AN ORDINANCE relating to the Seattle-King
County Department of Public Health; increas-
ing an expenditure allowance in the 1936
Budget of the Department for the Aequired
Immune Deficiency Syndrome (AIDS) Praject:
making an apprepriation from the Emergency
Fund; and declaring an emergency therefor,
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AN ORDINANCE relating to the Seattle-King County Department of Public
Health; increasing an expenditure allowance in the 1986 Budget of the
Department for the Acquired Immune Deficiency Syndrome (AIDS) Project;
making an appropriation from the Emergency Fund, and declaring the
emergency therefor.

BE IT ORDAINED BY THE CITY OF SEATTLE AS FOLLOWS:

Section 1. As requested by the Mayor in the materials attached hereto
entitled 'AIDS ana AIDS Related Conditions in Seattle: A Status Report!
dated March 10, 1986, the expenditure allowance for Object of Expenditure
55000 - Governmental Services in the 1986 Budget of the Seattle-King County
Department of Public Health, Program Category "Support to King County"
(Code 3100) is hereby increased by the sum of Forty-One Thousand 5ix
Hundred Fifty-Three Dollars ($41,653) by the appropriation and transfer,
hereby made and authorized, of a like amount from the Emergency Fund to the ,f/
appropriate expenditure acceunt in the General Fund. The City Comptroller
ts authorized to draw and the City Treasurer to pay the necessary warrants
and make the necessary transfers. :

Section 2. WHEREAS, the appropriation herein made is to éeet actual
necessary expendituras of the City For which no appropriation has been made
due to causes which could not reasonably have been foreseen at the time of
making the 1986 Budget; Now, Therafore, in accordance with RCW 35.32A.0030,
by reason of the facts above stated and the emergency which is hereby
declared to exist, this ordinance shall become effective immediately upon

the approval or signing of the same by the Mayor or passage over his veto,

as provided by the Charter of the City.

AP day of

President _

Approved by me this

City Comptroller and City Clerk.

(SEAL) . MM M 4‘}&,

A rm:' b_-,rfrnetis 4""' day of 5’3“' 1986

/(IH ) A=

Mayor L

Deputy Elerk.

L/
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City of Seattle

Executive Department-Office of Management and Budget

Gary Zarker, Director
Charles Royer, Mayor

August 20, 1986

The Honorable Douglas Jewett
City Attorney
City of Seattle

Dear Mr. Jewett:

The Mayor is proposing to the City Codngil that the enclosed legislation be
adopted.

REQUESTING
DEPARTHENT : Seattle-King County Department of Public Health

SUBJECT: Expansion of City support for AIDS in 1986.

Pursuant to the City Council's 5.0.P. 100-014, the Executive Department is for-

warding this request for legislation directly to your office for review and
drafting.

After reviewing this request and drafting appropriate legislation:

(X) File the legislation with the City Clerk for formal introduction to the
Lity Council as an Executive Reguest.

() Do not file with City Council, but return the proposed legislation to

OMB for our review. Return to .

Sincerely,

Charles Royer

Mayor

by

o e e COPY RecEiven

JIM RITCH

Acting Budget Director AUG:7 1985

JR/mm/fa Dﬂ'“ﬁ'fﬁ& M, Jiwpt
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Enclosure ¥ ATToRNEY

cc: Director, Health Department

Cfficerof Managesment and Budget 300 Munizipy Building Sealtle Washinglon 58104 | 206) G25-2551 An equdl oppedunily emplayer
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Charios Bover; Aayor Timn Hill, Executive
Seattle-King County Department of Public Healih
Pand Nieaka, ALID, AMHSA, irector

583094

August 14, 1986

Mr. Jim Ritch, Acting Director
Office of Management and Budget
300 Municipal Building

Seattle, WA 98104

ATTH: Marfan Troyer-Merkel
Re: Supplemental Appropriation Ordinance
Dear Mr. Ritch:

Enclosed is a proposed ordinance appropriating $41,653 from the Seattle Emergency
Fund to the Seattle-King County Department of Public Health for the Acquired
Immine Deficiency Syndrome (AIDS) Project. This appropriation is needed for addi-
tional staff as identified in the enclosed response to SOP 100-014 and as fully
explained in the Mayor's Task Force Report, "AIDS and AIDS-Related Conditions in
Seattle.” Position Description Questionnaires have been prepared for the new
positions required and have been sent to the Seattle Personnel Department.

Please feel free to contact Patricia McInturff at 5B7-2752 if you have any
further questions regarding this request. Thank you for your assistance.

Sincerely,

ot Nl

Bud Nicola, M.D., M.H.5.A.
Director of Public Health

BNzJdH:nr
Enclosure

ce: Bruce Miyahara
Patricia Mcinturff
Joanne Nicolai
Mar¥ Leaf
Ji11 NivenSmith
Steve Dien

400 Yeslor Bullding  Smanth Floor . Seatibe, Washibyston 08104 (2061 5574600
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STANDARD OPERATING PROCEDURE #i_s-014

7.0 PROCEDURES

Section 1: Title:

AlD5 Project, Seattle-King County Department of Public Health

Section 2: Statement of Qbjectives

Attached please find a document entitled "AIDS and AIDS-Related Conditions
in Seattle: a Status Report", developed by the Mayor's AIDS Task Force,
March 10, 1986. The Mayor has reviewed and endorsed the report and has

established its principles as City policy. The purposes of the report are
to:

1. Assess the service needs of persons with AIDS and persons disabled
with ARC.

2. To develop specific recommendations to meet those needs.
d. To advocate Tor the implementation of the recommendations.

This report designates the Seattle-King County Department of Public Health
as the lead agency fin carrying out the recommendations of the Task Force
report. In order to accomplish this task, the Seattle-King County
Department of Public Healith is reguesting additional personnel resources
for 1986 (July-December). The report clearly lays out the recognized
needs, the objectives, the population group to be served, and a clear sta-
tement that the requested actions will improve efficiency and service
delivery and will result in cost savings.

