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Abstract

Background: Despite increasing evidence of the benefits of early access to palliative care, many patients do not receive palliative care
in a timely manner. A systematic approach in primary care can facilitate earlier identification of patients with potential palliative care
needs and prompt further assessment.

Aim: To identify existing screening tools for identification of patients with advanced progressive diseases who are likely to have
palliative care needs in primary healthcare and evaluate their accuracy.

Design: Systematic review (PROSPERO registration number CRD42019111568).

Data sources: Cochrane, MEDLINE, Embase and CINAHL were searched from inception to March 2019

Results: From 4,127 unique articles screened, 25 reported the use or development of 10 screening tools. Most tools use prediction
of death and/or deterioration as a proxy for the identification of people with potential palliative care needs. The tools are based on
a wide range of general and disease-specific indicators. The accuracy of five tools was assessed in eight studies; these tools differed
significantly in their ability to identify patients with potential palliative care needs with sensitivity ranging from 3% to 94% and
specificity ranging from 26% to 99%.

Conclusion: The ability of current screening tools to identify patients with advanced progressive diseases who are likely to have
palliative care needs in primary care is limited. Further research is needed to identify standardised screening processes that are based
not only on predicting mortality and deterioration but also on anticipating the palliative care needs and predicting the rate and course
of functional decline. This would prompt a comprehensive assessment to identify and meet their needs on time.

Keywords
Palliative care, terminal care, mass screening, primary health care, systematic review, advance care planning, symptom assessment,
terminally ill

What is already known about the topic?

e Earlier initiation of palliative care can improve quality of care for individuals with advanced diseases.

e However, disease trajectories are highly variable, so it is difficult to identify the appropriate time to initiate palliative
care.

e A systematic approach may help to identify patients with advanced progressive disease and potential palliative care
needs who could benefit from holistic assessment.
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What this paper adds?

likely to have unmet palliative care needs.

Implications for practice, theory or policy

appropriate care pathway.

e Most screening tools use prediction of death and/or deterioration as a proxy for the identification of people who are

e The performance metrics for these tools were generally poor.

e More research is needed to identify a standardised and robust screening tool to identify patients with advanced pro-
gressive diseases and potential palliative care needs in primary care.

e Future studies should validate screening tools against an appropriate reference standard, such as palliative care inter-
view to evaluate their ability to identify patients with potential palliative care needs.

e |dentification of patients with advanced progressive diseases and potential palliative care needs process should be sup-
ported by a comprehensive and holistic assessment to identify their unmet palliative care needs and determine the

Background

In Europe, 85% of people now die of chronic diseases such
as cancer, heart disease, stroke and dementia.! Chronic dis-
eases are characterised by slow progression, fluctuations in
trajectory, long duration and uncertainty in prognoses.23
During advanced stages of chronic life-limiting illnesses,
patients usually suffer high levels of pain and other physical
and psychological symptoms.*> At this stage, patients with
any progressive disease could benefit from palliative care.®

There is evidence from randomised controlled trials that
earlier access to specialist palliative care can promote qual-
ity of life, reduce hospital length of stay and hospitalisations
and even prolong survival.”13 However, current evidence
shows that palliative care is often delivered late in the illness
trajectory and access to palliative care is inequitable.’* In
the United Kingdom, around 90,000 people with advanced
progressive conditions who could benefit from palliative
care are estimated not to be receiving such care every year.1>

One of the key barriers to providing palliative care on
time is the difficulty in identifying patients who could ben-
efit from it.1617 Once the patient is identified as having
potential palliative care needs, their needs can be assessed
and addressed in a timely manner. However, not all
patients with advanced progressive diseases have unmet
palliative care needs. In addition, busy healthcare profes-
sionals cannot provide holistic assessment for all of these
patients.18 It has been suggested that a systematic method
could facilitate earlier identification of a subset of patients
with advanced progressive diseases who are likely to have
unmet palliative care needs and hence benefit from pallia-
tive care needs assessment.16:12

Since most people with chronic diseases live at home in
the last phase of their life, primary care teams are in the
best position to identify patients with potential palliative
care needs who could benefit from palliative care needs
assessment.29-22 Two systematic reviews have assessed the
screening tools that can be used for the identification of

patients who are likely to have unmet palliative care needs.
However, neither of them examined the accuracy of the
available tools.1%1° This systematic review aimed to identify
the existing screening tools for identification of patients
with advanced progressive diseases who are likely to have
unmet palliative care needs in primary care and synthesise
the available evidence regarding their accuracy.

