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Objective: The objective of this studywas to test the reliability and validity of the Caregiver-Patient ActivationMeasure
(CG-PAM).
Methods: Based on the psychometric testing of the original Patient Activation Measure (PAM), three assessments of re-
liability and validity were completed on the CG-PAM. Test-retest reliability was assessed across two weeks (n= 23).
Criterion validity was assessed by interviewing participants from the test-retest cohort (n = 10), with transcripts
assessed by subject matter experts (n = 3) to classify activation levels of the interviewee. Construct validity was
assessed through a survey (n = 179) consisting of demographic questions, the CG-PAM and concepts hypothesised
to be related to caregiver activation.
Results:Therewas strong test-retest reliability (r=0.893), but poor criterion validity. Assessment o;f construct validity
demonstrated significant relationships found between caregiver activation and weekly hours of care provided (p <
0.001), relationship satisfaction (p < 0.001), and dyad typology (p < 0.001), but not with perceived levels of stress
or social support.
Conclusion: The CG-PAMwas found to have strong reliability, but there were inconsistent results across the validation
tests conducted.
Innovation: Future researchmust consider the dynamic nature of caring and the importance of the relationship between
the caregiver/recipient when defining activation levels within the CG-PAM.
H I G H L I G H T S

• To date, the Caregiver-Patient Activation Measure (CG-PAM) has not been formally tested for reliability or validity
• Methods used were based on the psychometric testing of the original Patient Activation Measure
• The CG-PAMwas found to have strong reliability, but there were inconsistent results across the validation tests con-
ducted.

• The dynamic nature of caregiving and the caregiver/receiver relationship are important when conceptualising care-
giver activation and how it could be measured.
1. Introduction

Informal caregivers improve the lives of people with chronic illnesses for
whom they provide care [1-3]; however, there can be a personal cost of car-
ing. Informal caregivers are known to experience high levels of burden and
social isolation, poor physical and mental health outcomes [2-5], and have
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the quality of the relationship within their caregiver/receiver (dyad) im-
pacted by caregiving [6]. This dyad, and the way in which it functions, has
an important influence on the outcomes of an individual's chronic illness as
well as health and wellbeing outcomes of the caregiver [4,7].

With individuals and their informal caregivers self-managing chronic
illness in the community [8], there is an increased need to ensure that
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appropriate supports are available for this to occur across the caregiving
journey. Informal caregivers have needs around basic self-management
knowledge [9], experienct;e a level of uncertainty relating to the implica-
tions of the diagnosis, appropriate treatments and help seeking skills
[10], and desire improved communication, and the confidence to build im-
proved communication, with health professionals throughout the disease
trajectory [10-14]. As such, a better understanding and assessment of infor-
mal caregivers' potential to successfully help manage their care recipients'
chronic illness is needed.

Patient activation is a commonly used concept throughout the chronic
disease self-management literature, and the Patient Activation Measure
(PAM) is one of the most widely used measure of activation in both aca-
demic and clinical settings [15]. Patient activation is defined as an individ-
ual's knowledge, skill, and confidence in managing their own health or
chronic condition [8]. Developed by Hibbard and colleagues in the
early 2000's, the PAM was originally developed and validated as a 22
item tool [8], with the short version (13 items) developed and validated
in 2005 [16]. With questions focussed on such things as knowledge of
what prescribed medications do, confidence to independently raise con-
cerns with health professionals and skills to maintain lifestyle changes,
the PAM produces a summed and normalised score on a 100-point ordi-
nal scale; assigning activation levels from low (Level 1) to high (Level
4). Low scores typically refer to those patients who are considered pas-
sive recipients of health care and are not active patients. Conversely,
those at the high end of activation are more proactive about their
healthcare needs and are more readily engaged with many preventative
health behaviours [17].

Knowing the activation level of an individual can assist health care
workers better understand the current capacity and capability of an individ-
ual and ensure any treatment or management plans are appropriate to their
level of skills, knowledge, and confidence [18]. The PAM can assist both
health care workers and individuals to understand their capacity to self-
manage their chronic illness(es) [18], but as it is patient-focussed it does
not consider the important partnership role informal caregivers have in
the self-management process.