Section 3: Fiscal Requirements

The Department is requesting $41,653 in 1986 beginning July 1, and
approximately 534,000 in budget year 1987, These cost: are exclusively
personnel. The Department will absorb O&M costs, administrative costs,
and equipment costs.

aection 4: Personnel Requirements

Below please find a 1ist of the requested 1986 personnel additiens.

1. Consultant to prepare AIDS-related grant proposals for $ 10,000
private and public agencies, Approximately 400 hours
at $25/hour. One time only; will end in mid-1986.

2. Long-Term Care ExpertisefConsultant 3 20,000
Will be for 6 months only. A full-time Long-
Term Care Coordinator will be requested in the
Robert Wood Johnson grant which, if funded, will
begin January 1, 1987.
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3. Clerical Assistant--Word processing ASI--0.3 FTE (6 mos.) $ 11,653
This position will be requested in a 1987
supplemental budget request.

The need for the first position will end in mid- to 1ate-1986. The need
for the second position will end at the conclusion of the Robert Wood

Johnson grant (December 1990), if funded. The third position will address
ongoing needs.

section 5: Facilities and Equipment Requirement

The Project will take no special facilities or equipment requirements,
The Regional Division of the Seattle-King County Department of Public
Health has the space available for staff on the 12th floor of the Public

Safety Building. The cost of facilities and equipment will be absorbed by
the existing AIDS project.

Section 6: Evaluation Criteria and Reporting

The Project will be evaluated by the Mayor's Task Force measuring the out-
come of the project against the recommendations and time tables set up in
the attached report. The City Council will be given reviews at 6 and 17
months.

Section 7: Alternatives

The guidelines of the report specifically state that the recommendations
should be carried out 5o that the services match the level of care with
the level of need and that the model maximize the quality of life for
patients and at the same time contains costs. It is clearly the intent of
the report to establish a model for care that minimizes expensive hospital
care and maximizes out-of-hospital care. Without a comprehensive con-
tinuum of care for persons with AIDS and disabling ARC, individuals will
continue to be hospitalized at over $800/day because there are no housing
alternatives. The alternative to the recommendations in the report would

be to continue to waste precious health-care dollars in an inefficient and
inhumane manner.

SOP.AP(PMB)
-2- 8/15/86
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AIDS AND AIDS RELATED CONDITIONS IN SEATTLE - A ..ATUS REPORT

1 BACKGROUND OF THE TASK FORCE

Early in 1985 members of the Seattle community approached Hayor
Royer with a proposal to spend Senfor Housing Bond money on
chelter for people with AIDS who were unable to afford adequate
housing. In response to this request, the Mayor convened a Task
Force to identify the housing needs of people with AIDS and
develop recommendations for addressing these needs in a cost
effective and humane manner. :

The Mayor's Task Force on AIDS was set up to include representa-
tiyes from various city, county and siate departments and from

otherpublic, private and nonprofit community-based organizations
that serve PWAs and D-ARCs. The members of the Task Force are:

Lori Anaya, the Morrison Hotel

Gail Baker, Depariment of Social & Health Services

Barry Bianchi, Northwest AIDS Foundation

Carol Dickinson, Department of Community Development

Rick Gilbert, Seattle Housing Authority

s+an Henry, AIDS Support Group

Bea Kelleigh, Northwest AIDS Foundation

Andy Kruzich, Puget sound Health Systems Agency

Bruce Miyahara, Seattle-King County Department of Public Health
Pam Ryan, Harborview Medical Center :
Robert Rohan, Northwest AIDS Foundation

Linda Taylor, Office for Women's Rights

Nancy Welton, Office for Women's Rights

Mark Whetzel, Seattle Lesbian/Gay Nurses Association

Robert Wood, M.D., Seattie-King County Department of Public Health

As the Mayor's AIDS Task Force began its work it became clear
+hat the provision of adequate and appropriate housing is only
one part of what needs to be an integrated approach, combining
housing with health care and social services. Therefore, the
Task Force amendad its purpose tos

s assess the service needs of PWAs and D-ARCs;

e develop specific recommendations to meet these needs; and

s " advocate with the appropriate public or private organiza-
+ions for implementation of the Tack Force reconmendations.
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This purpose is consistent with the draft City Human Services
policies of September 1885, which state that when the city is
not ablerto provide needed services directly, jt should be a
catalyst in colving the problems confronting the community.

The Task Force quickly jdentified four basic needs:

s a centralized clearinghouse for coordipating housing,
medical and support services;

¢ interim housing for PHAS in emergency situations;
s permanent housing for indigent PHAs; and

¢ long term housing combined with health care and support
seryices on site.

The Task Force has partially addressed these issues already with
the assiscance of City departments and the Seattle Housing Authority.
The City's 1986 budget included funds to hire a Madical Resources
Coordinator through the Northwest AIDS Foundation. The need for
interim housing has been met through the efforts of the Seattle
Housing Authority, the City, and the Horthwest AIDS Foundatien

to provide three rooms at the Morrison. The third goal to pro-
vide permznent housing Tor indigent, dicabled PWAs has been :
partially addressed by the seattle Housing Authority through the -
provision of apartments located in various facilities to eligible.
PHAs. The fourth goal, long term housing with strong health
service support, has not yet been accomplished.

This report was prepared to provide the Mayor with a current
cymmary of the nature and range of services ctill needed by
people with AIDS and recommendations for meeting these remaining
needs.
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11 FINDINGS OF THE TASK FORCE

pefinition of AIDS and AIDS RE1atEd_Eunditinn5

Acquired Immune peficiency Syndrome (A1DS) is a disease believed
o be caused by 2 virus that damages the body's immune system,
Teaving it vulnerable to attack from certain infections and
cancers that are not usually a threat. The AIDS virus,

called HTLV-111, 1is believed to be +ransmitted only by ‘some
types of intimate sexual contact or direct contact with
contaminated bleod.

