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ABSTRACT

Informal care, provided unpaid by family members or friends is a crucial source for providing care at home due to chronic illnesses,
disability, or long-lasting health issues. An increasing burden on informal carers largely determines the already proven negative
mental and physical health effects. General practitioners are usually responsible for recognizing the effects of persistent burdens
on informal carers at an early stage to maintain a functional caring relationship by providing individual support. A scoping
review was conducted in four databases (PubMed, LIVIVO, Cochrane Library, and Cumulative Index to Nursing and Allied Health
Literature [CINAHL]) until July 31, 2023, to identify studies describing the actual use of tools to identify informal care and measure
the burden due to informal care. The Preferred Reporting Items for Systematic Reviews and Meta-Analyses Extension for Scoping
Reviews (PRISMA-ScR) guidelines were followed to select studies. A total of 5.686 references were identified, and 59 potentially
eligible articles were assessed for inclusion, resulting in the inclusion of five studies published between 2009 and 2019. Instruments
were primarily used to measure burden after an intervention; only one study focused on instruments to identify carers in general
practice. This review highlights the need for a tool to identify informal carers in general practice, but it is important to consider
practice-specific processes and settings. Future research should take a proactive approach to testing, modifying, and implementing
an assessment and optimizing framework conditions. A follow-up project should be initiated to evaluate the effectiveness of an
adapted identification tool on the burden and health of family carers.
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Informal care is typically provided unpaid outside of a
professional ot formal framewotk by family members or friends.!"
These are crucial resources for caregiving.®" The number of

Introduction

The number of people in Germany requiring (long-time) care

at home due to chronic illnesses, disability, or long-lasting health
issues will increase by 37% by 2055. It is expected to rise from
approximately 5.0 million at the end of 2021 to around 5.6 million
in 2035 and 6.8 million in 2055.0"4
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informal caregivers who reported spending at least one hour
per day providing care was increasing from 4.1 million in 2019
to 5.7 million in 2021.FI

Family carers often neglect their own health and suffer from
exhaustion, particularly due to persistent psychosocial stress.
An increasing burden on informal carers largely determines
the already proven negative mental and physical health effects,
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such as anxiety or depressive symptoms, higher mortality risk,
caregiving style, and abusive behavior. 1!

Although numerous interventions are available to address
caregiver burden and improve caregiving outcomes, a critical
issue that remains is the identification of these (over-) burdened
categivers.'”"1 However, suppott can only be provided if
the carer is primarily identified as such. It is crucial to take a
preventative approach before carers become overburdened.
Very few are identified at an early stage of caring because they
rarely identify themselves as such and ask for support.'>' As a
result, they remain largely unsupported, which increases the risk
for secondary physical and psychological morbidity and leads
to several negative health consequences. In addition, caregiving
frequently results in financial burdens and increased costs for
both the family and the healthcare system.['h!51817]

Although the need to identify informal carers at an early stage
is well known and has been established in policy and practice
for a longer time, the support informal carers receive through
general practice is still insufficient.'®*” Recent studies by Wangler
in 2021 and 2022 show that 77% of general practitioners (GPs)
consider themselves well-suited as the primary point of contact
for family carers. This also applies to family carers of people who
need palliative care.*? In Germany, people with statutory health
insurance have a legal right to specialized palliative home care,
usually provided by GPs with additional qualifications. Thus, the
GP often remains involved in the patient’s treatment and supports
patients with palliative care needs and their relatives. However,
the need to be proactively approached by the GP at an carly
stage of care is often not fulfilled.?"* Interviews Wangler (2019)
conducted with 37 caregivers also stated that they initially felt
uncertain about whether their needs and problems should be a
matter for GP support.” This matches the outcomes of other
studies, which showed that early and systematic identification
of family carers remains challenging in the daily general practice
Setting.[l5,21,22,24]

Several standardized and validated instruments for the
identification and assessment of care-related burden exist, for
example, the Zarit Burden Interview (ZBI) or the Burden Scale
for Family Caregivers (BSFC)." Although reliability and
validity have also been demonstrated, these scales are barely used

as screening instruments in general practice.P'*?

We conducted a scoping review to gain a better understanding
of whether and how existing instruments or assessments to

identify caring relatives and measure their burden are used in
general practice.

Materials and Methods

A protocol for this review was registered on the Open Science
Framework (OSF) (https://osf.io/9ce2k). This scoping review
was guided by the Joanna Briggs Institute (JBI) approach and
the Preferred Reporting Items for Systematic Reviews and
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Meta-Analyses Extension for Scoping Reviews (PRISMA-ScR)
checklist.>

The main objective is to identify tools used to assess and identify
caregiver burden at an early stage of caregiving in general practice.
The secondary objective is to describe factors and characteristics
of tools or assessments that are associated with (systematic) use
and successful implementation in general practice. Additionally,
it will identify barriers that impede implementation.

