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Introduction

Why are peo ple put in nurs ing homes? Is the in crease of nurs ing
homes a bad thing? Can it go on? Who should care for the de mented?
How should long-term care be paid for? Many are puz zled by these
ques tions. 

State men tal hos pi tal pop u la tions have de creased; jail pop u la tions
have in creased; the numbers of home less are ris ing; new kinds of res -
i den tial in sti tu tions have de vel oped; Amer ica is ag ing. These interre-
lated is sues can not be sep arated from psy chiatry, al though they may
be long to pol icy and pol i tics rather than clin i cal psy chi a try.

This book, there fore, has a dou ble target. It is par ticularly aimed at
the prac tical needs of psy chiatrists who work in nurs ing homes but
raises ques tions that go beyond im mediate prac tical is sues. It is a
broad sur vey of the new asy lums, as well as a clinical hand book, and
is meant for all who work with the el derly and chron ically ill. A pre -
cise aim at a nar rowly targeted au dience would do an in justice to the
subject. Nursing home patients have mul tiple prob lems, and those
dealing with them come from many different back grounds.

One re sult of cast ing a wide net for readers is that I have in cluded
material of a ba sic na ture, meant to be useful for those who are ven -
turing out side their own fields. This ma terial in cludes simplified and
dogmatic explanations of psy chiatric is sues. I hope those who are ir -
ritated by this will bear with me in the be lief that the sin of too great a
simplification is less than that of too great an obscurity.

I have also tried to tread the narrow line be tween the un readable
an no tated bib li og ra phy and the un sup ported ex pres sion of per sonal
opinion. The factual in formation is, as far as pos sible, evidence-
based, but in many ar eas ob jective quan tified facts are lack ing so that
personal experience must be drawn upon. The experience is that of
many years as med ical di rector of a pro prietary nurs ing home in the
United States as well as purely psy chiatric prac tice and work in other
coun tries. 
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Case his tories have been cho sen to rep resent what is typ ical, rather
than what is classical. Where these take the form of re ports on my
own cases, enough is al tered to pro tect identities, but not enough to
pretend that I solved every prob lem pre sented to me. It is more in -
structive to leave such loose ends un tidily un tied than tidily tied.

Updating the original edi tion has been more rad ical than I thought
it would be. More changes have oc curred than merely the ad vent of
new psychotropic med i ca tions. Ge ri at ric psy chi a try has ma tured as a
specialty; awareness of de mentia as a psy chiatric ill ness has in -
creased; the tide of AIDS has crested in the United States and begun to
turn; new legislation has been en acted; assisted living and HMOs have
been in tro duced.

In the ear liest part of the book, I shall play the Ghost of Christmas
Past and sur vey the development of nurs ing homes and the events
lead ing to en act ment of the Om ni bus Rec on cil i a tion Act of 1987
(OBRA). Then I will explain legal and ad ministrative as pects, money
matters, and how to deal with the red tape and form filling that so of -
ten threaten to stran gle our efforts to help nurs ing home pa tients.

The next few chap ters are broadly con cerned with the peo ple of the 
nursing home: the pa tients, the staff, and the families. These are con-
sid ered in ways de rived from so ci ol ogy and an thro pol ogy.

Then co mes con sideration of the kinds of be havioral prob lems that
are es pecially common in nurs ing home pa tients. These prob lems are
categorized ac cording to symp toms rather than dis eases. This is not
meant to question the validity of DSM and ICD di agnoses but to im -
prove the prac tical use fulness of the ad vice given. The em phasis on
nonmedication ap proaches is jus tified by the abundance of drug in -
formation now available from so many other sources.

Later sec tions are con cerned with the med i cal/psy chi at ric in ter -
face so char acteristic of the nurs ing home. Finally, I al low my self a
wider per spective, and fore tell the Christ mases yet to come.

I shall use “he” when dis cussing con ditions such as al coholism and 
violence that are more common in males, and assume that the typ ical
elderly nurs ing home pa tient is fe male.
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PART I:
THE PLACES





Chapter 1

The History of Nursing Homes

Nursing homes in one guise or an other had been around for many
years be fore the 1960s.

Poorhouses, county homes, alms houses, and so forth have always
existed in Amer ica. There were small homes for the aged financed by
the res idents’ Social Security payments. There were privately run
nursing homes that took those who could pay for as long as they could 
pay. The state hos pitals con tained large num bers of the el derly, and in 
many states these in stitutions were will ing to ac cept all com ers, in-
cluding vic tims of purely physical chronic ill ness.

In one state hos pital in Con necticut where I worked, several of the
wards con tained long rows of closely spaced beds. The oc cupants of
these suffered from dis abling physical illnesses. The most un fortu-
nate, per haps, were those who were of per fectly sound mind apart
from the dis tress caused by their circumstances. They were put there
to stay un til they died.

The ad vent of large num bers of efficient, privately run, Medicaid-
funded nurs ing homes saved thou sands from such sit uations in the
government-run hos pitals. The 1950 amendments to the 1935 So cial
Security Act provided an in creased level of fund ing for Old Age As -
sistance. These amend ments in cluded fed eral matching funds for
medical ser vices in nurs ing homes, al though they excluded such
matching funds to state and county men tal hos pitals (Kid der, 1999).
The mod ern Amer ican nurs ing home re sulted from the Medicaid and
Medicare pro grams es tablished in 1965. The standards for the homes
were largely set by Medicare, al though it was Medicaid that be came
largely re sponsible for their fund ing and rapid expansion in the
1970s. In 1970, 10 per cent of the pop ulation was over sixty-five years 
old, and of these, 7 per cent lived in such in stitutions as nurs ing
homes, men tal hos pitals, and homes for the aged (Stotsky, 1972). By
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1997, 1.6 mil lion peo ple lived in the na tion’s 17,168 nurs ing homes
(Smith, 1998).

Medicaid was not in tended to re lieve states of the burden of car ing
for their men tally ill in the state hos pitals. The law (Medicaid Trans-
mit tal, 1977) said that if over half the pa tients in a home were men -
tally ill then it should be des ignated as an In stitution for Men tal
Dis ease (IMD). Guide lines were drawn up for the IMDs. Along with
these guidelines went the stipulation that IMDs could not be sup -
ported by Medicaid. Nat urally, no IMDs were set up (except for some 
in Cal i for nia).

The Com munity Men tal Health Act of 1963 gave money to the
states for psy chiatry, but only for pa tients who were not in state hos pi-
tals. The states were sup posed to go on pay ing for the state hos pital pa -
tients out of state money. (There is some Medicaid and Medicare
coverage in a state psy chiatric hospital, but this is very lim ited and re-
stricted.)

OMNIBUS RECONCILIATION ACT OF 1987

Hard-pressed though the state trea surers were, the feds remained
suspicious that states were us ing some of this nurs ing home money to
sub si dize their state men tal health sys tems. Ev i dence ac cu mu lated
that, in spite of where federal law said the men tally ill be longed, they
were put into nurs ing homes so that the money for their care would
come from Medicaid, not out of the state mental health funds. This
was one of the con siderations that led to the new provisions of
OBRA, the Om nibus Rec onciliation Act of 1987. (OBRA Acts are
passed frequently, but anyone who refers to “OBRA” in talking about 
nursing homes means the act of 1987.)

 These new provisions made a fur ther effort to keep the mentally ill
out of the nurs ing homes. Com pliance with OBRA oc cupied the at-
tention of those con cerned with nurs ing home care for several years
thereafter. Nursing homes were not pro hibited from taking psy chiatric
patients. It was merely man dated that the pa tient was to get ac tive
treat ment (the term “ac tive treat ment” for mental ill ness was later re -
placed by “spe cialized ser vices”) and that treat ment was not covered
by Medicaid. Thus, it was up to the nurs ing homes to en sure that they
did not get stuck with psy chiatric pa tients.
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The Fi nal Rule issued by the Health Care Fi nancing Ad ministra-
tion (HCFA) in Sep tember 1991,  made a distinction be tween “re ha-
bilitative ser vices” for men tal ill ness (which the nursing home is
supposed to be able to provide) and “spe cialized ser vices” (which are
“outside the scope of nurs ing facility men tal health ser vices.”) An ex-
ample of the for mer would be treatment for mild de pression. Making
fine Talmudic dis tinctions of this kind can be of prac tical im portance
in the nurs ing home business be cause of the need to com ply with such 
government regulations. The 1991 Fi nal Rule said, “We be lieve that
specialized ser vices can only be or dinarily de livered in the NF set ting
with difficulty be cause the overall level of services in NFs is not as in-
tense as needed to address these needs.” The Rule went on to say that
a state’s Preadmission Screening and An nual Res ident Review
(PASARR) pro gram (see Chap ter 2) could de termine that an in divid-
ual with mental ill ness or men tal re tardation “may enter or continue
to re side in the NF, even though he or she needs spe cialized ser vices”
but warned that “if the in dividual does so, then the State must provide
or ar range for the provision of ad ditional ser vices to raise the level of
intensity of ser vices to the level needed by the res ident” (Com ment
on §483.45(a)).

OBRA Exemptions

Several exemptions provided loop holes for ad mission of the men -
tally ill. For example, presence of a medical ill ness may get a men tally
ill pa tient into a nurs ing home. This “med ical override” can come into
effect if the patient is terminally ill or comatose, is convalescing from
a re cov er able con di tion fol low ing hos pi tal iza tion, or has se vere lung
or heart dis ease, or cer tain pro gres sive neu ro log i cal dis eases. An-
other exemption is for de mentia due to Alzheimer’s dis ease and re -
lated con ditions, but if the diagnosis of de mentia is made, it has to be
sub stan ti ated by in ves ti ga tions and con sul ta tions.

It is difficult to di agnose dementia in the men tally re tarded. For
this rea son Alz heimer’s dis ease is not given any spe cific men tion in
the sec tions on men tal re tar da tion (Fed eral Reg is ter, 1989). The pro -
hibition against ad mission to a nurs ing home pre sumably ap plies to
the men tally re tarded even if “de mentia” is also di agnosed. However,
the “ICF-MR” cat egory (see Chap ter 11) has been re tained so that
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Medicaid can fund care for the men tally re tarded in cer tain in stitu-
tions.

OBRA and Psychotropic Medication

OBRA took a definite stand against antipsychotic drugs and rec -
ommended that they should be used only to treat a spe cific con dition.
It rec ommended at tempts to re duce their use, such as trials of dose re -
duction and of stop ping the drugs (drug hol idays) and sub stitution of
be hav ioral pro gram ming.

The fed eral law ap parently stig matized the use of psychotropic
drugs as “chem ical re straint,” which aroused the in dignation of ar -
dent psychopharmacologists. The exact wording as pub lished in the
Fed eral Reg is ter, Vol 54, Feb ruary 2, 1989, was:

§ 483.13 Level A re quirement: Resident be havior and facility
prac tices.

(a) Level B re quirement: Re straints. The resident has the right
to be free from any phys ical re straint imposed or psy choactive
drug ad min is tered for pur poses of dis ci pline or con ve nience, and
not re quired to treat the resident’s med ical symptoms.

Some fur ther fed eral regulations are as follows:

Code of Fed eral Reg u la tions; 483.25(1)
(2) Antipsychotic drugs. Based on a comprehensive as sess-

ment of a resident, the fa cility must ensure that:
(i) Residents who have not used anti-psy chotic drugs are not

given these drugs un less antipsychotic drug ther apy is nec essary
to treat a spe cific con dition as di agnosed and doc umented in the
clin i cal re cord and

(ii) Res i dents who use antipsychotic drugs re ceive grad ual
dose re duc tions, and be hav ioral in ter ven tions, un less clin i cally
con tra in di cated, in an ef fort to dis con tinue these drugs.

This wording did al low for a nonpsychiatric phy sician or other practi-
tioner to do the doc umentation, but in prac tice, for better or for worse,
most nursing homes find it eas iest to get a psy chiatrist to meet the re -
quire ments. 

Section 1819 and 1919(c)(1)(D) of OBRA 1987 says that “psycho-
pharmacologic drugs” can be pre scribed “only if, at least an nually, an 
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in de pend ent ex ter nal con sul tant re views the ap pro pri ate ness of the
drug plan of each res ident re ceiving such drugs.” The qual ifications
of this external con sultant have not been de fined (Kid der, 1999). The
problems aris ing from these drug use regulations are fur ther dis -
cussed in Chap ter 10.

Did OBRA Improve Things?

The start-up date for the OBRA re quirements was Oc tober 1, 1990,
but it took a long time for anything to hap pen. The im plementation
rules and “in terpretive guide lines” are the work of the Health Care Fi -
nancing Ad min is tra tion (HCFA) in the De partment of Health and Hu -
man Ser vices, which per forms for mys tic writ ings of Con gress the
functions of Dan iel be fore Nebuchadnezzar. Some of these rules and
guidelines con tinue to be changed.

 In the next two chap ters, we shall examine some of the mountains
of paperwork the regulations produced and the evidence that they
failed to reduce the number of mentally ill in the nursing homes. 
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Chapter 2

Paper, Paper, Paper

A set of nurs ing home re cords may be several inches thick, and the
staff will com plain that most of their time is spent on paperwork. To
what extent is psy chiatry re sponsible for this, and what can psy chia-
try do about it?

Some of the work is psy chiatric. Nursing home charts are re quired
by law to have a com prehensive as sessment of the patient’s psycho -
social needs on the chart. This is usu ally done by the so cial worker
(see Chap ter 8), al though that is not man datory. It is sup posed to doc -
ument such things as out side con tacts, fre quency of vis itors, use of
free time, preinstitutional hobbies and in terests, par ticipation in ac -
tiv i ties, com mu ni ca tion, ori en ta tion, and be hav ior. This is of ten the
most use ful doc ument in the chart for telling what is re ally go ing on
with the pa tient, and why he or she is in a nurs ing home. It is more ex-
tensive and more legible than the doc tor’s his tory and phys ical exami-
nation (which, to be fair to my colleagues, has to be on the chart
within two days of ad mission, whereas the social worker has two
weeks from the ad mission date).

CARE PLANS

A com prehensive care plan, mandated by OBRA and al ready in
place as a re quirement in many states, is sup posed to be developed af -
ter the comprehensive as sessment and up dated at intervals. It must be
pre pared by an in ter dis ci plin ary team that in cludes the at tend ing phy-
sician, a registered nurse, and other staff, plus, if pos sible, the pa tient
or the pa tient’s rep re sen ta tive.
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Some times a multidisciplinary care plan is pro duced with out a
genuine meeting ever taking place. The plan con tains for mulaic
phrases, and is passed around for different pro fessionals to sign, none 
of whom had any real in put. It is then kept for a re quired pe riod of
time and discarded with out having served a use ful pur pose.

A multidisciplinary care plan (MCP) can be use ful and can ac tu-
ally save time if cor rectly carried out. Cir cumventing it can in crease
work. Once the plan is agreed to at the meet ing, it can be referenced to 
avoid pro longed mis un der stand ings and ar gu ments at the nurs ing sta-
tion or over the telephone. Formulating care plans re quires mas tery of 
a cer tain jargon that may be un familiar to the medically trained. Tra-
ditional medical care planning con sisted of the pa tient’s com plaints
or symp toms, fol lowed by a di agnosis and then by treatment, hope -
fully based on the diagnosis. Cur rently, fashionable care planning
consists of prob lems, goals, and in terventions. It always sounds good
to in terpolate the magic phrases “evidenced by” and “related to,” and
to use MCP ter minology. The “prob lem” can be stated in various
ways. It can be a dis ability such as in ability to walk, or a symp tom
such as pain, or a med ical di agnosis such as “hip frac ture.”

Nursing staff of ten have trou ble com ply ing with doc u men ta tion of
be hav ioral in ter ven tions for prob lem be hav iors (Llorente et al., 1998):

An eigh teen-year-old men tally re tarded diplegic ce re bral palsy
victim with no un derstandable speech was showing signs of ag i-
ta tion and dis tress. At a care plan meet ing staff mem bers said,
“We try to show him we love him. Some of us come in to see him
on our time off. We bring him toys and pic tures to look at. We hug 
him and talk to him.” However, they said they could not doc ument
a care plan because, “There’s noth ing we can do for him.”

ACRONYMS

RUG, RAP, MDS, and RAI stand for Re source Uti lization Group,
Res i dent As sess ment Pro to col, Min i mum Data Set, and Res i dent As-
sess ment In stru ment. MDS and RAP are long and involved ques tion-
naires about the pa tient.

The MDS “trig gers” the RAP. MDS and RAP (plus some oth ers)
taken to gether com prise the RAI. (Out come As sess ment In for ma tion
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Set [OASIS] is the home care equivalent of the RAI.) Digits and signs 
may be added to these af ter the man ner of software man ufacturers, as
new and im proved versions are in troduced, so that RAI has be come
RAI2. PASARR (Pread mis sion Screening and An nual Res ident Re-
view) is done on every po tential res ident whose MDS shows evidence
of men tal illness other than de mentia. If such evidence is con firmed
the review is to be re peated an nually.

Resource Utilization Group (RUG)

The RAI de termines the RUG classification, which de cides if the
nursing home can get paid for the patient. The RUG clas sification
system is of the “sicker the better” type. Mental sta tus en ters very lit -
tle into the equation (Beckwith, 1998).

Minimum Data Set (MDS)

It used to be pos sible for a pa tient to be in a nurs ing home with a di ag-
nosis listed as con gestive heart fail ure when the real prob lems were in -
continence and in ability to walk. The re cord stated that the pa tient had
“CHF due to ASHD (congestive heart fail ure due to arteriosclerotic
heart dis ease)” and that the treat ment was car diac med ication.

This still occurs to a large extent, re flecting the con cept of the nurs -
ing home as a kind, albeit an in ferior kind, of gen eral hos pital. The
new Minimum Data Set was in tended to give a more rational and
com pre hen sive pic ture of the pa tient. 

The MDS is in many ways a su perb in strument. It was devised by the
pres ti gious In sti tute of Med i cine (a quasigovernmental or ga ni za tion ap-
pointed by the Na tional Acad emy of Sci ence to which the fed eral gov-
ernment gives money to con duct in quiries and is sue re ports). It
pos sesses ex cel lent psychometric prop er ties of re li abil ity and va lid ity
(Lawton et al., 1998; Casten et al., 1998) and is even used out side the
United States (Finne-Soveri and Tilvis, 1998).

It is a monument of in tellectual achievement but re sembles other
monuments erected by governments, such as the pyramids, in tak ing
up a lot of the taxpayers’ time and money. The 284 beau tifully crafted
items are to be com pleted by the nurse in charge of each unit (within
fourteen days of ad mission and then once a year). The nurse must call
upon the aides, so cial workers, doc tors, and ac tivities staff to get the
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information needed to com plete the form. Some nurses be lieve their
time could be better spent.

The pa tient has ample lei sure but does not get asked to help com-
plete the MDS. The MDS as sumes, as Kane (1998) points out, that
the pa tients are incapable of giving di rect in put into a doc ument sup -
posedly de signed to find out if they are get ting good care. Other crit i-
cisms have been made, and some com mentators have found that the
form is time-consuming and con tains many an tiquated ideas.

Resident Assessment Protocol (RAP)

The MDS involves an swering many ques tions about every as pect
of the pa tient. If an an swer in dicates a prob lem area, then a more de -
tailed set of questions about that area is indicated. This more de tailed
and fo cused inquiry is a RAP. For example, one of the questions is
about weight gain or loss. “Has the pa tient gained or lost 5 percent in
weight in the last thirty days?” If the an swer is yes, then this trig gers a 
RAP, which involves a more de tailed assessment of the patient’s nu -
tritional status and for mulation of a plan to do some thing about it.
Here again, the pa tients have lit tle in put about what they think is
wrong. For example, as Engle (1998) points out, there are no RAP
triggers for pain or dyspnea.

Preadmission Screening and Annual Resident
Review (PASARR)

Preadmission Screening and An nual Res ident Review (PASARR)
is the form that is sup posed to de termine whether someone is sane
enough to be in a nurs ing home. It was devised with the aim of not ad -
mitting the mentally ill (Borson et al., 1997) as part of the OBRA ’87
legislation. States were al lowed to devise their own ver sions of
PASARR. The law (as for mulated by HCFA a “Fi nal Rule” of Sep -
tember 1991) stated that if a state PASARR al lowed admission to a
nursing home of a pa tient who needs psy chiatric “spe cialized ser -
vices,” then the state is obliged to provide them.

Much pa perwork in nurs ing homes has re sulted from a tendency to 
fight pa per with pa per. Ex amination of a six-inch thick chart will of -
ten reveal that many of the forms and du plications are gen erated
within the nurs ing home itself, of ten re sulting from a misunderstand-
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ing of regulatory re quirements. Fear of “the State” and “the in spec-
tors” can gen erate su perstitions about what they need. For example, if 
a state agency spec ifies that a pa tient’s chart must contain a “men tal
sta tus and psychosocial sum mary,” then some in stitutions will in sist
that a sep arate piece of pa per must be in cluded la beled “men tal sta tus
and psychosocial sum mary.” Of ten a fresh form will be cre ated for
this pur pose, and staff will be told that the state re quires this form.
Psychiatric nurses are some times employed to fill out such papers but
then find they have lit tle fur ther in put into the pa tient care. Once a
new form or set of pa perwork has been cre ated, it becomes very diffi-
cult to get rid of it. One rea son for this is that any change cre ates extra
work. The un familiar oc cupies more time even if it is shorter.
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Chapter 3

The New Asylums?

The num ber of beds in pub lic men tal hos pitals de creased from
560,000 in 1955 to 80,000 in 1995. As the pop ulation of state mental
hospitals in the United States has de creased, the pop ulation of nurs ing
homes has in creased. The symmetry of this sta tistic sug gests that the
so-called deinstitutionalization of the mentally dis ordered is re ally a
reinstitutionalization, with the pop u la tion be ing in car cer ated in nurs-
ing homes in stead of men tal hos pitals. Some au thorities regarded it as
self-evident that the state hos pital pop ulation has shifted to the nurs ing
homes. To quote an ed itorial by Dr. John Talbott in Hos pi tal and Com-
mu nity Psy chi a try (1988, p. 115): “Over the past thirty-three years,
state hos pitals have shrunk to a third of their for mer size, and the num -
ber of nurs ing homes has more than tre bled. Co incidence? Hardly.”

THE HOMELESS AND THE JAILED

Other can didates vie for the ti tle of the new asy lums. For example,
the pop ulation of U.S. jails to taled 200,000 in 1972, but in creased to
2,000,000 in 1996 (Bu reau of Jus tice Sta tistics Jail Statistics <www.
ojp.usdoj.gov/bjs/jails>). The num ber of the home less has also in -
creased, al though to what extent this pop ulation varies de pends on
who is do ing the count ing. Also, as we shall see, many kinds of tran -
si tional res i dences ac com mo date the men tally ill.

DEINSTITUTIONALIZATION
AND TRANSINSTITUTIONALIZATION

Opinions differ as to whether new med ications or new the ories led
to the de cline of the state hos pitals. Whether by co in ci dence or de-
sign, the pro cess of trans fer to the nurs ing homes started soon af ter
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the Com munity Men tal Health Cen ter Act of 1963. This provided the
states with fund ing for pro grams that were sup posed to help the se-
verely ill who had been in the state hos pitals. Fed erally funded com-
munity men tal health centers were set up and the states tried to stop
admitting anyone to their state-funded hos pitals. The states took the
money and ran, setting up big, beau tiful com munity men tal health
centers, which em ployed many peo ple. They also tried to stop ad mis-
sions to their state hos pitals, but this was through a pro cess of bar ring
the doors rather than curing the pa tients be fore they were sick enough 
to need ad mission.

All this was hap pening at a time when the effectiveness of med ica-
tions in help ing the men tally ill was beginning to dawn on the pub lic.
Fluctuating po litical fashions were also at work. In It aly, for example,
Law 180 was passed in 1978, largely at the in stigation of Franco
Basaglia, a Marx ist fol lower of Ron ald Laing and Thomas Szasz, and 
Ital ian men tal hos pi tals and in pa tient psy chi at ric fa cil i ties were abruptly
closed by government de cree.

The Initial Surge of Transfers

At first the idea of shifting pa tients from men tal hos pitals to nurs-
ing homes was regarded with equa nimity (at least by those in medical
authority). There was no doubt that it was hap pening and little ques -
tion about whether it should be hap pening.

Redlich and Kellert (1978) revisited data from the classical 1958
study of Hollingshead and Redlich. They stated un equivocally that
the fall in state hos pital pop ulations was due to dis charge of pa tients
to nurs ing homes. The pri mary rea son for this shift was to trans fer the 
financial burden from the state-financed men tal hos pitals to fed eral
funding. “The nurs ing home ap peared to have sig nificantly re duced a
major cost burden on the men tal health sys tem (at least 50 percent of
the cost of cus todial care)”(p. 24). They found that “in 1950 chronic
patients filled the back wards of the state hos pital, but by 1975 most
of them had been dis charged to nurs ing homes” and “in 1975 ap prox-
imately half of the aged chron ically ill pa tients discharged from the
state hos pital were re ferred to nurs ing homes” (Redlich and Kellert,
1978, p. 24). Be tween 1950 and 1970 the mean age for in patients in
the state fa cilities was over fifty, and by 1975 it was ap proximately
forty. They stated that the pro portion of pa tients with “senile/organic”
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disorders in the state hos pitals de creased from 18 percent in 1950 to 1 
percent in 1975.

This study was lim ited to an area around New Haven, Con necticut,
which may have been atyp ical of the United States as a whole. How-
ever, the depth and thoroughness of the study is un ri valed in terms of
comparing the sit uation in 1950 with that in 1975. It must be re mem-
bered that up un til the 1960s, many state hos pitals literally func tioned
as asy lums and ad mitted the chron ically ill, even with out any di ag-
nosed men tal ill ness.

The Back lash

Further changes oc curred in the late 1970s and the 1980s. Many
nursing homes stopped ad mitting pa tients from state hos pitals be -
cause the state hospitals re fused to take the pa tients back when they
became acutely psy chotic. The pol icy (if there was such a pol icy) of
putting the men tally ill in nurs ing homes began to be ques tioned.

Schmidt and colleagues (1977) were among the first to be alarmed
by the sup posed shift of the men tally ill to the nurs ing homes. The ti-
tle of their pa per was “The Mentally Ill in Nursing Homes: New Back 
Wards in the Com munity,” which sug gests their theme. They used
Medicaid data from Utah nurs ing homes and found that a third of the
residents had a psy chiatric di agnosis and that more than half of these
were psychotic. The psy chotic res idents ac tually re ceived fewer psy-
choactive drugs than did the nonpsychotic residents.

Surveys

Sev eral stud ies were sub se quently con ducted to de ter mine whether
the men tally ill had in fact been shifted to the nurs ing homes.  The stud -
ies were done by examining the in cidence of men tal dis order in these
in sti tu tions.

Teeter, Garetz, and Miller (1976) stud ied a ran dom sam ple of the
population of two pro prietary nurs ing homes in the Midwest. Patients
and staff were in terviewed by a so cial worker, us ing a rat ing scale for
cog ni tive func tion in ad di tion to di ag nos tic in ter views. Charts were
reviewed by a psy chiatrist. Eighty-five percent had major psy chiatric
disorders, of whom less than a third had re corded psy chiatric di agno-
ses.
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Rovner and colleagues (1986) stud ied in de tail fifty res idents cho -
sen at ran dom from the pop ulation of one pro prietary nurs ing home in 
Baltimore. Residents were mainly widowed, female, and white, with
a mean age of eighty-three. Al most all had a ma jor psy chiatric di ag-
no sis, most of ten de men tia. Most had de lu sions or hal lu ci na tions.
They con cluded that the nurs ing home was “in re ality a long-term
psy chi at ric fa cil ity with out its hav ing the usual trained per son nel and
treat ment ap proaches found in psy chi at ric hos pi tals.”

Estimates of the num ber of men tally ill in nursing homes con tin-
ued to vary con siderably, from as low as 30 per cent (if this is low) to
as high as 85 per cent (Beardsley et al., 1989). More cases were found
by researchers who used psychometric scales and con ducted di rect
patient interviews in their sur veys. Linn and col leagues (1985) found
that, even al lowing for varying as certainment methods, there was a
true in crease. The findings of Rovner et al. (1986) in Mary land were
rep li cated by Tariot et al. (1993) in New York.

Schizophrenia in the Nursing Home

Such stud ies cer tainly showed a high in cidence of men tal dis order in 
the nurs ing homes. However, the kinds of men tal dis order that filled
the nurs ing homes were different from those of the men tal hos pitals.
The nurs ing home pa tients were largely de mented or de pressed, whereas
the men tal hos pital pa tients were schizophrenic.

Could some of the allegedly de mented nurs ing home res idents be
former schizo phrenics? Cer tainly a large group of nurs ing home pa -
tients are labeled as de mented and simply do not com municate enough
for any di agnosis to be es tablished. Some sur veys may in clude these as
de mented and miss ing ex-schizo phren ics. In abil ity to com mu ni cate
leads to pro longed institutionalization of schizo phrenic pa tients. The ar-
ticulate and paranoid talk their way out of in stitutions, no mat ter how
dan gerous; the in coherent and he bephrenic stay in, no matter how harm -
less.

This is chal lenged by our knowledge of the natural his tory of ag ing
schizophrenics. They have no par ticular ten dency to develop into
noncommunicators who could be la beled as de mented. An other fact
about the natural his tory of schizo phrenia is that it leads to early
death. Its vic tims, es pecially males, do not live long enough to en ter
nursing homes in old age.
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Surveys of the pres ent pop ulations of state hos pitals do not sug gest
that they got rid of their elderly or phys ically frail. Their pres ent in pa-
tient pop ulation is largely com posed of the very old. It looks more as
if they re duced their censuses (and the burden on state budgets) by
discharging or turn ing away young and phys ically fit psy chotics, who 
then ended up in the streets, the jails, or in the board and care homes.

The el derly re maining in the state hos pitals have mostly been ad-
mitted at young ages with a di agnosis of para noid schizo phrenia.
Those who en ter the state hos pitals in old age with a para noid di agno-
sis of ten re spond to treat ment and are dis charged (Good man and
Siegel, 1986)

In solving the mys tery by investigating the his tory of pres ent nurs -
ing home pop ulations, we encounter the same difficulty faced by the
framers of OBRA: de ciding who is a former men tal hos pital pa tient.
How far back do we go, and how deep do we dig? Do we count those
who were in psy chiatric units in gen eral hos pitals, or those who were
in county hos pitals, or those who had a brief psy chotic ep isode many
years pre vi ously? Pre vi ous his to ries of men tal hos pi tal iza tion are of-
ten de lib er ately or ac ci den tally con cealed on ad mis sion to a nurs ing
home. Over the years I have of ten en countered old friends in the nurs -
ing homes whom I re membered from my days in the lo cal state hos pi-
tal. Their writ ten re cords con tained no trace of their psy chiatric
his tory.

Probably, tak ing various sur veys to gether, about 10 per cent of nurs -
ing home pa tients suffer from schizo phrenia (Citrome, 1998) and
about 200,000 pa tients with chronic schizo phrenia have been trans -
ferred from Amer ican men tal hos pitals to nurs ing homes (Harvey et
al., 1998). (These figures do not in clude the board and care homes,
which con tain large num bers of the youn ger men tally ill.) Most sources
of er ror in count ing are likely to pro duce un derestimation rather than
over es ti ma tion. Schizo phre nia in poorly com mu ni cat ing pa tients is
likely to be mis taken for de mentia. The re quirements for ad mission to
nursing homes are such that those filling out the application forms are
induced to con ceal his tories of psy chosis. Doc tors and dis charge plan -
ners who want to get pa tients into nurs ing homes and then are con -
fronted with a form that says the patient will not be ad mitted with a
pri mary di ag no sis of psy cho sis other than de men tia are li a ble to make
the di agnostic dis covery that their pa tient does not have a pri mary di ag-
nosis of psy chosis other than de mentia. (The issue of schizo phrenia in
the nurs ing home is fur ther dis cussed in Chap ter 12.)
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Were They Better Off in the Nursing Homes?

A different ap proach was to sug gest that, even if the mentally ill
had been put into nurs ing homes, they might be just as well off there
as in the state men tal hos pitals. This cer tainly seemed to be true for
some of the phys i cally ill. In deed, the Amer i can Psy chi at ric As so ci a -
tion (1998) con jured up a vi sion of psy chotic pa tients clamoring for
their right to be put in nurs ing homes and be ing foiled by legislation
that stig matized them as risky.

Shadish and Bootzin (1981) said that the men tally ill had in deed
been dis placed into the nurs ing homes, but sug gested that this might
be ben eficial be cause they needed asylum anyway. The government
should ad mit its mis take in at tempting deinstitutionalization, and
should make the best of a bad job by providing psy chiatric ser vices to
those in the nurs ing homes. Loebel and Rabitt (1988, pp. 997-998)
claimed that “with rel a tively brief and in ex pen sive in ter ven tions,
psychosocial com ponents can be added . . . polypharmacy avoided,
depression and con fusion treated, and au tonomy en hanced” in the
nurs ing home.

Carling (1981), a for mer fed eral policymaking official, took issue
with Shadish and Bootzin, and said that the government should do no
such thing, and that the men tally ill should be kept out of nurs ing
homes.

Such dis putes led to attempts to determine how badly off the men -
tally ill were in nursing homes. The most in fluential of these was the
Vet erans Ad min is tra tion Co op er a tive Study (Linn et al., 1985). The
results can be viewed  in several ways. Es sentially the study took two
matched groups of pa tients in VA hos pitals and dis charged some of
them to nurs ing homes and sent some of them into other psy chiatric
hospital units. The group placed in nurs ing homes did worse in every
measurable way. This ap plied even to those with out func tional psy -
cho sis. De mented pa tients did better in psy chi at ric hos pi tal set tings
than in nurs ing homes. Schizo phrenic pa tients placed in nurs ing
homes tended to be come de pend ent and in dis tin guish able, func tion -
ally, from the de mented. They ap parently be came con ditioned to hav-
ing things done for them and stopped do ing things for themselves.

However, the cost of car ing for each pa tient for a year in a psy chi-
atric hos pital at that time was $31,000, and the cost in the nurs ing
homes was $20,000. It could be argued that for an extra $11,000 the
nursing homes could have provided com parable care. 
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Loopholes

OBRA ’87 was en acted in the face of evidence that nurs ing homes
were re ally miniature men tal hos pitals. The bill was sup ported by pa -
tient ad vocacy groups such as the Na tional Men tal Health As socia-
tion. The law was framed to sug gest that the in tention was to im prove
treatment of the men tally ill, by specifying that they could be ad mit-
ted only to an institution that provided ac tive care.

Most in terpreted this to mean that the men tally ill could not be ad-
mitted to nurs ing homes. The law seemed to imply, however, that the
demented could be ad mitted to nurs ing homes, and also that the men-
tally ill could be ad mitted if men tal ill ness was not their primary di ag-
no sis. This de men tia ex emp tion and the med i cal over ride be came a
wide-open door.

To a large extent, the states are cir cumventing the re quirements
about keeping the men tally ill out of nurs ing homes. In some cases
this is done openly, by state re quirements that are in con travention of
OBRA, or in some cases by in terpretations that bend the rules. Non-
demented men tally ill pa tients who might actually be better off in
lesser care facilities con tinue to be misplaced into nurs ing homes
(Snowden, Piacitelli and Koepsell, 1998). The nurs ing homes con -
tinue to contain the grossly psychotic and the states show lit tle in cli-
nation to provide ser vices for them. 
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Chapter 4

What Is a Nursing Home?

Not all the institutions in which the sick are housed are hos pitals or
nursing homes. It is important for all health practitioners to be aware
of the sta tus of in stitutions in which their pa tients live. I have known a 
hospital pa tient to be dis charged to a board ing house af ter surgery
with in structions given to the staff to keep the pa tient in bed, change
dressings, and ob serve for com plications. The hos pital staff were un -
der the im pression that he was be ing trans ferred to a “nurs ing home.”

A knowledge of the other types of residential fa cilities is useful to
those who provide psychosocial ser vices of any kind within the nurs -
ing homes. It is es pecially essential for those who are involved in the
placement of pa tients. De ciding where a sick per son be longs within the 
spec trum of care is be com ing an in creas ingly pro fes sional ac tiv ity.

SKILLED NURSING FACILITIES
AND INTERMEDIATE CARE FACILITIES

The term “nursing home” sel dom ap pears in fed eral legislation.
The Medicare Act con tains a definition of a “skilled nurs ing facility”
and the Medicaid Act con tains a somewhat broader definition of a
“nursing facility” (Braun, 1998). Nursing facilities all provide care
by registered nurses. They main tain re cords and have an at tending
physician des ignated for each patient in the same way a regular hos -
pital does. A nurs ing home has to provide round-the-clock nurs ing.
There must be at least a li censed prac tical nurse (LPN) available
twenty-four hours a day, every day, and a registered nurse for eight
hours a day, seven days a week. 
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A Skilled Nursing Fa cility (SNF) is a nursing fa cility that can, in
certain cir cumstances and for a lim ited time, be reimbursed by
Medicare, not Medicaid, and can provide a level of care al most equiv-
alent to that of a hospital. Most nursing fa cilities qual ify as being
SNFs. Ear lier leg is la tion (the “Miller Amend ments” pro mul gated as
federal stan dards in 1971) provided for an other level of care called an
In ter me di ate Care Fa cil ity (ICF). Both are com monly called nurs ing
homes. The ICF was in tended to provide a rather less in tense level of
care, al though still with RN or LPN availability twenty-four hours a
day. In some ju risdictions the ICFs were called Health Re lated Facil-
ities (HRFs). The ICF then vir tually dis appeared, with one exception,
which con cerns the men tally re tarded (see Chapter 11).

BOARD AND CARE FACILITIES

Theoretically at least, OBRA ’87 meant that many pa tients with
mental illness for merly placed in nurs ing homes would no lon ger be
eligible for such place ment. The nurs ing homes themselves would
have been faced with the ne cessity of, to put it bluntly, get ting rid of
them, or providing them with ac tive psy chiatric treat ment which
would not be re imbursed by Medicaid. This may have been a stimu-
lus to the in crease of unregulated lesser care fa cilities, al though many
other factors were at work, rang ing from the use of new med ications
to changes in America’s vacation hab its.

The lesser care facilities are a het erogeneous set of living places,
probably be cause there are no fed eral guide lines de fining or lim iting
them. They are so het erogeneous that it is difficult to obtain ac curate
statistics about them, but they are prob ably the pri mary place in
which the for mer state mental hos pital pa tients are found. Es sentially,
they differ from the nurs ing homes in not being re imbursed by
Medicaid, and not having any nurs ing staff. Mat ters of no menclature
have not been made any eas ier by changes over the course of time and 
vari a tions be tween states.

These homes vary from having several hun dred res idents to one or
two, and this makes any gen eralization about them difficult, be cause
the lower end in cludes com pletely informal ar rangements where
someone looks af ter one or two dis abled or el derly peo ple and is paid
“off the books.” They usu ally provide some su pervision of med ica-

26 PSYCHIATRY IN THE NURSING HOME



tion and most of them do not in sist that res idents are able to walk
(Hames et al., 1995; Stoecklin et al., 1998).

Some of the names given to such homes are: res idential care facili-
ties, board and care, com munity care homes, per sonal care homes,
do mi cil i ary care homes, su per vi sory care homes, shel tered care fa cil -
ities, adult fos ter care, family homes, group homes, tran sitional living
facilities, half way houses, homes for the aged, con tinuing care facili-
ties, and adult homes. As sisted (or assistive) living is a sep arate cate-
gory in some states. Even within a state the fa cilities may be re ferred
to by one name in official regulations and have an other col loquial
name. The amount of li censing and regulation may vary con sider-
ably, and the same name may have various mean ings in different
states (Benjamin and Newcomer, 1986). In 1993, the United States
had about 34,000 li censed board and care facilities with 613,000
beds, as well as many un li censed fa cilities. Most of the residents were
elderly—about 80 percent over age sixty-five—and a third of them
were on psychotropic drugs. Eight percent had been previously psy -
chi at ri cally hos pi tal ized (Spore at al., 1995).

A New York group home is a regular house in a res idential area,
purchased by the state at mar ket prices, and staffed around the clock
by state em ployees, or by em ployees of an agency un der con tract to
the state. Most of these house the young men tally re tarded.

Adult foster care and fam ily homes are often in formal ar rangements
for the aged or men tally ill to live with an un related fam ily. In some
states these are su pervised and subsidized.

SROs (sin gle room oc cupancy ho tels) are what their name sug -
gests: very cheap ho tels. The oc cupants are re sponsible for pay ing
their own rent to the landlord, and are not un der any kind of su pervi-
sion. In many cases, a social ser vice de partment, faced with a home -
less family and no place to put them, pays the regular rent on a ho tel
or mo tel room for them. Ho tels that can find no way to keep such cli -
ents out (and there is no legal way) find them selves rap idly on the
skids and be come known as “welfare ho tels.” In these “welfare ho -
tels” the rent is paid by the social service de partment (wel fare) di -
rectly to the land lord.

The Adult Care Homes of New York State (see As sisted Living,
p. 31) may con tain several hun dred res idents. Many of these started
off as ho tels to which middle-class peo ple might go on vacation. As
the suburbs sur rounded them, and their for mer cli entele went to As -
pen or Cape Cod for vacations, they be came what are com monly
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thought of as “old peo ple’s homes” or “rest homes.” They took in, as
permanent res idents, nice old people who paid their own way. As the
supply of these nice old peo ple began to dwindle, and as the nice old
people be came less nice be cause they were de mented or ill, the state
hospitals began dis charging their clients to these places. In many
cases, psy chotic pa tients neglected themselves or be haved in ways
that alarmed the public, and regulations were made tighter and
tighter, in clud ing a mo di cum of psy chi at ric train ing for the ad min is -
tra tors.

“Rest homes” in Mas sachusetts provide at least four hours of con -
sultation by a licensed nurse per forty-bed unit per month, and physi-
cal examinations are re quired on ad mission, then once every six
months (Avorn et al., 1989; Bowland, 1989).

All of these in stitutions are dis tinguished from nurs ing homes by
the method of payment. They are not paid for by Medicaid. Un less a
private ar rangement is made, the board and care home (adult home,
rest home, or shel tered care facility) is usu ally paid for by the res i-
dent’s So cial Se cu rity checks, Sup ple men tary Se cu rity In come (SSI)
checks, or wel fare checks. (SSI is a kind of fed eral wel fare paid to
those dis abled who never made So cial Se curity pay ments and to those
on So cial Se curity whose in come is not enough to meet their needs.)
This is of ten barely enough to cover the rental of ac commodations in
areas of expensive real es tate. In deed, the price of real es tate is driv-
ing the board and care home op erators out of business in the met ro-
politan ar eas. Providing food and room maintenance on top of this
rental factor can be come difficult, and providing fur ther ser vices im -
pos si ble. Thus, these pa tients are of ten un sat is fac to rily lodged and the
tendency is to look for some one to blame. Men tal health pro fession-
als who are un familiar with these homes tend to expect too much of
them.

Probably over a mil lion res idents live in such homes, but the num ber
is hard to de termine be cause of differences in definition (Benjamin and 
Newcomer, 1986). The rather limited data on psy chiatric drug use
and other is sues in these homes has been reviewed by Avorn et al.
(1989) and in dicates that about a third of the res idents may be for mer
state hos pital pa tients, and over half of them are on psychotropic
drugs.

Many of the for mer state hospital pa tients present formidable man -
agement difficulties. In some cases the tran sition is smooth. For ex-
ample, the pa tient may be a chronic schizophrenic with out drug or
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al co hol prob lems or phys i cal ill ness, who takes med i ca tion and at-
tends a day pro gram organized by a community men tal health cen ter,
with the com munity men tal health cen ter also providing emergency
psychiatric ser vices. This smooth transition is by no means the rule,
how ever.

The youn ger pa tients of ten smoke mar ijuana, drink alcohol, and
take various other drugs. Not only do these have some ad verse di rect
effect on their brain, but also they use up the money provided for their
support, thus neglecting their clothing and groom ing.

Cigarettes are per haps an even big ger prob lem than drugs and al-
cohol. The schizo phrenics seem to be the last holdouts in the de cline
of cig arette smok ers in America and Brit ain (Kelly and McCreadie,
1999). Many of them spend much time in the acute care gen eral hos -
pi tal be ing treated for re spiratory ail ments, pep tic ul cers, and other
tobacco-related illnesses. They have a high mor tality rate.

The ad mix ture of nonpsychiatric med i cal ill nesses pro gresses among
the older res idents. These older res idents in clude some of the tra di-
tional types of res idents of old peo ple’s homes, but now also in clude
the el derly psy chotic. These in di vid u als may of ten have se ri ous med i -
cal ill nesses that they neglect, yet they seek medical at tention for very
minor con ditions. A pa tient with a large lump in her breast, for exam-
ple, may per sistently de mand cough med icine.

It is usu ally hard to arrange for a di rect trans fer from a board and
care home to a nurs ing home. The nurs ing homes run with 100 per -
cent ca pacity, and can didates for ad mission, there fore, must be put on 
a wait ing list. The typ ically ap proved mech anism is for a form to be
completed by a health care professional who scores the level of care
needed (see Chap ter 2). The home must find such pro fessionals and
figure out when they can come, and how they are to be paid. If the
“score” al lows nurs ing home placement, the adult home is now au to-
matically in vi olation of the state code and must doc ument efforts to
place the patient, using its own limited clerical re sources. The most
common so lution to this doc tor’s di lemma is to place the pa tient in an
acute care gen eral hos pital. Such hos pitalization is of ten the only way
to get the patient to a higher level of care. Having the waiting cli ent
unsuitably placed in a hos pital, while awaiting a nurs ing home bed, is
an an noyance. However, it is not as bad as having the client in a board
and care home. The hos pital that wants to dis charge a pa tient can use
the help of battalions of skilled dis charge plan ners, whereas the board 
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and care homes are poorly staffed, even for the func tion of re moving
residents when they want to.

Although it is easy to list the negatives of these places, pro fession-
als should avoid an an tagonistic at titude toward them. On the whole,
those who staff them do a re markably good job for the money they
receive. Good com munication is the key to deal ing with them, what -
ever the de fects of the sys tem. Everyone involved with com munity
mental health should become fa miliar with the homes in their area,
and get to know the staff and the pa tients.

SECTION 8 HOUSING

Senior Cit izen Housing built un der the 1974 Housing Act (of ten
called Section 8 or Sec tion 202 Housing) is hous ing built by a private
builder (or char i ta ble or ga ni za tion) with rents that are fed er ally sub si -
dized to the extent that they exceed 25 percent of the ten ant’s in come.
The legislation was meant to help those with lim ited funds but many
of the res idents come from affluent back grounds. Quite of ten res i-
dents have moved out from run-down, in ner-city ar eas to be closer  to
their families who have moved to the suburbs. Sec tion 8 ten ants must
be ei ther over sixty-five or dis abled. A psy chiatric dis ability could, in
theory, qual ify, but the hur dles to ap plication are such that psy chiatric
patients rarely get these apartments. The most com mon types of men -
tal illness found in these res idents are late-life onset, occurring af ter
the pa tients moved in, such as de mentia and certain kinds of para noia
and de pres sion.

HOME CARE AGENCIES

Home care agen cies and vis iting nurse as sociations were orig i-
nally es tablished to provide care in pa tients’ homes em ploying nurses,
home aides, and a variable as sortment of health care providers. Home 
care was at one time thought to be a money saver but it is prob ably an
ex pen sive prop o si tion when pro fes sion als are re quired to make house
calls. Under cer tain cir cumstances Medicare and Medicaid will pay.
Medi care can pay for ser vices of a skilled nurs ing na ture by a regis-
tered nurse on a time-lim ited ba sis. Medicaid is more flexible. A lim i-
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tation on fund ing for home care for psy chiatric illness re quired
el i gi bil ity to be lim ited to the home bound. Many psy chi at ric pa tients
do not meet this re quirement.

Some home care agencies now pro vide ser vices to pa tients in
board and care res idences. The fund ing agen cies regard such pa tients
as be ing in their own homes. When the board and care res idence is
large, the agency may main tain a pres ence in the building. The re sult
is a hy brid level of care in which it is un certain who is re sponsible for
what.

ASSISTED LIVING

As sisted liv ing is an up-mar ket version of the board and care facil-
ity. In some ways it rep resents reemergence of the old “HRF” and
“ICF” cat egories. Even for government officials and for experts on ag -
ing, de ciding just what “as sisted living” is can be con fusing (Rimer,
1999). Four states, Al abama, Rhode Is land, South Da kota, and Wyo-
ming, use “as sisted living” and “board and care” in terchangeably. In
other states, assisted living is des ignated in ways that al low the home
to ad mit sicker pa tients and provide more health ser vices. Thirty-five
states cur rently provide Medicaid re imbursement or plan to do so.
This Medicaid re imbursement can be made un der a “1913c waiver”
out of money that the state would oth erwise spend on nurs ing home
care. The average an nual cost is $24,433 (Pro vider, 1998).

