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Objective: To determine in  a cohor t  o f  hospi ta l i zed  per-  
sons  with AIDS: 1)  their  pre ferences  f o r  var ious  pos td i s .  
charge long-term care  settings, 2)  the pos td i scharge  set- 
t ings recommended  by p r i m a r y  care  p r o v i d e r s  (doctors,  
nurses, a n d  social  workers) ,  and  3 )  the impact  o f  these 
views on  the resul t ing discharge disposi t ions.  
Design: Prospect/re cohort study. 
Setting: Medical  wards  o f  f i ve  Seattle ter t iary  care  
hospitals. 
Part icipants:  120 consecut ive  hospi ta l i zed  p e r s o n s  wi th  
AIDS a n d  the ir  p r i m a r y  care  providers .  
Measurements  and  main  results: Although 70 (58%) o f  the 
pa t i en t s  f o u n d  care  in  an  AIDS long-term care  fac i l i t y  ac- 
ceptable, 87  (73%) p r e f e r r e d  home  care. Thirty-eight 
(32%) o f  the cohor t  were  appropr ia te  f o r  long-term care  
af ter  hospi tal izat ion,  accord ing  to p r i m a r y  care  p r o -  
triders. Eleven o f  the 38  pa t i en t s  deemed appropr ia te  f o r  
long-term care  were  d ischarged to long. term care  settings; 
among  these, three had  p r e f e r r e d  home  care. L ike l ihood o f  
d ischarge to long-term care  sett ings increased  i f  pa t i en t s  

f o u n d  i t  acceptable (OR = 7.1; 95% CI--- 3.2, 15.5), i f  they 
d id  n o t  p r e f e r  home  care  (OR = 7. ~ 95% CI = 4. 7, 13.5), 
a n d  i f  p rov ider s  Judged them to be appropr ia te  f o r  longo 
term care  (OR = 29; 95% CI = 13, 64). I n  uns t ruc tured  in- 
wrviews, availability o f  emotional and medical support 
and  p r i v a c y  emerged as  impor tan t  f a c t o r s  to p e r s o n s  wi th  
AIDS cons ider ing  long-term care. 
Conclusions:  Hospi ta l i zed  p e r s o n s  wi th  AIDS will ingly ex- 
p re s s  the ir  des ires  f o r  var ious  pos td i scbarge  care  settings. 
A major i ty  f i n d  long-term care in AIDS fac i l i t ies  accept- 
able, although they general ly  p r e f e r  home  care. Discharge 
d ispos i t ion  is associated with acceptability, preference,  
a n d  appropr ia teness  f o r  long-term care. 
Key words :  AIDS; acceptabil i ty o fhea l th  care; pa t i en tpre f -  
erences; long-term care; d ischarge p lann ing .  J GEN INIzKN 
MED 1991;6:524- 528. 

As THE TREATMENTS for the opportunis t ic  illnesses con- 
stituting AIDS improve and as clinical manifestations of  
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H[V  infection are forestalled with antiviral therapy, 
AIDS has come to represent  a chronic  illness similar to 
other  catastrophic illnesses, t,2 Treatments of  the 
chronic  complicat ions of  AIDS often do not  require  
hospitalization, particularly if diagnostic tests are not  
needed.  3 Rather, care in nonhospital  settings (home,  
nursing home, or hospice care) may be more desirable 
to some patients and their  health care providers and 
may reduce  the cost of  care. 1-7 

As part of  a prospect ive cohort  study of  hospital- 
ized, acutely ill persons with AIDS, 8, 9 we sought pa- 
t ient  preferences for various long-term care options in 
the event that chronic,  ongoing medical care would  be 
necessary after their  hospital stays. The opinions and 
preferences of  such individuals regarding their  own 
future care may differ from those previously described 
for patients in other  demographic  groups considering 
long-term care options (e.g., the elderly).  1°, i~ We hy- 
pothesized that the preferences of  these AIDS patients 
would  be reflected in their  eventual discharge disposi- 
tions. We describe here the dynamic be tween patient 
acceptance of  (and preferences for) long-term care set- 
tings, the judgments of  their  doctors, nurses, and social 
workers regarding the appropriate settings for post- 
hospital care, and actual eventual discharge disposi- 
tions in an American city with limited long-term care 
options for persons with AIDS. 

