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 The role and measurement 
of patient activation in the 
management of long-term 
conditions in New Zealand

Claire Budge, Melanie Taylor, Chiquita Hansen, Folole Fai, Materoa Mar

In this article we highlight the nature 
and utility of a construct called patient 
activation. This has been broadly defi ned 

as people’s knowledge, skills and confi dence 
to manage their own health and health-
care.1 To date over 500 research studies 
of patient activation have been published, 
yet we were able to identify only one New 
Zealand study.2 We believe that patient 
activation is an important construct that 
can be measured and used to advantage in 
New Zealand studies and clinical practice—
particularly for patients with one or more 
long-term conditions (LTCs). After outlining 
why the notion of patient activation is highly 
relevant to the management of LTCs in New 
Zealand today, we focus on its measurement 
using the Patient Activation Measure (PAM). 
First we summarise some of the extensive 
international literature on the PAM’s reli-
ability and validity, and then report fi ndings 

from our own study of 544 people with 
LTCs in the MidCentral DHB region. These 
fi ndings include information on the PAM’s 
reliability and validity for New Zealand 
respondents, including how their level of 
activation relates to their demographic attri-
butes, their health, and to the quality of their 
experiences with general practice. Results 
are presented separately for Māori and non 
Māori participants to enable us to see how 
the measure works with different ethnicities 
in Aotearoa New Zealand. 

Why is patient activation 
relevant to long-term condition 
management?

People living with long-term condi-
tions (LTCs) are increasingly encouraged 
to improve their knowledge and under-
standing of their condition/s and engage 
in self-management activities in order to 

ABSTRACT
AIM: Patient activation represents people’s knowledge, skills and confidence to manage their own health. 
We provide information regarding the nature of patient activation and use New Zealand data to consider 
its utility in New Zealand. 

METHODS: Self-report data using the patient activation measure (PAM) and seven health and general 
practice experience measures were collected from 544 general practice patients in the MidCentral region. 
PAM scores were used to categorise respondents into four levels of activation. Mean scores were calculated 
by activation level, separately for Māori (14.9%) and non Māori (85.1%).

RESULTS: Patterns of activation similar to those reported in earlier research were found. More positive 
health and general practice experience scores were found for those at higher levels of activation for both 
ethnicities. The magnitudes of the di� erences by activation level were similar for both groups and overall 
di� erences were significant for all variables for non Māori and for three for Māori. 

CONCLUSIONS: The PAM behaved as it has done in previous overseas studies with respect to score 
distribution, reliability and validity. We recommend its use for research and clinical practice in New 
Zealand to assist with designing appropriate levels of LTC education and self-management support aimed 
at increasing health engagement. 
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maintain or improve their health status and 
quality of life. Self-management and the 
self-management support provided by health 
practitioners are gaining a higher profi le 
due to the ageing population and increased 
prevalence of comorbidity.3 Limited consul-
tation time due to practitioner shortages 
and problems in access, particularly in 
rural locations, means that people them-
selves are required to step up. In a recent 
Listener interview,4 Wellington GP Jeff Lowe 
was quoted as saying “the biggest part of 
the workforce who need to lift their game 
are patients themselves—we need them to 
be self-managing far better. We can equip 
them with the knowledge, data and advice 
they need, but we do need patients to take 
ownership of their own health”.

However, there is ambiguity regarding 
what self-management actually means, and 
Van de Velde and colleagues5 conducted 
a concept analysis in an effort to provide 
an operational defi nition and to delineate 
self-management more clearly. They 
concluded that “self-management is the 
intrinsically controlled ability of an active, 
responsible, informed and autonomous 
individual to live with the medical, role 
and emotional consequences of his chronic 
condition(s) in partnership with his social 
network and the healthcare provider(s)” 
(p.10). They further propose that self-man-
agement incorporates 10 attributes. These 
include person-oriented—incorporating 
active involvement, taking responsibility for 
the care process and coping under adversity, 
person-environment-oriented—relating to 
having correct information, an individual 
approach, reciprocal relationships with 
providers and openness to social support, 
and summarising attributes—describing 
self-management as a lifelong task requiring 
personal skills such as problem-solving and 
decision-making.5

