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Maharashtra Arogya Mandal 

About the institute:-


Maharashtra Arogya Mandal Hadapsar, Pune, popularly known as MAM, is charitable trust established on 11th June 1960 by the Late Dr S.T. alias Dada Gujar and his colleagues with the aim to provide better health care facilities to the poor and underprivileged classes of society. This was the small beginning of “Maharashtra Arogya Mandal”. 


The work that started with a small OPD, has now acquired a multifarious structure. Maharashtra Arogya Mandal is involved in health services, preventive medicine, but instead of restricting to these areas, we also realized the need to work in support areas like waste water, sewage disposal and sanitation, school children health monitoring and nutrition.

· MAM is a Non Government and not for profit organisation.

· MAM is a registered charitable trust under society’s registration Act 1860 (F-230 (Poona) of 5th April 1961) and under Bombay Public Trust Act 1950.

· The donations are exempted under section 80 G of Income Tax Act.

· We have FCRA registration to receive foreign donations, details as under -  


FCRA # 083930071 / dated. 5th March 1985.

SICKLE CELL ANAEMIA PROJECT-A REVIEW                                        -since 1998

Roshmal Bk. Tal Dhadgaon Dist. Nandurbar 

Introduction 


In addition to hospital with all faculties started in the Hadapsar area of Pune city, several health projects catering to the needs of tribal people in rural areas were also developed. The Sickle Cell Anaemia Project is such a project that started in 1998 with a mandate to provide diagnosis, treatment, counseling and prevention.

About Sickle cell Anaemia


Sickle cell anaemia is a hereditary (genetic) defect confined to red blood cells with no definite cure. The basic defect is in the structure of hemoglobin molecule of the red blood cells. These cells acquired sickle like shape in oxygen deficient environment. Due to this effect there is early destruction of the RBC (red blood cells) leading to condition known as Sickle Cell Anaemia. 

The individual with sickle cell anaemia has common symptoms 

· Moderate to severe Anaemia

· Mild Jaundice

· Severe joint pains


Patient has painful and limited life span. In addition to these symptoms one of the typical symptoms experienced by majority of the patients is known as Sickle Cell Crisis. Whenever there is increase demand for oxygen in the body i.e. during infections, after heavy physical work out, exposed to extreme cold or hot summer or excess fluid loss (due to diarrhea or vomiting) , the Sickling process gets accelerated. The sickled red cells entangle with each other and cause obstruction in micro-capillaries leading to tremendous pain at that site. The frequency, period, intensity of crisis varies from individual to individual. When, where, how crisis develop is difficult to predict. Pain remains for few minutes or few hours or few days. During crisis, pain is unbearable and pain killer drugs have limited effect. Patient cannot bear the pain and helpless. Parents cannot bear patient's painful condition. 


It is observed that patients have less immunity and hence more susceptible for common infections. With the chronic illness and repeated episodes of crisis every organ of the body is likely to be affected with varied disorders like brain with stroke (paralysis), the lungs with respiratory failure, the kidney with renal failure and Avascular necrosis of bones. 

The long-term studies emerge out following observations.

· It injures every organ of the body but does not affect everyone in the same way.

· Differ in both extent of complications and severity from individual to individual.

Genetics of Sickle Cell Hemoglobin


In a population the defect occurs in two forms, one heterozygous state (suggesting defect on only one chromosome of the pair) and another homozygous state (suggesting defect of both chromosome of the pair). Heterozygote individual usually do not suffer from any symptoms of the disease and hence known as carrier and homozygote individual always remain ill and known as sufferer. In depth studies of sickle cell defect suggest following guidelines. 

· The parents of sufferer baby are always carrier or sufferer.

· To a carrier parents the chance to have sufferer baby at each pregnancy is 25% carrier baby 50% and baby without sickle cell defect is 25%.

· In affected population the ratio of sufferer to carrier is 1:20


Health problems amongst S.T. (tribal), S.C. & OBC population from these areas have been studied by MAM are as follows – 

· Malnutrition and Water borne and communicable diseases

· Genetic Disorders like Sickle Cell Anaemia, Thalassemia

·  Excess consumption of alcohol, Superstitions, Extreme poverty, Inadequate health facilities

Rationale for selection of Dhadgaon Taluka (Block) for our community control programme.

