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By Mr. Bertonazzi, a petition (accompanied by bill, Senate, No. 196) of Louis P.
Bertonazzi and Kevin W. Fitzgerald for legislation to establish a program to pro-
vide medical care to genetically handicapped individuals. Health Care.

In the Year One Thousand Nine Hundred and Eighty-five

An Act establishing a genetically handicapped person’s

PROGRAM PROVIDING PAYMENT FOR HOSPITAL OR NURSING CARE
FOR CERTAIN GENETICALLY HANDICAPPED PERSONS.

Be it enactedby theSenate and House ofRepresentatives in GeneralCourt
assembled, and by the authority of the same, as follows:

1 Section 6A through and including 6C of chapter 111 of the
2 General Laws are hereby repealed and inserting in place
3 thereof the following section 6A:
4 Section 6A. (1) The Commissioner of Public Health shall
5 establish and administer a program for the medical care of
6 persons with genetically handicapping conditions, including
7 cystic fibrosis, hemophilia, and sickle cell disease, through
8 physicians and centers that are qualified pursuant to the
9 regulations of the department to provide such medical ser-

10 vices. The commissioner, with the guidance of the Advisory
11 Committee on Genetically Handicapped Person’s Program
12 may, by regulation, expand the list of genetically handicapp-
-13 ing conditions covered under this section. The commissioner
14 shall adopt such rules and regulations as are necessary for the
15 implementation of the provisions of this section. The commis-
-16 sioner, with the approval of the advisory committee, shall
17 establish priorities for the use of funds and provision of ser-
-18 vices under this section.
19 (2) As used in this section, “genetically handicapping con-

-20 dition’ ’ shall mean a disease which is accepted as being genetic
21 in origin by the American Society of Human Genetics.
22 (3) The program established under this section shall include
23 any or all of the following:
24 (a) Initial intake and diagnostic evaluation;
25 (b) The cost of blood transfusion and use of blood
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26 derivatives, or both;
27 (c) Rehabilitation services, including reconstructive
28 surgery;
29 (d) Expert diagnosis;
30 (e) Medical treatments;
31 (f) Surgical treatment;
32 (g) Hospital care;
33 (h) Physical therapy:
34 (i) Occupational therapy;
35 (j) Special treatment;
36 (k) Materials;
37 (1) Appliances and their upkeep, maintenance, and care;
38 (m) Maintenance, transportation, or care incidental to any
39 other form of services; and
40 (n) Appropriate staff to carry out the provisions of this
41 section;
42 (4) The CommissionerofPublic Health shall appoint a nine-
-43 member Advisory Committee for the Genetically Handicap-
-44 ped Person’s Program composed of six physicians, one of
45 whom shall be a geneticist, one of whom shall be a pediatri-
-46 cian, four of whom shall be medical specialists in the field of
47 cystic fibrosis, hemophilia and sickle cell diseases and three
48 of whom shall be members of the general public. Each
49 member shall hold office for a term of four years and until his
50 successor is appointed and qualified. The membersof the com-
-51 mittee shall serve without compensation but shall be reimburs-
-52 ed for actual expenses incurred in carrying out their official
53 duties. The commissioner shall seek the advice of the advisory
54 committee with respect to rules and regulations to be adopted
55 pursuant to this section.
56 (5) Reimbursement under this section shall not be madefor
57 any services which are available to the recipient under any
58 other private state, or federal programs or under other con-
-59 tractual or legal entitlements. However, no provision in this
60 section shall be construed as limiting in any way state par-
-61 ticipation in any federal government program for medical
62 care of persons with genetically handicapping conditions.
63 (6) The State Department ofPublic Health shallreceive and
64 expand all funds made available to it by the federal govern-
-65 ment, the state, its political subdivision or from othersources
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66 for the purposes of this section. Payment for genetically han-
-67 dicapped person’s program shall be made by the State Depart-
-68 ment of Public Health.
69 (7) The department shall establish, with the guidance of the
70 advisory committee, uniform standards of financial eligibili-
-71 ty for the treatment services under the program established
72 under this section, including a uniform formula for the repay-
-73 ment services rendered by the program established under this
74 section. All counties shall use the uniform standards for finan-
-75 cial eligibility and uniform formula for repayment establish-
-76 ed by the state department. All repayments shall be used in
77 support of the program for services established under this
78 section.
79 The department shall establish repayment schedules for ser-
-80 vices not later than January 30,1986, upon the approval of such
81 schedules by the Department of Revenue.
82 (8) The department shall maintain sufficient, appropriate
83 staff to carry out the provisions of this section.
84 (9) The health care benefits and services specified in this
85 section, to the extent that such benefits and services are
86 neither provided under any other federal or state law nor pro-
-87 vided nor available under other contractual or legal en-
-88 titlements of the person, shall be provided to any patient who
89 is a resident of this state and is made eligible by the provi-
-90 sions of this section. After such patient has utilized such con-
-91 tractual or legal entitlements, the payment liability under
92 subsection (7) shall then be applied to the remaining cost of
93 genetically handicapped person’s services.
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