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Abstract

Support for family caregivers is a core function of palliative care. However, there is a lack of consistency in the way needs
are assessed, few longitudinal studies to examine the impact of caregiving, and a dearth of evidence-based interventions.
In order to help redress this situation, identification of suitable instruments to examine the caregiving experience and the
effectiveness of interventions is required. A systematic literature review was undertaken incorporating representatives of
the European Association for Palliative Care’s International Palliative Care Family Caregiver Research Collaboration and
Family Carer Taskforce. The aim of the review was to identify articles that described the use of instruments administered
to family caregivers of palliative care patients (pre and post-bereavement). Fourteen of the 62 instruments targeted
satisfaction with service delivery and less than half were developed specifically for the palliative care context. In approx-
imately 25% of articles psychometric data were not reported. Where psychometric results were reported, validity data
were reported in less than half (42%) of these cases. While a considerable variety of instruments have been administered
to family caregivers, the validity of some of these requires further consideration. We recommend that others be judicious
before developing new instruments for this population.
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Introduction

Support for family caregivers alongside palliative care
patients has been advocated since the inception of the
modern hospice movement. The reality, however, is that
there are serious shortages in evidence-based strategies
to assess and respond to family caregiver needs, and a

limited number of longitudinal studies that have exam-
ined the caregiver experience over time."> Support for
family caregivers is often provided in an ad hoc manner,
and hospice assessment tools typically focus on the
needs of patients rather than family caregivers.® Also,
family caregivers confronted by significant psychosocial
distress should be targeted for interventions. However, a
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suitable means for assessing and measuring distress and
wellbeing in this population has not yet been identified.’
Thus at present it is difficult for health professionals to
be able to demonstrate that their support for family
caregivers is systematic and effective.

In addition to the clinical aspects of family caregiver
support, other research-related matters warrant consid-
eration. The challenges of conducting research within
palliative care are well documented.* It has also been
claimed that few psychometrically sound instruments
have been evaluated within palliative care populations,>°
and selecting suitable measures is a common problem.’
Furthermore, it is inappropriate to overburden family
caregivers with unnecessary self-report questionnaires.

Therefore, clarity is required with regard to the
number, focus and quality of family caregiver instru-
ments that have been used in the context of palliative
care. Given this background, representatives from the
International Palliative Care Family Caregiver
Research Collaboration (www.ipcfrc.unimelb.edu.au)
and the European Association for Palliative Care’s
Family Carer Taskforce (www.eapcnet.org/projects/
FamilyCarers.html) undertook a systematic review of
the literature in order to outline published instruments
that have been used with family caregivers of palliative
care patients. The purpose of the review was to provide
a broad critical appraisal of these instruments in order
to guide health professionals and researchers.

Methods
Inclusion criteria

A systematic review of the literature was undertaken to
source peer-reviewed journal articles, published in
English, that reported the administration of instru-
ment(s) to family caregiver(s) of a person with an
advanced, non-curative life-threatening illness (admin-
istered either prior to or after the patient’s death). An
instrument in this context was defined as a tool used to
assess or measure some aspects of the family caregiving
experience. The term family caregiver was used broadly
and included family members (no age restriction)
involved in direct or indirect care provision.

Search strategy

(1) Electronic search of articles published in English, in
peer-reviewed journals between 1980 and January
2009 of Medline, PyscINFO, CINAHL and
PUBMED using any combination of the following
search terms: Palliative Care; Hospice; Terminal,
End of life; AND bereavement; Caregivers/carer;
family caregiver/carer; AND Instrument OR scale
OR survey OR measure or inventory.

(2) The research team identified relevant instruments
they were aware of and other key references (includ-
ing checking reference lists).

(3) Hand search of Journal of Pain and Symptom
Management (1986 to January 2009) and Palliative
Medicine (1987 to January 2009).

(4) Hand search of key palliative care books.