To date, almost a1l pyAs have died within 35-135 weeks after
diagnosis. People do not die from AIDS itself; rather, the
cause of death is ysually either one or more opportunistic
infections, particularly pneumocystis pneumonia or Kaposi's
SATCOMA, an otherwise rare form of cancer found in PHAS .
These and otner infections cause cych symptoms as fever,
difficulty in breathing, prolonged coughing, severe weight
loss, persistent diarrhea, swollen jymph nodes, skin lesions,
and yeast infections. Local health care professicnals are '
also reporting increased numbers of persons with AIDS who
sre experiencing some degree of dementia and related psy-
chiatric diserders.

The federal Center for Disease Control (CDC) limits a diag-
nosis of “frank® or overt AIDS to those with one of these
mejor nppnrtunisti: infectipns O C2NCETS. Many more people,
however, experience symptoms similar to those 1isted above,
which are believed to be caused by exposure +g HTLV-III but
who are not considered to have nfpank" AIDS. The ceattlie-
King County pepariment of public Health (SKCDPH) believes
that ten times as many people have some form of LIDS-related
condition {ARC) as the T Umber diagnosed as having "Frank”
AIDS. Host of these people are not disabled and pursue normal
daily 1ives, although ten to twenty percent: of people with
ERC will go on to dayelop "frank" AIDS,.

In addition, two to five percent of people with A1Ds-related
conditions suffer and die from sympioms 2s debilitating as
AIDS itself. The actual number of cases of disabling (and
+arminal) ARCs are about equal to the number of those who
will suffer and die from wseank! AIDS. Eecause disabling
4105 related conditions (D-ARC) are sO debilitating, because
the prognosis Tor D-ARCs are similar tO those of PHAs, the
Task Force has snyestigated the needs of people with D-ARCs
ac well as the needs of PHAS.
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B. The Rate of Incresse in the Numbers of Cases in Seattle/
¥ino Lounty

The Seattle-King County Department of public Health (SKCOPH)
pstimates that approximately 160 people in King County have
been diagnosed as having AIDS as defined by COL. About half
of thase persons have died. The rest will probably die
within the next two years during which time an ectimated 300
new cases will be reported. Host research confirms that

the number of cases reported to the COC will continue to
double every 9-12 months for at least five years. If these
ectimates prove correct, by 1888 there will haye baen a .
cumulative total of 1,300 cases of overt AIDS reported in the
ceattle-king County 2area, with an equal number of D-ARC.

In addition, Dr. Hunter Hansfield of the SKCDPH estimates that
15-20% of the people with AIDS who are being +reated in

King County were diagnosed outside the County and are not
included in the statistics above. These pecple came t0 the
ceattle-King County area to receiyve treatment that is not
ayvailable in other places around the State.

The following chart symmarizes the progression of the AIDS
health crisis in King County.
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IR OUNTY PERSONS WITH

AIDS (PWASL

AND DISABLING AIDS-RELATED CONDITIONS . -ARC)

Prepared January, 1986 by the

: Mayor's AIDS Task Force

1982 1983 1984 1985 =~ 1986 1987 1988 1989
PUAS Diaﬂnusedl
This Year 1 B 52 100 200 400 500 - 600
Cumulative 1 9 61 151 360 160 1300 © 190D
D-ARCs - Cupulative’ 80 180 380 650 ‘950
Subtotal - 241 540 1140 1850 2850
4 3 X ]
Adjustment 24 54 114 185 285
Subtotal 065 594 1254 2145 3135
curvivina Patients® y32 207 627 1072 1567
Irhe Seattle-King County pepartment of Public Health (SKCDPH) estimates that
the number of new cases of AIDS will continue to double every 12 months through
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The Community's Response

The Seattle community's response tp the AlDS epidemic has
boen aggressives gick and effective in meeting many of the
current nceds of people witn AIDS or D-ARC. HMuch of the
credit for this cuccess goes to the cay community and the Health
pepartment for working in cooperation. Through this partner-
ship, ceattle and King County have won sybstantial funding
support form the US Public Health Service for surveillance
and health aducation activities designed to halt the spread
of the disease. In addition to the work of this Task Force
and the efforts of the Seattle-King County Department of
Public Health, many yolunteer oroanizations have emerged 0
face the demands of this health crisis by providing counseling,
chore services and other support to PlAs. Without the out-
ctanding efforts of organizations cuch as Shanti seattle,

+he Chicken Soup Brigade, the Seattie AIDS Suppert Group,

and Seattle Counseling ceryice, the seryice need in Seattle
would be far greater than it js. The Horthwest AIDS Founda-
+ipn and other groups are constantly fundraising to support
cervice providers. (A summary of the services currently
ayailable to pecale with AIDS in the geattle area is presented
on pages 18-13.

While the Task Force commends the ceattle community for its
effective response, + recognizes that there are 1imits on
the ‘extent to which volunteer prganizations can meet the
{ncreasing needs of PWAs and D-ARCs as their numbers continue
tg rise. 1he yplunteer proanizations +hat do exist areé in
nead of funds to pay for volunteer coordination and for basic
pperating Expenses (i.2., chanti Seattle provides emotional
cupport and adyocacy with 25 volunteers and no paid staff).
Further,. there is 3 need to provide the axisting services

in more adeguate Facilities. At present, the Health Depart-
ment's AIDS programs are scattered in shree crowded and
ipefficient settings.

cpecial Factors Bffecting ceryice Delivery

Humerous economic, cocial, health care and legal factors must
be considered in responding to those suffering from any
cerijous or terminal disease. Pihs and D-ARLs are also
subject to SOME factors which are unique. The Task Force
has joentified the fp]lowing factors which add complexity

. to the service needs of PHAS and D-ARCS:

s AIDS victims are yound. The disease strikes apparently
t=althy peopie in the prime of 1ifa. AIDS is the leading
cause of death $pr males betwesn 21-40 years old in Hew

vork City. Fifty percent of PUAS are in their 30's.



s The course of the disease is erratic and unpredictable.

