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Abstract
Self-management of long-term conditions requires health professionals to understand and develop capabilities that empower the

population they serve. A rapid evidence review was undertaken to assess the current evidence based on the psychometric prop-

erties of patient empowerment tools. MEDLINE was searched, and data were extracted for each publication and scored using a

modified Psychometric and Pragmatic Evidence Rating Scale (PAPERS) evidence rating scale. The results were grouped into the

following domains: (a) health literacy; (b) patient activation; (c) long-term conditions; (d) self-management needs and behaviors.

A full-text review of 65 publications led to the inclusion of 29 primary studies. The highest scoring tools were selected with

respect to performance for each domain: (a) Newest Vital Sign and the Brief Health Literacy Screen; (b) Consumer Health

Activation Index and PAM-13; (c) LTCQ and LTCQ8; and (d) SEMCD and Patient Enablement Instrument. PAPERS was a useful

tool in determining the generalizability, validity, and reliability of these patient empowerment tools. However, further research is

required to establish whether an individual’s health literacy status influences patient empowerment tool outcomes.
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Key Points

• Determining the generalizability, validity, and reli-
ability of patient empowerment tools was assisted
using a modified Psychometric and Pragmatic
Evidence Rating Scale.

• A lack of consistency in reporting the psychometric
outcome of patient empowerment tools was observed.

• Practical consideration outside of the research environ-
ment should be considered to guide implementation.

• Based on the evidence in this review, there is a knowl-
edge gap around the impact of health literacy on the
acceptability and outcomes of the tools.

Introduction
Patient empowerment is increasingly being recognized as an
important driver of behavior change interventions within
the healthcare environment. By empowering individuals,
they are more likely to make rational, informed decisions
about their care, which reduces dependence on health

service use and improves the utilization of more cost-
effective services.1 Therefore, it is important for health profes-
sionals to be able to understand the level of empowerment
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their patient has and develop capabilities to empower individ-
ual to adopt self-management strategies.

The value-based healthcare model seeks to address health
inequalities across the population it serves by promoting self-
management strategies and supporting patients to make
healthier lifestyle choices.2,3 It can facilitate tailoring the
needs of the patient, using the best evidence to hand, and
avoiding any unnecessary waste, harm, and variation in
care.4 However, previous critical appraisals of the literature
have reported that a substantial proportion of validated patient
empowerment tools has significant limitations related to
their acceptability and generalizability to the general popula-
tion despite demonstrating relatively robust psychometric
measurement properties.5–8

The primary aim of this rapid evidence review was to
examine the range of patient empowerment tools available
within the published literature and to measure their respective
psychometric and pragmatic properties against the
Psychometric and Pragmatic Evidence Rating Scale. The sec-
ondary aim was to establish which tools performed best
against these psychometric and pragmatic criteria.

Methods
Scoping Exercise–Semi-Structured Survey
In July 2023, a scoping exercise was performed by CEDAR
researchers at Cardiff and Vale University Health Board,
Wales, United Kingdom. An online survey (MS Forms)
link was sent using a QR code to a representative cohort of
the allied health professional (AHP) staff working within
the Therapies Directorate at Cardiff and Vale University
Health Board. The survey was designed to capture “real-
world” evidence on what patient empowerment tools thera-
pists were regularly using in routine clinical practice.
The survey used both open and closed questions to collect
information on the tools used, opinions of tools, perceived
experiencing rating, perceived patient experience, and
factors that affect usability and acceptability (Appendix 1).
A descriptive and thematic analysis of the open questions
from 69 completed surveys was then conducted by one
researcher (NJJ).