· Difficult hilly terrain located between third, fourth, and fifth and sixth ranges of Satpuda. 96% population belongs to tribal population groups. Tribal population remains backward, isolated from rest of the district. Medical facilities (including preventive) are inadequate and poor in qualities. 

· Sickle cell disease is one of the public health problems in this area. 


Maharashtra Arogya Mandal, Pune is voluntary heath organization having vast experience of working in tribal areas, expertise knowledge about genetic disorder (prevalent in tribal areas), a team of devoted medical and non –medical staff. We are working in this tahsil since 1998 and screened 25 villages for sickle cell disorder and other health problems. We found high prevalence for nutritional anaemia and sickle cell anaemia. We have laboratory and facilities for blood investigations. We have conducted population screenings programme in 20 villages from this Taluka for sickle cell disorder. On the basis of data collected by our team the rough estimation for sickle cell disorder is as follows. 

· Total tribal population of Dhadgaon Taluka


    (As per 2011 figures) 



- 1, 95,343 

· Estimated carrier individuals

   (Prevalence 22.5%) 



> 43,000

· Estimated sufferer individuals 


  (Prevalence 1.2%) 



> 1900







Prevalence with Screened Data as per Census 2011 figures. 

Total population of Nandurbar Dist.
> 16,77,179

Expected carrier (approx 22.5%)
> 3,70,389

Expected sufferer (approx 1%)
> 16,500 

Total population Screened till date 
1,27,619  

Carriers (22.5% approx)
28,889

Sufferers (1% approx )
1375


Team of Maharashtra Arogya Mandal lead by Dr.S.L.Kate (Ph.D Medical Genetics)  by have been working in this district for last several years and found that approx. 22%of the tribal people are carriers for the disorder and approx 1.2% people are sufferers. 


It was noticed that even though Sickle cell anaemia is public health problem, people have no idea about Sickle cell disease. Consequently Maharashtra Arogya Mandal has decided to work on Sickle Cell Anaemia Problem and established a community control center popularly known as “Sickle cell Dawakhana” at Roshmal BK, Dhadgaon taluka.

In our centre which is popularly known as we provide following facilities.

· Diagnostic facilities for sickle cell disorder.

· Treatment and follow-up of patients. 

· Population genetic screening program to detect carriers and sufferers.  

· Health Awareness and education 

· Marriage counseling / Genetic counseling

· Guidance for Pre natal diagnostic facilities.

· Training facilities.

· Improvement in quality of life of sickle cell sufferers. 


As this disease has no definite cure prevention part plays an important role in which pre marriage counseling is most important. If the patients and carrier parents agree than it is possible to avoid birth of new sickle cell child. 


We found one of the drug prepared by ayurvedic in-house pharmacy of our institution which is effective. There is improvement in anaemic condition (Maintains blood hemoglobin level), intensity of crisis is decreased and duration and recurrence of the crisis is prolonged. On the basis of our experience we have developed a Sickle cell medical kit which consists of a polyherbal medicine called SC3, Folic Acid, Soda mint and Painkillers like Paracetamol. This kit is distributed free of cost. 

Now we have 1375 patients diagnosed out of which more than 700 are under regular medical supervision. Every time our old patient brings new patient from his/her village. At present we organize our health camps once in two months and by finding out responses of the patients, planning to visit every month. We provide facilities like counseling, possible treatment & Guidance for Pre-natal diagnosis free of cost. 

Details of Camps conducted in March –April 2012


MAM conducted free sickle cell health check up camp from 31st of March 2012 to 3rd April 2012. 

During the journey we had a medicine distribution for our 5 old diagnosed sickle cell patients at Dhule. 

On Sunday 1st April 2012, 213 old diagnosed sickle cell patients were clinically examined and were given free medications. Also screening of new 42 tribal individuals was done among which 21 were diagnosed as carriers and 8 patients were identified as sufferers. Advice and counselling regarding the dietary and behavioral regime was also given both old and new patients. The carriers were provided with counselling emphasis was given on premarital guidance specifically to unmarried individuals.  The 13 individuals were diagnosed as normal which were also guided for this social problem. 

All the individuals were from different tribal parts of Nandurbar district and from the neighboring state of Maharashtra viz. Gujarat and Madhya Pradesh mostly from low socio economic class. 

On Monday 2nd April 2012 similarly 237 old patients had been given medications and 47 new individuals were screened for sickle cell disease. Newly screened 7 patients were diagnosed as sufferers and 16 were diagnosed as carriers and 24 individuals as normal. 