METHODS 

Settings 

We recrui ted subjects at five large hospitals in 
Seattle: a municipal  hospital caring primarily for indi- 
gent patients, two private hospitals, a Veterans Affairs 
(VA) hospital, and the hospital of  a large health mainte- 
nance organization. These five hospitals care for about  
80% of  persons with AIDS requiring hospitalization in 
the Seattle metropoli tan area, and about 60% of  those in 
the state of  Washington.12 

Subjects 

All study procedures  conformed to guidelines of  
human subject review committees  or institutional re- 
view boards of  participating institutions and compl ied  
with Washington State AIDS Omnibus Legislation. 9 
Study referrals were  elici ted from physicians, nurses, 
and social workers specialized in working with AIDS 
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patients at the participating institutions. Written con- 
sent was obtained from the patient  or patient advocate 
(first-degree relative, guardian, or person with durable 
power  of  attorney).  All patients who  met  Centers for 
Disease Control (CDC) diagnostic criteria for AIDS .3 
and who  gave informed consent  were  enrol led conse- 
cutively during the eighth-month study per iod in 
1 9 8 8 -  1989. Of all the AIDS patients hospitalized on 
wards where  the study was under  way, 70% enrolled.  
No significant difference existed be tween nonenrol-  
lees and subjects in age, diagnosis, or disposition. 9 

Procedures 

Once consent  was obtained, we examined the 
medical  records of and interviewed study subjects. In 
the case of  incompetent  subjects, proxy information 
was obtained from the person giving informed consent  
for the subject (17% of the cohort) .  Near the t ime of  
enrollment,  persons with AIDS were  asked, " I f  it were  
necessary, would  a stay in a long-term care AIDS facility 
be acceptable to you after your  stay in the hospital, 
relative to a longer stay in the hospital?" and "Would  
you prefer  home care to ongoing care in a long-term 
care AIDS facility or hospital, if  it could  be arranged?" 
Patients were  also asked to comment  on general aspects 
of  long-term care that would  be important  to them in 
the event  that they required  long-term care. 

We obtained the judgments of primary care pro- 
viders (physicians, nurses, and social workers)  regard- 
ing the appropriateness of  long-term care for each sub- 
ject, after supplying a clear general descript ion to al low 
for uniformity of  concept  among respondents  (an exist- 
ing six-bed special AIDS long-term care facility was 
used as an example in all questions).s  Providers were  
told that, in general, " long-term care"  inc luded any 
facility that had skilled nursing and that accepted per- 
sons with AIDS, and that long-term care was for patients 
who: 1) no longer required the level of  care available in 
an acute care setting, 2) could  be cared for wi thout  risk 
in a less supervised setting with a lower caregiver-to- 
patient ratio, and 3) were  not  well  enough to be dis- 
charged to their  home. Caregivers then responded to 
the following question: " I f  a long-term care bed were  
available, could  (name of person with AIDS) be trans- 
ferred there as a substitute for further  hospitalization, is 
further  hospitalization necessary, or could  care be ac- 
complished at home?"  Responses were  solicited 
weekly whi le  the subjects were  hospitalized. 

All judgments were  made independently,  that is, 
wi thout  the overt knowledge of the opinions of other  
caregivers. The a priori  definition o f "app rop r i a t e "  was 
met if the physician and at least one other  caregiver 
(nurse and /or  social worker)  independent ly  stated at 
least two weeks in a row that the pat ient  was appropri-  
ate for long-term care. 8 We fol lowed all patients from 
enrol lment  until  hospital discharge. 

TABLE 1 
General Characteristics of the Cohort (n = 120) 

Age--mean __ SD (range) 

Race 
White 
Black 
Asian 
Hispanic 
Native American 

35 + 7 years (22-53 years) 

104 (87%) 
8 ( 7 % )  
2 ( 2 % )  
4 ( 3 % )  
2 ( 2 % )  

Risk behavior 
Homosexual 
Intravenous drug use 
Both of the above 
Transfusions 
Unknown 

94 
4 

18 
1 
3 

(78%) 
( 3 % )  
(15%) 
( I % )  
( 2 % )  

Diagnosis (admitting) 
Pneumocystis pneumonia 
Kaposrs sarcoma 
Toxoplasmosis 
Cytomegaloviral infection 
Candidal infection 
Mycobacterial infection 
Cryptococcosis 
Herpes infection 
Wasting syndrome 
Lymphoma (central nervous system) 
HIV dementia 

