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An Act To Establish the Rare Disease Advisory Council
L.D. 
An Act To Establish the Rare Disease Advisory Council
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[bookmark: _STATUTE_NUMBER__4204bbb0_74db_40a2_af7d][bookmark: _STATUTE_SS__4d2236dd_a4b6_4de8_b63d_288][bookmark: _PAR__9_4cda12f1_a9b5_4528_ab91_e7c4b4dc][bookmark: _LINE__11_b6838d6d_c4c9_464a_adfc_dc3a5b][bookmark: _STATUTE_HEADNOTE__51efd159_173d_4211_a8][bookmark: _STATUTE_CONTENT__12a6c475_94ac_43c5_990][bookmark: _LINE__12_0d26ccba_7084_487a_b602_6d7d3d][bookmark: _LINE__13_c2b27894_affa_4ead_8a42_be6ad9][bookmark: _LINE__14_1dab73cb_0c74_4bc4_a03a_fa8ce0][bookmark: _LINE__15_33a5441f_e70f_44bb_ad95_f34eeb]1.  Advisory board established.  The Rare Disease Advisory Council, as established in Title 5, section 12004-I, subsection 48-A and referred to in this section as "the council," advises the commissioner and provides information to the public on issues regarding rare diseases.  As used in this section, unless the context otherwise indicates, "rare disease" means a condition or illness that affects fewer than 200,000 persons in the United States.
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[bookmark: _STATUTE_NUMBER__9e196888_d309_4b69_98e1][bookmark: _STATUTE_P__1eeac5d7_004c_4d6f_bde7_e15b][bookmark: _PAR__13_e108aa26_2a41_47f6_bce6_7087c6a][bookmark: _LINE__22_20953d30_a2af_40c5_89da_9a87bb][bookmark: _STATUTE_CONTENT__d6e1a6a1_e18f_41ee_9cd][bookmark: _LINE__23_1d997db4_dcee_475c_bc07_c0e263]C.  Two administrators of hospitals that provide care to patients with rare diseases, or their designees;
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[bookmark: _STATUTE_NUMBER__cfe232da_b852_4a67_8ba6][bookmark: _STATUTE_P__0e0523ad_8a59_49e6_9a21_4cbf][bookmark: _PAR__17_deb64d92_5aef_4524_b1f0_112a05c][bookmark: _LINE__29_0b25b4bc_1367_4698_a2e1_be7dc2][bookmark: _STATUTE_CONTENT__8b1d0e31_6a43_44c3_9a2]G.  Two parents or guardians who each have a child with a rare disease; and
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[bookmark: _STATUTE_P__2e4c0a82_a11a_46ed_9349_5722][bookmark: _STATUTE_CONTENT__440980c8_6162_43bb_922][bookmark: _PAR__19_5c5ebf72_3a38_4c80_b119_c471c7a][bookmark: _LINE__32_00d901bc_348e_42f1_8658_a42d69][bookmark: _LINE__33_0113243f_96c4_470d_aa28_d54370][bookmark: _LINE__34_8a0ccd71_508b_4794_8667_b69c68]The council may, by affirmative vote of a majority of its members, request that the commissioner appoint to the council additional temporary members who have expertise on issues studied by the council. Such members serve for a period determined by the council.
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[bookmark: _STATUTE_NUMBER__64faa6ec_1fcd_4ecc_98f6][bookmark: _STATUTE_SS__6d888e12_9645_4825_89e3_4e8][bookmark: _PAR__2_ad151ddc_fbe6_4ffa_9795_c521b189][bookmark: _LINE__4_f9c71607_e7b9_494a_a879_8aefbea][bookmark: _STATUTE_HEADNOTE__8cd8bd28_acb6_48cd_9c][bookmark: _STATUTE_CONTENT__2ccb03a2_2b67_4165_aa0][bookmark: _LINE__5_a9fdcc2e_58f0_4160_94a4_bb8b752]4.  Staff support.  The department shall provide such administrative support to the council as necessary to carry out the duties of the council.