Patient activation encompasses the 
person’s self-management capabilities 
and engagement with their own health 
and healthcare.6 According to Hibbard 
and Gilburt, patient activation is similar 
to but different from other constructs 
that may be related to self-management 
behaviours, including self-effi  cacy and 
readiness to change.7 They describe it as a 
general concept with a broader application 

than related concepts that tend to focus 
on a single behavioural outcome such as 
smoking cessation. This broader approach 
is appropriate when considering the varied 
knowledge, skills and tasks involved in 
self-management of a range of long-term 
conditions, especially in different combina-
tions. The relevance of patient activation to 
LTC management should be evident but its 
application in research and clinical practice 
requires that it be measurable. This has been 
achieved through the Patient Activation 
Measure (PAM) to which we now turn.

The PAM and international 
evidence 

The PAM is a multi-item, self-report 
measure completed by an individual. 
The 22-item PAM was initially developed 
by Hibbard and colleagues using Rasch 
analysis.1 This was then abbreviated to the 
13-item version now in common use.8 It is 
a Guttman style measure with statements 
representing four hierarchical stages: (1) 
belief in the importance of taking an active 
role (eg, ‘I am the person responsible for 
taking care of my health’); (2) confi dence 
and knowledge to act (eg, ‘I know what each 
of my prescribed medications do’); taking 
action (eg, ‘I am confi dent that I can carry 
out medical treatments I may need to do 
at home’); and (4) staying the course (eg, ‘I 
am confi dent that I can maintain lifestyle 
changes, like healthy eating and exercising, 
even during times of stress’). For each 
statement respondents choose one of fi ve 
Likert-type response options ranging from 
‘disagree strongly’ (1) to ‘agree strongly’ 
(4), or ‘not applicable’. Insignia Health, the 
licencing body, provides a spreadsheet to 
weight responses and convert them into 
scores on a 0–100 point scale where a higher 
score represents greater activation. Mean 
scores in the 50s,9–12 60s13–18 and 70s19 have 
been reported. Individuals’ scores are used 
to assign them to one of four activation 
levels: Level 1 (0–47); Level 2 (47.1–55.1); 
Level 3 (55.2–72.4) and Level 4 (72.5–100). In 
nine studies involving primary care patients 
with one or more LTCs, the percentage of 
people at Level 1 ranged from 6.8 to 18.5%, 
at Level 2 from 13.0 to 29.1%, at Level 3 
from 22.0 to 39.8% and at Level 4 from 17.2 
to 51.0%.12–15,17,18,20–22 
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Reliability
Internal consistency analyses have 

generated Cronbach’s alphas ranging 
from .81 to .88.11,15,18,19,23,24 These alphas 
are interpretable, as PAM responses are 
uni-dimensional,8 and are of reassuring 
magnitude. Test-retest reliability of r=.85 
using a one-week test interval has been 
reported using a sample of 65 people prior 
to undergoing elective spine surgery.25 This 
appears acceptable given the presumed 
stability of activation over short time 
periods. However, the sample was small 
and the short timeframe is potentially 
problematic as earlier responses may have 
been remembered. A few studies have 
identifi ed changes in PAM scores within the 
same sample, over longer time periods and 
without an intervention,12,14,18 suggesting acti-
vation is not a fi xed attribute.

Validity
Evidence of construct validity should be 

supported by fi nding moderate strength 
relationships between PAM scores and 
scores on measures of similar health-re-
lated constructs. In this section we consider 
the relationship between patient acti-
vation and two other constructs considered 
to be similar;7 self-effi  cacy and readi-
ness-to-change. Research has identifi ed 
patient activation to be correlated with 
various types of self-effi  cacy in people with: 
heart-failure (r=.71);26 cardiac issues (r=.39);11 
multiple sclerosis (r=.50);15 depression 
(r-.51)27 and spinal problems (r=.65).25 While 
this is a fairly broad range of correlations, 
all are in the expected direction and of 
moderate magnitude. Readiness-to-change 
with respect to living healthily was 
measured along with patient activation in 
a sample of 625 healthcare organisation 
and airline employees, two-thirds of whom 
had one or more chronic conditions. Higher 
PAM scores were found in those who had 
already made behavioural changes (M=73.9) 
compared to those with no intention to 
change their behaviour (M=62.4).16 To assist 
with interpretation of this fi nding, a 5 point 
or greater difference in scores is considered 
to be of clinical signifi cance with respect to 
changing outcomes.28