Review questions

e What screening tools have been used and studied
to identify patients with advanced progressive dis-
eases and potential palliative care needs in primary
care?

e What are the main characteristics and differences
between these screening tools?

e What is the accuracy of these screening tools?

Methods

A positivist approach was used to undertake this system-
atic review and narrative synthesis of the evidence. This
research design was selected because the evidence incor-
porated a wide range of screening tools and included data
from different study designs not suitable for a meta-anal-
ysis.23 The details of the systematic review protocol are
provided in PROSPERO (CRD42019111568). The system-
atic review was conducted and reported following
Preferred Reporting Items for Systematic Reviews and
Meta-Analyses protocols (PRISMA-P) guidelines.?

Criteria for considering studies for this
review

Types of studies

We included articles that were published in peer-
reviewed journals. Commentaries, abstracts, posters,
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letters to the editor, case reports, reviews and unpub-
lished studies were excluded.

Types of participants

This review included studies examining adults (18 years or
older). Studies that reported mixed populations of children
and adults were included if data for adults were reported
separately. Only studies which included primary care
patients or assessed patients in primary care settings were
included. Studies which were conducted in mixed settings
wereincluded as long as they included primary care patients.

Types of intervention

We included studies that mentioned the use or develop-
ment of any screening tool to identify patients with
advanced progressive diseases who are likely to have
unmet palliative care needs in primary healthcare. Any
type of screening tool (electronic or manual) was consid-
ered as long as it has been used to identify primary care
patients with potential palliative care needs. We also
included studies evaluating the ability of the current
screening tools to identify patients who could have unmet
palliative care needs.

Language

The search was restricted to articles reported in the
English language.

Search strategy and study selection

We searched Cochrane Library, MEDLINE, Embase and
CINAHL. A search strategy for MEDLINE is presented in
Supplementary File 1. Databases were searched from
inception to the end of September 2018. The search was
updated in March 2019 to include articles published after
September 2018. We searched the reference lists of the
included studies and the relevant review articles to make
sure that all relevant articles were captured. The search
strategies were created by one reviewer (YE) and peer
reviewed by a librarian and an information specialist, not
otherwise associated with the project. The search results
were imported into a reference management software
package (EndNote X7) to remove duplicated references.

Abstracts of all identified studies were independently
screened for inclusion by two reviewers. We obtained the
full texts of all abstracts that met the inclusion criteria or
where there was insufficient information in the abstract
alone to determine eligibility. Final article selection was
carried out after reading full papers by two reviewers.
Disagreements related to screening were resolved
through discussion and where necessary a third researcher
was consulted.

Data extraction

The characteristics of the included studies and screening
tools were extracted prior to synthesis. For studies assess-
ing the accuracy of the screening tools, specificity, sensi-
tivity, positive predictive value (PPV) and negative
predictive value (NPV) were either extracted from the text
or calculated from the reported data. Study authors were
contacted to resolve any uncertainties, whenever possi-
ble. Data were extracted by one reviewer and double
checked for accuracy by a second reviewer.