Modification to PAPERS
Implementation of patient empowerment tools with the
Welsh NHS health system is a complex intervention that
requires the consideration of pragmatic measures (eg, time,
training requirements, relevance to practice, cost, digital liter-
acy, cultural acceptability), which goes beyond what is
covered in more traditional evidence-based assessment and
methodological quality of studies (eg, Hunsley and Mash’s
criteria and Consensus-based Standards for the Selection
of Health Status Measurement Instruments (COSMIN)).9

The Psychometric and Pragmatic Evidence Rating Scale
(PAPERS) takes into consideration the view of stakeholders

to generate a stakeholder-driven rating criteria that are rele-
vant to the context of implementation.5 PAPERS has previ-
ously been shown to assess the quality of existing tools and
inform development of implementation measures.5

As PAPERS is stakeholder-driven, the items in the prag-
matic criteria can be modified to reflect the current situation
within a complex system. Relevant data from the thematic
analysis from the scoping exercise was used to determine
these new items (Table 1). Each new item has the original
PAPERS evidence rating scale applied (“poor” (minus 1),
“none” (0), “minimal/emerging” (1), adequate (2), “good”
(3) and “excellent” (4)).

Literature Review
Database and Search Strategy
MEDLINE was searched in September 2023 by one member of
the research team (AR). The search strategy was made of up of a
combination of free text and index terms relating to “Activation
tools” and “psychometric properties” (Appendix 2). Named
tools identified during the scoping exercise were also incor-
porated into the search strategy.

Inclusion and Exclusion Criteria
The inclusion criteria for primary studies were limited to
peer-reviewed, English language articles published between
2013 and August 2023, which had conducted Rasch analysis
or item response theory analysis, and reported statistically
significant correlations between the tool in question and
other high-quality generic tools (eg, EQ-5D).

The exclusion criteria included (a) research conducted on
a rare disease population, (b) tool developed for a specific
condition (eg, not a generic tool), (c) not a patient-specific

Table 1. PAPERS Evidence Rating Criteria.

Pragmatic Criteria* Psychometric Criteria**

Self-administered Analysis

Relevant to practice† Reliability (Test Retest)

Easy to understand† Reliability (Internal Consistency)

Time to complete† Validity (Construct Validity — Convergent)

Tool complexity† Validity (Construct Validity— Discriminant)

Digital literacy† Validity (Construct Validity — Known

Groups)

Generalisability† Validity (Criterion Validity — Predictive)

Inclusive† Validity (Criterion Validity — Concurrent)

Cost Validity (Structural Validity —
Dimensionality)

Availability Responsiveness

Sustainability Norms

Cultural adaptability

*Modified pragmatic rating scale from PAPERS.

**Standardized psychometric rating scale from PAPERS.

†Items added to the pragmatic criteria based on the results of the scoping

exercise.
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PROM (eg, FROM or CROM), (d) lack of reliability (α) and
validity (r) reporting, and (e) publications that applied the
classical test theory (CTT).

Study Selection
One reviewer (AR) screened the search results by title and
abstract. Another reviewer (NJJ) then undertook the full text
review to identify relevant publications, the results of which
were then discussed with a second review (RL). At each
stage, any discrepancies were discussed and resolved with a
third reviewer (KLW). Roles and responsibilities of each of
the authors were designated based on their previous experience
as information specialist (AR), clinicians with a research back-
ground to provide clinical context (NJJ, RL) and research over-
sight (KLW).

Data Extraction, Analysis, and Synthesis
Information for the PAPERS grading criteria was extracted
from the primary studies by one review (NJJ) into
Microsoft Excel. The PAPERS grading for each study was
discussed a second reviewer (KLW). The results were dis-
cussed narratively under the following domains: (a) Health
Literacy; (b) Patient Activation; (c) Long-term Conditions;
and (d) Self-management Needs and Behaviors.

Results
The database searches yield 413 unique results (Figure 1).
After screening at title and abstract and full-text review, 29

publications were included (Appendix 3). The included
studies were pooled under the following domains: Health
Literacy (n= 11);10–20 Patient Activation (n= 8);21–28

Long-term Conditions (n= 6);29–34 and Self-management
Needs and Behaviors (n= 4).35–38

Pragmatic Properties
The grading for the pragmatic qualities from each of the
patient empowerment tools is illustrated in Table 2.
Sixteen11,12,14,15,19–22,24,26,29,31,33,36–38 (55%) of the 29
primary studies reported that the tools were self-
administered. A further 21/2911,12,14,15,18,19,23–25,27–38

(72%) of tools were regarded as relevant to practice, and 62%
(18/29)10,11,13,14,16–18,28–38 were deemed easy to understand.