[bookmark: _STATUTE_NUMBER__0091e490_0f92_4a24_ac62][bookmark: _STATUTE_SS__e7b48fe6_2364_49a5_b31f_64f][bookmark: _PAR__3_dc8d2fad_bde5_4843_bcd0_73671aea][bookmark: _LINE__6_4c9bbb55_6f5b_40db_9357_021da6b][bookmark: _STATUTE_HEADNOTE__cbec62c4_5ef9_4f6e_86][bookmark: _STATUTE_CONTENT__c41b2b8a_2c8a_48ef_a2a]5.  Duties of council.  The council shall:
[bookmark: _STATUTE_NUMBER__0c5696fd_64ba_45b2_ae49][bookmark: _STATUTE_P__52261d71_b500_4cc2_837f_030f][bookmark: _PAR__4_57ea29b8_9113_434b_8d72_df4f731c][bookmark: _LINE__7_f04aa45f_e9a8_4e2d_a1c6_4baa8d8][bookmark: _STATUTE_CONTENT__4bfc7339_ca1c_4995_879][bookmark: _LINE__8_deb9db76_cae3_492c_b7f5_eff7a58]A.  Perform a statistical and qualitative examination of the incidence, causes and economic burden of rare diseases in the State;
[bookmark: _STATUTE_NUMBER__c7cf3a6a_d42a_4e6c_89b3][bookmark: _STATUTE_P__343076e2_5ab6_40a3_94d0_0660][bookmark: _PAR__5_a07142fb_d155_4358_a8a0_2bf8d254][bookmark: _LINE__9_0b7ad81d_5962_43a6_ab91_fb837ba][bookmark: _STATUTE_CONTENT__4b5a5bde_7c43_48fa_a11][bookmark: _LINE__10_f3546a37_723c_4f58_8e75_d769c5][bookmark: _LINE__11_c1ee9e92_d0f6_4289_9f18_c92727]B.  Receive and consider reports and input concerning rare diseases from the department and persons whose work relates to rare diseases, including community-based organizations, providers of health care and local and national organizations;
[bookmark: _STATUTE_NUMBER__fe9c8b10_64ff_4f0c_aba8][bookmark: _STATUTE_P__3ffb75d6_79fc_4dc2_882c_7109][bookmark: _PAR__6_424468ab_4fd5_4b1d_a02b_085d4589][bookmark: _LINE__12_05e7ea57_3c6a_4bbb_8ade_0c0795][bookmark: _STATUTE_CONTENT__1b6faa1d_e549_459e_8a4]C.  Increase awareness of the burden caused by rare diseases in the State;
[bookmark: _STATUTE_NUMBER__d97f300d_c28d_4bbe_bd17][bookmark: _STATUTE_P__2bd53dba_6f69_446f_846a_7605][bookmark: _PAR__7_e967069a_b9c4_4b7e_8c4f_a0cde480][bookmark: _LINE__13_a9faa350_7557_48a5_9675_c5cc47][bookmark: _STATUTE_CONTENT__9ffc9f52_bc0d_41eb_8bc]D.  Identify evidence-based strategies to prevent and control rare diseases;
[bookmark: _STATUTE_NUMBER__b2a00ab8_cec7_40fe_ab4b][bookmark: _STATUTE_P__6a423d85_f33b_45bf_a80c_e0ff][bookmark: _PAR__8_a688944e_95a1_47f5_ad34_20d76145][bookmark: _LINE__14_428a08c4_c885_46af_b827_1b942c][bookmark: _STATUTE_CONTENT__bdb565c8_dd91_4a37_859][bookmark: _LINE__15_d06de0b8_f4a2_46d4_99ef_08eda4]E.  Determine the effect of delayed or inappropriate treatment on the quality of life for patients suffering from rare diseases and on the economy of this State;