Assessing the risk of bias

Two independent reviewers assessed the methodological
quality and risk of bias in the studies that examined the
accuracy of the screening tools. Disagreements were
resolved first through discussion and then by involving a
third reviewer for arbitration. For observational studies,
we used the Newcastle—Ottawa Scale to assess the risk of
bias.2> The methodological quality of these studies was
rated on a scale from O stars to 9 stars. Studies were clas-
sified into groups of low (less than 6 stars)-, moderate
(7-8 stars)- and high (9 stars)-quality studies. The quality
of randomised clinical trials (RCTs) was assessed using the
Cochrane Collaboration’s tool for assessing the risk of
bias.2é This tool evaluates seven possible sources of bias.
For each individual domain, studies were classified into
low, unclear and high risk of bias.

Strategy for data synthesis

A narrative synthesis was used with information provided
in the tables and text to describe and summarise the main
findings and features of the included studies and the iden-
tified screening tools.

Results

Selection of studies

We identified 6,203 records through the database search
and other sources (Figure 1). Of these, 2,076 duplicates
were removed, leaving 4,127 publications for title and
abstract screening. Fifty-seven articles remained follow-
ing the review of title and abstract. An additional 32 arti-
cles were excluded following full-text review, resulting in a
total of 25 articles. Of these, only eight evaluated the
accuracy of screening tools. No studies were excluded
based on their quality assessment.

Characteristics of the included studies

The main characteristics of the 25 articles included in the
review are outlined in Table 1.2021.27-49 Most studies were
published within the last 5 years (2015-2019). Of those,
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Recordsidentified through
database searching
(n=6199)

EMBASE (n = 3200)
MEDLINE (n= 1287) Additional records identified
Cochrane library (n = 239) through other sources:
CINAHL(n =1473) (n=4)

Records after duplicates removed

n =4127)

|

Stage 1: titles screened Records excluded
(n=4127) (n=3916)
Stage 2: Abstractsscreened Records excluded
n=211] - n =154;
1 Full-text articles excluded, with
Stage 3: Full-text articles reasons
assessed for eligibility |—— (n=32)
(n=57) Only abstracts (n=8)
NotEnglishlanguage (n=4)
l Different setting(n=3)
Reviews orlettersto the editor
or commentary (n= 11)
Studies included in the Notabout screeningtools (n=6)
systematic review
n=25)
|
!

Studies included in the
methodological quality assessment

(n=8]

Figure 1. PRISMA flowchart of the study selection.

17 studies were carried out in the United Kingdom (7), the
Netherlands (6) and Spain (4). Twelve studies were obser-
vational (prospective observational and cross-sectional),
nine studies incorporated mixed methods, three studies
were RCTs and one was a service evaluation study. The
majority of the studies included patients with a variety of
both cancer and non-cancer conditions. A total of 17 stud-
ies were conducted exclusively in primary care settings
and the remaining studies in mixed settings, including pri-
mary care.

Characteristics of the screening tools

Ten screening tools, used to identify patients with
advanced progressive diseases who are likely to have
unmet palliative care needs, were identified in this sys-
tematic review. Of these, nine were originally designed
to identify patients with potential palliative care needs
and one was originally developed to identify patients
with frailty (Table 2). Four tools were originally devel-
oped in the United Kingdom (Gold Standard Framework—
Proactive Identification Guidance: GSF PIG, Supportive,
and Palliative Care Indicators Tool: SPICT, AnticiPal elec-
tronic tool, and Electronic Frailty Index: eFl), three in the
Netherlands (RADboud indicators for PAlliative Care

Needs: RADPAC, PALliative care: Learning to ldentify in
people with intellectual disabilities: PALLI, and the dou-
ble Surprise Question(SQ)), two in the United States (SQ
and early identification tool for palliative care patients
‘Rainoe tool’), and one tool in Spain (Necesidades
Paliativas [Palliative Needs]: NECPAL tool). Seven of the
identified tools were paper-based screening tools and
three of them were electronic case finding tools. The
screening object for most of the identified tools was to
identify patients who are at a high risk of deteriorating
and dying and might benefit from palliative care. The
time frame within which symptoms and clinical indica-
tors are assessed varies across the screening tools. The
PALLI tool assesses the health status over the last 3-6
months, but the time period for assessment is unspeci-
fied for the majority of the symptoms and clinical indica-
tors in all other screening tools. Reviewing care,
assessment of needs and initiating discussions about
end-of-life needs are some examples of the recom-
mended actions following the screening (Table 3).

