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e Multi-morbidity is associated with significant societal and personal burdens

e Treatment burden results from an excessive workload required to manage health
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Abstract
Background

The Burden of Treatment Questionnaire (TBQ) assesses the impact of a patient’s treatment

workload on their quality of life
Objectives

The aim was to translate and validate the TBQ on Chinese primary care patients with multi-

morbidity.
Methods

The English TBQ was translated and back-translated using professional translators. Cognitive
debriefing interviews were performed on 15 patients. The resulting instrument was tested on
200 primary care patients with multi-morbidity (>1 chronic disease) to examine its
psychometric performance including exploratory factor analysis, confirmatory factor
analysis, internal consistency and reliability. EQ-5D-5L, SF-6D, WONCA COOP Charts and

the Global Health Rating Scale were used to assess convergent and divergent validity.
Results

Median age of the respondents was 62 years (range 22-95 years) with a median of 4
conditions. The median TBQ total score was 16 (interquartile range 7.25-30). There was a
significant floor effect (>15%) observed for all items. Spearman’s correlations was >0.4 for
all items demonstrated adequate internal construct validity. TBQ global score correlated with
number of conditions (p-0.034), EQ-5D-5L (p<0.001), SF-6D (p<0.001), and the Feelings
(p=0.004), Daily activities (p=0.003) and Social activities (p<0.001) domains of the WONCA
COOP. There was no significant correlation between global health rating and TBQ global
scores (p=0.298). Factor analysis demonstrated a three-factor structure. There was good
internal consistency (Cronbach’s alpha = 0.842) and good test-retest reliability (ICC =

0.830).

Conclusion

The newly translated Chinese version of the TBQ appears to be valid and reliable for use in

Cantonese-speaking, adult primary care patients with multi-morbidity.

Keywords: Chronic Disease, Multi-morbidity, Primary Care, Psychometrics, Quality of Care,
Quality of Life
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Cultural Adaptation and Psychometric Properties of the Chinese Burden of Treatment
Questionnaire (C-TBQ) in Primary Care Patients with Multi-Morbidity

Background

Multi-morbidity, often defined as having two or more chronic illnesses, is an important priority
for health services research!. With multi-morbidity now exceeding single morbidity?, there are
growing concerns that disease-centred healthcare models may result in over treatment and
increased risks for adverse events in patients with multi-morbidity>*. The World Health
Organization recognizes patients with multi-morbidity as being more vulnerable’. They have
higher risks of polypharmacy, adverse drug events, medication nonadherence® and more
complex patterns of service use’. Patients are typically older, may have cognitive impairments
or poorer health literacy®. Multi-morbidity is associated with greater psychological distress,

depression, anxiety, and poorer health-related quality of life (HRQOL)1°,

Patient experience studies have revealed that patients with multi-morbidity often encounter
burdens not only from their symptoms, but also from the activities needed to maintain health!!.
Managing health requires time and effort, which if excessive, can result in unintentional
consequences!!. ‘Treatment burden’ is an emerging concept which refers to the patient
workload resulting from their treatments and disease-related self-care'?. ‘Patient capacity’ is
the ability to cope with the illness and treatment burden'3. Excessive treatment burden has been

associated with reduced therapeutic adherence, increased hospitalization rates and mortality!4.

There are currently several instruments that assess treatment burden for specific conditions,
but burden can result from both individual diseases as well as from a combination of diseases,
hence the need for instruments that can assess treatment burden generically!>!¢, To date, there
have been five instruments developed to measure treatment burden in patients with multi-
morbidity!'>17-20, Each has its own merits and shortcomings including length, applicability,

language and scope?’.

The Burden of Treatment Questionnaire (TBQ) developed by Tran, Ravaud et al is a patient-
reported measure that assesses the consequences of medical interventions against the patient’s
self-perceived ability to cope. The original 13-item TBQ was developed in France, but its
application was limited to patients within the French healthcare system. A more comprehensive
15-item English version was subsequently developed and validated for use in a broader range
of settings!”. The strength of the English TBQ is that it measures a number of aspects of
treatment burden including the economic burdens. Its main weakness is it has only been
validated on a relatively young, healthy and well-educated subject population'”-?°. Hong Kong

4
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has a pluralistic healthcare system where patients use both public and private services with
80% of primary care delivered in the private sector and 80% of tertiary care in the public sector.
The English TBQ was selected for translation and adaptation due to its comprehensiveness in
assessing various aspects of treatment burden (including financial burdens) with relevant items

for Hong Kong’s pluralistic health setting.

Translating a pre-existing instrument into a different language, and evidence of its
psychometric properties are needed to support the validity and reliability of the instrument to
ensure that the attributes being measured are conceptually equivalent to the original. This
process enables cross-cultural comparisons. It is also important to ensure a translated

instrument is culturally relevant and acceptable to the target population.

The aim of this study was to perform a translation and cultural adaptation of the TBQ from
English to Chinese for use in Hong Kong, and explore the psychometric properties in a sample
of Chinese primary care patients with multi-morbidity. The findings will provide evidence to
support future observational studies on treatment burden to inform medical education and

improve quality of care.

Methods

Translation and cultural adaptation of the TBQ

Procedures as recommended by the International Society for Pharmacoeconomics and
Outcomes Research (ISPOR) task force were followed?!. Permission was obtained from the
TBQ authors and MAPI Trust (holders of the copyright). Two professional translators
performed the forward and backward translations. Two bilingual local primary care providers

reconciled discrepancies between the back translation and original English version.