Caregivers as well as patients can show different levels of engagement,
or activation, with their health treatment. The Caregiver-PAM (CG-PAM)
[19] was developed to understand the level of activation in those informal
caregivers who play a role in managing the health of the person they care
for. The CG-PAM was modelled on the PAM [18], and developed by the
same authors. Like the PAM, it is a 13 item tool which addresses the same
concepts as the PAM, through almost identical questions but with minor
word changes to be from a caregiver perspective, and produces a summed,
normalised score out of 100. Like the PAM, a caregiver's activation score
can fall within one of four levels with each level providing an indication
of where an individual is placed regarding their ability to care for and assist
with the management of the care recipient's chronic illness. Caregiving ac-
tivation and patient activation are likely related but distinct concepts, but
this is largely untested. While no formal definition of caregiver activation
was established by Hibbard et al., it is used to assess levels of skills, knowl-
edge, and confidence of a caregiver. We employ this operational definition
in the present paper.

Despite the large volume of literature that both utilise and validate the
PAM, including the translation of the PAM in multiple languages such as
German [20], Dutch [21], Spanish [22], and Hebrew [23], there has been
minimal published research on the CG-PAM, with some exceptions in the
areas of dementia [24], cancer survivorship [25] and stem cell transplants
[26]. To the best of the authors' knowledge, there is no peer reviewed em-
pirical data to demonstrate the CG-PAMs validity. Therefore, the purpose of
this study was to test the reliability and validity of the CG-PAMwith a sam-
ple of informal caregivers of people with a chronic illness and a sample of
professional experts.
2

2. Methods

Assessment of the reliability and validity of the CG-PAMwas guided by
the original psychometric testing process used by the developers of the
PAMwhen the tool was constructed [8]. Our approach included 1. repeated
measures survey (test-retest reliability), 2. participant interviews and sub-
ject matter expert transcript analysis (criterion validity), and 3. cross-
sectional survey (construct validity). By replicating the types of reliability
and validity tests conducted by the developers of the PAM, the research
procedures followed and, where possible, a replication in sample sizes.
This allows a comparison of results, as there is no other CG-PAM validity
or reliability study currently published. Some adjustments to variables
were required in the construct validity testing to ensure the testing was ap-
propriate for the research population. The University of Canberra (Blinded
for Review) Human Research and Ethics Committee approved the study
protocol (#20180389 on 20/2/2019).

2.1. Test-retest reliability

2.1.1. Participants
Caregiver participantswere recruited through advertisements displayed

in the Health Clinics at the University of (Blinded for Review), as well on-
line through the distribution channels of jurisdictional peak bodies for var-
ious chronic illnesses, such as Parkinson's Disease, Arthritis, and Muscular
Dystrophy. Inclusion criteria for all caregiver participants were individuals
aged 18 years and over who provide care to another adult who has a long
term or chronic illness, can read and speak English, and are able to provide
written consent to participate.

2.1.2. Procedure
To assess test-retest reliability, participants were asked to complete the

CG-PAM at baseline and again two weeks later. The CG-PAMwas adminis-
tered through the on-line Qualtrics XMplatform. Participants were asked to
note their favourite colour and sporting team to allow matching of re-
sponses from T1 and T2. No other data, such as characteristics of the partic-
ipant, or their care recipient, were collected.

2.1.3. Data analysis
To assess reliability of the CG-PAM, we used the responses from people

who provided data at both T1 and T2 to correlate the scores.

2.2. Criterion validity

2.2.1. Participants
Caregivers for the criterion validity component of the study were re-

cruited from the test-retest participant cohort. Participants who were sub-
ject matter experts were recruited through direct contact by the research
team leader. Inclusion criteria required experts to be health professionals
actively working in the field of caring for people with a chronic illness
and their caregivers. All participants received a participant information
sheet and provided informed consent.

2.2.2. Procedure
The assessment for criterion validity was two-fold. Initially, 10 partici-

pants from the test-retest reliability assessment were invited to participate
in a semi-structured one-on-one interview with the research team leader
to discuss their caregiving experience. Questions were based on key themes
from the CG-PAM including responsibility for caregiving, medication man-
agement, and help seeking capabilities. A CG-PAMwas administered imme-
diately prior to interview to reflect the participants' current level of
activation. Interviews were conducted by telephone with consent from
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participants to have the conversations recorded. Interviews varied in length
from 25 min to 60 min, and the recordings were transcribed verbatim.
Whilst the original validation of the PAM [8] interviewed a total of 10 par-
ticipants, five from both the highest and lowest PAM scores, this study
sought to include participants who also had middle-range scores, in an ef-
fort to explore more broadly, caregiving experiences across the range of ac-
tivation scores.