Evidence of validity has also been found in 
relation to behaviour, with PAM scores used 
to identify people engaging in specifi c health 
behaviours such as seeking and using health 

information9 and self-care.29 Links have also 
been made to experiences with health prac-
titioners. Higher PAM scores were associated 
with: more positive ratings of overall care;21 
better communication with providers, 
more contact beyond offi  ce appointments 
and fewer care coordination problems;30 
greater satisfaction with care;13,23 increased 
involvement in treatment plans;13,23 and 
perceptions that providers have a good 
interpersonal style and spend enough time 
with patients.23 

With respect to health, PAM scores are 
positively associated with self-ratings of 
general health;9,11 mental health;9,16 lower 
levels of depression;10,11,17,19,31 better physical 
health/functioning;10,16,19,26 and better quality 
of life.17,31

As most studies have been cross-sectional, 
the relationships between patient activation 
and health or behavioural variables cannot 
be interpreted causally. Therefore we 
cannot be sure whether, for example, acti-
vation generates better health or vice versa. 
However, the predictive validity of patient 
activation has also been explored and PAM 
scores have been linked to future changes in 
ratings of healthcare provision,21 improved 
medication adherence,27 ambulatory care 
service utilisation and odds of developing 
another chronic condition.32 Greene et al6 

found that PAM scores predicted healthy 
behaviours, clinical outcomes and costs two 
years later, and changes in activation level 
were associated with health outcomes and 
costs, in expected directions. 

Intervention studies have found that it is 
possible to modify patient activation and 
provide information on how to do so. For 
example Greene and colleagues identifi ed 
fi ve LTC management strategies that may 
enhance activation: emphasising patient 
rather than clinician ownership of health; 
partnering with patients to create goals 
and strategies to solve problems; collab-
orative decision-making about small, 
realistic steps towards healthier behaviours; 
provision of frequent follow-up support; 
and showing that they care about their 
patients’ well-being.28 Alegria and colleagues 
demonstrated an improvement in activation, 
as well as effi  cacy in patient-physician 
interactions, following a relatively brief 
intervention.33 In another intervention study 
PAM scores were compared before and after 

ARTICLE



44 NZMJ 13 March 2020, Vol 133 No 1511
ISSN 1175-8716                 © NZMA
www.nzma.org.nz/journal

attendance at a six-session, condition-spe-
cifi c self-management programme. Mean 
scores increased from 52.2 to 60.2 with 
53.9% improving by ≥4 points.34

There is growing evidence that PAM scores 
are associated with certain demographic 
characteristics. Although the fi ndings are 
mixed with respect to sex and age, higher 
scores are consistently found for people 
with more education9–11,14–16,21,26,32 and higher 
income.9,10,14,16,24

Overall the PAM appears to be a widely 
used instrument, with international 
evidence of reliability and validity. However, 
it is not known how well the measure works 
in New Zealand, particularly with respect to 
our indigenous population, and that is what 
we consider next. 

The PAM in New Zealand
The rest of this paper focuses on 

measuring patient activation in ‘Talking 
about Health’, a study of people with LTCs 
based in MidCentral DHB.35 The study has a 
longitudinal design but only data from the 
fi rst of three assessments are used in the 
analyses reported here. 

Method
Following ethics approval from the Health 

& Disability Ethics Committee (ref. 16/
NTA/32) study invitations were sent to all 
people in the DHB aged 18+ years who had 
a comprehensive health assessment (CHA) 
documented during the previous three 
(Māori/Pasifi ka) or two (other ethnicities) 
years (N=2,730). The CHA was part of a LTC 
package of care meaning that potential 
participants had at least one LTC and were 
enrolled with a general practice. Question-
naires were sent out (or made available 
through SurveyMonkey) on receipt of 
consent forms. Of the 569 (20.8%) people 
returning questionnaires, 25 did not have 
suffi  cient patient activation data to compute 
scores and levels, therefore the sample 
consisted of 544 people with LTCs. 

