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[bookmark: _ENACTING_CLAUSE__2ad83dbc_55fd_42b3_8db][bookmark: _PAR__1_52976e75_0c2c_466b_9c2d_2fede5e0][bookmark: _DOC_BODY_CONTAINER__2e0cb038_4369_460c_]Be it enacted by the People of the State of Maine as follows:
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[bookmark: _STATUTE_P__0f8d3fef_9bcb_4b61_8a59_cdd3][bookmark: _PAR__6_2d692adb_8e73_40ed_aec5_573c7e87][bookmark: _STATUTE_CONTENT__1c476bf3_5343_4957_8ab]The Maine Center for Disease Control and Prevention shall establish, maintain and operate a statewide amyotrophic lateral sclerosis incidence registry, referred to in this chapter as "the registry."
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[bookmark: _STATUTE_P__56db561d_5bc8_41a7_a1ed_6e41][bookmark: _PAR__8_f7ac1d2e_ae47_4a9a_8d80_e11dafe8][bookmark: _STATUTE_CONTENT__b3fa7901_5e2f_4cc6_bd4]A physician, surgeon, nurse practitioner, physician assistant or other health care practitioner and a hospital or other health care facility that screens for, diagnoses or provides therapeutic services to patients with amyotrophic lateral sclerosis shall report to the department all persons diagnosed as having amyotrophic lateral sclerosis no later than 6 months from the date of diagnosis.  The report must include, but is not limited to, information on each person's usual occupation and industry of employment and other elements determined by rule to be appropriate.
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[bookmark: _STATUTE_P__75f099c0_33b6_40a2_9c7f_188f][bookmark: _PAR__10_9f003a2d_530d_4932_9e74_f47362b][bookmark: _STATUTE_CONTENT__7a8abf0f_b39d_4ec3_948][bookmark: _ENGROSSING_REV__37911be7_bf54_45fd_84ad][bookmark: _REV__6f288b65_cd72_43e4_ac0d_a9a46f65a6][bookmark: _PROCESSED_CHANGE__4d233945_414d_43f2_90]Information that directly or indirectly identifies individual persons contained within the registry is confidential and protected by applicable law, including section 42, subsections 2 and 5 and chapters 401 and 857.  Information within the registry may be disclosed in aggregated, deidentified form.  Information that directly or indirectly identifies individual persons contained within the registry may be disclosed only in a manner consistent with applicable state and federal confidentiality laws and policies.  The department may establish data sharing and protection agreements with state, regional and national amyotrophic lateral sclerosis registries for bidirectional data exchange, in a manner consistent with applicable state and federal confidentiality laws and policies.  The department may disclose the minimum information necessary to accomplish a specified research purpose only upon successful completion of the research disclosure approval process established by the department and as permitted under applicable human subject research protections, state and federal laws and the department's confidentiality policies and processes.
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[bookmark: _STATUTE_P__148b32a9_9f0c_4b12_aa11_e4f0][bookmark: _PAR__12_817d237a_7964_42fb_b9f3_16124d3][bookmark: _STATUTE_CONTENT__56fb1700_c492_4030_804]The department shall prepare and submit to the Governor annual reports containing statewide prevalence and incidence estimates of amyotrophic lateral sclerosis, including any trends occurring over time across the State.  The reports may not contain any information that directly or indirectly identifies individual persons.
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[bookmark: _STATUTE_CONTENT__63cb2562_a68e_4558_83d][bookmark: _STATUTE_P__8137e693_88c3_4dac_a1dc_05ed][bookmark: _PAR__14_1d35a115_d6cc_4970_bc3f_5b5b5a6]The department shall adopt rules to implement this chapter, including, but not limited to, rules governing the operation of the registry, reporting to the registry and data release protocols.  Rules adopted pursuant to this section are routine technical rules as defined in Title 5, chapter 375, subchapter 2-A.
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