(5) Websites of key national and international palliative
care collaborations (International Association of
Hospice and Palliative Care, European Association
for Palliative Care and Caresearch: palliative care
knowledge network initiative).'* 1

8-12

Data extraction

The abstracts of these articles were read to detect dupli-
cates and identify articles for full copy retrieval. The
instruments and related articles were then reviewed
independently by different members of the research
team. The data extraction information recorded for
each instrument is outlined in Box 1.

In addition, the instruments were -categorized
according to common areas of focus. The process
for this entailed: (1) identifying the specific purpose
for each instrument; (2) allocating instruments to
similar areas of focus; (3) developing broad catego-
ries based on these areas; (4) reviewing allocations of
instruments; and (5) labelling categories more specifi-
cally and developing an operational definition for
each.

After the initial data collection phase, the reviewers
reports were independently cross-checked and items for

Box |. Data extraction information for each instrument

|. Instrument name and abbreviation

2. Developer(s) and key reference(s)

3. Selected references reporting psychometric evaluation of the
instrument

4. References which reported psychometric evaluation in the
palliative care context

5. Specific focus of instrument (what the authors purport it
measures)

6. Brief description (number of items, response format, number
of subscales)

7. Administration method (self report, clinician administered,
other, unknown)

8. Population originally developed for

9. Translated into another language (yes, no, unknown)

10. Reliability reported in the context of caregivers in palliative
care (Type of reliability and Reliability Co-efficient)

I'l. Validity reported in the context of caregivers in palliative
care (yes, no and comment)

12. Availability (instrument included in key reference)
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clarification were discussed and resolved at a face-to-
face meeting.

Results

The electronic search of the databases produced
between 200 and 350 articles in each database.
Abstract review yielded 110 articles that appeared to
meet the inclusion criteria. Examination of full versions
of these articles identified 62 instruments that were
administered to family caregivers of persons with an
advanced, non-curative life-threatening illness.

The primary focus of the instruments and associated
descriptors were: satisfaction with service delivery
(appraisal of quality of service provided by health pro-
fessionals) 7 = 14; psychiatric disorder (depression, anx-
iety or other disorder) n=6; quality of life (perceived
satisfaction with life) n = 6; needs (perceived supportive
care needs) n=>5; grief and bereavement (angst associ-
ated with death or of the carer’s relative/friend) n=>5;
burden (psychological and/or social impact of the carer
role) n=4; preparedness/competence (perceived readi-
ness and/or skill level associated with carer role) n=3;
family functioning (degree to which the carer’s family
functions harmoniously) n=3; and other n=15 (vari-
ety of foci).

The list of instruments and associated selected infor-
mation from the data extraction process is presented in
Tables 1 to 3. Assessment of family caregivers’ per-
ceived satisfaction with health care service delivery
was the most common area of instrument development
and is outlined in Table 1.2° ¢ Other common areas of
assessment and measurement are detailed in Table 2
and included psychiatric disorders, quality of life,
needs, burden, preparedness and bereavement.’” " As
detailed in Table 3, 15 of the 62 instruments focused on
several areas of inquiry.®®®? In all three tables an aster-
isk indicates whether a copy of the instrument was pub-
lished alongside the key article. This is reported in order
to provide an indication of the availability of the
instrument.

Approximately three-quarters (77%) of all articles
that reported use of a family carer instrument within
the context of palliative care also reported some reli-
ability or validity data. In all these cases a test for reli-
ability, for example Cronbach’s alpha, was reported.
However, in only 42% of cases was an exploration of
validity reported.

Less than half (43%) of the instruments were
originally developed for palliative care contexts.
Typically, in these circumstances the focus was on
family carers whose relative was receiving palliative
care services or who had received these services
(bereaved family carers). The overwhelming majority
of instruments (89%) were designed to be administered

via self report. The mean number of items for all instru-
ments was 25.3.

In approximately one-quarter (24%) of cases it was
reported that the instrument had been translated into
another language. Nearly half of cases (48%) had a full
version of the instrument available in the key refer-
ence(s). We attempted to discern whether the instru-
ment was developed for clinical and/or research
purposes; however, this information was available in
only a few cases.

