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CS FOR HOUSE BILL NO. 152( )
IN THE LEGISLATURE OF THE STATE OF ALASKA

TWENTIETH LEGISLATURE - FIRST SESSION

BV

OfTrrrd:

Referred:

Sporuortil: REPRESENTATIVE RYAN
A BILL

FOR AN ACT ENTITLED

"An Act regulating hospice cart."

BE IT ENACTED BV THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1 AS 18 is amended by adding a new chapter to read:
Chapter 18. Hospice Cart Programs.
Article 1 Licensing of Hospice Programs.

Sec. 18.18.005. Policy declaration. It ts the policy of the stale thet regulation
of hospice programs should ensure an appropnaie standard of care for hospice clients
without unduly burdening the programs with requirements that consume staff time and
financial resources that are essential for the delivery of services to hospice clients. In
furtherance of this policy, this chapter establishes two sets of standards for hospice
programs that recognize the more limited staff nmc and financial resources available
to voluntary hospice programs while rcqutnng all programs to comply with basic
minimum program standards.

Sec. 18.18.010. License required. A person, including a partrership,
association, or corporation, mav not represent itself as a hospice program or operate
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a hospice program unless the person, partnership, association, or corporation has
obtained a license from the department.

Sec. 18.18.020. Issuance and renewal of license, (a) Upon receiving an
application and fee, if any, for a license under this chapter, the department shall issue
a license if the applicant meets the applicable requirements of this chapter.

(b) If an applicant under (a) of this section does not meet the applicable
requirements but makes continued efforts to comply with them and any noncompliance
does not directly affect the safety of clients, the department may issue a temporary or
provisional license thet is valid for a reasonable penod of time, as determined by the
department.

(c) A license under this chapter shall be issued in the name of the person,
agency, or other entity specified in the application and is not transferable or assignable
without the written approval of the department.

(d) The department shall, by regulation, establish the application fee, license
fee, length of time that a license is valid, and the standards for license renewal. A
license is not renewable during the time it has been suspended or revoked under this
chapter.

Sec. 18.18.030. Denial, suspension, or revocation of license, (a) The
department may deny a license, reduce a license to a provisional license, or revoke a
license if the department finds that the applicant or licensee, as appropriate, or the
program director or medical director of the applicant or licensee, as applicable, has

(1) endangered the health, safety, 0. welfare of a client;

(2) ahistory of deficiencies in quality of care;

(3) had a license to operate a hospice program suspended or revoked
in another licensing jurisdiction for a reason other than failure to pay a licensing fee;

(4) been convicted of operating a hospice program without a license in
any junsdicuon;

(5 an insufficient number of staff with the training, experience, or
judgment to provide adequate hospice care;

(6) committed fraud, deceit, misrepresentation, or an offense involving

dish meaty associated with the license application or with the operation of a hospice
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program in any jurisdiction; or
(7) violated this chapter or a regulation adopted under this chapter.

(b) The department may, without a heanng, summarily suspend a license of
a hospice program if it finds that the actions or deficiencies of the program have
caused, or present an immediate threat of causing, serious injury to a hospice program
client. A licensee is entitled to a hearing before the department to appeal the summary
suspension within seven days after the order of suspension is issued. A licensee may
appeal an adverse decision of the department on an appeal of a summary suspension
to the superior court. A summary suspension remains in effect until the department
finds that the actions or deficiencies are corrected, the license is revoked, or tre
licensee is successful in appealing the suspension.

(¢) The department may, without a hearing, reduce a hospice license to a
provisional license for a period of time established by tre departmrent if the department
finds thet the licensee is temporarily unable to comply with this chapter or is in the
process of becoming decertified under the Medicare program but is taking appropriate
steps to bring the program into compliance with this chapter or Medicare certification
requirements. A licensee is entitled to a hearing before the department to appeal a
reduction to a provisional license under this subsection within seven days after the
order to reduce the license is issued. A licensee may appeal an adverse decision of
the department on an appeal of the order reducing the license to a provisional license
to the superior court A program with a provisional license under this subsection may
not accept new clients. If the program fails to conect its deficiencies and does not
successfully appeal the order reducing the license to provisional status within the
period stipulated in the provisional license, the department shall revoke the license.

Sec- 18.18.040. Right of entry and inspection. A duly designated employee
of the department may enter the premises of a hospice program that has applied for
a license or who is licensed under this chapter. These employees may inspect
documerts of the hospice program to determine whether the program is in compliance
with this chapter and regulations adopted under this chapter. The right of entry and
inspection extends to premises and documents of persons whom the department hes

reason to believe are operating a hospice program without a license.

-3 CSHB 152 )
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Sec. 18.18.100. Requirements for licensure, (a) Except as provided in
AS 18.18.200 for volunteer hospice programs, a hospice program shall meet the
requirements of this section. If a hospice program meets the requirements of this
section and AS 18.18.010 - 18.18.040, the department shall issue a license for the
program.

(b) A hospice program shall have a clear mission statement thet is consistent
with hospice philosophy.

(c) A hospice program shall have at least the following features:

(1) a governing body;

(2) an established set of admission criteria for determining appropriate
clients;

(3) a program director,;

(4) an interdisciplinary tean

(5) wvolunteers; and

(6) a medical director.

(d) A hospice program may only provide services to a person if the person

(1) consents to receive those services; and

(2) fits the admissions criteria of the hospice program.

() Hospice services shall be delivered in accordance with a care plan
approved by the interdisciplinary team regardless of whether the hospice services arc
provided by hospice program staff or by contractors. The care plan must be reviewed
periodically by the interdisciplinary team and revised as needed. The client, and the
client's family if the client desires, must be given the opportunity to participate in the
development of the care plan and must be informed of the opportunity to attend
interdisciplinary team meetings. The interdisciplinary team must consider the need for
at least the following services when developing the care plan:

(1) social services;

(2) nursing care;

(3) counseling;

(4) pastoral care;

(5 wvolunteer visits to provide comfort, companionship, and respite;

r>.« nidtrginnf ICHIITT0 tzxt bmexttzvi
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(6) bereaverment services for al least one year after the death of the
person who is terminally ill; and
(7) medical services.

(f) Nursing services provided by a hospice program shall be provided in
accordance with a care plan and must be under the direction and supervision of a nurse
supervisor. The nurse supervisor shall

(1) develop nursing objectives, policies, and procedures consistent with
hospice philosophy;

(2) develop job descriptions for nursing personnel consistent with
hospice philosophy;

(3) establish staffing and on*call schedules for nursing staff to ensure
the availability of nursing services 24-hours a day, seven days a week; and

(4) develop and implement orientation and training programs for
nursing staff.

(g) Before providing a hospice service in a hospice program, a direct service
provider shall receive an orientation of at least four hours specific to hospice service.
The policy and procedures of the hospice program define the agenda of the hospice
orientation program. The hospice program shall document in personnel files that staff
members have completed the four-hour orientation. Indirect service volunteers shall
be oriented according to program policies. The hospice orientation program must
include the following subjects:

(1) hospice philosophy;

(2) personal death awareness,

(3) communication skills;

(4) personnel issues;

(5) identification of hospice resource people;
(6) stress management;

(7) ethics;

(8) stages of dying; and

(9) funeral arrangenments.

(h) A hospice program shall provide an educational program that offers a

_ -5 CSHB 152( )
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comprehensive overview of hospice philosophy and hospice care. A minimum cf 18
hours of education, received within a one-year period, including four hours of
orientation, is required for all direct service providers delivering hospice care.
Documentation of completion of this program is transferable from one hospice program
to another. The educational program must include the following subjects:

(1) haospice philosophy;

(2) family dynamics;

(3) pain and symptom management;

(4) grief, loss, and transition;

(5) psychological perspectives on death and dying;
(6) spirituality,

(7) communication skills;

(8) wvolunteer roles; and

(9) multidisciplinary management.

0] Direct service providers in a hospice program shall complete a minimum
of eight hours of continuing education or in-service training each year after the first
year, based on date of hire.

() A hospice program shall maintain, at a minimum, the following records:

(1) a record for each client that includes copies of the client's care
plan, progress notes, assessments, and a description of services provided to the client
and the client's family;

(2) minutes of governing body meetings;

(3) all receipts and expenditures; and

(4) training provided to paid staff and volunteers.

(K) A hospice program shall have and follow written policies and procedures
governing its operation, including policies relating to confidentiality, training, and
admissions.

(@A) A person who enters a nospice program shall be given information
regarding living wills and durable health care powers of attormey.

