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This article examines question-based assessment instruments in palliative care
for elders. Important in all aspects of medicine, reliance on verbal assessments is
of special importance in palliative care. This is so partly because of the global
nature of the assessments that undergird palliative care and geriatrics. Verbal
assessments also take on more importance when the physical exam and tests are
reduced in scope, which often occurs for patients in fragile states for whom the
burden to benefit ratio is high.

Clinicians need to start with a set of screening questions so that an overall
picture of patient needs is possible. The domains to be covered with these
questions have been empirically derived in palliative care and have considerable
although not complete overlap with those that are traditionally assessed in
geriatrics. This article includes a comprehensive set of domains and identifies
short instruments that can be used for the purpose.

When the clinician detects need, it is then necessary to use questions that are
aimed at a deeper level of evaluation. Long forms, ffom which the short forms
were derived, can provide some of these questions. Altematively, short forms for
the specific area in question may be relevant. Often these short forms are aimed
more toward measurement than evaluation, so the clinician should take this into
account. For each domain of assessment in palliative and geriatrics care, a
definition, a statement of its importance or purpose, and a selection of assessment
instruments that could most easily be used by the clinician are provided.
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Physical examinations and test

Tests and evaluations based on physical exarnination, performance, visuali-
zation, or sampling fall mostly beyond the scope of this article. The methods of
physical examination and the tests available for evaluation are not different
in palliative care from other branches of medicine. However, one feature is dis-
tinctly characteristic for palliative care. That is, physical examination and tests
should be selected based on the question will the information help with man-
agement of suffering? as opposed to will the information help with diagnosis and
cwe? Physical examination can foster a therapeutic alliance between the clinician
and patient, and is often helpful in diagnosing sources of suffering. It is therefore
an essential part of palliative care, but uncomfortable aspects of the examination
should be avoided if the information is not expected to alter the care plan. Tests,
even noninvasive tests, can be uncomfortable and practically challenging for older
patients in need ofpalliative care and therefore should be used sparingly.

The varied purpos€s for question-based assessments

Assessment can be thought of as having three types: screening, evaluation, and
measurement. Each type of instrument has different purposes and different
desirable featues. Each type is used by clinicians and researchers, although their
desirable characteristics differ in either case.

clinicians use screening instruments to detect conditions in need of medical
attention among individuals. Researchers use screening instruments to detect
conditions in a population, whether to select subjects for a study or to determine
incidence of a condition in a defined population for a public health study.
Screening instruments need to have high sensitivity rather than specificity. That
is, they may sometimes detect conditions that look like but are not the condition
in question, but they should rarely fail to detect the condition,s presence.

Evaluation aims to provide a deeper description of a detected condition to
confrm its existence and define subtypes, duration, and specific features. Evalua-
tion instruments require higher specificity than sensitivity; that is, once a con-
dition is detected, the more specific insfiument should determine if the condition
is what was sought and if so, what other characteristics can be identified.

Measurement, for a clinician, aims to quantitate the severity of a given
condition. clinicians need measurement instruments to follow a condition over
time and to have definable thresholds for intervention. These thresholds are
often referred to as cut-off scores on a scaled measurement. For a researcher,
measurement allows determinations of prevalence and correlations among con-
ditions. Prevalence findings and conelation analysis also commonly make use of
defined points on a scaled measurement to identify when, for the purposes of the
analysis, a condition exists.

All instruments should be validated, although many in use are not. validation
means that the instruments have been shown to measure what thev are intended to
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measure (have face validity), get the same results when the test is repeated (have
test-retest reliability), and show sensible relationships to other related validated
scales and among the component items of the instrument (have external and
intemal or construct validity).

Clinicians need instruments that are as short as possible while still being
sufficiently valid so that they can be used efliciently in the busy clinical setting.
Researchers need instruments that are highly valid even if their use requires
more time.

Challenges of comprehensive assessment

The key feature of geriatrics and palliative care is something they hold in
cofirmon and also something that presents a challenge for assessment. That is, the
comprehensive nature of the assessments used. As noted in the article in this issue
by DellaSantina on whole-patient assessment palliative care properly insists on
organizing care according to a comprehensive assessment of all the dimensions
of a person's illness experience, including the role and condition of the family
and social context. Geriatrics also insists on the central role of a comprehensive
assessment in developing a care plan.

As essential as this form of assessment is, it also presents a serious practical
challenge: how to g€t it done. Its breadth of scope seems to demand inordinate
amounts of time and attention, which is not compatible with a busy clinician's
schedule. Further, elderly patients and the seriously ill are often not in a condition
to tolerate lenglhy interviews. In addition, inclusion of the family members and
c.ommunity in the process makes it even more expansive. It is also not a one-time-
only assessment. In quality continuing care, a comprehensive assessment is up-
dated continuously through the entire course of care.
' The consequence is that assessment must screen for problems using questions
designed to be highly sensitive for anything of concem in a general domain so
that the full range of domains can be assessed within practical time constraints. If
screening questions identify a problem area, more specific questions are used to
probe further. Other areas are left unprobed. The traditional history-taking
approach uses this method, although it has not been formalized into a validated
assessment instrument.

:
Broad screening and unfolding approaches to assessment

i';, In palliative care, instruments are being developed and validated to capfure
this process for the comprehensive assessment. Validation studies are not yet

lly rigorous for the most part, but progress is underway. One instrument, the
iative Care Outcomes Scale @OS) is a brief hospice inventory designed

t z )

I l t .
a comprehensive assessment at the time of intake into a hospice pro-
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Two other insfuments are designed to use an unfolding approach; each

instrument has been constructed with some level of validation. The Needs at the

End of Life Screening Tool (NEST) starts with screening questions and moves to
more specific evaluation questions and then measurement scales; it is available

and aspects are also still under development (Appendix) [2]. The Resident As-
sessment Instrument has a similar construction and is specifically designed for
residents of long-term-care institutions. It has a palliative care version, RAI-PC,

and also needs further development [3].