Information sources and databases

We used an iterative search strategy involving the search for data
in four electronic databases (PubMed, LIVIVO, the Cochrane
Library, and Cumulative Index to Nursing and Allied Health
Literature [CINAHL]) from June up to July 2023 and the
reference lists of key studies to identify any studies eligible for
inclusion.

Search strategy

A preliminary search was conducted in PubMed using
database-specific Boolean operators based on the inclusion and
exclusion criteria, using the terms ‘general practice” and ‘carer’
and ‘identification’ (and their synonyms). In the second step, we
developed a search strategy for PubMed using the preliminary
search terms, supplemented by additional terms found in the
preliminary search, such as specific tools related to family
carers [Table 1]. For study protocols describing eligible studies,
publications were searched on the basis of the registration
numbers. The search strategy for the other databases was
adapted accordingly, with the assistance of a librarian. For the
database organization of the search results, we used the reference
management tool Citavi.

Eligibility criteria

Studies were included if they met the criteria listed in detail in
Table 2. Study protocols for proposed or ongoing studies that
have not yet completed participant recruitment were included
when the study protocol was deemed highly relevant for the
review. In addition, some studies conducted in the context of
palliative care were also included.

Data extraction

Two reviewers independently screened titles and abstracts and
potentially eligible full-text articles and discussed different
judgement. The first reviewer charted data from all included
studies, and the second reviewer checked the extraction.

Results

A total of 5.686 references were identified, 468 were screened,
and 59 potentially eligible articles that at least addressed the
use of assessments or instruments for informal carers were
read [Figure 1]. Five studies, published between 2009 and 2019,
were included in the scoping review (Fortinsky, 2009; Hermann,
2012; Krug, 2016; Krug, 2017; Zwingmann, 2019).”>l As one
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Table 1: Search strategy for PubMed database including relevant search terms covering family carer, general practice,
instruments to measure, or to identify and burden

Query Search terms

#1 (“family carer”[All Fields| OR “family caregiver”[All Fields] OR “informal caregiver”[All Fields] OR “spouse caregiver”[All Fields|)

AND (english[Filter] OR french[Filter] OR german|Filter])

#2 (“family practice”|All Fields] OR (((“general practitioners”’[MeSH Terms| OR (“general”[All Fields] AND “practitioners”[All Fields]) OR
“general practitioners”[All Fields] OR (“general”’[All Fields] AND “practitioner”[All Fields]) OR “general practitioner”[All Fields]) AND
“or”’[All Fields]) AND (“physicians, family”[MeSH Terms] OR (“physicians”[All Fields|] AND “family”’[All Fields]) OR “family physicians”[All
Fields] OR (“family”’[All Fields] AND “physician”[All Fields]) OR “family physician”[All Fields]))) AND (english[Filter] OR french[Filter] OR

german|Filter])

#3 (“instrument”[All Fields| OR “instrument s”’[All Fields] OR “instrumentation”[MeSH Subheading] OR “instrumentation”[All Fields|
OR “instruments”’[All Fields] OR “instrumented”[All Fields] OR “instrumenting”[All Fields| OR (“diagnosis”[MeSH Subheading] OR
“diagnosis”[All Fields] OR “screening”[All Fields| OR “mass screening”’[MeSH Terms] OR (“mass”[All Fields] AND “screening”[All Fields])
OR “mass screening”[All Fields] OR “early detection of cancer”’[MeSH Terms] OR (“early”[All Fields] AND “detection”[All Fields] AND
“cancer”’[All Fields]) OR “early detection of cancer”[All Fields] OR “screen”[All Fields| OR “screenings”[All Fields] OR “screened”[All Fields]
OR “screens”[All Fields]) OR (“assess”[All Fields] OR “assessed”[All Fields| OR “assessement”[All Fields] OR “assesses”[All Fields] OR
“assessing”’[All Fields] OR “assessment”[All Fields] OR “assessment s”’[All Fields| OR “assessments”[All Fields])) AND (english[Filter] OR

french[Filter] OR german|Filter])

H#a (“burden”[All Fields] OR “burdened”[All Fields] OR “burdening”[All Fields] OR “burdens”[All Fields] OR “care burden”[All Fields| OR
“caregiver burnout”[All Fields] OR “caregiver exhaustion”[All Fields]) AND (english[Filter] OR french[Filter] OR german]Filter])

#5 (“identifiable”[All Fields] OR “identifiably”[All Fields] OR “identifie”[All Fields] OR “identified”[All Fields] OR “identifier”’[All Fields] OR
“identifiers”[All Fields] OR “identifies”[All Fields] OR “identify”[All Fields] OR “identifying”[All Fields] OR (“measurability”’[All Fields]
OR “measurable”[All Fields] OR “measurably”’[All Fields] OR “measure s”[All Fields] OR “measureable”[All Fields] OR “measured”[All
Fields] OR “measurement”[All Fields] OR “measurement s”[All Fields] OR “measurements”[All Fields] OR “measurer”[All Fields] OR
“measurers”[All Fields] OR “measuring”[All Fields] OR “measurings”[All Fields] OR “measurment”[All Fields] OR “measurments”[All Fields]
OR “weights and measures”[MeSH Terms] OR (“weights”[All Fields] AND “measures”[All Fields]) OR “weights and measures”[All Fields] OR
“measure”[All Fields] OR “measures”[All Fields])) AND (english|[Filter] OR french[Filter] OR german|Filter])