Materials
The questionnaire included measures of 

patient activation (PAM), overall health, 
physical and mental health, the effect of 
LTCs on quality of life, general practice 
experiences and support provided, and 
demographics. 

Health was measured by a single item 
general rating of overall health from 1 ‘poor’ 
to 5 ‘excellent’, and by the physical (GPH) 
and mental health (GMH) scales of the short 
form of the Patient-Reported Outcomes 
Measurement Information System global 
health questionnaire.36 Each scale consists of 
four items, some rescaled and reverse coded 
according to the scale instructions. The scale 
developers reported good internal consis-
tency (GPH α=.81; GMH α=.86), and construct 
validity; correlations between the PROMIS 
and the EQ-5D, a widely used health-related 
quality of life measure, were r=.82 (GPH) 
and r=.61 (GMH).36

Effect of LTCs on quality of life was 
measured with a single rating of ‘how much 
does having one or more long-term condi-
tions affect your quality of life?’ using a 
scale ranging from 0 ‘no effect’ to 10 ‘very 
large effect’. This was reverse coded for 
analysis so that a higher score represents a 
more positive result in line with the other 
variables.

General practice experiences (GPE) were 
assessed in relation to doctors and nurses 
separately using nine questions from the 
New Zealand version of the General Practice 
Assessment Questionnaire.37 Minor wording 
changes were made and fi ve additional 
questions were developed by the study 
team. The item stem was “when you see the 
doctor/nurse at your practice, how good are 
they at …” and items covered various aspects 
of the consultation including listening, 
making you feel comfortable during a 
physical examination, involving you in deci-
sions about your care and spending enough 
time. Response options ranged from 1 ‘very 
poor’ to 6 ‘excellent’. Two of the 14 questions 
(relating to involvement of family/whānau/
fanau in decision making and practitioners 
learning about social support needs) were 
rated as not applicable by a number of 
respondents and the total General Practi-
tioner (GPE:GP) and Nurse (GPE:N) scales 
were consequently calculated allowing two 
missing responses. 

General practice team support was rated 
with the question “how good is the care and 
support you get for managing your long 
term conditions from the doctors and nurses 
at your general practice?” measured on a 0 
‘not at all good’ to 10 ‘extremely good’ scale.
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Demographics included sex, age (measured 
in 10 year increments), ethnicity (more than 
one was allowed and anyone identifying as 
Māori or Māori and one or more ethnicities 
was coded as Māori) and income adequacy 
(“how well does your total household 
income meet your everyday needs for such 
things as accommodation, food, clothing 
and other necessities” with response options 
of ‘not enough’, ‘just enough’, ‘enough’ and 
‘more than enough’).

SPSS Statistics 20 was used for analysis. 
Descriptive statistics were used to describe 
means and percentages and analysis of 
variance (ANOVA) was used to test the 
signifi cance of observed mean differences 
according to level of activation.

Results
Participant details are provided in Table 1. 

A similar distribution of the sexes and 
educational level was found for Māori and 
non Māori. However, Māori participants 
were younger, in line with the demographic 
profi le for the Māori population and rates of 
mortality, and reported their income to be 
less adequate overall. 

Descriptive information about PAM scores 
and levels is provided in Table 2. The score 
ranges used to defi ne the four levels of acti-
vation are reiterated in the table. 

 The mean scores  were similar for Māori 
and non Māori with the main difference 
being apparent in the percentage of partici-
pants at levels 2 and 3. Cronbach’s alphas for 
PAM scores were .91 for Māori and .90 for 
non Māori. 

To assess construct validity of the PAM 
with this sample we compared scores on 
a range of variables considered relevant 

Table 1: Demographics for Māori (n=81) and non Māori (n=463) participants.