(m) The hospice program shall have a functional quality assurance or
improvement plan in place that

CSHB 15« )
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(1) continually monitors and evaluates the care provided;

(2) identifies issues and potential issues;

(3) proposes and implements improvements; and

(4) reevaluates the care provided to determine if further improvement
IS possible or needed.

Article 2. Licensing of Volunteer Hospice Programs.

Sec. 18.18.200. Licensing requirements, (a) The department shall issue a
license to a volunteer hospice program that complies with this section and with
AS 18.18.010 - 18.18.040 and 18.18.100(a). (b). (c) (1) - (3) and (5). (d). (g). and 0) -
0).

(b) A direct service volunteer must

(1) submit a written application;

(2) undergo a screening interview and an interview after training;

(3) attend an 18-hour standard training program;

(4) submit a confidentiality statement in which the volunteer agrees to
follow the program’s policy regarding confidentiality required by AS 18.18.1000c) and
(@) of this section; and

(5) if the volunteer will transport individuals, have proof of auto
insurance and a valid driver's license.

(c) Volunteer hospice programs shall develop and maintain policies and
procedures that address the following with respect to volunteers in the program:

(1) recruitment, retention, and dismissal;

(2) screening;

(3) orientation;

(4) scope of function;

(5) supervision,

(6) ongoing training and support;

(7) team conferencing;

(8) records of volunteer activities; and

(9) bereavement services.

(d) Volunteer services in a volunteer hospice program must be directed by a

or* CSHB 152( )
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coordinator of volunteer services who shall

(1) mplement a direct service volunteer program;

(2) coordinate the orientation, education, support, and supervision of
direct service volunteers; and

(3) coordinate the use of direct service volunteers with other hospice
staff and community resources.

Article 3. General Provisions.

See. 18.18.300. Individual licenses. A program license received under this
chapter does not relieve an individual who is an employee, volunteer, or contractor
with the licensed hospice program from requirements outside this chapter pertaining
to licensure of the individual.

See. 18.18.310 Sanctions. A person who violates this chapter commits a civil
violation for which a fine not to exceed S100 a day of violation may be assessed by
acourt.

Sec. 18.18.320. Administrative Procedure Act Regulations and contested
cases under this chapter are governed by AS 44.62 (Administrative Procedure Act).

Sec. 18.18330. Regulations. The department may adopt regulations to
implement this chapter thet are consistent with the policy expressed in AS 18.18.005.

Sec. 18.18.390. Definitions. In this chapter,

(1) "bereavement services" means emotional support services related
to the death of a family member, which may include counseling, provision of written
material, social reorientation, and group support for up to one year following the death
of the client who was terminally ill;

(2) ‘"care plan" means a written service delivery plan that the
interdisciplinary tram, in conjunction with the client, shall develop to reflect the
changing care needs of the client;

(3) "client" means the person who is receiving the hospice services;

(4) "department" means the Department of Health and Social Services;

(5) "direct service provider" means employees or volunteers who
provide hospice services directly to a client under a hospice program;

(6) “family" means a spouse, primary caregiver, biological relatives,

CSHB 1S2< ) 4*
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and individuals with close personal ties to the client;

(7) 'governing body" means the entity thet establishes policy and is
legally responsible for the overall operation of a hospice program;

(8) "hospice philosophy” means a philosophy thet is life affirming.
recognizes dying as a normal process of living, focuses on maintaining the quality of
remaining life, neither hastens nor postpones death, strengthens the client’s role in
making informed decisions about care, and stresses the delivery of services in the least
restrictive setting possible and with the least amount of technology necessary by
volunteers and professionals who are trained to help clients with the physical, social.
psychological, spiritual, and emotional issues related to terminal illnessso that the
clients can feel better prepared for the death thet is to come;

(9) "hospice program’ means a program thet provides hospice services,

(10) "hospice services" means a range of interdisciplinary palliative and
supportive services provided in a home or at an inpatient facility to persons who arc
terminally ill and those persons’ families in order to meet their physical, psychological,
social, emotional, and spiritual needs;

() "interdisciplinary team,” for a hospice program providing
comprehensive services, means a group comprised of at least a primary health care
provider, a licensed registered nurse, a social worker, a pastoral or other counselor, and
a volunteer coordinator or representative;

(12) "medical director" means a licensed physician who oversees the
medical components of hospice services and the interdisciplinary team;

(13) "nurse supervisor' means a licensed registered nurse with
education, experience, and training in hospice nursing care who is designated by the
program director to oversee nursing services for the hospice program;

(14) "primary health care provider" means the physician or advanced
nurse practitioner identified by the client or by the person authorized to make decisions
for the client under a durable health care power of attorney;,

(15) "program director" means the person designated by the governing
body of a hospice program as responsible for the day-to-day operations of the program;

(16) "terminally illI* means thet a person hes a life expectancy of less

«9- CSHB 152< )
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than one year, in the opinion of the person’s primary physician or the medical director,
and is no longer recci' ing curative treatment;

(17) "volunteer" means a trained individual who works for a hospice
program without compensation;

(18) “wvolunteer hospice program” nv.ins a hospice program thet

provides all direct patient care at no charge.

CSHB 152( ) »10-
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March 21. 1997

Chairman Bunde and Committee Members,

Due to the very bneflime allowed for testimony concerming HJ3 152, 1wish tu vhaie _
my complete comments here My name is Paula McCarron | have been employed with Hospice
of Anchorage since 1982

Fiist. | wish to address the concerns expressed by some that this bill would hinder

or dissolve the volunteer hospices in our state Infact, it is my beliefthat the bill provides
legitimization of these ﬁrog_rams that could lead to increased opportunities for funding More
importantly, | believe the bill provides assurance that consumers seeking the help and scivices 0fa
hospice program in Alaska can be assured of quality and consistency in care.

Like most hospice pro?rams in Alaska and across the countr?;. Hospice of Anchorage grew fiom
the volunteer efforts of concemed comlmunlt_* members and health care workers who wanted to
create an alternative in caring for terminally ill persons The majority of hospice care then and
now is provided lo terminally ill persons who wish to remain in their own homes

Since that time, significant change has occurred in the health care system The average IenEth of
stay for hospitalized patients currently is 3 * 4 days Hospitals once provided what was known

as a “social admission” to alleviate the distress of family members in caring for a dying loved *this
Is now rarely an option Nursm? homes or assisted living homes are not an option as coverage is
limited and "“out of the reach" 0T most Alaskans at S3000 a month

Combined witb these changes in health care, an aging population and incicasing numbers of
people living alone translates into a glowing need for hospice services HI3 152 is primal ily
a consumer piutcction act as it ensures a consistent level of standards and quality assuuncc
measures for rcceiptants ofhospice services

Personally. I do not sec this hill so much as a regulatory issue but a compassionaie and

humane response to meeting the needs of terminally ill persons inour state  In my work.

| often hear patients and families saY, "It is not death that 1 feat It's thejourney." 1believe HB
152 would help ensure that terminally ill Alaskans and their families would find care and support
for that journey

Submitted by

Paula S McCarron
205 E Dimond Blvd #167

Anchorage. Alaska 99515 Poswt bfand fA» trarwiMt.il rrainr, K 2,

[fem
561 - 5322 w ot : y
248 -6317 h *EU



T TQSP I CE |:| 3200 Hospital Dr. Suite 100 v Jurmnu, Alaska DWJO1

M 0 M E CARE (007)463*3113 V FAX 463-3835

of Juneau

March 21,1997

Hon. Con Bunde, Chair

House HESS

Room #104

State Capitol, Juneau, AK 99801*1182

Dear Representative Bunde:

While 1was ?rateful tohave the opportunit}/ to testify in support of House Bill 152,
my comments were incomplete because of the lateness of the hour. The following
is a brief elaboration of the reasons why | believe It is important for the bill to pass,

and remain intact.

The intent of the bill is to prevent just anyone from hanging out a shingle and
claiming to provide hospice services. The terminally ill and"their families are a
vulnerable population, bearing the emotional andJJhyslcal burden of facing death.
While these peo_Fle are frequently overwhelmed with their situation, It is an
unfortunate reality that there is potential opportunity for companies to make
money, and provide less than acceptable services. This bill will help to maintain
the integrity and the quality of services provided by hospices through the licensing
Process.

The bill is well written, and adequately differentiates between voluntary hospices
and certified hospices As the administrator of a voluntary hospice, | do not believe
that the bill is too restrictive, or puts too much administrative or financial burden
on voluntary hospices. | bdieve that these are mjnmym standards which every
a?ency calling themselves a hospice is ethically obligated to meet to ensure quality
of care for its clients.

| encourage you to pass the bill, as it is written, In order for all terminally ill
persons in Alaska to be guaranteed high quality hospice care.