Only 31% (9/29)10,13,16–18,28,35,37,38 of the tools could be
completed in three minutes or less. The tools within the
Long-term Conditions domain were the worst performing,
with 5/6 (83%)30–34 taking longer than 10 minutes to com-
plete. With respect to tool complexity, Long-term
Conditions (100%),29–34 Self-management Needs and
Behavior (100%),35–38 and Health Literacy (64%)10–17

were assessed as being the best performing tools with basic
and/or simple text. While the complexity of the Patient
Activation tools was regarded as above normal comprehen-
sion levels for typical healthcare service-users, only one
study28 (13%) has basic text.

Over 72% (21/29) of primary studies reported that the
tools were digitally inclusive10,12–17,20–27,29,31,33,34,36,38 and
could be conducted either digitally, over the phone, or
face-to-face in a clinical environment. Tools within the
Health Literacy, Patient Activation, and Self-management
Needs and Behavior domains all performed very well with
respect to generalizability, whereas tools in the Long-term
Conditions domain were the worst. Tools within all domains
performed well in view of their inclusivity. However, cost
was more difficult to establish, as it was often not reported
within the publications. Only 48% of studies included in this
rapid evidence review documented whether the tools were
free of charge to use without permission from the developer
or a specific license. The Patient Activation domain was the
worst performing with respect to cost and availability given
the fact that a license must be purchased prior to access. In
contrast, over 60% (13/21) of the tools in the other domains
were reported to be free of charge and easily accessible
online.10,11,13,14,16–18,29,31,33–35,37 As regards the sustainability
and cultural adaptability, these scores were very much
co-dependent on the other outcomes generated and were
difficult to extrapolate independently from the findings
reported in the primary studies included in this rapid
evidence review.

Psychometric Properties
The grading for the psychometric properties for each tool
based on the standardized PAPERS psychometric evidenceFigure 1. PRISMA flow diagram.
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rating criteria is outlined in Table 3. Twenty-two
(76%)12,15,17–26,28–34,36–38 of the 29 primary studies docu-
mented the methods of data analysis undertaken in each
respective study. The most common method was Rasch anal-
ysis, which accounted for 32% (7/22)15,21,24,26,29,30,32 of all
analyses performed. In contrast, only four (14%) of
studies17,20,28,35 conducted reliability (Test Retest) measures
to assess the consistency or stability of the patient empower-
ment tools over time. Internal consistency was reported in
100% of the primary studies included in this rapid evidence
review. With respect to internal consistency, Health
Literacy was the worst performing domain overall, with
alpha Cronbach values ranging between α= 0.70 and
α= 0.90 (mean α= 0.80) when compared to the other
domains; Patient Activation (range α= 0.81-0.99, mean
α= 0.87), Long-term Conditions (range α= 0.82-0.95,
mean= α= 0.88), and the Self-management Needs and
Behaviors (range α= 0.87-0.9, mean= α= 0.89). This was
despite attaining the highest psychometric score (Health
Literacy= 90, Patient Activation= 67, Long-term Conditions

= 56, Self-management Needs and Behaviors= 41) when
graded against the standardized PAPERS evidence rating
scale (Table 3).

All reported studies that looked at construction and crite-
rion validity reported acceptable Cohen d and Pearson r
values when graded against the standardized PAPERS psy-
chometric evidence rating criteria; however, overall validity
reporting across all domains was inconsistent. Only one38

(3%) of the 29 primary studies tested discriminant construct
validity (Cohen’s d= 0.37) when comparing the structural
and convergent validities of three generic patient empower-
ment tools in a cohort (n= 742) of healthcare service-users.
Predictive criterion validity analyses were also limited
with only a single study (n= 1/29) exploring the develop-
ment and validation of a novel patient activation tool
reporting a Pearson’s r value (r= 0.32).28 Furthermore,
41% (12/29)10,11,13,16,18–20,23,24,31,36,37 of the primary
studies included in this rapid evidence review reported
concurrent criterion validity, and only a third (31% —
9/29)12,21,22,24,26,30,32,37,38 conducted a dimensional

Table 2. PAPERS Modified Pragmatic Evidence Rating According to the Scoping Exercise on Patient Empowerment Tools.