Domains

To use a validated approach to screening, evaluation, and measurement, it is
necessary to first have an overarching framework that identifies and defines the
domains that are to be included in a comprehensive assessment [3]. In palliative

care, several groups have provided research that defines these domains and they
have extensive similarities, providing some external validation for the list of
domains, but also some differences [3-8].

In geriatrics, the domains have some overlap with palliative care as well. The
list includes cognitive function; affective disorders; visual impairment; hearing

impairment; dental health; functional status; nutritional status; gait and balance
impairment; social support; environment; caregiver burden; and quality of life. In
addition, spirituality has had some attention. However, there has been less
research into the list of domains that should be mcluded.

The World Health Organization (WHO) recently published a new definition of
palliative care and emphasized prevention and relief of suffering by means of

early identification and treatment of pain and other problems (physical,

psychosocial, and spiritual; http://www.who.inVcancer/palliative/definition/enf .

This new definition diflers from its earlier version by recognizing the necessity of

apptying principles of palliative care as early as possible in the course of any

chronic, ultimately fatal, disease.
ln this article, the authors stayed in parallel with the domains of the WHO

definition but added new domains when necessary. In what follows, some

validated scales for each domain and areas within them are described. Because of

their number, they are not all provided here. For a comprehensive compilation in

geriatrics, the reader is referred to a text such as Rubenstein et al's [9] Geriatric

Assessment Technologt: The State of the Art. Most of these scales are best used

as measurement instruments in outcomes evaluation studies, but many can also

be used for clinical evaluation and for following clinical progress. The domains
treated are listed in Box 1.

Instruments for in-depth/research assessment by domain

Once an instrument such as POS, NEST (see Appendix), or RAI-PC has been

used to screen forproblem areas, the next step is evaluation. If the instnrment is



ASSESSMENT INSTRUMENTS

Box 1. Domains treated

Competency and communicat ion

. Vision and hearing

. Cognit ive funct ion

Funct ional status
Physical

. Nutrition

. Mobi l i ty

Symptoms and distress

. Pain

. Shortness of breath

. Fat igue

. Confusion/del i r ium

Psychological  (depression, anxiety)
Social  and environmental

'  Sociodemographics
. Support system
. Financial  burden
. Caregiver needs/burden

Spir i tual

.  Spir i tual i ty and rel igiousness

. Purpose and settledness (personal acceptance)

Care services

. Health l i teracy

. Goals of care

. Therapeut ic relat ionship/ information preferences

. Perceived quality of care

Subjective experience

. Ouality of life
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an unfolding instrument, the next level of that instrument can be used,
Alternatively, other instruments that are specifrc for the domain or areas within
the domain can be used.

Competency and communication

Sensory function (vision and hearing)
Definition. This domain refers to hearing and vision function.

Purpose/importance. Hearing and vision impairment are prevalent in the el-
derly. Hearing impairment is one of the most corrunon medical conditions re-
ported by older persons, affecting approximately one third of those 65 years of
age or older. About 5% of adults 65 years of age or older have vision impairment
(greater than 20140). This would continue to increase tp to 20%:o among those
75 years and older [10]. Sensory deficits impact the communication capacity of
the person, resulting in poor health, function, isolation, and quality of life. Be-
cause of the significant impact on communication and quality of life, sensory
assessment should be part of the assessment of the elderly not only in clinical
settings but also as a research area.

Instruments and characteristics. Hearing: Screening tools include both self-
report and performance-based measures [1,12]. A hand-held audiometer gives
the most accurate measurement. It has a sensitivity of 94o/o and specificity of 72oh

[3]. A validated whispered voice test is also available [4]. The Hearing
Handicap Inventory for the Elderly can evaluate the impact of hearing
impairment on the social and emotional well-being of elderly patients.

Vision; Performance based methods include Jaeger Pocket card and Snallen
wall-mounted chat. Validated self-report instruments, including the Activities of
Daily Vision Scale, the VF-14, and the National Eye Institute Visual Function

Questionnaire, can be used to assess functional impact of visual impairment
especially in a research setting [5-17].

Cognitive function
Definition. Cognitive function includes attention, memory language, visuospa-
tial skills, and executive capacity.

Purpose/ importance. Prevalence of chronic dementing illnesses and other
fypes of acute (delirium) or chronic cognitive impairment increases with age.
Inability to diagnose a dementing illness may lead to prolonged suffering as well
as unnecessary morbidity and excespive health care use.

Areas of inclusion/instruments and characteristics. Brief instruments measur-
ing cognitive function will improve the detection and management of dementing
illnesses in the elderly. The Mini Mental Status Examination (MMSE) is the most
extensively used cognitive screening instrument [18]. The instrument tests
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multiple domains of cognitive function, including orientation, registration,
attention and calculation, short recall, language, and visual-spatial function. It
has been validated in different settings and takes 5 to 10 minutes to apply [19].
However, the MMSE does not seem to be sensitive enough to detect executive
control function problems and is affected by the age and education level of
patients 120,211. Several shorter screens have also been validated, such as the

Time and Change l22l and the Mini-Cog [23] tests. When available, combining
the MMSE test scores with proxy information on a patient's functional status, or
adding a quick, performance-based cognitive test, such as the clock drawing test
or the Time and Change test, may satisfu some of these concems [24,251. The
Mini-Cog test combines three-item recall and clock drawing; the Time and
Change test combines clock recognition and counting change. The clock-drawing
component ofboth tests is less affected by education and cultural differences and
rneasures executive frrnction 121,231.
, Many other screening tests are available and widely used in the research
setting. These include the Mental Status Questionnaire [26], the Short Portable

' Mental Status Questionnaire 1271, the Short Blessed Memory-Orientation-
Concentration Test [28], and the Geriatric Mental Status Schedule [29].