Ritchie Sonner
Executive Director
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MEMORANDUM
TO Rep. Con Bunde, Chairman
House Hess Committee
FROM Rep. Joe Ryan
DATE March 20. 1997
IN RE: revised sectionalanalysis of CS For HB 152 (work draft)

A revised summary by section of CS For HB 152 follows. This bill adds a new
chapter, entitled Hospice Care Programs, to Title 18 of Alaska Statutes.

Please note that a sectional analysis is not generally considered to be the most
authjritative interpretation of a bill; the bill itself is the best statement of its

purposes and effects.

Section 1 remains CS For HB 152 only section. It adds Chapter 18 to Title 18 of
Alaska Statutes. Chapter 18 contains three articles, the first of which sets out

standards for certified, professional hospice programs. Article Il establishes a
shorter set of standards for wvolunteer hospice programs. Article 111 clarifies

individual licensing requirements and defines a number of terms germane to
the regulation of hospice care. An analysis of each of these three articles

follows.

I. Article 1 sets out parameters for licensing certified hospice programs and
mandates thaet all hospice programs must be licensed to operate in Alaska. It

enables the Department of Health & Social Services (DH&SS) to issue licenses,

temporary licenses, and provisional licenses, and to deny, suspend, and revoke
such licenses.

Article 1| specifics procedures for license applications, hearings, and
modifications of license status, and gives DH&SS the right to enter hospice
facilities, to inspect documents and premises.
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Article 1 continues by requiring specific regulations a hospice program must
meet in order to be licensed, including a mission statement, a governing body,
admission criteria, a program director, an interdisciplinary team, volunteers,
and a medical director. It requires a hospice program to follow admission
criteria for potential clients. It mandates that services be provided in
accordance with a care plan, and lists services for the interdisciplinary team
to consider when crafting a care plan. It states that nursing services must be
provided only under a nurse Supervisor.

Article 1 ensures that direct service providers will go through orientation
before providing hospice services, that they will complete an educational
overview of hospice philosophy and care, and that they will then receive
continuing education or in-service training over time. It further requires a
minimum level of record-keeping and written policies and procedures.

Article 1 necessitates provision of information about ‘living wills’ and
‘durable health care powers of attorney’ to hospice clients. It also provides for
guality assurance and improvement planning for certified hospice programs.

2. Article 2 establishes standards for wvolunteer hospice programs, citing the
specific elements of Article 1 that constitute thelicensing framework for
volunteer operations. These include the first four (4) sections of Article 1 that
govern licensing and the licensing process, and specified parts of AS 18.18.100.
It requires volunteer hospice programs to have a minimum structure that
includes a mission statement, admission criteria, a director, and volunteers.

Article 2 applies the same standards regarding client consent and use of
admission criteria to volunteer hospice programs as to certified ones. It calls
for volunteer direct service providers to get four (4) hours of hospice service
orientation. It mandates minimum record-keeping and written policies and
procedures for volunteer hospice organizations, specifically volunteer
policies and procedures. It necessitates provision of information about living
wills and durable health care powers of attorneyto volunteer hospice clients.
Finally, it standardizes the co-ordination of wvolunteers.

3. Article 3 specifics that certified or volunteer hospice program licensing
docs not remove or mitigate individual licensing requirements from any
employee, volunteer, or contractor working with a hospice program. It allows
for civil penalties for violations of Chapter 18  Itmakes the licensing process
and regulations subject to the Administrative Procedures Act. Finally. Article
J defines numerous terms used throughout the hill.
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CS FOR HOUSE BILL NO. 152( )
IN THE LEGISLATURE OF THE STATE OF ALASKA

TWENTIETH LEGISLATURE - FIRST SESSION

BY

O ffered:
Referred:

Sporuorfs): REPRESENTATIVE RYAN

A BILL

FOR AN ACT ENTITLED

"An Act regulating hospice care."

BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1 AS 18 is amended by adding a new chapter to read:
Chapter 18. Hospice Care Programs.
Article I. Licensing of Hospice Programs.

Sec. 18.18.010. License required. A person, including a partnership,
association, or corporation, may not represent itself as a hospice program or operate
a hospice program unless the person, partnership, association, or corporation has
obtained a license from the department.

Sec. 18.18.020. Issuance and renewal of license, (a) Upon receiving an
application and fee, if any. for a license under this chapter, the department shall issue
a license if the applicant meets the applicable requirements of this chapter.

(b) If an applicant under (a) of this section docs not meet the applicable
requirements but makes continued efforts to comply with them and any noncompliancc
docs not directly affect the safety of clients, the department may issue a temporary or

el- CSHB 152 ) |
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provisional license thet is valid for a reasonable period of lime, as determined by the
department.

(c) A license under this chapter shall be issued in the name of the person,
agency, or other entity specified in the application and is not transferable or assignable
without the written approval of the department.

(d) The department shall, by regulation, establish the application fee, license
fee, length of time that a license is valid, and the standards for license renewal. A
license is not renewable during the time it has been suspended or revoked under this
chapter.

Sec. 18.18.030. Denial, suspension, or revocation of license, (a) The
department may deny a license, reduce a license to a provisional license, or revoke a
license if the department finds that the applicant or licensee, as appropriate, or the
program director or medical director of the applicant or licensee, as applicable, has

(1) endangered the health, safety, or "volfare of a client;

(2) ahistory of deficiencies in quality of care;

(3) had a license to operate a hospice program suspended or revoked
in another lic< nsing jurisdiction for a reason other than failure to pay a licensing fee;

(4) been convicted of operating a hospice program without a license in
any jurisdiction;

(5) an insufficient number of staff with the training, experience, or
judgment to provide adequate hospice care.

(6) committed fraud, deceit, misrepresentation, or an offense involving
dishonesty associated with the license application or with the operation cf a hospice
program in any jurisdiction; or

(7) violated this chapter or a regulation adopted under this chapter.

(b) The department may, without a hearing, summarily suspend a license of
a hospice program if it finds thet the actions or deficiencies of the program have
caused, or present an immediate threat of causing, serious injury to the public health,
safety, or welfare. A licensee is entitled to a hearing before the department to appeal
the summary suspension within seven days after the order of suspension is issued. A
licensee may appeal an adverse decision of the department on an appeal of a summary

CSMU 152(C ) L2
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suspension to the superior court. A summary suspension remains in effect until the
department finds that the actions or deficiencies arc corrected, the license is revoked,

or the licensee is successful in appealing the suspension.

(c) The department may. without a hearing, reduce a hospice license to a

provisional license for a period of time established by the department if the department
finds that the licensee is temporarily unable to comply with this chapter or is in the

process of becoming decertified under the Medicare program but is taking appropriate
steps to bring the program into compliance with this chapter or Medicare certification

requirements. A licensee is entitled to a hearing before the department to appeal a
reduction to a provisional license under this subsection within seven days after the

order to reduce the license is issued. A licensee may appeal an adverse decision of

the department on an appeal of the order reducing the license to a provisional license

to the superior court. A program with a provisional license under this subsection may
not accept new clients. If the program fails to correct its deficiencies and does not

successfully appeal the order reducing the license to provisional status within the

period stipulated in the provisional license, the department shall revoke the license.

See. 18.18.040. Right of entry and inspection. A duly designated employee
of the department may enter the premises of a hospice program that has applied for
a license or who is licensed under this chapter. These employees may inspect
documents of the hospice program to determine whether the program is in compliance
with this chapter and regulations adopted under this chapter. The right of entry and
Inspection extends to premises and documents of persons whom the department has
reason to telieve arc operating a hospice program without a license.

Sec. 18.18.100. Requirements for licensure, (a) The department shall adopt
regulations that specify the requirements for licensure under this chapter. The
regulations must include the requirements of this section for hospice programs thet are
not volunteer hospice programs.

(b) A hospice program shall have a clear mission statement that  ¢Mui.tcnt
with hospice philosophy.

(c) A hospice program shall have at least the following features:

(1) agoverning body;

-y CSHB 152t >
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(2) m established set of admission criteria for determining appropriate

clients;

(3) a program director;
(4) an interdisciplinary team;
(5 wolunteers; and
(6) a medical director.

(d) A hospice program may only provide services to a person if the person
(1) consents to receive those services; and
(2) fits the admissions criteria of the hospice program.