The second component of the criterion validity assessment was to have
the transcripts reviewed by three experts: a general practitioner, an exercise
physiologist, and an occupational therapist. Each expert had over 15 years
clinical experience, had worked extensively with patients with chronic ill-
ness and their informal caregivers, and were registered/accredited with
the relevant National Board. Once agreeing to participate each had a meet-
ing the research team leader to discuss the concept of activation prior to
assessing the transcripts and classifying each one as fitting into one of the
four activation levels. To assist with this, experts were provided with de-
scriptions of activation levels from both the PAM and the CG-PAM (see
Table 1). Those provided for the PAMhave beenwell-established, however,
this is not the case for the CG-PAM. To date, the only descriptors for CG-
PAM activation levels listed in Table 1 derive from research with caregivers
of people with dementia [24]. Experts were blinded to the CG-PAM scores
of the participants.

2.2.3. Data analysis
In line with the original testing by Hibbard et al. [8], to assess criterion

validity, activation scores recorded from each expert were dichotomised to
either ‘low’ (activation levels 1 and 2) or ‘high’ (activation levels 3 and
4) for analysis. In addition, unlike the Hibbard et al. study, the initial acti-
vation score classification from each expert [1-4] was recorded. Cohen's
kappa was used to assess the caregiver pre-interview activation level and
the dichotomised score and the initial activation score from the experts.
Analysis was completed using SPSS version 26 and significance levels
were set at p < 0.05.

2.3. Construct validity

2.3.1. Participants
Caregiver participants for the construct validity component of the study

were not part of the test-retest participant cohort. They were recruited
through advertisements in in the Health Clinics at the University of
(Blinded for Review), as well online through the distribution channels of
national peak bodies for various chronic illnesses, such as the Lung Founda-
tion Australia, Heart Support Australia, and Dementia Australia, and
through various social media channels. The inclusion criteria for partici-
pants were identical to that in Phase 1.

2.3.2. Procedure
To assess the construct validity of the CG-PAM, a survey was conducted

using the on-line Qualtrics XM platform. The survey consisted of 43 items
including demographic questions (n = 8), questions relating to their care-
giving (such as the number of hours per week providing care) (n = 4),
their dyad typology (the way care in managed within their relationship
such as caregiver orientated) (n = 1), the CG-PAM (n = 13). Other items
included the ENRICHED Social Support Inventory (ESSI) (n = 6), the
Table 1
Descriptors and scores of the four activation levels for the PAM and the CG-PAM.

PAM [15]

Level 1
Score 0–47

Individuals are passive and lack confidence. Knowledge is low, goal-orie
is weak, and adherence is poor

Level 2
Score 47–55.1

Individuals have some knowledge, but large gaps remain. They believe
out of their control, but can set simple goals

Level 3
Score 55.2–72.4

Individuals have the key facts and are building self-management skills. T
for best practice behaviours, and are goal-oriented

Level 4
Score 72.5–100

Individuals have adopted new behaviours, but may struggle in times of
or change. Maintaining a healthy lifestyle is a key focus

3

Burns Relationship Satisfaction Scale (BRSS) (n = 7), and their Perceived
Stress and Anxiety Scale (PSS4) (n = 4). Higher scores in the CG-PAM,
the ESSI, the PSS4 and the BRSS represent higher levels of activation, per-
ceived levels of social support, perceived levels of stress, and relationship
satisfaction respectively.

The original PAM used concepts known to be important predictors for
successful chronic disease self-management such as physical activity,
smoking status, and nutrition [8]. As such, the concepts of social support,
relationship quality and perceived stress and anxiety were chosen as suit-
able predictors of caregiver activation. The literature has also successfully
demonstrated the use of these scales when exploring caregiving, chronic
disease, andmeasuring psychosocial wellbeing [27-32]. The scalesmeasur-
ing relationship quality and perceived stress were utilised unchanged. How-
ever, the ESSI was adjusted from its original form which contains seven
items. In this study, only the five emotional support items of the ESSI
were assessed (excluding the question regarding instrumental support as
well as the question regarding marital status in the ESSI was removed, as
this question was addressed in the demographic component of the survey).
This 5 item ESSI scale has been successfully used in previous research with
no impact on the scale's validity [33,34].