Length of illness (since AIDS diagnosis)- 
mean + SD (range) 

Length of hospital stay--mean + SD (range) 

59 (49%) 
7 ( 6 % )  
4 ( 3 % )  
9 ( 8 % )  
4 ( 3 0 )  
7 ( 6 % )  
5 (40/0) 
3 ( 2 % )  
8 (7%) 
3 (20/0) 

11 (1o%) 

7 --+ 9 months 
(0-48 months) 

15 + 13 days 
(2-  82 days) 

Living situation 
Alone 
With others 

45 (38%) 
75 (620/0) 

Insurance 
Medicaid or none 
Private insurer 

Impaired in ADLs*t 

Weight losst* 

Mini-Mental State Score < 24t§ 

60 (50%) 
60 (5O%) 

42 (35%) 

51 (42%) 

21 (18%) 

*ADLs = activities of daily living: bathing, eating, dressing, trans- 
ferring, going to the toilet, and continence. 

tFor a detailed discussion of these measures, see: McCormick WC, 
lnui TS, Deyo RA, Wood, RW. Long-term care needs of hospitalized per- 
sons with AIDS: a prospective cohort study. J Gen Intern Med. 
1991 ;6:27-34. 

* 10% or more of their usual or normal weight in the past month. 
§A score of 30 is normal cognition, and < 24 signifies dementia. 

Analysis 

Data were  analyzed with the SPSS/PC+ statistical 
program (SPSS, Inc., Chicago, IL, 1990) .  Analyses in- 
c luded descriptive statistics, bivariate comparisons 
(chi-square test with Yates' correct ions) ,  and logistic 
regression. The Ethnograph © compute r  program 
(Quails Research Associates, Littleton, CO, 1988)  was 
used to code,  tabulate, and count  f requencies  of  com- 
ments obtained during unstructured interviews. 
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T A B L E  ~- 

Actual Discharge Dispositions of the Study Subjects (n = 120) 

Home 86 (72%) 
Home with home care 16 (13%) 
Adult family home* 5 ( 4 % )  
Nursing home* 4 ( 3 % )  
Hospice* 2 ( 2 % )  
Died in hospital 7 ( 6 % )  

*Long-term care settings, total = 11 (9%). 

T A B L E  3 

Discharge Disposition According to Appropriateness* for Long-term Care 

Appropriate Not Appropriate 
Disposition at Discharge n = 38  n = 82  

Home 14 (37%) 72 (88%) 
Home with home care 8 (21%) 8 (10%) 
Adult family homer 5 (13%) 0 ( 0 % )  
Nursing hornet 4 (11%) 0 ( 0 % )  
Hospicet 2 ( 5 % )  0 ( 0 % )  
Died in hospital 5 (13%) 2 ( 2 % )  

* Based on caregiverjudgments. 
tLong-term care facilities with skilled nursing accepting persons 

with AIDS. 
Chi-square = 44. p < 0.0001. 

In the patient interviews, comments  were  el ici ted 
from the subjects by two interviewers. Frequencies of  
the coded comments  be tween these interviewers were  
similar (identical top five codes).  Two physician eth- 
nographers independent ly  assigned codes to the com- 
ments. Agreement (same code or similar codes)  be- 
tween the physician ethnographers was 76%. 

RESULTS 

Descriptive characteristics of  the study subjects 
(all males) can be found in Table 1. Seventy (58%) 
found long-term care acceptable as a possible discharge 
disposition or a substitute for hospital care. A larger 
propor t ion (87 patients, or 73%) stated they generally 
preferred home care to long-term care or hospital care, 
if it could  be arranged. Using the definition of  appropri- 
ateness previously described, 8 38 of  the 120 subjects 
(32%) were considered appropriate for long-term care 
by their  providers. Discharge disposition for the entire 
cohor t  is out l ined in Table 2 and stratified by appropri- 
ateness in Table 3. 

The branching-tree diagram in Figure 1 further  il- 
lustrates the relationship among patient acceptabil i ty 
of  and preferences for long-term care settings, the judg- 
ments of primary care providers regarding appropriate- 
ness for long-term care, and the resulting eventual dis- 
charge disposition. Discharge disposition was highly 
correlated with acceptabil i ty of, preferences for, and 
appropriateness for long-term care using chi-square 
analysis (Table 4).  