Recommendations for clinical use. The authors recommend a brief screening

r, instrument, such as the Mini-Cog test, followed by a more in-depth cognitive
: A$sessment test if it is abnormal.

! t , ;  
, ,  t - , , 1 , . -Functional status

't 
D,efi.nition. Functional status can be described as the ability to perform self-care,
'celf- maintenance, physical activities, and fulfill social roles.

t ,

,Farpose/ importance. Functional status is an essential part of assessment in
.pbriatric and palliative care. It surnmarizes the overall impact of health conditions
r,fri the context of a person's environment and social support nefwork [30]. Self-

ved or observed difficulties define functional decline. Assessment of

I status is also an important outcome measure to monitor response to

t and provide prognostic i:rformation to plan future care.
1

and characteristics. Instruments to assess functional status are
commonly thought of as covering basic activities of self-care (basic ac-

ities of daily living or ADL), higher level activities necessary to live tn-

lgpendently in the community (instrumental activities of daily living or IADL),
ihighest-level activities (advanced activities of daily living or AADL).

t,The Katz Index [3 1] assesses the need for assistance in bathing, eating,
ing, transfer, toileting, and continence. The Barthel Index and Lawton

Self-Maintenance Scale also assess these areas and add walking,
l6rning, and stair climbing [32,33].IADL are important tasks and are necessary
k& independent in the community. These include shopping for groceries,

or using public transportation, using the telephone, meal prreparation,
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housework, medication.taking, and handling finances. Advanced activities ofdaily living include societar, family, and community roles, and participation in
occupational and recreational activities. scales should *"ur*. prrfo.,nun..
rather than capacity (ie, Do you eat without help? versus can you'eat without
help?)' They should also be detailed enough to differentiate between those who
are completely dependent and those who can function with herp 1341. Asurnmary
scale combining a limited number of ADL/IADL items has'been shown tocapture 93o/o vat'.ation of complete scales in a recent study of a Medicare popu-
lation [35]. ADL/IADL scales have been extensively usedL crnicaipractice and
in geriahic research for several decades.

In addition, functional assessment tools based on performance, such as the
Kamofsky Performance Scale [36] and the Eastem cooperative oncology Group
Performance stafus Scale, are varidated and widely used- tools in cancer care [37].The Kamofsky performance Scale has been evaluated in a geriatric outpatient
setting and correrates welr with ADL and IADL scares l:i:st. These scaresprovide limited information compared with ADL/IADL siales. bthr, -o." ."_
cently developed tools are available. These instruments incrude the Rapid Dis_
ability Rating Scale (RDRS), the Health Assessment Questioruraire (FIAQ), and
the Functional Independence Measure (FlvI). The RDRS-2 ur", u four point
scale and includes eight items on activities of daily living, three on mentar ca_pacity, and one each o_n dietary changes, continence, medlcations, uJ .orrr,n"-
ment to bed. The HAQ is a widely used instrument with strong reliability and
validity. The HAQ is a good descriptive inskument but may be le*s appropriate
as a tool for measuring 

-clinical change in outcome studies. The riAe or the
RSDS is recommended for brevity [40]. The FIM instrument assesses physical
and cognitive disability regarding burden of care. It has been used to monitor apafient's progress. It is a rating scale applicabre to different uge groups ano
diagnoses and is used by clinicians and nonclinicians. It is *elirraiidated, but
its use is limited in clinicar practice except in a rehabilitation setting, ana snouta
be considered for research purposes.

Recommendations for clinical use. The authors recommend the use of ADL/
IADL scales in a clinical setting for their ease of use, brevity, and substantial
contributions to elderly patient assessment and care plan. They have established a
common language between medical care and research communities dunng the
past 20 years.

Physical function

Mobility
Definition. The abiliry to get around.

Purpose/ importance. Mobilify is an important component of physical function.
Balance and gait are different aspects of mobility. Impairment of this function is
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x' associated with increased risk of falling and rnjuries and suggests increased needi for help.

:
Instruments and cha.racteristics. Although performance measures are beyond'' the scope of this articre, b":lu:" of its imlortance a simple performance-basedmobility assessment is provided.

, The Sickness Impa-ct_profile (SIp) mobility subscale [41] is a community_

i lff:lr.:3:,:":::i::irty. 
rhis'subscale focuses on a patient,s ab'iry to move;l T.l1o 'i'lo:,u .",ra"n., ,,"h ;;;;;;fH';ff t""i:l';11'J?",,ffi;;:

' mov'ng outside the residence; the frequency of reaving the residence; and the, abilify to use hansportation. The Sri -.i",,,r., o^^r^- ^_^ ^,-,aDlllry to use hansportation. The s* mourtty scores are only moderately

ffi:3:"i,#:::_i:f#"::: ii"lllTt sycl {, gait speed, meaning that they
fi, 

megul$nerent things, and are used mainly roJr"r"u."t l;;;: 
urdr Llrsy

ir.r The Timed Get Up and Go test involves observation of the patient gettrng uplit from a seated position, warking 3 meters, Lming around, retuming to the chair,iil:,.:,T;xf Hil!,"+j:'.:n;l:ffi*#1".1{*rru; j:ili,#
1 following functional decline ou". u p"rioJ of the 1+21.

Recommendations for crinicar use. The authors recommend a singre questionasking if a fall incident has occurred in the past 3 months and if there is a fear offalling. If the answer is affirmative, it ir fbir";;d uy a timed Get Up and Go test.

fi: Definition There is no uniformly accepted definition of malnutrition among the
f', iji::'t;:t'T1ll::q1, 

I"* c;, ;"#, tl'un ro pounds/6 months), body massi.. h9o (eg, greater tian 27 ;r"i;" ,;;*;;, ffi;;"#;i"'il;LX1il#Tl
$l: ndcronutrient levels have been suggestel as ways to derrne malnutrition.

r, l:::?:' 
importanc.e' The risk of deveroping one or more nutritional disorders

i, jl"li?il1T.:^11,'11"i of,uc:t m.ai{v due io increased prevalence of disease and[sease and' disabilify. Even though ouesity rr th" ,ort-*mmon nutritional disorder among

ilf I.t;;'::*:T:T:Tly, ""a.1"J,i"n i s espec i a I ry cornmon amon g i nfrail elderlv longrerm care residents, those ;';*:?:'JJ,rff::ffi#3rl:
I with terminal illnesses.

t .