Table 3 summarises the general and specific indicators
of the screening tools for identification of people with
potential palliative care needs in primary care. The SQ is
part of all of the paper-based tools (except the RADPAC
and the current versions of SPICT). Five tools (GSF PIG,
SPICT, NECPAL, PALLI and AnticiPal) contain general indi-
cators for decline and increasing needs such as repeated
unplanned hospital admissions, progressive weight loss
and functional decline. Only NECPAL and PALLI contain
indicators for psychological and cognitive decline. Six
tools (GSF PIG, SPICT, NECPAL, RADPAC, PALLI and
AnticiPal) contain additional disease-specific clinical indi-
cators of decline for a number of medical conditions. In
the paper-based tools, the number of items or questions
varied significantly and ranged from 1 to 42. The remain-
der of this section describes the included tools which
used to identify patients who may benefit from palliative
care in primary care.

1. The SQ, which was originally developed by Lynn, is
the first tool that has been used for this pur-
pose.3650 |t is utilised as a part of some screening
tools or used in isolation. The SQ asks whether the
respondent would be surprised if the patient died
within a specified time period (usually the next
year). The SQ has been widely validated in differ-
ent settings.343644 The proportion of patients iden-
tified by SQ as having potential palliative care
needs across studies ranged from 1.6% to 79%. In
those studies applied to patients with advanced
progressive diseases, the percentage of patients
identified by SQ as having potential palliative care
needs ranged from 41% to 79%, whereas that
applied SQ to more general populations reported
percentages between 1.6% and 11.7%.3436:44
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. The double SQ was developed by adding an addi-
tional question (SQ2) that asks whether the
respondent would be surprised if the patient is still
alive after 12 months when SQ1 is answered in the
negative.*® The purpose of adding the second SQ
was to increase the predictive value of SQ1. The
validity of this tool has not been explored yet,
although a pilot study concluded that the majority
of GPs considered it a useful addition to SQ1.4°

. The GSF PIG was developed in the United
Kingdom.27.28 The tool, which is applicable across
care settings, uses the SQ, along with general and
disease-specific indicators of decline and increas-
ing need. To the authors’ knowledge, there is no
underlying research about the development of
GSF PIG, and no validation studies have been per-
formed in primary care settings in the United
Kingdom. The GSF PIG has been translated and
adapted for the Italian context.?’ An lItalian study
which utilised the GSF PIG among primary care
patients found that 0.67% of the patients identi-
fied as having a low life expectancy, and palliative
care needs.?’

. The SPICT was developed in the United Kingdom
using a process of literature review, peer review
and a prospective case-finding study.3? It is a one-
page tool which consists of a combination of gen-
eral indicators of deteriorating health and
disease-specific indicators. The SPICT had been
translated and adapted to Japanese, German and
Spanish settings.202931 These translated versions
(in addition to the original English version) have
been validated in a wide range of inpatient and
outpatient clinical settings.202931,32,36 Various cut-
off scores were used in different versions of SPICT
(Table 3). Studies in Australia and Japan that used
SPICT among old patients in primary care showed
that between 5.1% and 17.3% of these patients
could benefit from palliative care.2030,36

. Mason et al.*2 developed an electronic tool called
AnticiPal based on the SPICT criteria. This elec-
tronic tool was developed initially through an iter-
ative process of designing, implementation and
testing. In a recent study to evaluate the utility of
AnticiPal in Scotland, around 0.8% of 62,708 regis-
tered patients at eight GP practices were identi-
fied as having potential palliative care needs.*3

. The NECPAL tool was developed in Catalonia,
Spain based on SPICT and the GSF PIG tools.3* This
instrument, the NECPAL, is a checklist which com-
bines the SQ with general clinical indicators of
severity and progression (e.g. co-morbidity and
resource use); and specific indicators for some
medical conditions. NECPAL has been validated in
a wide variety of care settings.1533-35 Recent

10.