Ac cord ing to the Amer i can As so ci a tion of Re tired Per sons (1999),
“An assisted living fa cil ity is gen er ally de fined as a res i den tial set ting 
that provides or co ordinates per sonal care ser vices, 24-hour su pervi-
sion, sched uled and un sched uled as sis tance, so cial ac tiv i ties, and
some health related ser vices.” By this definition, several types of
board and care res idences, such as the New York adult homes, the
Massachussetts level IV res i den tial care fa cil i ties, the Cal i for nia res i-
den tial care fa cil i ties, the Florida adult con gre gate liv ing fa cil i ties,
and the New Jer sey type C and D board ing houses would qual ify, but
the same states also con tain other res idences designated as as sisted
liv ing.

The average res ident is eighty-three years old, female, am bulatory,
and needs some help with ac tivities of daily living. Twenty percent
are in continent to some degree. Al most half are demented, about 11
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percent severely so (Vickery, 1998). Compared with other board and
care home oc cupants, they are older and richer and less likely to suf-
fer from schizo phrenia or drug ad diction or to have been in a state
hos pi tal.

It is possible that the recent in crease in as sisted living will re duce
the num bers in the other board and care fa cilities, but sta tistics are
dif fi cult to ob tain ow ing to the vari able def i ni tions. Prob a bly about
600,000 in di vid u als live in as sisted care.

MIXED-LEVEL RETIREMENT COMMUNITIES

Sometimes board and care fa cilities exist on the same premises as
nurs ing fa cil i ties. Such in sti tu tions were orig i nally de vised with the
idea of providing a smooth pathway to the grave. Those who were ad -
mitted were to re linquish all their money and be cared for un til they
died. They signed agree ments with a re tirement com munity to pro-
vide life time care in cluding nurs ing home care. They would usu ally
give the in stitution several hun dred thou sand dol lars and also pay
from $500 to $2,000 a month (Pynoos, 1999). Such agree ments have
run into con flict with fed eral regulations governing who can be ad -
mitted to a nurs ing home, and spe cial legislation has been en acted in
some states. Stan dards for Con tinuing Care Retirement Com munities
(CCRCs) in New York were es tablished by the Long-Term Care In te-
gration and Fi nance Act of 1997. These provide in dependent living
units, room and board, and limited health care ben efits, in cluding a
minimum of sixty days of nurs ing facility care. The fate of those who
become men tally ill, and who there fore do not qual ify for nurs ing
home ad mis sion un der PASARR, is not yet clear.
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Chapter 5

How the Homes Are Paid

Most (about 75 percent) nurs ing homes are privately owned, usu -
ally des ignated as “pro prietary” or “for-profit,” al though they may be
losing money. The rest are tax-exempt and may be run by government
agencies or be “voluntary” and run by churches (5 per cent) or other
groups. Be cause they were de signed to make money, the ten dency
has been to regard the “for-profits” as the bad guys, and they have
been the sub jects of exposure in the anti-nursing home di atribes.
However, the tightness of government regulation and the way the
money is dis tributed now evens out most differences.

Many nurs ing homes are owned by large chains whose man age-
ments are highly pro fessional businesspeople. In some cases the ac-
tual ownership may be ob scure. One per son or group may own the
business and rent  the building. The owners of the building, in turn,
may not own it out right but are pay ing off a mort gage. The mort gage
holder may be a bank or another business group. (The business own-
ers may also be pay ing off a note to a for mer owner of the business.) If 
the home is “voluntary,” the ownership may be rep resented by a
board of trust ees.

The Vet erans Ad min is tra tion has three sep a rate nurs ing home pro-
grams. Nursing homes may be run di rectly by the VA, or the VA may
fund place ment in privately run nurs ing homes, or the VA may join
with a state to fund nurs ing homes.

MEDICAID AND MEDICARE

Most nurs ing home stays are paid for by Medicaid, which is a mix ture
of state and fed eral funds. Medicare Part B pays for the doc tors and for
certain lab oratory and other costs (see Balanced Bud get Amend ment,
p. 36). Medicare Part B will pay for one doc tor’s visit per month, regard-
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less of how the pa tient is do ing. Fur ther vis its have to be “jus tified,” and
this jus tification is of ten a source of dis pute and dis content. Nursing
home pa tients must be seen by a doc tor within thirty days of ad mission.
After that, the visit fre quency de pends on state re quirements and what
Medicare will pay for.

Some of the money for nurs ing homes (about 10 per cent) co mes
from Medicare Part A. Medicare Part A usu ally only pays for hos pital
care. Skilled nurs ing facility beds can, un der cer tain nar rowly de fined
circumstances, be re imbursed by Medicare rather than Medicaid. In ef-
fect, this (rather more generous) re imbursement is for pa tients just dis -
charged from a hos pital, al though the re quirements are complicated
and have changed from time to time (Agronin, 1998). Patients dis -
charged from a psy chi at ric hos pi tal or gen eral hos pi tal psy chi at ric unit
are excluded from this coverage.

THE “SPEND DOWN”

Those who are too rich for Medicaid have to pay for the nurs ing
home them selves. Usually the rates are too high (averaging $50,000 a 
year na tionally) for in dividuals to pay out of their own pockets for
prolonged pe riods. They pay this amount un til their money has been
spent. This pro cess is called the “spend down.”

The eco nomic equa tion that leads to place ment of an el derly rel a-
tive in a nurs ing home is much the same as that involved in plac ing
children in day care—and is grimly sexist. If the woman can make
more money work ing out side the home than the cost of day care, then
the child is put in day care or the par ent is placed in a nurs ing home. If
the caregiver is a spouse, then he or she usu ally can not work and will
often strug gle to keep the pa tient out of a nurs ing home to avoid the
impoverishment cre ated by the spend down. Fifty per cent of all cou -
ples with one spouse in a nurs ing home be come bank rupt.

The “spend down” cre ates some ag onizing quan daries for families
and even some qualms among state budget makers, and has given rise
to a legal spe cialty of “poverty law.” If the patient’s as sets must be
dissipated be fore he or she be comes el igible for Medicaid, then what
are the as sets and what be longs to the fam ily? In the past there were
examples, and ur ban legends per sist, of spouses get ting divorced so
that all their joint as sets would not have to be spent. The more legisla-
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tors have tried to prevent this, the more loop holes they have cre ated
for greedy heirs who want to pre serve their in heritance while putt ing
their par ents in nurs ing homes on Medicaid.

The lim its on what the patient or the fam ily can keep are de cided to 
a large extent by the federal government, but also in de tail by the in di-
vid ual states. Cal i for nia al lows the assets of a mar ried cou ple to be di-
vided as if a divorce had oc curred when as sessing el igibility for
Medi-Cal. New York’s 1989 Spousal Im pov er ish ment Law al lows
the at-home spouse (as of 1998) to keep in come up to $2,000 a month,
and cash as sets up to $80,000 be sides a house and car.

LONG-TERM CARE INSURANCE

The Health In sur ance Por ta bil ity and Ac count abil ity Act of 1996
set uni form na tional standards for long-term care in surance and pro-
vided tax in centives for the pur chase of plans that meet such stan -
dards. The New York State plan inaugurated in 1993 gives a tax break 
to those who in sure them selves for at least three years of nurs ing
home care at $100 a day (which is un realistically low for New York)
and prom ises that Medicaid will pick up the tab af ter three years (Mi -
ra bile, 1993).

It is doubt ful whether long-term care in surance is a good buy out -
side of the el ement of di rect government sub sidy. Those who are rich
enough can gen erally stay out of nurs ing homes and many peo ple
might be better off squirreling money away from the tax collector.

RESOURCE UTILIZATION GROUPS

The states have given Medicaid money to nurs ing homes ac cord-
ing to a variety of for mulas and meth ods, which previously varied
considerably from state to state.

Originally, the most common method was based on the methods
used to pay me dieval ar mies and was known as “all you can steal.”
The nurs ing homes were asked how much they had spent on pa tient
care each year and were then given that amount, plus a per centage
over, as profit. New York used this sys tem un til it dis covered that
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there was, to the state treasurer’s sur prise and grief, a tendency for
nursing home pro prietors to overstate what they had spent. Following
this as tound ing rev e la tion about hu man na ture, sev eral of fend ers
were pros ecuted amid great pub licity, and various other meth ods
were tried.

One method was known as “unto him that hath much, much shall
be given.” This was based on giving the nurs ing home the reimburse-
ments as previously given, plus an al lowance for in flation. This re -
sulted in some nurs ing homes be ing paid $40 per day, and oth ers
$140 per day. The amount paid per pa tient simply de pended on which 
nursing home they were in. In this way, New York State man aged to
spend, on 100,000 nurs ing home pa tients, $2.5 billion per year of
state money. Thus, it was ad vantageous for nurs ing homes to re tain
patients who were not very ill. One excellent New York City nurs ing
home proudly dem on strated its re ha bil i ta tive ef fort by stag ing a per-
for mance of Guys and Dolls, produced, sung, and acted by residents.
The tax payers of New York ap plauded the effort, but failed to un der-
stand why they should be pay ing $100 per day for the nurs ing care of
the per form ers. 

Such spec tac u lar ex am ples of suc cess ful re ha bil i ta tion were among
the stim uli that led New York to change to RUGS (re source uti lization
groups). RUGS is an example of a kind of for mula some times called
“the sicker the better” or (more officially) “case-mix” re imbursement
systems of the RUGS type. These systems are elab orate and time-
consuming and do not re ally save money (Re port by the Au ditor Gen -
eral, State of Cal ifornia, 1987; Arling, Zimmerman, and Updike, 1989) 
but have now been fed erally man dated and are in effect in most states.

BALANCED BUDGET AMENDMENT
AND PROSPECTIVE PAYMENT SYSTEM

BBA ’97 (the Bal anced Bud get Amend ment Act of 1997) has be -
come al most as no torious in nurs ing home cir cles as OBRA ’87. In par -
tic u lar it in tro duced the Pro spec tive Pay ment Sys tem (PPS). The law
was effective as of July 1, 1998, but the HCFA rules im ple ment ing the
system al low for a phased-in ap proach with to tal implementation sched -
uled to be completed in four years (Beckwith, 1998; Amer ican Health
Care As so ci a tion, nd).
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PPS makes the nurs ing homes pay for cer tain items, called “in trin-
sic” ser vices, that were previously billed to Medicare Part B. Doc tors’
ser vices pro vided by MDs are not affected by PPS and are designated
as “extrinsic ser vices.” In ad dition to doc tors’ ser vices, Part B of
Medicare orig inally paid for many ser vices in nurs ing homes that
Medicaid does not cover, such as lab oratory ser vices. The nurs ing
homes did not need to be con cerned at all with the cost of anything
that was covered by Part B of Medicare. 

There may be some im pact on med ication use, and this could affect
the use of the newer psychotropic drugs in nurs ing homes. In gen eral,
Medicare has never paid for med ications except in cer tain lim ited cir -
cumstances. Gen erally speak ing, nurs ing homes have had to pay for
drugs, re sulting in some pres sure on doc tors to pre scribe cheaply, but
exemptions have been made by many states, es pecially those where
drug com panies em ploy lob byists, so that Medicaid pays for the ex-
pensive psychotropic drugs.

Another men tal health is sue may be pay ment for nonphysician
mental health workers, such as so cial workers.

HEALTH MAINTENANCE ORGANIZATIONS

Health Main te nance Or ga ni za tions (HMOs) grew rap idly from 1993
onward. This growth was not so much the re sult of any par ticular piece
of federal legislation, as it was the re sult of fail ure to in augurate various
government health in surance plans that had been pro posed as an an swer
to rap idly ris ing health care costs.

Because of the large role of Medicaid, which is al ready heavily
regulated, and the com plex in teraction be tween Medicare and Medicaid, 
the im pact of HMOs on nurs ing homes has been muted. If an HMO is
covering Medicare but not Medicaid, then the HMO would be re -
sponsible for pay ing the doc tors. In such a case, the HMO might find
it more economical to have the pa tient in a nurs ing home than at
home. If one con trols for di agnoses and func tional status, the costs to
Medicare for nurs ing home res idents are less than for those equally
impaired living at home (Kane, 1999).

Out cry against HMOs has been par ticularly loud in psy chiatry
(and even louder among nonmedical providers of men tal health care),
mainly be cause of the limitations on hos pitalization and on psy cho-
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therapy. These lim itations have in cluded the need for providers of
these ser vices to prove their ne cessity to a reviewer. The pre scribing
of psychotropic drugs and one-shot con sultations have not been af-
fected as much.

Medicare and Medicaid pay ments have been pro tected against the
more rig orous exclusions. Some times pa tients who be long to an
HMO that has a lim ited panel of pro viders whom it will pay are ad -
mitted to nurs ing homes. An exemption can usu ally be negotiated,
but the pro cess may be so time-consuming as not to be cost-effective
for the prac titioner. The re sult can be the pa tient goes without ser -
vices and the HMO saves money.

THE BALLOON

In 1994, 1.6 mil lion Amer icans lived in nurs ing homes, and this
number is expected to triple by 2020 (Agronin, 1998). With the aver-
age nurs ing home cost ing $50,000 a year, some thing has to give
sooner or later, par ticularly since the burden largely falls on Medi -
caid. The federal government pays $39 billion a year for nurs ing
home care (The New York Times, 1999). Medicaid money that might
help poor chil dren is in creasingly si phoned off into this gi gantic
middle-class subsidy.

Possibly this is dis guised men tal health expenditure. Only 1.5 per cent
of the Medicare budget goes to men tal health ser vices for the el derly
(Bartels, 1998). This low pro portion may rep resent the fact that the el -
derly mentally ill are receiving in stitutional care in the nursing homes.

For every in habitant of New York over the age of eighty-five, the
state spends $16,500 in nurs ing home Medicaid dol lars. In other
words, if Medicaid just handed $16,000 a year to every New Yorker
over eighty-five, and did not sub sidize any of them in nurs ing homes,
it would be cheaper for the tax payer. If the el derly are re ally com pe-
tent to make their own financial de cisions, then they might pre fer to
be given the money di rectly and to shop for their own best bargains in
the health care mar ketplace (see Chap ter 22). 
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Chapter 6

Anger at the Nursing Home

Anger at nurs ing homes is com mon. Books about nurs ing homes
have such ti tles as Tender Loving Greed (Mendelson, 1975), Death
With out Dig nity (Long, 1987), and Un lov ing Care (Vladeck, 1980).
Ag gres sive be hav ior by pa tients’fam i lies to ward staff mem bers is not
uncommon. This may be purely verbal or staff may be slapped,
punched, shoved, spat upon, or kicked. Daugh ters or step daughters of 
female pa tients are the most likely ag gressors (Vinton, Mazza, and
Kim, 1998). 

COMPLAINTS

Most com plaints about nurs ing homes are un substantiated (Mosca,
1999), al though this may not mean they are com pletely ground less.
Com plaints come from pa tients, fam i lies, gov ern ment in spec tors, or
the press. Com plaints by pa tients are sur prisingly un common. Patient
complaints are of ten lim ited to very im mediate grievances such as be-
ing de prived of a favorite chair, and are di rected against other res i-
dents rather than the man agement.

Families complain, in or der of fre quency, about the laundry, the
other pa tients, the food, and the qual ity of the medical and nurs ing
care. Fam ilies will sometimes com plain about lack of com munica-
tion with the doc tor, and this is more likely to hap pen in the nurs ing
home than in the acute care general hos pital. The prob lem is, par a-
doxically, less in large nurs ing homes in metropolitan ar eas, where
one doc tor sees many pa tients and makes a business of look ing af ter
nursing home pa tients. Al though such doc tors are strang ers to the
family, they will visit the nurs ing home fre quently, if only to get paid.
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In ru ral ar eas, where family doc tors con tinue to serve pa tients they
have known for a long time, doctors may only visit for the stat utory
minimum num ber of vis its. This can be bewildering to the family when 
the pa tient was previously re ceiving daily hos pital vis its. They can not
understand why the doctor does not have up-to-date information. They
are not ac customed to the nurse as suming the main re sponsibility. Con -
sequently, the nurse may re sent their re luctance to rely on him or her as
the main source of in formation.

At the opposite extreme from the jus tified com plaint is the sit ua-
tion in which the complaining fam ily mem ber is obviously men tally
dis turbed. Para noia and schizo phre nia are com mon ill nesses af fect ing
family members of nurs ing home pa tients. It is of ten help ful if a psy -
chiatrist can di rectly field some of the tele phone calls or interview the 
family mem ber. When the pa tient has clas sic cir cular manic-de pres-
sive ill ness, then the likelihood exists that this same ill ness will affect
a fam ily mem ber, as dem onstrated in the fol lowing example:

The daugh ter of a nurs ing home pa tient began making in creas-
ingly pro longed telephone calls expressing in dignation at a psy -
chiatrist’s sug gestion that her mother might be manic. She said
that lithium should be avoided be cause she had been forced to
take it her self and knew it caused ra dioactive fallout. She went
on to ex press bi zarre and gran di ose de lu sions. Con ver sa tions
had to be ter minated by putt ing the telephone down, and she
threatened to sue the psychiatrist. A few weeks later she was in
his office suffering from a severe psy chotic de pression.

Dealing with Complaints

Every com plaint may be jus tified and needs fair and vig orous in-
vestigation. The complainer must be as sured that his or her con cern is 
being addressed. Fam ilies are not aware of the health sys tem’s hi erar-
chies and may complain to the wrong per son. The med ical di rector
who re ceives a com plaint about the mark ing of the laun dry may feel
that he or she is be ing bothered with trivialities and fail to investigate.
It may seem that cu pidity is involved when the fam ily mem bers em-
phasize the cost of a miss ing gar ment. One has to try to em pathize
with the fear that a loved rel ative is be ing clothed with institutional
things from a com mon store. 
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Complaints by families about the other pa tients can un derstand-
ably an noy the staff. A family that says, “Why is our mother with all
these crazy peo ple?” can be ir ritating, es pecially when the mother is
as de mented or dis turbed as anyone else in the nurs ing home. Such
complaints are more com mon when the demented are segregated.
The family may feel their mother does not be long with the de mented,
or that she would be helped by being with more alert pa tients.

Dealing with such com plaints must be a grad ual pro cess. Some times
one can ar range to in terview several pa tients to gether with the com plain-
ing fam ily mem ber present. The interview can demonstrate that the
mother’s mem ory and ori entation are the same as that of the other pa -
tients.

The fact that de mentia is the loved one’s ma jor ill ness may not be
palatable or un derstandable for some families. They have been told that
a phys ical ill ness is the official fo cus of med ical at tention. This can re -
sult in fam ily mem bers focusing on relatively small physical problems.
Recently I had four telephone calls in two days about the prog ress of
in ves ti ga tions into a slight ane mia. The pa tient was in a nurs ing home
and was de luded, hal lu ci nat ing, and dis ori ented, with a pro gres sive pri-
mary de mentia. Anemia was, for this fam ily, a so cially ac ceptable ill -
ness that they could talk about and un derstand, and it gave them an
acceptable rea son for dis cussing the case with the doc tor. Such families
may be helped by be ing grad ually in troduced to the concept of de men-
tia as a dis ease. They may need grad ual sug gestions that some of their
relative’s symp toms are caused by a dis ease of the brain. This can be
done by in troducing a dis cussion of mem ory and mood into discus-
sions about phys ical symp toms, and mak ing it clear that these are legit-
imate ar eas of med ical and nurs ing con cern. At a cer tain point con tact
with the Alz hei mer’s As so ci a tion <www.alz.org> can be sug gested,
and the telephone num ber of the lo cal chap ter given.

When the fam ily ob jects to a spe cific treat ment method, such as
blood trans fusion or surgery, then this ob jection should be placed on
record. Sometimes fam ilies will want a pa tient transferred to a hospital
but will not want the spe cific treat ments that would justify hospitaliza-
tion in the eyes of the uti lization review com mittee. (The many is sues
surrounding do not re suscitate (DNR) or ders and the vigor with which
medical treat ment is pressed will be discussed in Chapter 20.)
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NURSING HOME EXPOSÉS

News me dia and books from time to time expose dread ful con di-
tions in nurs ing homes and the iniquities of those who work in them.
The smell of urine and fe ces and the ap pearance of bed sores are de -
scribed in vivid clichés.

Why is this? Per haps nurs ing homes are, like fu neral homes, a re -
minder of mor tality. The residents are not the most pop ular mem bers
of a so ciety that values youth and phys ical prowess. They are old and
disabled. The families who put an aged relative in a nurs ing home
wish they did not have to do it. They may feel frus trated and guilty.
Even an em inent phy sician such as Talbott (1988) de scribes nurs ing
homes as “de plorable places.” What he prob ably means is that he
does not en joy be ing in them or feels he can not do use ful work in
them.

Loebel and Rabitt (1988) point out that crit icism of the quality of
psychiatric care in nurs ing homes can have a negative effect on fund -
ing. Third-party payers (such as Medicaid) may be convinced that
transinstitutionalization is tak ing place and that pa tients in nurs ing
homes can not pos si bly be get ting ad e quate psy chi at ric care and,
therefore, re fuse to pay for any psy chiatric care in nurs ing homes.

More se rious is the effect on staff re cruitment and on the mo rale of
those al ready working in nurs ing homes. Those with access to the
me dia should de fend against ir re spon si ble crit i cisms. There is a
temptation for pro fessionals to stay si lent and keep a stiff up per lip.
This is dig nified but does not im prove esprit de corps. Hot lines set up
for com plaints against nurs ing homes can be used as of ten as pos sible
to say what a good job is be ing done and to press for diversion of
funds from dis trict attorneys’ offices to pa tient care.

LITIGATION AGAINST NURSING HOMES

Five hun dred mil lion dol lars a year, of which lawyers keep al most
half, is made by su ing nurs ing homes. In some states, such as Florida,
if an el derly pa tient dies and the heirs can prove neglect, they can as -
suage their grief at their loss by col lecting money from a lawsuit
against the nurs ing home, even if the pa tient was on Medicaid. James
Wilkes, of the Florida law firm Wilkes and McHugh, is a good exam-
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ple. Mo tivated, he says, by the trauma of having his grand mother die
in a nurs ing home, Wilkes col lected $35 million in nurs ing home le-
gal settlements in 1998 (<www.wilkes-mchugh.com>).

Fear of Litigation

The fear of lit igation, rather than its ac tuality, is an influence in
nursing homes. Just as those with out med ical training have health su -
per sti tions, so those with out le gal train ing have le gal su per sti tions.
Many ground less fears of be ing sued are based on ur ban legends, and
fear of be ing sued is some times given as a rea son for pa tient care pol i-
cies that cannot be oth erwise ra tionally jus tified, such as the use of re-
straints previously dis cussed. Doubts and dis agreements about intensity
of care, trans fer to hos pital, or DNR or ders are sometimes fu eled by
fear of lit i ga tion.

Government Inspectors

HCFA is the fed eral agency with au thority to in spect nurs ing
homes and en force stan dards laid down by OBRA ’87. HCFA del e-
ates the au thority to the states; of course, each state and lo cal ju ris -
diction has its own rules governing everything from food prep aration
to phar macy. All of these em ploy full-time in spectors of various
kinds, of ten li able to de scend un announced at odd hours.

These government agen cies are most likely to fault the home for not
filling out forms prop erly. Ac cording to the American Health Care As -
so ci a tion, the lead ing ar eas of de fi ciency have been com pre hen sive
care plans, food, re straint use, and maintenance of an ac cident-free
environment. Ac cord ing to HCFA the top cited ar eas were residents’
rights, re straint use, and environment (Pro vider, 1991).

American Health Care Association

To some extent the nurs ing homes are de fended by the Amer ican
Health Care As so ci a tion <www.ahca.org>. Al though open to non profit
nursing homes, the AHCA tra di tion ally rep re sents the much-ma ligned
tax-paying nurs ing homes. It rep resents 12,000 homes, is head quar-
tered in Washington, DC, and does a cer tain amount of lob bying.
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MEASURING QUALITY OF CARE

Some nurs ing homes have an enviable rep utation with the gen eral
public for be ing “good” nurs ing homes. Such a rep utation will some-
times sur vive even well-pub li cized de fi cien cies found by in spec tors,
especially if the home is run by a religious or char itable organization.
It is easy for a home to look “good” if it con tains only the affluent and
not very ill. The first target for exclusion by a home that wants to im -
prove its public im age is the pa tient with antisocial be haviors.

Measuring qual ity of care in any med ical field is a complex mat ter
with its own specialized ter minology. Care ful al lowance has to be
made for the fact that some in stitutions and doc tors may be han dling
more difficult cases than oth ers.

The com monly ac cepted ter mi nol ogy for as sess ing qual ity of care
divides the as sessment into three methods: struc ture, out come, and
pro cess.

Structure

Structure re fers to whether the buildings are new enough, the
equipment good enough, and the staff nu merous enough.

Outcome

Outcome is an im portant assessment but also the most difficult to
measure. Outcome as sesses whether the care makes pa tients better.

Process

Process mea sures are sup posed to in dicate whether the right things
are be ing done. Most of the government in struments for as sessing
care qual ity, such as the MDS, mea sure process.
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PART II:
THE PEOPLE





Chapter 7

The Families

Ge ri at rics ri vals pe di at rics in the ex tent of fam ily in volvement in
decisions, but in some ways ge riatric de cisions are more difficult.
Pediatrics usually involves just the par ents. In ge riatrics we have the
com pli ca tion of the ex tended fam ily, and dif fer ent fam ily mem bers
may be involved to different ex tents. The com plexity is fur ther in -
creased in the nurs ing home, be cause a com plex organization, not just 
the in di vid ual prac ti tio ner, is at the re ceiv ing end.

The so cial, fi nan cial, and eth nic char ac ter is tics of nurs ing home
patients will be further dis cussed in Chap ter 9. These characteristics
are re flected in their fam ilies. One re sult is that in many parts of the
United States, es pecially ur ban ar eas, the families’ back grounds are
different from those of the nurs ing home staff. This is a po tential
source of ten sion and com mu ni ca tion dif fi culty.

THE ABSENT FAMILY 

In many cases, the family of the nurs ing home pa tient is con spicu-
ous by its ab sence. The childless, the un married, and the wid owed are 
especially likely to be in nurs ing homes. However, this ap parent ab -
sence can be de ceptive.

Admissions of ten oc cur in the day time on a weekday, and of ten at
the time of admission there is a flurry of fam ily ac tivity, and ex tensive
contact with relatives or friends. They visit frequently, and may want
to know de tails of the food, the laun dry, the den tal care, and so forth.
A phrase often heard at this time is, “You’ll call us if there’s any
change.” We as health pro fessionals tend to forget the family said
this, but the family does not forget.
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After this initial flurry, many of the staff do not see much of the
family for a while. The doc tors, the so cial workers, the ad ministra-
tors, and the nurs ing staff on the day shift may rarely see them. Some -
times this is be cause the fam ily members do not visit as much, but
sometimes they may be vis iting every night, with out the day staff re -
alizing it, or every weekend, without the office staff re alizing it.

At this stage the presence of a con cerned family may be forgotten,
then the staff is taken by sur prise when an in dignant daugh ter wants
to know why she was not called about her mother’s fever or bed sore.

The Daughter from Ontario

The “daugh ter from On tario” syn drome was de scribed by Mol loy
and colleagues (1991). In the most extreme version of the syn drome,
the pa tient is thought to have no family as none is on re cord. In other
cases the in formation about fam ily listed on the face sheet is mislead-
ing and the listed rel atives are not the most con cerned. Find ing out
who the con cerned rel ative is may not be an easy mat ter and some -
times, even when the pro fessionals or in stitution staff think they have
done what is rea sonable to con sult with the family, the “daugh ter
from On tario” or “daugh ter from Cal ifornia” turns up, like the bad
fairy at Sleeping Beauty’s chris tening, in dignant at not having been
in vited.

DISPUTES AMONG FAMILY MEMBERS 

Disputes arise among fam ily mem bers. There may be re quests that a 
particular rel ative or friend not be al lowed to visit or take the pa tient
out. The legality of such re quests can be du bious. These sit uations are
sometimes found in cases of sec ond mar riages. The children of the first
marriage may be at odds with their step parent. They may want to try to
exclude him or her from de cision mak ing. Wher ever the law gives one
par tic u lar fam ily mem ber pri or ity, the spouse is al ways cho sen. The
law still regards mar riage as sac rosanct. Unmarried lovers have very
little legal au thority. When a rich old man be comes in competent the re -
sentful chil dren can eas ily move in to exclude his mis tress. It is im por-
tant in such cases to place the pa tient’s expressed wishes and degree of
mental com petence fully on re cord.

This is one of the reasons for failure of the plan in which one family
mem ber is the sole re cip i ent of in for ma tion, with the re spon si bil ity of
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passing it along to other family members. This sounds plau sible in
theory, but sel dom works in prac tice except in the most straight for-
ward of sit u a tions.

Wills and Testaments

Only lawyers can be come com pletely fa miliar with the nu ances of
tes ta men tary ca pac ity, pow ers of at tor ney, and com pe tence to en ter
into con tracts in every state. (Living wills are dis cussed in Chap ter
20.) It is im portant to have at least some facts on the chart about the
patient’s men tal state. It is em barrassing to go to court as a wit ness
about a million dol lar es tate and give tes timony based on a re cord of
less than a half-page about the pa tient’s men tal sta tus. The judges do
not de mand much. Can the pa tient add and sub tract? Does the patient
know how much money he or she has? 

THE DIFFICULT FAMILY

Certain fam ilies are la beled by the staff as difficult. (However, not
all of the staff la bel the same fam ilies.) Fam ilies who com plain a lot
about nurs ing homes are not always bad peo ple. In fact, the contrary
may be true. These are the very fam ilies who care deeply about every
aspect of the care of their rel ative and can not tol erate the thought of
the loved one suffering dis comfort. I have of ten fol lowed pa tients in
my office or their homes who were the ob ject of self less devotion by
kind and car ing families, who expressed great ap preciation of my
medical care. Then, when they finally gave up and the pa tient was ad -
mitted to a nurs ing home, with me having told the staff what a nice
family this was, I find the family giving hell to the nurs ing home staff.
The nurses want to know how I could ever have thought these queru-
lous nui sances were nice.

The Overburdened Family

The burden of car ing for a disabled rel ative at home is severe and
admission to a nurs ing home does not always end the burden. Abu-
sive, able-bod ied, de mented men are some times kept at home be -
cause it is difficult to convince nurs ing homes to take them, but their
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wives face crit icism if they do finally in stitutionalize them (Bédard et
al., 1999). Some families, de pendent on a dou ble in come, make fran -
tic at tempts to keep up with ob ligations by fre quent vis iting and feel
caught in a rat race.

Such fam ilies have to cope with feel ing that it is for the sake of the
mortgage on the house in the suburbs, or the child’s col lege tu ition,
that Grandma was put in a home. Those who as pire to such ideas are
often ed ucated people with strong con sciences. From these families
we hear such phrases as, “We can not man age her at home be cause we
both work,” or, more usu ally, “We both must work.”

In one family I know, the hus band and wife have both sets of par ents
in nurs ing homes. They spend all their free time vis iting four nurs ing
homes, to the neglect of the chil dren whose Ivy League ed ucation they
are pay ing for. They are hard-working, law-abiding tax payers, with
well-behaved chil dren who are excellent stu dents. However, they feel
guilty knowing that the cost to the taxpayer of look ing af ter their par-
ents is more than that of sup porting four wel fare moth ers with twelve
chil dren.

Psychiatric Illness in the Family

Stress and men tal illness can not be equated; and al though stressed
care givers may de scribe them selves as anx ious or de pressed, they
seldom be come men tally ill in the sense of need ing psychiatric treat -
ment (Ea gles et al., 1987). Silliman and colleagues (1986) in North
Carolina com pared the fam ilies who cared for stroke vic tims at home
with those who had them institutionalized and found a lack of sig nifi-
cant difference. The home caregivers suffered from loss of time for
themselves and from financial burdens, but those with in stitutional-
ized family members also suffered from these. It is prob ably more
emotionally tax ing to deal with dis ability in a spouse than in a par ent
(Carnwath and John son, 1987).

Apart from depression, other psychiatric ill ness within the fam ily
can be come the concern of the nurs ing home. This some times as soci-
ates with the phenomenon of two gen erations of ag ing. Nursing home 
residents are of ten in their nine ties, and can have chil dren who are in
their six ties and be gin ning to suf fer age-re lated in fir mi ties them-
selves. When the most involved rel ative is a spouse, one of the most
common ill nesses the nurs ing home has to deal with is de mentia.
Nursing home staff may be the first to be come aware of the spouse’s
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dementia and may need to bring it to the at tention of other family
members or social agen cies. It may sometimes have been a toss-up
which one of a cou ple was to be in stitutionalized.

With the most difficult fam ilies, mu tual support for the staff be -
comes es pecially important. A staff meet ing, sched uled to get staff
from different shifts and dis ciplines to gether can help everyone venti-
late their frus trations and for mulate an approach. The staff will tend
to in ter pret fam ily an ger as guilt, and I do not quarrel with this di ag-
nosis when I am talk ing to them. It is of ten use ful to dis cuss the con -
cepts mentioned in this chap ter with the staff. At such meet ings it
may emerge that the problem is not the en tire fam ily, but one or two
mem bers. Iden tifying a rea son able and re spon si ble fam ily mem ber
can be most use ful.

The drastic rem edy of dismissing the patient is sometimes invoked
but is sel dom nec essary and, in deed, may fail to alleviate the situa-
tion. It may not be pos sible to dis charge the pa tient and the com -
plaints may con tinue af ter the pa tient has gone. 

Contact be tween pa tients’ families for mu tual sup port can sound
threatening to nurs ing home staff, but can be con structive. A group of
this kind can be organized in formally and may provide a cer tain
amount of group ther apy. Organizing a for mal sup port group is diffi-
cult work, sel dom re imbursed by in surance, but has rewards in other
areas. Where one nurs ing home serves a wide area, the nurs ing home
may be a suit able venue for meet ings of the lo cal Alz heimer’s Dis -
ease As so ci a tion.

Although there are no good sta tistical stud ies, my experience has
been that the prog nosis of the difficult family is sur prisingly good.
Most of them seem to set tle down eventually, or the staff finds ways
of deal ing with them.

The Families 51



Chapter 8

The Staff

Most workers in nurs ing homes are in entry-level po sitions, mainly
as nurse as sistants, but also as kitchen workers or clean ers (Watson,
1991). Nursing facilities, as op posed to board and care homes and as -
sisted living fa cilities, are re quired to pro vide care by reg istered
nurses, and to em ploy a med ical di rector and several other mandated
professionals. Some of these other man dated pro fessionals in the
nursing home have a cru cial role in men tal health care. Food and fluid 
refusal, or weight loss due to de pression, involve the di etician. The
di etetic ser vice su per vi sor is com monly a reg is tered di eti cian (RD) li-
censed by the Com mission on Di etetic Registration, but may have
lesser qual i fi ca tions if an RD pro vides con sul ta tion and su per vi sion.

Federal law re quires that every nurs ing facility have “an on going
program of ac tivities,” which must be di rected by a qualified ther a-
peu tic rec re ation spe cial ist or oc cu pa tional ther a pist. These pro fes -
sionals are the backbone of the pro grams that en sure that pa tients do
not spend their days parked in front of a television set. They may di -
rect such ther a pies as Re al ity Ori en ta tion and Remotivation.

OWNERS AND ADMINISTRATORS

In some small nurs ing homes, es pecially outside New York, Florida,
and Cal i for nia, the ad ministrator may be the owner; but this is un -
usual in the larger nurs ing homes in the larger states and is be coming
rarer. Such owner-ad min is tra tors may only have the min imum num -
ber of hours of train ing man dated by the state for nurs ing home ad -
min is tra tors.
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Most ad min is tra tors are male and have at least a bach elor’s degree
with further training in ge riatrics; administrators often have a mas -
ter’s de gree in ad min is tra tion or pub lic health. The ad min is tra tor gets
a big ger sal ary than any other em ployee, in cluding the Di rector of
Nursing Ser vices (DNS), who is the top nurse. The ad ministrator is
appointed by the owners and is ul timately responsible for hir ing and
firing the rest of the staff, in cluding the Med ical Di rector and the
DNS. One justification for the large in come is that the ad ministrator
is largely re sponsible for the financial end of things. When nurs ing
homes lose money, the ad ministrators lose their jobs. 

NURSE ASSISTANTS

Most nursing home em ployees are clas sified as “nurse as sistants,”
commonly called “aides,” and they de liver most of the care (DeRuvo-
Keegan, 1992). Un til OBRA there was no fed eral stan dard for train ing
aides. Nursing homes could hire anyone who walked in, regardless of
ed u ca tion or train ing, and the in di vid ual could start work im me di ately
as a nurs ing aide. Many of those hired in this way are do ing excellent
jobs. Regulations now spec ify that nurs ing aides must have some
course of train ing, al though the value of such training is un proven
(Goldman and Woog, 1975), and they must take an examination that
includes evidence of pro ficiency in the Eng lish lan guage.

In ru ral ar eas the nursing aides may come from the same mi lieu as
the pa tients, but in city and suburban ar eas they will come from differ-
ent mi lieus, usually re flecting the cheapest and most will ing work ers
(Tellis-Nayak and Tellis-Nayak, 1989). Some of the youn ger ones
want to explore a health care job, and may later go on to be come LPNs,
RNs, MDs, or in ves ti ga tive jour nal ists ex pos ing the in ad e qua cies of
nursing home care. In the in ner cit ies, the aides are mostly Af rican
Americans. In the suburbs, these are joined by Asian and other im mi-
grants who are rel atively new in the United States and can not get any
other job. These im migrants are of ten in telligent and hard working.
They may in clude per sons of high ed ucation whose pro fessional skills
are not marketable in the United States. Nursing aide work is relatively
un pop u lar among His pan ics, how ever.

Eth nic ity and eth nic ten sions re main im por tant fac tors in nurs ing
homes, es pecially in ar eas such as New York City, where most of the
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elderly were born out side the United States (Gurland et al., 1983) and
where some homes have res idents who be long to pre dominantly one
ethnic group (Flint, 1982). Many of the el derly with mild de mentia
will dis play crude ra cial prejudices. They may shout ra cial ep ithets at
aides and re fuse to be cared for by aides who are not white.

Cultural differences cause an emotional strain on the aides in other
ways as well. To make one’s living in a for eign coun try is difficult
enough with out do ing it in a nurs ing home. Many of them live in two
isolated worlds. They come from a background that is iso lated from
the main stream of Amer ican life, and then they go to work in a mi lieu
which is also isolated from the main stream.

The Amer ican-born aides may feel rel atively un derpaid and that
they are there to enable the families of their patients to go off and earn 
bigger sal aries. Many of the fe male aides have small chil dren and
work out of sheer eco nomic ne cessity.

A less obvious but very strong grievance of the aides is the lack of
any kind of praise or pos itive feed back for their work. The im por-
tance of this is em phasized in several studies (Caudill and Patrick,
1989). It is not, there fore, sur prising that aides in nurs ing homes have
very high rates of ab senteeism. Their job turn over averages 40 per cent
(Waxman, Carner, and Berkenstock, 1984).

THE NURSES

Nursing homes, by definition, are places in which nurs ing is
practiced. The most pre cious com modity in the nurs ing home is the
time of the skilled nurse. At least one RN must be on duty eight hours
a day, and at least one LPN twenty-four hours a day. The RN, per -
forming hands-on bed side du ties, has be come an en dangered spe cies
in the United States, al though at tempts to abolish the actual word
nurse, be cause of its sexist and hierarchal con notations, have failed.

Licensed Practical Nurses

At one time it was expected that Li censed Practical Nurses (LPNs,
called Licensed Vocational Nurses in Cal ifornia and Texas) would re -
place RNs in hos pitals, but hos pitals have pre ferred to train techni-
cians to per form hands-on tech nical pro cedures, and an in creasing
proportion (at pres ent 25 percent) of the 700,000 U.S. LPNs work in
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nurs ing homes. LPNs tend to like nurs ing home work be cause of the
autonomy and re sponsibility they are given (Brannon et al., 1988), al -
though they are poorly paid. 

Motivations of Nursing Home Nurses

Why do nurses choose to work in nurs ing homes? First, let it be
said that there are those who are ded icated to the good that they can
do and who find spe cial sat isfaction in serv ing the very help less and
in re ha bil i tat ing long-term pa tients.

There are some other pos itive at tractions. The nurs ing home is not
required to have a registered nurse on all shifts, there fore, the regis-
tered nurse can be offered the pos sibility of a job limited to day shifts.
Because there are more nurs ing homes than hos pitals, more job flexi-
bility is available, in cluding the op portunity to find a job closer to
home. These are advantages that ap peal mainly to fe male nurses who
are mar ried and have chil dren at home, and possibly why it is un usual
to find a male RN in a nurs ing home.

Also, the nurs ing home nurse provides more au tonomy and re -
sponsibility. The hos pital is very hierarchical; doc tors and ad minis-
trators and su pervisors are everywhere. In the nurs ing home, the
registered nurses feel more in charge. Deckard, Hicks, and Rowntree
(1986) found that registered nurses in nurs ing homes were fairly
comfortable with their lot and ap preciated the greater au tonomy and
responsibility of nurs ing home work al though they were dis contented
that ad di tional re spon si bil ity was not re flected in in creased sal a ries.
Cohen-Mansfield (1989) also found nurs ing staff held gen erally pos i-
tive at titudes toward their work. 

Psychological Problems of Nurses

Nurses who find them selves work ing in a nurs ing home be cause
they must, and who have been used to acute care gen eral hos pitals,
may be fright ened by the lonely re sponsibility. Some nurses suffer
from anx i ety, cen tered around the fear of harming a pa tient. This per -
vasive fear com monly causes nurses to leave the pro fession.

These fears do not favor the nurs ing home pa tient. A fear of some
technical er ror, such as a drug overdose, can lead, for example, to in -
sistence on bed rest, be cause this seems safer than mo bilization.
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Good ge riatric prac tice can con flict with the nurse’s previous med ical
practice in the acute care gen eral hos pital. This arouses anx iety and
can lead to loss of nurs ing staff unless indoctrination and ed ucation in 
ge ri at rics can be provided.

The be havior of doc tors is a ma jor com plaint of nurses. Some times
when nurses are re quired by regulations to telephone doc tors, the
doc tors are un pleas ant (Cadogan et al., 1999).

Nurse Prac ti tio ners and Phy si cian Assistants

Some evidence sug gests that use of pri mary care teams involving
nurse prac titioners provides op timal care in nurs ing homes, al though
measures of this, such as fre quency of trans fer to emergency rooms,
are of du bi ous va lid ity (Boult, 1999). 

The nurse prac titioner (NP) differs from the physician assistant
(PA) in usu ally having first qual ified as an RN. NPs are more likely to
be fe male, to function as a pri mary care practitioner, and to be in de-
pend ent of MDs. The PA tends to work in a high technology, spe cial-
ized field un der closer MD su pervision. Nurse prac titioners who
work in nurs ing homes spend more time with the patients than MDs
(Gold, 1999), usu ally due to economic reasons. MDs find that nurs -
ing home work is less lu crative. Per haps MDs can skimp on pa per-
work and bend rules and cut corners without affecting real quality of
care. NPs are usu ally paid by Part B of Medicare and Medicaid, but
arrangements for this can be com plicated by state re quirements about 
MD su per vi sion.

THE DOCTORS

Physicians who work in nurs ing homes are fre quent targets of crit -
i cism (Turnbull, 1989). It is claimed that they are sel dom involved in
staff train ing, per func tory in their vis its, un fa mil iar with reg u la tory
standards, and pre scribe drugs with out see ing or knowing anything
about the pa tients.

Such crit icisms do not add to the at tractiveness of nurs ing home
work for doctors. The typ ical doc tor vis its the nurs ing home with re -
luctance, if at all. Young internists start ing out in prac tice may take on 
a few nurs ing home pa tients, but give these up when they get busy.
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They find de mented el derly patients with mul tiple ail ments frustrat-
ing. They have not been trained in the technique of examining or es ti-
mating the func tional capacity of these patients. The old-line gen eral
practitioner may fol low pa tients into the nurs ing home. Such con tinu-
ity of pri mary care might be expected to be ben eficial, but Susman,
Zervanos, and Byerly (1989) were not able to dem onstrate any im -
provement in outcome re sulting from con tinuity of care be tween hos -
pital and nurs ing home by a pri mary care physician.

Although the pub lic may have lit tle sym pathy for any doc tor who
complains about be ing un derpaid, the pres ent pay ment sys tem pro-
vides lit tle financial in centive for the doc tor to visit the nurs ing home, 
especially if he or she is treat ing only one or two pa tients. Such a visit
may earn a tenth of the money but take the same amount of time as a
tech ni cal pro ce dure such as a colonoscopy, which can be done in the
office. If called about a pa tient who is se riously ill, it is more finan-
cially feasible for the doc tor to or der the pa tient sent to the hos pital.

The doc tor’s pri mary source of in come from nurs ing home pa -
tients is Medicare. Typically, Medicare will only pay for one visit per
patient per month. An ad ditional visit may be paid for if it can be jus -
tified as med ically nec essary. Medicare will quite of ten re fuse to pay
for ser vices in nurs ing homes that must be provided by a doc tor.  On
some oc casions a visit to pro nounce death has been dis allowed, with
a no tice of de nial sent to the de ceased pa tient stating, “This many vis -
its not nec essary for your con dition.” Avorn (1998) has pointed out
that the elderly in nurs ing homes of ten get less at tention (but more
medication) from their doc tors than do their free-living coun terparts.
This paradox arises be cause their con tact with the doc tor is lim ited to
visits at the time of the doctor’s (or Medicare’s) choice, or is me di-
ated, and thus to some extent cen sored, by nurs ing staff.

In the early days of Medicare no torious examples of “gang vis its”
abounded. The doc tor would visit a nurs ing home con taining 100 or
more pa tients, not leave the ad ministrator’s office, yet charge for hav-
ing seen all the pa tients. Such abuses led Medicare to insist on doc u-
mentation of vis its to each patient, which led in turn to more of the
dreaded pa perwork.

Some al tru is tic and ded i cated doc tors with an in ter est in ge ri at rics
may rise above these mere mon etary con siderations, and some may
say such con siderations do not matter; but the invisible hand of the
marketplace is always at work ad vising the doc tor not to spend too
much time in the nurs ing home. The staff tends to per ceive the doc tor
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as re luctant to visit and anx ious to leave. Such anx ious doc tors may
remain at the nurs ing sta tion rather than examine pa tients, may be un -
aware of whether the pa tient can walk or stand or con trol the bladder
or bow els, and may pre scribe symp tom at i cally, giv ing Lomotil to
those with di arrhea and di uretics to those with swollen feet.

The Medical Director

The medical director is not the grand figure that the ti tle sug gests,
and the sta tus of the po sition has fallen from its orig inal in tention.
The orig inal legislation that re quired each nurs ing home to employ a
physician as med ical di rector was passed in 1972 as a re sult of ear lier
nursing home scan dals. The idea then was that putting a doc tor in
charge would en sure re form. In the ory, med ical di rectors were re -
sponsible for organizing the med ical staff and en suring that they did
their work prop erly, but this may not have been much of a reality in
the smaller homes. They were sup posed to ad vise the ad ministrator
and DNS about medical mat ters and sit on com mittees. The ap -
pointed med ical di rectors were typ ically re cruited from the ranks of
older, lo cal, male family doc tors of the gen eration who were not cer ti-
fied in any spe cialty (rather than the newer breed with fam ily prac tice
certification). They spent less than five hours a week at the fa cility,
most of which was spent vis iting their own pa tients (Birkett, 1980).

The role of medical di rector as the guard ian of qual ity care has
now been as sumed by the reg u la tory agen cies. Spec u la tion about
eliminating the requirement arose with OBRA ’87, but it was re tained
and re inforced. In spite of this, the role has de clined rather than in -
creased. Many med ical di rectors are discontented with the extent of
their con trol over nurs ing home pol icies (Elon, 1993). In fact, many
nursing homes ap parently get by without any paid med ical di rector at
all (Mc Carthy, Banaszak-Hall, and Fries, 1999). They pre sumably
comply with the letter of the law by des ignating a lo cal doc tor as
medical di rector. If paid at all, the post of med ical di rector is poorly
reimbursed by med ical stan dards and is of ten held by a semiretired
doc tor (Cefalu, 1998).

Efforts to im prove this situation are being made by the American
Med i cal Di rec tors As so ci a tion, which has in sti tuted a cer ti fy ing ex-
amination for med ical di rectors. In some ways the for mation of such
groups as the Amer i can Med i cal Di rec tors As so ci a tion par al lels that
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of the As so ci a tion of Su per in ten dents of Asy lums for the In sane
which evolved into the Amer i can Psy chi at ric As so ci a tion.

An ac tive med i cal di rec tor with a keen in ter est in ge ri at rics and
chronic care can do a great deal to im prove the mo rale and at mo-
sphere of a small nurs ing home. However, the most ac tive med ical di -
rectors are typ ically found in large nurs ing homes with teaching
hos pi tal af fil i a tions. In some of the ma jor met ro pol i tan ar eas, the
med i cal di rec tor is a full-time, sal a ried, board-cer ti fied phy si cian. In
homes af fil i ated with med i cal schools, the med i cal di rec tor is more
likely to be cer ti fied by the Amer i can Med i cal Di rec tors As so ci a tion
and/or in internal medicine by the American Board of Med ical Spe -
cialties, in some cases with subspecialty certification in ge riatrics.