1., Instuamen# and characteristics. Assessment instruments include a history of
r *1i,"":::'::XI.j ."^l*'y,"":J*"d 

j;'s ep is o de s o ver a 6 -month p eri od,rn penod,
i:tl]"p,"." screening tools, anthropo*"0;;;;;rurements, biochemicat markers,j' o-r combinations of these.'; For healthy elderrv persons, the Nutrition screening Initiative is a l0-item,
,ffjljS:f:.':a 

cirecriist,r,i,'*", ;;;;;'*ithin rhe conrext of the Unitedt@res National Screeninq initiative. A score oi 6 o, higher suggests high risk forhalnutrition and is foiloried by a two-step euuruation by hearth care professionals
$31. fnt instrument appears to be overinclusive with poor specific ity t441.

Nutrition
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In frail elderly, the Mini Nutritional Assessment Instrument (rvfNA) has beenrtested and validated in different settings. The rnst ume* i, ,",np"red of dietaryand global assessment questions, unitronol"lric measurement, and optionalbiologicar markers. rt classifies ir* i"aiiia*l as we, ,";;;;;, at risk ofmalnutrition, or malnourished in less *nuo is minutes. rn" ,rr"i'""rsron of theMNA (I'INA-S), which takes 3 ;*t;; to complere, has been validated incommunity_dwelling elderly [45].

Slmptoms and distress
Definition' symptoms are defined as "subjective-physical and psychologicalphenomenon that arise from pathologi"ut ,iut"* or disorder,, [46].
Purpose/ importance. ?atients experience diseases through the symptoms anddistress they produce. Symptoms ;."; not only diagnostic clues but alsotherapeutic challenges. UnOe.stunAln;;;; managing disturbing sympromssuccessfully at ury stage of 

.the diseaie p.*"rr, particularly at the advancedand incurable stages, wilr mitigate oir"ur"""r""t and improve qualiry of life.
Insttuments and characteristics. symptoms are multidimensional in nafure;they have physical, emotional, r""rtr"ii-"rd spiritr,ral components. psychoso-cial and culturar factors affect how puii"io perceive symptoms. There areinstruments ava'able to measure p.*uI"n"", characteristics, and distress ofcornmon physical symptoms, but absence of validated instruments (particularlythose that target elderry patients) f"r 

";;;; 
symptoms is still the major meth_odological barrier to improving symptom urr"rra"ot and management.Some instrumentssymptomsrn"u".noil!"lfi ,iH"l"1.i#J,liTl;f ffiil;ir,T#..';l.Hbest known [41r- A l0-irem uri"rruur"u]" ,irr,i, insrrument, the MSAS GrobalDistress Index, is an easy_to_interpret, stanO_atrhe M SA S t'* u""n-ur"d in cancer'aiilr:T#::',x'Hi"'Jl?1"#, it :ffi:include the Ronerdam svlntol crt".lrtilt l, a 34-itempsychologicar andphysical disrress -"ury^1_, uautt .un"., iatients, und Ed;;;; SymptomAssessment System (ESAS) 1+9r, whiJconlirt, ornin" 100-mm uiruut *utogscales for pain, activity, nausea, depression, anxiefy, drowsiness, appetite, short_ness of breath, and sensatio,n. of-well-being. rh. ssas *u, i"'u"roped forterminally ill patients in a palliativ" .u." ,"tf,ng. Scores were obtained twice aday, providing a graphrc representation.

Pain
Multiple pain instruments have been devel0ped, but avairable data on the usein elderly patients is limited. At"il"br;;r;;:nrs are either one dimensional ormultidimensional. one-dimensional 'ntt 

"-"nt* 
are easy-to-administer srngleitems that relate to pain intensity, r"nu* -ini-al haining and time, and producereasonably reliable results f50-5+1. uuttiaimensional pain instrumenrs assesspain in different domains (eg, intensity, f"""ri"", and affect) and provide more
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stable assessment of pain, b_ut they may not be fea-sible for busy clinical practices[55-57]' The McG'r pain 
euestil*;. ir;"" of the well-studied, manageabre,valid, and responsive instruments ,o 

""nriao, 
especia'y for intervention studies[40]' Most of these instruments can be used for elderly patients with mild tomoderate cognitive impairment [5g]. For p"i"ro with more advanced dementia,the Hurlev Discomfort Scare may ilt;;;-;; assess discomfort, but it requiresskill and experience [59].

Dyspnea
A simple scoring of dyspnea can be accomplished by the verbal categoricalscales (none/mild/moderate/severe;, 

"un'"ll.**g scales (0 : no dyspnea and4 : severe dyspnea with dressing'o. 
"un*r^t";;:;;#i lo"oiruno rin"u.visual analog scales. validat"a inJt*-"ntr-r""r, ^ the Universify olculifo_iu,san Diego Shortness of. Breath qr"rti"*"i. e, a 24-item self-admrnisteredinstrument rhat measures dyspnea oil;ot4nt activities of daily living [6r],and the European organizaiion ro, n"r"iJu'nc t 

"ut-"nt 
orcaaler qualify ofLife core euestiomaire [62], together *i,rr li, Lung Module, may be a usefulvalidated tool, especially for Lse-arcf, ,"ni.gr"tO:1. 

ruql e(

Fatigue
Because of its subiectivity and rack of consensus, measurement of fatigue is achallenge, especiallyin-ilo.";.ll 

"rJ 
;;;;l; ill patients t641. Asimple verbalaumeric scale is the most efficient *r.rr."niinshument in a ciinical ,.uing. tn uresearch sefting, other varidated instrumenis are available. These include theVisual Analog Scale oryigu" f65f, ;;;;i; Severiry Scale [66], the Farigue

Jleslilnnaire [67], the ruttgu"'sy-p,on,-in'inrory 
[68], and the Murtidimen_stonal Fatigue Symptom Jnventory, un sl-it"rr-rrrstrumeni trrut -"ur.r.l, globar,somatic, affective, cognitive, ana behavioJr-rrnpro*, of fatigue [69].