(c) Hospic services shall be delivered in accordance with a care plan

approved by the interdisciplinary team regardless of whether the hospice services arc
provided by hospice program staff or by contractors. The care plan must be reviewed
periodically by the interdisciplinary team and revised as needed. The client, and the
client's family if the client desires, must be given the opportunity to participate in the
developmc.it of the care plan and must be informed of the opportunity to attend
interdisciplinary team meetings. The interdisciplinary team must consider the need for
at least the following services when developing the care plan:

(1) social services;

(2) nursing care;

(3) counseling;

(4) pastoral care;

(5) wvolunteer visits to provide comfort, companionship, and respite;

(6) bereavement services for at least one year after the death of the
person who is terminally ill: and

(7) medical services.

(O Nursing scivices provided by a hospice program shall he provided in
accordance with a care plan and nust be under the direction and supervision of a nurse
supervisor. The nurse supervisor shall

(1) develop nursing objectives, policies, and procedures consistent with
hospice philosophy;
(2) develop job descriptions for nursing personnel consistent with

CSHB 1521 ) 4
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hospice philosophy;

(3) establish staffing and on-call schedules for nursing staff to ensure
the availability of nursing services 24-hours a day. seven days a week; and

(4) develop and implement orientation and training programs for
nursing staff.

(g) Before providing a hospice service in a hospice program, a direct service
provider shall receive an orientation of at least four hours specific to hospice service.
The policy and procedures of the hospice program define the agenda of the hospice
orientation program. The hospice program shall document in personnel files that staff
members have completed the four-hour orientation. Indirect service volunteers shall
be oriented according to program policies. The hospice orientation program must
include the following subjects:

(1) hospice philosophy;

(2) personal death awareness,

(3) communication skills;

(4) personnel issues,

(5) identification of hospice resource people;
(6) stress management;

(7) ethics;

(8) stages of dying; and

(9) funeral arrangements.

(n) A hospice program shall provide an educational program that offers a
comprehensive overview of hospice philosophy and hospice care. A minimum of 18
hours of education, received wuhin a one-year period, including four hours of
orientation, is required for all direct service providers delivering hospice care.
Documentation of completion of this program is transferable from one hospice program
to another. The educational program must include the following subjects:

(1) hospice philosophy;
(2) family dynamics;
(3) pain and symptom management;

(4) grief, loss, and transition;

. -5~ CSHR 152< )
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(5) psychological perspectives on death and dying;
(6) spirituality;

(7) communication skills;

(8) wvolunteer roles; and

(9) multidisciplinary management,

M Direct service providers in a hospice program shall complete a minimum
of eight hours of continuing education or in-service training each year after the first
year, based on date of hire.

() A hospice program shall maintain, at a minimum, the following records:

(1) arecord for each client that includes copies of the client’s care
plan, progress notes, assessments, and a description of services provided to the client
and the client’s family;

(2) minutes of governing body meetings;

(3) all receipts and expenditures; and

(4) training provided to paid staff and volunteers.

(K) A hospice program shall have and follow written policies and procedures
governing its operation, including policies relating to confidentiality, training, and
admissions.

()] A person who enters a hospice program shall be given information
regarding living wills and durable health care powers of attorney.

(m) The hospice program shall have a functional quality assurance or
improvement plan in place that

(1) continually monitors and evaluates the care provided;

(2) identifies issues and potential issues,

(3) proposes and implements improvements; and

(4) reevaluates the care provided to determine if further improvement
is possible or needed.

Article 2. Licensing of Voluntevr Hospice Programs.

Sec. 18.18.200. Licensing requirements, (a) A volunteer hospitc program

must comply with this section and with AS 18.18.010 « 18.18.040 and 18.18.100(a),

(b). (c) (1) - (3) and (5). (d). (9). and 0) *(I).

CSHB 15K ) 6
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(b) At a minimum, a direct service volunteer must

(1) submit a written application;

(2) undergo a screening interview and an interview after training;

(3) attend an 18-hour standard training program;

(4) submit a confidentiality statement in which the volunteer agrees to
follow the program's policy regarding confidentiality required by AS 18.18.100(k) and
(a) of this section; and

(5) if the volunteer will transport individuals, have proof of auto
insurance and a valid driver's license.

(c) Volunteer hospice programs shall develop and maintain policies and
procedures that address the following with respect to volunteers in the program:

(1) recruitment, retention, and dismissal;

(2) screening;

(3) orientation;

(4) scope of function;

(5) supervision,

(6) ongoing training and support;

(7) team conferencing;

(8) records of volunteer activities; and

(9) bereavement services.

(d) Volunteer services in a volunteer hospice program must be directed by a
coordinator of volunteer services who shall

(1) implement a direct service volunteer program;

(2) coordinate the orientation, education, support, and supervision of
direct service volunteers; and

(3) coordinate the use of direct service volunteers with other hospice
staff and community resources.

Article 3. General Provisions.
Sec. 18.18.300. Individual licenses. A program license received under this
chapter docs not relieve an indiv:wal who is an employee, volunteer, or contractor

with the licensed hospice program from requirements outsid* this rhapter pertaining

- CSHB 154 )
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to licensure of the individual.

See. 18.18310 Sanctions. A person who violates this chapter commits a civil
violation for which a fine not toexceed $100 a day of violationmay beassessed by
a court.

Sec. 18.18.320. Administrative Procedure Act. Regulations and contested
cases under this chapter arc governed by AS44.62(AdministrativeProcedure  Act).

Sec. 18.18.390. Definitions. In this chapter,

(1) "bereavement services" means emotional support services related
to the death of a family member, including counseling, provision of written material,
social reorientation, and group support for up to one year following the death of the

client who was terminally ill;

2 "care plan" means a written service delivery plan that the
interdisciplinary team, in conjunction with the client, shall develop to reflect the
changing care needs of the client;

(3) "client" means the person who is receiving the hospice services;

(4) "department” means the Department of Health and Social Services;

(5) “direct service provider' means employees or volunteers who
provide hospice services directly to a client under a hospice program;

(6) "family" means a spouse, primary caregiver, biological relatives.
and individuals with close personal ties to the client;

(7) 'governing body" means the entity that establishes policy and is
legally responsible for the overall operation of a hospice program;

(8) "hospice philosophy" means a philosophy that is life affirming,
recognizes dying as a normal process of living, focuses on maintaining the quality of
remaining life, neither hastens nor postpones death, strengthens (he client's role in
making info.mcd decisions about care, and stresses the delivery of services in the least
restrictive setting possible and with the least amount of technology necessary by
volunteers and professionals who are trained to help clients with the physical, social,
psychological, spiritual, and emotional issues related to teiminal illness so that the
clients can feel better prepared for the death that is to come;

(9) "hospice program’ means a program thet provides hospice services;

CSHB 152( ) 8-
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(10) "hospice services" means a range of interdisciplinary palliative and
supportive services provided in a home or at an inpatient facility on a 24-hours-a-day,
scven-days-a-week basis to persons who are terminally ill and those persons' families
in order to meet their physical, psychological, social, emotional, and spiritual needs;

(11) “interdisciplinary team." for a hospice program providing
comprehensive services, means a group comprised of at least a primary health care
provider, a licensed registered nurse, a social worker, a pastoral or other counselor, and
a volunteer coordinator or representative;

(12) "medical director’ means a licensed physician who oversees the
medical components of hospice services and the interdisciplinary team;

(13) "nurse supervisor' means a licensed registered nurse with
education, experience, and training in hospice nursing care who is designated by the
program director to oversee nursing services for the hospice program;

(14) "primary health care provider" means the physician or advanced
nurse practitioner identified by the client or by the person authorized to make decisions
for the client under a durable health care power of attorney;,

(15) "program director" means the person designated by the governing
body of a hospice program as responsible for the day-to-day operations of the program;

(16) “terminally ill" means thet a person has a life expectancy of less
than one year, in the opinion of the person’'s primary physician or the medical director,
and is no longer receiving curative treatment;

(17) "volunteer" means a trained individual who works for a hospice
program without compensation;

(18) "volunteer hospice program’ means a hospice program that

provides all direct patient care at no charge.

3 9. CSHIY 152( )
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CS FOR House Dill NO._ 152 (Work Draft)
SPONSOR STATEMENT

CS For House Bill 1S2 will provide for licensing of hospice care programs in
Alaska, ensuring that terminally ill persons receive comfort, support, and care
consistent with hospice philosophy and concepts through a uniform level of
services. There is no federal regulation or licensing requirements for either
certified or wvolunteer hospice programs. As of the January 1997, forty (40)
states are licensing or regulating hospice programs. Of the ten (10) states
without hotpice licensing, five (5) have laws or regulations pending. The
licensing and appropriate regulation of wvolunteer and certified hospice
programs in Alaska will assure consumers of consistent standards in the

delivery of hospice services.