Tome FWAS and D-ARLS Tecover Form bouts o7 serjous illness
and return to some degree of normal life ceveral times
during the course of the disease. While they are yall®
they may be able io 1ive independently or need only

chore and meal cervices, but the next bout of serious ill-
ness may reguire attendant care. Further, the changes

are dramatic, erratic and sudden. PUAs and D-ARCs may
need yery different levels of care from one day to the
next. 1 ;

a

Many PWAs and D-ARCs suffer from dementia. HTLV-I11 is be-
[Seved to aiiect brain ticsue, and health care providers re-
port that increasing numbers of PHAS and D-ARCS are experienc-.
ing dementia, 2 disease similar to Alzheimer's Disease, which
impairs 2 person's menta) capacity. Many of these PHAs

and D-ARCs with impaired menta}- functioning become completely
unable to care for +hemselves and need 24-hour atiendant care.

Most PWAs and D-ARCs in King County are gay men. Ninety
percent of the cases O R1DS reported in the Seattlie-Ring

County area involve homosexual or bisexual men. In a society
+hat still condemns homosexuality, & gay person with AIDS
or D-ARC experiences the double stigma of having AIDS and -

of being found out to be homosexuzl. The culiure has his=-
+orically responded with great fear and discrimination against
hemosexuals even apart from A1DS. Gay men are often forced

+p deal with individual and jpstitutional homophobic responses
zt a time when they are most vulnerable. Many PiAs {or even
+hose perceived to be at risk for getting AIDS) have been
£ired from jobs, avicted from homes and/or refused treat-
ment. The Task Force believes that PHAs and D-ARCs have 2
right to expect health care, housing and other services in

2 non-discriminatory and humzne fzshion. Gay men also need
services that are sensitive to the cultural norms and issues
‘within the gay community in order to be effective in working
‘with this population. -

pWAs and D-ARCS experience discrimination due iD unwarranted
Fears abput their i Tness. ODespite ongoing et7orts to edu-
cate Lhe public =bout the causes of 2105 and how it is and is
not transmitted, FHAS and D-ARCs often find themselves treated
ac outcasts and pariahs. Because they have AMDS, they may
cuffer painful rejection by families, friends, loved ones,
professional colleagues and service providers at 2 time when
they are most in nepd of. support. Because AIDS is usually
transmitted through some sprms of intimate sexual contact,
PWAs and D-ARCs are cometimes blamed for contracting the
disease.




According to the reports of social workers, no nursing
home facilities in the state oi mashinaton are willing

To aomit PWAS or D-ARLS. 1he 1ask rorce believes nursing
home facilities may be unwilling to admit PWAs and D-ARCs
not only due to homophobia and perceived health risks

to other patients, but 2lso hecause PWAs and D-ARCs have
special health care needs and lack funds to pay for care.
In addition, most PWAs and D-ARCs are much younger than
traditional nursing care facility patients. :

Some high risk groups are hard to reach and require special

outreach etiorts. Other high risk populations include Intra-

venous drug users and people with multiple or unknown sex
partners. These people have been viewed in ways that create
barriers to effective service or educational efforts.

Very 1ittle of the educational resources developed to date

haye targeted IV drug users, prostitutes, or the "customers"
of prostitutes.

One third of people with AIDS or D-ARC have practically no
social nor Tinancial resources. Onz of the mest important
Factors in determining & course of treatment is the presence

or absence of a family member, loved one or friend who is

able and willing to provide care, support and some advocacy
services for the patient. A recent Pacific Medical Center study
found that about cne-third of thes FWAs and D-ARCs who used

the Center did not have a primery caregiver in the honme.

AIDS is financially devastating to some FPWAs and D-ARCs.
Some FWAs and D-ARCs have Tinmancial resources sutficient to
purchase needed health care services or are able to continue
paying for medical insurance which covers some of the costs.
Most patients who initially have some financial resources
exhaust them before the illness is over. Hany who did not
haye insurance or who are unable to continue paying the pre-

_miums must rely on public assistance programs.

Since the federal oovernment considers a diagnosis of A1DS

as a presumptive disability, low income PHAs are irmediately
eligible for 5SI benefits upon diagnosis. Persons with

D-ARC are noi presumed to be disabied and must go through a

lengthy process to obtain Tederal benefits. While PWAS

and D-ARCs wait for SSI benefits to begin, siate GA-U program

funds can be available to them. PWRs and D-ARCs receive

between $314 (GA-U) and $364 (S51) a month, which must support them.
For those unable or too i11 to obtain public housing, most

of these funds go toward rent with little remaining.



i ™ %

E. Options for Delivering Services to PWAs

The rate of increase in numbers of cases of AIDS in Seattle/f

King County is similar to the rate of increase in Hew York and
Sapn Francisco 6 months ago. This has allowed the Task Force some
lead time in which to analyze the various strategies used by -
other cities in responding to this health crisis. While some
differences exist between the various localities (i.e., 2

higher percentage of IV drug users have been affected in Hew
York than in Seattie), the rate of increase and basic issues
remain similar to the experience of the Seattle area.

The primary lesson learned from studying other cities' re-
sponses to the AIDS epidemic is that it is crucial to provide

a range of ocut-patient services that prevent unnecessary and ex-
tremely expensive hospital care. As the October 1985 issue of
ftlantic Magazine pointed out, the national average cost of hos-
pitalization for 2 person with AIDS is $140,000, whilein San
Francisco it is $25,000 - $£32.000. While there are seyeral
factors involved, & major reason for higher costs in such
cities as Hew York is the absence of an adequate range of
sarvices: a continuum of care. Because New York has mo
nursing home care and no case management services for FHAs,

the city is forced to leave FWAs and D-ARCs in hospitals, the-
most expensive care facility. San Francisco, in contract,

has housing, food service programs, Tree legal advice, hospice
cervices, emotional support programs, chore services, long

term subsidized housing, etc. Because San Francisco has all
these services in place, people with AIDS and D-ARC spend far
Jess time in hospitals. The average hospital length of siay
for PMAS in New York is 50 days, compared with a national
average of 31 days and San Francisco's 12-day lengh of stay. -

Tha Center for Disease Control (CDC), Atlanta, estimates that
the national cost per day for an AIDS patient js $B830 (Hospitals
Maoazine, 1/5/86 p. 54). Since the highest estimated cost

for 2 jong term nursing care facility is- £300, the financial
urgency of keeping people with AlDS out of unnecessarily. long
hospital stays is clear, Seattle social workers have already
reported several cases where Seattle patients have been

forced to stay 3-4 months in 2 hospital when they could have
been placed in 2 far less expensive facility and still received
appropriate care. As the experience of San Francisco demon-
strates, it is much more cost effective to provide a continuum
of care.