Premarital counselling, guidance regarding the behavioral and dietary regime, medication was given to the patients. 

 Counselling was given to carrier patients. 

The Normal tribal individuals (24) were also guided regarding the preventive and social aspect of this disease 

Sickle cell health check up camp in March – April 2012

Sr. No 
Date 
Place 
Old patients 

A
New patients 
A+A

Normal

C
A+S

Carrier

D
S+S

Sufferer

E





Screened

B 




1
31/03/2012
Dhule 
5
-
-
-
-

2
1/04/2012
Dhadgaon  
213
42
13
21
08

3
2/04/2012
Dhadgaon 
237
47
24
16
07

Total 
544 

(A+B)
-
455
89 (C+D+E)
37
37
15

Total patients :-  (old patients 455 + newly diagnosed  15 = 470) 

On 1st and 2nd April 2012 internationally renowned Sickle Cell Scientist Dr. Graham Serjeant from Jamaica (West Indies) visited the project site. He also guided the team members regarding the clinical manifestation of Sickle Cell and its update management procedures. Along with him sickle cell expert and Child Specialist from Gujarat Dr. Jyotish Patel also examined sickle cell patients. 

On this occasion a ceremony was held at Dhadgaon Dist. Nandurbar. Maharashtra in which the website of the project was inaugurated www.sicklecell-mam.org by the auspicious hands of Dr. Graham Serjeant. Also on this occasion the identity cards issued by Government of Maharashtra for the Sickle cell patients were distributed by propitious hands of Dr. Jyotish Patel. MAM Secretary Mr. Anil Gujar, Mr. Arun Gujar Trustee MAM, Sickle Cell Project In charge Dr.S.L.Kate, Dr. R.Z. Patel (Pathologist),  Dr. B.D. Patel (Surgeon), Mr. Sampat Ramteke (President:- Sickle Cell Society of India), Ex. MLA Rameshbhai Pawara, Prof. Hari Yeola, Manoj Pawara were the dignitaries present at this occasion. Institutional team members Dr.Prashant Dalvi, Dr.Girish Kulkarni, Dr.Yogesh S.Prabhune, Dr. Rajendra Patil were also present on this occasion. 

Mr. Sampat Ramteke also guided the sickle cell patients about various facilities and schemes implemented for sickle cell patients by Government of Maharashtra. He also distributed the health magazine special issue on Sickle Cell to sickle cell patients. More than 600 patients and their relatives were present at this occasion. 

The only way to control this disease is to avoid the birth of new sickle cell child hence importance of premarital counselling and diagnosis was explained.  Some local   tribal volunteers also support to translate the information about marriage counselling in local tribal language. Also we plan conduct such medico- social projects. 

We always feel that the key of success of any project depends on the cooperation of patients and dedication and team work. Patients and parents are happy with our medical and social treatment. Though there is a known prevalence of sickle cell disease in this area as approximately 1% in our every health check up camps we find the sufferers more than 25 % in every screening. Every patient who is aware of symptoms and is benefited by our treatment identifies similar symptoms of another tribal person and carries him from his hamlet to our community control centre popularly (Sickle Cell Dawakhana). 

We thank to our individual and institutional donors who helped us morally and financially in the past particularly Arbeiterwohlfahrt International Germany and CCRAS, Dept. of AYUSH, Govt. of India.

At present the project is running without any financial support. 

Appeal: - Need of an Ambulance 

· It is a difficult hilly terrain located between 3rd to 6th ranges of Satpuda this is more than 550 kms from Pune (headquarter ) where 96% population belongs to tribal population groups which is isolated from rest of the district.

· Every two months for the Sickle Cell diagnostic and treatment camps are organized in which 12-15 Medical and paramedical Staff along with Laboratory Equipments, Generator, Medicines have to travel constantly for more than 16 hours. 

· We also have a checkup of some identified diagnosed patients near Dhule, Jalgoan area during the journey. We have to carry the instruments, emergency and routine medicines as well as cloths for free distribution.

· The present vehicle which we are using is more than 15 years old. We require a sponsor, donations for 20 +1 seater vehicle.

· For timely checkup in the project area we have to travel there is not any other alternative than  own vehicle

· Also, we have additional tribal project in Khed, Ambegaon & Junner tribal block of Pune district. Where we do visit regularly with medical & para medical staff. 

