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WWW.LIVELAW.IN 1 W.P.No.21050 of 2017 and W.M.P.No.21939 of 2017 THE HON'BLE CHIEF JUSTICE and M.SUNDAR, J.



This writ petition



has



been



filed seeking



orders



on



the



respondents to take necessary steps to provide continuous and uninterrupted treatment to the children suffering from Lysosomal Storage Disorder (LSD).



2. It appears that Lysosomal Storage Disorder (LSD) is a debilitating and potentially fatal rare disease. About one out of 8,000 children born alive are afflicted by this disorder. The disorder causes accumulation of partially degraded compounds in vital organs, which result in multi-organ malfunctions adversely affecting the quality of life and eventually causing death.



3. Gaucher



It appears that there are different types of LSDs, of which, Disease,



Pompe



Disease,



Fabry,



Mucopolysaccharidosis



(MPS)-I, MPS-II, MPS-IV and MPS-VI, are treatable.



4. The learned Additional Government Pleader, Ms.Vasudha http://www.judis.nic.in



WWW.LIVELAW.IN 2 Thiagarajan, submits that study on the disease is at a nascent stage. There is some specialised supportive treatment. However, the efficacy of the treatment and whether the disease can be cured is not known.



5. From the affidavits filed on behalf of the respondents, it appears that about 68 children in the State are known to be afflicted by the disorder. According to the petitioner, the treatment for LSD is available globally in the form of Enzyme Replacement Therapy (ERT). Ms.Vasudha submits that supportive care is given to all children afflicted with the disease.



However, Enzyme Replacement Therapy,



the efficacy of which is not yet known, is not provided and the State hospitals do not have the requisite infrastructure and expertise for Enzyme Replacement Therapy.



6. Mr.V.Ramesh, learned counsel appearing on behalf of the petitioner, submits that ERT is available at some private medical institutions, such as, Vellore Christian Medical College and Medi Scan, Chennai.



7. From the pleadings before us, it appears that ERT delivers the missing enzyme through a vein.



In addition, substrate reduction



therapy reduces the substance that is building in the cells. Stem Cell Transplant uses donated cells to help the body to make the enzyme
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WWW.LIVELAW.IN 3 that is missing.



8. The treatment of the disorder is classified as: 1.Supportive treatment and 2.Specific treatment with ERT.



Supportive treatment



alone is provided in the Government hospitals. However, ERT is done in Christian Medical College, Vellore and Medi Scan, Chennai.



9. The Indian Council of Medical Research (ICMR) has initiated Multi Centric Collaborative study of the Clinical Biochemical and Molecular characterization of LSD in India.



10. The Indian Initiative for Research in LSD has been initiated for Biochemical Genetic testing and a task force on Inborn Metabolic Disorder and Lysosomal Storage for Collaborative Centres has been started by the Indian Council of Medical Research. The names of the Institutes and the Doctors involved are mentioned in the additional affidavit filed by the first respondent.



They include: Dr.Madhulika



Kabra of All India Institute of Medical Sciences, New Delhi, Dr.Ratna Dua Puri of Sir Ganga Ram Hospital, New Delhi, Dr.Shubhar Phadke of Sanjay Gandhi Postgraduate Institute of Medical Sciences, Lucknow, Dr.Seema Kapoor of Maulana Azad Institute of Medical Sciences, New Delhi, Dr.Parag Tamhankar of Genetic Research Centre, Mumbai, Dr.Jayesh Sheth, FRIGE Centre, Ahmedabad, Dr.Ashwin of Centre for
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WWW.LIVELAW.IN 4 DNA



Fingerprinting



and



Diagnostics,



Hyderabad,



Dr.Girisha



KM,



Kasturba Medical College, Manipal and Dr.Sankar VH of SAT Hospital, Trivandrum.



11. As per the additional counter-affidavit, the Department of Genetics is functioning at Institute of Obstetrics and Gynecology and Maternity Paediatrics.



Hospital,



Egmore,



with



two



Assistant



Professors



in



It also appears that there is a Paediatrician with a



Doctorate in Genetic Disorders, presently heading the Department of Genetics in Dr.M.G.R. Medical University.



12. The right to life enshrined in Article 21 of the Constitution includes the right to medical treatment, particularly for children suffering from serious life threatening diseases and/or ailments.



13. It is not in dispute that LSD is a deadly debilitating disorder, which ultimately causes death and treatment for the disorder in private hospitals could be prohibitively expensive.



14. To save the children, it is imperative that they be provided the best available treatment.



Even if the disorder is not curable, a



supportive treatment is imperative so that the children can have relatively better quality of life for as long as they live.



http://www.judis.nic.in



However, this



WWW.LIVELAW.IN 5 Court does not have the expertise to decide on the course of treatment for children afflicted with LSD.



15. As per the submission of Ms.VasudhaThiagarajan, research on the disorder is at a nascent and there are few specialized institutions which carry out a holistic study. We are, therefore, unable even to refer the afflicted children to any particular hospital, since it would be futile to refer them to hospitals which are not equipped to deal with children suffering from such disorders as LSD.



16. We, therefore, deem it appropriate to appoint a Committee to submit



a report on the feasibility and effectiveness of Enzyme



Replacement Therapy (ERT) as also other forms of treatment / supportive care for such patients.



17. We, accordingly, constitute a Committee comprising the following Government Officials and Doctors: i. The



Secretary



to



Government



of



Tamil



Nadu,



Health



Department. ii. Dr.Edwin Joe, Director of Medical Education, Government of Tamil Nadu. iii. Dr.T.Ravichandran, FAC, Director of Institute of Child Health http://www.judis.nic.in



and Hospital for Children, Egmore, Chennai.



WWW.LIVELAW.IN 6 iv. Dr.Sreelakshmi.C., presently heading the Department of Genetics in Dr.M.G.R. Medical University. v. Dr.Sumita Danda, Christian Medical College, Vellore. vi. Dr.Sujatha Jagadeesh, Medi Scan, Chennai, and vii.Mr.V.Ramesh, learned Counsel for the petitioner.



18. The Committee shall submit a report on the kinds of treatment / supportive care available for the children in the State suffering from LSD, and the efficacy thereof.



Such report shall be



furnished at the earliest.



19. The Committee may, if need be, take the opinion of the various Doctors of the institutions in New Delhi, viz., All India Institute of Medical Sciences, Sir Ganga Ram Hospital, Maulana Azad Institute of Medical Sciences and such other institutions as the Committee might deem appropriate.



20. In the meanwhile, the concerned children suffering from the disorder may be examined by the specialists in the Committee constituted by us, at the cost of the Government. Necessary diagnostic tests, if any, may be carried out to enable the Specialists to assess and give their opinion with regard to the course of treatment and/or supportive care that might be given to the children and the efficacy
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WWW.LIVELAW.IN 7 thereof.



Needless to mention that even before the report of the



Committee is ready, appropriate treatment as available for the affected children shall be started.



21. List the matter for report of the Committee on 23.10.2017.



(I.B., CJ.) (M.S.,J.) 18.09.2017 Note to Registry: Issue order copy on 19.9.2017 sra
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WWW.LIVELAW.IN 8 The Hon'ble Chief Justice and M.Sundar, J. (sra)



W.P.No.21050 of 2017 and W.M.P.No.21939 of 2017



18.9.2017
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