Discussion

Our systematic review of the literature identified 62
instruments that have been administered to family care-
givers of palliative care patients. As a general comment,
we found it difficult in many instances to find specific
information from some articles, particularly in those
that focused on the development and/or evaluation of
a new instrument. Hence we encourage authors and
editors of journal articles to ensure that relevant infor-
mation is explicitly outlined. Without this detail it
makes it difficult to select suitable instruments for clin-
ical and research purposes.

Less than half (43%) of the 62 instruments were
developed specifically for family caregivers within pal-
liative care. We contend that, where pertinent, generic
measures are relevant for this population. The generic
measures approach allows for comparison with other
populations. If, for example, an instrument for psychi-
atric caseness is needed, it should not require adapta-
tion to the palliative care context because the criteria
for caseness should not be affected by the nature of this
specific population.

Approximately one-quarter of articles did not report
psychometric data related to the use of the instrument
within the context of palliative care. Where psychomet-
ric data were reported, validity data were reported in
less than half (42%) of these cases and reliability was
reported via Cronbach’s alpha. While this form of reli-
ability is based on the internal consistency of the items
comprising the measure, there were only six instances of
test—retest reliability.

It would be important to establish instruments’ sen-
sitivity to change over time in situations where mea-
surement of more stable constructs is required, such
as when determining the effectiveness of interventions.
However, in situations where the instrument is
designed, for example, to ascertain carer needs based
on a ‘one-off” assessment, then internal consistency may
be more relevant.

Many of the instruments appeared to have been
developed for research purposes as opposed to clinical
use. The instruments developed for research purposes
may be more suited to scientific inquiry of a particular
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topic and/or, for example, to testing the effectiveness of
interventions for future clinical application. When cli-
nicians are selecting caregiver instruments they there-
fore need to discern the purpose for which the
instrument was developed and subsequently used. In
many instances, clinicians are interested in using suit-
able instruments to assess or measure needs and/or the
psycho-social impact of the family caregiver role. This
contrasts with examination of an intervention whereby
the primary purpose may be to explore the utility and/
or effectiveness of the impact or outcome of a new ther-
apeutic approach. These two broad purposes are
related; however, they are not the same, and when
assessing the utility, appropriateness and validity of
an instrument in any given context, this distinction
also needs to be considered. What is evident is that
clinicians need instruments that are not only psycho-
metrically sound but also relatively brief and easy to
administer.

Our review revealed the existence of a considerable
number of instruments (n=14) that measure family
caregivers’ satisfaction with service delivery. It appears
therefore that development of new instruments that
focus on this area of inquiry is not warranted. It
should also be noted that although family caregiver
satisfaction with health care service delivery has
emerged as a key outcome variable for evaluating the
quality of care, there are limitations associated with its
use as a measure for this purpose.'®

There is also a high number of measures that focus
on family caregiver burden (n=6), family caregiver
quality of life (n=5) and family caregiver needs
(n=15). While there will be circumstances where an
existing instrument does not meet the specific needs of
clinicians or researchers, we recommend that caution
prevail before embarking upon the development and
subsequent testing of new instruments. Another
option is to modify existing tools; however, we believe
that this potentially creates de facto new instruments,
and the psychometric claims cannot be inherited from
their predecessors. It is the responsibility of authors to
demonstrate the psychometrics of these new instru-
ments created from old ones.

Although we identified five bereavement instruments
that have been utilized with family caregivers of palli-
ative care patients, Agnew and colleagues’'’ recent
review of bereavement needs assessment tools suggests
that more instrument development and psychometric
testing is required in this specific area. This work
should focus on instruments for clinical application
that target family caregivers’ grief response/risk
during (1) the period from referral to palliative care
to early bereavement, and (2) the longer-term post-
bereavement period, in order to determine normal
versus complicated grief.