Hospice is a unique component of the health ctrc delivery system, one thet has
evolved over the past 20 years in the United States. Hospice provides care and
support for people with terminal illness. The goal of hospice care is to enable
patients to live an alert, pain-free life and to manage symptoms so the last
weeks and months of life may be spent in dignity and ptacc. One out of every
three people who die of cancer or AIDS in this country arc served by a hospice
program.

Annual growth in hospice programs averaged about eight per cent (8%) in the
early '90s. In the last five (5) years gromth has averaged seventeen per cent
(17%). Hospice services arc provided through a variety of means, including
independent community-based organizations, divisions of hospitals or home-
health services, and government agencies. Rapid growth of hospice programs
is due to increased demand for home care services, the desire of terminally ill
persons to keep control over the remainder of their lives, ad a trend towards
reimbursement for homc-carc services. Consumers need to be aware of
specific characteristics that differentiate hospice from other
health care providers. Hospice offers comfort and care, not
curative treatment.  Hospice addresses emotional, spiritual, and social needs
in addition to physical needs. Hospice considers the patient and loved ones as
the unit of carc. Hospice affirms life and regards dying as a normal
process, seeking neither to hasten nor postpone death. Hospice carc
extends beyond a patient's death to include bereavement caic for grieving

family members.

SPONSOR STATEMENT FOR CS
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Fear of painful suffering, of abandonment, and of losing control are primary
concerns of people experiencing terminal illness. Hospice carc is 4signcd to
address these concerns by providing support, carc, and needed services to help
the terminally ill live their lives in maximal comfort and control.

Passage of CS For House Bill 152 will standardize hospice carc and guarantee
the Alaskan public the opportunity to access quality hospice care from both
volunteer and certified hospice programs.

(revised March 19, 1997)



aiaskn 3tatc legislature

House ofKcpresentatiucs
M ICW aTHAVE
&E ANCHORAGE. AK 99501
NS AFFAIRS PHONE (907) 258 0101

. JUNEAﬁ. Q\K 99801-1182
Representative Joe Ryan PHONE (007) 465-3875

1800-922-3875 liltp ;,\vwv/ akrepublican* oig

HOUSE BILL 152
SPONSOR STATEMENT

House Bill 152 will provide for licensing of hospice carc programs in Alaska, ensuring
that terminally ill persons receive comfort, support, and carc consistent with hospice
philosophy and concepts through a uniform level of services. There is no federal
regulation or licensing requirements for hospice programs. As of the January 1997, forty
(40) slates arc licensing or regulating hospice programs. O f the ten (10) states without
hospice licensing, five (5) have laws or regulations pending. The licensing of hospice
programs in Alaska will assure consumers of consistent standards in the delivery of

hospice services.

Hospice is a unique component of the health care delivery system, one that has evolved

over the past 20 years in the United States. Hospice provides carc andsupport for people
with terminal illness. The goal of hospice carc is to enable patients tolive an alert, pain*
free life and to manage symptoms so the last weeks and months of life may be spent in

dignity and peace. One out of every three people who die of cancer or AIDS in this country

arc served by a hospice program.

Annual growth in hospice programs averaged about eight per cent (8% ) in the early '90s.
In the last five (5) years growth has averaged seventeen per cent (17% ). Hospice services
are provided through a variety of means, including independent community-based

organizations, divisions of hospitals or home-hcalth services, and government agencies.

Rapid growth of hospice programs is due to increased demand for home care services, the

desire of terminally ill persons to keep control over the remainder of their lives, and a
trend towards reimbursement for home-core services. Consumers need to be aware of
specific characteristics thut differentiate hospice from other health care providers.
Hospice offers comfort and care, not curative treatment. Hospice addresses emotional,
spiritual, and social needs in addition to physical needs. Hospice considers the patient
and loved ones as the unit of core. Hospice affirms Ilife and regards dying as a normal
process, seeking neither to hasten nor postpone death. Hospice carc extends beyond a

patient's death to include bereavement carc for grieving family members.

Fear of painful suffering, of abandonment, and of losing control are primary concerns of
Hospice care is designed to address these concerns

people experiencing terminal illness.

by providing support, care, and needed services to help the terminally ill live their lives
in maximal comfort and control.

Passage of House Bill 152 will standardize hospice care guarantee the Alaskan public the

opportunity to access quality hospice care.

SPONSOR STATEMENT
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MEMORANDUM

TO: Rep. Con Bunde, Chairman
House HESS Comr’?ittee

FROM: Rep. Joe Rvan
DATE: March 18, 1997
RE: sectional analysis of HB 152

A summary, by section, of House Bill 152 follows. This bill adds a new chapter,
entitled Hospice Carc Programs, to Title 18 of Alaska Statutes. Please note thet a
sectional analysis is not generally considered lo be the most authoritative
interpretation of a bill; the bill itself is the best statement of its purposes and

effects.

Section 1 is HB 152s only section. It adds Chapter 8 to Title 18 of Alaska
Statutes. Chapter 18 contains three articles, each of which pertains to a
different aspect of regulating hospice carc. An analysis of each of the three
articles follows.

1 Article 1 sets out parameters for licensing of hospice programs. It mandates
that any and all hospice programs must be licensed to operate in Alaska. It sets
out that the Department of Health & Social Services (DH&SS) can issue licenses
and conditional licenses, and can revoke or suspend licenses so issued. It
specifies that Medicare-certified hospice programs automatically meet this
bill's criteria, and arc eligible to receive a state hospice facilities and access
their records, although a warrant must obtained if the facility refuses
permission to DH&SS.

SECTIONAL ANALYSIS
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Article 1 continues by outlining specific requirements a hospice must meet in
order to get a license, including a mission statement, a governing body,
admission criteria, a program director, an interdisciplinary team, volunteers,
and a medical director. It requires a hospice program to adopt admission
criteria for potential clients. It mandates that services be provided in
accordance with a care plan, and lists services that the interdisciplinary team
must consider when crafting a care plan. It sets out that nursing services be
provided only under the auspices of a nurse supervisor.

Article 1 provides that direct service providers go through orientation before
providing hospice services, requires direct service providers to complete an
educational overview of hospice philosophy and care, and mandates
continuing education or in-service training over time. It further requires a
minimal level of record-keeping and written policies and procedures. Article
1 necessitates provision of information about living wills and durable health
care powers of attorney to hospice clients. Finally, the first article in Chapter
18 of Title 18 mandates quality assurance and improvement planning, and
requires Medicare certification of a facility used for an inpatient hospice
program as a condition of state licensing.

2. Article 2 sets out standards for wvolunteer hospice programs, primarily the
things direct service volunteers must do in order to prepare to provide hospice
services. It mandates policies and procedures dealing with direct service
volunteers, including coordination of such volunteer efforts. Article 2 also
requires volunteer programs to meet the "relevant” requirements of Article |I.

3. Article 3 specifics that program licensing under Chapter 18 of Title 18 does
not remove or mitigate individual licensing requirements from any employee,
volunteer, or contractor working with a hospice program. It allows for civil
penalties for violations of Chapter 18  Finally, Article 3 defines numerous
terms used throughout the hill.



Our Philosophy

Hospice is a philosophy of care for those
experiencing the dying and/or bereavement
process. Our goal is to allow the patient to
die in peace and with dignity, and enable
the family to surmount the experience and
go forward. The mission of Hospice of the
Tanana Valley is: to provide support for
people who are dying, their families and
loved ones; to provide individual, group, and
community support for those who have
experienced a loss through death.

Our History and Funding

Hospice of the Tanana Valley was
incorporated in October, 1986 as a tax-
exempt, non-profit corporation. We have
been a member of the National Hospice
Organization since 1988 and a United Way
Member Agency since 1995. We are
supported by annual membership dues,
lifetime memberships, annual business
sponsorships, donations, fund raisers,
grants and volunteer time.

Our Services

Hospice of the Tanana Valley coordinates
care with other health care agencies and
with the patient’s physician. Our staff and
volunteers care for the terminally ill
patients and their families, providing
services which may include:
<Short-term respite care <Emotional support
eFuneral Planning <Transportation
<Errands and shopping <Chaplain Referral
<Bereavement counseling
Our staff and volunteers are carefully
selected and trained. Arrangements for
services, whether in the home or
institutional setting, are made on an
individual basis depending on the family’s
needs and the availability of volunteers.
Expenses for all our sendees are paid for by
memberships and donations.

W ho We Serve

Our care is available to everyone, regardless
of age or diagnosis, who:

eHas a terminal illness

eAccepts the principles of hospice care

W hen T o R efer

Referrals are accepted from the patient, the
family and loved ones, as well as from
physicians, nurses, and other care providers
Hospice can be of great service when there
is sufficient time to assess, plan, coordinate,
and most importantly establish a
relationship of trust with the patient,
family, and loved ones. A call to Hospice as
early as possible will enable staff to most
effectively meet the patient and family
needs.