Odds ratios obtained using logistic regression are 
also found in Table 4. These ratios reflect the fact that if 
patients found long-term care acceptable,  the odds of  
long-term care as an eventual discharge disposition 
were  significantly increased ( they were  seven times 
more likely to be discharged to a long-term care facility 
than were  patients who  found long-term care unaccep- 
table).  This was also the case if they did not prefer  home 
care (seven to eight times more likely) or were  judged 
appropriate for long-term care by their  providers (29  
times more likely). These relationships were  main- 
rained whether  or not  the subjects who  died in the 
hospital were included in the analysis. Multivariate lo- 
gistic regression could  not be performed due to multi- 
coll inearity and the small number  of  subjects in se- 
lected strata. However,  it can be seen in Figure 1 that if 
subjects found long-term care acceptable and did not  
prefer  home care and if providers felt  long-term care 
was appropriate,  such subjects in this cohor t  ei ther  
were  discharged to long-term care settings or died in 
the hospital prior  to discharge. Only patients judged 
appropriate for long-term care were  discharged to 
long-term care settings, al though several appropriate  
patients also went  home with or wi thout  home care. On 
the other  hand, two patients who found long-term care 
acceptable but  preferred home care were  also dis- 
charged to long-term care settings, as was a patient who  
found long-term care unacceptable  and preferred home 
care. 

Content  analysis of interview comments  revealed 
that availability of  support  from loved ones and medical  
professionals, privacy, a home-like environment,  cama- 
raderie, independence,  and access to medical  care (in 
descending order  of  f requency)  were  among the factors 
important  to the patients when  considering long-term 
care settings. A frequent  comment  among patients was 
that while  care in the AIDS long-term care facility was 
acceptable,  they themselves did not current ly  need it 
(fifth most common code) .  The results of  f requency  
analysis of  coded comments  can be found in Table 5. 

DISCUSSION 

Long-term care of  persons with AIDS in nonhospi- 
tal settings (skilled nursing facilities and home care) 
has assumed increasing importance for several reasons: 
limitations in hospital capacity, 6, 7 the high cost of  hos- 
pitalization, t,2 the increasingly chronic  nature of 
AIDS, ~4 and patient and provider  preferences for care 
outside hospitals. 4,5 If long-term care options are 
scarce, discharge from the hospital may be delayed; 
social circumstances (such as homelessness) may be as 
important  as medical  condit ions in causing prolonged 
hospitalization.iS. ~6 Consequently,  care in long-term 
care settings may be necessary or desirable for many 
hospitalized persons with AIDS. 
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EVENTUAL 
Is Would you Is This Patient 

Long Term Care PREFER APPROPRIATE DISCHARGE 
ACCEPTABLE? Home Care? For Long Term Care? DISPOSITION 

I 
I .o. ,. I 

(cW. a, f i,o.,, I 

. < 1 - Home 

FIGURE I. terrelationships: pa [ 
acceptability of tong-term care, patients' prefer- 
ences for long-term care settings,judgments of 
primary providers regarding patients' appropri- 
ateness for long-term care, and the resulting 
eventual discharge dispositions. 

However ,  nursing home  p lacement  of  persons 
wi th  AIDS has been  difficult due to heavy care needs (as 
wel l  as differences in age and cul ture)  compared  wi th  
o ther  nursing home  patients,  and due to the fact that the 
demand  for nursing home  beds  often exceeds  the sup- 
p ly  (this was true even before  the AIDS ep idemic) .  14, 17 
Rango et al. ~a have est imated that nursing home  care 
wou ld  be appropr ia te  for a sixth to a third of  all hospi- 
talized persons wi th  AIDS in New York City hospitals, 
and similar estimates have been  made in San Fran- 
cisco. 19 While these studies emphas ize  the need  to in- 
crease the availabili ty of  long-term care facilities for  
persons wi th  AIDS, the opinions  of  these patients  re- 
garding their  care settings have remained  obscure.  If  
AIDS long-term care settings were  preferred to ongoing 

hospitalization, pat ient  satisfaction wi th  care might  be  
improved,  and costs of  care reduced,  by  expanding 
these facilities, especial ly  if it were  appropr ia te  in the 
v iew of their  physicians,  nurses, and social workers.  4, 14 