[bookmark: _STATUTE_NUMBER__cd5b5876_24af_4298_ac2f][bookmark: _STATUTE_P__d81c9471_18e9_44b0_bad6_c752][bookmark: _PAR__9_3068f9bb_934e_4254_889c_556a0224][bookmark: _LINE__16_6d060cfb_31f1_4cd7_bdaa_83389c][bookmark: _STATUTE_CONTENT__0f852f87_0a7e_4a6d_9c0][bookmark: _LINE__17_336fb114_1282_47ca_9039_3dc316][bookmark: _LINE__18_fa33e680_631d_454a_9423_3dc074]F.  Study the effect of early treatment for rare diseases on the quality of life for patients suffering from rare diseases, the provision of services to such patients and reimbursement for such services;
[bookmark: _STATUTE_NUMBER__6e1037ce_0ef2_40bf_bca7][bookmark: _STATUTE_P__cdc6d2e8_6b5b_4cbb_b29f_7765][bookmark: _PAR__10_f3bcfa40_0378_430d_9162_d30976b][bookmark: _LINE__19_cccf8914_9507_4203_a555_a6a360][bookmark: _STATUTE_CONTENT__f2d76a12_2e35_494a_b81][bookmark: _LINE__20_492a48b9_eb04_490c_8910_192eef]G.  Increase awareness among providers of health care of the symptoms of and care for patients with rare diseases;
[bookmark: _STATUTE_NUMBER__ed855736_8328_41aa_b7fb][bookmark: _STATUTE_P__d124c02f_106b_4401_aaa9_70fd][bookmark: _PAR__11_abba1201_da3e_4cdf_b326_2c478e1][bookmark: _LINE__21_43247545_e13e_4f1d_aff2_dd6e94][bookmark: _STATUTE_CONTENT__4da749da_7fab_46dd_8fb][bookmark: _LINE__22_ed5fc307_5acc_4511_b868_74866c][bookmark: _LINE__23_fe8274a9_7c44_44da_8045_4d2e77]H.  Evaluate the systems for delivery of treatment for rare diseases in place in the State and develop recommendations to increase the survival rates and quality of life of patients with rare diseases;
[bookmark: _STATUTE_NUMBER__eccccfb8_c92b_44b6_8770][bookmark: _STATUTE_P__7999c415_3fe0_4b26_a06b_734b][bookmark: _PAR__12_1a8f5a41_3e94_421f_81c6_0acbcef][bookmark: _LINE__24_0b7233ff_e381_44cd_a58e_e2f66e][bookmark: _STATUTE_CONTENT__951b504c_7e2b_4928_8c4][bookmark: _LINE__25_3ee8ae20_d201_4121_b334_9b4690]I.  Determine effective methods of collecting data concerning cases of rare diseases in the State to conduct epidemiological studies of rare diseases in the State;
[bookmark: _STATUTE_NUMBER__3a40d0cc_8341_4271_9a35][bookmark: _STATUTE_P__f87bcfe6_18e9_4ae1_9792_61f3][bookmark: _PAR__13_022aa143_e714_49a9_8218_deed95a][bookmark: _LINE__26_bc2ebfa6_a67c_4195_a1f6_c5a5b8][bookmark: _STATUTE_CONTENT__485ba1f0_7ff5_48f6_8a3][bookmark: _LINE__27_3d8c5d77_936e_4520_8b02_7d9f2b][bookmark: _LINE__28_9fdcfc05_a622_465f_9797_07e7d1][bookmark: _LINE__29_e662b4dc_8740_4d05_bfe0_a4899d]J.  Establish a comprehensive plan for the management of rare diseases in the State, which must include recommendations for the department, public and private organizations and businesses and for potential sources of funding, and update the comprehensive plan as necessary;
[bookmark: _STATUTE_NUMBER__8709ab88_5711_42d0_b523][bookmark: _STATUTE_P__50d6b12a_1898_424d_ae67_f0f0][bookmark: _PAR__14_543aecad_e732_44eb_b54b_b594a87][bookmark: _LINE__30_efa0fc52_5dcd_4999_b96b_ee0f04][bookmark: _STATUTE_CONTENT__768686f3_d6e5_4d68_bab][bookmark: _LINE__31_06c15df7_244b_4f14_a930_541074]K.  Develop a registry of rare diseases diagnosed in the State to determine the genetic and environmental factors that contribute to such rare diseases; and
