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THE GENERAL ASSEMBLY OF PENNSYLVANIA

HOUSE BILL
No. 702 5

| NTRODUCED BY WATSON, BASTI AN, G NGRI CH, PI STELLA, PI CKETT,
BALDW N, BROWNE, CALTAG RONE, CAPPELLI, CLYMER, DALEY,
FABRI ZI O, GECRCE, GOODVAN, HENNESSEY, JAMES, KI RKLAND, LEACH
MAHER, S. M LLER, O NEILL, RUBLEY, E. Z. TAYLOR, THQOVAS,
TI GUE AND YOUNGBLOOD, MARCH 1, 2005

REFERRED TO COW TTEE ON HEALTH AND HUVAN SERVI CES,
MARCH 1, 2005
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AN ACT
Est abl i shing standards of care for Huntington's disease
patients; and providing for the powers and duties of the
Depart ment of Health.
The General Assenbly of the Conmonweal th of Pennsyl vani a
her eby enacts as foll ows:
Section 1. Short title.
This act shall be known and may be cited as the Huntington's
Di sease Quality of Care Act.
Section 2. Legislative findings.
The CGeneral Assenbly finds and declares as foll ows:
(1) About 30,000 people have Huntington's disease in the
United States; estimates of its preval ence are about one in
every 10,000 persons. At |east 150,000 others have a 50%ri sk
of devel oping the di sease, and thousands nore of their

relatives live with the possibility that they, too, m ght

devel op Huntington's di sease.



1 (2) Huntington's disease results fromgenetically

2 programmed degeneration of nerve cells, called neurons, in

3 certain areas of the brain. This degeneration causes

4 uncontrol | ed novenments, |oss of intellectual faculties and

5 enoti onal disturbance. The di sease affects structures wthin
6 t he brai n which coordi nate novenent, thought, perception and
7 menory. It is a pervasive di sease.

8 (3) Huntington's disease is found in every country of

9 the world. It is a famlial disease that is passed from

10 parent to child through a genetic nutation.

11 (4) Individuals with Huntington's di sease face

12 progressive deterioration of their physical, enotional and
13 behavi oral functions. Synptons include chorea, or severe

14 i nvoluntary novenents of the extremties, unsteady gait,

15 inarticul ate speech, dysphagi a which places themat risk for
16 aspiration and pneunonia, cognitive | oss and behavi oral

17 probl ens. The managenent and care of this disease require a
18 skilled interdisciplinary team of workers, including nurses,
19 physi ci ans, rehabilitation and recreational specialists,
20 nutritionists and social workers. Pharnmacy, dentistry,
21 neur ol ogi cal and psychiatric services should also be readily
22 avai l abl e to those individuals who suffer fromthis disease.
23 (5) There is no cure for Huntington's disease, but
24 current nedications enable a nmuch better quality of life for
25 those with Huntington's. Most drugs used to treat the
26 synptons of Huntington's di sease have side effects such as
27 fatigue, restlessness or hyperexcitability. Wile nedicines
28 may hel p keep these clinical synptonms under control, there is
29 no treatment to stop or reverse the course of the disease.
30 (6) The lack of additional reinbursenment creates
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di si ncentives for many nursing honmes to provide specialized
services to care for individuals with Hunti ngton's di sease.
The limted options for residential care are conpounded by
several interrelated factors:

(i) Huntington's disease patients tend to age in
pl ace. Their long | engths of stay reduce placenent
opportunities for other affected individuals.

(ii) Due to the progressive course of their disease,
the care needs of Huntington's patients becone nore
conpl ex and costly.

(ii1) Due to the conplex and intensive nedical
nursing, rehabilitative and psychol ogi cal care needs of
this popul ation, Huntington's disease is best treated in
di screte units by an interdisciplinary team as opposed to
scattered beds, a costly option for nobst nursing hones.

(iv) Their care needs are nore expensive as conpared
with the traditional geriatric nursing hone resident.

Section 3. Duties of Departnent of Health.

(a) Regulations.--The Departnent of Health shall pronul gate
regul ations to ensure the quality of care for Huntington's
di sease patients in all care settings |icensed by the departnent
as soon as practicable to inplenment this act. The regul ati ons
shall be as consistent as possible with applicabl e Federal
regul ations and the | egislative findings of the General
Assenbl y.

(b) Adm nistrative fees.--The departnment shall assess the
reasonabl eness of admi nistrative fees on all care settings
|icensed by the departnment to cover the costs of applicable
adm ni strative actions.

Section 4. Ef fecti ve date.
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1 This act shall take effect in 60 days.
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