Several investigators have studied long-term care 
acceptabi l i ty  in other  popula t ions  of  persons  for w h o m  
the need  may be  imminent ,  that is, in the elderly. 1o, 11 In 
a 1984 survey by  the American Association of  Retired 
Persons, 1° 80% of  member s  preferred home  care to 
nursing home  care. Similarly, a large p ropor t ion  of  sub- 
jects in this cohort  of  AIDS patients  preferred home  care 
to long- term care or ongoing care in the hospital,  if it 
could  be  arranged. Kulys 11 found that e lder ly  persons 
in the Chicago area did not find nursing home  care to be  
an acceptable  option,  a l though most  expec ted  to enter  

TABLE 4 
Discharge Disposition of the Study Subjects in Relation to Acceptability of, Preferences for, and Appropriateness for Long-term Care Settings 

Discharge Disposition* 
Home Long-term Care X z p Odds Ratio 95% CI 

Acceptability 
Acceptable 54 16 
Not acceptable 48 2 

Preference 
Do not prefer home care 21 12 
Prefer home care 81 6 

Appropriateness 
Appropriate 22 16 
Not appropriate 80 2 

6.7 0.0095 7.1 3.2, 15.5 

14.1 0.0002 7.7 4.7.13.5 

29.0 0.0001 29 13,64 

*Home (with or without home care) versus long-term care (any long-term care facility) or death. 
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TABLE 5 

Areas of Concern to Hospitalized Persons with AIDS When Considering 
Long-term Care Settings* 

Availability of support (from loved ones and medical professionals) 
Privacy 
Home-like environment 
Atmosphere of camaraderie and community 
"Acceptable, but I don't need i t"  
Maintenance of independence 
Access to medical care 
Access to recreational outlets 
Nutritional support 
Atmosphere of compassion 
Ability to have guests/visitors 
Maintenance of a sense of order through "rules of the house'" 
Ability to go outdoors/gardening 

* In descending order of frequency. Responses were obtained in un- 
structured, open-ended interviews. 

one if they needed  care. A majority of  subjects in our  
cohort  found care in AIDS long-term care facilities ac- 
ceptable .  This d iscrepancy may reflect the differences 
in age and cul ture  be tween  the elderly and the majori ty 
of  persons wi th  AIDS (in our  popula t ion  sample,  pre- 
dominant ly  young homosexua l  men)  and differences in 
the contexts  and settings in which  quest ions were  
asked. Persons interviewed in these studies of  the el- 
derly were  familiar wi th  nursing homes  because of  con- 
tact wi th  friends or relatives w h o  had stayed in them.  
Similarly, many  of  the subjects in this s tudy k n e w  of  the 
AIDS long-term care facility in Seattle and had he lped  
care for friends who  had stayed there.  

The results of  this s tudy may not  be  direct ly appli-  
cable to other  urban areas. The demograph ic  character- 
istics, risk behavior  prevalences,  and disease courses of  
popula t ions  of  persons wi th  AIDS vary considerably 
across the country.  Different results might  have been  
obtained f rom ambula tory  persons  wi th  AIDS w h o  were  
feeling wel l  at the t ime of  the interview. We surveyed 
hospital ized persons  wi th  AIDS to enhance  the validity 
of  our  findings; we  bel ieve that more  valid commen t s  
can be  el ici ted f rom ill individuals actually facing these 
decisions. Our  conclusions  should be  general ized wi th  
caution and may be most  appl icable  to cities wi th  
demograph ic  characterist ics and risk behavior  preva- 
lences similar to those of  West Coast urban areas. 

CONCLUSION 

PersonswithAIDSwil l inglyexpress  their  desires for 
various posthospi tal  care settings. A majority feel that an 
AIDS long-term care facility is an acceptab le  care setting. 
Patients prefer  home  care, however ,  whe the r  they find 
long-term care acceptable  or unaccep tab le  and whe the r  
they are judged by their  providers  to be  appropr ia te  or  in - 
appropr ia te  for long-term care. Expansion of the avail- 
abili ty of  intensive home  care for persons wi th  AIDS may 
be  warranted in v iew of this. There  is a strong correlat ion 

be tween  appropr ia teness  for, p reference  for, and ac- 
ceptabi l i ty  of  long-term care and eventual  discharge dis- 
posit ion. Most of  the hospital ized persons wi th  AIDS in 
our  study had specific ideas about  what  aspects of  care 
they felt were  impor tant  w h e n  consider ing long-term 
care. Their  comment s  will  be  helpful  to planners  and ad- 
ministrators of  long-term care facilities wil l ing to care 
for persons wi th  AIDS. 
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