#6 (“Zarit Burden Inventory”[All Fields] OR “Caregiver Strain Index”[All Fields] OR “Caregiver reaction Assessment”[All Fields|
OR ((“caregiver s”[All Fields] OR “caregivers”’[MeSH Terms] OR “caregivers”[All Fields] OR “caregiver”[All Fields] OR “caregiving”’[All
Fields]) AND (“demand”[All Fields] OR “demanded”[All Fields| OR “demanding”[All Fields] OR “demands”[All Fields]) AND (“scale
s”[All Fields] OR “scaled”[All Fields] OR “scaling”[All Fields] OR “scalings”[All Fields] OR “weights and measures”[MeSH Terms|
OR (“weights”[All Fields] AND “measures”[All Fields]) OR “weights and measures”[All Fields| OR “scale”[All Fields] OR “scales”|All Fields]))
OR ((“appraisal”’[All Fields] OR “appraisals”[All Fields] OR “appraise”[All Fields] OR “appraised”[All Fields] OR “appraiser”’[All Fields] OR
“appraisers”|All Fields] OR “appraises”[All Fields| OR “appraising”[All Fields]) AND (“caregiver s”[All Fields| OR “caregivers”[MeSH Terms]
OR “caregivers”[All Fields] OR “caregiver”[All Fields] OR “caregiving”[All Fields]) AND (“scale s”[All Fields] OR “scaled”[All Fields] OR
“scaling”[All Fields] OR “scalings”[All Fields] OR “weights and measures”[MeSH Terms] OR (“weights”[All Fields] AND “measures”[All
Fields]) OR “weights and measures”[All Fields] OR “scale”[All Fields] OR “scales”[All Fields])) OR “Burden Scale for Family Caregivers”[All

Fields]) AND (english[Filter] OR french|Filter] OR german[Filter])

#7 ST AND S2 AND S3 AND S$4
#8 ST AND S2 AND S4 AND S5
#9 ST AND S2 AND S3 AND S4 AND S6

study protocol exactly met the inclusion criteria, it was included
and a further publication was identified for this project through
a targeted manual search.P%*

Overview of included studies

Three studies were randomized intervention studies (Fortinsky,
2009; Krug, 2017; Zwingmann, 2019) and one was an
observational cohort study to identify correlations between
changes in patients’ quality of life and the burden of family
carers (Krug, 2016).57% Furthermore, one study protocol for
an implementation study to develop a best-practice model for
supporting family carers was included (Hermann 2012).°% The
studies included and the results in relation to the burden assessed
are shown in Table 3.

Hermann (2012) was the only study to focus on the identification

36

of family carers.’ It was framed as an exploratory study for a

subsequent implementation study (PalliPA), with a focus on the

Journal of Family Medicine and Primary Care

feasibility and optimization of instruments that can be used
in general practice to identify and measure burden. The first
phase (completed at the time of publication) involved asking
general practice teams about their approach to dealing with family
carers. The second phase involved a participatory action research
approach aimed at improving the identification of burdens. Ina
subsequent study of the PalliPA project, the burden was assessed
after the intervention using the BSFC.P¥

Three intervention studies assessed the effectiveness of an
intervention for patients or family caregivers by measuring
their burden with similar objectives.?>* Participating GPs
identified family carers based on specific diagnoses (associated
with care needs) or directly through the patient receiving care,
without the use of a special instrument to identify informal
carers. Fortinsky (2009) aimed to evaluate the effectiveness
of an individualized dementia counseling intervention for
carers.”” Randomization on the GP practice side was chosen.

Volume 13 : Issue 9 : September 2024
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Table 2: Inclusion and exclusion criteria for eligible studies

Exclusion

Patients with known disease-specific health problems similar

Studies dealing with caring relatives but not describing how
these were identified

Author replies/comments

All other languages

Inclusion
Population Adult patients in general practices with burden caused by informal
care of elder or chronically ill patients
Concept Any kind of validated instrument (e.g., questionnaire and checklist)
and reporting format to measure or enable a progress evaluation of
burden due to informal care
Context Studies conducted in general practice settings and family practices
Types of Quantitative studies (e.g., cross-sectional studies, cohort studies, and
studies case-control studies)
Qualitative studies (interviews, focus groups, observations, and
document studies)
Mixed-method studies
Language, German
timeframe English
French

No timeframe

Figure 1: PRISMA 2020 flow chart for study selection

Krug (2017) also reports on the results of the pilot project
“Improvement of palliative care at home by supporting
family caregivers” (PalliPA).”* The study developed and tested
measures to support family carers. Interviews were conducted
with carers after the intervention, as the study also focused
on the support and relief provided to family carers by the GP