Spanish observational studies which conducted in
multiple setting including primary care settings
found that 1.5% of primary care patients and
73.7% of patients with advanced progressive dis-
eases met the NECPAL criteria and could benefit
from palliative care.3334

. The RADPACtool was developedinthe Netherlands

through a three-step process comprising a litera-
ture search, focus group interviews and a Delphi
study with GPs.3” The RADPAC tool contains spe-
cific indicators for congestive heart failure, chronic
obstructive pulmonary disease (COPD) and cancer,
although it does not include the SQ or general
clinical indicators that can be applied to all
patients. A Dutch RCT on the effects of training
GPs in early identification of patients who could
benefit from palliative care using the RADPAC tool
did not find any differences between the interven-
tion and control groups in out-of-hours contacts,
contacts with their GP, hospitalisations and place
of death.3® The study also revealed that only one
in four patients who died had been identified as in
need of palliative care.

The PALLI tool was designed to be used to identify
people with intellectual disabilities who may ben-
efit from palliative care.*® The tool was developed
in the Netherlands using five-stage mixed meth-
ods design including retrospective survey, inter-
views, draft version, focus groups and finalisation
for testing in practice. This tool, which consists of
39 questions, composed of eight main themes
such as physical decline, changes in characteristic
behaviour, and increases in symptom burden. The
PALLI tool has been validated for use among
patients with intellectual disabilities in different
settings, including primary care.*? PALLI tool shows
promising construct validity and feasibility. There
is, however, less and mixed evidence for the pre-
dictive validity of this tool.*°

. Rainoe et al.l used computerised electronic

records to identify the most common factors asso-
ciated with death within the next year among hos-
pitalised patients. A list of the identified factors
(including age 75 and over and having diseases,
such as heart failure and COPD) was used to iden-
tify people who may benefit from palliative care.
The electronic tool has been validated against clin-
ical assessment in an observational study in the
United States, which found that 5.6% of primary
care patients could benefit from palliative care.?!

Electronic Frailty Index (eFl) was developed in the
United Kingdom to identify elderly patients in pri-
mary care who may be living with frailty.%” The eFl
uses a ‘cumulative deficit” model to calculate a
frailty score based on a range of deficits, which can
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be symptoms, signs, diseases and abnormal labo-
ratory test values. The eFl has been used in two
recent studies to identify people who are at an
increased risk of mortality and may need palliative
care.*’48 |nitially, Stow et al.*” examined the ability
of eFl to predict mortality by measuring it at a sin-
gle time point, which found that 1.1% of individu-
als age 75 and over could benefit from palliative
care. Stow et al.*® conducted another study using
eFl to examine if changes in frailty index can be
used to predict mortality and the need to pallia-
tive care. The study identified a distinct frailty tra-
jectory which can be used to identify people who
are at a higher risk of dying within 12 months. This
study found that 0.49% of people age 75 and over
were identified as potential candidates for pallia-
tive care. The predictive validity of eFl to identify
patients with potential palliative care needs has
been evaluated in both studies.*”48

Accuracy of screening tools

Eight studies reported accuracy data for five screening
instruments (SPICT, SQ, NECPAL, eFl and early identifi-
cation tool for palliative care patients ‘Rainoe
tool’).21,34,36,44-48 Reference standards (i.e. the compara-
tor against which the tool was compared) varied across
these studies, including 3-month mortality, 12-month
mortality, 24-month mortality and clinical assessment.
One study was excluded as data were available only on
positively screened patients.?” Table 4 shows a sum-
mary of the sensitivity, specificity, PPV and NPV for the
screening tools.

Across all screening tools and studies, only one study
had a PPV over 50% (83.8%). The NPV was high for most
tools and varied from 99% to 69%. The sensitivity and
specificity values varied considerably and ranged from
3.2% to 94% and 26.4% to 99%, respectively. Studies
enrolling participants with advanced progressive diseases
reported high sensitivity values; however, studies that tar-
geted a general population of primary care (e.g. adults
aged 70 and over) reported lower sensitivity values.

