanshi

Address: Bidg. No., L, Room No. 17, Ground Floor
B.E.S.T. Staff Quarters, Near Gandhi Hospital, Farel
(East), Mumbai — 400012,

Phone No: 9768711665 / 9820738557

Other Hemophilia Treatment Centers:

Name: Sir.J J Hospital

Address: Byculla, Mumbai: 400008

Phone No: 022-23735555

Department:

General OFD,

Maonday to Saturday 09.30 am to 1.00 pm

OPD No. 26: For 1 to 12 year's old children
Medicine OPD No. 20: For 13 years and above

Name: Nair Hospital
Address: Room No. 403, 4th Floor, College Bldg.
OPD Time: 01.00 pmto 03.00 pm Every Monday

Name: Sion Hospital

Address: New Bldg., 1st Floor, Pediatric Depariment

OPD Time: Tuesday & Friday 08.00 am to 11.00 pm for
Children, Monday 09.00 am to 01.50 pm

Hemophilia Federation (India):

Address:A-128, Mohammadpur (Behind Bhikaji Cama
Place), New Delhi-110 066. -
Phone No: 011-26174020 / 26175791

Email: ceoc@hemophilia.in

Website: www hemaophilia.in
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