2.3.3. Data analysis
Data was entered into SPSS and statistical analysis was completed in-

cluding independent samples t-tests, one-way ANOVAs and correlations –
dependent on variable type. The research team became aware during the
conduct of this study, that the five item dyad typology originally develop
by Buck et al. [35] that was utilised in the survey, had been reviewed and
updated to contain four dyad types [36]. Data analyses were therefore con-
ducted using both the original and the contemporary typology. The two ty-
pologies yielded very similar results, with the contemporarymodel selected
for inclusion in this paper.

3. Results

3.1. Test-retest reliability

There were 42 participants who initially completed T1, and 23 who
completed both T1 and T2. The mean CG-PAM score for T1 was 62.5 ±
13.13, and for T2 it was 61.35 ± 13.74 (n = 23). Pearson's correlation
was r= 0.893 (p = 0.001, two tailed), suggesting high internal reliability
of the instrument. A paired t-test showed therewas no significant difference
between T1 and T2 scores.

3.2. Criterion validity

The pre-interview CG-PAM score, the associated activation level [1-4]
and dichotomised activation level (high/low) was recorded for each partic-
ipant (see Table 2). Of the 10 transcripts reviewed and assigned an activa-
tion level by the experts, there was only one occasion where all three
provided an identical score (Participant #9). Interestingly, their assessment
matched the participant's pre-interview activation level. Cohen's kappa
showed there was no agreement between participant pre-interview and ex-
pert classification of activation levels.
Caregiver PAM [24]

ntation May not yet believe that they play a role in managing the patient's
health –they may not believe their role is important

health is largely Lacks confidence and knowledge to take action on behalf
of the patient

hey strive The caregiver is beginning to take action and feel confident
they are in charge

stress The caregiver is confident, but may have difficulty maintaining
their level of involvement over time



Table 2
CG-PAM Assessment Outcomes from the Criterion Validity Analysis.

Participant
ID

Pre-Interview
CG-PAM
Score

Pre-Interview
CG-PAM
Level⁎

Expert #1
Assessment

Expert #2
Assessment

Expert #3
Assessment

1 45.3 1 4 3 3
2 47.0 1 2 2 4
3 55.6 3 3 4 4
4 55.6 3 3 4 2
5 58.1 3 4 4 3
6 65.5 3 2 3 2
7 67.8 3 3 4 3
8 77.7 4 3 4 4
9 77.7 4 4 4 4
10 84.84 4 4 4 3

⁎ Activation levels 1 and 2 represent ‘Low Activation’, levels 3 and 4 represent
‘High Activation’.
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Analysis of the dichotomised high/low activation levels demonstrated
agreement between the experts on six occasions, again with the agreed
level of the experts matching the pre-interview activation level of that par-
ticipant. Cohen's kappa showed only one expert demonstrated a moderate
agreement with the pre-interview dichotomised activation levels (k = 0.
615, p = 0.035).

3.3. Construct validity

Of the 193 who commenced the survey, 179 completed all items. Of the
193 participants (all of whom completed the demographics questions), the
majority were female, aged over 45 years, married, tertiary-educated,
Christian, born in Australia, and spoke only English at home (see
Table 3). Most participants were the spouse/partner of the person they pro-
vide care for, with almost half of participants stating they spend over 31 h a
week providing care.

The results from the CG PAM and the three instruments used to assess
caregiver wellbeing can be found in Table 4, along with the means
(M) and standard deviations (SD) of each instrument as well as the score
range for each. The internal-consistency reliability scores for each scale
using Cronbach's alpha are recorded, with all internal reliability scores
are above 0.78, suggesting good to high levels of internal reliability. Addi-
tionally, for each instrument, no items detracted from their scale's
Table 3
Characteristics of participants.

Characteristic n = 193

Gender, female, n (%) 166 (85.6%)
Age (years), n (%)

25–34 9 (4.7%)
35–44 23 (11.9%)
45–54 44 (22.8%)
55–64 54 (28.0%)
65–74 45 (23.3%)
75+ 17 (8.8%)

Married, n (%) 128 (66.0%)
Education (tertiary education beyond high school) 158 (81.4%)
Religion

Christian 85 (43.8%)
No religion 77 (39.7%)

Country of birth, Australia, n (%) 138 (77.1%)
Speaks only English at home, n (%) 174 (90.2%)
Relationship with care recipient, n (%)

Spouse/partner 85 (43.8%)
Parent 50 (25.8%)
Child 30 (15.5%)

Hours of caregiving per week⁎, n (%)
Less than 15 60 (31.4%)
15–30 46 (24.1%)
31+ 85 (44.5%)

⁎ Hours of care were recorded as individual hours but collapsed to three catego-
ries for summary reporting.
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reliability and removing items would not improve the Cronbach's alpha
for that instrument.