Methodological quality of studies that
reported accuracy data for screening tools

The assessment of the risk of bias is summarised in
Supplementary File S2 (RCTs), Supplementary File S3(a)
(cohort studies) and Supplementary File S3(b) (case con-
trol studies). On the basis of the Newcastle—Ottawa scale,
three of the five cohort studies were judged to bear a
moderate risk of bias (fair quality)3#4>4¢ and one cohort
was judged to have a high risk of bias (low quality) due to
the lack of description of the follow-up and no adjustment
for confounders.?! Only one cohort study fulfilled most of

the Newcastle—Ottawa scale criteria and had a low risk of
bias (high quality).** The Newcastle—Ottawa scale assess-
ment revealed that the two case control studies were all
of a fair quality.#”%8 Based on the Cochrane risk of bias
tool, the overall risk of bias for the included RCT was high
because of unclear allocation concealment and differen-
tial drop-out rates between the two groups.3¢

Discussion
Main findings

We identified 10 screening tools for identification of
patients with advanced progressive diseases who are likely
to have unmet palliative care needs in primary care which
varied in content and accuracy, and in general, the valida-
tion studies were of low quality and with high risk of bias.

Most of the identified tools use either prediction of
death or deterioration or both as proxies for the identifi-
cation of people who are likely to have unmet palliative
care needs. Patients with advanced progressive diseases
experience different trajectories of decline and usually
have varying needs at different phases in the illness tra-
jectory.5152 Therefore, the identification process should
not be based solely on predicting mortality or survival,
but it should also focus on anticipating their needs when-
ever they occur, and predicting the rate and course of
functional decline in order to trigger holistic assessment
and make a proactive palliative care plan.

The proportion of patients identified with potential
palliative care needs across studies ranged from 0.49% to
79%. The accuracy of five tools (of which data were avail-
able in eight studies) showed sensitivity ranging from
3.2% to 94%, and specificity ranging from 26.4% to 99%.
The wide variation in the accuracy of the screening tools
may be caused by both variations in diagnostic groups and
disease trajectory during the last year of life.

Strengths and weaknesses/limitations of
the study

This is the first systematic review to assess the evidence
on accuracy of screening tools for identification of patients
with advanced progressive diseases who are likely to have
unmet palliative care needs in primary care. We used a
broad search strategy to identify all potentially relevant
studies by searching Cochrane Library, MEDLINE, Embase
and CINAHL, and the quality of the validation studies was
assessed by two reviewers independently with disagree-
ments resolved by a third reviewer.

Our findings are limited by several issues. First, our
search strategy was designed to capture all of the relevant
papers but given the nature of this topic, it is possible that
some papers may have been missed. Although we con-
ducted a comprehensive and broad search of the literature,



1001

ElMokhallalati et al.

*anIsod :+ ‘anjen aadIpald aAne3au iAdN ‘enjeA aAnRIpasd aanisod iAdd
{UoI1eINDp pJepue)S i S (10413 piepuels :3S ‘xapul A}jied) 21U0J1I9D 1|43 ‘uoisanb as1uduns DS ([SpaSN dAel||ed] SeAIlRI|Rd SOPEPISRIaN TVdDIN ‘001 Si01edipul a4ed aAllel||ed pue aAldoddns 8yl :[J1dS