Journal of Family Medicine and Primary Care 3521

()
Records identified Records identified Records identified Records identified
through PubMed through LIVIVO through Cochrane through CINAHL
search search Library search search
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Records removed before
Records identified from screening:
Databases Duplicates or other
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Records screened Records excluded
(n =468) (n =409)
o
=
§ Full-text articles excluded (n = 55), because:
£
3 - no GP was involved in identifying or measuring
Full-test articles (n=47)
assessed for eligibility - no assessment or instrument was used (n = 4)
(n =59) - the assessment was just validated (n = 1)
- the study took place in a palliative context
(Hospice centre) (n = 2)
- no burden was measured (n = 1)
i,
°
3 Studies included in Additional titles received from
2 scoping review specific hand search
‘_é (n=5) (PalliPA) (n=1)
—

practice. The burden perceived by the family carers was assessed
using the BSFC. Zwingmann (2019) collected baseline data
from family caregivers and patients with dementia (PwD) as
a part of a GP-based, cluster-randomized intervention study.
They used a comprehensive, standardized, computer-based
needs assessment to investigate the association between family

Volume 13 : Issue 9 : September 2024



Marx, et al.: Tools to identify informal carers: A scoping review

pruos)

(100°0>() 238> 01 sapTIqrsuodsar
PUE SPI9U T22M30q SIDTFUOD
paarzad 03 onp uoping 2andalqns
(100°0>d) 2Sueyp s018TYq

01 15v3U00 papraoid osfe 03 anp vapIng 2aRIqns (100 0>d)

TOAIGOTED B

o
Aqeonoads ‘voping Jo s221os o) Juikyrsse pue
Surpueiszopun vo spuadop swerdord vonuaazIUT