The remaining instruments focused on a variety of
domains including social support, positive aspects of
the role, psychological reactions to the role and
impact on caregiver lifestyle. It is also noteworthy
that several instruments were multidimensional, for
example the Caregiver Reactions Assessment.'®
Hence, we conclude that instruments exist for a broad
range of caregiver responses and experiences. However,
we did not locate instrument(s) that seemed to compre-
hensively assist health care professionals to accurately
discern (upon commencement of palliative care) the
risk of developing psychosocial problems. It would
seem worthwhile to pursue the development and testing
of a ‘triage’ type tool for family caregivers.

The overwhelming majority of instruments were
administered via self report, and this is pertinent
given that subjective reports from caregivers are neces-
sary to gain further insight into the caregiver experience
and to discern the level of health support required.
Nonetheless, consideration should perhaps be given to
other modes of administration. For example, a family
caregiver may perceive themselves as highly competent
in their role, yet a health care professional assessment
may indicate the contrary. This type of incongruence
may not necessarily be a disadvantage, as it may pro-
vide a basis for dialogue between health professionals
and family caregivers and therefore foster a deeper
exploration of the caregiver’s experience and unmet
needs. Also, given the complexities of conducting
research in palliative care, consideration should be
given to exploring and evaluating the use of instru-
ments via telephone and web-based systems.

Our review showed that the average number of items
per instrument was 25. Although family caregivers
commonly report benefits from participating in pallia-
tive research,'® future instrument development should
attempt to reduce the number of items, particularly as it
is not uncommon to administer multiple measures
simultaneously.

In terms of the availability of the instrument, in
almost half of cases (48%) the instrument was available
as a component of the key reference(s) reporting its
development and/or use in palliative care. It is assumed
that in other situations the instrument is available via a
website, or alternatively it is necessary for researchers
and clinicians to contact the author directly. We sug-
gest that the latter approach is the least desirable, and
support instead making it as easy as possible for people
to access the instruments, with clear instructions
regarding, for example, whether or not the tool is free
of charge and whether it can be adapted.

We also note that approximately one-quarter (24%)
of the instruments had been translated into languages
other than English. We encourage instrument transla-
tion so that participants who cannot speak the main
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language of the country in which the research and/or
clinical assessment is being undertaken are not
excluded. Addressing this issue will assist in reducing
bias and enhance generalizability of results. We recom-
mend that forward and backwards translation proce-
dures are used, and that translated instruments are
scrutinized for cultural equivalence.

There are several limitations with our review. We did
not explicitly interrogate the quality or otherwise of
individual instruments, hence we cannot recommend
specific measures. This could be the focus of future
work. We are aware that in some instances psychomet-
ric data may have been published in books rather than
journal articles. Also, we did not explore whether the
instruments were developed from a sound theoretical
framework. Our system for categorizing the focus of
instruments did not necessarily capture the specific
nature of some measures. Thus we encourage others
to explore the full copies of the instruments and related
data in order to determine appropriateness for their
particular needs. Despite the limitations, the value of
the review is the collation and examination of a large
number of instruments that have been used specifically
in a palliative care context.

Conclusion

Support for family caregivers is a requirement for pal-
liative care service delivery. Health care professionals
should therefore have access to reliable and valid
instruments in order to accurately assess family care-
giver needs, psychosocial impacts of the family care-
giver role and the quality of care provided.
Researchers also need appropriate instruments to
explore the family caregiver experience and examine
the utility and effectiveness of the much-needed inter-
ventions for this population.

Our systematic literature review revealed that there
is a wide variety of existing instruments that are avail-
able for use in this population. Gaining more psycho-
metric data would be advantageous, and in a couple of
specific areas more instrument development may be
needed. However, we contend that clinicians and
researchers exercise caution before embarking upon
the development of new instruments related to family
caregivers of palliative care patients. Furthermore, we
advocate that if new instruments are developed for clin-
ical use (or adapted from existing ones), they should
ideally be brief and in a conducive format. It would
also be prudent for instrument developers to take into
consideration the context of changing clinical environ-
ments, such as home versus hospital care, and cultural
variations. Finally, it would helpful to both clinicians
and researchers if a comprehensive repository of family
caregiver instruments was developed and maintained.
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