Geriatricians

An ob sta cle to the de vel op ment of a sep a rate spe cialty of ge ri at rics
has been a cer tain stig ma ti za tion and as so ci a tion with ra tion ing of care.
The affluent and nondemented el derly pre fer to use “organ-based” spe -
cial ists (Banerjee, 1998). In spite of this, a reading of a few is sues of Ger-
on tol o gist or the Jour nal of the Amer i can Ge ri at rics So ci ety will reveal
that there is a lively and developing specialty of geriatrics. Many bril liant
young doc tors have been in trigued by the biology of ag ing and the quest
for im mor tal ity. The mys ter ies of Alz hei mer’s dis ease and de men tia are
attracting some of med icine’s keenest minds. Some of these are in pure
research in the laboratory, but some also be come involved in clin ical
work. Highly mo tivated in ternists may wel come the op portunity to ob -
serve the clas sical phys ical signs of dis ease in a chronic care sit uation. If
one wants to teach phys ical signs to medical stu dents, the nurs ing home
is a good place to find cases.

Good doc tors are at tracted to large nurs ing homes that are closely
affiliated with equally large teach ing hos pitals. Such nurs ing homes
are com mon in large met ropolitan cen ters and are able to at tract good
doctors with an in terest in re search in ge riatrics. A drawback is that
such nurs ing homes lose out in the com petition for nurs ing staff.
They have to com pete with the acute care gen eral hos pitals for nurses
but have lost the features that attract nurses to nurs ing homes.
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Psychiatrists

Psychiatrists, like most other doctors, are re luctant to treat the el -
derly. Their typ ical pa tients range between twenty and sixty years old
and only 0.6 percent of their pa tients are seen in nurs ing homes
(NDTI Spe cialty Pro file, 1998). The Amer i can Psy chi at ric As so ci a -
tion has 42,000 mem bers but the Amer i can As so ci a tion for Ge ri at ric
Psy chi a try has only 2,000 members. Smaller and more ru ral nurs ing
homes do not of ten have available psy chiatric con sultants (Reichman
et al., 1998). Prob ably more psy chiatrists see the youn ger pa tients in
the adult homes and board and care homes, but sta tistics are scarce.

Medicare pay ments dis cour age psy chi at ric treat ment, es pe cially
psychotherapy. At one time all psy chiatric ser vices were paid for at a
lower rate, called “level Z,” and of ten not paid for at all. The decision
that a ser vice was psy chiatric hinged on the di agnosis. If the stated di -
agnosis was, for example, de pression, then pay ment for see ing the
patient was cut in half. This has largely been abolished, al though it
still ap plies to long-term psy chotherapy given with out pre scribing
med i ca tion.

Re im burse ment to psy chi a trists is only pos si ble, un less the home
is un usu ally af flu ent, for ex trin sic ser vices. Extrinsic ser vices in volve
an out side pro fes sional who prac tices in de pend ently. In trin sic ser-
vices are part and par cel of nurs ing home care. Providing in trinsic
services en ables psy chiatrists to per form such func tions as talking to
staff and at tending team meet ings to for mulate care plans, but in trin-
sic services are sub ject to the financial lim itations of BBA and PPS
(see Chap ter 5).

We re turn to the fact that the pres ent system involves try ing to treat se-
verely ill psychiatric pa tients in a setting that is officially nonpsychiatric.
Psy chi at ric man age ment of se verely ill men tal pa tients in an in sti tu tion
ne ces si tates con trol of the en vi ron ment and a close re la tion ship with the
treat ment team.

In the nurs ing home the patient is al located a primary care physi-
cian on the same ba sis as in the acute care gen eral hos pital. (The situ-
ation is different in the adult homes and board and care homes, where
there is no as signed doc tor and pa tients choose their phy sicians on the 
same ba sis as do the noninstitutionalized.) In the old state men tal hos -
pital system the psychiatrist filled this role, but the generation of psy-
chiatrists with the ex pertise and motivation for this has largely
vanished. Psychiatrists to day base their medical iden tity on expertise
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in psychopharmacology rather than in neu rology and gen eral med i-
cine. A fac tor that may cause them to regret their loss of skills is that
newer psychotropic drugs are so free of side effects and so easy to use 
that the need for a psy chiatrist to pre scribe them is less ening.

In gen eral, anyone with a sin gle di agnosed dis ease will get better
treatment from a doc tor who specializes in that dis ease. This has been 
shown in stud ies of several different illnesses. However, el derly nurs -
ing home pa tients sel dom have the good judg ment to con fine them -
selves to a single ill ness.

Psychiatric Consultations

The kinds of men tal dis orders com monly found in nurs ing home
surveys are not typ ically those that lead to nurs ing home con sulta-
tions by psy chiatrists. Withdrawn and ap athetic types of de pression
or schizo phrenia are un likely to be causes for re questing con sulta-
tion. If these ill nesses re sult in consultation re quest it is be cause of a
disturbed be havior, such as food re fusal, vi olence, or sui cide at tempt.

Although de mentia is the most prevalent con dition found in the
surveys, it is very sel dom given as the rea son for the con sultation.
Even when the pa tient is de mented, a psy chiatrist will not be brought
in to help look for the cause of the dementia, but for some ad ditional
behavior prob lem. This may oc cur be cause un der OBRA rules, the
mentally disordered can only be placed in nurs ing homes if they are
demented, and the di agnosis of de mentia should have been made and
in ves ti gated and sub stan ti ated be fore the pa tient came in. Nev er the -
less, the con sultant should always place on re cord some quan tified
assessment of the degree of mem ory and cog nitive im pairment. As in
gen eral hos pi tal li ai son psy chi a try, the causes of acute confusional
state may need to be reviewed, with par ticular ref erence to the pos si-
bil ity of mul ti ple med i ca tion.

Nursing home staff of ten want the psy chiatrist to rec ommend med ica-
tions and give a di agnosis rather than get involved in gen eral psycho -
social man age ment (Reichman et al., 1998). Some consultation re quests
seem to be re quests for se dation, or or dered so as to doc ument the exis-
tence of men tal dis or der to jus tify med i ca tion in ac cor dance with OBRA
re quire ments. As a re sult, rec om men da tions for treat ments other than
med i ca tion are ig nored, and the med i ca tion rec om men da tion alone is
followed. Sometimes it is best to de fer any rec ommendation of medica-
tion un til other meth ods have been tried and to ask for a re port on the ef fi-
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cacy of these mea sures be fore giv ing a rec om men da tion for med i ca tion. If 
a psychotropic drug is rec ommended, the family must be informed about 
the drug and its side effects.

In es tablishing rap port with the nurs ing staff, the psy chiatrist should
determine which shift is most dis turbed by the pa tient’s be havior. The
night shift may be up set be cause a pa tient does not stay in bed at night
and in sists on get ting up and walking around, but the day shift may
think they have a nice quiet pa tient. Shifts com monly change at 3 p.m.,
and there are pros and cons to ar riving at this time. The day shift may
be in a hurry to finish up their pa perwork and hand over to the next
shift. However, this is of ten a good time to start a di alogue be tween the
shifts. When the day shift finishes their work they are some times in -
clined to hang around to talk about the pa tient at their leisure.

Re quests from ad min is tra tors, med i cal di rec tors, or di rec tors of
nursing ser vices of ten arise from an administrative prob lem, such as
placement, legal ca pacity, or the need to satisfy some bureaucratic
state re quirement. The request may re quire the completion of a par tic-
ular form or a spe cific kind of re port. The psy chiatrist should make sure
which form is needed be fore start ing the re port. Some times the rea son
for the re ferral involves place ment. Where does the pa tient be long in the
spectrum of available care? Avail able is the key word here. The con -
sultant who be lieves that the patient be longs on an in patient psy chiat-
ric service will often find this difficult to ar range. Patients with
con com i tant phys i cal con di tions are un ac cept able in many psy chi at -
ric units. State-funded fa cilities will often sim ply re fuse to ac cept pa-
tients un der the guise of keeping the pa tient “in the com munity.” The
private prac titioner must then get on the telephone to explain that,
whatever the vir tues of the home, it is an in stitution, and not the best
one for that particular pa tient at that particular time.

In many cases, the psy chiatrist con sults as rep resentative of a pub -
licly funded agency, such as Mo bile Ge riatric Teams. In such cases he 
or she will also have to as certain, pref erably un equivocally and in
writing, the pol icies of the employing state agency. If the re ferral is
from the nurs ing home for the pur pose of hos pitalization, then the
psychiatrist sent by a state agency with a pol icy of avoiding hos pital-
ization may be caught in a cleft stick.

When the request comes from the pa tient’s fam ily, this is of ten an
indication that the pa tient is in actual subjective dis tress from depres-
sion or anx iety. De pressed pa tients who have previously re sponded well
to organic treat ments will some times be referred from this fa milial
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source. The pa tient be comes with drawn and in active, and while the
nursing home staff do not no tice much wrong, the family re members
that last time their loved one was like this he or she responded well to
elec tric shock treat ment. Some times fam i lies want in di vid ual psy-
chotherapy on a regular ba sis, and it may be difficult to explain to
them that this can not re alistically be given in a nurs ing home. Pleading
exigencies of money and time may lead the fam ilies to feel that their
relative is be ing de nied a nec essary treat ment be cause of lack of
money. A rea sonable re sponse to this may be to offer the treatment in
a private office if the fam ily is willing to transport the patient.

A visiting psychiatrist may find that he or she is re peatedly called
upon con cerning the same patient, and it be comes evident that the pa -
tient is primarily a psychiatric case. Re peated visits by a psychiatrist
to the same patient may not be re imbursed.

Probably the best so lution in cases in which the pri mary di agnosis
is psy chiatric is for the psy chiatrist to be come the primary care physi-
cian. This is par ticularly ap posite in those cases where there is no ma -
jor med ical prob lem be low the neck. The main ad vantage to the
patient with a pri mary care phy sician with psy chiatric expertise is not
merely in having psy chological needs attended to, but in re duction of
physical mor bidity and of mor tality. This re duction is partly due to
avoid ance of mul ti ple med i ca tions, and to more ac cu rate rec og ni tion
of phys i cal symp toms based on de pres sion. The psy chi at ri cally trained
physician tends to use psychotropic med i ca tion more ap pro pri ately,
and thus cause less se dation and ad verse drug effects.

A dis ad van tage is that some psy chi a trists, es pe cially those trained in 
Amer i can teach ing hos pi tals, feel they lack train ing and ex pe ri ence
in pri mary care medicine. The older gen eration is more comfortable
with this role, especially those trained in state hospitals or those (of-
ten for eign med ical grad uates) who had extensive train ing in other
fields be fore spe cial iz ing in psy chi a try. Dis trust of the psy chi a trist as
primary care physician may come from the nurs ing staff or family.
New fel low ship train ing pro grams in ge ri at ric psy chi a try may turn
out psy chi a trists who are com pe tent gen eral phy si cians and geri at ri -
cians.

The psy chiatrist who vis its the nurs ing home on a private pay, fee-
for-service ba sis to do a one-shot con sultation has limited influence.
Various ways around this have been tried. In some nurs ing homes, the 
psychiatrist calls on a regular ba sis and also sits with the staff and dis -

64 PSYCHIATRY IN THE NURSING HOME



cusses the psy chiatric as pects of current cases. This is desirable, but
raises the ques tion of who pays the psy chiatrist.

Tourigny-Rivard and Drury (1987) de scribe a sys tem of monthly
visits to a nurs ing home by a psy chiatrist, with spe cific pa tients be ing
seen in con sultation and an in-ser vice be ing provided for staff at the
same session. By their account, based on a sin gle nurs ing home, this
worked well, and they were able to doc ument improvements in staff
self-con fi dence and mo rale, and a re duc tion in psy chi at ric emer gen -
cies, al though mea surable pa tient improvement was not noticed.

Psychotherapy

What about the provision of nonmed ication types of treatment?
Does psy chotherapy in its classical sense, the pro longed one-on-one
conversation, have a place in the nurs ing home? Doubt has been cast
on this, and it has even been sug gested that such ser vices may be ex-
ces sive and un jus ti fied (Amer i can Psy chi at ric As so ci a tion, 1998). If
PASARR screen ing shows that the nurs ing home pa tient needs spe -
cialized men tal health ser vices, and the nurs ing home re sponds by
providing fifty-minute ses sions with a men tal health pro fessional
once a week to a de mented pa tient, then have the needed ser vices
been provided? What is to prevent a men tal health pro fessional from
pro vid ing su per flu ous and un needed ser vices? Pro vi sion of “ex trin -
sic” ser vices of ten provokes such sus picions.

Prob a bly the psychosocial as pects of treat ment are best pro vided
as part of “in trinsic” rather than “ex trinsic” men tal health ser vices
(see BBS). This leaves the prob lem of get ting pro fessional men tal
health in put into the in trinsic serves. The tra ditional type of written
consultation, as we have seen, does not always achieve this. At ten-
dance at multidisciplinary care plan meetings where in dividual pa -
tients are discussed is of ten more pro ductive, but psy chiatrists in
private prac tice can nor mally only get paid for di rect pa tient care.

“Group ther apy” for the el derly de mented is es pecially likely to be
sus pected of not be ing a le git i mate ther a peu tic ac tiv ity (Bartels,
1998; Bartels and Colenda, 1998). There has been a fear that such
therapy might be a euphemism for “gang vis its” and a cor responding
difficulty in re imbursement, even to the point of Medicare fraud
accusations. It is al ways difficult to evaluate effectiveness in nursing
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homes be cause of the spe cial difficulty in ar ranging con trol groups.
Many of the pa pers are de scriptive and an ecdotal (e.g., Saul, 1974).

Moses (1982) de scribes a pro gram of group ther apy in nurs ing
homes con ducted by nonprofessionals who were given 120 hours of
training. No un treated patient con trol group is men tioned. There was
initial en thusiasm but the pro ject was dropped. The group lead ers ap -
parently came from within the staff of the nurs ing home, and this was
a factor in drop ping the pro ject. The group lead ers felt pres sured for
time, and felt that they were un der an ob ligation to in crease their
workload. There are two les sons to be drawn from the Mo ses study.
The first is that anything done for the pur pose of help ing the pa tient’s
mental con dition can arouse staff en thusiasm. The sec ond is the value
of the visiting men tal health professional. The staff feel that any treat -
ment is better than none. Compared with drugs, con sultations, or in-
service in struction, a pro fessionally led group makes the staff feel
that, at a spe cific place and a spe cific time, the pa tient is get ting treat -
ment.

It seems likely that this fac tor of increased staff mo rale within the
home is greater if the groups are con ducted by some one with spe cial
training who co mes in from the outside. If existing staff mem bers are
used they may find the work regarded as an ad dition to their other du -
ties, rather than a sub stitute for them. They will be re cruited into other 
activities that the home regards as more essential when the home is
short of staff. The other ac tivities re garded as more es sential will be
hands-on caregiving or tech nical nurs ing tasks. 

OTHER MENTAL HEALTH PROFESSIONALS

Social Workers

A fa cility with more than 120 beds must em ploy a full-time qual i-
fied so cial worker, de fined in the federal regulations as an in dividual
with ei ther a bach elor’s degree in so cial work or two years of su per-
vised social work experience in a health care set ting. The so cial
worker in a nurs ing home usu ally has a so cial work degree (MSW or
BSW) or a bach elor’s degree that has in cluded so cial work plus a year 
of experience, and has ob tained certification by the state or the Acad -
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emy of So cial Workers (ACSW). Social workers with lesser qual ifi-
cations must be su pervised by a so cial ser vices con sultant.

The so cial worker will of ten be the staff’s strongest ad vocate for
the res idents’ psy chosocial wel fare, and the per son who is most
knowledgeable about their back grounds out side the home. The so cial
worker is of ten burdened with chores that no one else wants to do,
such as tele phoning, writ ing, or bill ing. Nursing home work is, there -
fore, not very pop ular among so cial workers, who tend to think of
nurs ing homes as der e lict back wat ers.

The psy choso cial his tory man dated by law is mostly writ ten out by 
the so cial worker and usu ally gives better in formation about the pa -
tient’s men tal con dition than any other piece of pa per in the chart.

Psychiatric Nurses

Psychiatric nurses may come to the nurs ing home as members of
out side gov ern men tal agen cies, such as the Mo bile Ge ri at ric Teams.
More and more, they work on a part-time ba sis in nurs ing homes, and
thus are perceived as em ployees rather than consultants, and as be ing
there to com plete the re quired gov ern ment doc u men ta tion. This can
be seen as pure pa perwork. The pa pers are filled out; the nurse de -
parts; the pa pers are filed away. The psy chiatric nurses must be as ser-
tive to make an im pact on patient care; but, if they are fe male, this
assertiveness is re sented. It is eas ier, in the short run, to lapse into a
passive and sub ordinate role. A great deal of so phistication about
health care hi erarchies, as well as about ge riatric psy chiatry, is called
for. The psy chiatric nurse should write re ports on a con sultation
sheet, rather than in the nurs ing notes, and have them typed.

Psychologists

Regrettably, psychologists play a small part in the nurs ing home.
For ex am ple, many as pects of the eval u a tion of com mu ni ca tion dis-
orders and de mentia can be best elu cidated by a neuropsychologist. It 
is dif fi cult to ob tain third-party re im burse ment for psy cho log i cal ser-
vices in the nurs ing home. Oc casionally, re ports by a psy chologist are 
legally man dated, es pecially when the men tally re tarded are in-
volved, and the pa tient has to pay out of his or her Sup plemental Se -
cu rity In come spend ing al low ance.
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Many of the staff is sues in nurs ing homes are the same as those in
other organizations, such as hos pitals, but these is sues are of greater
significance in the nurs ing home than in the gen eral hos pital be cause
there is less equip ment around to get in the way (Brannon et al.,
1988). The final prod uct of the nurs ing home is a ben eficial re sult
produced for peo ple by peo ple.
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Chapter 9

The Patients

The typ ical nurs ing home res ident is an eighty-five-year-old child -
less white widow in a Midwestern state. She is mod erately de mented
and takes sev eral med i ca tions, in clud ing Haldol (haloperidol), a di -
uretic, a laxative, and a med ication for pain. She looked af ter her hus -
band un til he died, then a year or two later she was put in the home.
She was once mod erately pros perous but is now an im poverished
Medicaid re cipient. She is un steady on her feet and is strapped to a
chair much of the time. She has been in the nurs ing home for two
years, never leaves it, and will die there. If she once lived by her self in 
a house that she owned, the house was prob ably sold to pay for her
nursing home care. Part of the rea son she has to stay in the nurs ing
home is that she no lon ger has a home to go to (Berthold, Landahl,
and Svanborg, 1988).

 In what ways does she differ from the rest of us? The differences
are only partly due to her age and medical con dition. It is pos sible to
be quite old or quite ill and stay out of a nurs ing home. The differ-
ences may be classified as age, sex, so cioeconomic status, and psy -
chi at ric and med i cal conditions.

AGE

Simply be ing very old is one rea son for be ing in a nurs ing home.
Every twen tieth Amer ican over sixty-five years of age is in a nursing
home (Aging Health Pol icy Cen ter, 1986), and most cen tenarians are
in sti tu tion al ized. Board and care homes oc cu pied by for mer state
hospital pa tients con tain a relatively young group, al though even here 
the el derly pre dom i nate.
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Young Nursing Home Residents

Nearly 20 percent of nurs ing home bed days are ac counted for by
those un der sixty-five. This youn gest group is the most likely to be
truly med ically ill. The young are more likely to be in nurs ing homes
because of the severity of their ill nesses rather than so cioeconomic
causes. Young peo ple who are so cially isolated and destitute end up
in the street rather than the nurs ing home. In the board and care
homes the most com mon ill ness among the young is schizophrenia,
often com bined with varying degrees of drug and al cohol abuse.

The young in the nurs ing homes, apart from the men tally re tarded,
have usu ally suffered a devastating ill ness or (very com monly) in jury,
and a large part of the psy chology of deal ing with them is that of deal-
ing with the victims of such con ditions. It is rare to find a young per -
son in a nurs ing home who does not have a con dition affecting the
nervous sys tem. These young sters are de moralized by their ill ness
and by be ing in a nurs ing home, but also suffer men tal changes from
the organic effects of their illness on the brain.

SEX

Most nurs ing home res idents are women and most of them are wid -
owed. The fe male pre ponderance is obviously due in part to women
living lon ger than men, although men ac tually live as long as women in 
terms of healthy func tioning lives. The extra years that are granted to
women are of ten years of illness and de mentia. A large num ber of so -
cial factors could be at work. It is pos sible that men are kept out of
nursing homes be cause they are looked af ter by their wives when they
get sick. However, some times when a hus band dies, we find that he
was be ing leaned on as well as lean ing. Many hus bands com pensate
for their wives’ de mentia, and the severity of the woman’s de mentia be -
comes ap parent only in wid owhood. Men do not sur vive in nurs ing
homes as long as women (Breuer et al., 1998).

Are there too many women in nurs ing homes com pared with men?
Some re allocation might be fair. The burden of Alz heimer’s dis ease
in men on wives is greater than that of Alz heimer’s dis ease in women
on men for several rea sons (Bédard et al., 1999). Abusive, able-
bodied, de mented men are some times kept at home be cause nurs ing
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homes will not take them. Women are pressured to take care of their
husbands and face criticism if they do not. 

SOCIOECONOMIC STATUS

The pre tense that patients are put in nurs ing homes be cause of
medical con ditions be comes more obvious when we look at geo -
graphic variation and so cial and economic pro files. The typ ical pa -
tient’s back ground and eth nic affiliations are mid dle class. The very
rich do not en ter nurs ing homes. The very poor also keep out. This
may be be cause Grandma’s So cial Se curity check is an im portant part 
of the house hold in come, and she owns the house or has the lease on
the rent-controlled apartment where the fam ily lives.

The part of the coun try in which she lives will strongly affect her
chances of be ing in a nurs ing home. In Ne braska, Montana, Oklahoma,
and Kan sas al most every tenth per son over sixty-five years of age is in a
nursing home; this is more than three times the num ber of per sons in nurs -
ing homes in West Virginia, Florida, or the Dis trict of Co lumbia. More
than one per cent of the pop ulation of North and South Da kota and of Iowa
were living in nurs ing homes in 1990, but Mid western states also had the
highest pro portions of el derly living alone (U.S. Bu reau of the Cen sus,
1993).

Blacks and His panics are underrepresented in nurs ing homes as pa -
tients (Co hen, Hyland, and Magai, 1998) al though not as staff. This
underrepresentation may be be cause Af rican Amer icans do not live
as long as in dividuals of Eu ropean an cestry. Weissert and Cready
(1988) ad duced ev i dence sug gest ing that dis crim i na tion might also
be a factor. His panics also are underrepresented in nurs ing homes be -
cause of the young composition of this ethnic group. Some eth nic and 
religious groups may do a better job of keeping their aged rel atives
home with the fam ily.

Af ri can-Amer i can and His panic nurs ing home res idents are gen er-
ally more cognitively and func tionally impaired than white non-
Hispanic res idents (Chiodo et al., 1994) and less likely to re ceive a di -
ag no sis of de pres sion (Co hen, Hyland, and Magai, 1998).
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PSYCHIATRIC AND MEDICAL CONDITIONS

If we exclude med ical con sequences of de mentia, and look for a
nondemented patient who is in a nurs ing home purely because of a
medical illness, such a per son is difficult to find, in spite of the med i-
cal ill nesses re corded on the face sheets as the rea sons for ad mission.
This is not to say that none of them are med ically ill. Many vic tims of
severe med ical ill ness are in the nursing homes, but just as many are
not. Med ical severity and chron icity do not in and of them selves lead
to nurs ing home placement. Most young quad riplegics, for example,
stay home. So far, then, the differences be tween nurs ing home pa tients
and the rest of us re late to so cial, rather than to med ical, fac tors.

The most likely con dition for a nurs ing home res ident to be suffer-
ing from is de mentia. The most severe med ically ill pa tients, those
who are mor ibund, are com monly those who are in the end stage of a
de ment ing ill ness. In ad dition, many of the med ical con ditions seen,
such as bed sores and contractures, are the result of im mobility, en -
forced by the use of physical re straints and psychotropic drugs. As
previously shown, over half of nurs ing home pa tients are demented,
and their de mentia is likely to be accompanied by be havior dis tur-
bance. They are also likely, as we have seen, to suffer from other psy -
chi at ric con di tions. 

The el derly are in stitutionalized, whether in the acute care gen eral
hos pi tal or the nurs ing home, be cause of three sets of factors: so cioeco-
nomic, be hav ioral, and med i cal. The com plex ity of these in ter ac tions
has not escaped the at tention of re searchers or government agen cies.

MEASURING NEED FOR CARE

One an swer is to ig nore spe cific di agnoses and to mea sure func tion
by means of a scale of ac tivities of daily living (ADLs). Ac tiv ities of
daily living com prise just about everything we must do to keep our selves
alive and func tion ing in de pend ently—such as dress ing our selves and
feeding our selves and get ting to work on time. ADL scales (Crook, Fer -
ris, and Bartus, 1983) must con sider many com plexities. What some-
body can do for him self or her self with prompt ing and su pervision may 
not be the same as he or she ac tually does if left alone. Some in dividu-
als are waited on hand and foot to such an extent that they do not know
how to boil an egg. ADL ca pacity may be limited by as signed sex roles, 
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as in the case of a hus band who does not know how to sew a button on a 
shirt. In some com munities everyone needs to know how to drive a car,
and in oth ers everyone needs to know how to take the sub way. Be cause
of this, a sep arate category is of ten made of “IADLs” (in stru men tal ac-
tivities of daily living). These are the more com plicated ac tiv i ties, such
as shop ping or driving a car, that de mand cer tain amounts of ini tiative
and in tellect. Other subcategories are sometimes made, such as
“PADLs” (per for mance ac tiv i ties of daily liv ing) re ferring to the more
ba sic and phys i cal tasks.

In ad di tion to med i cal and psy chi at ric dis abil i ties, there are fi nan -
cial, so cial, and other disabilities. Therefore, the ge riatric lit erature
contains several scales for even more com prehensive as sessment.
Versions of such scales are in corporated in the in struments used in as -
sess ing pos si ble can di dates for nurs ing home ad mis sion by pre-
admission screen ing (PAS and PASARR).

THE INFORMAL NETWORK OF CARE

The sick are helped to stay in their own homes by various pro fes-
sionals, such as vis iting nurses and home aides. To an even greater ex-
tent they are helped by their families, par ticularly by the women in
their fam i lies (Ly ons and Zarit, 1999). The in formal net work of care
also in cludes friends who drop in, and neighbors who watch out, stores
that de liver, help ful cabdrivers, and con cerned po licemen. If one does a 
survey of pa tients in the com munity, it is sur prising to dis cover the se-
verity of sick ness in those who are kept out of nurs ing homes. This of -
ten oc curs at the expense of great strain upon members of an in formal
network of care, who breathe a sigh of re lief and dis appear into the
wood work when the pa tient in in sti tu tion al ized (see Chap ter 21).

THE ROAD TO THE NURSING HOME

Entering a nurs ing home is of ten de scribed as be ing a more ra tio-
nal and organized de cision-making pro cess than it re ally is in prac-
tice. Some authors (Ret sinas, 1989) pay due regard to the financial
and emo tional as pects of this pro cess. Peo ple en ter nurs ing homes
from acute care gen eral hos pitals, from their own homes, or some -
times from other in stitutions.
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Admissions from the Community

Those who en ter the nurs ing home di rectly from their own homes
tend to have fewer med ical prob lems be low the neck than those who
come from hos pitals, but tend to be more severely men tally ill. A
young, able-bod ied male who fre quently calls the po lice be cause of
imag i nary in trud ers is li a ble to be in sti tu tion al ized in a psy chi at ric hos-
pital, but an el derly fe male who does the same is put in a nurs ing home, 
often with a diagnosis of de mentia. Such a diagnosis can be backed up
by one of the highly sen sitive but non specific tests such as the Mini-
mental Sta tus Ex am i na tion (Folstein, Folstein, and McHugh, 1975)
and by the pres ence of ce rebral at rophy on a CAT scan.

The fam ily of a patient living at home will of ten tele phone or visit a 
local nurs ing home to ob tain in formation on admittance. This is not
the official route, but is so com mon that nurs ing homes are well ad -
vised to del egate some one to an swer such calls and begin the liaison
with the fam ily. In most cases this duty falls upon the social worker,
but other staff mem bers could also be come fa miliar with the pro cess.
Families call the nurs ing home be cause some one is there to an swer
the telephone twenty-four hours a day, seven days a week. The so cial
worker is not always available, so who ever is man ning the switch -
board could have the telephone num ber of the lo cal office on aging
and the Alz heimer disease society, which are good places to begin.
Telephone num bers that the family will need to get their mother on
Medicaid and to get a nurse to come to the house to fill out the forms
could also be given to the family.

First, the fam ily must enroll their mother in Medicaid. This is a
hassle be cause it means go ing to the county or city social service
department (i.e., the “wel fare office”) and waiting in line with the
other wel fare ap plicants. If she is too wealthy to qualify for Medicaid, 
they must re duce her funds be fore ap plying for Medicaid. It is best to
seek a lawyer’s ad vice for this process. Many lawyers specialize in
“poverty law,” which is the art of strip ping as sets so that the govern-
ment does not know about them. It is some times helpful to pre serve
some funds in the mother’s name. Keeping as sets in her name may be
useful in shop ping for nurs ing homes, im plying that the mother will
be pay ing privately.

After con sulting the lawyer and en rolling their mother in Medicaid,
they will need a nurse to fill out a form stat ing that the pro spective
resident is sick enough to be in a nurs ing home. This “preadmission
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screening” (PAS) is normally a state requirement, even if the mother
is en tering the home as a private pay pa tient, be cause the states know
that af ter the spend down they end up pay ing for everyone anyway.

Armed with these doc uments, the knowledgeable family can begin
looking at nurs ing homes and talking to the per son in charge of ad -
missions (in most nurs ing homes this is again the ubiq uitous so cial
worker) and plac ing their mother on the waiting list.

Transfer from Hospital

A well-traveled road to the nurs ing home is through the acute care
gen eral hos pi tal. (Transfers from men tal hos pitals have be come rare.) 
The hos pital is the an techamber to per manent nurs ing home place-
ment. The hospitalization was the re sult of an acute physical ill ness in 
a previously healthy per son that left her so severely and per manently
disabled that only a life time of nurs ing home care could an swer her
needs.

For ex am ple, if a pre vi ously in de pend ent per son suf fers a stroke,
acute hos pital care is nec essary at the early stages, and nursing home
care is needed thereafter. Other sce narios are pos sible. One pos sibil-
ity is that when a per son needs nurs ing home care, the eas iest way to
get in is to be hos pitalized first. Stub born el derly peo ple are some -
times dealt with in this way. The pa tient’s fam ily will often begin by
contacting a doc tor. The doc tor usu ally finds that not much can be
done med ically. Some doc tors may be knowledgeable enough to tell
the fam ily at the first visit what to do next, but in most cases a se ries of
telephone calls oc curs, de manding that the doc tor do some thing
more, un til one day the doc tor tells them to bring the pa tient to the
emergency room. There a diagnosis is made based, to some extent, on 
the symp toms. If the pa tient has been falling down, he or she will be
checked for car diac arrhythmias, be put on a Holter mon itor, and will
likely get a pace maker. If the pa tient  has been re fusing to eat or drink
he or she will be di agnosed as dehydrated and put on in travenous flu -
ids. There is sel dom any short age of di agnoses in the el derly if one
does enough tests.

The hos pital is up against the DRGs (di ag no sis-re lated groups), a
pro vi sion of Medicare that lim its pay ment ac cord ing to di ag no sis.
The hos pital may only get $500 for a de hydration (pace makers are
much better) so they will have a pro cedure to get the pa tient out and
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into a nurs ing home as quickly as pos sible. Hos pitalization causes the 
elderly to lose their ca pacity to re sist and their ca pacity to cope (Leip -
zig, 1998). The in dividual who walked into the hos pital as a tough
psychiatric pa tient leaves it on a gurney as an easy nurs ing home pa -
tient.

Preadmission Screening

Preadmission screen ing (PAS) for nurs ing homes is emerging as
an im portant area of expertise in nurs ing prac tice. It is nor mally done
by dis charge plan ning de partments when the pa tient is in a hos pital.

When the pa tient is in the com munity, PAS is usu ally done by pub lic
health nurses (Lathrop, Corcoran, and Ryden, 1989) but registered
nurses in private prac tice are also do ing this work, and the com plica-
tions cre ated by the new OBRA reg u la tions and PASARR have in -
creased the de mand for their services. PAS screeners nor mally need to
be li censed in some way by the state agency re sponsible for Medicaid
and nurs ing homes. Ad mission re quirements dic tated by Medicare and 
Medicaid are also usu ally ap plicable in prac tice to those who pay pri-
vately. This is partly be cause the owners may an ticipate a spend down,
but mainly because of legal re quirements in most states (Miles and
Tisdall, 1999). States run their own spe cial training courses geared to
OBRA re quire ments.

The state mandated training is usually train ing in how to fill out a
state form, and this is as far as it goes. Obviously the per son go ing out 
to do PAS is meet ing with the pro spective nurs ing home res ident and
the resident’s fam ily at a very strategic time. The nurse doing this
work should, ideally, have a deeper knowledge and un derstanding of
the sit uation than merely the ability to fill out a form. In private prac -
tice, the nurse who is be ing paid di rectly for this ser vice will be giving
better ser vice if he or she is versed in the various al ternative com mu-
nity re sources available and can do a cer tain amount of social ser vice
work, guiding the family through the in tricacies of the bureaucratic
maze. Such a nurse should be familiar with the local nurs ing homes
and ser vice providers, and able to provide psy chiatric and med ical
ad vice and coun sel ing.
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The Impact of PASARR

Essentially, the federal law now man dates that pa tients suffering
from a mental ill ness other than de mentia can not be admitted to nurs-
ing homes except un der cer tain nar rowly de fined con ditions. In New
York State, for example, the pa tient’s phys ical needs are first as sessed
by the doc ument called PRI, which de termines the med ical needs.
Then the so cial, fi nan cial, and psy chi at ric fac tors af fect ing place ment 
are de termined by the document called SCREEN. This has been mod-
ified to com ply with OBRA and PASARR.

It begins with a de mentia qual ifier. To qual ify as de mented (and
thus el igible to go to a nurs ing home) the diagnosis must be based on
“the doc u mented find ings of a neu ro log i cal ex am i na tion.” (This is of-
ten in terpreted to mean a CAT scan and a neu ro log i cal con sul ta tion,
although that is not re ally what the law says.) 

Leaving aside the question of men tal re tardation, the next ques -
tions are meant to de termine the pres ence of men tal ill ness, as de fined
by OBRA. They are: Does the per son have a ma jor men tal dis order?
Has the per son been in a psy chiatric hos pital within the pre ceding
two years? Has the per son been tak ing an antipsychotic med i ca tion
for thirty days? Does the per son pres ent evidence of having a ma jor
mental dis order? If the an swer is yes to any of these four, then the per -
son is referred for a “level II screen,” un less there is se rious or termi-
nal med ical ill ness or need for postoperative care.

“Level II screen” involves a “men tal ill ness assessment” by a psy -
chiatrist. If the psychiatrist de termines the patient is men tally ill (and
not de mented), then a doc tor at the local state hos pital de cides if ac -
tive treat ment is needed. Ac cording to the federal law, this de cision is
supposed to be “based on” the psy chiatrist’s men tal illness as sess-
ment, but it will prob ably be based on whether the lo cal state hos pital
wants to take the pa tient.

Many ex emp tions in PASARR al low the placement of the men tally ill 
in nurs ing homes to con tinue. For example, pres ence of a med ical illness
may get a men tally ill pa tient into a nursing home. This “medical over-
ride” can come into effect if the patient is terminally ill, comatose, con-
va les cent from a re cov er able con di tion fol low ing hos pi tal iza tion, or has
se vere lung or heart dis ease or cer tain pro gres sive neu ro log i cal dis eases.
Another exemption is for de mentia due to Alzheimer’s dis ease and re -
lated con ditions. These are not, by some lexical quirk, con sidered men tal
diseases. Even at this point there is no ac tual pro hibition on the nurs ing
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home tak ing such a pa tient. It is merely man dated that the pa tient is to 
get ac tive treat ment and that Medicaid is not go ing to pay for it. 

The Ini tial In ter view

In spite of all these screen ings and forms it will of ten be found that
the ini tial in terview at the nursing home is the first one in which any
professional discusses the patient’s men tal con dition with the fam ily.
This is es pecially so when the pa tient has been in an acute care gen eral
hos pi tal for (at least os tensibly) a med ical or surgical con dition. The
discussion with the doc tors there may have fo cused on the physical ail-
ment.

A great deal may have to be ac complished at this ini tial in terview.
It is tempt ing to try to save time by in terviewing all the fam ily mem -
bers to gether, but quite of ten this does not work out well. The feelings
about a spouse are different from those about an el derly par ent, how-
ever well loved. Even sib lings can vary within a fam ily in the in ten-
sity of emo tional attachment. Mun dane mat ters such as the spa tial
arrangement of cor ridors and nurs ing sta tions can affect how the fam-
ily is grouped for in terview, and should be given care ful at tention.
The coun sel of per fection would be to in terview each rel ative sep a-
rately; but, at the very least, spouses and children should be seen sep -
arately. It is beneficial to tact fully ascertain if the spouse is also
de mented.

It is always a good idea, as soon as pos sible, to get an idea of the
fam ily’s ex pec ta tions about prog no sis and life ex pec tancy. This can
begin with gen eral dis cussion of how old some of the pres ent nurs ing
home res idents are, and what the prospects are of their mother reach -
ing the age of the old est res ident. If one of the 2,000 Amer icans over
105 years old is pres ent, she can be shown off, along with a dis cus-
sion of lon gevity and life expectancy.

The dis tinction be tween nurs ing homes and hos pitals should be
made clear as early as pos sible. The pri mary role of the nurse in the
health care team must be explained, and the chan nels of com munica-
tion clar ified. This can be done in an in formational hand out at the ini-
tial in ter view.

The time of ad mission to the nurs ing home is the best one for iden ti-
fying the involved family (and the un involved family), the caregivers,
the friends, the lovers, the ex-lovers, and the sup port net work. This is
not always sim ple or easy. We should know about the long-lost sister in 
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Illinois, the es tranged daugh ter in Kentucky, and the next-door neigh -
bor who was the only one who re ally cared (see “the daugh ter from
Ontario” in Chapter 7, p. 48). Their telephone num bers should be on
the face sheet at the beginning, then kept up to date. The com plexities
of a family can be intricate, and the final days may see the de noue-
ment of an cient family dra mas. This de nouement should not be a sur -
prise end ing for the caregivers.

Is the Road a One-Way Street?

The pa tient who reaches the end of the road that leads into the nurs -
ing home will prob ably never re turn. Dis charge from the nurs ing
home may not al ways be wel come, es pecially if families have an tici-
pated that the pa tient’s fu ture is now set tled. Depression is an ill ness
which may have a Laz arus effect. Some times an in active pa tient with
mul ti ple mys te ri ous phys i cal ail ments is placed into a nurs ing home
after an in ordinately long hos pital stay. The pa tient’s affairs are set -
tled and the house is sold. The family, af ter much (or maybe not
much) heart-searching, rec oncile themselves to putt ing the family
member in a nurs ing home and everything is squared away. If the ill -
ness is then rec ognized as de pression and ap propriately treated, the
justification for nurs ing home care may evaporate. The an nounce-
ment that the nurs ing home is no lon ger needed is not always wel -
comed on all sides.
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PART III:
THE PROBLEMS





Chapter 10

Psychotropic Drugs

It may ap pear per verse to list psychotropic drugs un der the head -
ing of prob lems, but prior to OBRA ’87 com plaints such as “My
mother looked like a zom bie” were fre quently lev eled at nurs ing
homes, and have not com pletely disappeared. Nursing homes are still
accused of drug ging their pa tients with heavy doses of tran quilizers
and of overusing phys ical and chemical re straints. Much time and ef-
fort must go into countering the ac cusations and preventing the cir -
cumstances that might justify them.

The con tro ver sies and gov ern ment re stric tions cen ter upon drugs
pro duc ing a sed a tive ef fect. An ti de pres sants, usu ally nontricyclic
(see Chap ter 13), are now the most com mon psychotropic drugs used
in nurs ing homes (Lasser and Sunderland,1998) but have gen erally
es caped stig ma ti za tion. 

SURVEYS

As far back as 1976, a sur vey of over sixty nurs ing homes by
Glasscote and col leagues found that over half the res idents were
receiving psychotropic drugs on a regular ba sis, that fewer than
10 per cent of these had a re corded di agnosis jus tifying use, and that
“vir tu ally none” had been seen by a psy chiatrist. By 1980, nine major
surveys were con ducted regarding pre scription drug use in the el-
derly. Al most all surveys stated or im plied that the drugs are used
more than they should be. 

Burns and Kamerow (1988) stud ied prac tices in a sample of all
nursing homes in four stan dard met ropolitan ar eas. Of pa tients re -
ceiving psychotropic drugs, one-third did not have any jus tification in 
terms of the chart di agnoses or the in formation ob tained by the in ter-
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viewers. Half of this third were on antipsychotic medications. Sed a-
tives and hypnotics were the most fre quently misused drugs, and the
use of a sleep ing pill every night was the most com mon er ror. If there
was a true in dication for an antipsychotic drug, such as an es tablished
di ag no sis of schizo phre nia, then the dos age was of ten subther a peu -
tic. All the im proper an tidepressant dos ages were subtherapeutic.

Beers and col leagues (1988) examined med ication use in nurs ing
homes in Mas sachusetts. They found that suboptimal choice of med i-
cation was com mon. Two-thirds of the nurs ing home pa tients had or -
ders for psychotropic or hyp notic med ications. One-third had or ders
writ ten for antipsychotic drugs and one-fourth re ceived them, yet
very few were di agnosed as psy chotic. Es sentially, they con cluded
the drugs were be ing used as a chem ical re straint.

Waxman, Klein, and Carner (1985) at tempted an anal ysis of the in -
stitutional dy namics lead ing to excessive drug use. They sug gested
that the pressure stemmed from ad ministrators who in turn felt pres -
sured by the aides. The administrators be lieved that the aides would
have an eas ier time if the pa tients were sedated. Ray, Federspiel, and
Schaffner (1980) found that the typical heavy prescriber of tran quil-
izers was a ru ral gen eral prac titioner with a large pro portion of his
practice in nurs ing homes, in which he was the pri mary phy sician for
most of the pa tients. He grad uated be tween 1950 and 1959 and was
not board cer tified. The au thors sug gested that the sig nificance of the
years of grad uation may be that these were doc tors who wit nessed the 
advent of the antipsychotics in the days when they were be ing hailed
as the new mir acle drugs, and thus had a more be nign view of them.
Buck (1988) could not find any par ticular pat terns of de mographics
de ter min ing med i ca tion pre scrib ing, and did not find any ten dency
for larger nurs ing homes to be more likely to use psychotropic drugs.

Studies from outside the United States showed similar ten dencies.
Morgan, Gilleard, and Reive (1982) in Scot land, stud ied the use of
hypnotic drugs in res idents of homes for the elderly run by a county
agency. Such homes cor respond closely to board and care homes in
the United States in regard to staffing, al though they tend to con tain
sicker pa tients who might be in nurs ing homes in the United States.
They found evidence that the phenothiazines were be ing given at
night as hypnotics rather than to treat a pri mary psy chiatric dis order.
The most com mon hypnotics were benzodiazepines.
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BACKLASH

Most of these sur veys, as Burns and Kamerow (1988) pointed out,
did not study sins of omis sion. They did not look for cases where
psychotropic drugs were not used but should have been. This failure
may be both a result and a cause of an assumption that the main prob -
lem in nurs ing homes is one of excessive use.

Peck (1989), based on “34 years of ser vice in a large nurs ing
home,” found drugs in dispensable for treating the de mented who are
“screaming, bit ing, kick ing, and punch ing those around them” and
claimed that with their cor rect use pa tients can be made “alert, re -
spon sive, and ca pa ble of so cial in ter ac tion.”

Loving and car ing chil dren who keep their demented par ents in their
own homes will some times use these drugs, so the use cannot be en -
tirely the re sult of ma levolence and laziness by nurs ing home staff.
Community figures sug gest that pres sure for sleep ing pills and anti-
anxiety drugs co mes from pa tients themselves. Prien (1980) com pared
use in side the nurs ing homes with use in the com munity. He found that
in the nurs ing homes 20 per cent re ceived neuroleptics (3 per cent in the
com mu nity), 7 per cent an ti de pres sants (2 per cent in the com mu nity),
15 per cent antianxiety drugs (17 per cent in the com munity) and 35 per -
cent sed ative/ hypnotics (9 per cent in the com munity).

THE IMPACT OF OBRA ’87

It is likely that many of the stud ies de scribed in fluenced the framers
of OBRA ’87. OBRA took a definite stand against antipsychotic drugs, 
per haps be yond what the ev i dence jus ti fied. It spec i fied, “Res i dents
who have not used antipsychotic drugs are not given these drugs un less
antipsychotic drug ther apy is nec essary to treat a spe cific con dition”
and that “residents who use anti psychotic drugs re ceive grad ual dose
re duc tions, drug hol i days or be hav ioral pro gram ming un less clin i cally
contraindicated in an effort to dis continue these drugs” (Fed eral Reg is -
ter, 1989, p. 14). HCFA guide lines for the sur veyors im plementing
OBRA pro hibit the use of psycho tropic drugs “for the pur pose of dis ci-
pline and convenience and not re quired to treat the res ident’s med ical
symptoms” (HCFA, 1991, p. 48849).
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Psychotropic drugs are now be ing used less, al though about a
quarter of a mil lion nursing home patients still take them (Llorente et
al., 1998). This may represent im proved stan dards of prac tice or that
the homes are finding it in convenient to use psychotropic med i ca -
tions be cause of the many re quired forms. Psy chiatric con sultations
are now likely when a psychotropic drug is used. 

Some ques tions about the use of psychotropic drugs re main un an-
swered but the changes in their use are prob ably ben eficial. In an open
controlled pro spective trial, Puroshottam and col leagues (1994) com -
pared nurs ing home res idents whose antipsychotic med i cine was
stopped with those who con tinued to re ceive the med icine. The with-
drawals took place in the con text of a pro gram de signed to re duce use
of these med ications in con formity with OBRA ’87. Res idents with a
re cent his tory of vi o lent be hav ior or un der treat ment for psy cho sis
were excluded. Several rat ing scales were used by mul tiple ob servers.
The fre quency of be havior prob lems did not increase, and many res i-
dents im proved. The symp toms that improved par ticularly were blunted
af fect, tear ful ness, mo tor re tar da tion, and emo tional with drawal.

Terminology

To con sider whether these charges against this class of drugs are jus -
tified, we must begin by examining the terms used. Tranquillizer is not
really a medical term. Any drugs used to affect mind or mood is called
a psychotropic drug. Drugs used in the treat ment of severe men tal dis -
order are called antipsychotics. Among those most com monly used in
nursing homes are thioridazine (Mellaril), chlorpromazine (Thorazine),
haloperidol (Haldol), and thiothixene (Navane). These drugs are also
called “ma jor tran quil iz ers” and “do pa mine-block ing drugs.” The first
two are phenothiazines. A newer group of drugs are called “atypical
antipsychotics.”

ANTIPSYCHOTICS

The antipsychotic drugs were in troduced in the 1950s to treat
schizophrenia. At that time they were hailed as miracle drugs and, in -
deed, they mer ited that ac claim. Hith erto there had been no effective
treatment for schizo phrenia. The dos age in which they are used for
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treating young peo ple with schizo phrenia is many times greater than
that used in nurs ing homes. Not every case of schizo phrenia is cured,
and we can still find cases of those who do not func tion and who wan-
der around mut tering and talk ing to voices (al though some of these
may not be taking their medication).

In schizo phre nia, antipsychotics sup press de lu sions and hal lu ci na-
tion. They pro duce drowsiness, which usu ally begins about two hours 
after they are taken and lasts for about twelve hours. Pris oners who
have been forcibly given large amounts have com plained of the le thar-
gic drugged sen sation. It is of ten difficult to persuade alert pa tients to
take them on a long-term ba sis, but those who have been sub ject to
alarming de lusions and hal lucinations and who have found these
symptoms re lieved by these drugs will be will ing to take them.
Sedative effects can be avoided by care ful dose tim ing and ti tration.

Avoidance of se dation can be a mixed bless ing. The ab sence of a
chemical strait jacket effect is not al ways per ceived as a ben efit by the
nursing home staff. The prescriber needs to be aware that some nurs -
ing home staff may ac tually want the pa tient se dated and may find it
easier to deal with the com plications of se dation and an im mobile pa -
tient than with an ac tive am bulant pa tient. Other staff (and more espe-
cially families) may per ceive the pa tient as overmedicated.

Antipsychotic drugs in gen eral do not impair mem ory and cog ni-
tive func tion as do the benzodiazepines and anxio lytic drugs that
work on the same part of the nerve cell (the ϒ-Aminobutyric acid or
GABA re ceptors). In deed, in young pa tients with schizophrenia,
memory may be ap parently improved. This is be cause se verely psy -
chotic pa tients may not be willing to co operate with mem ory tests
(Jeste et al., 1999).