orednred 01 poosde pue Surred 01 onp woping 2andalqo  pue ‘vonuanaid ‘S1udwwssasse Jo Juawdopasp oY, 1(@-So1 BIUBIOWO]
(6> 191,wa(Y) 2an150d 1O S[A] *STOAISOTED BRUDWOP Arurey (dnos3 siuoned UTOISIA\
PaUR2IIS OYM SIUINE] YSrq pue s10a13938 30 (100°0>q) 03 130ddns 1uardygo opraoid 01 A1essodou sT@Eay  [0NTOd o) BRUSWOP  [EI) DONUIAINUI  -SINQUIPIN
SISINU [00) FUTUIIIDS 1T WI(] I[EIY [LIUDW JO S[OAI[ FOMO] (I [edrdoforsAyd pue [earsofoyodsd se [oa se ‘uoping U [ ‘dnoiS i uoping paziopues jo
Apms pagrrenb o Sursn epudwop parenosse APULdHIUSTS sem Podu 30A1307€2 9[0F FUTAISOIED O} SE YOS SULWOP  TONUIAINUT (STOAISATED 3180 ‘paseq  sanredpunu
sypads-enuowop 305 syuoned poudards  oWUN SIOAISTED JO IQWINU JOYSIY  SIPN[IUT YITYA JUITSSIsse Spaou darsuoyaidwod oy w0 9zg)  Jo £soruaaur (o) souonnoeid 2A} UT #6610
Aq passassy Areonewansis sqo € 1B} PIMOUS SISATEUL 2IBIIBATU() © 3unonpuod JLY) 21LITPUT SINSIT I, Spedp L1¢ urpreg [e30U20) SIO ‘U Uurwsumy
sosuodsor (Broquuanzonyy
[enpraipur jo FEIN SR ) "PaPULWIIO] 2 (swor -uapeg Jo
pawIoyuT 10U JIOU) PUT JOOULD ued syuaned aanered JO 01D WOY 9y} UT PIAJOAUT 01-wroy EAGINIACTER )
2IIM SJO) SO PIOULAPE JO SISOUTEIP B swordwids ojqeaSeurw ore  sweal JO) £q UIPING FFLD JO JUIWISSISSE JEMTY (338D IR 3I0YS “),IS¢]) syuaned a1
woxy s-),JSg s vopenyts aapered 2say) Inq ‘S1038d WO UopIng paapdiod "UONUIAINUT A[FED D[BUD O} UDPING  PUE J2DUELD STOAISIEY) Apmis 104od  pue Aurwion)
Apuow paaoar e ur syuaned pawroyur oyl pasdagge Adrxue pue ‘vorssardop 3o1e0 put spaau Juaped yroq ssasse AFemsar o1 Y siuaned) A, 303 [BUONEAIISO  UIDISIM-UINOS 169102
syuedonieg do Sunedonreg JO s3uypeoy ‘voudsAp s1uone] SJO) J0J PIdU [BUOISSIJ0Id U WIHUOD SINST oY, Spedp 0]  9[edS uaping 2an2adsorg ur sqo “ad Fnryp
sToAIS0IED Afruuey
J0J £38S$909U ST
130ddns voym
ANMHH Mﬂu ur @DT—‘:UQM quN (ea) DWCOQWMH TCN
Twmwﬁwﬁﬂ CU&H Je JoIed 20U0 Je mE®~ﬁ—OHﬁm :.N mmwuﬁuﬁuﬁ 0} MCE&EUM&N QNLM Qoﬂudumﬁﬁwﬁﬂ
Ararey urew J0U) pue $S900NS JO 2DULYD FAILIIS € DALY SOSUEYD JO[[LUg anoxduwr 01
28LISTP SUTUILIIYI-OJ]] wvoneuawo[dwr oy wre ypeordde  Sroquionzonyy
pue o[qeInour 30 1wowdoppasp oy ur aredonied £panse 01 ST 0 [D3LISOT UONOE -uopeq jo
UB IIM SIUINE] smofe yorordde yoreasor wonoe Lroredpnaed oy, (Dasg) £zoredpnied oyess [esopay o
“SIOALGIIED -0opoexd ur surPpms [SEINGENTS) e Apnis WOy SUDIpIW
Twcwﬁvuﬁﬂ mcmxwwﬂwu quN wﬂu QUIIELXD HNLH ﬁCSOM C@Dﬁ— ®>NL wUﬂuSum ON AHDQMMDHNU %TENE .Hom GOENMQME@TMEM ®>M~Nﬂ~®& ur
Surdynuopr 105 4301818 *STOAIS0FED ATIUUe] JO Spaou +uoned)  opeog uoping  1uonbasqns € 703 uonedyenb
TENPIATPUT UMO SIT wczuwcsOu pue 130ddns 9U3 199W OF PAIMS-T[OM w@mﬁu 0F 23 JO UOISIoA gzl %uouﬁoﬂxu [eUOnIppE Uk 10 C10T
¢ sdopaop wea o yoeyg 104 9[qe[rEAL 9J¢ SINSOT ON] 9 01 PIFIPISUOD d7¢ (S J0)) sTouonnovid [erouon) L[y UBWION oy,  qod0103d Apmg A SO (] UUBWIOL
"P212¥IVOD PUE POPRUIPT
21oMm (39780 [EWIOFUY Son Jo[Tews
orqrssod se) s10e1U00 pue vore
Arewnsd s £q paygroa Ayurerzooun 2oe) sueISAYJ uejodonow
udY) puE ‘pareIIUad *o1€2 Jo Arxodwon paseazour INDNIITTO))
23oM enudwp ‘Odurexa o1 01 anp oq Aews sueprsAyd Suowre J01aBYIq oIdZ  (s3oa1501ed A[Teey ‘proprrer]
307 ‘g syuaned Jo sisi| JuDWSeUTW IFULYD PUL JARENTUT JO 3B oY T, Q[eag udpIng  I0J BONEINSTOD 191233 o
‘soonovxd oxed Arewnid  (¢/°0 ) USPING TO $19930 BONILINUT wo pasn sa1xenb suo Luo JOAIZOIE)) 978D BUDWDP Papn[oul SupIas
18 SWaISAS Sul[Iq prod2x own-dnoisd JuounNean JULdYIUSFIS  INQ [NJSSIOINS SLA SIULINSUOD [EIIPIW-UOU PUE Ppasiaay PpazI[enprarpur) orydesdoas #1600
X OIUOXIDI[ dY) O paseg] A[eonsnels ou pafeands simsay - suenisdyd uoamiaq sueld oxed epuowIp SumreyS  SIAISIED 48 wa-7g UONUIAINU] o g Aysuniog
uapIng ySnoxy ro5€ 1X21U0D
Supnsesyy Arurey Surynuapy soInseaw ao pasn [oor Apms jo  omydexrSoss
do Jo [0y UIpINg JIALSIIED JO SINSAY pue syudwssasse Sururaouod s3uipuy Aoy siuedonieg /iuswnnsuy wre/adK) Apmg  pue uiSuQ Aprag

s3urpuy A9y pue SIIpNIS PIpN]oUl JO MIAIIAQ ¢ Jqe],

Downloaded from http://journals.lww.com/jfmpc by BhDMf5ePHKav1zEoum1tQfN4a+kJLhEZgbsIHo4XMiOhCywCX1A
WnYQp/lIQrHD3i3D00dRYi7TvSFI4Cf3VC1ly0abggQZXdtwnfKZBYtws= on 11/11/2024

: Issue 9 : September 2024

Volume 13

3522

Journal of Family Medicine and Primary Care



SMIAGZIUMIPXZOBBAROATIAEIDYIASALLIAIPO0AEIEAHION/AO AUM

VIXOMADYOIAXOHISABZIYU 1A+ NIOITWNOTZTARY HASSHAAUE Ag odwil/woa mm| sjeusnoly/:dny wouy papeojumoq

¥202/TT/TT uo

Table 3: Contd...