Guidelines for the Development of 2 Continuum of Care

The Task Force believes that the community should work vigorously
to establish a continuum of care because:



e It will contain costs.

As described above, a continuum of care approach has pro-
ven to be an effective method of reducing costs other-
~ wise born by hospitals, the government and the patient.

1t matches the level of need with an appropriate level of care.

A PWA or D-ARC should receive the amount of care that is
needed, no more nor less. It does not make sense to force -
<omecne.to use hospital facilities when he or-she could
stay in a facility where some supervision and meals were
provided. Likewise, a person should not be forced to live
in an independent living facility when he or she needs
24-hour nursing care. ;

s It offers the best possible quality of 1ife for a person
with ALDS or D-ARC.

When an appropriate range of services 1is available, it
allows the patient to make genuine choices about his or
her care. Many people with terminal iliness wish to re-
main in their own home. To be forced to stay in a hos-
pital may be seriously detrimental to a patient capable
of pursujng a semi-independent Jifestyle. Likewise, a
person who is in need of congregate or nursing care but-
who must remain alone in private housing is at risk of
being fearful and unsafe. Allowing the patient to be
involved in the treatment and care plan by offering
choices makes an important difference in lis or her quality
of 1ife. Due to ongoing Tear and discrimipation, safe-
guards protecting confidentiality are 2lso crucial in
maintaining a person's gquality of life.

Components of a Continuum of Care

The components of a continuum of care fnclude, but are not
limited to: case manzgement (both medical and social ser-
vices): basic support services (services that can be used as
auxiliary” services while a person lives in his or her own
home); and housing and residential care (where housing and/

or health care services are available to varying degrees).
(See the chart on pages 18-13 for 2 detziled listing of the
current status of each of these services in the Seattle area. )

1. Case Managemeni

Two types of case management sysiems are needed: medical
case management 2nd social services case management.



Caregivers and patient advocates report that PHAs and
D-ARCs often enter the social and medical service de-
livery system in crisis. PWAs may show up in hospital
emergency rooms without identified treatment and care
plans and hospital social workers have few choices when
making discharge arrangements. These and other problems
could be effectively addressed through medical and secial
services case management systems.

a.

In a medical case management svstem, medical services |
are cocrdinated to provide consistent care by one
physician or a small team of providers. The case
manager would coordinate in-patient and out-patient
medical services and provide 24-hour medical service
availability to the patient. This approach would

be in contrast to a medical approach used in several
area hospitals where care is primarily delivered

by housestaff in training and where the patient has
no constant medical provider whom s/he can come to
know and trust. In San Francisco, care is oroganized
so that most PWAs have a primary provider. This model
not only provides potential cost savings, but the
community believes it to be more humane. For ter-
minally i1l patients, continuity of care by one phy- °
sician or a small team of providers is especially
crucial. '

At present, a disproportionate number of PHAs and
D-ARCs are being cared for by a small percentage of
the County's medical community; approximately 13
doctors have treated most of the cases of AIDS and
D-ARC. Many doctors may not want to care for AIDS
patients due to their fears about AIDS, the fears of
their other patients, 2nd the difficulty of treating
uncompensated care cases (cases where neither insurance
nor Medicaid covers the full expense).

Nationally, the care of PWAs and D-ARCs has also
fallen on a disproportionately small number of hos-
pitals, particularly on public hospitals. There is
evidence that this same pattern is occurring in
Seattle. While it may be appropriate to have a few
hospitals which specialize in AIDS, the result is a
disproportionate financial drain on these hospitals
due to the high level of uncompensated care in AIDS
related cases.

In 2 social services case manaoement sysiem, the case
manager coordinates all non-medical services such as
housing, meal delivery, aid in obtaining financial
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assistance, counseling, etc. This type of case manage= :
ment system includes comprehensive client assessment,
service plan development, and follow-up, desianed to
achieve the maximum level of health and independence

for the client. The cdse manager maintains contact

with the client to enable prompt response to changes

in his or her condition. ;

social services case management would be designed.to
resolye the following kinds of problems that have been
reported in Seattle: (1) fragmentation of services i
and programs, (2) service gaps, {3) duplication of
services, [4) programs working at cross puUrposes,

(5) lack of comprehensivenass in service arrangement
and delivery and (6) inability of the system to deal
with the special needs of PHAs and D-ARCs, particularly
the rapid and dramatie changes in health experienced
by.these clients. (ase management resolves these
difficulties by helping PWAs and D-ARCs pbtain needed
services throughout the course of their disease.