Demographic Māori N (%) Non Māori N (%)

Sex

Male 35 (43.2) 202 (43.8)

Female 46 (56.8) 259 (56.2)

Age (years)

<65 45 (57.7) 112 (24.4)

65–74 26 (33.3) 156 (34.0)

75+ 7 (9.0) 191 (41.6)

Education

No school qualifications 27 (35.1) 166 (36.8)

School qualifications 15 (19.5) 95 (21.1)

Trade/Polytechnic qualification 24 (31.2) 121 (26.8)

University qualification 11 (14.3) 69 (15.3)

Income adequacy

Not enough 22 (27.5) 67 (14.7)

Just enough 27 (33.8) 163 (35.8)

Enough 22 (27.5) 170 (37.4)

More than enough 9 (11.3) 55 (12.1)
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to people with LTCs within the context of 
primary LTC care. Mean health and general 
practice experience scores by patient acti-
vation level are presented in Table 3. 

The pattern of means in Table 3 is 
consistent for non Māori and more or less 
consistent for Māori across these measures; 
the higher the level of activation, the more 
positive the ratings of health and general 
practice experiences and the smaller the 
perceived effect of long-term conditions on 

quality of life. Given the large difference 
in Māori/non Māori sample sizes, the 
magnitude and pattern of means was of 
greater interest than the statistical signifi -
cance of any differences. However, ANOVAs 
were run to look at the differences in means 
across levels of activation for Māori and non 
Māori separately, using Bonferroni adjusted 
alpha levels of .004 (.05/14). All were 
signifi cant for non Māori and three were 
signifi cant for Maori; general health, mental 
health and GPT support. 

Table 3: Mean ratings of health and general practice experiences for Māori and non Māori across 
different levels of patient activation.

PAM levels Māori means Non Māori means 

General health 1 1.73 2.23

2 2.57 2.69 

3 2.78 2.83

4 3.14 3.15

Total 2.71 2.81

F=7.22 p<.001 F=17.74 p<.001

E� ect of LTCs on QoL* 1 2.82 2.78

2 4.50 3.95

3 3.78 4.62

4 4.27 4.76

Total 3.88 4.30

F=0.82 p=.486 F=9.15 p<.001

Table 2: PAM scores and levels for Māori, non Māori and the total sample.

PAM score Māori Non Māori Total

Range 36.8–100 33.0–100 33.0–100

Mean (SD) 64.2 (15.7) 63.1 (15.7) 63.3 (15.7)

PAM Level (score) Māori N (%) Mean Non Māori N (%) Mean Total N (%) Mean

1 (0–47) 11 (13.6) 43.1 60 (13.0) 42.9 71 (13.1) 42.9

2 (47.1–55.1) 8 (9.9) 51.3 76 (16.4) 51.1 84 (15.4) 51.1

3 (55.2–72.4) 40 (49.4) 61.0 208 (44.9) 60.8 248 (45.6) 60.8

4 (72.5–100) 22 (27.2) 85.4 119 (25.7) 85.0 141 (25.9) 85.1
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Discussion
Self-management, with support from 

health professionals, whānau and 
community groups/organisations, is 
expected of people with long-term condi-
tions. It follows that the more engaged 

people are in understanding their own 
conditions, in the decisions made about 
treatment and in setting realistic goals, the 
better able they are to have the knowledge 
and confi dence to self-manage on a 
daily basis. Patient activation appears to 
represent a set of key attributes of patient 

Physical health 1 35.66 37.14

2 39.21 40.31 

3 41.98 43.10

4 45.22 45.82

Total 41.75 42.60

F=4.58 p=.005 F=18.21 p<.001

Mental health 1 37.58 40.75

2 43.47 44.35 

3 44.70 47.36

4 47.51 49.77

Total 44.38 46.64

F=5.87 p=.001 F=20.15 p<.001

GP experiences 1 3.90 4.16

2 4.14 4.35 

3 4.70 4.70

4 4.81 5.06

Total 4.57 4.67

F=2.28 p=.088 F=14.68 p<.001

Nurse experiences 1 3.86 4.19

2 4.90 4.53 

3 4.71 4.77

4 4.88 5.17

Total 4.65 4.77

F=2.27 p=.088 F=17.72 p<.001

General practice team 
support

1 5.64 6.63

2 7.71 7.59 

3 8.22 7.97

4 8.65 8.67

Total 7.92 7.92

F=6.88 p<.001 F=15.06 p<.001

*Reverse coded as described earlier.