Study type/aim Instrument/ Participants Key findings concerning assessments and

Role of GP

Identifying family
carer through

Results of caregiver burden

Origin and
geographic

context

Study

Measuring
burden

measures

GP

tool used

of study

subjective burden due to role

dimensions of caregivers’ burden, and their
consequences on health outcomes.

conflicts (P<0.001) somatization

(P<0.001) depression (P<0.001)

anxiety (P<0.001)

+ Publication identified through targeted hand search

Burden was

Interventions were
developed to help

Of the 27 relatives who participated,

Results underline the importance of family

27 caregiver

Burden Scale
for Family
Caregivers

(BSFC,

intervention

DE, not

Krug

assessed using

practices recognizing caregivers as part of the care 26 relatives at baseline, 15 relatives

specified,
subsequent

study of
PalliPA

201788

BSFC at baseline,

practice teams identify

after 6 months, and 9 relatives had

team to allow early and continuous support and
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and 12 months.

on relatives. Each GP
practice established

an internal register
to identify patients

completed the BSFC after 12 months. and alleviate the burden after 6 months

Interventions initiated by GP practices and aimed ~ The burden decreased slightly.

thereby ensure care of palliative patients at home.
at family caregivers can be successful if they can

long-form —
28 items)

Project?

be easily integrated into everyday practice and the
GPs are motivated.! When supporting relatives,

receiving palliative care

the personal perception and commitment of each
individual is very important, both for the GP and

and their relatives.

their team. Proactivity is of particular relevance in

GP practices.!"

*Caregivers of PwD, "Palliative context

caregiver burden and health-related outcomes with unmet family
39]

caregiver needs.!
To examine the impact of quality of life in palliative care on the
burden of family carers of terminally ill patients, the prospective
observational cohort study (Krug, 2016) collected data from
palliative patients and their family carers who were receiving care
athome at the end of life by a GP also participating in the study.””!

Population

The studies involved carers of PwD (Fortinsky, 2009;
Zwingmann, 2019) or of patients in a palliative situation with a
life-threatening disease, such as cancer (Krug, 2016; Krug, 2017,
Hermann, 2012).75*1 Participating GPs identified these carers
in various ways: They used electronic record billing systems at
primary care practices to identify primary contacts as potential
carers.’”) They also conducted systematic screening for specific
diagnoses associated with care needs (e.g. DemTect test).” In
the context of palliative care, carers are identified and contacted
directly through the patient due to the known presence of a
life-threatening illness such as cancer and the resulting care

situation.?¢-3l

Carers were typically identified and recruited after the specific
diagnosis was known and caring was already underway (Fortinsky,
2009; Hermann, 2012; Krug, 2016; Krug, 2017).557% In
Zwingman 2019, GPs systematically screened patients for
dementia. A total of 317 patients tested positive (DemTect
score <9). According to the medical records of participating
practices, over 53% received their official diagnosis on the day
of the screening, so their carers were identified at the beginning
of their care activity. This study involved the largest number of
317 dyads (patients + cater).P”! The other studies involved 100
ot fewer dyads.>

Concept: Included instruments and tools

Three instruments were used exclusively for measuring burden
in the studies included, but not for identifying caring relatives
and their burden [Table 4].

The ZBI, used by Fortinsky (2009) and originally developed to
assess the burden among caregivers of PwD is one of the most
widely used instruments to identify and measure the burden
due to informal caregiving,*27543443 Three studies (Hermann,
2012; Krug, 2016; Krug, 2017) used the BSFC to measure the
burden due to informal care.?**470 Zwingmann 2019 used the
Berlin Inventory of Caregiver Stress — Dementia” (BICS-D), a
theory-driven, multidimensional assessment that was developed
as part of the Longitudinal Dementia Caregiver Stress
Study (LEANDER), #5465

Discussion of Results

Identification of family carers by GPs usually occurs through the
patient receiving care, without the use of a special assessment
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Table 4: Characteristics of included instruments

Burden Scale for Family Caregiver
(BSFC)

Zarit Burden Interview (ZBI)

Berlin Inventory of Caregiver
Stress — Dementia (BICS-D)

Version used

Short forms available,
for example
Developed to

Scale

use of the instrument

Long (28 items) and short version (10
items)
Short version (BSFC-s, 10 items)?

Intended to measure the burden and
stress that arises from the caregiving
situationl!#")

Four-point Likert type scale
(O=strongly disagree, 1=disagree,
2=agree, 3=strongly agree)

BSFC assesses statements related to
the type of support provided by family
caregivers.

The questionnaire is appropriate for

Long version (22 items)

Several (validated) versions with a range
of items from one to 18 125274344
Evaluate the subjective burden of
family caregivers of PwD

Five-point Likert type scale
(0O=never, 1=seldom,
2=sometimes, 3=quite often, or
4=almost always).

Family caregivers are provided with
concise instructions to answer several
questions regarding the impact of the
illness of the patient they are caring for

Long version (121 items, 25 subscales),
Practice version (33 items, 7 subscales)
BICS-D-PV, Practice version (33 items)#4!