Pragmatic Criteria

Health Literacy

Tools (n= 11)

Patient Activation

Tools (n= 8)

Long-term Conditions

Tools (n= 6)

Self-management Needs and

Behaviors Tools (n= 4)

Self-administered 1 0 0 3

Relevant to practice 1 2 6 4

Easy to understand 4 −6 6 4

Time to complete (+3 minutes) 6 3 0 9

Tool complexity 15 −6 6 4

Digital literacy 7 7 4 2

Generalisability 9 8 −6 4

Inclusive 5 8 6 4

Cost (Free of charge) 7 −6 4 2

Availability 5 −8 4 2

Sustainability 28 23 12 10

Cultural adaptability 5 2 6 3

Total pragmatic score 93 27 48 51

Table 3. Overall PAPERS Standardized Psychometric Evidence Rating for Each Patient Empowerment Domain.

Psychometric Criteria

Health Literacy

Tools (n= 11)

Patient Activation

Tools (n= 8)

Long-term Conditions

Tools (n= 6)

Self-management Needs and

Behaviors Tools (n= 4)

Analysis 7 7 7 3

Reliability (Test Retest) 14 5 4 2

Reliability (Internal Consistency) 34 28 21 15

Validity (Construct Validity— Convergent) 4 7 12 8

Validity (Construct Validity —
Discriminant)

0 0 0 2

Validity (Construct Validity — Known

Groups)

14 8 8 0

Validity (Criterion Validity — Predictive) 0 2 0 0

Validity (Criterion Validity — Concurrent) 18 2 3 7

Validity (Structural Validity —
Dimensionality)

−1 4 1 1

Responsiveness −1 4 0 3

Norms 1 0 0 0

Total psychometric score 90 67 56 41
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structural validity analysis. As regards responsiveness and
norms, these scores were very much co-dependent on the
other psychometric outcomes generated and were difficult
to extrapolate independently given the poor quality of evi-
dence reported in the published literature.

Combined PAPERS Evidence Scores
Health literacy tool scores had the highest overall domain
score of 90, comparative to the Self-management Needs
and Behaviors Tools domains, which had the lowest score
of 41 (Table 3). With respect to both psychometric and prag-
matic performances, the highest scoring tools within each
domain were 1) Health Literacy=Newest Vital Sign (NVS)
and the Brief Health Literacy Screen (BHLS), 2) Patient
Activation=Consumer Health Activation Index (CHAI) and
PAM-13, 3) Long-term Conditions=LTCQ and LTCQ8,
and 4) Self-management Needs and Behaviors=SEMCD
and Patient Enablement Instrument (PEI-2).

Discussion
Patient empowerment is increasingly being recognized as an
important driver behind the behavioral shift toward self-
management within the healthcare environment and contrib-
utes to positive health outcomes (ie, reduced recovery time,
altering disease progression). The value-based healthcare
model seeks to address health inequalities across the popula-
tion it serves by promoting self-management strategies and
supporting patients to make healthier lifestyle choices.
However, while there are a number of patient empowerment
tools that can enable healthcare clinicians to tailor specific
interventions to the need of patients, there is a lack of empir-
ical evidence to support what constitutes the optimal patient
empowerment tool. The majority of validated instruments
employed to evaluate the psychometric performance of
patient empowerment tool across different contexts and pop-
ulations often fail to consider the practical properties required
to guide implementation outside the research environment. In
this rapid evidence review, an opportunity was presented to
challenge current practice and adopt a novel method of eval-
uating both psychometric and practical properties on a range
of evidence-based patient empowerment tool using PAPERS.
It demonstrated the effective use of stakeholder-driven com-
ponents within the pragmatic criteria and a lack of consis-
tency in reporting psychometric outcome measures. There
are implications for the wider use of PAPERS within imple-
mentation science, where complex interventions require the
consideration of situational and individual level factors to
ensure successful implementation.