Adverse Effects

These drugs are very safe, in the sense that it is difficult to die from
an acute overdose of one of them. The only acutely life-threatening
ad verse ef fect is neuroleptic ma lig nant syn drome, char ac ter ized by
high fever. This con dition can be difficult to diagnose in the nurs ing
home, where fe ver, ag i ta tion, and de creased levels of con sciousness
are com mon (Colón-Emeric and White, 1999). 

Ev i dence that psychotropic drugs in crease li a bil ity to pneu mo nia
and chok ing is dis puted. The drugs have been as sociated with falls
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and hip frac tures in nurs ing homes. Since they re duce mo bility, they
may pre dis pose to the med i cal com pli ca tions of im mo bil ity. They
can cause low blood pres sure, es pecially standing up (pos tural hypo-
tension).

Many of these drugs, at high dos ages, pro duce extra-pyramidal
symptoms (or “EPS”) to varying degrees. Some pa tients develop
acute dystonia, with arch ing of the back and clench ing of the jaw.
Milder cases can show parkinsonism, with slow shak ing, a frozen
zombie face, drool ing of sa liva, and a shuf fling gait. These symp toms
can of ten be helped by giving benztropine (Cogentin) or trihexy-
phenidyl (Artane) along with the antipsy chotic. How ever, Cogentin in
turn pro duces anticholinergic side effects, such as pre cipitation of
glaucoma, re tention of urine, and constipation, which can be es pe-
cially troublesome in the elderly. When taken over a very long time
antipsy chotic drugs can cause lip and tongue movements, called
tardive dyskinesia, which may be per manent. The elderly are es pe-
cially li able to this.

“Atypical” Antipsychotics

The ac tion of antipsy chotic drugs is ap parently re lated to their
blocking of the ac tion of do pamine in the brain, al though their action
on se rotonin and other re ceptors may also be important.

Do pa mine re cep tors are of sev eral kinds, des ig nated D1, D2, D3, D4,
and D5. It is the blockage of D2 that mainly causes the neuro muscular
reactions, and man ufacturers have tried to reduce this block age, pro -
duc ing a gen er a tion of antipsychotic drugs that are still re ferred to as
“novel,” “atyp ical,” or “new” (al though clozapine has been available in
the United States since 1989 and risperidone since 1994). These drugs
are less likely to cause parkinsonism and tardive dyskin esia. An in-
creasing pro portion, now about one-third, of antipsychotics pre scribed
in nurs ing homes are of these “new” types (Lasser and Sunderland,
1998).

Low start ing doses are rec ommended with the new antipsychotics
in the el derly al though the range is not yet fully and exactly es tab-
lished. Sug gested start ing doses (per day) have been 6.25 to 12.5 mg
for clozapine, 0.25 to .5 mg for risperidone, 1 to 5 mg for olanzapine,
and 12.5 to 25 mg for quetiapine (Jeste et al., 1999).
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“Atypical” Antipsychotic Drugs

Effects likely to be of particular con cern in nursing
home patients

Clozapine (Clozaril) Need for blood counts
Pos tural hypotension and falls
Con sti pa tion

Risperidone (Risperdal) Not as com pletely free of parkinsonism as the other
atypicals (Arenson and Wender, 1999)

Olanzepine (Zyprexa) Pos tural hypotension and falls. Ex pensive

Quetiapine (Seroquel) Cat a ract for ma tion; Ex pen sive

Psychotropic Drugs in Dementia

None of these drugs has been shown to im prove mem ory or cog ni-
tive dis abilities in de mentia (Helms, 1985) but they have been exten-
sively used in nurs ing homes to treat such symp toms com plicating
the de men tia syn drome such as ir ri ta bil ity, hos til ity, ag i ta tion, anx i-
ety, sleep dis tur bance, de lu sions and hal lu ci na tions (Barnes et al.,
1982).

DRUGS FOR MANIA

Lithium is a specific treat ment for ma nia. It does not cause the
usual antipsychotic drug side effects, such as drowsiness or parkin -
sonism. Blood levels and other blood tests are needed to monitor the
dosage. In a nurs ing home set ting such tests are relatively easy to ar -
range. Nevertheless, this drug’s use in this pop ulation is not sim ple.
Bushey, Rathey, and Bowers (1983) found that only four out of
twelve nurs ing home res idents re mained free of side effects af ter five
years on lith ium, and that it was es pecially liable to cause shak ing and 
con fu sion.

Other antimanic drugs have re cently been in troduced. These are
not as spe cific as lithium, and were orig inally used in treatment of ep -
ilepsy. They are of ten used as med ications of des peration in psy chiat-
ric con ditions that have failed to respond to anything else. Valproic
acid is the most com mon of these (see Chap ter 17). 
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ANTIANXIETY AND HYPNOTIC DRUGS

Drugs that re duce anx iety and as sist sleep have many effects in
common with one an other and with alcohol. These effects in clude li a-
bility to cause falls and im pairment of mem ory. The effects on mem -
ory of ten in clude a slight im me di ate del e te ri ous ef fect, a long-term
damaging effect on the brain from high dos ages, and acute confusion
if stopped abruptly after be ing used for extended pe riods. Sei zures
and men tal dis tur bance can oc cur dur ing with drawal. These sim i lar i-
ties, in effect, are probably be cause all these substances act on the
GABA (ϒ-Aminobutyric acid) re ceptor, which in hibits nerve cell ac-
tiv ity.

The terms “mi nor tranquilizer” or antianxiety drug, re fer to a
group of drugs of which the first were phe nobarbital and mepro-
bamate (Miltown, Equanil). These two old stand bys have now largely
been re placed by newer ones be longing to the chem ical class called
benzodiazepines. These started off as chlordiazepoxide (Lib rium)
and di azepam (Valium) but have pro liferated, along with the profits
of the drug com panies mak ing them. They now in clude clorazepate
(Tranxene), flurazepam (Dalmane), oxazepam (Serax), temazepam
(Restoril), alprazolam (Xanax), clonazepam (Klonopin), prazepam
(Centrax), triazolam (Halcion), and lorazepam (Ativan).

There is little to choose among these drugs except in terms of
length of ac tion. Halcion and Ativan are par tic u larly short-act ing.

The Case Against Benzodiazepines

Un like the antipsychotics, the benzodiazepines are quite pleasant
to take and can be ad dictive. This is among the fea tures that has led to
restrictions on their use. Re luctance to assuage anx iety with a drug
that gives an im mediate sub jective sense of re lief may be a man ifesta-
tion of the pu ritan ethic rather than entirely ra tional prac tice, but the
elderly who take benzodiazepines do not func tion well (Ried, John -
son, and Gettman, 1998).

One re sult of the demonization of benzodiazepines has been the
promulgation of rules and regulations about their use in nurs ing
homes by HCFA. Whether these are jus tified or not the prescriber
must be fa miliar with them. They are only al lowed for short-term use, 
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un less jus ti fi ca tion is heavily doc u mented, and the gov ern ment pre-
fers short-act ing ones to long-acting ones.

Nonbenzodiazepine Hypnotics

Many med ications are used to evade OBRA re strictions while sat -
isfying a per ceived need for se dation or for sleep medication.

Diphenhydramine (Bena dryl) is an antihistamine; it can be used in
treatment of parkinsonism, and it causes drowsiness. Be cause it
causes drowsiness it is some times used at night, as a hyp notic. An -
other mul tipurpose drug used fre quently in nurs ing homes is hydrox-
yzine (Atarax), which can pro duce se dation and re lieve itch ing.

Several antide pressant drugs have a sed ative effect and are used in
this way. The antidepressant trazodone (Desyrel) is com monly used,
in effect, as a sleep ing med ication (Lasser and Sunderland, 1998).

As men tioned above, several of the older gen eration of hypnotics,
such as chlo ral hy drate, bar bi tu rates, and meprobamate, re main in
widespread use and are en countered of ten in nurs ing homes. 

RECOMMENDATIONS

When pa tients with lifelong his tories of psy chosis are in nurs ing
homes, and the di agnosis of schizo phrenia is well-es tablished, most
psychiatrists would agree that the patients should con tinue on their
antipsychotic med ications. Stopping them usu ally (al though not al-
ways) re sults in a re currence of symp toms of psy chosis that are cer-
tainly disturbing to the caregiv ers, and prob ably dis tressing to the
pa tient. 

Most psy chiatrists would also agree that these drugs have a legiti-
mate use in para noid states of the el derly, where elab orate and dis -
tress ing de lu sions and hal lu ci na tions exist.

The big gest difficulties con cern the use of psychotropic drugs in
agitated states where no psy chiatric di agnosis has been made. To a
large extent, the use of drugs in these cases is de termined by the need
for com pli ance with OBRA.

One re sponse to this has been that when the pa tient seems to need
sedation, a men tal health pro fessional is called in. Some men tal
health con sultations are be ing asked for as a for mality to jus tify the
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use of the psychotropic drugs. It is then up to the men tal health pro -
fessionals to en sure that they do not au tomatically rub ber-stamp med -
i ca tion pre scrip tions with out mak ing a gen u ine con tri bu tion to the
patient’s wel fare. In these cir cumstances, the psy chiatrist who holds
back on pre scribing sed ative drugs faces much the same prob lem as
the ac a dem i cally cor rect pe di a tri cian who holds back on an ti bi ot ics.
The de sire for the drug may be so strong that arguments against us ing
it are coun tered, and an ad versarial stance can develop. The skills
needed to pre vent such de vel op ments are more psy cho log i cal than
phar ma co log i cal.

Diagnosis, Documentation, Dosage 

Good clin ical prac tice is the ultimate de fense against all crit icism,
but com pli ance with reg u la tory agen cies de mands spe cial at ten tion to
these three areas. Ac curate chart ing of psychiatric symp toms is as
nec es sary as that of phys i cal signs, and psy chi at ric di ag no ses must be
as well justified as medical ones.

When no DSM-IV or ICD-10 di agnosis is on re cord, or the only
such di agnosis is in the de mentia or de lirium cat egory, then the target
symptoms for which the medication is pre scribed must be doc u-
mented. Such target symp toms will warrant a revision of the MDS
and trig gering of a RUGS pro tocol. This will, in turn, ne cessitate doc -
u ment ing that be hav ioral in ter ven tions, as well as med i ca tion, have
been tried, however strongly the staff feel that med ication is needed. 

The effectiveness of the med ication on the target symp toms must
be noted, and rea sons given for any dos age that exceeds stan dard rec -
om men da tions. A pri mary di ag no sis of a nondementing DSM-IV or
ICD-10 di ag no sis such as schizo phre nia or bi po lar dis or der will al -
ways jus tify ap propriate med ication, and the presence of any such
con di tions should be re corded if med i ca tion is con tin ued in def i nitely.
In other cases government sur veyors may expect to see written evi-
dence that the effect of re ducing or stop ping the med ication (“drug
holidays”) has been ob served.
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Chapter 11

Memory Loss and Confusion 

Most peo ple in nurs ing homes have lost, to some extent at least, the
kind of men tal abilities the hu man brain shares with computers, such as 
memory and abil ity to do arithmetic or play chess. The loss of these
abilities correlates well with finding phys ical changes in the brain that
can be seen under the mi croscope and ac curately mea sured. In some
ways, there fore, this is a very exact and sci entific area of psychiatry.
Nev er the less the ter mi nol ogy can be in ex act.

THE TERMINOLOGY OF DEMENTIA

Confusion, in psy chiatry, means be ing so mixed up as to be dis ori-
ented in space and time with in ability to rec ognize fam ily mem bers
(dis ori en ta tion to per son). Im pair ment of “cog ni tive func tion” usu-
ally means im pairment of mem ory and of the in tellectual ca pacity to
do such things as sim ple cal culations. “Organic men tal syn drome”
and “organic brain syn drome” are terms that were once used for de -
mentia and de lirium. They are out of style now, al though the “organic
mental syn drome” was still in the Di ag nos tic and Sta tis ti cal Man ual
of Men tal Dis or ders pub lished by the Amer i can Psy chi at ric As so ci a -
tion, up un til DSM-III was changed to DSM-IV.

Delirium

Delirium is an old-fashioned word which has now re turned to offi-
cial favor, and is a rec ognized di agnosis in DSM. Many of the older of 
us never stopped us ing it, although for some years we were be ing told
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that we were out of style and that the cor rect term was “acute brain
syn drome” (or “acute ex og e nous re ac tion type,” “acute confusional
state,” “toxic psy cho sis,” or “met a bolic enceph alo pathy”). In tra di-
tional med ical us age, de lirium was an acute state, but the cur rent
DSM-IV and ICD-10 definitions al low it to be used for pro longed
states, thus blur ring the dis tinction from de mentia.

Those who are de lirious have lost their awareness of the ac tivity
around them. The main point of dis tinction from de mentia is that it is
more acute in its on set, and does not last long. Vivid vi sual hal lucina-
tions, such as pink el ephants or lit tle green men, are no lon ger re quired
for the di ag no sis, but de lu sion, hal lu ci na tions, rapid frag mented speech,
and rest lessness are recognized as fea tures. Be tween one-third and
one-half of the hos pi tal ized el derly are de lir i ous (Lipowski, 1983).

The list of causes of de lirium in cludes almost every med ical ill ness
in the book. It is a non specific symp tom, like fever, which is not a di -
agnosis in it self, but de mands a search for the medical con dition caus -
ing it, as well as man agement of the symp tom.

Alzheimer’s Disease

Dementia is a more chronic sit uation than delirium; loss of mem -
ory is the hall mark. Other in tel lec tual fac ul ties (cog ni tive func tions)
are also lost. De mentia due to disease of the brain for which no cause
is known is called a “pri mary de gen er a tive de men tia.” De men tia as-
sociated with the mi croscopic brain changes descibed by Alois Alz -
heimer is called “de mentia of the Alz heimer type” (DAT). Re cently it 
has been frequently called “Alzheimer’s dis ease,” al though Alzhei-
mer de scribed symp toms other than dementia as sociated with the
brain changes. The only cer tain way to tell if Alz heimer’s dis ease is
present is by look ing at the brain un der the mi croscope af ter death.
When a pri mary degenerative de mentia oc curs early in life it is called
a “pre-se nile de men tia.”

Vascular Dementia

Disease of the ar teries sup plying the brain may cause cut ting off of
the blood sup ply to a part of the brain. This part of the brain then dies,
producing a soft ened area of dead brain tis sue called an in farct.
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The re sult may be to pro duce a stroke or de mentia, or both. There
is some doubt as to whether disease of the ar teries in side the brain
(ce re bral ar te rio scle ro sis) can cause dam age with out ac tu ally pro duc -
ing an in farct. Be cause of this there was a ten dency to re place such
terms as “arteriosclerotic de mentia” and “hard ening of the ar teries”
with the term “multi-infarct de mentia.” However,  the pendulum of
fashion has swung back and the pres ent official term is “vascular de -
men tia.”

Infarcts can be seen by brain im aging tech niques, such as com -
puter as sisted to mog ra phy (CAT) and mag netic res o nance im ag ing
(MRI). An other way of de ciding be tween Alz heimer’s dis ease and
artery disease is to make a list of the pa tient’s clin ical signs of stroke
and heart dis ease. Those who score high on such a list are as sumed to
be more likely to have multi-infarct de mentia. In farcts are found on
the CAT scans of many de mentia vic tims. Such cases are not usually
referred to as having had a stroke if their symp toms were purely men-
tal.

A stroke is usu ally de fined in neu rological terms. It causes a sud -
den loss of con sciousness and pa ralysis of part of the body, usu ally
one com plete side (hemiplegia). It is pos sible, and in deed com mon,
to suffer a brain in farct and have the brain changes of Alz heimer’s
disease. The sufferer from such a dou ble set of brain diseases will
prob a bly be de mented.

The amount of dementia due to Alzheimer’s dis ease as op posed to
ce re bral ar tery dis ease has been var i ously es ti mated. No true pop u la -
tion study has ever been done, but the gen eral con sensus is that Alz -
heimer’s is more com mon. Eth nic variation is possible. Serby, Chou,
and Franssen (1987) found that most of a group of de mented Amer i-
can-Chi nese nurs ing home res i dents they ex am ined had mul ti ple
brain in farcts.

Alcohol-Related Memory Loss

Probably the most common de mentia to improve in the nurs ing
home is that re sulting from al cohol or drug use. The al coholic am ne-
sic syn drome is sometimes said to be ir reversible, but tends toward
recovery with time and sobriety.

The al coholic wet-brain may not be di agnosed, and may be ad mit-
ted to the nurs ing home as a case of pri mary degenerative de mentia.
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Without ac cess to al cohol, a grad ual re covery takes place. Oc ca-
sionally this re covery may be embarrassing in its completeness, since 
many of these are so cially isolated males who pres ent prob lems of
management and placement that a nurs ing home is ill-equipped to
han dle.

An al co holic, so cially iso lated man was hos pi tal ized be cause of
mul ti ple med i cal prob lems re sult ing from his drink ing. Af ter
treatment of his acute med ical problems he remained disoriented
in space and time, and needed as sistance with his self care. Be -
cause of this men tal state, he was trans ferred to a nurs ing home.
Over the next few months in the nurs ing home he made fur ther
phys i cal re cov ery and be came fully am bu lant. His mem ory and
in tel lect pro gres sively im proved. He be came ob strep er ous, de-
manding, and ag gressive. At tempts were made to place him in a
lesser care fa cility, but he was un cooperative, and it was difficult
to find a place he would ac cept and that would ac cept him. Even-
tually he absconded, re turning to the local skid row.

Rare Kinds of Dementia

Rare kinds of de mentia are relatively or dinary in nurs ing homes.
This is be cause the prevalence exceeds the in cidence. Acute brain
conditions, such as an oxia, poi sons, and various kinds of en cephali-
tis, leave vic tims who sur vive for years in a brain damaged con dition.
Her pes sim plex en ceph a li tis is prob a bly the most prev a lent of these.

Sev eral “neurodegenerative” dis orders, such as Gerstmann-Sträuss ler
syndrome, Friedreich’s ataxia, and multiple sys tem at rophy at tack young
peo ple, leav ing them crip pled and even tu ally im mo bile. Creutzfeldt-Jakob
(“mad cow”) dis ease is rap idly pro gressive, with myoclonus, involuntary
move ments, and mutism.

British and Swed ish workers iden tify an en tity of  “frontotemporal
dementia,” which in cludes Pick’s dis ease. Early be havioral symp -
toms, ac cording to this group, in clude neglect of per sonal hy giene
and groom ing, lack of so cial tact, shop lift ing, un re strained sex u al ity,
vi o lent be hav ior, in ap pro pri ate joc u lar ity, rest less pac ing, men tal ri-
gid ity and in flex i bil ity, over eat ing, food fads, ex ces sive smok ing and
al co hol con sump tion, oral ex plo ra tion of ob jects, clap ping, sing ing,
danc ing, rit u al is tic pre oc cu pa tions, hoard ing, impulsivity, and “im-
persistence” (Lund and Man chester Groups, 1994). 
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The term “subcortical de mentia” is sometimes used for the de men-
tia as so ci ated with Par kin son’s dis ease, Hun ting ton’s cho rea, and the
con di tion re sem bling Par kin son’s dis ease called pro gres sive supra-
nuclear palsy. It is sup posed to be less likely to show speech dis tur-
bance as an early symp tom, and to be marked by a slowing of thought
pro cesses. Par kin son’s dis ease over laps with Lewy body dis ease,
which is char ac ter ized by an on set of de lu sions and hal lu ci na tions,
and sen si tiv ity to the mus cle-stiff ness pro duc ing ef fects of neuro-
leptic drugs.

It is often of more prac tical di agnostic im portance to clarify the
kind and extent of dis ability than to ar rive at the precise name of the
entity. If, for example, com munication is im paired, then the pri mary
task of psy chiatric as sessment, a task that may involve all mem bers of
the treat ment team, is of ten to clar ify how much of this is men tal and
how much due to dysphasia or dysarthria.

HOW MANY OF THE ELDERLY ARE DEMENTED?

Since de mentia is the ma jor rea son for nurs ing home ad mission,
the sta tis tics for prev a lence are con sid er ably in flu enced by whether
nursing home res idents are in cluded, and community sur veys may be
misleading. In Hendrie’s (1998) study of el derly Af rican Amer icans
in In di a nap o lis, the es ti mated rates of de men tia were dou bled if nurs-
ing home res idents were in cluded, rather than limiting the sur vey to
those at home. Hoffman and colleagues (1991), in a Eu ropean pop u-
lation sur vey, found 1 percent in the age group sixty to sixty-five were 
demented with the num ber dou bling every five years, ris ing to 32 per -
cent in the age group ninety to ninety-four, and more men than
women in the youn ger age groups. Amer ican sur veys usu ally show a
higher in ci dence.

MEASURING MEMORY LOSS AND CONFUSION

Numerous scales have been devised to mea sure de mentia, and no
one can ex pect to be fa miliar with all of them. Essentially, all scales
include ask ing about whether the sub jects know where they are, what
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date it is, the name of the Pres ident, and so forth. The Folstein Mini-
Mental State Exam is widely used but is not very fea sible for pa tients
with phys i cal or eye sight lim i ta tions (Bettin et al., 1998) and lacks se -
lectivity; that is to say it la bels too many pa tients as de mented.

Many of these scales are too elab orate and time-con suming, in
spite of what their au thors claim, to be rou tinely used in nurs ing
homes; but it is prob ably a good idea for someone on the staff to be fa-
miliar with one of the scales and to re cord the re sult somewhere in the 
chart. An in dication of which ques tions the pa tient could not an swer
such as “could not say his name” or “did not know her age” can be
more in for ma tive than the bare nu mer i cal score.

Several writ ers have de scribed schemes for stag ing prog ress or se-
ver ity of Alz hei mer’s dis ease (Co hen, Ken nedy, and Eisdorfer, 1984;
Riesberg et al., 1982). The Global As sessment of Func tioning Scale
is de scribed in DSM-IV for use with Axis V of the APA’s of fi cial no-
men cla ture.

Investigation of Memory Loss and Confusion

The search for treat able causes of de mentia has nor mally been
completed be fore the pa tient is ad mitted to a nurs ing home. In 1982, 
Sabin, Vitug, and Mark found that one-third of de mented or dis turbed
pa tients had no men tion of a neu ro log i cal or psy chi at ric ail ment in
their nurs ing home re cords and that many of these had clinical prob -
lems that were po tentially reversible. However, un der OBRA reg u la -
tions since 1987, investigations are to some extent man datory be fore
anyone with a de mentia di agnosis can be ad mitted, and the home is
thus a re pos i tory for in ves ti gated and un treat able cases of dementia.

Even af ter a pread mis sion de men tia workup, the pa tients can de-
velop an intercurrent ill ness, thus wors ening an es tablished mild de -
mentia. Illnesses such as hypothyroidism should have been tested for
before ad mission, but may also oc cur as fresh ill nesses dur ing a pro -
longed stay. (Cur rent no menclature would clas sify many such en ti-
ties as delirium rather than de mentia.)

The pa tient who has been plied with antianxiety and sleep ing pills
at home and who goes into acute de lirium on hos pitalization is a fa-
mil iar fig ure. Some times this nat u ral his tory is ex tended, es pe cially if
the hospital is free with its anxio lyt ic drugs, and it is not un til several
weeks in the nurs ing home that the syn drome is un masked.
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Memory loss caused by pre scribed med ication has re cently been
noted. The list of med ications that can pro duce de lirium is very long, but
an ti bi ot ics are not in cluded. Pred ni sone, digoxin, and many blood pres -
sure med ications have been cited as caus ing de lirium. The difficulty is
knowing how prevalent this is. A pa tient who is taking large amounts of
medications, each of which has de lirium as a rare side effect, may expe-
rience de lirium when these med ications are taken to gether.

The anticholinergic in toxication syn drome, and some of the large
numbers of drugs that can give rise to it, have been reviewed by Mol loy
(1987). The spe cial liability of the elderly nurs ing home pa tient to
anticholinergic-induced de lirium arises from several causes. These in -
clude the tendency to be on several different med ications pre scribed by
different spe cialists. They are also li able to be taking older med ications
that have fallen out of favor and with which their pres ent health care pro -
fes sion als may be un fa mil iar. For ex am ple, they may (per haps jus ti fi-
ably) take tricyclic an ti de pres sants, such as amitriptyline (Elavil) and
imipramine (Tofranil). However, Seifert, Jamieson, and Gardner (1983)
were not able to show any dose-re lated re lationship be tween con fusion
and the use of anticholinergic drugs in nurs ing home pa tients.

Flacken et al. (1998) measured se rum anticholinergic ac tivity by
com pet i tive blind ing as say in terms of at ro pine equiv a lents and found
that it cor related with both the pres ence and the severity of de lirium,
but they note that anticholinergic ac tivity can arise from en dogenous
sources and is not nec essarily en tirely iatrogenic.

TREATMENT OF DEMENTIA

The magic mem ory pill is yet un discovered. So far no med ication
has been proved to use fully im prove mem ory and cog nitive func tion in
the pri mary dementias. The de cision to ini tiate or to con tinue one of the
med i ca tions with ace tyl cho line-like prop er ties claimed to help Alz hei -
mer’s dis ease must be in dividual, and partly based on family wishes.

It is pos sible that what the French call “le brain jog ging” may have
a ben eficial effect on memory in the el derly (But ler, 1998). The tech -
niques of Re al ity Ori en ta tion (Amer i can Psy chi at ric As so ci a tion,
1969) are based on this idea and are close to what com mon sense
might sug gest as meth ods to im prove awareness. It is use ful to have
Reality Ori entation or a re lated pro gram in place, and to have some -
one spe cially trained and as signed to it on a per manent and on going
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basis. There is by now a re spectable body of literature es tablishing it
as a tech nique (Holden and Woods, 1988). 

Beck (1998) has clas sified psychosocial and be hav ioral in ter ven-
tions for Alz hei mer’s dis ease into cog ni tive, func tional, en vi ron men -
tal, in tegration of self, pleasure-inducing, and family (see Table 11.1).

None of these methods cures dementia, and programs such as
Reality Orientation cannot be shown to make measurable differences
to anyone’s memory, but they show that a frontal assault on dementia
is being made. They boost the morale of staff and families, and
probably of patients.

TABLE 11.1. Psychosocial and Behavioral Interventions for Alzheimer’s
Disease Patients and Their Families

Types of Intervention Examples

Cognitive Mne monics; lists and cal en dars; re al ity ori en ta tion; tech-
niques from early child hood teaching

Functional In de pend ence-pro mot ing strat e gies to use re sid ual skills for
eating and dress ing; prompted voiding; exercise re gimes and
walking; sleep regimes

Environmental Variations in noise and light levels; way-finding cues

In te gra tion of self Rem i nis cence; group therapy

Plea sure inducing Pet ther apy; rec re ational therapy

Family Support groups; re spite care; counseling

Source: Beck, 1998.

Family sup port groups and as sociations such as the Alz heimer’s
Association are an other example of a valuable ser vice for the de -
mented, which cannot be shown to mea surably im prove their cog ni-
tive func tion. Pro grams such as “friendly vis itors,” which seem to
improve mo rale, fail when it co mes to any mea surable effect on mem -
ory (Denney, 1988). However, it must not be as sumed that all treat -
ment is fu tile, or that they do not need a high level of care. 

Statements by those who do not wish to have the de mented in their
facilities are of ten pref aced by the phrase “all she needs is. . . .” This
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conveys the mes sage that look ing af ter the de mented needs some -
thing less than full med ical and nurs ing care, and some thing less than
full psy chiatric care, and that such care is “only cus todial.” In fact,
when psy chiatric in stitutions set aside ar eas for the de mented they
find they need ad ditional medical and nurs ing ser vices. Most de men-
tia units in nurs ing homes have had higher staffing levels than regular
nursing home units, al though a de mentia unit should be able to make
the med ical nurs ing in terventions needed for its res idents more effi-
cient. Stevens and Baldwin (1988) review the lit erature on the impact
of nurs ing care and show that the de mented re quire sub stantial nurs -
ing time, even though the ben eficial re sults of this in creased time are
dif fi cult to mea sure.

Should the Demented Be Segregated?

Most sur veys show the de mented make better prog ress when housed 
in segregated units, in terms of main taining ADLs and fam ily sat isfac-
tion, and that they do better in pur pose-built units (Grant and Sommers,
1998). Pa tients who were re garded as un in ter est ing im ped i ments to
real med ical care when scattered among oth ers, now be come the spe -
cial ob ject of con cerned at ten tion. Be hav iors char ac ter is tic of the de-
mented can be tol erated and dealt with more effectively when they are
ex pected.

A spe cialized de mentia unit should have some ar chitectural or
structural fea tures to deal with wandering (not nec essarily locked
doors) and with ag itated or vi olent be havior. One sim ple re quirement
is space. Access to an area for free am bulation in the open air can be
most help ful for wanderers. Plenty of space is also the sin gle most ef-
fective method for dealing with vi olence. A big old-fashioned state
hospital ward can be ideal, and it is hoped that not too many of these
will be de molished in the name of prog ress with out thought to their
pos si ble uses.

The en vi ron men tal ad ap ta tions were the most pro nounced dis tinc -
tions of the spe cial units sur veyed by Wiener and Reingold (1989).
Ob vi ously pur pose-built fa cil i ties with spe cial ar chi tec tural fea tures
will be expensive ini tially. In some cases they have also been expen-
sive, sub se quently, be cause the spe cial ar chi tec tural fea tures have not
been as du rable or prac tical as was an ticipated. One Alzheimer unit
designed spe cifically by one of the world’s lead ing ar chitects re sulted
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in many of its fea tures be ing un suitable for de mented pa tients (Berger,
1985).

Prior to es tablishing a specialized de mentia unit, staff must receive
special training. The pri mary med ical care should be provided by a doc -
tor whose main in terest is de mentia, regardless of whether his or her
nom i nal spe cialty is psy chi a try, neu rol ogy, or ge ri at rics. A psyhiatrist
should mon itor use of psychotropic drugs (Mace and Gwyther, 1989).
Useful ad ditional sup ports in clude a pro gram for the staff that en com-
passes staff ed u ca tion rounds con ducted by ge ri at ric med i cal school fac-
ulty, and an in terested med ical staff. Cau tion is needed to prevent
patients in a spe cialized de mentia unit from be ing excluded from other
activities in the facility (Benson et al., 1987).

A prob lem can arise regarding whether to mix the mildly de mented
with the severely de mented. Their needs are not always iden tical. The 
severely de mented, who have be come un able to walk and need help
with feed ing, and are sub ject to pneumonia, may have prob lems
much more sim ilar to those of the med ically ill. On the other hand, the
mildly de mented may have needs sim ilar to those of the mentally ill
or men tally re tarded.

We know that one of the leading com plaints that pa tients have
about nurs ing homes is the other pa tients. The mildly de mented may
be up set by the severely de mented. Al though it might seem that the
specialized unit offers the chance of higher quality care, fam ilies may 
not want their relatives to be in it. They may be able to ig nore or deny
their rel ative’s de mentia as long as he or she is in a medical set ting,
but the de mentia unit forces them to acknowledge the na ture of the ill-
ness. They may also fear that the emphasis on be havioral prob lems
will lead to the neglect of medical problems.

It has been difficult to prove any ad vantage for separate de mentia
units by con trolled trials (Ohta and Ohta, 1988). This may be be cause
it is difficult to find ad equately matched con trols within the same
nursing home. The treatment of de mentia is a losing bat tle, so that
successful re coveries can not be pointed to as evidence of the ad van-
tages. In many tri als of treatment of dementia, the best that can be
done is to dem onstrate a slowing down of the prog ress of the ill ness.

It might be thought that a de mentia unit would be difficult to staff
be cause de men tia is an ex tremely chal leng ing ill ness. How ever,
many who have been frus trated by caring for the de mented on a gen-
eral floor will be come en thused by the feeling that now they can fi-
nally help these patients. This en thusiasm may be felt at all levels, in

102 PSYCHIATRY IN THE NURSING HOME



spite of the fact that de mentia must be con sidered, in some re spects,
an un treat able ill ness. The pros pect of tak ing part in re search is of ten
an in duce ment, es pe cially for phy si cians and psy chol o gists. Spe cial -
ization has a tonic effect in stimulating in terest. There is no dis ease,
no mat ter how bad the prog nosis, where the pa tient cannot be helped
a lit tle by the ministrations of those who are experts on this con dition.

To some extent, the creation of spe cialized de mentia units brings
the wheel full cir cle. It recreates the mental hos pital, but this may
only be a be lated recognition of fact.

Autonomy and Decision Making

The prob lem of the legal decision-making ca pacity of the elderly is 
often solved by as suming that they have none. Their con sent to be ing
in the nurs ing home is as sumed, even if they vig orously and re peat-
edly say they do not want to be there. If, for example, a de mented man
arrives at a psy chiatric in patient unit, then, in most ju risdictions, a de -
cision has to be made as to whether he should be committed involun-
tarily, if he is un able to sign for himself. If, however, the same pa tient
is brought on a gurney to a nurs ing home, then there is no provision
for con sulting his wishes. 

An in teresting example of this as sumption is dis cussed in a pa per
by Crane, Zonana, and Wizner (1977) about Con necticut Valley State 
Hos pi tal. They de scribe re view ing a group of in vol un tarily de tained
patients in the light of the Donaldson de cision. This was a legal deci-
sion stat ing that nondangerous men tal pa tients could not be kept in a
state hospital against their will without specific treat ment. In about 25
percent of the cases, they rec ommended trans fer to a nurs ing home
because of the pa tient’s high degree of dis ability. Ap parently, they
felt that, if the pa tients were un able to de cide whether they wanted to
be de tained, then they could legitimately be shipped off to a nurs ing
home regardless of previously expressed wishes, be cause now their
wishes could not be con sulted.

Questions of con sent to treatment are usually dealt with in the
same prag matic manner as con sent to be ing in the nurs ing home. Pro -
cedures such as catheterization and tube feed ing are done with out
signed con sent. When signed con sents are needed, the usual pro ce-
dure is to as sume that the pa tients are com petent if they are sign ing
for what the doc tors ad vise. There are further ram ifications as far as
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major op erations are con cerned, but these will sel dom involve the
nursing home. (DNR or ders and living wills are fur ther dis cussed in
Chap ter 20.)

Matters of com petence to handle money involve state laws. All
states have provisions for sign ing over power of at torney. Such powers
of at torney nor mally be come invalid when the sig natory be comes in -
com pe tent, un less they are spe cif i cally “du ra ble” pow ers of at tor ney.

Use of to bacco and al cohol in the nurs ing home involves ques tions
of pa tient au tonomy, es pecially when the res ident is un der treat ment
for an al cohol or to bacco-related illness. Should the use of these sub -
stances be treated as a psy chiatric ill ness? How jus tified is the home
in act ing to prevent their use? In de mented nurs ing home pa tients the
dan gers from the use of cig arettes is as much from fire as from to -
bacco-re lated ill nesses.

Leff and Harper (1998) de scribe a pa tient with bi lateral above-
knee am putations and hemiplegia: “He smoked cigarettes in bed, of -
ten re fused to bathe, in sisted on voiding into an urinal in the dining
room, and made sexual ad vances to fe male staff mem bers and other
residents” (p. 439). He bought him self a mo torized wheel chair that he 
used to go out and ob tain al cohol and “while intoxicated his base line
personality was ac centuated” (p. 439). The authors dis cussed the eth -
ical ques tions that arose from the nurs ing home should prevent him
from us ing his wheel chair.

One so lution in such a situation might be to hos pitalize the patient
as a psy chiatric case, on the grounds that he is dan gerous to oth ers. In
practice, the usual difficulty about committing from a nurs ing home
to a men tal hos pital is finding an in stitution that will ac cept the pa -
tient. When the state hospital re fuses to ac cept a dan ger ous or vi o lent
pa tient, then an in de pend ent psy chi at ric con sul ta tion should, if avail-
able, be ob tained, and it should be placed on re cord in writ ing that ad -
equate ap plication has been made. It should be re alized that some
symptoms that seem obviously psy chiatric in na ture and “be long” in
a men tal hos pital, can just as well be man aged in a nurs ing home.
Some un popular be haviors are just as ob noxious wher ever the pa tient
is located. One some times hears the plea that a cer tain pa tient should
be in a men tal hos pital be cause the loud shout ing “wakes up our other 
residents.” However, this patient is just as li able to wake up the resi-
dents of a men tal hos pital as of a nurs ing home.
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HEAD INJURY

Some of the is sues about long-term care for head in jury vic tims are 
further dis cussed in Chap ter 19. Cog nitive im pairment is some times
the ma jor or only prob lem for such pa tients and the ques tion then
arises as to whether they can be di agnosed as suffering from de mentia
and thus be placed in nurs ing homes. If the in jury oc curs in childood,
before the age of full development of speech and intellect, then a
dignosis of developmental dis order can be made. De mentia is or di-
narily thought of as be ing of grad ual on set and pro gressive in na ture.
The ICD-10 de scription seems to spec ify this. An en tity of  “de men-
tia due to head trauma” is rec ognized by DSM-IV. Al though these
dagnostic quibbles may seem ac ademic, they can be come of prac tical
importance when disputes arise over place ment.

MENTAL RETARDATION

In one sense, almost all the mentally re tarded in the state institu-
tions re side in nurs ing homes. The Miller amend ments to the So cial
Security Act pro vided for two levels of care. The Intermediate Care
Fa cil ity (ICF) was in tended to provide a rather less in tense level of
care, al though still with RN or LPN availability twenty-four hours a
day. The term “In ter me di ate Care Fa cil ity” dis ap peared from of fi cial
use un der OBRA, except in the one case of the ICF-MR, which was
maintained for in stitutions for the men tally re tarded (Levenson, 1989).

The ICF-MR was to be a state-run fa cility, giving care at a nursing
home level, and with the res idents paid for by Medicaid, as long as it
met the Medicaid stan dards for a nurs ing home. In fact, cer tain spe -
cial cri teria needed to be met by the ICF-MR, which were different
from those for the ICF- gen eral (Redjali and Radick, 1988).

Naturally, states leaped at the chance to get the fed eral money.
State fa cilities for the men tally re tarded were rapidly converted to
ICFs. By 1986, there were 144,000 res idents in ICF-MRs (Lakin et
al., 1989). In the event that a men tally re tarded per son needed care at
a hos pital level, no provision any lon ger existed for him or her. Thus
vic tims of se vere neu ro log i cal hand i caps and those with se vere be-
havioral prob lems be came or phans of the storm.
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Several pol icies were adopted to deal with these or phans. Some of
them were ac commodated in the ICF-MRs, in spite of the high in ten-
sity of care they needed. Many of the behaviorally disturbed were dis -
charged and then re fused re admission, on the grounds that they were
psy chi at ric cases. The psy chi at ric hos pi tals would re fuse to ad mit
them on the grounds that they were men tally re tarded. They ended up
in various places, in cluding the streets, the jails, the adult homes, and
the nurs ing homes.

The men tally re tarded are thus of ten housed un der the same finan-
cial ar rangements as nurs ing home pa tients. This may be in an ICF-
MR run by the state in the same place as the for mer state school, or
whatever it was called. In some states there are privately op erated
ICF-MRs.

Some states have ob tained waivers to get Medicaid fund ing from
the fed eral government to sub sidize group homes. Group homes have
the ad vantage of re ducing stigma, and provide to some extent the
feeling that the men tally re tarded are not re ally med ically ill, but
group homes are about the most expensive way of providing care
(Utah State Au ditor, 1998). In some cases, they may be in a regular
nursing home. This is of ten the fate of those with severe neu rological
handicaps. In this dis cussion the con cern will be primarily with those
in the reg u lar nurs ing homes un less oth er wise spec i fied.

Strictly speak ing, hous ing the men tally re tarded in nurs ing homes
may be il legal, be cause Alz heimer’s dis ease and de mentia are not
given any spe cific men tion in the sec tions on men tal re tardation in
OBRA ’87 and, there fore, the pro hibition against ad mission to a
nursing home ap plies to the men tally re tarded even if “de mentia” is
also di ag nosed.

Prevalence in the Nursing Home

The in telligence quo tient (IQ) is one of the old est of men tal mea-
surements, and is so well-es tablished that psy chologists have not
been able to per suade the pub lic to re place it with anything more so -
phisticated. The scor ing is fixed so that scores have a “nor mal” dis tri-
bution. This means that 1 percent of the pop ulation will have an IQ of
less than 70, and this is of ten taken as the definition of men tal re tarda-
tion. Of these, 25 per cent are in in stitutions of some kind, and be -
tween 1 and 1.5 million are aged over fifty-five (Howell, 1986).
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The men tally re tarded in the nurs ing homes are pre dominantly
those with mul tiple hand icaps and usu ally find their way there via the
acute care gen eral hos pital. What of ten hap pens is that a well-
intentioned judge takes a look at the state in stitution and or ders it to
get rid of its pa tients. They are then dis charged into lesser care in stitu-
tions such as group homes, which are of ten pro hibited against car ing
for phys ical illness, or lack re sources to do so. Thus, as soon as a
resident develops even a cough or a cold he or she is hos pitalized. The 
ICF-MRs may also hospitalize their sick est pa tients. The acute care
gen eral hos pi tals co nvert them into nonambulant pa tients, who are
then judged to be in need of nurs ing home care.

Risks

What are the risks to the men tally re tarded of be ing in the nurs ing
homes? One is the loss of their previous out side day ac tivities. If the
nursing home is be ing paid for by Medicaid, then fund ing may be cut
off for at tendance at outside pro grams be cause Medicaid is sup posed
to be pay ing for twenty-four-hour-a-day care. Thus, a mentally re -
tarded per son may be banned from the pro gram he or she previously
at tended. 

Overmedication is an other risk. Within the ICF-MRs, wide spread
use of psychotropic drugs has oc curred in the past. This may not have
been all mis use. The men tally re tarded are as li able to such ill nesses
as schizo phrenia or manic de pressive ill ness as the rest of us. Some of 
these illnesses may be helped by the right med ication. Many of the
lifelong misplacements in in stitutions for the mentally re tarded have
been of mildly re tarded per sons, who could have func tioned in the
community, but had the added hand icap of men tal illness. The re cent
tendency has been for fewer psychotropic drugs to be pre scribed for the
insti tu tion al ized men tally re tarded. Poindexter (1989) found one-
third of the res idents in one ICF-MR re ceiving these drugs in 1979
but only one-tenth of the same co hort re ceiving them in 1987. The ex-
act in dications for antipsychotic drugs in the men tally re tarded are
not well de fined, and the drugs can of ten be dis continued with out ad -
verse effects (Ahmed et al., 2000).

Overmedication of the men tally re tarded can oc cur with anti-
convulsants as well as with antipsychotics. When treat ing alert and
mentally nor mal ep ileptics it is common to find that there are certain
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anticonvulsant med ications that they re fuse to tol erate, even with
carefully mon itored blood levels. They of ten will complain of neu ro-
psy chi at ric symptoms, such as drows i ness, diz zi ness, or feel ings of
being “drugged.” Such pa tients will some times forego com plete sei -
zure con trol, rather than put up with the side effects of the medica-
tion. One-tenth of elderly nurs ing home pa tients take anticonvulsants
(Lackner et al., 1998). The men tally re tarded in nurs ing homes are
not usu ally ar ticulate or powerful enough to voice their ob jections.
The risk/ben e fits ra tio of elim i nat ing sei zures ver sus side ef fects
must be different in the nonambulant nurs ing home res ident. They do
not drive cars or op erate heavy ma chinery but, on the other hand, sta -
tus epilepticus can be fatal and might, in the ory, lead to fur ther brain
dam age. 

Alvarez (1989) found that, in many cases, the antiepileptic drugs
could be with drawn with out any re lapse of sei zures. He with drew
mentally re tarded pa tients who had not experienced sei zures for three 
years or more, effecting a very slow with drawal. Al most half had no
further sei zures. If sei zures re curred, he resumed treat ment with one
drug rather than au to mat i cally re in tro duc ing two drugs.

A sub tle haz ard for the adult men tally re tarded is the medicali-
zation of the regime, which is liable to take place in a nurs ing home.
Many of them tend to be hypochondriacal and they will readily re -
duce their ca pacities for ac tivities of daily living and cen ter their lives
around med ications. In a nurs ing home the medical type activities,
such as hand ing out med ications and tak ing blood pres sures, are
given pri ority. The nor mal regime of ten involves speed ing up the
work of the day by help ing the slow and clumsy to dress and bathe
rather than do ing such things for themselves. Re ports on tem pera-
tures and pulse rates are con sidered more vi tal than reports on mood
and self-reliance. Those with ce rebral palsy are especially at risk
from be ing put to bed, where they develop contractures and can lose
the abil ity to walk. Nevertheless, the at mosphere of a nurs ing home
can sometimes be better than that of the older large state in stitutions
for the men tally re tarded.

A sixty-five-year-old mildly re tarded woman, who had been able
to read and write and travel by bus, was dis charged to family care
from a state institution. She suffered two spells of un conscious-
ness and she was put on 300 mg per day of phenytoin (Di lan tin).
Her be havior be came er ratic, and she was put on haloperidol
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(Haldol). She developed a fever and vomiting and was hos pital-
ized. Metoclopramide (Reglan) was added to the Haldol, and the
re sul tant dystonia was treated with benztropine (Cogentin). The
Cogentin caused uri nary re tention, and she was catheterized con -
tin u ously, with the en su ing in fec tion be ing treated with an ti bi ot-
ics. She be came nonambulant and un able to communicate. She
was dis charged from the hos pital to a nurs ing home. In the nurs -
ing home her medication was grad ually stopped, and her am bula-
tion and speech returned. However, it was not pos sible to re store
her to her previous level of in dependence.

Selzer, Finaly, and Howell (1988) com pared el derly men tally re -
tarded nurs ing home res idents with those living in other set tings,
which they cat egorize as “com munity-based.” They found that the
nursing home pa tients were less mo bile (which may have been ei ther
a re sult or a cause of their nurs ing home placement) but oth erwise had 
fewer med ical and be havioral prob lems, al though they were more
likely to be medicated for psy chiatric prob lems. The nurs ing home
residents were less likely to re ceive vocational ser vices, com munity
skills train ing, sup port from family members, or to en gage in so cial
and rec re ational ac tiv i ties with friends.

Once a men tally re tarded per son is put into a nurs ing home, he or
she will prob ably stay there for life. This is es pecially tragic for such
patients as the fully am bulant with Down’s syn drome, who are iso -
lated among the el derly without access to en joyable out side ac tivities
and group in teraction with their peers. Spe cial pro grams for the el -
derly men tally re tarded have been developed in a few cen ters but are
still few and far be tween.

The men tally re tarded should com mute from the nurs ing home to
an other place for their day time ac tiv i ties, pref er a bly by pub lic trans-
port. This has a nor malizing effect and improves their mo rale. If there 
is a prob lem with fund ing such out side ac tivities, then a strong patient
advocate should be re cruited. This can use fully be a family member
who votes in the con stituency of the lo cal state legislator, or a chap ter
of the As sociation for the Help of Retarded Cit izens
<www.ahrc.org>.
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Chapter 12

Delusions and Hallucinations

Of fi cially de men tia is the only psy chi at ric ill ness that qual i fies for
admission to a nurs ing home, and the di agnostic hallmark of de men-
tia is loss of memory and cog nitive func tions rather than de lusions
and hal lu ci na tions, but, in fact, de lu sions and hal lu ci na tions are fre-
quent in nurs ing homes. If we fol low cases of de mentia for ward, we
find that de lusions are ab sent in the early stages (of course, this may
be tau tologous, be cause the pres ence of de lusions with only slight
cognitive im pairment may lead to a nondementia di agnosis). De -
mented pa tients with delusions de teriorate more rap idly than do de -
mented pa tients with out de lu sions.

Fleet ing de lu sions and hal lu ci na tions in de lir ium are com mon. In
some cases of de mentia, memory loss can lead di rectly to one kind of
delusion. This kind of de lusion is some times called sec ondary de lu-
sion (al though the no menclature is not stan dardized). I call it the
“Scotch tape and scis sors” type of de lusion, based on my own do mes-
tic experience. In some families, when the father can not find the
Scotch tape or scissors, he yells at the kids for tak ing it, un til he finds
it in the place where he put it. This transitory de lusional experience
based on mem ory loss is mag nified in the severe mem ory loss of de -
mentia, and can re sult in severe be havior dis turbance.

Secondary de lusions may cen ter on money, with scru tiny of bank
books and de lusions of be ing sto len from. In these money-focused cases, 
the dis tinction is not as clear be tween elab orate per sistent para noid de lu-
sions and sim ple tran si tory de lu sions sec ond ary to mem ory loss.

111



DELUSIONS IN DEPRESSION AND MANIA

The de lusions of severe de pression and ma nia re flect the mood dis -
turbance that is present. Severe de pression is characterized by de lu-
sions of guilt, poverty, and im pending di saster. The prevalence and
clinical fea tures of de pression in the nurs ing home are fur ther dis -
cussed in Chap ter 13.