&tffision/delirium

t ^^*c-:nfurion 
and impaired awareness of the surrounding world and reality is a

1fiffi;lJ1r#ia111g-eraerrll *" end of rir" si.ipi" q*JiJn, o,g",ingonentation to place, person, and time prouia, lui"f ;;_fiffi:T:"1ffJ':?f eonfusion' Delirium, an acute confusional state, is a fluctuating impairment in
i,if*,::1" T"o,::ii:l"yess. Several urr"rrr** insrruments can facilitate the" i. _-,_^-11". ulvvr4r 4$s€ssment mstruments can facilitate thectagrosis of deririum. Delirium causes ir"."ur"a morbidity, prolonged hospital- pvs' nursing home placement, and increased mortality. The confusion Assess_:ffi€nt Method helos the clini"i,, moLa -^r.r^Lr- r:ssnr Method helps the crinician make reliabre diagnoses i" diffb;";; settings

fft i*::t""T::y':1.'y F**;;;ses r70l Arthough this instru-is highry sensitive *o !,1"1 t, ;il;;;i'uj*?#ilfl#':"[',fi:
fl "',f:t"" T,TT":,-1, ."r:0".,ry_y9_ri"i- J"n iorn Assessment Soale

;lllj::, 
Delirium Rating scate f72,73t, b;t;;;;;"";#'r#l:
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Psycholo gical function (depres sion, anxi ety )
DeJinition. Mainly refers to mood function.

Purpose/ importance. Depressive illness and anxiety are the most common type
of affective disorders resurting in significant suffering among older individuals.

Instruments and characteristics. Many short screening instruments have been
developed for depression. some of these tools include ih. G".iut i. Depression
Scale (GDS) [73], the center for Epidemiological Studies-Depression Scale
[74], the Hamilton Rating Scare [75], Zung Serf-Rating scaL for Depres_
t]gn t16l' Homogenous scale of Depression [77], and Hopkins symptom
checklist [78]. The Hospital Anxiety and Depression scale is a r4_item
instrument that measures anxiefy and depression in medical seuurgs. It is notspecifically designed for older adults. Respondents can score 0 to 2l points oneach of the subscales on anxiety and depression. According to-Zigmond and
Snaith [79], 0 to 7 points.on a subscale represent a noncase, g to l0 points
represent a doubtful or possible case, and rl to 2r points represent a definite caseof anxiefy or depression. Most of these scales have been used in research studies
and a few are extensively used in geriatric practice (eg, GDS).

Recommendations for crinicar use. The authors recommend a single question,
such as Do you often feel sad or depressed?, which is usually oversensitive,
as a first step to screen depression. This is followed by a more ietailed screen-
ing instrument, such as the GDS (5-, l5-, or 3O-item version) in a busy clini-cal practice. Screen-positive patients require detailed physician assessment
IOr Olagnosls.

Social and environmental

Sociodemographics
A simple questionnaire that compiles demographic questions, includrng age,

sex' race' marital status, family strucfure, living environment, and religious pref-_
erence, will help to draw the general picture of a patient.

Social function and support system
Definition. A complex, multidimensional concept of social contacts, relation_
ships, social roles, resources, and activities.

Purpose/importance. Social firnctioning affects health and vice versa. patients
with a low quantity and quality of social relationships are at increased risk for
mortality. Social factors are associated with recovery from illness and maxrmum
physical functioning, and during emotional and physical stress, a gooa ,o"iut
network/support may make the difference between staying in the coninunity andgoing to a nursing home- care plans usually affect patients' and families, well_
being and require appropriate attention.
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. Areas of inclusion/instruments and characteristics. Less agreement has been
reached about which dimensions of the sociar domain shorrli be included in ai. clinical assessment and which instruments to use, compared with other areas of

,. :::::::"1::: i::hTical 
and cognitive tunctioning. Although rhere are many-  -  - ' -  

" ' * ' Ji; fese.rch instruments to measure sociar support networks, weu-being, and' interactions [80,81], they are not widely accepted or readily interpreted cli'icui
measurement tools for screening and comprehensive assessment.

social networ*s' The Lubben sociar Network Scare (I0-item) is highly
correlated with independent social woiker judgments as to whether social
isolation was ruled out, possible, or confirmed tgt]. If the number of questions

i feasible to include in the assessment is limited, tir" ibllo*rng ,r,r"" qr".,ions candifferentiate those who are isolated from all others: (r) Is tf,ere *y on" speciar;. person you could call or contact if you needed help? (if yes, identi$z); (2) lngeneral, other than your children, how many relatives do you.feel close to and
have contact with at least once a month? (number); (3) In general, how many

' friends 
1"-^I?r feel crose to and have contact with ar least once l;;#i

(numoer) [621.