There were no significant differences on CG-PAM scores due to gender,
marital status, education, religious affiliation, relationship-type between
caregiver and care recipient, or levels of social support (ESSI). The relation-
ship between CG-PAM scores and perceived levels of stress (PSS4)
approached significance (r = −0.138, n = 183, p = 0.062, two tailed).

CG-PAM scores differed significantly by age, weekly hours of care pro-
vide, relationship satisfaction (BRSS), and dyad type. With respect to age,
there was a significant difference between CG-PAM scores and age groups,
F= 2.449, p=0.035, ηp2= 0.062. A Tukey post hoc test revealed that par-
ticipants aged 65–74 years had significantly higher caregiver activation
scores (66.97 ± 11.57) than participants aged 55–64 years (58.81 ±
13.87). There were no other significant differences reported between
groups.

There was a significant positive correlation between CG-PAM scores
and hours of care provided each week, r = 0.262, n = 191, p < 0.001,
two tailed - indicating that those with higher caregiver activation scores
also provided more hours of care each week. There was a significant
positive correlation between CG-PAM scores and relationship satisfaction,
r = 0.254, n = 179, p = 0.001, two tailed - indicating that those with
higher caregiver activation scores were more likely to have increased rela-
tionship satisfaction.

Using the contemporary dyad typology where caregivers were either
classified as being patient orientated, carer orientated, collaborative or in-
congruent, there was a significant difference between CG-PAM scores and
dyad type as determined by one-way ANOVA (F = 13.659, p < 0.001,
ηp2 = 0.181). A Tukey post hoc test revealed that dyads that were caregiver
orientated had significantly higher CG-PAM scores (68.9 ± 14.88) than
dyads that were patient orientated (51.28 ± 10.47, p < 0.001) and those
that were incongruent (53.40± 10.82, p < 0.001). Dyads that were collab-
orative had significantly higher CG-PAM scores (63.79 ± 13.07) than
dyads that were patient orientated (p < 0.001) and those that were incon-
gruent (p = 0.001). There were no other significant differences between
groups.

4. Discussion and conclusion

4.1. Discussion

This study aimed to validate the CG-PAM utilising a range of methods
guided by the validation of the original 22-item PAM.We found high levels
of internal reliability, however, there were inconsistent results in both the
criterion and construct validity components of the study.

The PAM has been validated many times using a range of methods, in
different languages, and has good to high levels of test re-test reliability
[37] across a range of populations [38-40]. In the PAM for Adolescents,
tested and validated in Germany, the test re-test reliability was r = 0.68
(p< 0.01) [41], whereas the test re-test reliability score during the develop-
ment of the PAM for Mental Health was r = 0.74 (p not reported) [42].
Examining other caregiver activation measures, only the validation study
of the Partnering for Better Health – Living with Chronic Illness: Dementia
reported a test re-test reliability of r= 0.76 [43]. It is therefore possible to
say that the CG-PAM has high internal reliability when compared to other
test re-test reliability measures from a range of PAM validation studies
and other caregiver activation studies.

Cohen's kappa test demonstrated that there was no agreement between
experts and the pre-interview CG-PAM activation levels and demonstrated
a moderate agreement with pre-interview activation levels were
dichotomised to high and low. This suggests there is limited criterion valid-
ity for the CG-PAM in this study. This result is in direct contrast to the orig-
inal validation of the PAM [8]. There are several plausible explanations for
this. Firstly, the limited numbers (n=10) of participant scores rated by the
experts, although in linewith the original validation paper byHibbard et al.
[8], does limit the reliability of the results. Secondly, the descriptors of
what activation levels 1–4 look like for a caregiver as provided to the



Table 4
Descriptive analysis of instrument scores.