2. Support Services

In addition to medical and social seryice case manage-
ment, certain support services need to be provided as
elements of a continuum of care:

.. Information and Referral provides comprehensive infor-
—ation anc reterral services and short-term assistance
yia telephone to members or groups at high risk for
AIDS, PHAs and those with AIDS replated conditions,
health and human service professionals, and the general
public. Functions include information-giving, service
referral, client advocacy, and screening to determing
whether the caller should be referred for case manage- °

i ment. ;

b. Chore Services provides household tasks such as shopping,

: Taundry, clieaning, and personal care including cooking,
bathing, and dressing in 2 participant's home. " Chore
seryices can be provided by 2 contracted community
agency, an individual, or a contracted volunteer
organization. Home delivered meals are not provided
to people under 65 years of 2ge through existing pro-
grams. PWAs and D-ARCs need to have home cooked meals
made available through chore service programs, through
dropping the age limitation of other programs (¥eals
on Wheels), or through sdditional funding of community
volunteer organizations who are attempting to provide
meals (Chicken Soup Brigade). -



Counseling Services are essential to assisting those

who are aftiected by AIDS. The following populations
each nead special services:

{1} PHAs and D-ARCs

2) Families, friends of PWAs or D-ARCs

3) Substance abuse counseling for PWAS and D-ARCs

4) At-risk populations

5) Hospice out-patient counseling

(6) Bereavement counseling for families, lovers

(7) Care givers counseling for those who provide
seryices

COPES (Community Option Program Entry System) provides

8N array or services under & Hedicaid waiver to
persons who would otherwise be eligible for care in
2n intermediate care facility or skilled nursing
facility. The program involves a complex application
process which makes it unuseful for people who are
seriously i11 and dying unless they have an advocate
working through the process on their behalf. The
funding for the COPES program itself is unstable.

COPES Hospital Alternative Projects (COHAPS - Private
Duty Nursing) provides intensive home care services

in the recipient’'s home to those individuals who re-
main hospitalized because no traditional leng-term
care setting (ICF or SNF) can be located to meet thair
special needs. This program is also difficult to

- apply for, making it ineffective in dealing with

people who are seriously ill and drying from AIDS.

The Hospice Concept employs an interdisciplinary
team approach of skilled nursing care under the direc-
tion of an autonomous hospice administration. This

~care i5 sometimes provided in a facility 24 hours a

day, seven days a week. When used as a support service,
the care is provided in the patient's home or on an
out-patient basis and emphasizes counseling related

to death and dying.

Housino and Residential Care

When a person is teo 111 to remain in his or her own home,
another range of seryices is needed, providing housing
and medical care in a special setting.

2.

Interim Housing and Permanent Housing = Housing for
PWAs needing emergency shelter can now be obtaiped
through the Seattle Housing Authority.
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Low cost, permanent housing for displaced PWAs and D=
ARCs has been made avajlable by the Seattle Housing
Authority, which has approximately 20 units being used
by PWAs at prasent. X

Adult Family Homes (AFH) - Adult family homes are’
private residences boarding up o four adults in a
family-1ike environment with personal and social care
and supervision if pecessary. 1f operated by 2

1icensed nurse (RN or LPN}, it may offer health-
related services. garriers for entry are far lass for
thic housing option than for others, including con-
gregate care facilities. AFH clients may receive hands-
on help with activities of daily living and health=
related services under COPES.

One problem with this type of facility is that if a
client is gone from the home 2 weeks (for hospitali-
-ation), DSHS withholds funds from the facility, forcing
the facility to open its bed io Someone ejse.

Another major barrier to the development of these
facilities is provider burnout. The emotional needs
of PWAs or D-ARCs are acute and intense. These needs .
place a high degree of pressure on the care provider.

There are no licensed Adult Family Homes designed for
PWAs and D-ARCs in the gpattle area at this time.

Boarding lome/Congregate Care Facilities (CCF) - Boarding
homes/congregate care facl TTies are licensed facilities
(four beds or more) providing room and board. Legally
they cannot provide nursing care, but can be a site for
chort term nursing caré from outside. These sites

_are appropriate for those who don't need access 10

constant medical attention but who need meal prepara-
+ion and other assistance. :

Congregate care facilities are licensed boarding homes
which hold contracts with DSHS to provide room, board,
necessary 24 hour supervision, agcistance with daily
1iving skills and medications, and some other social
seryices (includes- "regular CCFs," CCF/Mental Health,
CCF/Alcohol and Substance pbuse, and Group Homes {DDD).

CCF elients may receive hands-on help with activities of

daily 1iving and nealth-related services under COPES
if they are qualified.

14



Lona Term Care Facility - Intermediate care and skilled -
nursing facilities ordinarily provide rcom, board,

nursing services, 24 hour supervision/help with personal
care, and other cocial-rehabilitation services in a
residential facility. They provide a stable living
environment, with built-in care which provides a more home-
1ike and far less expensive alternative to long-term,
unnecessary hospital care.

"Intermediate care” includes some nursing services in -
addition to personal care for patients with stable
physiological and psychological functioning who 2lso
need ongoing individually planned programs under daily
RN supervision. .

ngkilled nursing care” includes round-the-clock nursing

- cervices in addition to personal care for patients needing

frequent or continuous obcervation and intervention.

However, according to social workers neither inter-
mediate care nor skilled nursing facilities will accept
people with AIDS or D-ARC in the State of Weshington.
These programs are primerily geared for the elderly,
not for people in the prime of 1ife suffering from 2
terminal illness. People with AIDS and D-ARC require’
special services not provided by nursing homes. In
addition, othar residential ctaff may have unwarranted
fears about ALDS.

Regardless of the reasons, no nursing home care is
ayailable to peopie with AIDS or D-ARC. Therefore, 2
significant gap in the continuum of care exists between
acute care in hospitals and semi-independent living.

The average cost of care per day in a hospita] setting

jc 5830 (not including physician fees). HNursing home
care ranges in cost from 335 - $300) per day; hospice
care facilities average 3120 per day.

Conservatively, each day that a patient spends in one

of these alternative settings rather than remaining in

a hospital represenis 2 savings of approximately 5400
per day per patient. 1f Sap Francisco's success caf be
matched in Seattie, this sayings would represent aApproxi=
mately $9,500 per patient. :



In addition, an intermediate or skilled nursing
facility can provide greater flexibility and choice
to the patients. They are not forced to go to an
acute care facility and are able to live in a more
home-1ike atmosphere with necessary services availa-
ble when needed. A long term care facility that
would combine congregate care (room and board) with.
intermediate care, skilled nursing care, and hospice
care available as needed (CCF, ICF, SNF and Hospice)
would be a critical addition to the service siystem
in Seattle. This hybrid facility would be designed
to meet the particular needs of PHAs and D-ARCs.
DSHS, the major public provider of funds for care,
would be billed various rates depending on what
services the patient used on a day-to-day basis or
on a capitated basis. People with financial resources
would be able to pay for their own service.