Measure the objective and subjective burden

resulting from caring for PwD5:4044]

Questions on the scales ask to what extent

the dementia patient needs support in these

domains (five-point rating scales: “always,”
»

“mostly,” “sometimes,” “hardly ever,” and
“not at all”)

To conduct a risk assessment, it is necessary
to use the questionnaire at least once

To assess the effectiveness of your work,
the instrument must be used twice at

independent use by family caregivers.
If used in paper format, a template
for calculating the total score makes it
easier to determine the total burden.
The total load can be calculated
automatically using a digitized version.
Target group(s): Caring PwDP!
relatives of (validated)

Patients with dementia (PwD)®"
Patients with chronic diseases and the

Patients with amyotrophic lateral
sclerosis (ALS)F

Pro

Easy to understand, can be completed
independently by caring relatives
Scale is validated using the increasing

Pro and contra Pro

risk for psychosomatic symptoms in the Contra
case of increasing subjective burden®™!
Contra

Stressors are assessed in a
one-dimensional manner, which may

on their own life.

For each item, they are required to
indicate the frequency of their feelings
The assessment is based on the
addition of the numerical values
assigned to each answer. Higher scores
indicate a greater level of stress.

Patients with schizophrenia
need for chronic carelP!l Older adultsP?

Psychometric properties have been
demonstrated in numerous studies
Easy to assess™l

Less/unidimensional structure appears
inadequate for distinguishing between
vatious caregiver sub-groups!*’
Appears to lack sensitivity towards

predetermined intervals

Detailed instructions guarantee that older
caregivers are able to respond appropriately to
the questions!*!

Interviewing person should possess
experience in counseling or working with
relatives to further support ot instructions.
Practice version (PV) has the potential to be
52 used in cross-indication studies on home care

for adults.

Oncology patients!™! Reliable and has factor validity also for

informal caregivers of non-dementia
patients, concerning construct validity
further evidence is needed!*!

Can also record specific intervention effects!

Pro

Sensitive to changes?®®

46]

Multidimensionality allows to target
interventions and to measure intervention
effects!™

Contra

Scope originally pertains to the situation of
family caregivers of PwD

prevent the detection of specific effects change—unsuitable for intervention

46,55] studiest’

of an intervention!
Estimated time required 5-10 minutes
to obtain information

and complete the form

25 minutes

45-60 minutes

or instrument to identify informal carers. Thus, the three
instruments identified in this scoping review were exclusively
used to assess the burden due to informal care.

Implementation status of tools

No studies have been conducted on the actual use and
implementation of instruments to identify informal carers in
general practice. The BSFC is highly recommended for the
standardized assessment in the guideline “Caregiving Relatives for
Adults,” so an appropriate level of awareness and implementation

[61

could be assumed.’'! Howevet, a previous qualitative study

Journal of Family Medicine and Primary Care

3524

focusing on GPs individual perspectives and approaches for
identifying caregiving relatives, although non-representative,
indicates contrasting trends: although the interviewed twelve
GPs feel fully responsible for the care of family caregivers and
attribute an essential role to them, the majority was unaware of
the guideline, and the BSFC was not used in their practices.?”

Similar to Schneemilch (2018), these statements regarding
the guideline allow conclusions to be drawn about potential
improvements in guideline implementation.[? Considering

the results of other studies on guideline acceptance and use

Volume 13 : Issue 9 : September 2024



SMIAGZIUMIPXZOBBAROATIAEIDYIASALLIAIPO0AEIEAHION/AO AUM

VIXOMADYOIAXOHISABZIYU 1A+ NIOITWNOTZTARY HASSHAAUE Ag odwil/woa mm| sjeusnoly/:dny wouy papeojumoq

¥202/TT/TT uo

Marx, et al.: Tools to identify informal carers: A scoping review

in GP practice, it cannot be assumed that there is a general
rejection of guidelines in principle.[** Guidelines with
primarily recommendations on drugs are more widely accepted
and used than those with more communicative content. The
implementation and use of the latter in practice depend
on the time and structural possibilities of the GP.I! The

”

guideline “Caregiving Relatives for Adults” mainly contains
recommendations that requite GPs to have good communication
skills, to allocate sufficient time, and proactive engagement on the
patient’s side. This may lead to implementation challenges. ¢!
Tian ez al. (2023) suggest involving primary care physicians in
the guideline development process as an important solution for

better implementation.

Practitioner ambivalence

Previous studies have shown that GPs are aware of the
significance of family carers in the care process and the necessity
for early identification. However, assessment is not explicitly
prioritized due to time constraints in the practice routine, a lack
of financial incentives, and undefined consequences.? The
ambivalence is primarily due to the perceived lack of support

32671 Current

for carers after completing a separate assessment.!
research has confirmed that GPs are also often hesitant to
discuss emotional and relational aspects of caring, as well as
associated support needs. These most stressful aspects can
significantly contribute to the breakdown of caring relationships

and admissions to nursing and residential care homes.©”

Factors affecting successful implementation

Implementation studies in general practices have demonstrated
that interventions and assessments are better accepted and
most effective when they can be easily integrated into existing
procedures.’** Tt is important that GPs can observe changes,
are committed to the implementation, receive adequate support,
and that the implementation is evaluated. That is why this
participatory action research approach allowed GPs to actively
participate in developing and implementing interventions. They
utilized existing structures and procedures, optimizing them
with the support of a research team. GPs can quickly and
flexibly adapt to the implementation of new procedures, which
can increase their motivation to adapt them to their practice

routine, %40

¥ When introducing a new tool in general practice,
it is also important to assess the expectations of the staff, the
perceived need for the assessment, and its potential compatibility

with existing routines in advance.*”!