Appeal for individual donors:

· In the Sickle Cell disease the iron tonics are not indicated as they may result iron overload. In this situation we have to emphasis on nutritious natural food ingredients which are iron rich. We also require support for nutritional supplementation as the tribal are very poor and cannot afford nutritious food supplements. 

· Behavioural regime plays an important role as if the patients are provided with warm accessories, blankets, umbrellas, Sweaters, Hot water bags etc. They can be get protection in extreme cold environment which will avoid the Sickle cell crisis (Unbearable Joint pains). We require support from you for such Medico Social cause.

· Medicines and the expenses for approx. 500 patients in each camp are borne by MAM we require support from you to sponsor a medical health check up camp.

· We also plan to make a partial shelter in front of our Sickle Cell Dawakhana we require a sponsor for this it is a need because it will give shade and protection during summer and rainy seasons. 

· Electricity cut off is common in rural and tribal area. As we work in tribal area we plan to set a solar panel which will be helpful in summer and winter (7-8 months in a year)  to generate electricity as the blood test carried out for sickle cell diagnosis require electricity.  Donors are requested to help for this social cause.  

Expression of our patients


  “I am a sickle cell sufferer and combating with this disease. Due to this disease I was suffering from Avascular Necrosis of Femur Head. MAM supported me to overcome from disability by helping for Total Hip Replacement. I am now able to perform routine activities and also take part in the camps conducted by MAM.   - Manoj Pawara, A sickle Cell patient


I am a sickle cell sufferer patient. The doctors and the staff supported and guided me regarding the preventive aspect of this disease. The Medication is also helpful and improves our quality of life: - Nitin Vasudeo Valvi Sickle Cell patient. 


I am a young boy diagnosed as sickle cell patient, the guidance and the medication provided by the Sickle Cell Dawakhana helps me a lot:  - Kalpesh Pawara Sickle Cell patient.

Research Projects conducted up till now by Maharashtra Arogya Mandal 

1) I.E.C. (Information, Education, Communication) Programme of Sickle Cell Anaemia – Sanctioned by Department of AYUSH, CCRAS. Govt. of India (2005-06)

2)  Naturopathy workshop for general people –National Institute of Naturopathy, Ministry of Health, Dept. of AYUSH, Govt. of India, Bapu Bhavan, Tadiwala Road, Pune - 1.( 2006-07).

3) Eye camp at Sickle Cell Dawakhana, Roshmal (Bk.), Tal-Dhadgaon: With the kind Support of Dr. Sharad Patil Ophthalmic Surgeon Nashik, in this camp near about 500 patients had under gone medical examination and treatment. 

4) Comprehensive family studies of the Sickle Cell Anaemia Patients. Funded by (Arbieter Wolfart Organisation) AWO Germany (2007-2008): In this 116 families were studied. 

5) SICKLE CELL ANAEMIA PATIENT S’ UPLIFTMENT PROJECT 2010 Funded by (Arbieter Wolfart Organisation) AWO Germany 

       With our experience we believe that not only medicines but adequate awareness, Proper Dietary regime, Seasonal regime, Behavioural regime is to be followed to improve the quality of life of sickle cell anaemia patients. In this humanitarian project awareness camps, Warm cloths blankets and other accessories were distributed to 200 Sickle cell anaemia patients. Clinical examination and necessary investigations like Bld. Gp HIV, Blood sugar, U.S.G. were conducted free.  

6) A Pilot Study to evaluate the Efficacy, Safety and Tolerability of Ayurvedic Drug SC3 and CCRAS Formulation in Sickle Cell Anaemia Patients. Funded by Central Council for Research in Ayurveda and Siddha Department of AYUSH, Govt. of India, New Delhi (April 2008-March 2011) 

Visit of International Sickle Cell Scientist Dr. Graham Serjeant (Jamaica-West Indies) to Dhadgaon District Nandurbar Maharashtra India

Inauguration of Website 

www.sicklecell-mam.org 
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Distribution of Sickle Cell Identity Cards Given By Govt. of Maharashtra

MAM-Secretary Mr.Anil Gujar, Dr.Jyotish Patel and other Dignitaries 
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Community Control Center:- Sickle Cell Dawakhana
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Pathological tests performed at Dr.Beryl Laboratory
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Sickle Cell Team and Dr. Graham Serjeant 
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Sickle Cell Patients and Relatives at the camp
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