The generalizability of any healthcare intervention is
important; therefore, having a measure that can confidently
provide psychometric evidence in a variety of contexts
with diverse populations is key. Previous critical appraisals
of the literature have reported that a substantial proportion
of validated patient empowerment tool has significant defi-
ciencies limiting their acceptability and generalizability to

the general population despite demonstrating relatively
robust psychometric measurement properties.5–8 The ability
to detect diverse population with the PAPERS criteria has
arguably been achieved within this study as those tools
included under the Long-term Conditions domain score the
worse for generalizability given the specificity of the long-
term conditions tools to target a particular population of
typical healthcare service-users.

To be adopted for practical use, these measures also need to
have pragmatic properties to address challenges faced by stake-
holders both at a healthcare system level and wider social-
determinants of health. Identifying and providing solutions
appropriate to these barriers are regarded as critical for suc-
cessful implementation and also drive quality improve-
ment.9,39 The PAPERS criteria allowed for modifications
based on key implementation barriers within the NHS,
which had been identified by staff within the survey. This is
where the PAPERS criteria set differ from other tools, such
as the COSMIN criteria, which main focus is methodological
quality. COSMIN has previously been criticized for being
subjective, requiring a high level of expertise to implement,
and can produce contradictory conclusions.40 Furthermore,
PAPERS is more suited to the rapid review methodology,
as using the COSMIN checklist is a very time-consuming
process, which may be challenging for a rapid evidence
review.41 Having said that, there is merit in exploring the
difference in between PAPERS and COSMIN as further
research, taking into consideration the pragmatic and method-
ological properties of the work being undertaken. It should be
noted that pragmatic properties extend beyond psychometric
properties to include features like sustainability and cost,
which are essential drivers of value-based healthcare.

The value-based healthcare model seeks to address health
inequalities across populations. Both patient expectations
and health literacy are factors that are linked to patient acti-
vation.42 Understanding the role of health literacy is impor-
tant as it impacts the ability to complete tools, but also
impacts how decision making and assessments of health out-
comes are made by individuals, which ultimately impacts the
ability to adopt positive lifestyle changes. The NVS tool, the
highest rated health literacy tool against the PAPERS criteria,
identifies healthcare service-users at risk for low health liter-
acy using a nutritional label. It is regarded as one of the most
widely used validated health literacy screening instruments in
clinical practice due to its 6-item response and short admin-
istration time (2-3 minutes).43 In contrast, the Brief Health
Literacy Screen (BHLS), which is ranked second against
the PAPERS criteria, uses a five-point Likert scale to quan-
tify healthcare service-users responses to question relating
to confidence and issues related to the understanding of
medical information.18 This tool can be administered in
less than two minutes, and when compared to the NVS, it
is likely to have more practical relevance to the typical
healthcare service-user than deciphering a nutritional label.
Despite the relevance to health care service-users, a system-
atic review identified during the sift of search results for this
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study and set aside for comparison concluded that the NVS
was a practical health literacy tool due to containing both
communicative and numeracy elements.44 It is encouraging
that a similar tool preference has been found within the liter-
ature, but there is still merit in considering local relevance.

The Patient Empowerment tools domains that demon-
strated robust psychometric properties in this rapid evidence
review often failed to perform optimally when graded against
the modified pragmatic evidence rating criteria. The Patient
Activation domain is a good example where the reliability
and validity of these tools were graded between “good”
and “excellent” when scored against the PAPERS psycho-
metric criteria. However, when scored against the PAPERS
modified pragmatic criteria, they were graded as “poor”
across four of the twelve items. This was predominantly
attributed to tool complexity and lack of availability given
the fact that a license must be purchased prior to access. In
comparison, the majority of tools in the other three
domains were regarded as relatively easy to understand,
and over 60% of these patient empowerment tools were
reported to be free of charge and easily accessible online.
However, these results were based on the reported details
in the included publications, with a focus on validity and reli-
ability. The individual tools were not obtained within this
study to assess content or the ability of the tools to produce
the desired outcomes. These findings highlight the need to
measure both psychometric and pragmatic performance
when exploring the evidence to derive, which properties con-
stitutes the optimal patient empowerment tool in clinical
practice. PAPERS evidence rating scale may move the field
toward measures that inform robust research evaluations
and practical implementation efforts.