This long term care facility could be based on 2

model of a retirement home which provides apartment
1iving with meals (if desired) and an attached nursing
care facility which provides health care services as
needed. ({The Hearthstone Retirement Home at Greenlake
is one example of this type of Tacility.)

In & long term care facility, the following services
could be provided:

v temporary housing for people being released from
an acute care facility who are not yet set up or
ready formore independent 1iving;

e long-term housing for those:who are no lcnger able

tp 1ive more independently (pecple who are feeling
well would be able to use the facility for room
and board until other services were needed. They
would be charged day-by-day on the basis of
services used);

¢ psychological support for dealing with the trauma
of diagnosis, the progression of the disease,.
and death;

e medical and nursing services available on a 24-hour,
seyen-day a week basis (LPN on duty at all times,
RN staffing, nursing administration on call at
all times);

(] phgsinianfpatient direct services;



provision for care by an interdisciplinary team
(physician, RN, SW, ete. )

provide a clearinghouse for cormunity-based
volunteer support services. Perhaps provide space
for these organizations in the facility and use
volunteers as an integral part of the care team;

supportive hygiene care (assisting the patient
in hygienic care as needed);

physical therapy (exercise, movement);
nutritional care (special diets as needed);
chemotherapy;

Tegal assistance (wills, 1iving wills, power of
attorney, etc.);

recreation;
education;

hospice seryices.
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111  RECOMMENDATIONS OF THE TASK FORCE

After fnvestigating the housing and health care needs facing PHAs
and D-ARCs, the Task Force makes the following recommendations to
the Mayor: . :

1"

In 1ight of the pre-eminence of the health issues invalved

in the AIDS crisis, the Task Force recommends that the Hayor
appoint Dr. Bud Hicola, Director of the seattle-King County -
pepartment of Public Health, to take the lead in seeing that
the following recommendations are meti.

In recognition of the importance of support from members of
the high risk community 1in implementing these recommendations
and the role of the Office for Women's Rights in advocating
for this community, the Task Froce recommends that the Hayor
designate Linde Taylor, Director of the Office for Homen's
Rights, to assist Dr. Hicola in implementing these recommenda=
tions.

The Task Force recommends that the Mayor's designees continue
+o work in close collaboration with community based organiza-.
tions which already have a close, realistic knowledge of the.
specific service needs of people with AI1DS and D-AKC. The

. Task Force suggests that the Health Department's existing

adyisory comnittee be broadened in its membership to include
ceryice providers and used to provide guidance in the
jmplementation of these recommendations.

The Task Force believes that any and all services developed
in the Seattle-King County area to meet the needs of PHAs
and D-ARCs should adhere carefully to the following guidelines:

e HMatch the level of care with the level of need.

e Maximize the quality of life for the patient.

» - Contain Costs. = :

The Task Force recommends tha Heyor's designees attempt

tp secure a policy decision <rom DSHS and other providers

+o deliver services to people with D-ARC as well as to people
with AIDS on an equitable basis depending on.the severity of
their illness.

To provide the most cost effective and humane treatment
possible, the Task Force recommends that the Mayor's designees
work actively to develop 2 £u11 continuum of care for PWAS
and D-ARCs. The priority services that stil] need to be

_ developed are:
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A.

B.

Case Management

1. Medical Case Management: The Mzyor's designees
<hould advocate for the development and maintenance
of a medical case management system providing
continuity of care through one physician or a2 small
team of providers. This approach has proven to be
the most cost effective, efficient and humane in

coordinating the treatment of PWAs and D-ARCs in other
cities. ! i =

5 Speial Service Case Management: The Mayor's designees
. Thould work to oot DSAS to contract with a community
based service provider to provide social seryice casn
managers in 1986, This is an urcent and immediate
need. Each case manager should have 2 maximum case-
Toad of 25, due to the extraordinary demands placed
on thase workers in dealing with this particular disease.

This concept could take the form of a demonstration
project in order to shod the cost sayings and im-
proved service delivery derived from case management.
The social service case managers should repori after
<ix months to the Director of DSHS, recommending ;
any changes needed in administrative codes and proce-
dures to improve services to PHAs and D-ARCs.

Lona Term Care Facility

The Mayor's designees should work to davelop a2 Long Term
Care Facility where a range of housing and residential

care needs of PHAS and D-ARCs could bea met in one building.
This program would Till several critical gaps in the
continuum of care and provide alternatives to unnecessarily
Jong and expensive hospital stays, saving thousands ef
dollars per patient and providing & more humane living

. enyironment. (This program could be funded through a .

joint effort of DSHS and Tocal hospitals. The initial
funds for the building of this facility could potentially
come from a bond from the Washington Health Care
Facility Athority.)

The range of services would be designed to meet the spe-
cific needs of PHWAs and D-ARCs, whose medical condition
can vary tremendously from day to day. The facility
would be a combination of the following:

« Congregate Care Facility (CCF) - room and board
for those who are able to live semi-independently.
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[ Intermed{atECErEFaciTity (ICF) - 24 hour skiiled
nursing care for those who need more than ICF but
do not require hospitalization.

s Hospice Lare - in-patient counseling and medical
accistance in dealing with the dying process {with
an emphasis on personal attention and pain relief,
rather than on treatment or a "cure” ).

Each of the above cervices, and others, would be provided
on an "as needed” basis. Billing would be based on the
cervices used each day by the individual patient or on &
capitated system. The facility would ba available 1o
private pay patients as well as those needing public
support. ;

s While the building of the Long Term Care Facility
is in progress, the Task Force recommends that DSHS
he asked to license an unused wing or wings of 2
1ocal hospital for temporary use 25 a npursing care
facility. This would provide a service that is
urgently needed now, use space that is already

_ayailable, and «+311 contain costs below the
ctandard hospital fees.

e Since PHAs and D-ARCS need skilled nursing care .
immediately, SKCDPH <hould strongly adyocate for the
acceptance of PHAS and D-ARCs in existing nursing
homes where patients can receive 24-hour health care.