, 
social support. It seems the most crucial aspects of social support may be the

, ou*P:1 of sources of support and the amount of various rypes of supportI available (emotional, instrumental, and informational). g".fuun [g3] has
i, assessed social support by asking the following four qulstion*lij-wrr"r, you
I :::1 

help, can you count- on anyone for house cleaning, groceries, or a ride?
ii:' 

(a, could you,^" more help with daily tasks (receive sufficient support)? (3) can
;.., l1l,i"ll],:,1,1i:""1,",ry 

emotional support (talking over problems or hetping you
; r-nake decisions)? (4) could you use more emotional help (receiving sufficient
, gupport)? The Modified provisions of Social Rerations icale brlaks down

.support from different sources [84]. The following questions can be used as abrief screening of social support: (1) In the past 2 weeks, how often wourd vorr, 
;::- - 

olrww'ur6 ur ruurar suppon: ( I / rn tne past Z weeks, how often would you

:}- 
rl..one let you kngy JheV care about you? e) tn rhe past 2 weeks, how

;::l_ir: T-eone 
provided you with help tike giving you a ride somewhere,+ :  '  r - -  ! ' ' - - ^

nelprng in the house, or assistance with some other kind of activitv?

lctl resources. Available resources could be assessed by asking straightfor-
d questions on income, assets, housing. Oa*p"n"ion, and insurance.

burden
:ition, This area refers to the financial difficulties that many patients andies face as a result of illness and iltrness care.
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Importance. studies have repeatedly demonstrated that illness and its care
causes significant financial loss to patients and families. In one large study, the
strPPoRT study, 40o/o of ramilies with patients near the end of tire oroppec
below the poverfy line [87]. Financial 

"or""-, 
can exacerbate the problems of

illness, and clinicians should routinely inquire about this area and if n"r"rrury,
provide the services of a social worker to ensure the patient's and family,s have
access to relevant benefits that could alleviate the situation.

Instruments. There are no instruments specifically designed for clinical use that
assess financial burden. However, a simple question is usually sufiicient. The
item in NEST, provided in Appendix, can be used. If need is detected with this
question, further questions for evaluation are arso provided as part of NEST.

Caregiver needs and burden
Definition. caregiver needs and burden refers to the psychological, physical,
and firancial burden associated with caregiving.

Purpose/importance. one in every four adult Americans provides care for a
relative or a friend who is chronicaily ill, disabled, or frail. Among caregivers of
terminally ill patients, most (96%) are family members, one third ui" ug"65 years
or older, and one third have poor health [gg]. caregivers are it nsk for
depression, physical illness, and death [g9]. caregiver*burden independently
predicts use of medical services and nursing home placement of elderi patients
[90]. Interventions that target stressed caregivers may extend care at home and
delay nursing home placement [91].

Instruments and characteristics. Available instruments include the Screen tbr
caregiver Burden [92], a 25-item self-administered questionnaire that measures
burden in spouses of Alzheimer's disease (AD) patierus. It is sensitive to changes
over time and has a crinical application. The caregiving Hassles Scale [93], a42-item self-administered instrument, focuses on daily i,ritution, associated with
daily care of AD patients.

The revised Burden lnterview [94], compos ed, of 22 items, assesses the degree
to which caregivers perceive their responsibilities as having an adverse effect on
their health, personal and social life, finances, and emotional well-being. This
measure, then, provides a direct assessment of the caregiver,s perception of how
their involvement with the patient has had an impact on the caregiver,s own life.
Prior studies have demonstrated good reliability and validity of*this instrument.
Japanese and spanish versions have also been varidated and used in various
populations with disability, including palliative care patients and their caregivers
[95,96]. Four-item screening and l2-item short versions produce similar results to
the full version [97] and may be appropriate for clinical use.

li'',
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Home environment
A room-by-room assessment of potential environmental hazards can be done

by a trained nurse or physicavoccupational therapist using a standard checklist
derived from preexisting environmental assessment instruments l-9 g.99r.

Spiritual

Spirituality and religiousness
Definition. Spirituality is that which gives meaning to one's life and draws one
to transcend oneself. spirituality is a broader concept than religion, although that
is one expression of spfuituality [100]. /

Purpose/importance. For many elderly persons, spirituality is an important
component of quality of life. For clinicians, it is another way to assess a patient's
suffering. The essential component of spiritual assessment is to determine the
meaning of the illness to the patient. If not addressed, feelings of guilt, un-
worthiness, hopelessness, and abandonment could trigger a crisis.

Insfruments and characteristics. Many reliable and validated instruments have
been developed [39]. The Meaning in Life scale is an excellent, easily
administered scale used to assess patients' views on their life's worth. It was
tested in a broad group of patients, including terminally ill patients [l0l]. The
Death rranscendence Scale looks at how people transcend death and can be used
by health care professionals to guide patients through their last days [102]. The
Herth Hope lndex is an excellent scale used to assess the patient's hopefulness.
This scale has not been used specifically in the dying population 1to:1. rne
Spiritual well-Being scale is a 2}-item self-administered scale designed to
measure spiritual well-being in religious and existential senses [104].

Purpose and settledness (personal acceptance)
Definition. Purpose and settledness are two distinguishable areas that research
has identified as important to patients who are facing the last months of life.

Importance. In this context purpose refers to a sense ofpurpose appropriate to
the end of life, and it usually entails having a sense for the kind of work that
needs to be done before departing this world. people often want to settle personal
issues, finish a piece of work, attain spiritual readiness for death, show their loved
ones how to die, or leave a particular story or personal legacy. whan embraced,
these types of "work of dying," bring a special sense of purpose that often helps
the patient and the family.

settledness relates to purpose in that it may be the end result of accomplishing
the "work of dying". It may also relate to a slightly different area, namely,
reaching an aeceptance of and readiness for death. patients and families often
aspre to reach a sense ofpeace before the patient,s death.

:sults
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Embracing purpose and seftredness with respect to the dying process may ba
imporlant for bereaved family members also in that trrey Luy nuu" 

"t"rJ 
,

unfinished business to cope with in their bereavement and they may draw
strength from the accomplishments of purpose-related activities and aclievlrg
settledness before the patient's death.

Inshuments. Instruments are underdeveloped for these areas because of their
recent definition. However, single questions for each-each with their own
scale-are a part of the NEST instrument, and shourd the first responses in-
dicate relevance, evaluation questions are also included as part of NEST
(see Appendix).