SCHIZOPHRENIA IN THE NURSING HOME

Schizophrenia in all its forms is usu ally first di agnosed in young
adults and its vic tims tend to die young. The schizophrenic pa tient in
the nurs ing home is not usu ally regarded by the staff as par ticularly
difficult. Patients with schizo phrenia may be delusional and mutter to 
themselves, but they may re main fully am bulant, con tinent, and able
to dress and feed them selves. If fact, one con cern may be that they do
not need the intense level of care re quired to jus tify re imbursement at
a nurs ing home. As we have seen (Chap ter 3), some of those dis -
charged from the mental hos pitals ended up in nurs ing homes, al -
though there is dis agreement as to how fre quently this occurred.
Currently, a com mon route into the nurs ing home is from a board and
care home via a gen eral hos pital, as evidenced in the fol lowing case.

A seventy-one-year-old pa tient was seen in psy chiatric con sul-
tation in a nurs ing home be cause of be ing “very moody,” and ac -
cusing peo ple of poi soning her. She some times in terrupted
eat ing to sud denly phys i cally at tack an other res i dent. She had
come to the nurs ing home from a general hos pital fol lowing treat -
ment for pneu monia and be fore had been in an adult home. Tele-
phone calls and searches of old re cords revealed that be fore be ing
in the adult home she had spent several years in a state men tal
hospital and had been on haloperidol (Haldol). In the nurs ing
home, parkinsonism had been no ticed and she had been given
carbidopa-levodopa (Sinemet). She was in dependent in all her
ac tiv i ties of daily liv ing, except that she some times de liberately
wet her bed.

On in ter view she ap peared alert, am bu lant, ema ci ated, and
vigilant. She de scribed her self as feel ing “very good” but was
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hos tile and sus pi cious. She re fused to an swer ques tions di rectly
about her memory and ori entation, giving such re plies as, “I’m a 
princess” and “I don’t tell my age.” She said, “I am mar ried. I
have a hus band and chil dren downstairs.” Some times her speech
became complete gib berish and was in terrupted by shout ing,
mut ter ing, or laugh ing.

Compared with those retained in mental hos pitals, sufferers from
schizophrenia in nurs ing homes are less likely to show an ger and ag -
gres sion and pos itive symp toms. They are more regressed in their ac -
tivities of daily living (Harvey et al., 1998). A sim ilar regression is
often seen when a schizo phrenic pa tient is moved from a board and
care home to a nurs ing home; Le Corbusier’s dic tum is often re-
versed, and we make the dis covery that more is less. The fo cus on the
nonpsychiatric med i cal con di tion is as so ci ated with a will ing ness to
do things for the pa tients that they were previously able to do for
themselves. A marked ben efit to physical health in the nurs ing home
is that smok ing is stopped. Schizophrenics are heavy cig arette smok-
ers and this may be the cause of early death (Kelly and McCreadle,
1999).

LATE PARAPHRENIA

In Bleuler’s def i ni tion of schizo phre nia “pri mary dis tur bances of
per cep tion, ori en ta tion, or mem ory are not de mon stra ble” (Zinkin,
1950, p. 9). Bleuler and Kraepelin could find no organic dis ease of
the brain in such illnesses as ma nia, de pression, and schizo phrenia.
This led to illnesses such as de mentia and de lirium be ing called “or-
ganic” with the im plication that other psychiatric con ditions were not 
due to phys ical dis ease of the brain. This ques tion of a divide be tween
“organic” and “func tional” men tal ill ness has caused some convo-
luted ter minology to develop, be cause it is no lon ger po litically cor -
rect to make the dis tinction, and yet some kind of divide exists. DSM
ter mi nol ogy re fuses to sep a rate some men tal dis eases as “or ganic,”
al though the In ter na tional Classication of Diseases (ICD) still al lows
it. The difficulty is es pecially evident when we talk about the para -
noid symp toms of old age. Older writers, and some re cent ones (Roth
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and Kay, 1998), ask whether the para noid symp toms of old age are
man i fes ta tions of an “or ganic clin i cal syn drome.”

The ques tion posed by these writ ers was whether para noia in old
age is the same as schizo phrenia, and whether it in dicates the pres -
ence in the brain of vis ible changes, such as the se nile plaques and
neurofibrillary changes that Alois Alz heimer saw un der the mi cro-
scope in the con dition now named af ter him.

If an el derly per son has pos itive symp toms of schizo phrenia (de lu-
sions and hal lucinations) and also suffers mem ory loss and cog nitive
impairment, then does this mean that the schizo phrenia symp toms are 
due to a brain condition such as Alz heimer brain changes or vascular
dis ease? Almeida (1998) would clas sify such a case as “Type B late
onset schizo phrenia” (see Table 12.1). On the other hand, Jeste,
Palmer, and Har ris (1998) main tain that, ad hering strictly to DSM no -
men cla ture, the di ag no sis should be “psy cho sis sec ond ary to a gen-
eral med i cal con di tion” (p. 346).

The youn ger schizo phrenic pa tient is more likely to be male with
negative symp toms (such as with drawal and ap athy). The older schizo -
phrenic pa tient is more likely to be fe male with persecutory de lu sions
(Pearlson et al., 1989). Older patients are more likely to be de mented
and to have Alz hei mer-type brain changes or ce re bral ar te r io scle ro sis.

TABLE 12.1. Almeida’s Classification of Late-Onset Schizophrenia Clusters

Type A Type B

Cognition Im pair ment con stricted to cog-
ni tive ex tra-di men sional at ten -
tion set shift ing and planning

Gen er al ized cog ni tive
impairment

Pos i tive symptoms Frequent and severe, with par-
tic u lar com plex psy chotic
symptoms, such as first-rank
symptoms of Schneider

Symptoms tend to be sim pler
and less complex

Neg a tive symptoms Uncommon Uncommon

Neu ro log i cal signs Higher score than nor mal
subjects

Frequent and more severe

Neuroimaging results Mild en largement of lat eral
ventricles

Rel a tive ce re bral at ro phy;
more wide spread signs of
cerebrovascular disease

Source: Almeida, 1998.
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Is this merely an ac ademic is sue? It can have prac tical effects on
re im burse ment and place ment, and can af fect prog no sis.

The prog nosis of com pletely nondemented elderly pa tients who
develop de lusions is dis puted. In some stud ies they have shown no
particular ten dency to be come de mented. Holden (1987) stud ied all
the cases of para noid ill ness in the el derly in a well-studied area of
London, fol lowing them for ten years. These cases were care fully di -
agnosed at the beginning, so as to make sure that there was no evi-
dence of memory loss and no trace of de mentia. However, af ter three
years, over one-third had be come de mented. Different con clusions
have been drawn from this study. Obviously, some overlap oc curred
due to chance. The num ber in creases in any pop ulation with Alz hei-
mer’s dis ease as it is fol lowed for lon ger pe riods.

PHANTOM BOARDERS

Phantom board ers are a sub category of de lusions which have a dis -
tinc tive pat tern (Mikkilineni, Garbien, and Rudberg, 1998). They pre -
dominantly oc cur in el derly women living alone. The vic tim says she is 
be ing per se cuted by strang ers who en ter her house at night. They may
enter the home and take up res idence there, have par ties, play loud mu -
sic, and gen erally make a nui sance of them selves (Rowan, 1984).  The
victim may call the police or fam ily or landlord to evict the in truders.
She can see them in three di mensions; they whis per and talk to her.
Tac tile sex ual hal lu ci na tions are re mark ably com mon. Some de gree of
cognitive im pairment is usu ally pres ent, al though this may be mild.
Perhaps a slight weak ness of rea soning power is nec essary for the vic -
tim to be convinced of the reality of the intruders. The board ers sel dom
follow the pa tient outside her home; it is there fore un usual to find them
in nurs ing home pa tients, although the pres ence of phan tom board ers
may have led to institutionalization. Some times the patients are hos pi-
talized, placed on psychotropic drugs, lose their ca pacity for in depend-
ent living, and are then per manently placed in a nurs ing home with a
di ag no sis of de men tia.
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RELEASE HALLUCINATIONS

Release hal lucinations oc cur in the blind or the deaf, es pecially
when the on set is sud den and the hand icap severe. Men tally alert pa -
tients can usu ally rec ognize that they are not veridical, and they are
not helped by antipsy chotic med i ca tions. In young pa tients, their or i-
gin in sen sory de privation is usu ally obvious. In the pres ence of age-
re lated cog ni tive im pair ment, di ag nos tic dif fi culty can arise. Many of
the para noid el derly are deaf, but they are sel dom helped by hearing
aids or otological in ter ven tion.

MANAGEMENT OF DELUSIONS
AND HALLUCINATIONS

Antipsychotic med i ca tions are now the pri mary psy chi at ric method
of deal ing with psy chotic symp toms. However, this re source has lim -
itations in the nurs ing home. The use of antipsychotic med ications is,
rightly or wrongly, cir cum scribed by the gov ern men tal reg u la tions
described in Chap ter 10. Other limitations are part of the gen eral dif-
ficulties in using med ications in the el derly and phys ically ill. By the
very na ture of para noia, its vic tims will sometimes re fuse medica-
tions.

Mea sures other than med i ca tion in clude change of en vi ron ment
and counterstimulation. Nursing home staff who are not ac customed
to han dling psy chotic pa tients will of ten ask men tal health pro fes-
sionals for guid ance in dealing with de lusions. Ques tions are asked
about whether to “go along” or to try to argue the pa tient out of the
delusions. In re sponse to such ques tions, a so cratic rather than a di -
dactic at titude is best. Ask the ques tioners what they have al ready
done and how they find it works. Effective strategies should usu ally
be en couraged. The task of the men tal health pro fessional is of ten to
re as sure and in still con fi dence rather than of fer pre cise pre scrip tion
of par tic u lar meth ods. 

As men tioned ear lier, be ing in the nurs ing home may itself be a
therapeutic change of environment in some cases of “phantom board -
ers.” When the victim sum mons the neigh bors and the jan itor and the
police in the mid dle of the night, these peo ple of ten re act by sum mon-
ing the children. The children are told that they must “do some thing”
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about the situation, and this do ing of some thing of ten eventu ally re-
sults in plac ing the family member in a nurs ing home. This mea sure
can be quite effective in expelling phan tom board ers. In fact, the re-
mission of symp toms may cause a re imbursement prob lem be cause
the severity of the con dition no lon ger seems to jus tify a nurs ing
home level of care.

Cooperative pa tients who hear voices can of ten deal with them by
producing de liberate speech themselves, or by drowning the voices
with con ver sa tion, or us ing Walk man-type ear phones. Vi sual hal lu ci -
nations some times can be dis pelled by bright light ing.

Carstensen and Fremouw (1981) de scribe the management of a
case of late-life para noia in a nurs ing home res ident with out drugs.
Staff were in structed to di rect the conversation to an other topic when
she spoke of her fears, and to ini tiate conversations with her at times
when she was not verbalizing her para noid con cerns. She was re as-
sured that the staff un derstood that she be lieved her state ments were
true, and that they were there to help her. A ther apist es tablished a re -
lationship with her by regular conversation. Misinterpretations of ev-
eryday events were cor rected by, for example, open ing a door to
demonstrate that a sup posed mur derer was not lurk ing be hind it. Con-
versations were fo cused on pos itive events, such as the pa tient’s ac -
tions in help ing other res idents. The re port is a most use ful source for
suggestions about dealing with such a case in a nurs ing home set ting.
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Chapter 13

Sadness and Depression

Some dif fi cul ties in dis cuss ing de pres sion in nurs ing homes stem
from the fact that “de pression” de scribes a feeling that is fa miliar to
most of us, yet we also use this word to de scribe an illness that can be
treated by med i ca tion.

The thought of be ing placed in a nurs ing home is de pressing for
most of us. Many peo ple say that they would rather kill them selves
than live in a nurs ing home, and some do (Loebel et al., 1991). De -
spite this, the type of de pression that one might in tuitively expect
from re ac tion to such cir cum stances (“ad just ment dis or der with de-
pressed mood” in DSM-IV, §309.0) is not com mon. Per haps this is
because those who are most up set by the idea of go ing into a nurs ing
home suc ceed in keeping them selves out.

Depression is of ten self-limited. The average length of an ep isode
of de pression was eight or nine months be fore mod ern psy chiatric
treat ments (Lundquist, 1945), al though widespread variation occurs,
and some de pressions last for years. De pression in creases mor tality
in ways that are not fully un derstood, and nurs ing home pa tients suf-
fering from de pression are twice as likely to die (Kettl, 1999). Treat-
ment can both shorten mis ery and save lives. Organic treat ments have
been es pe cially suc cess ful.

DEPRESSION IN OLD AGE

Evidence that de pression is more com mon in old age is con flicting.
Some stud ies show that el derly fe males be come less de pressed as
they grow older, but Murphy (1983) found that those who had previ-
ously suffered de pressive ep isodes had them more fre quently.
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Depression in the elderly of ten pres ents with so matic symptoms.
The el derly do not say they feel de pressed. They say they feel ill, or
bad, or “ter rible,” or “hurt all over.” In many cases they com plain of
specific phys ical symp toms, such as pain in a part of the body. De -
pression at any age can cause weight loss, dry mouth, and con stipa-
tion.

DEPRESSION IN THE NURSING HOME

Apart from just be ing a de pressing place, a nurs ing home adds its
own spe cial hazards to de pression in the elderly. The pa tient whose
primary illness is de pression is, in the nurs ing home, es sentially in the 
po si tion of be ing a psy chi at ric pa tient in a nonpsy chi at ric in sti tu tion.

One spe cial hazard of suffering from de pression in a nurs ing home
is that it may be ig nored or misdiagnosed. Quiet, with drawn, ap a-
thetic patients are of ten regarded as easy to deal with in the nurs ing
home, and their qui etness and ap athy does not be come a fo cus of
med i cal at ten tion.

Another haz ard arises from the fact that de pression in the elderly
of ten pres ents with so matic symp toms. Ge ri at ric de pres sion has a
way of mim icking phys ical illness, which also, of course, of ten co-
exists. In the med ically ori ented at mosphere of the typ ical nurs ing
home, where the pri mary care physician is an in ternist or gen eral
prac ti tio ner, these so matic symp toms may be in ves ti gated and treated.
If an el derly nurs ing home pa tient is investigated enough, several ail-
ments will sur face. The prob lem in the el derly is not usu ally so much
making a di agnosis, as de ciding which di agnosis to treat. When the
victim is de pressed, the wrong ail ment is often treated.

Even if the ill ness is di agnosed, it may be mistreated. However, it 
is usu ally the identification, rather than the treatment of de pression,
that is a problem in the el derly. To some ex tent this presentation with
physical symptoms is cul turally de termined by the fact that some of
the el derly are not at tuned to ac cept the re ality of men tal suffering.
Even when they have been di agnosed with an ac knowledged psy chi-
atric illness, they may pre fer to seek fol low-up from a pri mary care
physician rather than a psy chiatrist (Habib et al., 1998).
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DEPRESSION AND DEMENTIA

Depression in old age can be mis taken for de mentia. Ques tions
about mem ory and ori entation may be answered only with moans and 
groans or si lence. This can lead to the con dition called “pseudo -
dementia,” which can oc cur even when the mem ory is in tact. It is
more subtle and difficult to de tect that some degree of de mentia may
coexist with some degree of de pression. The de mented are less likely
to re port them selves as de pressed than are those look ing af ter them
(Burke et al., 1998). In the nurs ing home it is com mon for de pression
to su per vene de men tia. Parmalee, Katz, and Lawton (1989) investi-
gated whether de pression could be ac curately di agnosed among the
cognitively im paired in a nurs ing home, and found that it could, al -
though it may be difficult to recognize if the pa tient does not com mu-
nicate well. It can be rec ognized by the presence of the so-called
“vegetative” signs of de pression, such as loss of weight and change in
sleep pat terns, but these are common symp toms in de mentia anyway.

The di ag no sis of a mood dis or der su per im posed upon de men tia is
most obvious in the mildly de mented pa tient who is also bi polar
(manic-depressive). In such a pa tient the staff will of ten learn to rec -
ognize the mood changes, and it can be well jus tified to treat em piri-
cally with an ti de pres sants or mood sta bi liz ers.

INCIDENCE OF DEPRESSION IN NURSING HOMES

A prevalence of about 3 per cent of ma jor de pression in the com-
munity-dwelling el derly is of ten quoted, with figures for nurs ing
home pop ulations of a 15 to 25 per cent prevalence and 13 per cent an -
nual in cidence of new cases (Reynolds, 1994). Fig ures might be ex-
pected to vary de pending upon whether a circumscribed definition of
depression is used, or if the judg ment co mes from experienced psy -
chol o gists and psy chi a trists, or from a stan dard ized ques tion naire,
but all three give sim ilar re sults (Parmalee, Katz, and Lawton, 1989).
Depression rates are higher than in the gen eral pop ulation that they
cite, but are similar to those found among geriatric med ical out pa-
tients.

De pres sion is es pe cially prev a lent among those re cently ad mit ted
to nursing homes. This is a mat ter of practical im portance. It is also
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interesting to spec ulate about why it should be so. It might be thought
to be con sistent with de pression be ing due to trans plantation and loss
of familiar sur roundings, but the in crease is for ma jor de pression
rather than ad justment dis order with de pressed mood. Pos sibly some
of those who are severely de pressed on ad mission die or get re -
hospitalized be fore they can be come long-term nurs ing home res i-
dents, and this re duces the num ber of the severely de pressed in the
long-term pop u la tion. An other pos si bil ity is that the ill ness lead ing to
nursing home ad mission was a ma jor de pression that was mis -
diagnosed and mas queraded as a chronic and un treat able phys i cal ill-
ness or as de mentia.

RATING SCALES

Numerous rat ing scales for de pression have been devised. De spite
vo lu mi nous lit er a ture, all have some dis ad van tages in the nurs ing
home pop ulation. Their use in long-term care set tings has been re -
cently reviewed by Carrol (1998). Lengthy scales make exorbitant
demands on staff time; scales that depend on verbal self-rat ing are un -
suitable for de mented or apha sic pa tients; scales that include items
about phys ical symp toms are not spe cific enough for pop ulations that 
include the physically ill. Obviously an item such as “Have you
dropped any of your ac tivities?” is prob lematic as a cue to de pression
in a stroke pa tient just ad mitted to a nurs ing home. DSM-IV spec ifies
that de pression can only be di agnosed on the ba sis of phys ical symp -
toms if the physical symp toms are not due to a gen eral med ical con di-
tion.

The MDS it self is prob ably ad equate as a screen ing device, and in
many homes the trig gering of de pression will lead to a psy chiatric
consultation or other as sessment by a health care pro fessional, who
will give a spe cial ized opin ion. The Ge ri at ric De pres sion Scale
(Yesavage et al., 1983) is commonly used in long-term care facilities
to evaluate res idents who are cognitively in tact, and the Cor nell Scale
for de pres sion in de men tia (Alexopoulos et al., 1988) is used for
those with cog ni tive im pair ment.

122 PSYCHIATRY IN THE NURSING HOME



TREATMENT OF DEPRESSION
IN THE NURSING HOME

The de pressed el derly re spond to both organic and psy chological
treatments of de pression, al though their re sponse is slower and their
likelihood of re lapse greater than for the young (Reynolds et al.,
1999). Electroconvulsive ther apy (ECT) can be dramatically effec-
tive.

The aged, es pecially the very aged and poorly ed ucated, of ten lack
a vocabulary to de scribe their emotional states to the young and
highly ed ucated. This cul tural bar rier may be one reason that it is dif-
ficult to treat de pression in the aged by any form of psy chotherapy.
Sev eral other rea sons, in clud ing dis crim i na tion, have been sug gested
as to why the aged do not re ceive much psy chotherapy. However,
very severe de pression with lim ited abil ity to talk is always re sistant
to psy chotherapy. Claims have been made on behalf of several variet-
ies of psy chotherapy, such as the cog nitive ther apy of Beck and the
ra tio nal-emo tive ther apy of Ellis, to spe cial ef fi cacy in de pres sion,
but even these de mand some sort of verbalization.

A nonorganic method of treating de pression in res idents of homes
for the ag ing is de scribed by Power and McCarron (1975). They used
a con trol group and stan dardized rat ing scales and were able to dem -
on strate sig nif i cant and last ing im prove ment. They de scribe their
technique as “in teractive-contact ther apy,” which largely seems to
consist of friendly so cial in teraction in fifteen half-hour ses sions
spread over several weeks.

Thompson and colleagues (1983) de scribe a method of overcom-
ing the re luctance of the old for psy chiatric treatment by de scribing
their technique as “a course in coping with de pression” and bas ing it
on a “psychoeducational model” (p. 390). If effective, it is cer tainly
economical of staff. Non professional in structors were shown to be as
effective as pro fessional ones. Rat ing scales were used, but there was
no un treated control group. The treatment con sisted of six two-hour
sessions with six to eight patients en rolled in each class.
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ANTIDEPRESSANT MEDICATIONS

Most psy chiatrists now favor organic treat ments in severe de pres-
sion in the elderly. Burns and Kamerow (1988) found that in nurs ing
homes, an ti de pres sants were the only cat e gory of psychotropic drugs
for which the most common er ror was in adequate dos age. Partly as a
re sult of such re search, an ti de pres sant med i ca tions are exempt from
gov ern ment in spec tors’de mands for med i ca tion re duc tion. Ten years
after OBRA ’87, a clear downward trend oc curred in the use of most
psychotropic drugs in nurs ing homes, but this downward trend was
ac com pa nied by an in crease in the use of an ti de pres sant med i ca tions
(Amer i can Psy chi at ric As so ci a tion, 1998) (see Table 13.1).

This in crease in the use of an ti de pres sant med i ca tions was due to
several fac tors. They were not stig matized as chem ical re straints by
OBRA. In fact, HCFA en dorses the sim ple con cept “antipsy chot ics
bad, sleep ing pills bad, antidepressants good,” and takes pride in the
fact that from 1987 to 1998 the use of antipsychotic and hyp notic
drugs halved and the use of an tidepressant drugs dou bled (Haar,
1998). Prozac (fluoxetine) and its progeny were easier for non-
psychiatric phy sicians to use than the tri cyc lics had been, and the
drug com panies that manufactured them and had them un der pat ent
launched (with good reason and in good faith) mas sive sales efforts.

TABLE 13.1. Trends in Nursing Home Use of Psychopharmacologic Drugs
Before and After OBRA ’87

Psychopharmacologic Drug Class

Time Period Antipsychotic An ti de pres sant Antianxiety Hyp notic

Pre-OBRA

1974 (Gov ern ment
Study)

34.5% 7.0% 17.0% 37.5%

1976-1990 (Lit er a ture
Studies

33.5% 12.5% 10.5% 17.0%

Post-OBRA

1991-1993 (Lit er a ture
Studies

15.5% 15.5% 11.5% 4.0%

1997 (Gov ern ment
Study)

16.0% 25.0% 14.0% 7.0%

Source: Kidder and Kalachnik, 1999, p. 58.
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The side effects of the older gen eration and tricyclic an ti de pres -
sants, such as amitriptyline (Elavil) and imipramine (Tofranil) are
anticholinergic. They in clude dry ness of the mouth, blur ring of vi -
sion, con sti pa tion, and pre cip i ta tion of such con di tions as re ten tion of
urine and acute closed an gle glau coma, and acute confusional states.
All of these are most likely to be prob lems for the elderly. Al though it
is now less com mon to ini tiate treat ment with these drugs, many pa -
tients are still tak ing them. It is gen erally re commended (American
Psy chi at ric As so ci a tion Prac tice Guide lines, 1993) that antidepres-
sant drugs should be con tinued for a long time, and nurs ing home res -
idents who are tak ing and have ben efitted from these established
drugs should con tinue tak ing them. 

THE “NEW” ANTIDEPRESSANTS

The ad verse effects of the tricyclic an tidepressants have led to the
pro mo tion, for ge ri at ric use, of newer an ti de pres sants with fewer
anticholinergic prop erties, such as fluoxetine (Prozac), al though
some meta-anal yses have found lit tle difference be tween the “new”
and the “old” in efficacy or ad verse effects (Avorn, 1998). (The quo -
tation marks for “new” are jus tified by the fact that Prozac has now
passed its tenth an niversary on the Amer ican mar ket.) They do not
block ace tylcholine as much as do the tri cyc lics and there fore cause
less con stipation, dry ness of the mouth, and blur ring of vi sion. They
are less likely to affect the heart (Roose et al., 1998). They in crease
the amount of norepinephrine and se rotonin at nerve cell endings (not 
necessarily the blood con centration). They do this by block ing the
mech a nism for mop ping up ex cesses of these neu ro trans mit ter sub-
stances, and are there fore called se lective se rotonin reuptake in hib i -
tors (SSRIs).

About one-fifth of those who start an tidepressant drugs stop them
because of real or imag ined ad verse effects (Leip zig, Cummings, and
Tinetti, 1999), but the “new” an tidepressant drugs are so safe and
easy to use that they are of ten ini tiated by pri mary care practitioners,
leaving psy chiatrists to deal with the nonre sponders. Plasma con cen-
trations of the drugs are higher in the el derly at any given dose. The
clinical sig nificance of this is not clear, but the dosages in the el derly
are usu ally rec ommended to be lower (e.g., a start ing dose of 10 mg
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daily for paroxetine). The most com mon side effects in the elderly
have been drowsiness, weak ness, loss of ap petite, and sweating. El -
derly pa tients are liable to develop low blood so dium.

Making a Choice

How does one choose among these “new” an tidepressants? In
practice, pa tient familiarity and choice is often a fac tor. Prozac is now
a familiar and al most trusted name. This can work in its favor. On the
other hand, many pa tients will have tried it and they or their fam ilies
may in sist it does not work. This gives an edge, de served or un de-
served, to the newer drugs.

An ti de pres sants vary in their li a bil ity to cause drows i ness.
Mirtazapine (Remeron) and trazodone (Desyrel) are best known for
this prop erty, and are of ten used spe cifically for the de pressed who
com plain of in som nia. Par a dox i cally, trazodone was the an tidepres-
sant least as sociated with falls in one retrospective study on nurs ing
home res idents, al though the writ ers sug gest that this is be cause it
was used for less severe cases of de pression (Thapa et al., 1998).

In a study of very old (average age 98) nurs ing home pa tients,
Trappler and Co hen (1998) found no differences in re sponse among
fluoxetine (Prozac), sertraline (Zoloft), and paroxetine (Paxil), but
noted that the med ications were substantially less effective in those
who were de mented.

In tri als not limited to nurs ing homes, Paxil has been found slightly
more effective than Prozac in the el derly. Citalopram (Celexa) has
been shown to im prove cog nitive func tion in pa tients with concomi-
tant de pres sion and de men tia (Carrol, 1998). No difference could be
shown be tween venlafaxine (Effexor) and Prozac (Costa e Silva,
1998). Two dou ble-blind trials found Celexa, Prozac, and Zoloft
about equally ef fec tive (Med i cal Let ter, 1998).

Combining re sults in an ar bitrary way, and with out pre tending a sta-
tis ti cally so phis ti cated meta-anal y sis, the an ti de pres sant drug league
may be summarized in this way:

Least likely to be discontinued: paroxetine (Paxil)
Most com mon rea son for dis con tinu ing in psy chi at ric tri als: not 

ef fec tive
Most com mon reason for dis continuing in general practice

trial: ad verse effects
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Least likely to cause withdrawal reactions: fluoxetine (Prozac)
Most com mon with drawal symp tom: diz zi ness
Most likely to need twice a day dos ing: paroxetine (Paxil)
Most likely to need up ward dose ti tration: sertraline (Zoloft)
Least as so ci ated with falls: trazodone (Desyrel)

In clin ical prac tice, treat ment of de pression is al ways a mix ture of
psychology, drug use, so cial ser vice work, family coun seling, and
com mon sense.

SUICIDE

The el derly take sui cide more se riously than the young. They at -
tempt it less of ten but once they have de cided to do it, they plan more
carefully, give less warning, and are more likely to suc ceed. Op portu-
nities to in tervene in a sui cidal cri sis are there fore fewer (Conwell et
al., 2000). The in cidence of suc cessful sui cide out side the nurs ing
home is greatest among el derly males.

It is not un usual for nurs ing home res idents to think of sui cide
(Uncopher et al., 1998). Abrams and colleagues (1989) found that six 
suicides oc curred over a six-year pe riod among pa tients over age sev-
enty in New York City nurs ing homes. The mean age of those who
killed themselves was eighty-five. Two were by hang ing, two by
jumping, and two by drug overdose. This was one-fifth of the rate
among the rest of the pop ulation in the age group in New York City,
so it has been argued (Borson, 1989) that this in dicates that nurs ing
homes provide some degree of pro tection against sui cide.

Although de pression is well-tol erated in the nurs ing home (even if
not well treated), suicide at tempts cause particular alarm, even if they
are mild and non-le thal, thus the staff and administration will usually
want the pa tient trans ferred to an in pa tient psy chi at ric hos pi tal set-
ting.
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Chapter 14

Anxiety and Sleeplessness

De men tia, ma jor de pres sion, and para noid ill ness oc cupy more of
the at tention of ge riatric psy chiatry than do psychoneurotic and per -
son al ity dis or ders. In side the nurs ing home, es pe cially, the ten dency
is for these dis orders to be ac cepted as id iosyncrasies or di agnosed as
phys i cal ail ments. 

The word neu rosis is now regarded as old-fashioned. What used to
be called anx iety neu rosis is now anx iety dis order, and it is divided
into ob ses sive-com pul sive dis or der, gen er al ized anx i ety dis or der,
posttraumatic stress dis or der, sim ple pho bias, so cial pho bias, ag o ra -
pho bia, and panic disorder. We are per haps ac customed to think of
neuroses as a rel atively mild form of mental ill ness, but in terms of
loss of func tion and poor qual ity of life, the re sult can be as bad as in
psychosis or organic brain dam age and can re sult in nurs ing home
place ment.

Four ar eas that pres ent par tic u lar dif fi cul ties in deal ing with anx i -
ety in the nurs ing home are hypochondriasis, the dis tinction be tween
ag i ta tion and anx iety in de mentia, the role of psy chotherapy, and the
use of antianxiety med i ca tions.

HYSTERIA AND HYPOCHONDRIASIS

Nursing home pa tients have many phys ical com plaints for which no
definite an atomical or chemical ba sis can be found. They also have a
high death rate. This places a heavy burden on the prac titioner for pre -
cise di ag no sis, both med i cal and psy chi at ric, es pe cially since it is now
in creas ingly ac knowl edged that psy chi at ric con di tions with phys i cal
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symptoms are treatable. The tendency for de pression in the elderly to
present with physical symp toms has been dis cussed (Chap ter 13).

Hysteria is an other word that is sup posed to have be come ob solete.
The per son we used to call “hysterical” is now said to have a bor der-
line per son al ity dis or der. The “hys ter i cal neu ro sis” is now of fi cially
called dissociative dis or der, or con ver sion dis or der. The clas si cal
psychoanalytic theory about hys teria was that it was caused by a bur-
ied trau matic mem ory. Ac cording to this the ory,  the hys terical symp-
tom was per petuated by a sec ondary gain (“krankheitsgewinn”),  that
is to say, by some ben efit that the illness gave the pa tient. Such ideas
have be come regarded as na ive among psy choanalysts, but in ge riat-
ric psy chiatry, these men tal mech anisms can often be seen at work in
the ways that Freud and Adler de scribed.

The symp tom is meant to dom inate the family. The sub conscious
motive is that if the par ent, usu ally a wid owed mother, is sick enough
and de mands enough at tention, then the chil dren will give up their
other re sponsibilities to attend to her needs. Some of these moth ers are
insatiable. First of all, they pro duce symp toms that demand their chil-
dren’s con tinuous pres ence, and then use this as a rea son for moving
into one of their homes. They then find that the daugh ter or daugh ter-
in-law is not con tinuously available, and pro duce fur ther symp toms to
en sure their con tin u ous pres ence. Such par ents may even tu ally “out-
smart” themselves, as il lustrated by the fol lowing case.

A daugh ter had hired, out of mea ger earn ing, a home aide to sit
with her mother while the daugh ter went out to work. The mother
would per suade the aide to make urgent telephone calls to the
daughter’s work place, say ing that the daugh ter was im mediately
needed at home be cause her mother was ill. The daughter’s life
became so in tolerable that she yielded to pres sure from her
friends and doc tor to put her mother in a nurs ing home. 

Inside the nurs ing home, the secondary gain is lost, but this does
not make the symp toms dis appear. The symp toms in crease and mul ti-
ply. In the med ically ori ented nurs ing home, they are treated with an
ever-in creas ing va ri ety of med i ca tions. Mean while the pa tient be-
comes older and physically sicker, and more and more incapacitated.
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PANIC ATTACKS AND AGORAPHOBIA

Most of ten with panic at tacks and ag oraphobia in the el derly, it will
be found that the con dition has oc curred be fore, in young adult life, and 
has been misdiagnosed, usu ally as some physical con dition. A typ ical
case is that of an el derly fe male with a life long his tory of vaguely di ag-
nosed poor phys ical health who has always avoided go ing out of the
house. On the loss of her hus band and other so cial sup ports she is ad -
mitted to a nurs ing home. In the nurs ing home she com plains of weak -
ness, diz ziness, and pal pitations and se cludes her self in her room. In
the past, females were en couraged to re strict their lives, and could
avoid ex pos ing them selves to ag o ra pho bia sit u a tions, re gard ing them-
selves as frail and frag ile. However Luchins and Rose (1989) de scribed
three cases in which the on set was in the eighth de cade.

Agoraphobia and panic at tacks pres ent, even in the young, in a
highly somaticized way. The first pre sentation is of ten to the cardiol-
ogist with com plaints of pal pitations or to the neu rologist with com -
plaints of diz ziness and tin gling hands and feet, or to the in ternist
with com plaints of epigastric discomfort. The so matic na ture of these 
complaints be comes em phasized in the nurs ing home be cause they
are re layed to the nurse, who then passes them on to the doc tor in a
summarized form that may not convey the urgency of the anx iety
which ac companies them. The re sult of this is of ten the pre scription
of mul ti ple med i ca tions.

Psychiatric con sultation in a nurs ing home was re quested be -
cause of com plaints that a pa tient “carried on in the evenings,”
with ep isodes of shout ing that disturbed other res idents. She had 
been ad mit ted to the nurs ing home fol low ing hos pi tal iza tion for
a hip frac ture.

She de scribed her self as having been “always ner vous.” She
could only stand with sup port, and re quired help for most activi-
ties of daily living. Her mem ory was slightly im paired. She
knew she was in a nurs ing home but could not name it. 

She said that her main con cern was “I’m try ing to get out” and
expressed dis content at being in a nurs ing home, and a wish to
return home. The predominant mood was one of fear and anx i-
ety. She com plained of attacks of short ness of breath and ner -
vousness. These oc curred in the evenings and re sulted in her
crying or call ing for help. Her de scription of these sug gested
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that they were panic at tacks. Other organic eti ologies were ruled
out and she de rived con siderable ben efit from dis cussion and re -
as sur ance con cern ing the na ture of panic at tacks. Lit er a ture and
in-ser vice ed u ca tion about panic at tacks and ag o ra pho bia were
provided to the staff mem bers deal ing with her.

AGITATION VERSUS ANXIETY

One can imag ine in tuitively that be ing de mented might cre ate a state 
of bewilderment and fear of be ing un able to cope with the world; on the 
other hand, anx iety is of ten re duced by al cohol or other drugs that im-
pair awareness. It can be difficult to as sess the sub jective emo tions of
the se verely de mented be cause their com mu ni ca tion is lim ited, al -
though states such as de pression have been evaluated with some ac cu-
racy. Patients in the early stages of de mentia can tell us if they feel
anx i ety (Wands et al., 1990), but the di agnosis of anx iety in severely
de mented pa tients (Forsell and Winblad, 1997; Folks, 1999b) is prob -
lem atic. Anx i ety in the noncommunicating can not be as sumed on the
ba sis of in creased ac tiv ity and un happy fa cial ex pres sion alone.

Cohen (1998) has sug gested that states la beled as ag itation in
Alzeimer’s dis ease are man i fes ta tions of anx i ety. These states are
char ac ter ized by rest less ness, hy per ac tiv ity, sweat ing, and pal pi ta -
tions. He has pro posed the terms “challenge anx iety,” “un fa mil iar ity
anx i ety,” “unstructure anx i ety,” and “iso la tion anx i ety” of Alz hei-
mer’s dis ease. (See Table 14.1.)

PSYCHOTHERAPY

We are ac cus tomed to think ing of in di vid ual psy cho ther apy as the
treatment of choice for the neu roses. Some times this re source may be 
available and use ful (Sadavoy and Dorion, 1984) al though of ten it is
nei ther. The pro vi sion of psy cho ther apy to de mented pa tients has
even been regarded as a ques tionable ac tivity (see Chap ter 8). The
therapist may be suspected of au tomatically claim ing any time spent
in the same room with the pa tient as psy chotherapy. The pa tient may
be un aware of re ceiving any ben efit. To avoid ques tions about mo ti-
vation, it may be best to insist that any clas sical psychodynamically
oriented in dividual ther apy be con ducted in a private office away
from the nurs ing home. 
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TABLE 14.1. Cohen’s Classification of Anxiety in Alzheimer’s Disease

Type Precipitants Nonpharmacological
Management

Chal lenge anxiety Inability to com plete a task,
such as an swering a ques -
tion. Anal o gous to
Goldstein’s cat a strophic
reaction

Be hav ioral dis trac tion. Anal-
ogous to han dling of child’s
tem per tantrums

Un fa mil iar ity anxiety Change in en vi ron ment, un-
fa mil iar sur round ings, dif fer-
ent care givers, or un fa mil iar
people

Psychosocial in ter ven tions
aimed at al tering the experi-
ence

Iso la tion anxiety Lack of en gagement with
en vi ron ment or peo ple
around—anal o gous to sep a -
ra tion anx i ety of children

Unstructure anxiety Un struc tured en gage ment
with sur round ings and
people

Source: Cohen, 1998.

In the private office set ting, panic attacks and ag oraphobia are of -
ten treated by be havioral ther apy ap proaches; however, in the in stitu-
tionalized pa tient, these can raise the suspicion that the pa tient is
being pun ished or dis ciplined. An anx ious pa tient can some times be
treated with a pro gram of grad uated exposure to feared sit uations and
lose the physical symp toms and dis abilities, but terms such as “set-
ting lim its” and “destimulating” should be avoided.

In spite of these limitations on for mal psy chotherapy, pa tients and
their fam i lies re peat edly ex press ap pre ci a tion for time spent talk ing
with friendly and caring staff. One of the ma jor com plaints about
doctors is that they do not spend enough time talk ing to pa tients.
Psychopharmacology is some times so quick and effective that even
psychiatrists may yield to the temp tation to dally at the nursing sta -
tion pre scribing, rather than in the pa tient’s room talk ing.

Con tro ver sies and am bi gu ities will al ways oc cur in treat ment of
these fascinating con ditions. Those who man age them must learn to
cope with am bi gu ity and ac cept the pa tient’s dis or der as psy cho log i -
cal. Most of the harm is likely to oc cur from treat ing the patient
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rightly for the wrong ailment, rather than by treating in correctly for
the right ailment.

SLEEP DISORDERS

Insomnia is a com mon com plaint of the old. They may sleep less
and prob ably sleep worse. Approximately one-tenth of them take
sleeping pills (Bundlie, 1998). Com plaints of day time sleepiness and
fatigue are common, and the elderly develop an “early to bed, early to
rise” pat tern. Total sleep time at night is re duced, al though this may
be com pensated for by day time naps so that the to tal time in bed in -
creases. The pro portion of sleep that is the lightest kind of sleep
(stage 1 sleep) in creases. The deeper kinds of sleep (stage 3 sleep and
stage 4 sleep, as sociated with delta waves on the EEG) de crease both
absolutely and as a pro portion of to tal sleep. The amount of rapid eye
movement (REM) sleep, the kind of sleep in which we dream, de -
creases ab solutely, but re mains the same as a pro portion of to tal
sleep. In dementia all the sleep changes of ag ing are in creased and
REM sleep in particular is di minished (Bundlie, 1998).

In young out pa tients, sleep dis or ders are com monly in ves ti gated
by such tech niques as all night mon itoring of the electroencephalo-
graph and eye movements (electronystagmography) but mon i tor ing
in nurs ing home pa tients is difficult (Waldhorn, 1989). 

Being in a nursing home can exacerbate age-re lated sleep difficul-
ties (Cruise at al., 1999). The nor mal ag ing sleep changes are fur ther
altered in the nurs ing home by the organization of day and night ac -
tivities, changes of shift, prompted voiding regimes for in continence,
times of meals, and sched ules of care. Patients’ bed times tend to be
adjusted in a procrustean man ner to suit these exigencies.

Daytime naps might be expected to reduce night time sleep; and,
indeed, many experts in deal ing with in somnia rec ommend that they
should be avoided. However, Regenstein and Mor ris (1987) found
that among demented nurs ing home pa tients, those who slept most in
the day also slept most at night. This might be taken to mean that the
elderly nurs ing home pa tient need not be de prived of an af ternoon
nap. Benefits may be found in nap ping. Some pa tients be come up set
if de prived of naps, and the rep etitious re quest to “put me to bed” is
often heard in the nurs ing home. The hor izontal po sition also spreads
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out weight and, if assumed for less that two hours, may help to pre-
vent the development of pres sure sores over the ischial tuberosities.

Insomnia can be a sub jective com plaint by the pa tient, and may be a
primary con cern of the caregivers. Al though hypnotics are com monly
prescribed in nurs ing homes, the complaint does not necessarly co in-
cide with the pre scription. Co hen and col leagues (1983) stud ied
nondemented nurs ing home res idents and found that many of them
did suffer from sleep dis orders, as di agnosed by a thirty-minute struc -
tured in terview. However, these res idents with self-re ported sleep
disorders were not the ones iden tified by the staff as suffering sleep
dis tur bance, or as need ing sleep med i ca tions.

ANTIANXIETY MEDICATIONS
AND SLEEPING PILLS

Drugs that re duce anx iety and drugs that in duce sleep have much
in com mon clin ically, bio chemically, and in the extent to which the
government regulates their use in nurs ing homes. These multipurpose
drugs in clude the benzodiazepines. Several older drugs such as phe -
no bar bi tal and other bar bi tu rates, meprobamate, and chlo ral hy drate
(introduced in 1868) that were quite effective are sel dom used today,
although, as Folks (1999a) points out, it is best to al low el derly pa -
tients who think they ben efit from these drugs to continue us ing them.

Clinically, these drugs re semble al cohol in tend ing to cause ad dic-
tion, li ability to falls, and im pairment of mem ory. The effects on
mem ory of ten in clude a slight im me di ate del e te ri ous ef fect, a long-
term dam aging effect on the brain if high dos ages are taken, and acute 
confusion if stopped abruptly af ter be ing used for extended pe riods.
Seizures and men tal dis turbance can oc cur dur ing with drawal. They
also cause drowsiness, and in some cases, cus tom alone determines
whether a par ticular drug is regarded as an antianxiety drug or a
sleep ing pill. Bio chemically these sim i lar i ties in ef fect are prob a bly
because all these substances act on the GABAA (ϒ-aminobutyric
acid) re ceptor of the nerve cell.

Most tra di tional sleep ing med i ca tions, such as chlo ral hy drate and
bar bi tu rates, have the dis advantages of los ing their effect due to toler-
ance, sup pressing REM sleep, and dis rupting stage IV sleep (Folks,
1999b). Un steadiness on their feet the next day is more likely, in the -
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ory, with long-act ing sed atives such as flurazepam, but short-act ing
ones, such as triazolam (Halcion) can be just as bad. A pa tient suffer-
ing fre quency of uri nation may want to get up in the night to go to the
bathroom and then fall due to grog giness (un less re strained to prevent
get ting up).

The legal limitations on sed ative use in nurs ing homes have been
discussed in Chap ter 10. In board and care homes, the HCFA reg u la -
tions are less oner ous, but the ab sence of registered nurs ing staff
complicates mat ters. If the staff con trol med ication, then they must
either give it on a steady ba sis or make a de cision, which they may not 
be qual ified to make, as to who needs it. One so lution is to have pa -
tients control their own med ication en tirely, as they would in entirely
in de pend ent liv ing sit u a tions, but this as sumes a ca pac ity for judg-
ment that most do not have.

For Whose Benefit?

As men tioned ear lier, be ing a nui sance to the staff at night, rather
than be ing sub jectively tor mented by in somnia, is more likely to
cause a pa tient to re ceive sleep ing pills. The fact that nurs ing home
patients often take their sleep ing pills early in the evening (Opedal,
Schjøtt, and Eide, 1998) may in dicate that they are not be ing al lowed
to see for them selves if they re ally are un able to sleep. 

Statements by staff that the patient is anxious are some times ac -
companied by, or even pre ceded by, a re quest for med ication, and it
may be nec essary to clar ify the re questor’s pri orities. Is the drug for
the com fort of the pa tient or the caregiver? (Not that the lat ter is a triv-
ial con sideration.) On the other hand, de nying re lief of anx iety be -
cause of a wish to avoid run ning foul of state agencies may not be
jus ti fied.

The “abuse” of med ications in nurs ing homes can arise from the
wishes of pa tients themselves. Rather than being im posed upon the
elderly, the use of sleep ing pills and antianxiety drugs can be a mild
addictive be havior of their own choice. Cur rently, the med icines most 
often craved by pa tients are the benzodiazepines.
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Buspirone

Buspirone (Buspar) is an antianxiety drug which, un like most oth -
ers, does not cause drowsiness or ad diction. This pre sumably is be -
cause it does not act, as most hyp notic-anxio lyt ic drugs do, on the
GABAA re ceptor. The obverse side of its fail ure to cause drowsiness
or ad dic tion is that pa tients do not ex pe ri ence an im me di ate sen sa tion 
of anx i ety re lief, which may be why it has not achieved the pop ularity
of the benzodiazepines.

Off-Label Drugs

Nursing homes may tend to avoid us ing spe cific sleep ing med ica-
tions to evade OBRA re strictions, and thus use such drugs as
hydroxyzine (Atarax) and diphenhydramine (Bena dryl), which have
incidental sed ative effects for off-label uses (see Chap ter 10). Antide-
pressants that have sed ative effects such as trazodone (Desyrel) and
mirtazapine (Remeron) are also used in this way.

Documentation

Although it is tempt ing to crit icize the bureaucratic zeal to multi-
ply pa per, the need to document just why a med ication is be ing used
can have a sal utary effect on pre scribing hab its. Failure to in dicate the
rationale for the pre scription of a nighttime sed ative is fre quent. The
nursing home staff com monly call the doc tor late at night for such or -
ders. This can re sult in a telephone or der be ing given, which the doc -
tor coun tersigns at his next visit. At that visit he or she talks to the day
staff, not to the ones who asked for the telephone or der. Phy sicians
and vis iting men tal health pro fessionals should make themselves fa-
miliar with such mat ters as when the shifts change and what the staff-
ing ra tios are on each shift.
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Chapter 15

Wandering, Falls, Physical Restraints,
and Loss of Mobility

Wandering, falls, and loss of mo bility are closely re lated. Loss of
mobility and wandering might seem to be at op posite ends of a spec -
trum, but they can be problems in the same pa tient at the same time.
This is be cause a com mon rea son for use of re straints is to stop the
wobbly from wandering and falling. Prob lems in re straint re moval
center around very de mented pa tients whom the staff is afraid might
fall (Sullivan-Marx et al., 1999). We have all seen the pa tients who in -
sist on get ting up and walking but fall when they do so (un less ad e-
quate help is available to support them). Re straints prevent falls to a
certain extent by preventing the pa tient from getting up in the first
place, but may not actually re duce the num ber of in juries (Tideiksaar,
1998). One rea son for this is the “use it or lose it” effect. The muscles
of the nonambulant pa tients can become so weak that when they are
allowed to get up their mus cles will not support them.

WANDERING

Wandering is a symp tom es pecially difficult to deal with in nurs ing
homes and, in fact, nurs ing homes that do not have lock ing doors may 
not ac cept severe wan derers as pa tients.

All wan derers are not alike, and mild wan derers may be man age-
able in a nurs ing home. The definition of a mild wanderer is not exact.
Some at tempt can be made to classify wan derers, although lit tle lit er-
ature or experimental work on this exists (Klein et al., 1999) (see Ta-
ble 15.1).
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TABLE 15.1. Types of Wandering

Type Causes
Dis tance
trav eled Com pli ca tions Man age ment

Aimless Se vere de men tia
with dis ori en ta tion.
De lir ium. Vi sual
im pair ment.
Strange surround-
ings.

Very short.
Sel dom
out side
build ing.

Falls. Use of 
re straints.
In truding into
space of others

Re di rec tion. Close
su per vi sion. Treat ment 
of cause of de lirium.
Bright lights. Oph thal-
mic as sess ment. Re-
ori en ta tion.

Insistent Mild de men tia (may
be more com mon
in Pick’s dis ease).
De lu sions and
hal lu ci na tions.
Reduplicative
paramnesia.

Walking
dis tance.
Of ten in sist
on go ing
out side.

Vi o lence when
pre vented. Ex po -
sure. Wandering
into traf fic.

Door latches re quiring
cognitive skill to open.
Shadowing and 
fol low ing. Do not
chase on foot.
Antipsychotic
med i ca tion.

Fugues Slight de men tia.
Para noid dis or der.

May travel
hun dreds of
miles us ing
pub lic
trans port or
driv ing.

May drive au tomo-
bile and get into
ac ci dents. Dis tress
to care givers and
fam ily. May
become perma-
nently miss ing.