This program should remain an option even after
+he long term care facility is established to
maintain patients’ freedom to choose their care.

Interim and permanent Housing

The Mayor 2nd SKCDPH should continue to work with the
geattle Housing puthority, the Horthwest AIDS Foundation
and DSHS to ensure that adequate interim and permenent

- 1ow income housing {5 provided to people with AIDS and

D-ARL.

pdditional adult family homes, conoregate care facilities
{room and board), and additicnal independent 1iving
facilities will be needed 2s the number of cases of AIDS
continues to rise. These programs should be designed

to make maximum use of "support ceryices” Tisted on pages
12-13. i



7.

0. Support Services (services that enhance the patient's
ability to stay in his or her own home)

While many support services have already been developed,
there are several key services that sti11 need to be esta-
blished or strengthened. The Mayor's designees should
work to develop the following services as 2 high priority:

s Home delivered or home cooked meals available on
a daily basis. (Meals cn Wheels serves only people
over 65 years of age and the Chicken Soup Brigade
is not funded for providing a comprehensive meal
program. ) .

e Counseling - Bereavement counseling fér people who
have lost loved ones and caregiver counseling to
prevent burnout.

e Funding to volunteer agencies to provide staff coor-
dination. At this time, several organizations are
overburdened by having no paid staff to assist with
volunteer coordination.

e Increased availability of home care nursing.

The Task Force commends +he SKCDPH and the Northwest AIDS
Eoundation and others involved in education efforts aimed at
preventing the spread of A1DS for their excellent efforts

to date and recommends that.the Mayor's designees work to
zecure funds to continue %o develop these programs.

The Task Force recognizes that the service nezds of people
with AIDS and AIDS related conditions Will

continue to evolve and that ongoing study and assessment must
continue. The Task Force recormends further study in the
following areas:

e Tracking system and economic analysis - The purpose
of the Task Force was not to dn a detailed economic
analysis, nor is such &n analysis feasible given the
lack of an adequate tracking system based on case
management. Therefore, the Task Force recomnends that
nsHS develop a tracking system for Services used,
costs incurred, sources of funding for services, eit.,
for use in future planning.

e The Task Force recommends +he SKCDPH assess the nead
for in-patient substance sbuse treatment for people
with AIDS and D-ARC. These pecple may not have
access to existing drug and alcohol treatment pro-
grams and will need special treatment services.
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Case Studies

Patient numbar one i5 a 35 year old male with AIDS related encephalo-

pathy and dementia. Neuro-psychological testing showed memory and

problem solving deficits and the need for assistance with normal
living skills. This patient was found sleeping on a downtown
<idewalk, unable to even take advantage of mission services. He
\iac admitted to an area hospital. Upon discharge he was placed
into Seattle Housing Authority emergency housing for AIDS patients ’
and referrals were made for chore ceryices, visiting nurse services
and to community volunteers. A referral was made to the jail diver-
sion program when patient was incarcerated for the third time for
shoplifting small amounts of food when he was hungry. This com-
bination of services was not sufficient to guarantes two meals

a day, adequate supervision of unsafe smoking behaviors or needed
help with daily living tasks. He was re-admitted to a hospital
jsolation room on October 7th and a COPES referral was made. When
no 24 hour attendant could be found to move in with the patient, a
nursing home referral was made. The patient was rated by DSHS

for placement in an intermediate/skilled nursing facility. HNo

such facility could be found that would accept this AIDS patient.
The patient does not require the acuie care services of a hospital,

‘yet remains hospitalized in the absence of other options. At an

average dajly cost to Medicaid of $360 per day (not including
physicians' fees) this patient's bill is noW more than $25,000
for the first 70 days he has been hospitalized.

Patient number two is a 33-year-old male first admitted to the
hospita) in october With a new diagnosis of AIDS but with 2 three=
month history of increased confusion, forgetfulness and impaired
mental functioning. His father is +erminally 111 and being cared
for by his mother in another state. His only sibling lives with

- his family in a small house in rural King County and is unable to

house or care for this patient. Upon his ralease from the hospital,
the patient moved in with an acquainiance in a one-bedroom apartment

. and Teceived volunteer support for up-to 40 hours a week while the

friend was at work. This patient is experiencing increasing weakness
and incontinence with episodes of Talling, depression and inappro-
priate behavior. The acquaintance is no longer able to provide the
leve]l of care and supervision required by this patient, even with
the help of volunteers. This patient will soon be hospitalized
indefinitely for lack of viable home care pptions.
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Patient number ihree was first diagnosed with AL

in Oecember 0F 1984. Subsequent psychometric testing indicated

a progressive Azheimer's-1ike dementia, depression and inability

to complete simple daily 1iving tasks. This patient's family

lives in rural King County, and with the assistance of visiting nurse
caryices was able to keep their son at home until Dctober 25, 1985. At
that time this patient was almost totally bedbound with episodes

of incontinence. His mother, herself in poor health, was no longer
sble to care for her son inthe family home. - At the time of his hospital
admission he had no acute care needs and could have been placed 1in

3 nursing homa tacility if such a facility willing to accept A DS
patients could have been found. 1his patient has now been.in

TermTina) ttage having spent the last two montns of his life in a
hospital.

Patient number four is a 35-year-old male with AIDS currently living

With his elderly grandparents outside of King County. His mother,

who lives in Seattle, began contacting AIDS support services in

June desperate for a place to take her son where she

could 1ive with him until he died. He was nb longer able to walk

or care for himself . Her family refused to allow him in their

homes or to help her financially in her attempt to secure an apart-
ment or attendants. She was finally forced to choose between son and
her husband and left her husband to be with her son during the last
few months of his life.
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