(09 as)uesw
‘9'G8 :|0J3U02 404

(0'9 @s)ueaw

0.6 OTT 0°'€S 09, ‘1°G8 :sased Jod 068°L Aujenow yuow-¢ 6T1°0 < 3NjeAlInd |43 EE] ON syuow ¢ v'|B 39 MO1S
(86's @s)uesw (TZ'0J0 143 BuUljaseq
‘G9°Gg :]0J41U02 J04 B woJy SuImols 24043q yuow
(86°'s @s)ueaw Jad |43 ¢¢0°0 Jo dseasoul [enul)
€€6 86T 166 43 ‘P1°G8 1s9sBD JO4 86¢'9¢ Aujerow yuow-zT  Ayedy Suisu Ajpideds yum sjdoad 149 ON SYuoW ZT  g;'|B 32 MO3S
(uonsanb
S'¥6 T0C 7'v6 S'0¢ uesw ‘g9 L€L'T Ajjeriow yuow-gT dsudins, 9y} 03 OU JdMSUR) +DS 0S ON Syjuow ¢t gy'|B 32 UDjE]
(uonsanb
069 8'€8 9'€8 €69 (6°03S)ueaw 0L 1€ Aujeow yuow-gT ,3sldins, ay) 0} ou Jamsue) +0S 0S ON SYjuow ¢T 4’| 39 IUCION
(z8-1¢ (uonsanb
8/6 9TI 0’19 06/ 98ued)uelpaw ‘77 T€C Aljelow yuow-gT ,9s14dins, 9yl 01 OU Jamsue) +0S 0S ON SYluow gT ,’|e 32 sauJeg
a4n|ie} 14eay anzsaguod
jo sisoudeip e o G/ < 23e ‘33
‘ae3A 1Xau Y3 UIyM yieap Jo st (Apnas
ysiy Joy Ja3JeW dY3 JO BUO 1SEI| ay3 jo
1B PAUIBIUOD SPJ0JDJ JIUOJIID|D |00} yi8ua| ay3)
066 09¢€ 0'L6 0'v6 - 80€‘8T 1uUDWISSISSE [BIIUID JI3Y3 §I papnjoul st juaiied aupuley ON sSyiuow g rz’|e )3 auouley
v 9y £'8¢ 7’16 Ayjeow yyuow-g (uonssnb
6'16 0'¢CE 7'9¢ L'€6 Aljeriow yuow-g1 ,9s14duns, ayl 01 ou Jamsue) +0S 0S
(,s403e21pUI
L'T8 8'SP 0'S€ S'L8 Avjenow yiuow-yz  oyyoads T= 40 sJ03edIpUl [BIBUDS PERE
016 G'E€ 6CE €16 (8'TT QS)ueaw ‘€18 6S0T AMjenow yuow-zT T=, pue ‘+0S) +1vdIIN 1VdO3IN ON syjuow z 33slieg-zawon
(uonsanb
'86 OVI 9'G66 L' €€ Aljeriow yuow-g ,9s14duns, ayl 01 ou Jamsue) +0S 0S
(4o1e21pULl [BDIUID T= JO SJ01BDIpUl (uoistan
6.6 S0C 8'G6 0ve (6'9@s)uesw ‘162 GZS'T Anjerow yiuow-z1 [B4BUSS 7= YUM +DS) +101dS ZT0T) 1D1dS UORINIU| SYIUOW ZT o¢’|B 39 [[BYIMUIA
(%) (%) (%) (%) (28ues ‘s ‘35) (u) ajdwies dn-moj|o4
AN Add Adi10ads AlAINSUSS uelpaw JO ueaw ‘@8y |eul4 pJepueis aduaJasay an|eA 4joind joo] uosiuedwo) jo yidua ERVEIEIEN|

*S|001 SUlUBJIS BY3 40} AN[BA AdN ‘Add ‘ANd1j109ds ‘ANAIIISUSS BY3 JO AlewwinS *f djqeL



1002 Palliative Medicine 34(8)

Eligibility Screening Assessment Planning
" /' Assessment of A Referral to a specialist
. Possible Identified iati i
Patients with 'Sdcree'?mg t‘? needs the identified e palliative care service
advanced identify patient ——>| | patients to e o or

with potential
palliative care
needs

determine their
palliative care
needs

o <
@G (3
% &
Continue
current care

Introduction of a palliative
care approach (generalist
palliative care )

progressive
diseases

Figure 2. The process of patient identification and assessment of palliative care needs.