Limitations and Further Research
This scoping review managed to collate and grade multiple
patient empowerment tools rapidly using the PAPERS
grading criteria. As this was a rapid review, only one data-
base was used. It was limited to publications after 2013,
and only English language publications were included to
reduce the need for translation. Although publications
before 2013 were excluded, this was deemed appropriate to
reflect current healthcare practices and population needs.

The PAPERS criteria did enable the consideration of the
practical properties of implementation; however, the analysis
only looked at the PAPERS scores and did not assess on
study setting, population, and publication quality. Thus, a
full appraisal of the included publication and the comparabil-
ity between the different studies were not fully explored,
including the role of the social determinant of health. One
such factor was the impact of an individual’s health literacy
status; therefore, further qualitative and quantitative research
is recommended to determine the role of health literacy on
tool usability and acceptability and the associated patient
empowerment outcomes. Consideration should also be
given to the association between patient empowerment and

patient-reported outcome measures (PROMs) both as a pro-
moter of healthy-behaviors and as outcome measurement
tools for assessing the impact of the use of patient empower-
ment tools. Any further research could consider using large
diverse samples of patients that are representative at a popu-
lation level and have appropriate control groups and longitu-
dinal follow-up to understand the long-term impact of the
implementation of patient empowerment tools.

Conclusion
PAPERS was a useful tool to determine the validity and reli-
ability of different patient empowerment tools while also con-
sidering the practical aspects of implementation in clinical
practice. However, further research requires the relevance of
these tools in guiding behavior change across a diverse and
complex population of healthcare service-users in Wales.
Future work should include qualitative and quantitative
insights into relationships between an individual’s health liter-
acy status and capacity to understand the purpose and relevance
of these tools in guiding behavior change and longitudinal
implication of patient empowerment tool use, with the appro-
priate control group with changes attributed to the intervention.

Appendix

Appendix 1
The Welsh Value in Health Centre has commissioned Cedar
to undertake a project to evaluate the implementation and use
of using various patient engagement and self-management
tools in clinical practice. We want to understand the experi-
ences of NHS staff working in Cardiff and the Vale
University Health Board to date.

This survey is completely anonymous and confidential.
The findings will be collated and used to inform further
research into the facilitators and barriers of different patient
engagement and self-management tools in clinical practice.

1. Do you have experiencing of using patient engage-
ment or self-management tools in routine clinical
practice (eg Patient-related Outcome Measures,
Patient Activation Measures, Patient Motivation
Measure)? Yes/No

2. If yes — please complete the following section to
record which tool or tools you use in routine clinical
practice? Patient-reported Outcome Measure
(PROMS), Patient Activation Measures
(PAMs), Self-management Assessment Scales,
Newest Vital Sign EQ-5D, Other.