For More Inform ation

Ifyou are in need of our services or ifyou
would like to help through a donation or by
becoming a volunteer, call or write:

Hospice of the Tanana Valley

P.O. Box 82770

Fairbanks, AK 99708

Tel: (907)474-0311

Fax: (907) 452*7643

BACKGROUND INFORMATION
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Thoughts

The Spiritof Hospice

by Diane H.Jones, ACSW

ospue .mil Intine care two

concepts ihat arc j' Mintljr as

H

hospice was |um getting started. home

fix-)"arc different In foci w Ix-n

cure providers were ajvt to sav. \Xliat is

it th.it you can do that wr hjvecnt
already Ix-en doing for H”» vvar>—sjr-
mg for the dying people in their own
homes? VOut makes vi«i ilunk you can
Jo hjny di/Tervnr -v .my liener*

And I»o'pm> would rcplv. You
are ihe experts in shorwcrin. re*tor.i-
live nursing. your goals .ire to caie for
lhe pjtn.nl .mil Omum j fiioctHmmg
indiVKlu.il hjck to the voinmumry Kt'v
ure. mir

are ihe experts in lerntirul

puls are to ure lor the patient and
lLimily .md to return .1functioning f
ily luck to the c-inmmnitv after the
pjiient It.iis died

is 4 s|Hiijl

innik' viue LLl cares lor terminally ill

llcrspne kind id

patients jm | tlieir fim tlics in then own

homes, in nutsir.g homes, or other
inpatient ljcilmes. even on 4 park
Henvh il that isulicic the paiient hap-
pens 10 &

pnheOMve. invlii*nc. spccult/ed and

llospwc services are cone

lompavsnm.'te Nurses, plnsu.ans

msml| workers. Ivonu* tare aides
iiKinselors. chaplains volunteers. anvl
therapists all form the hospice inter-
dis*iplmarv team wux-vting tlk* palk'Ol
and family * lveie ilk-v are. ami«anng
for ihem The micrdm iphnarv team
meets legulaily to discuss ami update
Lik* plan of ijrc lor ea» h paiient and
lhe

assessing for nursmx. mki.il work, and

family plan ol varc unhides

home vaie .tide ' KKt. spumi.il uiun

siling needs volunteer suppon

Ix'fvav envenl plans, and meditations,

supplies and rcjoipmecnt
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Hospice patients do not luve to
Ive homeltouncl. in fact, eaily admis-
sions pie hospice staff and patients
and families iiiik' («> get to know one
another Hospice patients are encour-
aged to live as fullv as possible for as
long as they are w ith the hospice Sto-
nes abound about liovv hojpwes arc
able to lwlp patients fulfill their Imal
wishes hy Itsmg long enough to cele*
hrjte a family wedding, a haby.s Isnh.
an anniversary a lasi trip, or even gist
j visit to die community patk

and

treat the patient

Hospues
tarmlv as the unit ofcare, which means
ihe family unit is included m the plan
of can- An admission to a Imspice pnv
gram often precipitates a crisis m the
family because familv memlwrs must
ljve the reahty ifui live paiient istermi-

ill ssitci a limited life expectance

nallv
Denial gnel jnger. Ilvaigaming. and
acceptance may all lie present at dil

fercnt times and with dtllerent mem -
the The

interdrw ipluurv team aswsses ilk- situ-

lvrs of family hospice

ation and plans interscniions ihjt will

support, comfort and enable ilkhi to

do the very lend ccork tlul lie's ahead
follow patwnts

Hospue staff

across all vttings i.f care providing a

comprehensive coniimium of cate
Patients are uwutly >o tlieir ow n Ik 1110
hut there are tmvrs when tvmpital or
respite care in an inpaiienl facility is
needed lllirrjt lhe patients svmproms
or the fjintlv s fatigue It a paiient is

the Imvpce team vtsgs

hospitalized
the patient and works tkwrlv with live
hospital uaff 10 get him llciwr home as
i[tiKklv as posvilde Hie hospue nurse
live

commtinicaies frequently wah

pjttrnf s phyvitian to ensure that the
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patient s wishes are honored in terms
of treatments and prcKTtlnrcs Ifcsjtiie
eare gives fanvilv mcmlIx*r> a break—
time 10 tenew ilx-nisclves tor a shon
|K‘iiod Ix'foie resimung their roles as
primary caregivers

TIx* '|KxuliK"ss and spirit of Itov
picv isexeiil|vlified through trained vo]l-
umeers who devote tlieir time and
talents m maitv ways Volunteer*,often
ivierTed 10asilk- lvscklIrineof Ivospiee.
find
fullill a pain uis lus| W]s|k-s. whulu r il

innovative anvl creative wavs to

is as advcrvturvMHiH' as taking the

patient on one last sailing trip or as

quiet as %imng lvy the Ix'dside of j
paiH-nt whodiK*siit want to die alotx'

Hospue families continue to v
cared lor I»v the hospice even alter the
paiK-nt tvas rIx\l Fin up to 1 year after

lIx'death lamily meinlvisicccive sufi-

luin ihnniglv the mail lie phone, and
m person Hospice si.nl and volunicxfs
nuke sure*ilul spinalucasxmc, holi-
days hinlufacs amiannueivines arc

nm tmgvKtcn Hospices know that

ilr-sc are live times when the pam of
when the

loss can sum unlvat»Mc.

workl stnjw ymng alociHl wlxn cum-
lon and canng ot fainili.tr voices and

faces pmvuk'a wav through tix- pun

Ni \es hospue and Ivonx' care
have miuli huuiiiimi rtxy lvsh pro-
vide commission.ile carc m nines of

ncvd. ''v> keeplauulK'sn-gciltrr wfu-n

ihcv nuglu orliervviw Iv tom apan. and
iliev are an integral and unpvirtant falv
Tfiey arc (lre

in of tlx- tommuniic

sjrixl and tlxx aw clilferent

About ih* Authoro Dune Il Junes
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HANGING FAC

INTERVIEW WITH [IRA BYOCK, MD

r» Hytxk has Iven involved in I\_/nPKe carc for
more titan IS\v.ir> [ff miTvntlt islttnpuemed-
ical director »» Partners In Home 1J1lv. as well as
dtreitor i [lic Palliative Ore Vnkc. Itoth
located m MiwHila. Monuru A hmndmyt mem-
Iter of ilh*Aeatkim « Ifn'pHf 11V y im 1, i
livtxk serves!in tlteatadcmv o U unli*liaitio
and nduii of tlte AMP Fifties CfNnftiifler
Ifwoik was llic featured spejker at the Ih”pue
Association of Amrerica %annti.il merttny: in Han
oho tirs pn]tXnilcr. when- lie spoke on numum-
inn cthital responsihtlity m a managed ure
cmironnenr
CARISti is honored to lute lud the tluntv to
speak with himearlier tho till 1hs thoughts. promied
mtho interstew. «.ip thoissue i<tl*rsp*vtare.ind hi
the indurary on ik path for future IPP>dtt anti care

Q  MOuttin >im hv astfieitlujl wtues for lunpwce
nj nurunetlurv defiwry ~ stein*

A Our health ure system is changing tapidlv A\a
mmilvr ol wayv changing ill different w.io.iml
a different pates as the tuuntrv experiments with |
variety of regional ikfmtv systent Sieral trends jre
strogly irHloted one wintegration ol systent* the
talter Is ntanjgﬁ:_cl tare .
InaH-rec hinp*e lut more expenem e wnli nun
aged care than prthaps any other segment of the