[bookmark: _STATUTE_NUMBER__b6574917_4301_492d_a388][bookmark: _STATUTE_P__c825f260_a5d3_42cb_ac98_45c5][bookmark: _PAR__15_3b91ac15_ef19_4b79_b173_70c8bee][bookmark: _LINE__32_f143f3bf_fb7e_4d63_ae61_e09748][bookmark: _STATUTE_CONTENT__0f648f21_77a3_4ac6_b9c][bookmark: _LINE__33_5f955a80_ed61_4c04_9493_f7772d][bookmark: _LINE__34_b677ecd8_237d_4de9_9736_51644f]L.  Compile an annual report, which must include, without limitation, a summary of the activities of the council and any recommendations of the council for legislation or other policies.  The council shall: 
[bookmark: _STATUTE_SP__27076864_b371_47cc_a820_6d9][bookmark: _PAR__16_a86fde15_639d_4d21_908a_e370679][bookmark: _LINE__35_f3208e03_59f9_4fa7_94b6_782fc3][bookmark: _STATUTE_NUMBER__f51dfcd0_d84e_40c8_a5fe][bookmark: _STATUTE_CONTENT__3289a850_4684_4daa_9a6][bookmark: _LINE__36_377b24dc_1bb6_432f_8eb3_e2c60b](1)  Post the report on a publicly accessible website maintained by the department; and
[bookmark: _STATUTE_SP__df6f445f_495a_4d8b_b838_c94][bookmark: _PAR__17_7f5068d9_e889_4b71_b231_9557096][bookmark: _LINE__37_6c7d9ae6_c007_4e49_8142_eaab44][bookmark: _STATUTE_NUMBER__1f19b3d3_0d67_40f8_bbff][bookmark: _STATUTE_CONTENT__f53fd8c7_0a72_46ba_a4f][bookmark: _LINE__38_41ffd5b9_c9ed_45ee_acf8_b9c1af](2)  Submit the report to the Governor and the commissioner and to the Executive Director of the Legislative Council for transmittal to the Legislature.
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[bookmark: _PAR__2_1b88270e_4a30_48df_8b91_463fad85][bookmark: _LINE__2_7d9abf2b_26af_4598_8059_b4d277b][bookmark: _LINE__3_70959607_ff3d_4812_8633_f89dd07][bookmark: _LINE__4_4dd14a42_306d_4423_87f7_18743a2][bookmark: _LINE__5_1c5162ad_de8d_45a7_ba2e_b4d20bf][bookmark: _LINE__6_61a293d8_9e6e_4f5a_bc1b_3bf0103][bookmark: _LINE__7_8272feee_f37d_4d1d_b7ae_df8279d][bookmark: _LINE__8_62bb332b_af24_4146_9023_921274b][bookmark: _LINE__9_49fe59b9_bf1c_401b_a5dc_bea300b]This bill creates the Rare Disease Advisory Council to advise the Department of Health and Human Services and the public on issues regarding rare diseases.  The bill defines a rare disease as a disease that affects fewer than 200,000 persons in the United States.  The council is made up of 14 members, who are health care professionals and others involved with or affected by rare diseases.  The council is directed to study a variety of issues regarding rare diseases and their treatment within the State.  The council must submit an annual report to the Governor, the Commissioner of Health and Human Services and the Legislature and must post the report on a publicly accessible website.
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