Care and services

Health literacy
Assessment of literacy is important to establish and maintain effective

communication with patients. There are available instruments to measure health
literacy in the adult population. Health literacy can be assessed using the Rapid
Estimate of Adult Literacy in Medicine (REALM), a validated ana i-naivlauatty
administered 66-item health word recognition test [105,106]. REALM scores are
highly correlated with general literacy test scores such as those obtained with the
Test of Functional Health Literacy in Adults [107].

Goals of care
Definition. Goals of care refers to the purpose for which health care rs sousht
or provided.

Importance. without attention to the goals of care it is all too easy to intervene
in ways that are not consistent with the patient,s wishes and therefore run
contrary to fundamental aspects of medical ethics. Situations that end in strife and
may be categonzed as futile or may become embroiled in regal battres often start
with disparate goals among the concerned parties.

Goals of medical care tend to fall into two categories: to cure or to provide
care or palliation for a condition. The fwo categories are not mutually
exclusive. one is usually better for the presence of the other, and their relative
balance can change imperceptibry over the course ef the rife cycle and over the
course of an illness. Palliative care concems itself with the latter catesorv and
accepts that there are many specific goals within its scope. Goals coulJ i'ctuae
getting home from the hospital, perhaps to be able to die in one's own home,
extending life until a loved one arrives, or managing distressing symptoms as
well as possible.
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Instruments. sparse work has been done to develop valid assessment instru-
ments for goals of care. Some advance care planning instruments that have been
designed and evaluated for validity include goal statements [l0g]. The NEST
instrument (see Appendix) has an item that asks if the patient feets itrat the goals
of his or her care are consistent with their wishes. In the relative absence of well_
researched instruments, clinicians should use straightforward questions in their
own language to engage this question with patients, pointing out by way of
inhoduction that the goals of medicine are many and that it is important to be
sure that the patient and clinical team are aiming for the same outcomes.

Therap eu tic relations hip/info rmation preferences
There are no developed tools for information preferences. Two open-ended

questions and one follow-up question may help to identify patients' wishes:
(1) what is your understanding of your disease? (2) How *u"n ao you want to
know about your disease? and (3) If I have important information to share about
your medical condition, with whom would you want me to share it?

Perceived quality of care
outcomes assessment is essential to improve the quality of end-of-life care.

Instruments should be selected based on the purpose of the measurement (clinical
assessment, quality improvement, or research or accountability-comparison of
quality of care between institutions or providers for public and payers), and stage
of care (early, advance, or near the end). Many assessment tools reviewed earlier
can be used as assessment and outcome measures. Additionally, general
satisfaction instruments, such as the patient Satisfaction euestionnaire-(pse-IlD,
are available. The PSQ-III is a 5O-item instrument to tap global satisfaction with
ln-edical care as well as six aspects of care, including technical quality, inter-
personal manner, communication, frnancial aspects of care, time sfent with the
doctor, and accessibility of care (http:/iwww.rand.org/health/surveys/ware.html).
The questionnaire takes 9 to 12 minutes to complete. The pSe-lg is a short-form
version that retains many characteristics of its full-length counterpart, the
PSQ-III. The PSQ subscales show acceptable intemal consistency ,"tiuuitity.
Furthermore, corresponding PSe-18 and pse-III subscales are substantially
eonelated with one another. The PSe-18 may be appropriate for use in situations
ivhere the need for brevity precludes administration of the full-length pse-III.
The PSQ-18 takes approximately 3 to 4 minutes to complete tl09l.

4*ccess to care
&'A few assessment tools have been developed for general public. The

Assessment of Health Plans (CAlIpS) refers to a.eompfehensive
evolving family of surveys that ask consum€rs and patients to evaluate the

aspects of health care. CAHpS surv€ys are similar to patierit
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available [40].

satisfaction surveys but not the same. cAHps s'rveys go beyond ratings o1iiproviders and health plans by asking patients and consum"ers to ,.pon on theii ,rexperiences with health ca.e s"rvic_es. ior example: were you given inr#ffi $

::::Lf:,"g*inl_"y:1* 
did you.wait more than 15 minutes p;;;;;; .

appointrnent time? Though ratings have their own value, reports about care are :,regarded as more direct, usefur, and actionable indicato^ or quutif-ii*n ,t
www.ahrq.gov/qtallcahpfact.htm). r \''!rP'/r 

i

...,,1":^"{:l 
of quality of care and quarity of life changes substantialry fo, thos" ,with a serious chronic ilraess and nearing the end of tiie. as on" oi.r, rir" tak",on new shape-values change and things once ignored become more imponant.rPvr LolL.Instruments to measure processes and outcomes nearing the end of rife are in ,

::ll::1-..^r:l-{evelopmentr*."l31nor"_of a survey has been developed aJ .validated to be used as part of an initial quality audit for measuring q*tri .] 
""i ;of life perceived by family p10]. Other previously used instruments are also ,,

i,

fir
,rrii

Subjective experience

Quality of life
Definition. The term ,,ql1liy of life" (eOL) refers to a summary aggregation
of a broad spectrum of rife conditions and circumstances. These include
environmental conditions, social surroundings, physical conditions, uno p"rronut
resources' including mental health and life perspective [lll]. QoL rn a healthcontext is generally focused on aspects of liie quality relatei to one,s hearth.

Purpose/importance' The goal of supportive/palliative care is to make pauenrs
function and feel better. In addition to more objective measures, such asmorbidity and survival, systematic measurement of how patients function andfeel (quality of life) may be more important outcome measures of ffeatmentsuccess at the end of life. Such measures should herp to shape future treat-ment plans.

Instruments and characteristics. Measures of eol are subjective and multi_dimensional' rnstruments can target generar health status 1gene.i".) 0. fo"u, on uspecific condition or treatrnent (targeted). Generic instruments have broadapplicability and allow comparisons across diseases and interventions. Targetedinstruments provide greater precision and sensitivity to crinically important
changes but cannot easily be used for cross-disease comparison, are often limitedto a particular popuration or intervention, and are rarely able to capture all aspects
of health and wel-being ['1]. currently, the preferred strategy to overcomethese difiiculties is to use a combination of generic and targeteilsfuments.