3. How would you rate your experience of using this
tool or these tools?

Scale
4. Please list below any positive aspects of the tool (if

blank please record — “Not Applicable”)
Free text

6 Journal of Patient Experience



5. Please list below any negative aspects of the tool (if
blank please record — “Not Applicable”)

Free text
6. How would you rate your patients overall experi-

ence of using this tool?
Scale of 1–10

7. Please elaborate on your response in question 6
below (if blank please record — “Not Applicable”)

Free text
8. Are there any factors that you think would help

improve the usability of the tool?
Yes/No

9. If you responded Yes — please complete
the following section to record your
suggestions.

Free text
10. Are there any factors that you think would help

improve acceptability of the tool?
Yes/No

11. If you responded Yes — please complete
the following section to record your
suggestions.

Free text
Thank you for completing the survey

Appendix 2: Ovid MEDLINE(R) ALL <1946 to August 9, 2023>

1 patient activation measure.tw. 471

2 “diabetes self management questionnaire”.tw. 64

3 DSMQ.tw. 57

4 “long term conditions questionnaire”.tw. 12

5 LTCQ.tw. 10

6 “self management assessment scale”.tw. 3

7 smasc.tw. 4

8 “single item screener”.tw. 14

9 “consumer health activation index”.tw. 3

10 “newest vital sign”.tw. 340

11 “patient enablement instrument”.tw. 68

12 “patient assessment of care for chronic conditions”.tw. 13

13 PACIC.tw. 185

14 “chronic disease self efficacy”.tw. 51

15 “self management screening tool”.tw. 1

16 “self rated health scale”.tw. 18

17 “short warwick edinburgh mental wellbeing scale”.tw. 37

18 “pain visual scale”.tw. 8

19 “health literacy tool”.tw. 44

20 “health literacy instrument”.tw. 94

21 “health literacy measure*”.tw. 212

22 psychometric*.tw. 60670

23 reliab*.tw. 606158

24 valid*.tw. 1001963

25 r/1-21 1566

26 r/22-24 1482144

27 25 and 26 494

28 limit 27 to english language 485

29 limit 28 to yr="2013 -Current” 417
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Appendix 3

Characteristic of Included Studies.

Author Setting Population

Patient

empowerment

tool(s)

Health Literacy
Caldwell and

Killingsworth

202210

Online via Qualtrics, Texas, US English-speaking adolescents (10-19 years) NVS

Chakkalakal et al,
201711

10 state Department of Health clinics

in the mid-Cumberland region of

Tennessee, US

Ethnic minority (non-Hispanic white, non-Hispanic

black, and Hispanic) patients with type 2 diabetes

mellitus, aged between 18 and 85 years

BHLS, S-TOFHLA

Finbråten et al,

201712
Postal questionnaire, Members of

Norwegian Diabetes Association

Adults above 18 years of age diagnosed with type 2

diabetes mellitus

HLS-EU-Q47

Kordovski et al,
201713

San Diego community and local HIV

clinics

Diagnosed with HIV NVS

Mock et al, 201914 Community hospitals, Northeast

United States

Hospitalized adults with heart failure NVS, S-TOFHLA

Morris et al, 201715 Emergency department, Australia Adults ages 60–90 years, presenting with a fall HLQ

Rowlands et al,
201316

General community, Lambeth,

London

General adult population (low levels of spoken English

excluded)

NVS-UK

Russell et al, 201917 Emergency department (ED) in

Chicago, United States

English speak adult aged over 18 years NVS

Wallston et al,
201418

Hospital admission (in-patient) and

primary care (out-patient),

Tennessee, United States

Adult patients BHLS

Weinert et al,
201919

Several senior centers and adult living

centers, United States

Individuals at senior centers and adult living centers.

Nursing students, nursing faculty, and others

identified individually.

MSU CAM Health

Literacy Scale

Zegers et al, 202020 Health Clinics, Midwestern, United

States

Vulnerable adult population (≥19 years old) FCCHL

Patient Activation
Eyles et al, 202021 OA management

programs (OAMP), Australia

Patients with symptomatic hip and knee Osteoarthritis

(OA)

PAM-13

Hendrikx et al,
201822

Paper and online survey, Netherlands Citizens living in areas served

by nine Dutch PM initiatives

PAM-13

Hung et al, 201323 Primary Care, Western United States Patients attending clinics PAM-13

Lightfoot et al,
202124

Nephrology outpatient clinics and

primary care practices, United

States

Patients with kidney disease PAM-13

Melby et al, 202125 Outpatient departments, Norway Patients with substance use disorders or

schizophrenia spectrum disorders

PAM-13

Packer et al, 201526 Online survey, Canada Adults aged over 17 years with a neurological

condition

PAM-13

Prey et al, 201627 In-patient, urban hospital Hospitalized cardiology and oncology patients PAM-13

Wolf et al, 201828 Health center, Chicago, United States English-speaking, community-dwelling adults aged 55–
74 years

CHAI

Long-term conditions
Batchelder et al,

201829
Postal surveys, United Kingdom Participants diagnosed ≥1 with long-term condition LTCQ, LTCQ-8

Boecker et al,
202230

Paper surveys through

community-based pharmacies,

Switzerland

Individuals with diabetes PACIC

Kelly et al, 202231 Online surveys, United Kingdom Pregnant and postpartum women living with a

pre-existing long-term condition

LTCQ

Lambert et al,
202132

Online survey, Canada Individuals with ≥1 physical and/or

mental chronic diseases

PACIC

(continued)
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