we only included English language studies. We did not also
include unpublished results or studies from the grey litera-
ture, which may have introduced publication bias. However,
the methodological quality of grey literature is usually lower
than the quality of published studies literature.>3>* Second,
there is no current consensus about a reference standard
against which the accuracy of a screening tool could be
assessed. All studies used mortality as a reference standard,
with the exception of one study that used clinical judgement
to determine whether the identified patient could benefit
from palliative care.?! This is a major flaw in the evidence, in
that we know palliative care needs do not relate particularly
closely to time to death, especially for some illnesses such
as organ failures. Data were universally missing on how
many patients identified (or missed) by the screening tools
actually had palliative care needs and so we cannot be cer-
tain of the true clinical value of these tools.

What this study adds

Improving identification of patients who are likely to have
unmet palliative care needs is a crucial step to overcome
inequity in access to palliative care and to ensure that
patients receive the right care at the right time to meet
their needs and preferences.>> ! Identification does not
mean referral to specialist palliative care services is neces-
sarily needed, but rather, it should trigger a comprehen-
sive and holistic assessment of palliative care needs of the
identified patients and their families.17:50

Although some of the identified tools recommended
some actions to be taken after the screening process,
there is no clear or appropriate care pathway for people
with advanced progressive diseases who have been iden-
tified as having potential palliative care needs. Based on
the findings from this review, we created a conceptual
graph to describe the process of patient identification and
assessment of palliative care needs (Figure 2). The first
step in the process is using a screening tool to aid the

identification of patients with advanced progressive dis-
eases whose health is deteriorating and hence benefit
from palliative care needs assessment. The screening tool
should be based not solely on predicting mortality and
deterioration but also on anticipating the needs when-
ever they occur and predicting the rate and course of
functional decline. The identified patients who have
potential palliative care needs could then be targeted for
assessment to identify their unmet palliative care needs.
The outcomes of the assessment can help to determine
the level of care required and may prompt an introduction
of a palliative care approach ‘generalist palliative care’ or
referral to a specialist palliative care service.

Primary care teams play a vital role in caring for people
with advanced chronic diseases.>® One of the main chal-
lenges for them is to identify which of their patients might
have unmet palliative care needs.>”>® Implementing a sys-
tematic tool could help the primary care team to identify
patients with advanced progressive diseases and poten-
tial palliative care needs. However, issues such as high
workload and decreased resources and capacity in pri-
mary care can be barriers to implement such a screening
tool.*2 Therefore, we recommend the use of an electronic
tool to systematically and automatically identify patients
who might have unmet palliative care needs and trigger
the use of a needs assessment tool. Although some elec-
tronic screening tools have been used such as AnticiPal
and Rainoe tools, their validity is unclear as they used the
risk of deteriorating and dying as a proxy for the identifi-
cation of people with potential palliative care needs.?143.56

The design of the future automated tools should be
based on predicting functional decline and increasing
needs as well as predicting mortality. Future studies of
these tools should apply adequate reference standards
such as palliative care interviews to examine whether the
screening tools accurately identifies patients with poten-
tial palliative care needs.>%>° The implementation and use
of these tools within current clinical practice software
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require minimal resources and very little training and
capacity which allow them to be used in busy primary care
practices.1850 Implementation of validated and standard-
ised screening tools would transform the identification
process in primary care and improve timely access to pal-
liative care for people with advanced progressive diseases
and potential palliative care needs.

Conclusion

This systematic review identified 25 studies that
reported the use or development of screening tools to
identify patients who are likely to have unmet palliative
care needs. The evaluation of these tools was limited
because of a lack of a valid comparator and so their true
clinical utility is unknown. Further research is needed to
identify standardised screening processes that are
based not solely on predicting mortality and deteriora-
tion but also on anticipating a person’s needs whenever
they occur and predicting the rate and course of func-
tional decline in order to trigger the use of a needs
assessment tool to identify and address their unmet
needs at the right time.
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