Table 3: Mean ratings of health and general practice experiences for Māori and non Māori across 
different levels of patient activation (continued).
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engagement and considerable evidence 
exists to suggest that the measure of patient 
activation developed by Hibbard and 
colleagues,8 and comprehensively tested by 
Hibbard and independent researchers, is 
reliable, valid and practical. 

The patient activation data generated by 
the Talking about Health study suggests 
that the measure works similarly for New 
Zealanders with LTCs as it has in other 
populations. Overall, mean scores were 
similar to those found in previous research 
and the distribution of participants across 
activation levels was also comparable. The 
largest proportion of both Māori and non 
Māori participants were categorised as Level 
3 as found in previous studies.9,12,14,15,17,18,20–

22,32 With respect to reliability, the level of 
internal consistency was good for both 
Māori and non Māori samples with Cron-
bach’s alphas of .91 and .90 respectively. 
The pattern of mean scores for health and 
general practice experiences by activation 
level indicated that a higher level of acti-
vation was associated with more positive 
ratings of health as well as with higher 
ratings of experiences with doctors/nurses 
in the general practice setting and support 
from general practice teams. This provides 
evidence of the validity of the measure as 
well as supporting the results of previous 
studies described earlier. 

Although fewer of the ANOVA results were 
signifi cant for Māori than non Māori, the 
difference in sample size may account for 
this since the range and pattern of means 
across activation levels was generally 
similar for both groups. Across the health 
and general practice measures, the most 
notable differences in scores were between 
those at activation Levels 1 and 2. This 
suggests that the people with the lowest 
ratings of health and experiences with 
general practice are also the least activated 
and are consequently less likely to be able to 
self-manage well or to adopt behaviours that 
are challenging or require sustained effort.38 
Consequently it is particularly important for 
these individuals to be identifi ed and receive 
education and self-management support 
that is tailored to their level of under-
standing, current preparedness to engage 
in a health partnership, and their specifi c 
health and social needs. A ‘one size fi ts all’ 
approach is clearly not an appropriate way 

to partner with people with LTCs38 and using 
a measure such as the PAM is a relatively 
quick and easy way to identify people’s 
activation level and undertake risk stratifi -
cation in order to guide individualised care 
planning and self-management support. 
For example, while people at the lower 
levels may need encouragement to take 
ownership of their health and contribute 
more to care planning and identifi cation of 
personal goals, people at the higher levels 
can be supported to further their expertise, 
or to maintain self-management skills in 
times of major life stress. In this paper we 
have focused on level of activation, and 
there is evidence demonstrating changes 
in health outcomes and costs concomitant 
with changes in level.6 However the indi-
viduals’ PAM scores are also useful for 
tracking changes over time and for evalu-
ating the impact of interventions as even 
a small change in the score can be mean-
ingful.28 Regardless of level of activation, a 
collaborative approach that considers ‘what 
matters to’ rather than ‘what is the matter 
with’ the person should be adopted.39 

Our study was limited by the small 
number of Māori participants and further 
research regarding how well the PAM 
refl ects the Māori worldview would add to 
our fi ndings and ensure that it is truly has 
an indigenous application. Other limita-
tions were the convenience sampling, which 
affected the generalisability of fi ndings, 
and the use of self-reported data which 
was consequently prey to the usual biases. 
However, given how little patient activation 
research in New Zealand could be found, 
the current study makes a new contribution 
to the literature by presenting New Zealand 
data for Māori and non Māori with LTCs.

More effective long-term condition 
management is a global priority and given 
the increasing number of people with 
long-term conditions, and the rising costs 
and pressures faced by the health workforce, 
ways to improve care quality and effi  ciency 
are worthy of consideration. The PAM has 
been adopted by the UK’s National Health 
System as part of its plan for Universal 
Personalised Care partly as a risk stratifi -
cation tool.40 Enhancing patient activation 
can reduce health inequalities,7 particularly 
as people at levels 1 and 2 have been shown 
to be amenable to increases in activation. 
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