Itea lth tare system For years hospue lias tleull tvitli
prospetlne payment ihnmgii llte Metlk are ItospKe
lvnefit and similar pivm system*. graihnllv hospue
lus emerged as .lijt iali/led iiurugcil tan* system Ni

we lute tonsuleialtk*cxpcneme wultpnnuling carc

lit atost—elleilite manner. .uni wuli looking at out*
itmie measures Its r><lilinii tkar wlut tlv itii|Uit on
Itospue or palliaiite«;tre will Iv In die adoption <41

managed tare model in tlx- larger “«n"itare system
Iltea* is itorh opportumrvanti con'Hk-ijlik- danger
Hie dancers hot Pnpoetary m nuced tan* u in
ramo.al present fMUHhc H-nn* t|MI| liosptty is v,iK*
thing toward tthieh mm lent tonst.nyrs o. < ire ire
f.ivor.ihlt disposed tho m nun gives companies j
rvtsmte pretl.spos.iMKt tow.m 1| ho>i»IC t~ te lluj. at
present lltetc 0 tittle teal mxkxstaiKltng In legtkiship
in managed t itcotgji /alums ol wlIm Itospuv w Coi-
remit lw A~ ¢ »sicA.hvTTs Imil UnaLvdtnek-ad-
ership dtvs untkrst.u .t ili.n 1 rirk?2«Kicl advantage ol
lospite «<s m keeping pe'ftk' out «4 tite lwtspiial TX'
real tlipxer ol lii"PKe |y|ng iikkbidgiedioiti-ine
Innei managed cate motlel »sthat n nuy Iv npfvpn-
tlirtl inm tnnipoocm parts ttjf||_vilutost exclusive

nnplu'ts Im tite skilctl muMitg ton

llitsfMte isin tiefimtion in iiueuliHi)tliuf> te.un
alopnu_ th to care Itc. Persons and ilk*u [amihes Alto
aleerkimntertnjrlile ilire.uemny; illiXas It 1so=1 cflu

lite A retenr b-win \’w Aimit umJiniied llut liospae
sjtrsM U fi«rtrt) MnUaietlolLir ‘jym «mlt«rsjnul
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*orvuvs *"r every le(>( year m a cancer patient's life,

il.cw in-VIH. Inc. I*»M Ith important tli.it we have an
enure team <* piovule* soivicex smh as patient and
family education and comprehensive management.
Aminotro Mop there, hospue follows through with
Ivreavement counseling.

All that is an essential pari of hospice service Thp
concern is tliat managed care comnanies willuse die
l.iU ‘1 “hospu e” and provide skilled nursing visits )um
lorctluce hospitalizations That is short'Sighted, and
will prove fiscally self-defeating as well as damaging to
tlie goals and hirxbmenul principles that give hospice
its identity and real value W hen Medicare and Medi-
caid certification waivers are given to enable managed
care organisations to explore innovative delivery mod -
els Lrniercapitated paymentarrangements and cradle-
to-grave coverage, those nrganirations— not existing
ccrtifn:iiion standards - will dctcnninc what is paid for
.ir-l what peisonncl and resources arc available They
nuy not have the same standards that hospice cur-
rently embodies.

So there is reason both theoretically and on a con-
cn.se level to be*concerned. Hospice does face a num -
ber of challenges in a managed care environment
First, froiii bureaucracy, which has a legitimate need to
have outcome measures thjt are reliable, reprrxlutihle.
and that measure something meaningful Second. Ivov
pice laccs challengc.s from others within the .ic.illh
care system tliat are prolii motivated and that would
like to claim the b' 'o f hosfxcc without preserving its
essence The third challenge comes from within the
clinical practice of hospu-c carc. In addition to llic real,
ongoing challenge of improving our ability to control
svmptonis. hospice currently Lacks sufficient clinical

specificity in the psycho-axul realm This inhibits our

GXOWIHO TOO*011 It MMU | t4 car* «'.-spamlasm W la fca aOa-

i«l*4 1»m imlOut IXtfiM Il m >*Him if* m hoi|*.

"Xrtint ftac* IM dim e* to* tatftrMual*

PV I*MI(VéLardpo« > [fttiw

.Julirudal

Interview

ability to relieve sulfenng that is not miicily physical
Itut is primarily psychological, emotional, or spiiitu.il.
W hen hospice provideas talk alxnit the manage-
ment of pain, we are very s|X'ciftc, detailing .lie vari-
ous pjthophysiologic.il causes and pharmacological
means of intervention l'ut when someone is suffenng
in the psychosocial realm, too olten the care plan
includes “psychosocial support.'” meaning we send in a
pastor or social worker. They function to provide sup-
port on an intuitive level Tixi often | hear. “The
patient still has work to do.“We can sense intuitively
what that means, hut it is unacceptahle to managed
care organizations or to the health care financing
bureaucracy for hospice to Iv that nonsjveifie | 'nless
we ran effectively communic.itc vvliat itiswe're doing
they won't letus do it fix very muth Ir>i r
bureaucracy has a legitimate need lor outcome
measures in the health care .system, il we are to he as
climcallv effective in the psyclKvsocn.il realm as we are
in the symptomatic realm, we need to define and be
more specific about wlut we do For instance. the wnt-
ten goals of hospice oltcn include treatment of symp-
toms and provision of adequate psydxYIK i.il support
and arention to preserving quality ol life | wiwild sub-
mit that even the phrase “quality ol life is woefully
nonspecific and insufficient Auditors of the future—
who nuy not luvc the same hospice spmf and who
have had little hands-on hospt.e experience— rnjv
Irxik ji our records and consider retroactively alkiw ing
ctxmscling senxes ol asoculworker or hospice dup -
l.un Similarly managed can* systems rn.iv assert. Of
ccxirse wedohospxe wectxitrol symptouis Illospue
u adiscipline nv.stlv able lo clcvvkip uv.minghil and
measurable outcome’s and must choose a iherapeutic
nxuU-lard language to talk ahout vvliat it isthat wc dci
tlut islvvond wmpfom management. Dus uxxk-l and
language can provide . lum* fix mcamnghil roearcli
in die psychosocial realm All diese areas are dungs dut
have been js vet inadequately attended to They are
areas of much-nccdcddcvdopincni within tlte»Itnxal
discipline and die emerging 'industry *4 lurspicc*

Are managed care oigamzaiions saving that

Q svmptoni management is Itospitv'

A Toooftennospue CamMss equated wuli winpuxn
marvjgement | sec the termrs =cndahxt care jnd
“hospice-like care* used al the time Muspxc goes
heytad sytnptrxXTunanagemenL thit s whal. scivhiluO
it from the best of tndtuorul health care lorilic termi-
rally ill I have come~tobelieve dial whal distinguishes
Ixispicc Iromthe nost comprehensive sSMPXa nun-
agement « dial hospice mhcrvndy recognizes arole m
preserving the opportunity for llic pcrv.n and fanily

to grow even a the end of Ice
So often m clinical practice we have lhe privi-

lege of witnessing people paradoxically expressing

CARING Magnrioo « November 1995 « 9



Interview

lsense of wellness, even as they are dying. Anec-

dotal personal experience and collective clinical

experience confirm tliat if symptoms dre managed

and there is adequate basic suppon for the patient
and family, opportunity

ple to grow— inwardly and together—even as lile

is preserved, allowing peo-

wanes.
We were all
classes and our early childhood development classes

taugla in our college psychology

and in the b» havinral medicine component of pedi-
atrics or fanuy practice that human development can
be a lifelong process We m hospice have simply con-
firmed that even as they die people can indeed change

in ways that prove deeply meaningful and important

to them
However, having said all this. | also recognize that

is justa word As ardent a proponentas ! atn

ifthe word

"fiospice
for hospice care, n w ill matter little to me
goes away, as long as the health care system ernbod-
ies a real commitment to preserve and even gently
nurture the opportunities for the person and family
that lie w (dun the piocev. of dying Thats a tall order,
but ifa managed care system cun embrace those val-
ues.then ihe future ofend-of-life can.'is very positive

W e re at a critical time right now Hospice has a
small window of opportunity. |l would guess no mote
than a few years, in which to articulate very clearly,
through a model that is secular and that does not rely
on religious or overly spiritual terms, that dying is a
profound personal expenerv e for individuals and fam -
ilies Asrare providers we must approach care as more
than a setofmedical problems to Ix? solved, although
itincludes this. If we can incorporate specific language
within our national professional standards and within
each of our programs' mission statements and guiding
principles that refers to preservation ofopportunity for
paticnis and families, tlvere i>a hope of bunging these
values forward as the health care system is trans'
formed