Instrument and number of items Total Participants M ± SD Score Range Possible Score Range Internal Consistency

CGPAM (n = 13) n = 193 61.43 ± 14.09 31.70–100.00 0–100 α = 0.84
ESSI (n = 5) n = 188 14.02 ± 5.20 5–25 5–25 α = 0.92
PSS4 (n = 4) n = 183 7.84 ± 2.92 2–16 0–16 α = 0.78
BRSS (n = 7) n = 179 25.01 ± 11.69 0–42 0–42 α = 0.94

Caregiver Patient Activation Measure (CG-PAM), ENRICHED Social Support Inventory (ESSI), Perceived Stress and Anxiety Scale (PSS4), Burns Relationship Satisfaction
Scale (BRSS).
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experts (see Table 1)may lack accuracy. Descriptors providedwere limited,
reflecting the current literature, suggesting that the original PAM descrip-
tors may not be directly transferrable to a caregiver perspective, and that
the initial work completed by Parker [24] whilst promising, needs to be de-
veloped further. Thirdly, the variability of the experts regarding their clin-
ical experience and relationships with people who have chronic conditions,
and their caregivers, could have had an impact on their interpretation of
both the narrative in the transcript and how they applied the descriptors
of the activation levels.

Construct validity was tested to explore the relationship between care-
giver activation and caregiver characteristics, which included a range of de-
mographic variables as well as measures hypothesised to be predictors of
activation based on the literature. In this study, the scales measuring social
support, perceived stress and anxiety and relationship satisfaction repre-
sented the true test of construct validity of these CG-PAM and its relation-
ship to these concepts, and the results were varied. As with previous PAM
research, this study demonstrated that there was so significant difference be-
tween activation scores and most demographics [17,44]. As expected, our
study found a positive relationship between CG-PAM scores and relationship
quality. The relationshipwith the person they care for intrinsically shapes the
way inwhich a caregiver responds to, and interprets, the demands of caregiv-
ing [45]. As such, the importance of relationship quality on the impact on the
caregivers' health and wellbeing has been well documented in the literature
and is consistent across a broad range of chronic conditions, as the strain of
chronic disease can impact on relationship quality [46].

Relationship quality affects caregiver outcomes [6] and those that re-
port high relationship quality are: less likely to experience caregiver burden
[47-50]; have more caregiver satisfaction and wellbeing [47,48]; more
likely to be able to buffer the strain of caregiving [51] and better cope
with stress [52]. Importantly, studies have demonstrated that the effect of
relationship quality was consistent, even when controlling for socioeco-
nomic variables [47,48], highlighting the significant impact relationship
quality has on caregiver outcomes. These positive outcomes for caregivers
associated with positive relationship quality are reflective of outcomes
that would be associated with an individual who was highly activated.
PAM studies have demonstrated that those who are more highly activated
are more likely to have better health outcomes [53], lower depression
scores higher quality of life scores [54,55], and higher levels of self-
efficacy [56]. It is therefore possible to state that the CG-PAM performed
as expected when tested against relationship quality.

Relationship quality cannot be examined independently from the con-
cept of the caregiver/receiver dyad. Utilizing the dyad typology developed
by Buck and colleagues [36], this study found that caregiver activation was
significantly associated with two key dyad types, caregiver-centred, and
those that were collaborative. It is possible that the former can be explained
through the fundamental ideals of activation – skills, knowledge and confi-
dence. If a caregiver self nominates their dyad typology as caregiver-
oriented (“I take care of most their care needs without input from them”)
then as the core provider of care, particularly as this often happens towards
the end of the disease trajectory [35], it is not surprising that over time,
they have developed that level of activation. This is supported by the posi-
tive and significant correlation found in this survey between CG-PAM
scores and hours spent caring. The second dyad typology that demonstrated
significantly higher CG-PAM scores was that of collaboratively orientated.
As this classification is founded on communication and relationships
5

[35], it too, was expected to have a positive associationwith activation, not-
ing the importance of relationship quality in the dyad.

What was unexpected in the results was that therewas no significant as-
sociation between CG-PAM scores and either perceived stress and anxiety
or social support. With PAM studies demonstrating that individuals with
higher activation had lower depression scores [54] and understanding
stress and anxiety are pertinent caregiver characteristics [43], it was antic-
ipated that a significant association would be found. As the PSS4 is a small-
scale instrument it may not have been able to fully address perceived levels
of stress compared to larger scales. However, given that the results were ap-
proaching significance, and were significant at a one tailed calculation,
sample size may be the more appropriate explanation as to why the ex-
pected relationship wasn't found.