Attached ID such as
name brace lets.
Tran sponder de vices.
Pre ven tion of ac cess
to au to mo biles.

Wandering may be called mild if the distance traveled is short, and
if the wanderer is eas ily turned back by sim ple re directing. Wan-
dering is more severe when the wanderer in sists on go ing out and vi o-
lently re fuses to be re turned home. Such wandering can usu ally be
easily cir cumvented in an institution by means of electronic and ar -
chitectural devices but can give rise to a physical dis pute when the pa -
tient is at home.

A de mented but able-bod ied man in sisted on walking out side at
night and would threaten vi olence if prevented. Family mem-
bers ar ranged to fol low him by car. When he ap peared ex-
hausted, they stopped and offered him a ride. He would then
come qui etly home. 

A rather separate cat egory of elab orate fugues exists. These pa -
tients travel great distances in an apparently pur poseful way, es pe-
cially if provided with cash. 

A seventy-year-old man was seen be cause of mem ory loss. He
was, when ques tioned, un able to state his age, the date, or to
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identify his family members by name. However, he sub se-
quently made his way over fifty miles to Kennedy Air port, and
traveled to Ire land, where he was found wandering and dis ori-
ented.

The severe types of wandering usu ally oc cur in the middle stages
of de mentia. The symptom trag ically cures it self as the de mentia gets
worse, be cause ex tremely se vere de men tia pro duces im mo bil ity.

The com pli ca tions of wan der ing, ac ci dents, and im mobility can be 
divided into their effects on the staff, and their effects on the pa tients.
The ad verse psy chological effects on nurs ing home staff of pa tients’
wandering can be quite severe. Fears arise of dangerous places into
which they might in trude. Some times kitchens are men tioned, and
sometimes other res idents’ rooms. If the pa tient leaves the building,
anx i ety is pro found. Staff may be taken off the floors to go out side to
look for the pa tient.

The ac tual ad verse effects on the pa tients are less evident, and it is
most un usual to find that they are any worse for wear when they
return. No statistical evidence suggests that they are es pecially li able
to ac ci dents or in jury. In very cold climates they are vul nerable to hy-
po ther mia.

In the board and care homes, wan dering is ac cepted more ca sually,
and treated in much the same way as when it oc curs in the general
population. Af ter a res ident has been missing for a day, he or she may
be re ported to the po lice as missing. The willingness of the po lice to
treat the case as a missing per son varies with ju risdictions. The
amount of hue and cry may de pend on whether the rent has been paid.

Causes

The par adox that wandering and loss of mo bility have much in
common per sists in regard to their causes. The same factors that
cause wan dering may also cause ac cidents that lead to im mobility, or
the im po si tion of re straints, which ob vi ously cause im mo bil ity.

Confusion

Dis ori en ta tion can be a symp tom of de men tia, and nat u rally, may
give rise to wandering. Sleeping pills and benzodiazepines can pro -
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duce a dis oriented hyperactive state akin to that sometimes pro duced
by al cohol and thus cause wandering.

Delusions

Delusions may give rise to elaborate fugues.

A para noid woman in an adult home regularly makes vis its to a
famous res taurant in New York that she claims to own. She
makes the trip by bus and sub way. The man agement usu ally
sends her back by car at their expense.

Visual Impairment

Blindness is a com mon cause of wandering into other res idents’
rooms.

Neurological Illness

Akathisia is a cause of restless pacing with in ability to get comfort-
able in one po sition. It may be due to Parkinson’s dis ease or to drug-
induced parkinsonism. Complex par tial seizures can man ifest them -
selves as wan dering.

Environment

Sometimes a new environment is more disorienting and causes in -
creased wandering, for example, in at tempts to find the bath room. On 
the other hand, changes of environment can also re duce wandering.
Ar chi tec tural fea tures can be im por tant; single-story build ings with
several exits are more difficult to po lice. A nurs ing home lo cated in a
mild cli mate, with large grounds in an area remote from busy traffic is 
better able to cope with wan derers.

Case Mix

A pa tient mix that includes bed ridden pa tients along with those
who have no phys ical illness be low the neck in creases the likelihood
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of wandering and of loss of mo bility. The bed ridden will have bed -
sores and other ail ments, which ne cessitate the staff be ing at their
bedside, especially the skilled nursing staff. This will make it difficult
to keep the fully mo bile res idents within sight. The skilled nurs ing ac -
tivity be comes fo cused on the hands-on tech nical pro cedures rather
than help ing the fully am bulant be come involved in psychosocial treat-
ments; and the am bulant are left to their own devices, if they are al -
lowed to be am bulant at all.

Prevention and Management

A nursing home must first recognize its lim itations in deal ing with
wandering. Screening out po tential wanderers is one way to do this.
OBRA ’87 was geared toward giving nurs ing home res idents greater
freedom from sed ative drugs and phys ical re straints. The framers of
the act seemed to be un der the im pression that fully mo bile pa tients
with de mentia can safely be han dled in nurs ing homes, but nurs ing
homes of ten find it es pecially difficult to han dle able-bod ied pa tients
with purely be havioral dis turbances. The fact that the be havioral dis -
turbances are due to dementia does not ease the situation. Cer tainly a
wandering prob lem should be an ticipated when the de mented are
con sid ered for ad mis sion. When a po ten tial wan derer is ad mit ted, it
should be made clear to all con cerned that the home is not locked and
is not a secure fa cility. It may be best to have this statement in writing,
signed by those re sponsible for the placement. However, this is rather
legalistic and de fensive, and should be sup plemented by pro grams
that make families aware of the different ways of dealing with wan -
der ing. 

Some of the ar chi tec tural mod i fi ca tions pos si ble for de men tia
units have been de scribed. They in clude measures (that must com ply
with fire regulations) to make it more complicated to open doors. The
simplest such device con sists of an ar rangement of two buttons that
must be pressed in se quence to open a door, thus mak ing it in accessi-
ble to the severely de mented. Lo cal chap ters of the Alzheimer’s Dis -
ease As so ci a tion have other rec om men da tions.

Many elec tronic gadgets are now on the mar ket. In gen eral, the ob -
jections to these have been expense and the difficulty of per suading
patients to keep them on. Some op erate like the tags in department
stores that sound an alarm at the exit door when a shop lifter walks out
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with a sto len item. Transponders that ac tually lo cate the wan derer are
available. A loud alarm when an exit door is opened will de ter many.

When pa tients have left the building, a re hearsed and pre planned
drill should be instituted for re turning them. It is better to use law en -
forcement officers to re trieve pa tients than to re quire badly needed
staff from the home to chase them. Chasing can be dan gerous and
may cause the pur sued to run into traffic.

The ma jor weapon for deal ing with wandering, falls, ac cidents,
and im mobility is ed ucation. The more everyone knows about these
situations, the less dan gerous they will be.

FALLS

Falls are re sponsible for one-fourth of the admissions to nurs ing
homes (Tinetti and Williams, 1997). Falls can be classified in various
ways.

Studies con sistently show distinctions between the sin gle-time
faller and the multiple faller. The single-time fallers, whether or not
they suffer frac tures, are not well dis tinguished from the gen eral pop -
u la tion. Mul ti ple fallers are de mented but am bulant, have poor vi -
sion, and are on psychotropics. A study by Tideiksaar (1986) well
de mar cates the sin gle-time fallers from the mul tiple fallers (see Table
15.2).

The pres ence of in jury or frac tures is an other dis tinction be tween
types of falls. Serious falls are more com mon among multiple fallers.
Those who get in jured are more independent and less de pressed
(Tinetti, 1987).

TABLE 15.2. Elderly Fallers

Sin gle-time fallers Sim i lar to gen eral pop u la -
tion.

Less likely to suf fer fracture
or in jury.

Mul ti ple fallers De mented but am bu lant.
Psychotropic med i ca tion.
Poor vi sion.

Frequent in jury and fracture.

Source: Tideiksaar, 1986.
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Fall Predictors

In a study by Brody and colleagues (1984) of in stitutionalized el -
derly women with Alz heimer’s dis ease, those who fell were not so
much the in active or the very ac tive, but those who had been ac tive
and whose vigor had de clined. It seemed that there was a wish to re -
tain full mo bility with a fail ure to realize lim itations. Rob bins and
colleagues (1989) give mul tiple med ications, hip weak ness, and poor
balance as the strongest fall pre dictors. Visual im pairment pre dicted
strongly in Tideiksaar’s study. The in fluence of med ication is dis -
cussed fur ther later on. 

Osteoporosis

Among frac tures is a group re lated to os teoporosis, which are li a-
ble to oc cur with min i mal in jury. The os teo po ro sis-re lated frac tures
(neck of fe mur, wrist, and com pression frac ture of spine) are gen er-
ally more common among women, but af ter men have been in a nurs -
ing home for many years, their in cidence rises as well (Rudman and
Rudman, 1989).

Falls and Medication

Many el derly peo ple fall regardless of drugs. The con sensus of the
lit er a ture and clin i cal ex pe ri ence is that those tak ing psychotropic
medications are more li able to fall but the num bers are difficult to re -
liably crunch (Leipzig, Cummings, and Tinetti, 1999) and it can not
be as sumed that most falls are med ication re lated. One-third of all
those in the community over seventy-five years old fall every year,
most of them more than once (Tinetti, Speechley, and Ginter, 1988). 

Even the new and improved antidepressants are associated with
falls, especially if they are used for behavior control in the demented
rather than for definite depression (Thapa et al., 1998). Caramel et al.
(1998) found that very old community-living patients in Holland
were four times more likely to fall when taking long-acting benzo-
diazepines than those tak ing the short-acting medication. Short-
acting benzodiazepines used as sleeping pills produce a vulnerable
interval between taking the medication and getting into bed. Su pervi-
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sion at this time might be expected to reduce the risk (although this
has not been statistically proven).

The re la tion ship be tween med i ca tion and other fall pre dic tion fac-
tors is com plex. In a long-term facility, Granek and col leagues (1987) 
found that the two diagnoses and the two groups of drugs most fre -
quently as sociated with falling were osteoarthritis and de pression
and antide pressants and hypnotics. Taking three or more drugs was
especially likely to be as sociated with fall ing, the most po tent com bi-
nation in this re spect be ing di uretic + NSAID + hyp notic. They point
out that the side effects of NSAIDs (nonsteroidal antiinflammatory
drugs) can in clude con fusion, mood changes, and dizziness.

Complications

The ad verse effects of ac cidents are also most severe upon the
staff. Ac ci dents cause time-con sum ing pa per work, fear of lit i ga tion,
and fear of adverse com ments by state in spectors.

Regarding ad verse effects on the pa tient, the kind of ac cident that
occurs in a nurs ing home is usu ally never fatal. Pain and the need for a 
visit to the hos pital may be experienced. The major ad verse con se-
quence, however, is loss of mo bility, and this must be taken into ac -
count in attempts to settle the argument about the pa tients who are
being re strained from walking, be cause of fears that their gait may
cause a fall.

PHYSICAL RESTRAINTS

The chances of an inmate in an in stitution be ing re strained vary
from time to time and place to place. Nursing home res idents used to
be tied up or caged in for much of their lives (Evans and Strumpf,
1989). The acute care gen eral hos pitals also had a bad track re cord re-
garding restraints, and pa tients on acute med ical and surgical floors
have been re strained with greater im punity to the staff than those on
psy chi at ric floors. The Joint Com mit tee on Ac cred i ta tion of Health
Care Organizations, which set stan dards in 1997, now prom ises to
raise them to the stan dards de manded of jails and state psy chiatric
hospitals. In the board and care homes and assisted living ac com mo -
dations, the use of re straints is sel dom an is sue. It seems to be as -
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sumed (and is sometimes legally man dated) that res idents have the
same rights to be free as do other adult Amer icans.

The use of restraints varies con siderably from state to state (Braun, 
1999). It is lowest in Iowa and high est in Alaska. No em pir i cal stud ies
of the rea sons for this have been undertaken. States with high retraint
use tend to have low rates of nurs ing home institutionali zation. This
could re flect that in these states nursing home res idents are sicker or
more behaviorally disturbed. Patients who mouth off and be come dis -
liked by the staff are likely to find them selves phys ically re strained
for lon ger times (Schnelle, Simmons, and Ory, 1992).

Legal Restraints on Restraints

In the five years fol lowing OBRA ’87,  the use of re straints in nurs -
ing homes de clined by half (Grossberg, 1993). Fed eral law now states 
that a nurs ing home res ident “has the right to be free from any phys i-
cal re straints im posed or psy cho ac tive drug ad min is tered for pur-
poses of dis cipline or convenience, and not re quired to treat the
resident’s med ical symp toms” (Braun, 1999, p. 2).

HCFA In ter pre tive Guide lines for sur vey ors de fined a phys i cal re-
straint as “any man ual method or phys ical or me chanical device, ma -
terial or equip ment at tached or ad jacent to the res ident’s body that the 
resident can not move eas ily which re stricts free dom of movement or
normal ac cess to one’s body” (Braun, 1999, p. 2). Re straints can not
be or dered as needed (“PRN”). The physician must justify use and al -
ter na tives must be con sidered. Re strained residents are to be released,
ex er cised, and re po si tioned ev ery two hours.

In or der to claim that a device is applied to “treat the resident’s
medical con dition,” it will prob ably need to qualify as a safety device
or a me chanical sup port, rather than as a re straint. If such a dis tinction
can in deed be made, then a me chanical sup port must be used on a pa -
tient who does not have the mo bility to re sist it. For example, a chair
designed to sup port a quad riplegic in an up right sit ting po sition with -
out falling over would be a me chanical sup port, but a chair designed to 
frustrate its occupant’s de liberate at tempts to get out is a retraint. Cer-
tain pa tients slide out of chairs to the floor if left un supported and find
this hap pening to them involuntarily. A device to prevent this jus tifies
the term “me chan i cal sup port.”
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One cri terion is whether the re straint is un der the con trol of the
person it is im posed upon. A car seatbelt, which we can take on and
off our selves, is not a re straint. Some who are wheelchair bound are
liable to fall for ward out of their chairs by pull ing them selves up to a
table (Gold, Gordon, and Sil ber, 1988). If a belt is needed to prevent
such a con tingency, then to be termed a safety device and not a re -
straint, it must be ca pable of be ing un fastened by its wearer. A com -
plicated door fastening, which can be opened by the nondemented but
not by the de mented, is not a re straint.

The Antirestraint Movement

These re straint re ductions would per haps have come about even with -
out OBRA. One factor has been an in crease in the so phistication and
availability of elec tronic devices. Bed alarms of several kinds can now
warn if a pa tient is climb ing out of bed or is wandering. It is also pos sible
that in creased use of men tal health experts has helped to make
retraints regarded as old-fashioned and cruel. Arguments about re -
straint use re semble those con cerning hit ting children. The lib eral
modern ten dency is to avoid it. The side that sees itself as en lightened
and pro gressive has a vis ceral dis like of the prac tice, claims to have
scientific evidence against it, and be lieves it can and should be abol -
ished. The other side invokes tra dition and com mon sense, and be -
lieves it to be safe and some times nec essary. As sessment of the
ev i dence is col ored by prej u dice.

The Kendal Cor po ra tion is a non profit or ga ni za tion de voted to end-
ing re straint use in nurs ing homes. It provides use ful lit erature, in clud-
ing a newsletter ti tled “Un bind the Elderly” (PO Box 100, Kennett
Square, PA 19348), a Web site <www.ute.kendal.org>, and au dio vi sual
ma te rial.

Types of Restraints

Geri-chairs, vest re straints, and side rails are among the most com -
mon re straining devices used in nurs ing homes.

Geri-chair is a trademark name for what is less com monly, but
more properly, called an institutional chair. The essential fea ture is
that it can be wheeled by an at tendant, but not self-pro pelled by the
patient. Sometimes a capacity for re straint is added by a kind of feed -

148 PSYCHIATRY IN THE NURSING HOME



ing tray that fits across the front, or by a device that converts it into a
lay-back chair. There are small wheels on cast ers. The Geri-chair
may be used as a bat tering ram by the agitated pa tient. Its main role in
increasing vi olence, however, is sim ply that it takes up space. Two
pa tients in Geri-chairs are more likely to en counter each other than
two who are walking. The very de termined pa tients will get them -
selves around even in a Geri-chair, by at taching them selves to rail-
ings, fur niture, or other pa tients. Ac cidents can then re sult from the
chair cap sizing to gether with its oc cupant. Patients also get out of
them by slid ing downward and for ward. This ten dency is some times
prevented by the lay-back device or by a pelvic re straint.

Geri-chairs with feed ing trays are prob ably a re straint un der the
federal regulations, which de fine the re straint as any device for pre-
venting mo bility that the patient can not re move eas ily which re stricts
freedom of movement or nor mal ac cess to one’s body. Some state
mental health de partments seem to exempt the Geri-chair by de fining
a re straint only as a device that prevents free movement of the arms
and legs, and thus al low them to be used in psy chiatric units. 

“Posey” re fers to JT Posey and Co., who make a line of soft incon-
spicuous re strains. The com monly used “soft Posey vest re straint” is
a gar ment that can be fas tened at the back to a chair, so as to prevent
the sit ter from get ting up. Some times the patient gets up in spite of it
by lift ing up the chair, and this can cause nasty ac cidents.

Side rails are of various kinds. They can be safe if the pa tient is un -
der con tinuous ob servation in an intensive care unit or dur ing re cov-
ery from an esthesia, but can un doubtedly cause ac cidents, mainly
because patients try to climb over them (Tideiksaar and Osterwell,
1989). It is still un decided whether side rails legally con stitute re -
straints (Plichta, 1998). They can harm pa tients in all sorts of ways
(Miles and Parker, 1998). I have known a pa tient to suffer a com -
pound frac ture of the tibia by be coming tan gled in the side rails and
falling from the bed. Half rails, which do not go down to the bot tom
of the bed, are safer. If the pa tient is li able to roll out of bed, it is safer
still to put the mat tress on the floor.

Do Restraints Prevent Accidents?

A com mon ra tionale is that the pa tient may fall if not re strained
and that the staff will be blamed for this, whereas they are not to be
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blamed for in juries or ill ness due to the re straints. Other rea sons cited
by Evans and Strumpf (1989) as be ing given for ap plying re straints
are wan der ing, pull ing out tubes, ag i ta tion, con fusion, “to as sure
good body align ment,” ad min is tra tive pres sure, and in suf fi cient staff-
ing. Al though the evidence is con flicting, it is clear that restraints are
not a pan acea for preventing falls (Braun, 1999). Prob ably two rea -
sons ac count for this failure. One is that the re straints may be used as
a sub sti tute for ob ser va tion, with un ob served pa tients fall ing while
restrained. Another is that the re straints cause the pa tients’ gait to be -
come less steady when they are al lowed to walk, per haps be cause of
dis use mus cle at ro phy or pos tural hypotension. Falls while in re -
straints are most likely to oc cur in the ag itated pa tient who is re sisting
the re straint and at tempting to escape from it. 

Do Restraints Prevent Lawsuits?

Many nurs ing home staff be lieve that they may be sued be cause a
patient falls as a re sult of not be ing re strained. In the fre quently
quoted case in which a pa tient wandered off into traffic and was killed 
by a car driven by his daugh ter, the point at is sue was not that he
should have been locked up but that no one noticed he was gone from
the nurs ing home (Tammalleo, 1988). Two cases in which un re-
strained pa tients fell that most closely resemble this scenario (Swain
v. Lean-Care Rest Home in North Carolina and Hubby v. South Al a-
bama Nursing Home cited by Kapp, 1999) were de cided on the basis
of whether su per vi sion was ad e quate. Sev eral le gal de ci sions sug gest
that re straints can gen erate lit igation rather than protect against it (the
three Lou i si ana cases of Booty v. Kenwood Nursing Home, 1985;
Field v. Se nior Cit izen Cen ter, 1988; and McGillivray Ray v. Rapids
Ibe ria Man age ment En ter prises, 1986; and also the Al abama case of
Ruby Da vis v. Man tras Bay Care Cen ter, 1989, also cited in Kapp,
1999).

Adverse Consequences of Restraints

Much of our knowledge of the risk/benefits ra tio of re straints is im -
pres sion is tic and re flects in di vid ual prej u dice for or against re-
straints. Studies in hos pitalized pa tients do sug gest a di rect effect of
restraints in caus ing death (Frengley and Mion, 1986). Pos sible ad -
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verse con sequences of re straints in clude in creased severity of in jury
due to falls that do oc cur (e.g., from climbing over side rails or tipping
over chairs), loss of func tional ca pac ity, as pi ra tion pneu mo nia,
decubitus ul cers, os teo po ro sis, in creased ag i ta tion, an ger, de mor al -
ization, and hu miliation. In prac tice, more de pends on staff at titudes
than what sta tistics show.

Restraint-Free Units

Successful dem onstration of a re straint-free unit is needed to con-
vince the skeptics. Co ercion of staff can not be used to start such a
unit. Each nurs ing home will have some staff mem bers who firmly
believe that pa tients cannot be safely treated with out using re straints
and oth ers with different viewpoints. When re strainers are mixed
with lib ertarians the restrainers al ways win. There will be a point at
which, regardless of all exhortation from au thority, a re strainer will
put a pa tient in re straints and an nounce that the mea sure was ab so-
lutely nec essary “for the pa tient’s safety.”

A re straint-free unit must be staffed by convinced libertarians. The
first step is to identify these in dividuals by means of surveys and
discussions. They are then recruited to staff the restraint-free unit.
Once the unit is set up, it will speak for itself.

LOSS OF MOBILITY

In com parison to falls and wandering, im mobility does not cause
as much psy chological up set to the staff, and they may not even re-
gard it as a prob lem (Selikson, Damus, and Hammerman, 1988). The
Minimum Data Set, however, will pick up loss of mobility as a trigger
for a Res ident As sessment Pro tocol (see Chap ter 2) and thus fo cus at -
tention on it. In addition to the MDS, dif fer ent dis ci plines, such as
physiotherapy, have devised their own scales for mea suring loss of
mo bil ity.

Adverse Effects and Causes

Im mo bil ity re sults in ad verse phys i cal ef fects on the pa tient that
are fre quently fa tal. The im mo bile pa tients de vel op mus cle at ro phy
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and fixed contractures of the limbs. They be come in continent of urine 
and fe ces and prone to in fections and bed sores, from which they
even tu ally die.

Policy

Im mo bil ity can re sult from pol i cies of state re im burse ment or ad-
ministration. Pa tients who go out overnight to stay with fam ilies, go
away on vacations, or go shop ping may have their Medicaid funds cut 
off. Time spent on such activities is con sidered to be time in which the
patient does not need skilled nurs ing care. The need to be the recipi-
ent of skilled nurs ing care is financially and legally in cumbent on ev-
ery nurs ing home res ident. Be ing strapped into a chair as sists this
because, if the ben eficiary of this treatment pro tests too vig orously,
the pro tests can be quelled by med ication, and the dispensing and
careful re cording of med ication doses is un doubtedly a skilled nurs -
ing func tion.

Age and Nonpsychiatric Illness

Age it self causes loss of mus cle mass and abil ity to exercise vig or-
ously. Many sys temic medical con ditions, such as con gestive heart
failure and fever, are ac companied by asthenia. The treat ing of med i-
cal con ditions by bed rest is still in vogue to some extent.

Fractures

Loss of mo bility is especially li able to fol low fractures. Many de -
mented nurs ing home pa tients fail to walk again af ter surgery for a
hip frac ture. It has even been sug gested (Lyon and Nevins, 1984) that, 
from the re habilitation point of view, it is not worth op erating on the
demented elderly nurs ing home pa tient with a hip frac ture (al though
the op eration may also have the func tion of re lieving pain). Cer tainly,
the man agement of hip fractures is not just a matter of pin ning the
broken ends of the bone to gether; complex psychosocial factors are
in volved (Nickens, 1983).
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Tubes

If tubes of any kind have been in serted into any or ifice to improve
the pa tient’s con dition, then the care and maintenance of these tubes
becomes a matter of pri ority, which de mands skilled nurs ing care and 
preempts any other as pect of care. The fully mo bile pa tient may pull
out these life-sustaining tubes. The common re sponse to this is to tie
the pa tient’s wrists.

Psychiatric Conditions

Depression is the most likely psy chiatric con dition to re duce mo -
bility. The effects of de mentia are com plex. Many de mented pa tients
show in creased mo tor ac tivity and, as has been described, this can re -
sult in use of med ication and other measures to slow them down. The
end stages of de mented ill ness are often marked by loss of all ca pac-
ity for con trol of mo tor func tion. The pa tient literally forgets how to
walk.

It must also be said that, even in the ab sence of spe cific psy chiatric
ill ness, the pa tients them selves some times re sist mo bi li za tion. Pawlson,
Goodwin, and Keith (1986) stud ied nurs ing home res idents who had
taken to us ing wheel chairs al though they were med ically able to
walk. Their spon taneously expressed rea sons for us ing the wheel -
chairs were vague and expressed as some kind of gen eral physical im -
pairment, but when spe cifically asked, most of them agreed that fear
of falling was a rea son for us ing the chairs. They also used the chairs
to get into stra te gic at ten tion-get ting sit u a tions. Of fi cially des ig nated 
seating ar eas for pa tients are of ten in lounges or rec reation ar eas, but
many like to con gregate in cor ridors or close to the nurs ing sta tion.

These au thors found that the use of the wheel chair of ten co incided
with ad mission to the nurs ing home. They sug gest that this may re late
to the nurs ing home as be ing an environment in which wheelchairs
are easy to ob tain and use. The el derly per son in his or her own home
has of ten be come ac customed to getting around by hang ing onto the
furniture, and stairs, steps, and nar row door ways may have im peded
wheel chair use.

It will sometimes seem that the old are poorly mo tivated toward re -
habilitation and de sire only rest and sur cease. These poorly motivated
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el derly pa tients can eas ily be ex cluded from re ha bil i ta tion pro grams
(Hesse and Cam pion, 1983),  but such exclusion may eventually re -
duce their to tal well-being.
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Chapter 16

Violence

Nursing home res idents can be quite vi olent, and vi olence looms
sur pris ingly large in nurs ing homes. Ge ri at ric psy chi a trists find that a
high pro portion of their re ferrals re sult from in stances of ag gression
and vi olence (Shah, 1993). Among psychogeriatric pa tients, ag gres-
sive be havior in creases with age and with severity of de mentia
(Nilsson, Palmstierna, and Wisted, 1988; Tsai et al., 1996; Ryden,
1988). The as sociation of vi olence with the male sex per sists in old age.

The board and care homes con tain po ten tially ex plo sive mix tures of
mental illness, al coholism, and drug ad diction. In New York State adult
homes, half the res i dents are for mer psy chi at ric hos pi tal pa tients and
one-third of all res idents are over sixty-five (Mesnikoff and Wilder,
1983). This pa tient mix con tains a high po tential for vi olence. I en -
counter ho micide or rape in these places once or twice a year.

The pos sibility of vi olence by the staff exists, but the slightest
question of vi olence by staff against pa tients is always rig orously in-
ves ti gated by state au thor i ties (whereas vi o lence by pa tients against
staff is gov ern ment ally ig nored). These in qui si tions can be de mor al -
izing for staff who find them selves sub jected daily to in sults and vi o-
lence by those they tend. Con siderable moral sup port and mu tual
en cour age ment may be needed.

RISK FACTORS

Psychiatric Illness

Dementia and Delirium

Among psy chi at ric di ag no ses, the one most com monly as so ci ated
with vi olence in the el derly is de mentia (Burns, Jacoby, and Levy,
1990), which can not always be readily dis tinguished in acute sit u a -
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tions from de lirium. On stan dardized ward be havior rat ing scales, Alz-
heimer pa tients score quite high for ag gression, as com pared to those
with nonde ment ing men tal dis or ders. Their ep i sodes of vi o lence tend
to be brief, with out a sus tained attack on one per son, which lim its the
damage they do. Their ac tual physical dam age is fur ther limited by
their age and weakness and phys ical in capacity. The fee bleness of the 
attacks by the de mented may be coun terbalanced by the fact that, in a
nursing home, other residents are also fee ble and can not de fend
themselves. The vul nerability of the disabled does not, in and of it -
self, cause vi olence. It mag nifies the effect of vi olence. When a frail
osteoporotic woman is pushed in a mild way, she may fall and frac -
ture her hip.

Drugs and Alcohol

Psychiatric dis orders that are not age-spe cific must also be con sid-
ered, es pecially among the rel atively young pop ulations of the board
and care homes where al cohol and “crack” co caine are com mon.
Within the skilled nurs ing facilities, the benzodiazepines can pro duce
an effect sim ilar to al cohol. For example, if benzodiazepines are
given in large enough doses they may quiet a vi olent per son and send
him or her off to sleep, but if an in termediate dose is given, a drunken
bel lig er ence may result.

Personality Disorders

The num ber of vi olent criminals who sur vive to nurs ing home age
is re duced by ho micide, sui cide, and by drug, to bacco, and al cohol
use. However, thirty thou sand in mates of state and fed eral pris ons are
over the age of fifty-five (Butterfield, 1997). Some times pa tients who 
have antisocial per son al i ties and pre vi ous crim i nal his to ries find their
way into nurs ing homes.

Paranoia and Delusions

Paranoia and de lusions can be as sociated with sus tained and dan-
ger ous vi o lence, and the like li hood of vi o lence in Alz hei mer pa tients
is in creased by the con currence of de lusions (Gormley, Rizwan, and
Lovestone, 1998). An in creasing pop ulation con sists of pa tients with
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a pre vi ous his tory of func tional psy cho sis, usu ally schizo phre nia,
who have been re leased from state hos pitals to roam the streets (Isaac
and Armat, 1990) or en ter board and care homes, and who then fail to
take their med i ca tion (Butterfield, 1998). Failure to take med ication
often pre cedes vi olence in schizo phrenics. These patients are mostly
the “young old” in their six ties and early seventies. They are more
able-bodied than the de mented and can in flict more dam age.

Mania

Mania is un usual in the very old but may oc cur, and is eas ily mis -
taken for an ag itated state when the pa tient has a background of pre -
ex ist ing cog ni tive im pair ment (Habib, Birkett, and Devanand, 1998).

A seventy-year-old man began taking off for long drives at high
speed. He caused mul tiple car crashes, was ad mitted to hos pital
for treat ment of his in juries, and then transferred to a nurs ing
home. He be came dis ruptive and re sistant to care. On psy chiat-
ric con sultation he was found to be manic. Fur ther his tory tak -
ing revealed a history of several previous bouts of hy peractivity
and bi zarre be hav ior.

Depression

Depression in old age commonly pres ents with so matic symptoms
or psychomotor re tardation but may eventuate in a sui cide/homicide
based on de lusions. This has not been re corded in side a nurs ing
home, but may be pre cipitated by the fear of be ing “put in a home.”

An eighty-year-old man with severe de pression but in good
physical health be came convinced that he and his wife were in -
curably ill and had lost all their money. He shot and killed her to
put her out of her misery and then called the po lice.

Lyketsos and col leagues (1999) found that among de mented pa -
tients the pres ence of de pression, rather than delusions and hal lucina-
tions, pre dicted vi olence. Negative emo tions can be difficult to disen-
tan gle, and a mo rose un smiling in dividual might be per ceived as de -
pressed.
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Stroke

Violence is some times as sociated with stroke. Ag gression ranks
after de pression and mem ory loss among men tal changes caus ing
con cern to care givers of stroke vic tims (Hanger and Mulley, 1993). 

An am bulant de mented pa tient who had had a stroke was dis -
charged from a VA hos pital on the grounds that he did not re -
quire ac tive med i cal treat ment. He was re fused psy chi at ric
hospital care be cause he was de mented and was placed in a
nursing home. He walked out of the facility and went home and
killed his wife.

Isaacs, Neville, and Rushford (1976) found that among thirty-five
stroke pa tients stud ied, three showed the pat tern of “ag gression,”
with ver bal and some times phys i cal hos til ity, usu ally di rected against
the spouse. There were ten who showed the pat tern of  “frus tration,”
with ex ces sive ir ri ta bil ity or re luc tance to co op er ate. Goldstein’s
(1952) cat a strophic re ac tion con sists of sud den emo tional out bursts
when the pa tients are not able to ful fill a task set be fore them.

CLASSIFICATION

Al though it is not sup ported by sta tis ti cal anal y sis, clin i cal ex pe ri -
ence sug gests that ge ri at ric vi o lence can use fully be clas si fied into
the fol low ing broad cat e go ries: ag gres sive ag i ta tion; es ca la tion of
non vi o lent ag i tated be hav ior; act ing upon de lu sions; spousal abuse;
resistance to care; fugues and wandering; and sexual as saults. Each of 
these cat e go ries may re quire ei ther emer gency in ter ven tions or long-
term treat ment (see Table 16.1).

Escalation of Nonviolent Agitated Behavior

Be hav iors can be an ti so cial with out be ing vi o lent. In deal ing with
these, it is of ten use ful to con sider the op tion of tol erating the nonvio-
lent be havior. This type of prob lem most commonly oc curs in an in -
stitutional set ting in which there is low tol erance for ec centricity.

158 PSYCHIATRY IN THE NURSING HOME



A pa tient in an acute care gen eral hos pital walked into a nurs ing
station. When he was asked to leave he lay on the floor and re -
fused to move. Se curity guards were called. They at tempted to
lift him and he punched and kicked them. Later he was trans -
ferred to a nurs ing home. When he walked into the nurs ing sta -
tion there, he was invited to sit down and re mained there qui etly
without caus ing any trou ble.

These nonviolent be haviors may also an ger other pa tients. Some of 
the de mented paw and maul at passersby or in trude into their space in
a way that can provoke vi olence. Ob scenities and ethnic slurs from
noisy in di vid u als are es pe cially li a ble to in cite vi o lence.

Acting Upon Delusions

When a pa tient suffers de lusions, the vi olence is more likely to be
sustained and organized and the dan ger of ho micide is greater. Guns
or knives may be involved (Green and Kellerman, 1996; Petrie, Law-
son, and Hollender, 1982), al though the nurs ing home is nor mally
able to prevent ac cess to these.

Identification of the con tent of the delusions is im portant in plan-
ning man age ment strat e gies. For ex am ple, if the be hav ior is jus ti fied
in the pa tient’s mind as a re sponse to imag ined per secution, then pro -
tec tion and re as sur ance can be of fered and non vi o lent pre cau tions
sug gested. Treat ment of the un der ly ing psy cho sis by antipsychotic
med i ca tion is es pe cially likely to help.

Fugues and Wandering

As de scribed in Chap ter 15, ep isodes of fugues and wan dering are
not in trinsically vi olent but in some cases, the pa tient, usu ally de -
mented or de lirious, will in sist on go ing out late at night or in in clem-
ent weather.  A phys ical dis pute may arise when at tempts are made to
stop the pa tient. Wanderers some times en danger them selves or others
by wandering into traffic, al though the de mented elderly have a re -
markable ten dency to stay on sidewalks.
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TABLE 16.1. Typology of Psychogeriatric Violence

Spe cial Di ag nos tic Points
Spe cial Points
in Man age ment

Ag gres sive agitation de men tia, de lir ium, ma nia,
phys i cal pain

phys i cal dan ger not as great
be cause nondirected and of -
ten con cur rent med i cal prob-
lems and im mo bil ity, spe cial
need to look for med ical
causes.

Es ca la tion of non vi o lent 
ag i tated behavior

de men tia, en vi ron men tal
factors

iden tify cir cum stances, dis-
cuss with staff, avoid un neces-
sary in terventions, do not try
to pro tect property

Acting upon delusions para noid dis or ders,
schizophrenia

iden tify de lu sions, treat ment of
psychosis

Spousal abuse per son al ity dis or ders, al co hol,
cul tural factors

high ho mi cide risk

Re sis tance to care de men tia, phys i cal pain, cul-
tural factors

start care with extra staff,
mod ify med i cal regime

Fugues and wandering dementia use of ID bracelets, elec tronic
devices, head off rather than
chase, of fer ride home, main -
tain distance

Sex ual assaults de men tia, disinhibition due to
drugs/al co hol, lo cal ized brain
damage

iden tify vic tims, dis cuss with
community

Resistance to Care

Situations in which the pa tients are touched or moved com monly
give rise to vi olence. A prime example is when they are be ing given
morning care, such as washing or chang ing. Violence di rected against
staff may also oc cur when the res idents are touched in an at tempt to
stop a nonviolent an tisocial be havior, such as walking into a re stricted
area, or sit ting on the floor, or not go ing to bed at night, or hawking
and retch ing on the floor.

Defending Turf

Territoriality is at the root of much vi olence. A fre quent victim is a
roommate. Some of this is ac companied by de lusions, such as ac cu-
sations of steal ing, but a com mon oc currence is to push or punch at
anyone who gets too near.
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Violence ini tiated by contact with other pa tients often involves
wheelchairs. Among their other dan gers, these con trivances take up
considerable space. Quite of ten, an other pa tient is bumped, whether
ambulant or in an other wheel chair, who then re sponds with vi olence.
This ter ritory fac tor can some times act to make the fee ble el derly pa -
tients in the nurs ing home par adoxically more dan ger ously vi o lent
than the youn ger pa tients in the board and care homes. The lat ter can
walk away from trou ble. On oc casion, the po lice are called to deal
with a vi olent dis pute, and by the time they ar rive, the par ties have left 
the building or re treated to their rooms.

Rating scales such as Patel and Hope’s (1992) Rat ing Scale for Ag -
gressive Be havior in the Elderly (RAGE), and the Overt Ag gression
Scale (OAS) of Yudofsky, Sil ver, and Hales (1990), may be use ful not 
only in re search but in clin ical prac tice for as sessment of the efficacy
of in tervention over an extended pe riod of time.

A seventy-five-year-old pa tient had been a state hos pital pa tient
for most of his life with an in tractable prob lem of ran dom vi o-
lence. His com munication was so lim ited that a precise di agno-
sis could not be es tablished. His re cords over the years showed
the use of twenty medications, in cluding antipsychotics, mood
sta bi liz ers, and anticonvulsants, as well as use of ECT (electro-
convulsive ther apy) and other mo dalities. The staff varied in
their ac counts of the effectiveness of these, and some said that
no med ication did any good. Following treat ment team and fam-
ily dis cussions, rat ing scales were re corded at regular in tervals,
including drug hol idays over a year un til all involved agreed on
an op timal drug and management regime.

MANAGEMENT

Deal ing with phys i cal ag gres sion within an in stitution should be-
gin with an analysis of the cir cumstances in which it oc curs. This may 
be helped by familiarity with ap plied be havior anal ysis (Burke and
Wesolowski, 1988; Burke and Lewis, 1986). Tact is nec essary in con -
ducting this analysis to avoid a pur ported search for jus tification,
blaming the vic tim, or finding fault with the caregivers. Re luctance to 
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look for pat terns may sug gest a re sentment of be ing re quired to deal
with such pa tients at all. This should be explored and dis cussed.
Those involved will tend to say ini tially that no pat tern is evident, and
that the perpetrator can be vi olent at any time and every day.

A seventy-year-old res ident in an adult home had previously been 
a home less al coholic. He was quar relsome and sus picious but not
clinically paranoid. He used a walking cane both for ambulation
and as a weapon when ever he was an noyed. Med ical examination
re vealed no dis abil ity ne ces si tat ing a walk ing aid. Phys io ther apy
consultation and gait training was re quested. It was es tablished
that he had a sta ble gait with out need for aid. De prived of his
weapon, he lim ited his ag gression to verbal abuse.

In gen eral, the principle should be to re move the vic tim from the
aggressor, rather than the ag gressor from the vic tim. This is es pe-
cially true in ge ri at ric psy chi a try be cause el derly ag gres sors are of ten 
feeble or con fused and will fail to pur sue their vic tim.

I was called late at night to an adult home where an el derly res i-
dent with a pre vi ous di ag no sis of schizo phre nia, re cently re fus -
ing antipsychotic med ications, was run ning around a com mon
recreation area break ing chairs and threat ening staff and other
residents. When I got there he had re treated to his room. The
staff agreed that it would be eas ier to leave him alone than at -
tempt forc ible hos pi tal iza tion and med i ca tion. In the morn ing,
he was calm and agreed to take his antipsychotic med i ca tions
again. There were no fur ther in cidents.

It may be possible to work with ad ministrators to con trol the pa -
tient mix and de cide who gets admitted. A roommate is a likely vi o-
lence victim and, when pos sible, high-risk pa tients should not share
rooms. Care must be taken in choos ing room mates. If pos sible, the vi-
olent pa tient should be given a sin gle room. Two beds in a tri ple room
may be better than a stan dard dou ble room. Some ar eas, such as cor ri-
dors, need spe cial attention to en sure su pervision of con tacts be tween
high-risk pa tients. Keeping dis tance be tween pa tients must be kept in
mind when ar rang ing group ac tiv i ties.

Not having the vi olent pa tient in the nurs ing home in the first place
is, per haps, ni hilistic, but can be the most prac tical measure. Cer -
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tainly those in charge of ad missions should be aware of the pos sibil-
ity that the pa tient is vi olent and look for danger sig nals (such as
refusal of a previous nurs ing home to take the pa tient back). Talking
to pre vi ous care givers is use ful. If obstacles are placed in the way of
this, then sus picion should be aroused. 

Vi o lence as so ci ated with schizo phre nia, ma nia, and sociopathic
personality dis order is sel dom man ageable in a nurs ing home. An at -
tempt should be made to move the pa tient to a secure fa cility, but this
may be difficult to ac complish. The fam ily may re sist transfer to a
mental hos pital be cause this is felt to be stigmatizing, or be cause they
are afraid (often with good cause) that the men tal hos pital will dis-
charge the pa tient and the home will re fuse to take the pa tient back. 

The case mix must be looked at from time to time for its vi olence
potential. If pos sible, the able-bodied de mented should be sep arated
from the vul ner a ble fee ble. 

The gen eral prin ciple always should be to leave space. Empty
space is the most effective strait jacket. There should be a cush ion of
air around the violent pa tients, and plenty of room for them to move
around. Getting them out doors may be best.

If vi olence is di rected against staff when the resident is touched in
the course of at tempting to stop a nonviolent ag itated be havior, then
ways of deal ing with this with out touch ing the pa tient can be explored.
Tolerating some of these nonviolent be haviors may be the best pol icy.

Resistance dur ing morn ing care is common. There can be punch ing,
kicking, bit ing, and scratch ing. Some times this will be with one aide
but not with an other. Some times feelings of per sonal mod esty are in-
volved. It may be sug gested that morning care should be initiated
with two or three aides pres ent. One of them can serve as body guard,
protecting the other from blows or punches. It may be ob jected that
there is not enough staff for this, to which there are two re joinders.
The first is that the extra aide is mostly only needed at the beginning
of care; once the pro cess is un der way it will nor mally be safe for the
second to leave. The sec ond is that this is more eco nomical of staff
time than the op posite pro cedure of ini tiating care with one aide pres -
ent and then the aide having to go off and look for some one to help
because he or she can not man age alone.

In Goldstein’s cat astrophic re action, the main prin ciple of man age-
ment is to identify the tasks that cause frus tration, and to try to ar -
range a lifestyle and degree of as sistance with ac tivities with com muni-
ca tion and ac tivities of daily living that can avert provocation. The
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services of an oc cupational ther apist can be es pecially use ful in this.
A phys io ther a pist and speech pa thol o gist should also, if pos si ble,
take part in for mulating a treat ment plan.

MEDICATIONS

The ef fi cacy of neuroleptic drugs in treat ing cer tain kinds of psy -
chosis is beyond rea sonable doubt. In a meta-analysis of tri als of anti-
psychotic drugs in de mentia, it was found that con ditions of ag itation
and uncoop erativeness tended to improve in most stud ies, and that
con di tions of com bat ive ness, assaultiveness, and hostility im proved
in sev eral dou ble-blind pla cebo-con trolled tri als (Schnei der, Pollock,
and Lyness, 1990). 

Nevertheless, there is no drug with an FDA ap proval for use in treat-
ment of vi olence. The use of drugs to con trol vi olent be havior is of ten
empirical, even if the oretically linked to con cepts that the be havior is a
man i fes ta tion of psy cho sis, ep i lepsy, mood dis or der, or at ten tion def i -
cit dis order. At tempts have been made to provide a ra tionale for par tic-
ular drugs in terms of their ac tion on neuro transmitters (Gar ner and
Garrett, 1997; Mintzer, Hoernig, and Mirski, 1998) (see Table 16.2.).

TABLE 16.2. Neurotransmitter Actions of Drugs Used to Curb Violence in Patients

Do pa mine Se ro to nin GABA Norepi-
nephrine

Acetylcho-
line

Benzodiazepines +++

Antipsychotics --- + ---

Trazodone +++ ---

Buspirone +++

Propranolol ---

Valproic acid + +

Carbamezapine + ---

+ = Enhancement; - = Blockage
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When evaluating open tri als and also in clinical prac tice, it should
be borne in mind that there is a ten dency toward spon taneous im -
provement of con ditions of vi olence. Nilsson, Palmstierna, and Wisted
(1988) rec ommend a long “run-in” pe riod with two or three weeks of
ob ser va tion be fore in tro duc ing any kind of ac tive treat ment.

Halivan

The com bi na tion of haloperidol and a short-act ing benzo diaz-
epine, of ten re ferred to as “Halivan,” is prob ably the mar ket leader for 
emergency se dation. Thacker (1996) pre sented the fol lowing case vi -
gnette to a group of Brit ish doc tors and asked their opin ions about ps -
ychopharma co logical man age ment:

A previously healthy eighty-year-old man of average build was
ad mit ted to day with a chest in fec tion, se vere de hy dra tion, and
con fu sion. He re quires flu ids and an ti bi ot ics ur gently, but of fers
of oral med ication have been thwarted by threats and punches.
All at tempts to orientate and re assure him have failed.

The most pop ular drugs for ini tial use were intramuscular halo-
peridol alone in doses up to 5 mg, in tramuscular or lorazepam alone
in doses up to 4 mg. Yudovsky, Sil ver, and Hales (1990), based on
their clin i cal ex pe ri ence, sug gest ini tial use of haloperidol (Haldol)
1 mg by mouth or .5 mg intravenous or in tramuscular, re peated every
hour un til con trol of ag gression is achieved. If lorazepam (Ativan) is
used, they sug gest 1-2 mg by mouth or intramuscular re peated every
hour un til the pa tient is calm. A max imum dose of 5 mg of in tramus-
cu lar haloperidol is rec ommended by the manufacturer for severely
agitated pa tients, and a maximum dose of 4 mg for lorazepam. These
are doses rec ommended when given sep arately and no intramuscular
ge ri at ric dos ages are es tab lished.

In tra ve nous use of haloperidol does not have Food and Drug Ad -
ministration ap proval, is sel dom prac tical in the nurs ing home, and
can cause car diac arrhythmias (Sharma et al., 1998). Ge riatric experi-
ence with droperidol, a re lated butyrophenone that has been used for
combative pa tients (Thomas, Schwartz, and Petrilli, 1992), is lim ited.

Benzodiazepines are in dicated in delirium caused by with drawal
of al cohol or of benzodiazepines but may, in fact, be cause of their
disinhibiting effect, con tribute to in creased vi olence. In prac tice they
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are of ten used in the ag itated el derly, some times with the ra tionale
that the ag i ta tion is due to anx iety (Billig, Co hen-Mansfield, and
Lipson, 1991). 

Carbamezapine

The ef fi cacy of carbamezapine (Tegretol) in ma nia, and in ep isodic
vi o lence as so ci ated with com plex sei zures, has led to con sid er ation
of its use in other forms of vi olence (Patterson, 1987). Its side effects
include diz ziness, ataxia, and pro duction of blood, liver, and car diac
abnormalities. Marin and Green wald (1989) have sug gested that
carbamezapine is of par ticular use for those who are re sistive dur ing
care.

Trazodone

Trazodone (Desyrel) is one of several an tidepressant drugs that in hibit 
the reuptake of se rotonin. As com pared with other serotonergic an ti de pres -
sants, it has a se dating effect. This combination of prop erties has led to
its con sideration as a drug for ag gression. Houlihan and colleagues
(1994) reviewed the previous work on the use of the drug in de mentia
and car ried out an open trial. They found that the drug pro duced gen eral
behavioral improvement in de mentia, but had no spe cific effect on hos -
tility. Im provement in this trial and in that of Pin ner and Rich (1988) took 
several weeks. Green wald, Marin, and Silverman (1986) de scribed an
eighty-two-year-old pa tient with re petitive scream ing and ta ble and head 
banging who re sponded over a six-week pe riod to trazodone, ac com pa -
nied by the se ro to nin pre cur sor L-tryptophan.

Buspirone

Buspirone (Buspar) has been shown in an imal stud ies to re duce ag -
gres sion and to have serotonergic prop erties. Based on these ob serva-
tions, Herrmann and Eryavec (1993) used the drug with some suc cess in
six teen psychogeriatric pa tients with ag i ta tion and de pression that had
not re sponded to previous treat ment. Lawlor (1998) in a dou ble-blind
study, found that buspirone showed no ad vantage over pla cebo, and was
in fe rior to trazodone in behaviorally disturbed Alz heimer pa tients.
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Propranolol

Propranolol (Inderal) is a nonselective ß-blocker. Yudofsky, Wil-
liams, and Gorman (1981) described suc cessful use of propranolol in
four pa tients with outbursts of un controllable rage. They rec ommend
an eight-week trial of its use in selected el derly patients, without car -
dio vas cu lar or pul mo nary dis or der, with chronic ag gres sion.