The European organization for Research and rreatm.nt"or curr""r-lEonrc)
study Group on Qualify of Life has developed a family of questionnaires to
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hials [62]

i questlonnaire and supplemental subscales, the FACIT measurement system also. includes the Functional Assessment of Human Immunodeficiency virus lnfection

The Functional Assessment of chronic Iilness Therapy (FACIT) family
of instruments assesses the hearth-related quarity of life oi people living with
chronic illnesses. The measurement system began as a cancer-specific tool: ::""r1: 

ilrnesses. rhe measurement system began as a cancer_specific tool
+ lolnrlr*ar Assessment of cancer Therapy, FACT) [112] but has expanded tor, mcrude other chronic ilrnesses as well [Iil]. In addition to the FACT core

t39

,: r'le&Sur€ health-rerated quality of life of cancer patients participating in clini-
i cal trials. The EORTC approach includes a core instrument (ele-c30) *rat

I' national use. It takes an average of 11 to 12 minutes to complete tle test.
I at9-919 is a brief and well-tolerated instrument appropnate for use in clinical

f. is. supplemented by several disease-specific modules. rhe core instrument
; addresses issues relevant to all cancer patients and the modules address issues
i, specific to each type of cancer or tumor location. The diverse membership of
: the EORTC study group makes the instrument useful for international and

' [113]' the Functional Assessment of Multiple sclerosis [llr], and an instrument
, for use with patients with parkinson's disease. The FACT consists of a core

, instrument (FACT-G) that can be supplemented by various subscales [il4]. The
core instrument addresses domains applicable to patients living with a wide

i" variety of cancers and other chronic illnesses, whereas the ..additional 
concems,,

. :i1".:t". 
measure issues particular to a specific disease, treatment, or symptom.

subscales are added to the core instrument to create the following measures.
The FACIT Multilingual rranslation project aims to ensure that each ques-

i:, tlonnalre is relevant across cultures and languages without compromising
g; reliability and validity. FACT-G is a 2j-item questionnaire that measures four
; domains.of 

1:1li? 
of life, including physical, functional, sociaVfamily, and

i :l9rto:ut 
well-being. Because FACT-G was developed specifically for use in

l]11lcat 
*t:. tljqpears acceprable to chronically ill patients. As a generat

: llstrument, FACT-G provides comparabre information across diseases, treat-
',f.4ents, and symptoms.
' j . !.tccit]Quality of Life euestionnaire (revised; MeoL) is designed to measure
P"]"t,"il:t:-of 

people ar all srages of a life+hreatening ilrness from dragnosisto^death [1 l5]. The.inshument takes between r0 and 30 minutes to complete.
l!:dusc nonpnyslcal domalns are rmportant to the overall quality of life of dying''atients, physical and nonphysical (eg, existential well-being) domains have been

in this instmment. MQOL appears to be acceptable to patients, evenr .  \  _  _  _ r rvE v  !v  vv  svvwpr4vrw tu  p4r lg r l t J ,  c ,v t i l lqose at the end of life.
; Medical- outcomes Study, short Form Health Survey, a 36-item scare, was
Fveloped based on the health status measurernent of Rand,s Health Insurance

nment Fl6]. The following domains are measured: physical functioniag,
limitations, bodily pain, social functioning, mental health, vitality, andpral health perceptions. A short version, ttre s}-tz survey, has been urro ro,

lons with head and neck cancer [ll7]. In addition, the Mos SF-36 has been
in persons with symptomatic HIV disease [llg].

nonphysical domains are i
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Needs at the End of life Saeening Tml [2]

Screeninq Ouestiorx:
The questions below are designed to iretect need in an area for evar$stion. Th€ scal€
is provided so that a culolT scue cgn be us€d to detgrmine if furtber evaluation is
dcsirable, For respmnses that suggmt N need for frrrther evaluation, the questions in
the next section can be wed,

Financial How much of a finmcial hudships is you illness for you or your fmily ?None
o t - o , u , , , f r o " t t o " "
Accss to Care How much trouble do you have getting the medical cile you need?
None
o t 2 3 4 s 6 7 g g fog,td"ul
Closeness How often is there someone to confide in?
Anytime I Never
want
0 1 2 3 4 5 6 7 8 9 n

Care.giving needs How much help do you need with things like getting meals orgetting to the doctor?
None
o r , , o , u , , n iot*uto"ut
Distr€ss How mucb does this illness seem senseless and memingless?
A great deal
(completely)

Sptrirudity

A great deal
(completely)

Not at all
0 1 2 3 4 5 6 7 8 9 r 0

How much does religious belief or your spiritual life contributes to
you sense of purpose?

Not at all

0 t 2 3 4 5 6 7 8 s n

Settledness How much have you settled yow relationship with the people close toyou?
Nor at all
0 1 2 3 4 5 6 7 8 e ] . ; ' p , " , . , v

Purpo*^ Sine your illness, how much do you live life with a special sense ofpurpose?
Not at all
o L z 3 4 5 6 T g n c o m P l e t e l Y

f|,Vsic{ 
" , How much do you suffer from physical symptoms such as pain, shortness

of breath, fatigue, bowel or urination problemi?
Not at all
o I 2 3 4 5 6 7 8 9 ios""td""l
Mental 

- How often do you feel confused or auious or depressedl
Constiltly 

Never
(always)

Patient --Clinician
Relationship

Not at all

How much do you feel your detors and Dunes respect you as an
individual?

Infomation How cleu is the infomation from us about what to exDect
regarding you illness?

Not at all
0 \ 2 3 4 5 6 7 8 9

Goals ofCare How much do-y-ou feel that the medical cile you are gettmg fits
with your goals?

Not at all
o t t r o r u r r n ! J - o ' " t " t ,

Completely
t o
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