However ifwe aa*simply worried about contin-

ued existence of our own individual o.gam/ations in
our own axn/numties we will make compromises ol
quality and sacrifice the essence of Itosptcv cate for ti»c
continuation of something that tarries a slum hospice

labd

How tan we address die naiuinal cufisocnee so

Q that its essence is brought forward*

Hospue Avsyuilun ol America and lhe

Tlie
Aational Htispicv Oig.miz.Hion have lo he spe-

cific in wiumg professional siantLuils that define Ix»s-

pice as more than syinjxnm management We inuM
emphasize the potential for sul*fectil\e value anti
importante m tins time of life called dying and

acknowledge ope nly th.it hospice care n-rks to pre-

serve opfHimiiiity witfnit t/ic d>m g cxpefx*tKe

10 < November 1305 « CARINQ Maga/lIne

Nowadays health cate trend writers often note

that baby boomers arc beginning to confront their

own limited life expectancy. We 'boomers 'are the

generation that rejected the notion that health as the
absence ofillness. This generation talks alxnit health

in terms of living fully and in peak performance. |

longer comical or antithetical to speak

think it is no
of wellness in dying |If the man emotionally robust
people among us will eventually die. there must be

some meaning to tlie idea of dying well In dying

a person has a chance to change in ways that

like completing one's

well
are valuable to them: things

relationships, or achieving an

most important
increased sense of meaning about one's life or
about life in general For some, dying well includes

lifelong expectations

the

coming to some peace ahoul

frustrations and having opportunity to

life's deepest questions

and

explore

in general d<x*s not think ol dying

The culture
Ahis way. Tlie words dying and death are often

used interchangeably They arc [ICXsynonymous

Is it the health care bureaucracy or the public

that doesn't yet look at dying tins way*

does not actually end upon receiving a terminal diag-

nosis In reality death isthe opjxisite of life, yetdying

is pan of living.

| have stopped using the phrase ‘good death *

For one thing. | have yet to meet anyone who

knows anything ahoul death. And lor another. The

idea of a good death" sounds too formulate, as if

one could carefully follow strict instructions and

ensure a preconceived, positive outcome Today the

notion of a good death isusually ikscnlxtl m terms

of what people don't vvant to have happen people

tIm twant to die in pain, don't want to Ix* a bunion

emotionally, physically, or financially to their fami-
is like a photographic negative it only

W e in

lies. This

conveys what wc vvant to avoid hospue

have a responsibility to contribute color, lone, and
texture to tliat image ofdying well It% a very real
experience. It s not fun and need not In- easy but so
many of the most important and valuable experi-
ences of life arc neither

The
look at wii.it stimulates growth

idea of personal growth is ficTpful here. H

you in any person *

life—times of crisis, change— these

of profound

tines jre rarely easy or pretty IVople emerge lioin

iliosc periods feeling enlarged, feeling a sense of
wellness That is what I've repeatedly nhscivcd m
people who ate helped through this time of life

Only now i%the health cart* system starting to lk*

able tnaccept tins hlcj

Q

Is the (IS having a harder lime than oilier

cultures*

Life



WINDOW Of OPPORTUNITY: Th* Sovplc* fmmvnfty H*» th*
chant* now To *4uc*t* m *u |«4 about tho hollatl* bonofMa
of hotalt*: N *!*o ha* a chant* to tfovolop Into tho continuum ot

car*. b*OnnliIn{ with o*IN*tl«* ear*.

ot inherently Baby boomers arc leading the way;

N
Ahey sliow .l real openness to concepts of well-

ness that are different from their parents'generation
However, in the area of financing care for per-
xiiis al the end ol life, the L'S iscertainly in a particu-
lar state ofcrisis. Many people worry alxxit and suffer
from financial burdens directly related to health care
It is an artificial source of suffering, people fearing
ilui they aa- going through their savings and leaving
their families with debt Currently Americans rend to
think that financial devastation is a universal problem
lor the dying They're surprised vslien 1 |Y)int iNit that
health care systems the world over do not routinely
add monev woes to the vvomes of the ternuailly ill
People m die I.’K. for instance, do not have medically
caused financial worries complicaiing their end o f life
experience So we have some education to do |
would hope that the new health carr system- what-
everemerges— will addiess tlu.in a way that die uir-

rent system has not.

Vimi luve noted that hospice will have tolx* cre-
ative with Jh.w n provides tare In vvliataspect—

ilm .il care, reimbursement, how hospices are

organised'W hat an* .some examples'

A Hospice will have to he very creative In die
# "'ua* it will le less important lo think of hospwe
asa v. gle delivery mo,(cl We should look at itin sev -
eral ways. The British, for example, ate now lalkmg
about a thrue-nercd jppuxich to, five care Atthe
jpex of the system arc regional academic research
and ininmg centers of palliative care Secondly, within
mostcommunities are liospicr programs Ilut serve as

local centers of expertise and cjo prov*fec<omuluiroo

Interview

to patients physicians -is well as piovkling direct

patient cate when necessary

A third tier focus of palliative care lies within
genera! health care education where an increasingly
strong component of palliative medicine is required
because end-of-life cate is a component of baste

health care and should, therefore, pervade the

health care system.
This may prove agood model for this side of the

Atlantic as well. We should incorporate the funda-

mentals of effective syi »piom management as well as

acknowledging the poignant, personal nature of

dying throughout professional health education and

practice Neither the health care setting, nor what the

program ofcare is called, is as important as the qual-

ity of the experience for eaili person and family.

You sounded almost pessimistic m talking about
the fumrr ofhospicc. Is ih.ii an accurate reading"”
W hY is that? Should odiers Ix- pessimistic* W lut do you
.suggest industry ineiiilx'rs do to re-miccr ojximism into

tlie kkri/heart of hospice'

We're in a time of real danger, but also a lime

Aofenormous opponuniiy. RcmemlIx'f that hos-

pice has hcen demonstrated to be cost effective,

thus, win-wm opportunities abound! | think we

have j window ofopponuniiy to educate the health
care leade. hip as well as the general public in the
essence of what

core values of hospice, in the

enlightened care at the end of life is. and wltat lies

Ix*yond symptom management Hospice needs nol

only to tout the cost lienefiLs of its care, hut also to
dying well and dearly

demystify the notion ol

acknowledge (hat ilus time of life encompasses

mom than merely waiting for death to come. If we

incorporate this appreciation into written program
and practice standards and into the mission Male-
rnents of various community health care orgjnira-
eions, we luve a real chance of doing Mimethmg
extremely important and lasting lor this country and
the American culture

The discipline of hospice cate l,uc'tunieal chal-

health environment | am

lenge m the new cate
reminded of something Carl lung wrote years .igo
the greatest and most important pmbleuoot life ate

fundamentally insoluble Iliev can never Ix* solved
but only outgrown *

like a person w ho faces fvnkxis cliallcnges in life.
I am hopeful dut hospice will lind a way to grow

through this new set of challenges

JurvR. C . Incrrabirtmnin b v N c n r fhutr

£+ A ATa(fiVIDtE LI N Hebs(el].<, Tkdiir (
fwrit tr>Irscn VUL Inc lo# pic- M*i*«ul lluwvcer Otjuru
uhan. xuv 2 1w
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Hospice to bring comfort to scene of death

I R

. FAIRBANKSI_IP/, As n funeral?/Lid dgtmlhlnfj Incrisis Inter\cfi- 7.Ji>linfh 0 m e | t o M
director, Mike Hmykhis was of*.,: tloti: tt9 was_ sure .thft /2crvico.v. renvement.scMccrti.WfcpHBtSI~g™J, hnd L,ff.
ten the Inst to leave the scene of a  could be provided In Il Icsk Inp- 1. for Haspice. L ,sponsc TmW, drfenl 21hoit. .
death. . hazard way. - . At first, Hospice .thought the ‘day. » volunteer can quickly b«

Years ago, as he was about to Then, last summer,” a call to4craerncncy response volunteers , at a grieving person & side, hclj
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They may not know, for example, what to do
with the body before It can be shipped out.

Once the training of volunteers is com-
plete, Hospice will send letters to nrea hotels,
park agencies, fire and police departments
and othef groups, announcing thc.setyicje.
Hospice will give ihtflh a pkgcr htlfober to
call, Fenno said.

Sgt. Mike Corkill ofthe Alaska State Troop-
ers said he looked forward to hearing from
Hospice about the program.

"It's our most difficult Job to tell people
they've lost a loved one." Corkill said "Al-
though my folks hove got some training in
dealing with this, and are sensitive to people,
Hospice works with this on a regular basis. |

can see n lot of good conijing frbni this.”
1

I'"'RrlO Hindu come close to M Inr nlono
when her husband, Fairbanks newsman

Chuck Hindc, died 6f n heart attack In the

" middle of nJune night in 1995.

"Luckily I hnd n friend of my husband's in
town." Hindo said, "blit HiHehtdSb | would've
been totally stranded." 4i Jt-.

Now Hindc. a Hospice volunteer, is trnln-

‘ ing to be an emfergchcy bereavemepi vojun-

Jeer. The goal ls tb make a traumatic Sxperl-
encc a little loss traUrhfltlc, khe said,

"It'u way but on the cUtting edge," she said.
"There lith't nfiy bihct progpnm out there like
it."

The group is preparing for tlie coming
tourist scdson, Hindc said, by composing a list
of people who speak different languages or

who can provide grieving visitors with n
short—tearg place to sdgv- /‘:Efvl