Valproic Acid

Valproic acid (Depakene) has antiepileptic and antimanic prop er-
ties, prob ably re lated to an ac tion on GABA (ϒ-aminobutyric acid)
nerve cell re ceptors. It may also en hance serotonergic neuro trans-
mission (McElroy et al., 1996). Divalproex so dium (Depakote) is a
sta ble com bi na tion com pound of valproic acid and so dium valproate.
Its use to curb ag itation in ge riatric pa tients has been recommended
on the ba sis of open tri als (Porsteinsson et al., 1997). Gardner,
Ditmanson, and Baker (1998), from a ret rospective chart study of
thirteen pa tients, suggest that it is use ful in the treatment of aggres-
sive be haviors in de mentia. A sum mary of evidence for drug use in
violence in spe cific con cerns in the elderly is pre sented in Table 16.3.

TABLE 16.3. Evidence for Drugs Used in Violence and Specific Concerns in the
Elderly

Types of Evidence Specific Con cerns in the Elderly

Benzodiazepines clin i cal ex pe ri ence,
consensus

falls, cog ni tive impairment

Do pa mine-block ing
antipsychotics

clin i cal ex pe ri ence, con sen -
sus, con trolled trials

falls, tardive dyskinesia, cognitive
impairment

Trazodone open trials drowsiness may lead to falls

Buspirone an i mal stud ies, open trial

Propranolol open trial car dio vas cu lar and re spi ra tory
effects

Valproic acid open trials in ag itated de men-
tia, ret ro spec tive chart study
in vi o lent nurs ing home
patients

Carbamezapine controlled trials in ma nia and
com plex sei zures, an ec dotal
ev i dence in elderly

anticholinergic effects
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Chapter 17

Nonviolent Antisocial Behaviors

Nursing home res idents of ten show be havior dis turbances that do
not fall into any rec ognized psy chiatric cat egory or con form to any spe -
cific di ag no sis. Apart from wan der ing and phys i cal vi o lence, pa tients
who bother other pa tients, their families, and the staff may do so in a
variety of ways. Among those noted by Zimmer, Watson, and Treat
(1984) in a ran dom sam ple of Up state New York nurs ing homes were
spit ting out med i ca tion, throw ing food or ob jects, un fas ten ing oth ers’
re straints, dan ger ous smok ing hab its, re mov ing cath e ters, tak ing oth -
ers’ be long ings, uri nat ing in waste pa per bas kets, smear ing fe ces, pub-
lic mas turbation, and hoard ing. These au thors com ment that the small
pro por tion of of fend ers makes dis pro por tion ate de mands on staff. “In
fa cil i ties which are ac cus tomed to a cli en tele com posed of phys i cally
dis abled el derly pa tients with out sig nif i cant be hav ioral prob lems even
one or two severely dis turbed pa tients would provide a dis proportion-
ately great burden of care on staff ” (p. 1119).

The ques tion of what con stitutes a dis turbed be havior is not always
simple. It is largely a mat ter of context. Nursing home staff are com -
monly not both ered too much by the mere pres ence of de lusions or
halucinations, al though the family may get very up set. Re quests for
psy chi at ric con sul ta tion em a nat ing from the nurs ing home staff usu ally
relate to be havior that is an tisocial or difficult to deal with, al though
this be havior can in turn be based on de lusions or hal lucinations.

The tra ditions of the nurs ing home de rive from the acute care gen -
eral hos pi tal. Patients are expected to go to bed early (of ten in ordi-
nately early) and then stay there. When the fo cus is upon phys ical
measures, such as the giving of med ication and the taking of tem pera-
tures, pa tients who do not co operate with the pro cedures are dis rup-
tive. As in the case de scribed in Chap ter 16, sim ple ac tions such as
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walking into the nurs ing sta tion or ly ing on the floor can be a tre men-
dously dis ruptive be havior in some med ical con texts but cause no dis -
turbance in oth ers. Loss of ca pacity for ADL is com monly well-
tolerated by nurs ing home staffing but dis ruptive to the life of family
care givers when the pa tient is at home.

For every dis turbing be havior there is some one who is dis turbed
by it, and iden tifying who that dis turbed per son or per sons is may be a 
first step in dealing with the be havior.

AGITATION

A symp tom or be havior that is of ten men tioned in nurs ing home
pa tients is “ag i ta tion.” Strictly speak ing, and having regard to ety-
mology, it is used to de scribe states of in creased mo tor ac tivity ac -
companied by a negative mood, but it is not really a technical
psychiatric term. It is used col loquially in various senses. A pa tient in
my office re cently said she felt ag itated. When I asked her what she
meant, she said, “I feel like I want to jump out of my skin.” Many of
us might de scribe ourselves as feel ing “ag itated” in cer tain cir cum-
stances even if we are not moving around. It would be, for us, an un -
pleasant state of mind in which we were un able to rest or concentrate.

The word is com monly used by staff in health care set tings to de -
scribe de mented and elderly pa tients, rather than the young and
vioent. When used to de scribe be havior, it im plies that the pa tient can
talk or move about. The mute and im mobile are not de scribed as ag i-
tated, although they may feel inwardly ag itated. Patients who wander,
patients who shout, pa tients who cry, and pa tients who re sist care
may all be de scribed as ag itated. Ag itation may, in fact, be used by
nursing home staff as a port manteau word to de scribe un desirable be -
havior. Be cause of this loose us age, at tempts have been made to de -
fine and measure the com ponents of ag itation. De fining the prob lem
exactly can be help ful in for mulating treat ment plans.

Ac cord ing to Co hen-Mansfield (1986) the def i ni tion of ag i ta tion is 
“in ap pro pri ate ver bal, vo cal, or mo tor ac tiv ity that is not ex plained by
needs or con fusion per se. It in cludes be havior such as aim less wan-
dering, pac ing, curs ing, scream ing, bit ing, and fighting” (p. 722).
From anal ysis of data from nurs ing home pa tients she was able to
group ag itated be haviors into four factors or syn dromes of ag itation:
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ag gres sive-phys i cal, ag gres sive-ver bal, hoard ing, and non aggres sive.
The nonaggressive syn drome was char ac ter ized par tic u larly by pac-
ing, in ap pro pri ate dress ing or dis rob ing, and re quests for at ten tion.

Other writ ers have found slightly different group ings of symp -
toms. Rohrer, Buckwalter, and Rus sell (1989) an alyzed the behavior
of 285 nurs ing home res idents and found that the dis turbed be haviors
that affected the amount of care needed could be described in terms of 
three fac tors: cog ni tive de fects, neg a tive af fect, and ag gres sive ness.

The Pittsburgh Agitation Scale (Rosen et al., 1994) mea sures four
groups of ag i tated be hav iors: ab er rant vo cal iza tion, mo tor ag i ta tion,
ag gres sive ness, and re sist ing care (see Ta ble 17.1).

Sundowning

A sep a rate en tity of “se nile noc tur nal de lir ium” was de scribed by
Cameron in 1941, and many of those car ing for the aged since have de -
scribed a phe nomenon they re fer to as “sundowning” (Evans, 1987), in
which ag i ta tion in creases as night ap proaches.

Belief in this en tity is stronger than the experimental evidence for
its ex is tence. Bliwise and colleagues (1993) sug gest that “at least
some com po nents of sundowning may re flect dis rup tive be hav iors
that oc cur with iden tical fre quency through out the day but with dif-
ferential impact on nurs ing staff ” (p. 790). These investigators found
that awakening from sleep in darkness associates with ag i ta tion in de -
mented nurs ing home pa tients.

Does Psychiatric Diagnosis Matter?

Clas si fi ca tions of ag i tated be hav ior of ten ig nore di ag no ses. De men -
tia is prob ably the most common as sociated con dition, but the pres ence
and se ver ity of ag i ta tion do not cor relate well with the seerity of de -
mentia. It is prob able (al though difficult to prove) that the pres ence of
cog ni tive im pair ment op er ates to con vert the symptoma tology of several
psy chi at ric and med i cal con di tions to ag i ta tion. Thus, a con di tion such
as anx iety or ma nia in a de mented pa tient can ap pear as ag itation.

Nonpsychiatric med ical di agnoses can also en ter into this patho -
plastic dis ease/dis ease in ter ac tion. In de lir ium, the phys i cal dis tress
caused by the gen eral med ical con dition is a factor in ag itation.
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TABLE 17.1. Pittsburgh Agitation Scale

Be hav ior Groups In ten sity Dur ing Rat ing Period

Ab er rant Vocalization:
(re pet i tive re quests or com plaints, non ver-
bal vo cal iza tions, e.g., moan ing, scream-
ing)

0. Not pres ent
1. Low volume, not dis ruptive in mi lieu,

in clud ing cry ing
2. Louder than con ver sa tional, mildly

dis rup tive, redirectable
3. Loud, dis rup tive, dif fi cult to re di rect
4. Extremely loud scream ing or yelling,

highly dis ruptive, un able to redirect

Mo tor Ag i ta tion:
(pacing, wandering, moving in chair, tak ing
oth ers’ pos ses sions. Rate “in tru sive ness” by
normal so cial stan dards, not by ef fect on
others in mi lieu. If “in trusive” or “dis ruptive”
due to noise, rate un der “vocalization”)

0. Not pres ent
1. Pacing or moving about in a chair at 

normal rate (ap pears to be seeking
comfort, look ing for spouse, purpose-
less movements)

2. Increased rate of movements, mildly 
in tru sive, eas ily redirectable

3. Rapid move ments, mod er ately intru-
sive or dis rup tive, dif fi cult to re di rect

4. In tense move ments, ex tremely intru-
sive or dis ruptive, not redirectable
ver bally

Ag gres sive ness:
(score “0” if ag gressive only when re sisting
care)

0. Not pres ent
1. Ver bal threats
2. Threat en ing ges tures; no at tempt to

strike
3. Phys i cal to ward prop erty
4. Physical toward self or others

Re sisting Care:
Washing
Dress ing
Eating
Meds
Other

0. Not pres ent
1. Pro cras ti na tion or avoid ance
2. Ver bal/ges ture of re fusal
3. Pushing away to avoid task
4. Striking out at caregiver

Source: Rosen et al., 1994, p. 58.

Alzheimer’s Disease and Behavior Disturbance

At tempts to clas sify the be hav ior dis tur bances of Alz hei mer’s dis-
ease and to as sign them prog nostic sig nificance have pro duced in con-
sistent and con tradictory re sults. Nilsson, Palmstierna, and Wisted
(1988) found that ag gression of ten re mits, but Hope and colleagues
(1999) found that ag gression and loss of ap petite, once they ap pear
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char ac ter is ti cally, per sist un til death. Among de mented out pa tients
studied by Swearer and col leagues (1988), an gry out bursts were the
most prevalent type of disturbed be havior. These were of ten ac compa-
nied by phys i cal ag gres sion and by anx iety, but showed no cor relation
with para noid de lu sions or hal lu ci nations. They in creased with the se-
verity of the de mentia. Sleep disturbance and ap pe tite dis tur bance
tended to go together but were not cor related with severity of de mentia.
Harwood and colleagues (1998) found five clus ters of be havioral
symp toms among Alz hei mer’s pa tients at tend ing a mem ory dis or der
clinic (see Table 17.2).

In this study the “psy chosis” group of symp toms pre dicted a faster
de cline in cog ni tive func tions. 

Management of Agitation

The treat ment of ag i ta tion needs a multidisciplinary ap proach with 
contributions from all dis ciplines. When the care plan is for mulated
ag i ta tion should be ap proached by break ing it down into its com po-
nent be haviors and emo tional states. The same principle may be ap-
plied to all kinds of dis ruptive be havior. Is the be havior re ally dis ruptive,
and if so, to whom? Is the pa tient wandering or shout ing? Is he or she
weeping? Is he or she an gry, fright ened, fear ful, or overly cheer ful? Is

TABLE 17.2. Behavior Disorders in Alzheimer’s Disease

Ag i ta tion/anxiety Ag i ta tion
Anx i ety of up com ing events
Other anxiety

Psychosis De lu sions of theft
Suspiciousness/para noia
Visual hallucinations

Aggression Ver bal ag gres sion
Physical threats/vi o lence
Fear of be ing left alone
Other delusions

Depression Tear ful ness
De pressed mood

Ac tiv ity disturbance Wan dering
Delusion one’s house is not one’s home

Source: Harwood et al., 1998.
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he or she hal lu ci nat ing? For each ob vi ously ab nor mal be hav ior it is
then nec essary to ask, in a tactful way, who is be ing up set by it. Of ten
this ques tion has not been previously con sidered, and look ing for the
answer is the so lution. A list of those up set must be com piled, and
each in di vid ual or group con sid ered sep a rately. With this anal y sis, a
set of mea sures can be ini tiated to ad dress particular prob lems.

Medication

A large num ber of drugs have been used to manage ag itation. The
evidence from con trolled trials is scanty and sug gests that the drugs
largely act, if at all, as nonspecific sed atives, except in those cases in di-
cat ing a spe cific def i nite psy chi at ric di ag no sis. The drugs have in-
cluded buspirone, lorazepam, olanzapine, risperidone, fluphenazine,
and trazodone (Alexopoulos et al., 1998; Work Group on Alz heimer’s
Disease and Re lated Dementias, 1997).

Christensen and Benfield (1998) found no difference be tween low
dose haloperidol and alprazolam in man ag ing dis rup tive be hav ior in
elderly nurs ing home pa tients. Claims for the efficacy of carba meza -
pine, valproic acid, and other anticonvulsants in the treat ment of be-
havioral dis turbance in the course of de mentia have been con flicting
and dif fi cult to eval u ate.

Herrmann (1998) treated six teen de mented pa tients with severe
ag i ta tion and failure of re sponse to other med ications. Valproic acid
(given as divalproex so dium, Depakote) was mod er ately ef fec tive
over a pe riod of four to six weeks (one markedly im proved, three
much im proved, and four min imally improved). One pa tient dropped
out be cause of di arrhea. The most common ad verse effects were se-
dation and gait un steadiness. Valproate blood levels did not pre dict
response. Herrmann rec ommends start ing at doses of 125 mg twice a
day with grad ual in crease, mon itoring for clin ical side effects.

Goldberg (1999) used Depakote for twenty-two nurs ing home pa -
tients with dementia-related be havioral prob lems who had failed to
re spond to risperidone (Risperdal), and noted that twelve were im -
proved. The average dose was 823 mg daily. The most com mon ad -
verse ef fect was ex ces sive se da tion.

Probably there is a placebo effect on the care givers. As with all
drug use in the in stitutionalized el derly, a bal ance must be struck be -
tween those who are fear ful of the pa tient be ing se dated and those
who welcome a sed ative effect.
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DEMANDING AND DIFFICULT PATIENTS

Some pa tients are demanding and difficult to an extent that makes
them difficult to man age, but do not have a spe cific psy chiatric ill -
ness. That is to say they do not have an Axis I psy chiatric di agnosis.
The di ag no sis of per son al ity dis or ders (Axis II dis or ders) arouses
even more disagreement among psy chiatrists than most men tal ill -
nesses. Doubt exists as to whether Axis II dis orders qual ify as legiti-
mate illnesses or are just la bels for nasty or in convenient peo ple.
Even more doubt exists as to whether they are treat able. Of ten this co -
mes down to a “mad ness versus bad ness” kind of argument.

The pres ent DSM clas si fi ca tion di vides per son al ity dis or ders into
three clus ters. Cluster A are strange and ec centric but not quite
schizo phrenic. Clus ter B are flam boy ant and an ti so cial nui sances.
Cluster C are not happy camp ers but do not quite qual ify for any of
the mood dis or der di ag no ses. 

Disagreement be comes even greater when di agnosing the el derly
(Molinari et al., 1998; Agronin and Maletta, 2000). Even mild cog ni-
tive im pairment can dam age judgment so that the im possible per son
is more ob vi ously un rea son able. A mem ory im pair ment fac tor is es-
pecially evident in the common prob lem of the frequent telephoner.
These tele phone ad dicts call their fam ilies many times a day and
insist every call is an emergency; they claim not to re member the pre-
vi ous call.

Some of these personalities have been difficult all their lives and
their families be came ac customed to them, but in the nurs ing home
they have new care givers to make de mands upon. Their extra weapon
is phys ical ill ness, which makes it more difficult for peo ple to re fuse
them.

Nursing homes, in fact, are better able to man age them than are as -
sisted living and board and care res idences. In the nurs ing home the
com plaints are triaged by the nurse, who car ries a cer tain amount of
authority and can decide whether to bother the family or the doc tor
with a concern. 

One of the as sisted living residents rated as most difficult in an
Amer i can Assocation of Re tired Per sons sur vey (Kane, Wilson, and
Clemmer, 1993, p. 58) was de scribed as fol lows:

Res i dent has COPD (chronic ob struc tive pul mo nary dis ease); is
demanding, harsh with family, staff, and other res idents; alien-
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ating fam ily; does not wish to get involved in ac tivities; stays in
her room; gets out siders in an up roar regarding sup posed health
problems; doc tor is con tinually kept ad vised of her con dition;
very un pleasant lady; can per form ADLs for self but tells
daughter, “If they see that I can do it, they will expect me to do it
all the time.”

Managing such pa tients is of ten a matter of coun seling oth ers who
must deal with them rather than prescribing di rect treat ment. In spite
of the ab sence of an Axis I DSM di agnosis, the be havior can es calate
and be come so dan gerous that hos pitalization may need to be con sid-
ered. For example, fre quent telephoners may abuse 911 emergency
lines.

NOISEMAKING

Noisiness and shout ing is a com mon nui sance be havior in nurs ing
homes, which has sel dom been stud ied sys tematically. Sloane and
colleagues (1999) found a division be tween “scream ers” and “talk-
ers.” Ryan and colleagues (1988) divided noisemak ing into six cate-
go ries:

1. Pur pose less and perseverative
2. Re sponse to the en vi ron ment
3. Di rected to ward elic it ing a re sponse from the en vi ron ment
4. "Chatterbox" (these were the overtalkative; those who, once en -

gaged in con ver sa tion, re sisted at tempts to dis en gage)
5. In the con text of deaf ness
6. Other

They found about 30 percent were nui sance noisemakers. The
most com mon cat egory was “pur poseless and perseverative,” and this 
was also prob ably the most difficult for staff to live with, given the au -
thors’ definition of it as “be haviors such as moan ing, scream ing or
banging which were per sistent, oc curred with out nurses be ing able to 
identify causes, and in which noise-mak ing pa tients did not re spond
to nurs ing at tention” (p. 370).

Even with out a loud noise volume, rep etitions and perseverations
can be difficult for care givers to manage. In Parkinson’s dis ease the
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voice is of ten mo notonous, rather than loud, and rep etitious de mands
may be re peated at an even pitch and low volume. It is of ten hard to
say whether the un popularity of some pa tients with Parkinson’s dis -
ease is due to their neu rological or their men tal state (Gibb, 1989).

Causes

Noise mak ing of ten oc curs with de men tia. It is es pe cially com mon
in the nonambulant stroke vic tim who com bines de mentia and apha-
sia. Ambulant pa tients with pure Alz heimer’s are quieter. The more
mobile the patients can be kept, the less noisy they are.

Banging and in co her ent shout ing can be man i fes ta tions of ne-
glected com mu ni ca tion prob lems.

Psy chi at ric con sul ta tion was re quested for an eighty-seven-
year-old nurs ing home pa tient be cause of noisy be havior with
shouting, bang ing, yell ing, and what were de scribed as “mood
swings.” She had been nearly deaf from childhood but had been
able to drive and go shop ping up un til three years previously
when her vi sion and hear ing be came worse. The be havior de -
scribed in the nurs ing notes con sisted of noise and scream ing
that might go on all night. She banged on things and clapped her
hands and shouted that she was go ing to call the po lice and that
her money was be ing sto len. She was able to con trol her blad der
and bowels and feed her self. She was said to be un able to walk
alone, but no di agnosis to ac count for this was re corded and the
rehabilitation sec tion of her chart was empty. The staff regarded
her as de mented, and had used several antipsychotics and benzo -
diazepines to treat her condition.

On examination she was in night attire in a Geri-chair, and she 
banged loudly on the tray. I was able to get her to stand and
walk, al though she was somewhat un steady. It was very difficult
to es tablish com munication be cause she was only able to hear a
shouted voice close to her left ear. When I tried writing she told
me that she could not see with out her glasses. (The physical ex-
amination on her chart con tained the an notation “EENT wnl.”)

She expressed re sentment at having been put in the home,
shouting rep etitiously, “Who com mitted me in here?” She was
fully ori ented with no cog nitive im pairment.
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Management

Environmental

Burgio and colleagues (1996) have pointed out the nu merous meth -
od olog i cal dif fi cul ties in at tempt ing any sort of con trolled trial of
nonmedication in terventions. The emo tional impact of noisy pa tients
upon the staff deal ing with them every day can be great. This should
be dis cussed in group ses sions with the staff. Some times the vis itors
of other pa tients are up set, and they should be in formed and re assured
about what is hap pening. The impact on other res idents is also of con -
cern, but this is mit igated by the fact that so many are deaf or de -
mented. Rooms can be changed around to make sure the noise maker
is not too close to any alert pa tients with good hearing.

Auditory Input

Nursing home staff usu ally try to deal first with the shout ing by
some kind of verbal method of discussion or rep rimand (Werner,
Hay, and Co hen-Mansfield, 1995) and it is true that shouting tends to
decrease when the shouter is spo ken to or involved in ac tivities. A ra -
dio with head phones may be help ful. Burgio and colleagues (1996)
used a cas sette re corder play ing a tape of ocean noises. However, this
form of si lencing is only effective at the beginning of the dis traction.
Therefore, a pro gram must be worked out with the recreational thera-
pist for fre quent changes of the stimulus and of the environment. To
take part in such a pro gram, the pa tient should be alert and not over-
se dated.

Mobilization

Lyndon John son once de scribed an other pol itician as “too dumb to 
walk and chew gum” and many de mented pa tients stop talking when
they start walking. Even if a shouter is ambulant, it will of ten be ob -
served that he stands still to begin shout ing. Getting the pa tient out-
doors is of ten help ful. This may be because the noise is di luted by the
great out doors or be cause of the dis traction of the change in environ-
ment.
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Medication

Medications are of ten used. These can sometimes help when de lu-
sions and hal lucinations are re lated to the shout ing, and if the medica-
tion is given in slowly grad uated doses with the aim of treating
psychotic symp toms rather than se dating the patient. Usually, med i-
cation does not do much good in rep etitious shout ers. Getting the pa-
tients so sedated that they fall asleep can pro duce all the ad verse
effects of heavy se dation, and the patient who is se dated to drowsi-
ness on one shift may be back in full voice for the next shift.

DROOLING AND SMEARING

A variety of body se cretions can add to the un pleasantness of car -
ing for the in stitutionalized. The task of deal ing with these is of ten
delegated to the lowest rank ing help. The patients are liable to be
cleaned up by the time the doc tor sees the pa tient so that he or she
may fail to re alize the severity of the prob lem.

Hawking and Spitting 

Those who hawk and spit may of ten have phys ical prob lems and a
search for this should be made. Demented pa tients with bron chitis or
bronchiectasis may just get rid of their spu tum on the floor.

A heavy smoker with a his tory of al coholism and home lessness
had been ad mit ted to an in pa tient psy chi at ric fa cil ity from an
adult home because of fre quent fights. The fights re sulted from
altercations with other adult home res idents who re monstrated
with him for spit ting on the floor. The spit ting was re lated to a
productive cough due to bron chitis caused by smok ing. He had a 
deprived child hood and led an iso lated life with out ac cultura-
tion to norms of po lite so ciety. The bron chitis was treated, and
he was kept in a nonsmoking environment. He was involved in
group dis cussions on a ther apeutic com munity model, in which
the undesirability of the spitting be havior was conveyed to him.
A goal of return to the lesser care level of the adult home was set
in the psy chiatric unit. Dis cussions were held with the adult
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home staff who agreed to his re turn if spit ting had re duced to a
lower fre quency and if he at tended an out side day ac tivity. A
specific length of time with out spit ting on the floor was agreed
upon. Con tacts were made to ar range a day pro gram.

Drooling

Drooling can re sult from any cause of dysphagia, but the most likely 
in the nurs ing home set ting is parkinsonism, and the most likely cause
of the parkinsonism is the use of antipsychotic drugs. Even Clozaril
(clozapine), which does not cause dystonia, can have this effect. Ces -
sation of these drugs should be con sidered. Anti cholinergic drugs
such as Cogentin (benztropine) and Artane (tri hexyphenidyl) are of -
ten use ful but may, of course, have their own set of side effects and
adverse effects (such as dry mouth, blur ring of close vi sion, con stipa-
tion, and uri nary re tention) and can po tentially lead to de lirium.

Feces

Smearing and han dling of fe ces is sel dom due to de mentia alone.
Its oc cur rence should arouse the sus pi cion of pre ex ist ing psy cho sis.
One woman I deal with al ways sig nals her re lapse into ma nia by care -
fully putt ing a film of fe ces over every sur face in her room. She is not
a pop ular pa tient but re sponds rap idly to lithium. The de mented are
seldom so sys tematic, but when ma nia is su perimposed on de mentia
with in continence of fe ces, the re sults can be quite spec tacular. An -
other manic pa tient would pre pare mis siles out of hand fuls of his fe -
ces and hurl these at staff who in curred his dis pleasure. The be havior
disappeared com pletely and per manently when he was put on lith -
ium.

Some times the com bi na tion of de men tia, fe cal in con ti nence, and
im mo bil ity can cause smear ing. Ex ces sive lax a tive use com bined
with im mobility can con demn the pa tient to in continence of fe ces,
which the pa tient finds frus trating, and thus re acts by some of the
smear ing ac tiv i ties.

A seventy-one-year-old pa tient was found “covered from head
to toe” in liquid fe ces, while ly ing in bed. She had suffered a
stroke with right hemiplegia, but re mained able to walk with as -
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sistance, and had some use ful speech. She was later noted to
have fe cal impaction. She then suffered a hip fracture and was
operated on with suc cessful un ion of the frac ture, but she did not 
walk again.

Her med i ca tions in cluded Haldol, 2 mg each morn ing and
5 mg each night; Di lantin, 300 mg daily; docusate (Colace),
100 mg tid; and senna (Senokot), 1 tab let daily.

Coprophagia

The eat ing of fe ces is some times sus pected. It usu ally oc curs when 
demented pa tients are lying in fe ces and put their hands into it, then
rub it across their face. Fre quent cleanup and avoidance of di apering
will usually re solve the con dition.

HOARDING AND RITUALS

Hoarding

Hoarding is com mon in de mentia, regardless of cause, and of ten as-
so ci ates with re pet i tive be hav iors, hyperphagia, and pil fer ing, al though
Cohen-Mansfield and colleagues (1989) found it was not as sociated
with other an ti so cial be hav iors. De lu sions of be ing sto len from some-
times provide an ap parent ra tionale, but Hwang et al. (1998) found that
such de lusions were not es pecially prevalent among hoarders. Brit ish
and Swed ish workers in clude it as a symp tom of “frontotemporal de -
mentia” (Lund and Man chester Groups, 1994).

Management

Hoarding is gen erally a mild an tisocial be havior un less the hoarded
objects smell or can rot. For this rea son, nonperishables are of ten best
left un disturbed lest they be re placed with more nox ious ob jects. Pro-
viding ad equate open stor age space so that per ishables are not se creted
in dark cor ners is help ful. If enough staff is available, they can find
where the things are hidden and clean them out at in tervals. Such en -
forcement of ti diness must, as McCartney (1999) points out, have due
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re gard to pa tient au ton omy. Sa ti a tion tech niques are some times use ful.
The hoarder is plied with in expensive bulky ob jects of the type col -
lected. There is lit tle evidence of any ben efit from medication.

Rituals

Rit u al is tic be hav iors are of ten a simulacrum of pre vi ous work
tasks that the patient can no lon ger carry out. Such be haviors may be
innocuous but can be a nuisance. For example, washing clothes and
other articles in the toi let, some times fol lowed by at tempts at flushing
with re sultant flood ing, is a com mon be havior of the de mented.
Clumsy at tempts at cleaning can include such ac tivities as wiping
urine off the floor with pieces of cloth ing.

Abnormal movements of ten oc cur in schizo phrenia. They are ste -
reotyped but elab orate and not completely repetitive. These days the
distinction from tardive dyskinesia is of ten ques tioned, but the move-
ments of tardive dyskinesia are sim pler and usu ally lim ited to the lips
and tongue. Other or ganic neu ro log i cal causes in clude Hun ting ton’s
cho rea and hemiballismus fol low ing stroke.

Management

The skills of the rec reational or occupational therapist are of ten use -
ful. Fatis, Smasai, and Betts (1989) de scribe man ag ing rit u al is tic laun-
dering by providing a sub stitute ac tivity of washing cloth ing in a sink.
When the pa tient is psy chotic and tardive dyskinesia is sus pected, the
only an swer is to see what hap pens when the pa tient is com pletely off
antipsychotic drugs for several months, but the experiment may not
produce ben efits worth its risks. Sub stituting an “atypical” antipsy-
chotic drug for one of the older ones may be con sidered.

INCONTINENCE OF URINE AND FECES

Half of all nurs ing home res idents suffer from in continence (Na -
tional In stitutes of Health, 1988). The burden of in continence on
care givers is so heavy that it is a ma jor cause of institutionalization.
In con ti nence is a con di tion that trans gresses spe cialty bound aries,
and its causes may lie above the neck or be low the waist or both. It is
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sometimes as sumed that any case of in continence of urine in an el -
derly per sons with any men tal symp toms is due to de mentia, the de-
mentia be ing of such severity that the vic tims do not care whether
they wet themselves. This can ul timately happen, of course, and,
since de mentia is very com mon, cases of in continence of urine purely
due to the severity of de mentia are not rare, but they are not the major-
ity of cases.

In prac tice there is not usu ally one sin gle cause of in continence,
but an in teraction of men tal ill ness and gen eral med ical and lo calized
gen i to uri nary prob lems. 

Terms used in con nection with in continence in clude urge in conti-
nence, stress incon ti nence, in con ti nence with over flow, func tional in-
con ti nence, and neurogenic blad der.

Stress Incontinence

Stress in continence arises in fe males as a re sult of trauma during
childbirth and causes urine to leak with cough ing or laugh ing. Some
women have been mar tyrs to in continence for years be cause of pel vic
floor weak ness, but have cleverly man aged to cope with the con dition
and con ceal it by a variety of com pensating devices, such as fre -
quently chang ing cloth ing and stay ing close to a bathroom. When a
phys i cal con di tion re duces their mo bil ity, and a men tal dis or der re-
duces their fac ulty for con cealment, then the effects of the pel vic
floor con di tion be come ap par ent.

Urge Incontinence

Urge in continence is what the name sug gests. It is as sociated with
conditions, such as in fections, that cause the vic tim to have to void ur-
gently and fre quently. It can also be a manifestation of the neuro genic
blad der. Neurogenic blad der re fers to the blad der changes found when
control is lost at the spinal cord level. Some agitated de mented
women will con stantly de mand to be taken to uri nate and will be
found, on cystoscopy, to have low ca pacity blad ders with trabecu-
lated walls sug gesting a neurogenic blad der, yet they re spond better
to behaviorally ori ented treatment than to neu rological treatment or
med i ca tion (Lackner, Roach, and Kennedy, 2000).
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Incontinence with Overflow

In con ti nence with over flow can be neurogenic or re sult from ob -
struction to the out flow of urine. The blad der dis tends until it over-
comes the ob struction and then there is a drib bling in continence.
Obstruction oc curs in the male as a re sult of pros tate en largement or
urethral dis ease. Anticholinergic drugs can be a factor. Ob struction
usually causes acute distress in the male and leads to early treat ment,
but it can happen with out ar ticulate complaint of pain in the de mented
or drugged.

Functional Incontinence

Functional incontinence means that the func tion of the lower uri -
nary tract is in tact, but that im mobility or de mentia in terfere with the
ability to con trol the bladder. The vic tim can not get to the bath room
or does not know how to get there. In continence in nurs ing homes is
largely func tional incontinence, as evidenced by the fact that it is
strongly as sociated with de mentia and the use of re straints (Morley,
1999).

Investigation of Incontinence

The investigation of in continence in a nurs ing home has to begin
with, rather than be sup plemented by, an evaluation of men tal sta tus,
and of whether there is awareness of loss of con trol. Med ications
must be reviewed. The mo bility and ability to find and walk to the
bathroom must be as sessed. A rec tal examination for an en larged
prostate is im portant in the male. The bat tery of rou tine ad mission
tests will usu ally in clude blood urea ni trogen and uri nalysis. De ci-
sions about how much fur ther to pro ceed with investigations usu ally
need team dis cussion, un less the pa tient is fully ca pable of un der-
stand ing and mak ing in de pend ent de ci sions.

If any in tru sive ex am i na tion at all is jus ti fied, then catheterization
for mea surement of a postvoiding urine volume should be done. How
far to pro ceed af ter this will de pend on the par ticular case and the
avail abil ity of uro log i cal con sul ta tion. A cystometrogram and cysto-
scopy would be the next steps along the line of full investigation, and
usually means re ferral to a urol ogist.
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Management of Incontinence

In prac tice, al though in ves ti ga tions are rec om mended, it is sel dom
that spe cific treatment of a spe cific con dition pro duces good re sults,
except for the male with re tention due to be nign pros tatic hypertro-
phy. Treatment of in fections sel dom cures in continence. Most nurs -
ing home pa tients are not good can didates for spe cific treatment of
stress in continence. There is, in fact, a baffling ten dency for the prob -
lem to get better with attention fo cused on it. This may be due to im-
provement of mo bility, fre quent es corting to the toilet, or ease of
access to toi let fa cilities. Some nursing homes are more efficient in
this re spect than oth ers. Some smell of urine and some do not.

Medication

Several drugs are used. When there is a re sidual urine then drugs
that cause the blad der to con tract more vig orously such as betha -
nechol (Urecholine) may be used. An op posite tack is to use drugs
such as oxybutynin (Ditropan) and tolterodine (Detrol), which have a
blocking effect by caus ing con traction of the ure thral sphincter.
These drugs have anticholinergic prop erties that can ad versely affect
cognitive func tion (Katz et al., 1998).

Prompted Voiding

The most effective part of most bladder train ing regimes is fre -
quently tak ing the pa tient to the bath room or “prompted voiding.”
This is help ful regardless of the cause of the urinary in continence.
Drawbacks are that it may be regarded as a vi olation of per sonal au -
tonomy and can in terfere with sleep (Cruise et al., 1998).

Diapers and Pads

If all else fails, then ab sorbent pads, garments, or di apers can be
tried. These have many dis advantages be sides their obvious aes thetic
ones, but they should be available for pa tients who say they need
them.
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Catheterization

Urinary in continence is some times given as a rea son for in serting
a Foley cath eter. This seems il logical, since someone drain ing urine con-
tinuously into a bag can hardly be said to be con tinent of urine.
Con tin u ous catheterization may have to be used for ob struction when
surgery is re fused, al though an un grateful pa tient has of ten dem on-
strated the patency of his ure thra by pull ing out a Foley cath eter com -
plete with its in flated bal loon.

The mo tives be hind the wide spread use of cath eters are prob ably a
mat ter of med i cal an thro pol ogy. Ribeiro and Smith (1985) found that
one-tenth of pa tients in three nurs ing homes in Mas sachusetts had
chronic in dwell ing cath e ters, with no valid rea son in most cases.
One-third of those who die with long-term catheters in place will be
found at au topsy to have acute pyelonephritis (Warren, Muncie, and
Hall-Craggs, 1988). They die in dry beds.

Incontinence of Feces

Incontinence of fe ces is less com mon and less well tol erated than in -
continence of urine. If it is due to de mentia, the dementia is very ad -
vanced and ac companied by im mobility. Smith (1983) found that all
pa tients with per sis tent in con ti nence of fe ces were “de mented, very
demanding, or both and were therefore un popular with staff” (p. 695).

Incontinence of fe ces in nurs ing homes can be iatrogenic. Most
nursing home pa tients re ceive lax atives. Some nurs ing homes have
laxative or ders preprinted on their or der sheets or on rub ber stamps,
so as to en sure compliance with the lax ative rit ual. This rit ual is older
and stron ger than med ical sci ence. It has roots in our earliest con tacts
with the con trols im posed upon the developing child by the adult
world. The be lief that con stipation is bad cen ters around ideas that
toxic sub stances will be retained in the body if def ecation is not fre -
quent. Those who hold this be lief strongly will, con sciously or sub -
consciously, at tribute many ail ments to the re tained poi sons and will
seek for themselves, or for their pa tients, a bowel movement every
day. Querying the de sirability of this can arouse strong emo tions.

Many of the ad verse con sequences of con stipation in nurs ing
home pa tients re sult from the remedies, rather than the con dition they
set out to cure (Alessi and Henderson, 1988). In deed, the only physi-
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cal illness that can be laid at the door of in frequent bowel movement
is of ten due to the pro longed use of lax atives. This is fe cal impaction.

In fe cal impaction, the rec tum con tains fe ces that are rock hard,
called scybalous fe ces. Some such pa tients will also have the co lon
loaded with fe ces on an X-ray examination. (The nor mal rec tum is
empty on dig ital examination, and nor mally a plain X-ray of the ab -
domen will not show fe ces.) Fe cal impaction is some times as sociated
with a form of “diarrhea.” What hap pens is that a very liq uid stool
leaks past the rocky fe ces. This can produce in continence of fe ces. If
no one both ers to do a rec tal examination, and es pecially if the pa tient
is too de mented to complain, then the con dition may be mistreated
with antidiarrhea med ications, such as diphenoxylate with at ropine
(Lomotil) or loperamide (Imodium).

SEX

It may seem pu ritanical to list sex un der the head ing of an tisocial
behaviors. Sex in the nurs ing home may have its pos itive as pects, and
freedom of sexual ac tivity is now regarded as a pa tient’s right, but
nursing home staff usu ally have con servative at titudes about sex, do
not be lieve that the is sue of sexual ac tivity in a nurs ing home is im-
portant, and are skeptical about any at tempts to change these attitudes
(Steinke, 1997). 

The most com mon sexual be haviors ob served in nurs ing homes
are handholding, touch ing, kiss ing, and pet ting. Most el derly nurs ing
home res idents do not mas turbate or have sexual in tercourse, al -
though most men continue to have sex fantasies (Wasow and Loeb,
1979).

Sexual ac tivity ini tiated by staff is rarely a prob lem. Touching and
hugging are nowadays ta boo in most psychotherapeutic set tings, but
some writ ers make an exception for the el derly and have ac tually rec -
ommended such pro cedures in deal ing with nurs ing home pa tients.
Possibly this is be cause they regard the de mented as childlike, or they
believe the el derly are so un attractive that no sus picion of im propriety
can arise. However, even if this is so, not all res idents are el derly, and
there have examples of sexual as sault and even im pregnation of nurs -
ing home res idents by staff.
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A mus cular, young Af rican Amer ican was stricken by a stroke.
After six weeks in a re habilitation cen ter, he made no prog ress
and was rel egated in de spair to a nurs ing home. His left arm and
leg re mained flac cid and limp, but these disabilities did not ex-
tend to all his mem bers. He aroused the ardor of an at tractive fe -
male aide, who spent long ses sions with him, to which the
administration turned a blind eye. Af ter a few months, by brac -
ing his left side with the sheer mus cle power of his right side, he
walked out of the home to take up res idence with her.

Behaviors that most commonly cause con cern to staff are mas turbation
and sex ual in ter ac tions be tween in com pe tent, de mented pa tients. Many
of the sexual misbehaviors of the el derly are non-or gas mic, with out
penile erection or ejaculation, and con sist of touch ing, fon dling, and ac -
costing. This is fre quent in institutions and fe male staff are likely vic -
tims.

Szasz (1983) iden tified three types of be havior among aged male
nursing home res idents: sexual talk, sexual acts, and implied sexual
behavior. Some acts were ac ceptable and the up set caused by them
could be re duced by staff dis cussion.

Management of Antisocial Sexual Behaviors

Management of dis turbed sexual be havior should begin with find-
ing out who is dis turbed by it. Some staff are up set by the pa tients
having any sex life at all. Tolerance may be considered but the feel-
ings of vic tims should be carefully con sidered. Failing to heed the
complaints of un derpaid staff who need their jobs to sur vive can
amount to ha rassment. Open dis cussion of at titudes among staff can
increase com fort with sexual is sues. A use ful ap proach in meetings is 
to pres ent a sce nario or case his tory and en courage par ticipants to
share how they would in tervene.

Be hav ior such as per sis tent open mas tur ba tion can be dif fi cult for
the most broad-minded to tol erate. Such disinhibited ac tions may be
especially common with right fron tal brain lesions, but in most cases
spe cific neu ro log i cal or endocrinological ab normality can be found.
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Medication

Use of antiandrogenic med i ca tion re mains con tro ver sial (Jensen,
1989) be cause such treat ment can the o ret i cally pro duce chem i cal
castration and eliminate all sexual plea sure. On the other hand, it has
been argued (Coo per, 1987) that the demented elderly are in undated
with drugs anyway, and these are more harm less than most. 

Levitsky and Owens (1999) have reviewed the phar macologic
treat ment of hypersexuality and paraphilias in nurs ing home res i-
dents. No pla cebo-controlled dou ble-blind trials in el derly males
were re ported. Antiandrogens (six cases), estrogens (forty cases),
gonadotrophin-re leas ing hor mone analogs (one case in a forty-three-
year-old with de mentia), and an tidepressant drugs (three cases) have
been used. Ab errant male sex be haviors in the elderly are of ten
nonorgasmic; that is to say they do not cul minate in erection and ejac-
ulation. It might be expected that med ications that prevent arousal
would be more use ful in orgasmic be haviors.

Stewart and Shin (1997) re ported a sixty-nine-year-old de mented
patient living in an as sisted living facility whose be haviors in cluded
fondling or exposing him self to fe male pa tients, staff, and vis itors;
masturbating in pub lic; and repeated graphic re quests for sexual fa-
vors. He had failed to respond to a variety of psychotropic drugs
(haloperidol, thioridazine, lorazepam, lith ium, and amitriptyline).
One week af ter start ing 20 mg per day of paroxetine (Paxil), these be-
haviors had im proved “around 95 percent” in the es timation of staff,
and the im provement had been main tained for three months at the
time of re porting.

Raji, Liu, and Wallace (2000) de scribed a ninety-year-old fe male
nursing home pa tient with sexual ag gression. She would dis robe and
grab at men’s pel vic ar eas and would kick and hit when her sexual ad -
vances were re jected. She failed to re spond to valproic acid or
paroxetine, but im proved within a week after starting citalopram (Celexa),
20 mg daily.

Kyomen, No bel, and Wei (1991) de scribed a ninety-two-year-old wid -
ower in a nurs ing home with pros tate cancer and pro gressive de mentia
who began to have vi olent ep isodes. “He forced his exposed pe nis into the
face of a woman, and per sistently thrashed his body against her. He ap -
proached other women, took their hands, and placed them on his body and 
pe nis” (p. 1111). Di eth yl stil bes trol was given and phys i cally ag gres sive
be hav ior re duced con sid er ably af ter three weeks of treat ment.
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Chapter 18

The Medical Interface

MEDICALIZATION OF CARE

The rea sons for plac ing peo ple in nurs ing homes are many. These
may in clude med ical ill ness, but the amount of state-to-state variation
alone makes it un likely that this is truly the ma jor rea son. For exam-
ple, in 1990, Wisconsin had ninety-four nurs ing home beds for every
1,000 peo ple over sixty-five, but Hawaii had only nineteen (Marion
Merrill Dow Man aged Care Di gest, 1991). Such sta tistics sug gest
that be ing in a nurs ing home is not a mat ter of ob jectively di agnosed
phys i cal ill ness. Dif fer ences ex ist in the dis tri bu tion of dis ease, but
not to this extent. Nevertheless, nurs ing homes are set up and staffed
and financed so as to give a countertherapeutic em phasis to be low-
the-neck med i cal ill ness.

The in ter face be tween med i cal and psy chi at ric prob lems pres ents
a par adox. Harm is done to the psy chiatrically ill el derly by the medi-
calization of their care. Yet this harm is harm to their physical well-
being. It re sults in in creased death rates.

What are the mo dalities by which the pro cess of medicalization
harms the men tally ill el derly? Prob ably the poor re sults of nurs ing
home treatments of the behaviorally disturbed re sult from a gen eral
feeling that all the el derly are se nile and de mented, that de mentia can -
not be treated, and that therefore only the medical as pects of their ill-
ness should be treated. This re sults in con centrating on the medical
treat ment of psy chi at ric pa tients while ne glect ing the psy chi at ric treat-
ment of med ical illness. Oversedation, use of re straints, and loss of
mobility have been dis cussed. Polypharmacy is sometimes to be in-
dicted.
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Polypharmacy

One rea son the effects of drugs may be del eterious among pa tients
in nurs ing homes is that pa tients are more likely to take the drugs pre -
scribed for them. In their own home, the el derly have the good sense
to take only a pro portion of the drugs their doc tors think they are get -
ting, al though they are li able to coun terbalance this by taking a few
that their doc tors do not know about (Spagnoli et al., 1989).

Oligopharmacy must not be ir rationally el evated into a guiding
prin ci ple. Careful care by con sci en tious doc tors with ge ri at ric ex per -
tise can some times le git i mately ne ces si tate the use of mul ti ple med i -
ca tions (Rozzini et al., 1989), which are use ful and nec essary.

PAIN

Much of the psy chology of pain is the psy chology of failure to pro-
vide ad equate pain relief. Nursing home pa tients of ten suffer pain,
which is com monly left un treated, especially if they are black or very
el derly (Bernabei et al., 1998; Engle, Fox-Hill, and Graney, 1998).
This undertreatment is, par a dox i cally, prob a bly an other as pect of
medicalization. The undertreatment of pain in the acute care gen eral
hos pi tal was partly mo tivated by the sense of a life-saving mis sion.
Pain might ac tually have di agnostic value. To get rid of it was mere
symptomatic treat ment un likely to save the pa tient’s life. Another
factor in the medical hos pital is the fear by doc tors and nurses of be -
ing conned by ad dicts shop ping for drugs. A fear more likely to affect
the nurs ing home doc tor is be ing ac cused of prac ticing eu thanasia.

Some legal and ad ministrative ob stacles to pain re lief are outside
the con trol of the in di vid ual prac ti tio ner (Amer i can Med i cal Di rec tors
Association, 1999). In many states a nurs ing or der for a con trolled
drug can not be writ ten just on the home’s own or der sheet but must be 
handwritten on the doc tor’s pre scription blank. An other piece of bu-
reau cratic id i ocy is the “trip li cate” pre scrip tion blanks prof it ably sold
by state health de partments which al low only a thirty-day sup ply of a
nar cotic. 

In severely de mented or noncommunicating pa tients, pain must be
con sid ered as a pos si ble cause of be hav ior dis tur bance.
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A nurs ing home pa tient began to have out bursts of dis turbed
behavior at mealtimes. She had no un derstandable speech and
had to be fed by hand. An aide no ticed that the out bursts oc -
curred when ever she was given ice cream, previously a favorite
food. This led to a diagnosis of trigeminal neu ralgia, which re -
sponded promptly and completely to treat ment.

BEDSORES

The prevalence of pres sure sores in nurs ing homes averages about
11 per cent, but varies among nurs ing homes (Morley, 1999). This
variation may oc cur be cause some nurs ing homes have different pop -
ulations of pa tients or be cause some homes are better man aged than
others. The lon ger the pa tient is in the nurs ing home, the more likely
the oc currence of pres sures sores, with about 20 per cent developing
one sore af ter two years (Bennett et al., 2000). The pa tient be havior
associated with pres sure sores is loss of mo bility, especially be com-
ing bed rid den. 

Much is sub jective in bed sore man agement. Many doc tors and
nurses have favorite rec ipes and sched ules for preventing and treating
bedsores and many new devices and prod ucts have been in troduced.
Few have been sub ject to sci en tific in ves ti ga tion (Ferrell, 1998).
Those who develop spe cial recipes for mix tures to ap ply to the bed -
sore may get good re sults be cause of their enthusiasm.

The pres sure sore can be explained in purely phys iological terms.
When the blood sup ply of tis sue is cut off, it is de prived of ox ygen
and gan grene sets in. Pres sure on an area can cut off blood sup ply.
Muscle is rather more li able to dam age this way than is skin or fat or
connective tis sue. Mus cle is killed if its blood sup ply is cut off for two
hours. If the pres sure on any one part of the body is over 32 mm Hg
for more than two hours, then the blood sup ply is cut off and a piece
of tis sue dies. There are two ways to prevent this. One involves
distributing the body weight over the chair or mat tress so per fectly
that no part exerts a pres sure higher than 32 mm Hg. This sel dom
works.

The sec ond method is to move every part of the body more of ten
than every two hours, which is more likely to work. In fact, if a patient
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becomes fully alert and am bulant, the biggest and worst bed sore that
ever was will heal without any med ical or surgical treat ment.