For the early identification of caregivers and the initiation of
adequate support, it would be important that appropriate tools
are available for use in routine general practice. Short screening
scales are the most suitable option, considering time and
personal resources in general practice. Based on the ZBI, Liew
et al. (2019 developed a three-item screening scale (ZBI-s)
for assessing caregiver burden in dementia caregiving. They

demonstrated that the shorter scale is as useful as the original
22-item ZBI, and even better than previous screening versions,

Journal of Family Medicine and Primary Care

in identifying caregivers with significant burden who may benefit
from further intervention. This validated version could serve as
a basis for introducing an assessment in general practice that
considers time-sensitive resources in the practice routine. All
included instruments were developed for family carers of PwD,
a long-term and slowly progressing functional disability. Other
diseases such as incurable cancer can cause a rapid decline in
health, which presents different challenges for family caregivers.
Caregiving burden varies across different phases of care for all

diseases.?¢71-72

1 When designing an instrument, it is important
to consider not only time and personnel resources but also
the patient structure and the expectations of the GP team.
Hermann (2012) took a proactive approach to addressing these
factors.” Previous studies have identified further obstacles to
implementation that should be considered, such as the absence of
a designated contact person for carers or the lack of cooperation

with a care service.[”!

A first step in implementation could be the inclusion of the
short BSFC or ZBI, modified and evaluated by the GP team,
in an information brochure. The brochure should also contain
notes on interpreting the results and specific recommendations
for action. These brochutes could be distributed to GP practices,
etc., or made available on the internet.P!! This approach should
be the focus of further research.

Alternatively, a procedure for identifying (pre-) frailty can be
used, as described in the DEGAM guideline on basic geriatric
assessment (currently under revision). The assessment begins
with two signal questions to determine if a patient requires
further evaluation. If necessary, a questionnaire (in this context:
Manageable Geriatric Assessment [MAGIC]) is used to conduct
the assessment, which may prompt additional investigations
ot interventions." Although the effectiveness of their filter
function has not yet been sufficiently proven based on current
evidence, the guideline group recommends using two questions
as signal questions for pre-selection in the waiting room due to
their good applicability in everyday practice. These questions
should relate to symptoms that are closely associated with (over-)
burden due to caring activities and have been identified by GPs
as indicative, such as depression, back pain, or headaches.”?
If the questions suggest that the caregiver is overwhelmed, an
assessment (short) can be used as a reliable tool to evaluate the
caregiver’s burden and recommend interventions to alleviate it.

Furthermore, it is important to encourage family carers to
acknowledge their role as such, identify themselves, and promptly
discuss any issues with their GP'7

Conclusions

This review indicates an objectively measurable need for a tool to
identify informal carers in general practice, but practice-specific
processes, settings, and socio-cultural aspects must be taken into
account. Future research should include a proactive approach
to testing, modifying, and implementing an assessment and
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optimizing framework conditions. A follow-up project should
be initiated to use an adapted identification tool and evaluate
its effectiveness on the burden and health of family carers and
increase routine utilization.

Strengths and limitations

This review discusses the crucial public health issue of identifying
caring relatives in general practice. The search strategy involved
searching four electronic databases for peer-reviewed literature.
It has been tailored and iteratively refined to retrieve as many
relevant published studies as possible. The review may have
been influenced by also using specific instrument names in the
search terms for identification or measurement purposes. It is
possible that instruments that were barely used and unknown
to the authors were not included. Additionally, we searched the
references of systematic reviews and did not find any additional
studies, so we believe that we have not missed any relevant studies.
It is also important to note that only publications in German,
English, and French are included and the conclusions and
practical implications primarily relate to the German healthcare
system and the given framework conditions, which is a limitation.

List of Abbreviations

Abbreviation Definition

ALS Amyotrophic lateral sclerosis

BICS-D Berlin Inventory of Caregiver Stress — Dementia
BSFC Burden Scale for Family Caregivers

LEANDER Longitudinal Dementia Caregiver Stress Study
MAGIC Manageable Geriatric Assessment

OSF Open Science Framework

PalliPA Project: Improvement of palliative care at home by

supporting family caregivers
PRISMA-ScR Preferred Reporting Items for Systematic Reviews

and Meta-Analyses Extension for Scoping Reviews

PV Practice version

PwD Patient(s) with dementia
7BI Zarit Burden Interview
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