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Informed Consent form

Title:-Studies on Cathepsin C gene mutations in Indian patients with Papillon
lefevre syndrome.

Investigators:- Dr. Yogesh S Shouche ( National Center for Cell Sciences,
Pune )

Dr.Nihal Devkar (Rural Dental College, Ahmednagar)

Scientific background and the possible benefits that would be obtained from
the study: -The purpose of this study is to look for mutations in the cathepsin C
gene of Indian Patients with Papillon Lefevre Syndromes. Novel mutations can be
located through sequencing of the cathepsin C gene and the pathogenecity of
particular mutation can be accessed by looking for biochemical characteristics of
the protein coded by this gene.

Confidentiality: - Confidentiality of records (if required), regarding the
identification of the patients will be maintained.

Risk of participation: - An explanation of any involvement of risk in obtaining
samples will be given. The samples will be obtained through doctors who are
treating the patients.

Types of samples and frequency of collection: -As far as possible, both samples
~will be collected only once from the patient, incase cell lines are not established,
samples may be collected again. The samples collected may include:

a. Peripheral blood and
b. Skin biopsy

The patients will be given an explanation about whom to contact if they have any
pertinent questions about the research.

A statement of any explanation of the purpose and duration of research will be
made.

A description of any benefits to the subject will be explained.
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