Why do pa tients not become fully alert and ambulant? Causes can
originate from dis ease be low the neck but in gen eral, the causes are
psychological, so cial, and economic. It is rare to see a bed sore per sist
in a pa tient who is alert and fully oriented, not severely de pressed,
and not be ing se dated or re strained. In dealing with bed sores the im -
portance of mo bility must be emphasized, but this must be done in a
tactful way with out sug gesting any failure on the part of the staff.
Guilt and blame can eas ily arise in dealing with bed sores. Mo rale is
higher when deal ing with bed sores that orig inated out side the nurs ing
home and these are more likely heal.

AIDS

AIDS has not yet made the impact on nurs ing homes that was ex-
pected when the epidemic began, although one Amer ican in a thou -
sand is HIV pos itive. The HIV-positive state is more com mon in the
board and care homes. These are usu ally in ner-city res idents whose
risk factors have been drug use and pro miscuity, rather than ho mo-
sex u al ity. This pop u la tion ex hib its many of the psychosocial prob -
lems arising from their lifestyles. Board and care home res idents with
suspect illnesses of ten re fuse HIV blood tests. The staff in the board
and care homes are relatively phleg matic about AIDS. This may re -
flect that they do not need to carry out nurs ing pro cedures that bring
them into close pa tient con tact. It may also re flect that they are so
long rec onciled to the idea of car ing for those whom oth ers have re -
jected, that an extra burden of stigma car ries lit tle meaning.

Why has such a prevalent dis ease not yet had a more severe im pact
on the nursing homes? Re luctance to ac cept pa tients may be a fac tor.
Al though overt dis crim i na tion is il le gal, many nurs ing home ad min -
istrators re main ner vous about ac cepting AIDS pa tients. They may
fear that staff will be lost if they begin to ad mit AIDS pa tients. Health
care workers who have ca sual con tact with, or provide rou tine care
for, pa tients with HIV in fections do not re ally risk in fection (New
York State De partment of Health, 1988). Reassurances, however, are
not always convincing, and one of the major psy chiatric tasks in
health care in stitutions is deal ing with the fears of the staff.
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Underrepresentation in the nurs ing homes may not occur en tirely
due to discrimination. Segregation may be self-imposed be cause
AIDS pa tients are mostly young. The young who are not demented or 
psychotic do not want to be in the nurs ing homes with the old and de -
mented. In some cases AIDS causes de mentia. However, the life ex-
pectancy of those with AIDS de mentia is limited, so there has not yet
been a strong de mand for nurs ing home care for this group. Oth er-
wise AIDS vic tims, however de pressed and de moralized, are cog nitively
intact and not psy chotic.

Another rea son is that AIDS care does not fol low the model of care
for the aged who are chron ically ill. AIDS is an ill ness of long pe riods
that are relatively asymptomatic, punctuated with acute severe ill -
nesses ne ces si tat ing hos pi tal iza tion (Benjamin, 1988). As one di rec -
tor of nurs ing ser vices put it, “AIDS is like a roller-coaster be cause
residents can have a 103-degree fever, night sweats, and nau sea for a
day or two, then boom, they’re go ing out to the the ater the next day”
(Mason, 1991, p. 37). Some are drug us ers. Some en ter for short stays 
and are then re leased; they are of ten alien ated from their fam ilies and
need housing.

One an swer has been for some nurs ing homes to spe cialize in care
of AIDS, which can be an ad vantage in re cruiting staff. Apart from
fear of con ta gion, tra di tional nurs ing home staff ex pe ri ence stress
from facing death and dy ing is sues with this young pop ulation, and
may be un sympathetic to their lifestyle. A cadre exists, however, of
those who are well mo tivated to deal with these prob lems but would
not rel ish cop ing with tra ditional elderly and chron ically dis abled
nurs ing home pop u la tions.

NUTRITION

Obesity and Diabetes 

Obesity is a par ticular threat in the nurs ing home be cause so many
nursing home res idents are vic tims of ar terial dis ease, high cho les-
terol or tri glycerides, or di abetes. None of them are likely to exercise
vig or ously.

Limiting food in take can be more difficult than ensuring ad equate
food in take. The obese ma turity on set di abetics who eat themselves
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into hos pital, and from there into a nurs ing home, have had a lifetime
of prac tice in cir cum vent ing di etary re stric tions. One ob sta cle is the
sweet tooth that the el derly develop due to the at rophy of some spe -
cialized taste buds with age. The use of fruc tose and low cal orie
sweeteners may be especially use ful for this (Endres, Poon, and
Welch, 1989).

The nurs ing home offers an ad vantage over in dependent living or
the gen eral hos pital when it comes to di etary treatment. In dependent
living al lows un limited ac cess to snack ing and hos pital lengths of
stay are too short for di etary treatment to have an im pact.

Pa tient au ton omy must be con sid ered. Di etary re stric tions af fect
one of the few re maining sources of plea sure. On the other hand, a
low-calorie diet can be made pleas ant and in teresting. The pa tient’s
ability to make ra tional de cisions must be assessed. Many pa tients
will un derstand that the diet is pre scribed for the ben efit of their
health. Those too de mented to un derstand are not likely to overeat.

It is of ten rel atives, and even some times staff, who ques tion the
need for di etary re striction and to monitor diet ad herence. Our feel -
ings about eat ing are affected by cultural back ground and child hood
conditioning. Ema ciation and failure to eat cause grave con cern, but
the risks of obe sity are trivialized.

Pica

Changes in eat ing hab its are com mon in de mentia (Mor ris, Hope,
and Fairburn, 1989). Some times the de mented pull every ob ject in
sight to the lips and try to eat it. Many will eat with their hands. Pica,
the eat ing of nonfood items, is com monly as sociated with very young 
children and the mentally re tarded. When ob served in the ge riatric
nursing home pop ulation, it will of ten be found that the pa tient has a
history of schizo phrenia. Nash, Broome, and Stone (1987) de scribe
suc cess ful treat ment by be hav ior mod i fi ca tion of a sev enty-year-old
patient with this con dition.

In prac tice, the knowledge most important in the man agement of
this be havior problem is med ical and surgical. Staff must be fa miliar
with the dan ger, and fre quent lack of danger, aris ing from swal lowed
articles, so that the pa tient is not rushed to the emergency room too
fre quently.
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Weight Loss

The ob servation is of ten made that the de mented eat ravenously
while los ing weight. Frank lin and Karbeck (1989) sug gested that the
weight loss of Alz heimer’s dis ease is due to a met abolic ab erration
inherent in the disease. The fam ily is li able to say that the pa tient is
not be ing fed prop erly, and the nurs ing staff and aides usu ally say that
the pa tient is not eat ing well.

When pa tients fail to eat, the amount of anx iety aroused in the
nursing home by food re fusal is of ten dis proportionate to any real
dan ger of death from star vation (Norberg et al., 1988). Spe cific phys -
ical and psy chiatric causes for weight loss should, of course, be
looked for, es pe cially de pres sion. 

High-calorie liquid foods with names such as En sure or Sustacal
are popular. They provide a nice aura of scientific med ical treat ment,
although they are only log ically necessary in cases of dysphagia
where solid food can not be taken. Favorite foods, eth nic foods, and
foods brought in by the family can be tried. Wine is an ap petite stimu-
lant and calorie source backed by five thou sand years of clin ical expe-
rience. The dietician should form part of the treat ment team that
decides the care plan.

Tube Feedings

Arguments about tube feed ings may be prac tical and may be philo -
sophical and ethical. Ideally, we should set tle the practical prob lem
first be fore ad dressing the eth ical ques tion, but the two are not always
distinct. We should de cide whether the tube feed ing will pro long life.
This is not as easy as it sounds. Doubt exists about whether tube feed -
ing is a life saving in tervention in the de mented elderly (Camp bell-
Taylor and Fisher, 1988; Gillick, 2000) but Cogen (1988) sug gests
that negative views about the life-pro longing efficacy of enteral feed -
ings are mo tivated by a wish to avoid fac ing the difficult eth ical is sue.
At any rate, both viewpoints should be aired dur ing pa tient care plan
meet ings.

Traditional nasogastric tubes are only used on a tem porary ba sis,
for up to about two weeks. The clas sical gastrostomy involved the open -
ing of the ab domen by a surgeon. The tube then passed into the stom-
ach from the outside was usu ally a Foley cath eter, which was held in
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the stom ach by a di lated balloon on the in side end. Re placing the tube 
was rel atively easy. When it was wished to try nor mal feed ing, the
tube could be removed and the open ing would re main pat ent for up to
several weeks if the tube needed to be reinserted.

It is now be coming more com mon to per form a “percutaneous”
gastrostomy. A nar row tube is poked through the ab dominal wall,
into the stomach, with out cut ting open the abdomen. No ma jor cut -
ting or stitching is involved. These tubes have their ad vantages but
they are not eas ily re moved if they be come blocked or are no lon ger
needed. They are an chored in side by a la tex plug, which takes a year
to de compose. Usually the gastroenterologist has to be called when
anything goes wrong with them.

Com pli ca tions of gastrostomies in clude skin ir ri ta tion, moniliasis,
and gran ulation tis sue at the stoma, leak age around the tube, and re -
spiratory dis tress. The first ac tion re quired when a gastrostomy pa -
tient is short of breath is to stop the feeding for a while, then
recommence at a lower rate. If this needs to be done too of ten, the
purpose for which the gastrostomy was per formed may be defeated.

Gastrostomy pa tients usu ally die less than a year later, except in
those cases in which the pro cedure is done as a temporary mea sure
be cause of a re cov er able swal low ing dif fi culty, such as that fol low ing 
a stroke (Fisman et al., 1999). Death is likely to oc cur from a com pli-
cation of the feeding tube itself (Thomas, Kamel, and Morley, 1998). 
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Chapter 19

Neurological Disorders

Any dis tinc tion be tween the spheres of psy chi a try, neu rol ogy, and
general med icine in evitably must be blurred and must of ten be ar bi-
trary. The re lationship be tween the two spe cialties over the years has
rather re sembled one of those Hol lywood marriages in which the di-
vorced re marry and then separate again. Ill ness is among the fac tors
that cause people to en ter nurs ing homes, and the illnesses most likely
to cause institutionalization are those that dam age the brain and affect
the abil ity to cope independently with the com plexities of life. Dam-
age to the spi nal cord alone can cause severe phys ical hand icap,  but
this sel dom leads to nurs ing home placement. Even quad riplegics can 
manage to stay home if they have enough money and family and so -
cial sup port.

COMMUNICATION IMPAIRMENT

Many nurs ing home pa tients do not talk. This pres ents spe cial dif-
ficulties for men tal health work ers trained to use verbal skill, but such
patients are not always regarded as difficult by the rest of the staff.
The mute do not com plain and are easy to ig nore. However, they are
in dan ger of los ing their mobility and ADL ca pacity. It is im portant to 
have some sys tem atic scheme for as sess ing the noncom mu ni cat ing
patient, par ticularly when serv ing as con sultant, and see ing the pa -
tient only once. Ultimately, some thing in tuitive is involved. The ge-
nius of Anne Sullivan lay, not in the par ticular meth ods she used to
teach Helen Keller, but in her rec ognition that in side was an in telli-
gent be ing. The prob lem, however, with pure in tuition, and re liance
on the glint in the pa tient’s eye, is that it can lead us to con firm what
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we al ready be lieved. This systematic scheme need not ad here to any
particular textbook, al though it is of ten use ful to say which tests were
carried out, such as ability to re peat phrases, un derstand writ ten com -
mands, and name common ob jects. Any com munication prob lem
must be listed as a prob lem and ad dressed as a prob lem. Then it can
be treated by the treat ment team as a prob lem.

In the nurs ing home it is un likely that a com munication prob lem is
due to one sin gle cause. The causes that must be thought of in clude
cul tural and lan guage bar ri ers, de men tia and other men tal dis or ders,
deafness, and apha sia.

Language and Culture

In an im migrant-based society, the el derly are those most likely to
have re tained the lan guage of their coun try of or igin but, for some of
the rea sons dis cussed in Chap ter 9, the re cent im migrant groups are
un derrep re sented in the nurs ing home res i dent pop u la tion. Com mu -
nication bar riers among staff and pa tients and fam ilies can arise when
their eth nicity differs and may be at tributed to lan guage bar riers but
more often have their origin elsewhere—sometimes in ra cial prej u-
dice.

Psychiatric Illness

The de mented all eventually lose the power of speech. Those with
Alzheimer brain changes re tain the abil ity to read re markably well
while early on losing the ability to name com mon ob jects. Patients
with al cohol-related brain dam age show con fabulation. That is to say
they may be able to con duct in teresting conversations about pol itics
while be ing to tally disoriented in space and time. 

Schizophrenic and de pressed pa tients who end up in nurs ing
homes are usu ally the ones who do not talk. Noncommunicating psy -
chotic pa tients may tend to get selectively in stitutionalized. They can
pres ent such over whelm ing prob lems of med i cal, psy chi at ric, and so-
cial di agnosis that the only so lution seems to be to in stitutionalize
them, and then they, of course, make no vocal pro test. Pos sibly pro -
longed institutionalization it self pro duces noncommunication.
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Deafness

Even a rel atively sim ple phys ical dis ability such as deafness has
psy cho log i cal ram i fi ca tions. Ob taining a hear ing aid for a nurs ing
home res ident re quires an ENT con sultant, an au diologist, and a hear -
ing aid dealer, as well as de termining who pays them. Hear ing aid
batteries must be changed once a week. The task is not easy, and a
qualified staff mem ber should be spe cially assigned to do this.

In a nurs ing home, many pa tients have $800 hear ing aids that they
do not use. They may or may not be con fused, and it can be difficult to 
tell why they do not use the hear ing aid. This sit uation can be frus trat-
ing, re sulting in the staff giving up on at tempts at com munication.
The po tential for improvement by a hearing aid can sometimes be as -
sessed by the old trick of putting the stethoscope ear pieces in the pa -
tient’s ears and talk ing loudly into the chest piece or by us ing an
inexpensive hear ing as sistance device such as that de scribed by Rizzolo
and Snow (1989).

In the ory, if the pa tient is to tally deaf and wants to be cog nizant of
his or her sur roundings, and can see and read, then a com munication
board should help. Ideally, this should be a large writ ing board with a
big Magic Marker. It can be sur prisingly difficult to organize this, and 
it will sel dom be used. In fact, its main ad vantage will be di agnostic.
It en ables one to de cide how mo tivated the pa tients re ally are to com -
municate (and how mo tivated the staff is to communicate with them).

Aphasia

Disease of the left side of the brain can pro duce in the right-handed a 
speech disturbance called apha sia. In ability to ut ter speech is called ex -
pres sive (or Broca) apha sia; in ability to un derstand speech is called
receptive (or Wernicke) apha sia. More elab orate sche mata, based on
philo soph i cal and neu ro ana tomi cal prin ci ples, have been de vised
from time to time to clas sify aphasia. It is im portant to differentiate
apha sia from de mentia. This is not so much be cause it leads to treat -
ment of the aphasia it self, but be cause it sug gests ways of com muni-
cating with the pa tient in spite of it.

Iden ti fi ca tion of the nondemented apha sic usu ally de pends on
some kind of test of vi sual mem ory. The ser vices of a neuro psy -
chologist or speech pa thologist can be helpful in this differentiation

Neurological Disorders 201



but are not al ways available. Neuropsychologists are usu ally only
available in teach ing cen ters.

Speech Therapy

The role of the speech pa thologist is largely di agnostic. The effec-
tiveness of speech ther apy as treat ment can be difficult to dem onstrate
although it has been confirmed by re cent meta-analysis (Robey, 1998). 
Once the speech pa thologist has shown what the pa tient’s prob lem is
and has dem onstrated how to com municate with the pa tient, the rest
of the team must fol low through.

STROKE

Disease of the ar teries may cut off the blood sup ply to a part of the
brain. The re sult may be to pro duce a stroke or de mentia, or both. The
dementia aris ing from brain ar tery dis ease has been variously termed
“hard en ing of the ar ter ies,” “arteriosclerotic de men tia,” “multi infarct de-
men tia,” and (most re cently and of fi cially) “vas cu lar de men tia.” The
word stroke is nor mally used for the phys ical events. In the most
typical kind of stroke, a sud den loss of con sciousness is fol lowed by
paralysis of the limbs of one side (hemiplegia). If the pa ralysis is of
the right side of the body, then the power of speech is lost (apha sia).

Very of ten some re covery of the pa ralysis and apha sia oc curs in the 
first few weeks af ter a stroke, but this pe riod is usu ally spent in a
hospital, and hope of fur ther use ful re covery has been given up when
the pa tient en ters a nurs ing home. Apart from dementia, a variety of
psy chi at ric con di tions can ac com pany stroke (Birkett, 1996). The
emotional re sponse may range from ap athy to an ger.

Depression

Depression can ac company strokes. The or igins of this are con tro-
versial. Obviously, there may be de moralization due to the phys ical
handicap pro duced by the stroke. The acute con dition is of ten treated
in the general hospital. Some times the patient is then trans ferred to a
rehabilitation unit. The nurs ing home is usu ally viewed as the end of
the line, and the pa tient who has re tained good in tellectual func tion
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may be pain fully aware of this. Ad vocacy groups em phasize the im-
portance of main taining ac cess to ac tive treat ment and re ha bil i ta tion
fa cil i ties. 

The de pression may also have a more organic or igin. Some writ ers
claim that strokes affecting the left fron tal ar eas of the brain are es pe-
cially likely to cause depression, ir respective of the amount of phys i-
cal hand icap they cause. Those who favor this view tend to regard
an ti de pres sant med i ca tion as use ful. An ti de pres sants, usu ally nontricyc-
lic, are now the most com mon psychotropic drugs used in nurs ing
homes, and are used most of ten in stroke pa tients (Lasser and Sunder -
land, 1998). 

HEAD INJURY

Usually, head in jury vic tims are young. When in nurs ing homes,
these pa tients pres ent some of the particular prob lems of the young
patient in this con text (see Chap ter 9). The sud den tran sition to a
helpless state is not only emo tionally devastating for them but can af-
fect the staff, who may need coun seling and sup port. These young -
sters are de moralized by their ill ness and by be ing in a nurs ing home,
but they also suffer men tal changes from the organic effects of their
illness on the brain. Their be haviors are of ten de linquent and ques -
tions fre quently arise as to whether these be haviors are di rect effects
of the brain in jury or due to their sit uation.

Al though their sit u a tion is par tic u larly poi gnant, they also have
more re sources available than other pa tients, and care givers should
become in formed about these re sources. (<Headinjury.com> is a use -
ful Web site, al though run by a law firm.) The families and friends of
these pa tients are more likely to be young and active and mo tivated to
become involved in their treat ment. These pa tients are not al ways de -
pendent on Medicaid. Money may also be available from in surance
and lawsuits, so that more intensive care can be given. Per haps as a
result of financial in centives, spe cialized units for long-term care of
the brain-in jured young have been es tablished, and the pos sibility of
transfer to one of these should be explored.
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SEIZURES

Much has been writ ten about the psy chiatric as pects of ep ilepsy,
and a num ber of psy chiatric symp toms of an ep isodic na ture have
been at tributed to sei zure dis order. In the board and care homes some
of these be hav ioral man i fes ta tions of com plex par tial sei zures may be
encountered. Also in board and care homes, al cohol use is com monly
as so ci ated with sei zures.

In the nurs ing home, the main ep ilepsy-related is sue bear ing on psy -
chiatry is the use of med ications. One-tenth of nurs ing home pa tients
take antiepileptic med ications (see Chap ter 11). The most commonly
pre scribed are phenytoin (Di lan tin), carbamezapine (Tegretol), clona ze-
pam (Klonopin), and phe nobarbital. Several of the older anti epileptic
medications, and some of the newer ones, can affect memory and can
cause drowsiness and gait un steadiness. These effects can be in creased
when a psychotropic drug is added.

Age-related changes in me tabolism and the use of mul tiple med i-
cations add to the com plexity. The average antiepileptic drug re cipi-
ent in a nurs ing home takes more than five med ications (Lackner et
al., 1998). In old age the me tabolism of drugs is affected by de clines
in glo merular filtration rates, hepatic blood flow, se rum al bumen, and 
the ra tio of mus cle to fat (in crease in the fat/lean ra tio). The de cline in
se rum al bu men par tic u larly af fects drugs such as phenytoin and
valproic acid (Depakene and Depakote) that bind to pro tein.

The pa tient who is ad mitted tak ing antiepileptic drugs may have
been started on them for a psy chiatric illness. Carbamezapine and
valproic acid have now been in use for several years to treat bi polar
dis or ders as well as ep ilepsy. Clorazepam and phe no bar bi tal are used
to treat anx i ety. Newer drugs such as gabapentin (Neurontin) are also
some times used for psy chi at ric in di ca tions.

PARKINSON’S DISEASE AND PARKINSONISM

Parkinsonism is a con dition char acterized by mus cle stiffness and
slow tremor. It is com monly pro duced by drugs, es pecially antipsychotic
drugs that block do pamine. This is called drug-in duced parkin sonism or
EPS (extrapyramidal syn drome).
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In id io pathic Par kin son’s dis ease, do pa mine is de fi cient in the
brain be cause the part of the midbrain called the sub stantia nigra is
damaged, and nerve cells con tain Lewy bod ies (par ti cles con tain ing a
protein as sociated with cell death, called ubiquitin). Apart from full-
blown Parkinson’s dis ease and drug-in duced parkinsonism (and a
few rare dis eases), many el derly peo ple have slight degrees of stiff-
ness and shak ing.

Although the cause of parkinsonism is phys ical, the condition be -
longs al most as much to psy chiatry as to neu rology. Parkinson’s dis -
ease is com monly ac companied by de mentia and by de pression. In
ad di tion to frank de pres sion, Par kin son’s dis ease vic tims are of ten
quer u lous, de mand ing, and rep e ti tious. Staff will of ten de scribe their
voice as “whin ing.” Fur ther psy chi at ric in volve ment is nec es sary be-
cause the drugs used to treat Parkinson’s dis ease of ten pro duce men -
tal changes. 

Lewy Body Disease

Lewy body dis ease overlaps with Parkinson’s dis ease and drug in -
duced parkinsonism. The vic tims suffer from de mentia, which is of -
ten pre ceded by de lu sions and hal lu ci na tions. If given antipsychotic
drugs, they are li able to develop EPS, even at a low dose. Their brains
con tain Lewy bod ies.

Neurological Disorders 205



Chapter 20

Death and Dying

One-fifth of us will die in a nurs ing home (Engle, Fox-Hill, and
Graney, 1998; Fried, Pol lack, et al., 1999). One-third of those ad mit-
ted to nurs ing homes die within six months. Death and dy ing are,
therefore, im portant top ics in the nurs ing home.

Some ther a peu tic mea sures con vey the im age of be ing sup port ers of
life very vividly. These are of ten the sub ject of laws com monly called
DNR (do not re suscitate) laws. They com prise cardio pulmonary re sus-
ci ta tion (CPR) and ACLS (ad vanced car diac life sup port). Such
methods can, the o ret i cally, re com mence breath ing and heart beats that
have stopped. They are usu ally all lumped to gether in legislation. In
real life it is rare that a nursing home has CPR/ACLS ca pacity in the
sense of be ing able to bring back to life some one with asystole or fa tal
arrhythmia. CPR in nurs ing homes is dis ruptive and up setting for other
residents, especially when, as is usu ally the case, it fails. It also waste -
fully con sumes skilled nurs ing time, one of the most pre cious com -
modities in a nurs ing home (Finucane and Den man, 1989).

An in for mal el e ment in DNR de cisions in the nurs ing homes de -
fies at tempts at cod i fi ca tion and for mal iza tion. The dif fer ences that
can arise within a family can be beyond what legislation can provide
for (Himber, 1989).

The eth ical dis cussions may be more extended than insurance
companies will pay for, and men tal health pro fessionals can find
them selves in volved in the rhet o ric with out be ing re im bursed for
their time. Gillick, Berkman, and Cul len (1999) sug gest that what is
more im portant than specific DNR or ders is having a gen eral plan
about in tensity of care. They rec ommend al locating nurs ing homes to 
five path ways des ig nated in ten sive, com pre hen sive, ba sic, pal lia tive,
and com fort only.
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PATIENT SELF-DETERMINATION ACT

The Pa tient Self-De ter mi na tion Act (PSDA, passed as part of
OBRA 1990) was fed eral legislation meant to en sure that all peo ple
were given the right to de cide what he roic mea sures could or could
not be taken to pro long their lives. So many factors com plicate the
iden ti fi ca tion and in ter pre ta tion of pa tient wishes that it is doubt ful if
the leg is la tion is use ful (Levenson and Feinsod, 1998). Teno (1998)
has com mented on the use fulness of the PDSA re quirements with a
quotation from H. L. Mencken, “For every hu man prob lem there is
solution, which is sim ple, neat, and wrong” (p. 170).

PSDA re quired health care organizations, such as hos pitals and
nursing homes, to in form pa tients on ad mission of their rights un der
state laws to ac cept or re fuse med ical treat ment and also to doc ument
any ad vance di rec tives, such as living wills or health care prox ies.
Charts must be fattened in compliance with this, but no such dis cus-
sions are re ally held with most nurs ing home pa tients (Bradley,
Peiris, and Wetle, 1998), and even when they are ca pable of dis cuss-
ing it, many nurs ing home res idents are un aware that they have a
DNR or der (Levin et al., 1999). Some of the lan guage of PSDA is un -
clear in how it can be ap plied to nurs ing homes and is liable to con -
flict with state laws (Horowitz, 1992). So far, the as sisted living and
board and care homes have not been involved be cause they are not
con sid ered to be health care or ga ni za tions.

DEMENTIA AND DNR

The in ter ac tions of de men tia, death, DNR or ders, and men tal ill-
ness in the nurs ing home are intricate, and legislation has of ten re-
sulted in fur ther pa per work in volv ing im pos si ble psy chi at ric de ci sions.
Most de mented pa tients have suf fi cient un der stand ing to ap point a
health care proxy. This is a de cision that ac tually only involves be ing
able to recognize and name a con cerned per son who can be trusted to
make de cisions on the pa tient’s be half (Sansone et al., 1998). Ouslander,
Tymchuk, and Rahbar (1989) examined how suc cessful rel atives and
doctors were at pre dicting el derly nurs ing home pa tients wishes
about high-tech med ical in terventions. They found that doc tors tended
to as sume that the very old were less ca pable than they ac tually were
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of mak ing their own de cisions. Rel atives did quite well in pre dicting
what de cision the el derly would make.

Sometimes the de cision to with hold life-saving mea sures, or even
an op eration such as pin ning a frac tured hip, is made on the grounds
that the pa tient is de mented. When this presence of de mentia is a con -
sideration, then the doc tors and nurses should be clear in their own
minds that it is a con sideration. They need not write down anywhere
that treatment is be ing with held be cause of de mentia, but they should
record the presence and degree of de mentia. De mentia may im pede
active med ical treat ment in legitimate ways short of any kind of eu -
tha na sia. For ex am ple, the treat ment may need pa tient co op er a tion,
or the presence of de mentia may al ter the risk/ben efits ra tio. The life-
short en ing ef fect of de men tia can rea son ably be con sid ered in mak-
ing a de cision about a treatment for a con dition that would not kill the
patient for several years.

In a nurs ing home where CPR\ACLS is re al is ti cally avail able,
about one-third of patients chose DNR or have it cho sen for them.
Among those who have it cho sen for them by a sur rogate, very ad -
vanced age and the presence of de mentia are the de ciding fac tors
(Fader et al. 1989).

Living Wills

In ad di tion to DNR laws, “living wills” have been au thorized by
specific laws or by case law through out the United States, Can ada
(Downe-Wamboldt, Butler, and Coughlan, 1998), and several other
countries (Bowker, Stewart, Hayes, and Gill, 1998; Shields, 1995).
Although the con cept is widely approved of in prin ciple, the num ber
of peo ple who ac tually make living wills is small (VandeCreek,
Frankowski, and John son, 1995) and the im pact on nurs ing homes
has been slight. Those who make living wills are, par adoxically, more 
likely than the gen eral pop ulation to die in a hos pital and to be us ers
of acute med ical care. The high prevalence of de mentia in nurs ing
homes also re duces the num ber of living wills. Al though de mentia is
not a legal ob stacle to making such a will, pa tients who are cog -
nitively im paired are un likely to do so (Rodgman, 1996).
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HOSPICE CARE

Most peo ple pre fer to die at home, but most of those who do not die
in nurs ing homes die in hos pitals (Prit chard et al., 1998). The hos pice
movement was de signed to provide an al ternative, al though as yet
few take ad vantage of it (Fried, Pol lack, et al., 1999).

Hospice in surance ben efits un der Medicare de mand that the prog -
nosis is for less than six months of life, which is difficult to be sure of.
Doctors and nurses tend to overpredict impending death (Finne-
Soveri and Tilvis, 1998). De mentia is a life-shortening con dition that
may qual ify for hos pice care. In some stud ies, half of those di agnosed
with de mentia are dead three years later. The im pact on length of life
is less in the older age groups (Agüero-Torres, Fratiglioni, and
Winblad, 1998).

HOSPITALIZATION OF NURSING HOME PATIENTS

The de cision whether to hos pitalize a nurs ing home pa tient is a
more com mon di lemma than that of re suscitation. Every year 25 per -
cent of nurs ing home res idents are hos pitalized (Gillick, Berkman,
and Cul len, 1999).

Some fam ilies be lieve that putt ing their relative in a regular hospi-
tal is a guar antee that everything is be ing done. Some times the nurs -
ing staff do not have con fidence in their abil ity to care for the severely
ill. Nursing staff re cently em ployed in gen eral hospitals are li able to
feel that it is neglectful not to hos pitalize a severely ill person. In
some cases, ad min is tra tors fear that they may be held accountable for
a death in their nurs ing home. The general per ception of the elderly is
that their ill nesses are best treated in a hos pital (Fried, Van Doorn, et
al., 1999).

However, the hospital transfer is more likely to harm than cure
(Gabow et al., 1985; Tresch, Simpson, and Bur ton, 1985; Sickbert,
1989). In acute care gen eral hos pitals, the con fused are given tran -
quilizers; those li able to fall are put in restraints; those who do not
choose to eat are tube fed; the in continent are catheterized. These
mea sures cause thrombophlebitis, pul mo nary em bo lism, pres sure
sores, as pi ra tion pneu mo nia, uri nary tract in fec tions, and bacteremia,
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each of which will, if di agnosed, be treated (Gillick, Serell, and
Gillick, 1982). 

Barry et al. (1988) stud ied el derly pa tients living at home who
were so mis guided as to re fuse hos pitalization rec ommended by their
doctors, and com pared them with a con trol group who were wise
enough to ac cept. Six weeks later all of those who stayed home were
still alive and still home. Of those who ac cepted hospitalization one-
quarter were in nurs ing homes and one-fifth had died.

With few exceptions (such as the need for spe cific surgical pro ce-
dures) the prob lem is psychosocial rather than purely med ical. A va-
ri ety of nonmedical con siderations come into play and of ten cause
con flict be tween ad min is tra tors, doc tors, nurses, and pa tients’ fami-
lies. (The pa tients themselves are less involved.) Fam ilies may op-
pose hospitalization be cause they are afraid their relative will lose his
or her nurs ing home place. They may press un realistically for it.
HMOs have, the o ret i cally, a fi nan cial in cen tive to avoid hos pi tal iz ing 
nursing home pa tients or send ing them to emergency rooms, but this
does not always work out in prac tice (Reu ben et al., 1999). Medicare
and Medicaid pro vide fi nan cial in cen tives to hos pi tal ize nurs ing
home pa tients (Ouslander, Weinberg, and Philips, 2000). The usual
tendency is for doc tors to want to hos pitalize those pa tients whom the
nurses be lieve should not be hos pitalized (Wolff, Smolen, and Ferrara,
1985). This causes less ten sion than the reverse sit uation (Katz,
1989).

Dealing with these con flicts de mands psy chological skills. No one
should be forced to experience sit uations they can not deal with, but
they should be given con fidence that they can do as well as anyone
else. It can be more cost-effective to set aside staff time to dis cuss
these mat ters than to sup press dis cussion.
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PART IV:
THE FUTURE



Chapter 21

What Is Wrong?

It is clear that some thing is amiss with the system, not only in
terms of the care given, but be cause of vast and pos sibly un necessary
expense. One-fourth of those over eighty-five years old and one-third
of those over ninety are in nurs ing homes, cost ing $50,000 a year,
mostly com ing from Medicaid. The num ber of Amer icans in nurs ing
homes is expected to rise from 1.6 mil lion in 1990 to 5.3 million in
2030 and in crease Medicaid costs to 75.4 bil lion in 2020 (Wagner,
2000). Ques tions arise. Must this go on for ever? Is it an in escapable
re sult of de mo graphic changes?

What would be the con sequences of the ad vent of an effective
treatment for de mentia—a magic mem ory pill? Several fan tasists
have envisioned uto pias or (more com monly) dystopias in which hu -
mankind be comes im mortal or gains eter nal youth. It will be a long
time be fore we have to cross that bridge, but a treatment for de mentia
is not com pletely beyond the bounds of im mediate pos sibility. In the
early 1950s, the idea of antipsychotic med i ca tion seemed re mote, but
within ten years of the dis covery in France of chlorpromazine, the im -
pact on men tal hos pitals was pro found. Could an antidementia pill
empty the nurs ing homes? If they were emp tied,  would we then pro -
duce the same prob lems as arose, or seem to have arisen, from the
emptying of the men tal hos pitals? Must chronic disability always be
with us? Has not the con quest of each illness—of tu berculosis, of
syphilis, of rheu matic fever—always left us with new un conquered
en e mies?

RESEARCH

One an swer to all of these ques tions is to say that we need more re -
search. Nursing homes are tempt ing places for re searchers, since they
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con tain sta ble pop u la tions with dif fi cult-to-treat dis eases, skilled
nursing staffs, and ac cessible re cords. The fact that most nurs ing
home pa tients are men tally ill can raise eth ical questions. In one re-
search project, investigators from Sloan-Kettering in jected live can -
cer cells into nurs ing home pa tients. When asked if they had told the
pa tients they were in ject ing ma lig nant cells, in ves ti ga tors re plied,
“Of course not; they would never have agreed to the study if we had
told them that” (Cassel, 1985, p. 796). Such things would, of course,
be im possible these days be cause of regulations such as “Com mon
Rule,” the Dec laration of Hel sinki, and the “Uni form Re quirements
for Manu scripts Sub mitted to Bio med i cal Jour nals” (Karlawish et al., 
1999). Per haps the pen dulum has swung too far. If eth ics com mittees
are scru pulous enough, they can prevent al most any re search. It is dif-
ficult to see how re search on de mentia can ever be done with out us ing
the de mented as subjects.

Re search on psy chi at ric ill ness is some times mon i tored more rig-
orously than other medical re search be cause of an un warranted as -
sump tion that men tal ill ness nec es sar ily ren ders pa tients in ca pa ble of
giving valid con sent to be ing re search sub jects. In fact, the research
subjects in studies of medical con ditions are just as likely to be in ca-
pable. In some such stud ies in which the patient’s men tal con dition is
described at all, such terms as “con fused” are used with out any defi-
ni tion or quan ti fi ca tion. Less than one-third of the re search pa pers
about nurs ing homes in one sur vey con tained any mea sure of pa -
tients’ men tal con di tion (Rabins et al., 1987). 

The ad vent of the nurs ing homes caused a setback in psycho -
geriatric re search in cer tain re spects. Re search in Alzheimer’s dis ease 
is heavily de pend ent on au topsy ma te rial, and ob tain ing per mis sion for 
autopsies on nurs ing home pa tients is difficult. The large state hos pi-
tals had their ad vantages for the researcher. The dis coveries of Alz -
hei mer, Sim cho wicz, Nissl, and other early Ger man pi oneers were
made by doc tors who were mas ters of both psy chiatry and neuro -
pathology. They had charge of their pa tients in large men tal hos pitals
and fol lowed their cases un til the pa tients died, and then the doctors
looked at the patients’ brains at au topsy. Blessed, Tomlinson, Roth,
Corsellis, and the other more re cent Brit ish workers also had ac cess
to such pop u la tions.

Some meth od olog i cal im per fec tions are in trin sic to the nurs ing
home sit uation (Wayne et al., 1991). Con trol groups are com plicated
to ar range, es pecially for practices other than drug treat ments. Much
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re search cen ters around the ar eas of in ter est of ac a de mi cians and
drug com panies rather than the ar eas of most con cern to those who
work in nurs ing homes. Some of the large tax-exempt nurs ing homes
in met ro pol i tan cen ters have formed strong teach ing hos pi tal af fil i a -
tions, a development that may be use ful for re search. They provide
teaching and re search “ma terial” for the teach ing hos pital (Libow,
1984).

There may be drawbacks to the academic ori entation and some
critics have been fear ful of abuse by re searchers, but on the whole,
psychiatric re search raises stan dards of prac tice and is help ful even if
it does not lead to the dis covery of the cure for Alz heimer’s dis ease.
As questions are asked about a pa tient as part of a pure re search pro-
ject, the an swers will often suggest lines of treat ment to the staff. The
same pa tient who was avoided and regarded as an un treat able nui -
sance be comes regarded as an in teresting case to be studied.

Pressure for re search in nurs ing homes can come from the families
of de mented pa tients them selves, who will want rel atives en rolled in
trials of treat ment, es pecially new drugs. An on going re search pro-
gram offers a ray of hope to them.

THE VIEW FROM ABROAD

Is the development of the American nurs ing home pe culiar to
America, and is it due to the American health care system? Are the
misplacements and overspending merely due to rivalries be tween
state and fed eral fund ing agen cies or are they an in evitable con se-
quence of an ag ing pop ulation? Were men tal pa tients dumped in the
street by cal lous bureaucrats, or did these pa tients willfully fail to
keep tak ing the pills that would have kept them cured? In ternational
com par i sons are im por tant in an swer ing these ques tions. Cer tain
problems are universal. Sur veys of nurs ing home pop ulations in Swe -
den, Den mark, Ger many, and Sin gapore have shown underdiagnosis
of men tal ill ness, es pe cially de pres sion, in the in sti tu tion al ized el-
derly, ac com pa nied by overuse of sed ative drugs (Hasle and Olsen,
1989; Lehmkuhl, Bosch, and Steinhart, 1986; Lau-Ting, Ting, and
Phoon, 1987).

The Brit ish sys tem is es pecially apposite be cause, while shar ing a
common lan guage, the two coun tries have used rad ically different ap -
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proaches to health care financing, and in Britain no di chotomy exists
between state and fed eral fund ing.

Nev er the less, many of the dif fi cul ties in de ter min ing who cares for
the de mented el derly are rep licated in Brit ain, even in the rad ically
dif fer ent ad min is tra tive en vi ron ment of the post-Thatcher Na tional
Health Ser vice.

A spe cialty of ge riatrics arose ear lier in Brit ain than Amer ica, but
it was a spe cialty con cerned with ra tioning of care. With lim ited re -
sources, Brit ain wished not to waste expensive acute care fa cilities on 
the old. Many of the hos pitals that the Na tional Health Ser vice took
over in 1945 were rather der elict places called city or mu nicipal hos -
pitals. These had once been poor houses or work houses. Typically, a
middle-sized town con tained the Royal In firmary, which was more
prestigious and did not take psy chiatric or chronic cases, and the city
hospital, which took all com ers. With the ad vent of the Na tional
Health Ser vice, these were sup posed to have be come equal but the
public re mained well aware of the dis tinction be tween them. The old
city hos pi tal con tained so-called “part-three ac com mo da tion” in which
dwelled the able-bodied in digent. It also con tained the chronic sick
wards, which were now des ignated as ge riatric hos pital beds. The
doctors who had worked on the city pay roll were now told they were
con sul tant geri at ri cians in the Na tional Health Ser vice. When ever
new hos pitals were built, or old ones aban doned (such as old tu bercu-
losis or in fectious dis ease hos pitals) the older buildings would be
des ig nated as ge ri at ric hos pi tals.

An alert seventy-year-old who frac tured her hip and was op erated
on, would find that the next day, un less very in fluential po litically,
she had been trans ferred to the un attractive, if not in salubrious, sur -
roundings of the “ge riatric ward.” Lux uries such as re nal di alysis and
heart surgery were not al lowed for the old. A great deal of money was
saved in this way. Brit ain is an eco nomic model in health care. Health
care in Britain uses less than half the pro portion of the gross na tional
product (GNP) than it does in Amer ica, and this is ac complished
with out any ma jor dif fer ences in mor tal ity.

Probably the long-stay chronic ge riatric ward of the hos pital was
the most likely place in Brit ain to find the kind of pa tient who would
be in an Amer ican nurs ing home. The patients in such accommodations
in Brit ish hos pitals were mostly demented and incontinent (Hodkinson
et al., 1988). Many Amer ican city and county hos pitals also con -
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tained such ar eas, and now some times des ignate them as nurs ing
home beds.

Part III es tablishments were com monly called “old peo ples’ homes,”
or even, in def erence to their his torical or igins, the “workhouse.” This 
type of ac commodation, run by lo cal au thorities, still has its coun ter-
parts in some county homes for the aged in the United States, but has
largely been re placed by the board and care or adult home facility.

According to Perkins, King, and Hollyman (1989):

Residential homes for the el derly are small establishments (usu-
ally hous ing 8-15 peo ple) and usu ally con sist of large old
houses, staffed and converted in line with lo cal au thority regis-
tra tion re quire ments. De spite the rel a tive uni for mity of these
registration re quirements, such homes are very varied in stan -
dards, prac tices, and client group served. Some ca ter for more
able el derly peo ple, oth ers take more con fused and de menting
residents. Of ten such es tablishments are run by nurses experi-
enced in the care of the mentally ill. (p. 234)

While Brit ain does not have the Amer ican di chotomy be tween
state and fed eral fund ing, the di chotomy be tween government funded
health and so cial ser vices has had a sim ilar effect. The De partment of
Health and Social Ser vices has been split into a De partment of Health 
and a De partment of So cial Ser vices. Health authorities have fund ing
separate from that of social ser vices de partments. The De partment of
Social Ser vices has a system of pay ments for residential care es sen-
tially sim ilar to the way SSI pays for board and care homes in the
United States. The men tally ill el derly who would previously have re -
ceived men tal hos pital care have been thrust by health au thorities into 
social ser vice-funded homes. Fears have sur faced that death rates
among those re cently dis charged from hos pitals to nurs ing homes are 
un nec es sar ily high, and so cial ser vices find their bud gets in suf fi cient
to meet de mand (Jolley, 1999).

There is, thus, a grad ual rap prochement be tween the British and
American systems. There are now many in stitutions in the United
Kingdom that are called nurs ing homes. (The expression “nurs ing
home” tra ditionally had a rather different mean ing in Great Brit ain
from Amer ica and in dicated a small hos pital, es pecially one privately
run and out side the Na tional Health Ser vice, but the meaning is now
changing more to the Amer ican us age.) These are privately owned,
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with many pa tients be ing paid for by the De partment of Health and
Social Ser vices. This situation is very close to the sit uation in the
United States where the pro prietary nurs ing home con tains Medicaid-
funded pa tients. The British nurs ing home pa tients do not see doctors
on a regular man dated ba sis and, in gen eral, do not get as in tense a
level of med ical care as those in the Amer ican homes (Hepple,
Bowler, and Bowman, 1989). A re cent in novation is nurs ing homes
run by the Na tional Health Ser vice.

The overall pic ture is of less tech nology and less in tense med ical
care. This be gan as a ne cessity, but eventually came to be seen as a
virtue be cause home aides and gen eral prac titioners who make house
calls are of ten more use ful to the el derly than CAT scans and car diol-
ogists. The Brit ish do use less psychotropic drugs, but this may be be -
cause they use less of everything (Nolan and O’Mal ley, 1989).

Probably the British example is evidence against the theory that
the division be tween state and fed eral fund ing is to blame for the
Amer i can prob lems. In Brit ain, as in America, the de mented el derly
fall in the crack cre ated by the sep aration of so cial ser vices and health 
care. The ser vice re ceived is of ten de termined by chance, and by
where the pa tients live or how they en ter the system. It is difficult to
dis tin guish among the res i dents of res i den tial homes, nurs ing homes,
and even hos pital beds (An derson, 1999). Acute nonpsychiatric care
for the af flu ent young in ev i ta bly be comes sep a rated from chronic
psychiatric care for the el derly poor.

On the whole there is no one sys tem in an other coun try that is so
perfect that Amer ica should adopt it lock, stock, and barrel as the an -
swer to its nurs ing home prob lem. Mainly, in ternational comparisons
show how sim ilar the problems are and how sim ilar the snags are that
arise in de vel op ing so lu tions to them.
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Chapter 22

A Modest Proposal

The tasks of providing for the jailed, the hand icapped, the home-
less, the el derly, the ad dicted, the de mented, and the psy chotic seem
in ex tri ca bly and in sol u bly in ter twined. The more ser vices are pro-
vided, the more needs are un covered and each of the needs is gen uine.
The more money is provided, the more money is needed. Mea sures to 
ensure that the money is prop erly spent involve spend ing more
money. Many of those who help are overworked and un derpaid. What 
should be done? Is there no so lution?

IS HOME CARE THE ANSWER?

Home care is not the pan acea it was once professed to be. When
home care is at all in tensive and pro fessional it be comes more expen-
sive than nurs ing home care. It involves pay ing doc tors and nurses to
drive cars.

One ob jec tion to pro vid ing non pro fes sional ad di tional home help
is that it weak ens the in formal net work of care (see Chapter 9). The
informal net work of care is an eas ily dis rupted frag ile ecology. If the
state sends some one in to shovel snow off an el derly per son’s drive-
way, will the kid next door stop do ing it? The an swer to this ques tion
is elu sive.

Home care is up against the eco nomic prob lem of elas tic de mand.
If home help is made cheaper, then peo ple will want more of it. Many
of the el derly would wel come ad ditional help with do ing their shop -
ping or look ing af ter their sick spouses if the government paid for it.
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CALLING A SPADE A SPADE

A ma jor er ror in current legislation is its at tempt to get involved in
psychiatric di agnosis. As we have seen, OBRA ’87 re neged from its
original aim of keeping the men tally ill out of the nurs ing homes. This 
was ac complished largely by set ting up the de mentia exception.
There is no par tic u lar re la tion ship be tween the di ag no sis of the men-
tal con dition and the ability to manage it in a nurs ing home. Some of
the de mented are much more difficult to manage than some of the
schizophrenic. The de mented of ten, as we have seen, need ac tive and
skilled care for be havioral dis turbances. Sup plying such care would
become eas ier with out the Or wellian Newspeak involved in say ing it
is not needed. Im proving government hous ing for the men tally ill
may be an excellent idea. Changing the names for the hous ing from
madhouse to asy lum, to state hos pital, to psy chiatric cen ter, and to
nursing home may have been meant as kind ness but cre ates se mantic
con fu sion. 

MEDICAID SHOULD BE FOR THE POOR

The Medicaid-funded nurs ing home is the most expensive mid dle-
class sub sidy. The eth nic groups least likely to take ad vantage of it are
those most likely to be stigmatized as wel fare spong ers. The nurs ing
homes are suck ing dry the Medicaid budgets. We should stop Medicaid
funding for nurs ing homes, except for very severe phys ical illness.
The states should be given men tal health money to im prove their state
hos pi tals. 

THE CHEAPEST GIFT IS MONEY

In gen eral, the cheapest gift to give anyone is money. The de mise
of or phanages and workhouses may have owed some thing to en light-
ened be nevolence, but was also be cause of finding that the straight
handout, the trans fer pay ment, was cheaper than providing in stitu-
tional care. An ob jection to transfer pay ments such as government
child al lowances and tax credits is that they may en courage the im-
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provident poor to beget more children. The sup ply of par ents and
grand par ents, how ever, is lim ited.

I would give an ap proximate 10 per cent in crement in So cial Se curity
for every year of age af ter ap proximately seventy-five, and en courage
the aged to shop for their own best bargains in nurs ing care and house -
hold help. Those who do not need any nurs ing care or house hold help
could just keep the money. The rea son for the age cri terion is that sep a-
rating those who need help from those who do not would involve an ex-
pensive bureaucracy. The exact per centage and age could be varied to
keep this revenue-neutral. One ob jection to giving money di rectly to
the aged and leaving them to do their own shop ping in the care mar ket
is the be lief that some of them are not sufficiently men tally com petent
to man age their own money, but many of the aged know the value of a
dollar better than do the young.

EN VOI

Having sug gested my own so lution, let me con clude on a note of
caution about all so lutions. Let me draw at tention again to the histori-
cal back ground de scribed in my open ing pages. His tory is the lab ora-
tory of so cial theorists and re cords many failed experiments.

Errors made in the past were of ten due to ig norance of the com-
plexities of is sues. Re formers would as sume that prob lems were
med i cal, po lit i cal, fi nan cial, ed u ca tional, so cial, moral, or ra cial and
so forth. They would tackle one kind of prob lem and find that they
had worsened an other.

Many new ini tiatives to cope with the poor, the aged, the in firm,
the men tally ill, and the delinquent have begun in ide alism and ended
in dis illusion. Names that now sound grim, such as asy lum, re forma-
tory, pen i ten tiary, or phan age, work house, and wel fare, were once
redolent of hope and kindness. “Nursing home” may be des tined for
the same linguistic ghetto.
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