Social support has been identified as a significant self-need for care-
givers [57] and can be provided through both formal and informal relation-
ships [58]. Caregivers of people with chronic illnesses rely on their own
social network for support, with caregivers perceiving greater social sup-
port from friends and significant others (compared to family) [59]. Support
can be considered as either perceived or received [45,58,60]. It has been
shown that perceived social support can buffer the negative impact on care-
giving stressors [45], mediate association between resilience and caregiver
burden [58], and it has been demonstrated that the effect size in subjective
burden larger when the social support is perceived [60]. It is possible that a
significant relationship between CG-PAM scores and social support does
exist but wasn't found in this study due to either the sample size, or the
tool used in the survey to measure social support.

Like the PAM, the CG-PAM is a scale intended to be universal. Knowing
the level of activation of caregivers may be a useful tool to understand the
level of assistance needed to undertake this care. However, as a one-off
measure, the CG-PAM is only able to provide a snapshot of the caregiver's
current state and is unable to contextualise the dynamic experience of care-
giving that fluctuates with the needs of both the caregiver and the care re-
cipient [61]. This was demonstrated within the results of the criterion
study. Participant 1 received an activation score of 45.3 – placing her in
the lowest activation level of 1, however, all three experts rated her as
highly activated. Her interview demonstrated proactive behaviours, the
provision of high levels of emotional support to both the care recipient
and immediate family members, and confidence and ability to manage re-
lationships both internal and external to the family – all of which would
suggest high levels of activation. However, as these behaviours are not fo-
cussed on clinical or physical care provision, they are missed by the CG-
PAM, nor are they addressed in the descriptions of each of the caregiver ac-
tivation levels. It would be valuable for future research on caregiver activa-
tion to investigate the inclusion of the emotional and supportive aspects of
care provision, how caregiving changes over time, and the context inwhich
the care is provided. This would then allow the CG-PAM to be used in a
practical setting to communicate to both dyad members how to develop a
healthy care relationship that would benefit both members.

One of the key limitations for this study is the lack of an operational def-
inition of ‘caregiver activation’ from the developers as there is for patient
activation. However, the key constructs of skills, knowledge and confidence
are assessed in the CG-PAMas they are in the PAM. As such, the authors are
confident that the operational definition utilised throughout this paper is
faithful to the original concept of activation as developed by Hibbard
et al. Other limitations include the participant numbers in the test re-test
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study and the larger survey. Additionally, except for age, there was a dis-
tinct level of homogeneity in the participant sample which does have impli-
cations for the generalisability of the results to a broader, more diverse
population. This study also relied on caregiver participants being recruited
through either a health facility or through a relevant peak organisation.
This gives way to potential bias of caregiver participants who are engaged
in a level of support. Finally, the shortage of literature that has reported va-
lidity or reliability data for the CG-PAM resulted in limited opportunities to
compare results.

4.2. Innovation

This research took an important step forward in the validation of the
CG-PAM, addressing a research gap that exists in this area. The literature
demonstrates the high value the PAM has for patients, clinicians, and re-
searchers to understand patient activation levels and how this can be
used to improve patient outcomes [18,53,62]. As such, the CG-PAM also
has potential to be an important instrument to better understanding care-
giver activation. Results of this study demonstrate that the skills, confi-
dence, and knowledge an individual has related to the physical or clinical
tasks of caregiving, are significantly related to the time someone spends car-
ing and both the quality of the relationship and the way care is provided or
managed within the dyad. This is an important finding that adds critical in-
formation to future development of the caregiver-PAM and the understand-
ing of how it can be utilised in both research and clinical settings.

4.3. Conclusion

Thereweremixed results across the various reliability and validation tests
conducted, as well as no significant relationship with two concepts that the
literature has shown are important in the caregiving space – social support,
and perceived stress and anxiety. However, as expected from the literature,
significant relationships were found between caregivers with high activation
and high relationship quality scores, as well as those who identified their
dyad typology as either caregiver orientated or collaborative.

Due to the modest use of CG-PAM in the caregiving literature to date,
the concepts and constructs of what each activation level means and how
it represents the situation of caregiver, requires further exploration and de-
velopment before this measure can be confidently utilised to assist care-
givers in practice. As highlighted in this research, the importance of
relationship quality and the typology of the caregiver/receiver dyad, sug-
gests that these concepts should also be included in any future research
on both caregiver activation and caregiver wellbeing.
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