Cognitive debriefing interviews were conducted on 15 Cantonese Chinese speaking patients
with a balanced sampling of ages and genders to assess for clarity, relevance and
interpretation. Two bilingual authors reviewed the results and made final modifications to the

instrument.
Subject Sampling and Recruitment for Psychometric Testing of the C-TBQ

Subjects were recruited from a government-funded General Out-Patient Clinic (GOPC) of the
Hong Kong Hospital Authority (HA). The HA is a governmental body responsible for the
delivery of approximately 80% of chronic disease care in Hong Kong??. Eligible subjects

with multi-morbidity were identified using a screening checklist of 20 common chronic

http://www.fampra.oupjournals.org

Page 10 of 85



Page 11 of 85

oNOYTULT D WN =

Manuscript Submitted to Family Practice

diseases 3. Exclusion criteria included aged <18 years; unable to understand Cantonese;

refusal to participate; or too ill to give consent.
Study Instruments

Chronic disease count is a commonly used measure of multi-morbidity and was defined as
the simple unweighted enumeration of the number of diseases present?*. To assess the
number of diseases, subjects were asked to self-complete a checklist of 20 chronic conditions
(Supplementary Material 1) derived from the Hong Kong Primary Care Morbidity Survey
2007-2008%3. Those with two or more chronic diseases were identified as having multi-

morbidity.

Burden of Treatment Questionnaire (TBQ) English version is a 15-item questionnaire that
assesses the patient’s workload to maintain their health and its impact on quality of life!”.
Each item is scored from 0-10 with total scores ranging from 0 (no burden) to 150 (high

burden). The instrument was validated for multi-setting use'>!7.

Short-form Six-dimension (SF-6D) is a preference-based measure of health, with a six-
dimensional health state classification (physical health, role limitation, bodily pain, vitality,
mental health, and social functioning) that quantifies a patient’s health for each dimension,
against a set of preference-based weights obtained from representative samples of general
population®-27, Values are between 0 (death) and 1 (full health). The SF-6D utility score was
calculated using the Hong Kong Chinese SF-6D value set?¢. The minimum important

difference (MID) value of the SF-6D is 0.033%8,

EuroQol Five-dimension Five-level Questionnaire (EQ-5D-5L) is a standardised instrument
with five items representing five dimensions (mobility, self-care, usual activities,
pain/discomfort, and anxiety/depression) and a visual analogue scale (VAS) from 0-100. It
provides a single index value for health status?*-32. The EQ-5D-5L utility score was
calculated based on the EQ-5D-5L value set for China33. The MID value of the EQ-5D-5L

for the Chinese scoring algorithm is 0.05834.

Global Health Rating Scale is a single item scale that asks subjects to rate their current
general health status on a five-point scale from Excellent to Poor. This item was extracted

from the Chinese SF-12v2 that has been validated in Hong Kong?>.

WONCA/COOP Chart is an instrument used to assess functional status in primary care3637. It

contains six charts relating to physical fitness, feelings, daily activities, social activities,

http://www.fampra.oupjournals.org
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change in health and overall health, rated on a five-point scale. The instrument has been

validated in Hong Kong?38,
Data Collection

A field worker approached patients in the waiting room and screened for multi-morbidity
using the checklist. Patients with >two conditions were invited to participate. The field
worker explained the study, obtained consent and administered the questionnaire. Subjects
were re-contacted two weeks later to collect data for test-retest reliability. The first interview

was face-to-face. The second interview was telephone-administered.
Statistical Analysis

Descriptive statistics (median, inter-quartile range, and percentage of floor and ceiling
effect), and the floor and ceiling of the C-TBQ item and global scores were determined. For
the C-TBQ, the floor is the /east amount of burden whilst the ceiling is the greatest (a reverse
of most HRQOL instruments). The floor and ceiling effect is the proportion of patients who
achieved the worst or the best possible scores, with 15% used as the threshold for having a

significant effect®.

Internal construct validity was assessed using item-total scale correlation with scores >0.4

demonstrating adequate correlation*.

Convergent validity was assessed using Spearman’s rho correlation to test against health
utility, WONCA/COOP and General Health Rating scores, and number of diseases. It was
hypothesised that patients with higher numbers of chronic diseases would have more
treatment burden, and an increase in treatment burden would be associated with poorer

HRQOL (reflected by lower SF-6D and EQ-5D-5L scores).

Sensitivity was determined by performing known-group comparisons of the C-TBQ total
score between subjects with different numbers of diseases using independent t-test or analysis
of variance, where appropriate. As older people are more likely to have more morbidity,
analyses were adjusted for confounding effects due to age. Regression coefficients and
corresponding p-values were used to measure the effect of the number of diseases (>4, 4, 3
versus 2 as reference category) on the C-TBQ and HRQOL scores. It was hypothesised that a
higher number of diseases would be associated with increased burden, with and without

adjusting for age*!.

Test-retest reliability was assessed by examining the intra-class correlation coefficient (ICC)

of the C-TBQ global score with an ICC >0.7 indicating good reproducibility*?.

http://www.fampra.oupjournals.org
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Exploratory factor analysis (EFA) utilizing a principal component method with varimax
rotation was used to explore dimensionality and the underlying factor structure, and to
compute factor Eigenvalues. Factors with Eigenvalues >1 were retained. Individual rotated
factor loadings and the Cronbach’s alpha if each individual item were removed were
estimated. Goodness-of-fit of the factor structure derived by EFA were subsequently assessed
using confirmatory factor analysis (CFA). Goodness-of-fit index (GFI)*, adjusted goodness-
of-fit index (AGFI)*, root mean square error of approximation (RMSEA)*, and comparative
fit index (CFI) were used to assess the model goodness-of-fit, and were considered adequate

if: 1) RMSEA<0.08; 2) GFI>0.90; 3) AGFI>0.80; and 4) CFI>0.95.

Internal consistency of the C-TBQ was assessed using Cronbach’s alpha with cut-off scores

>(.7 indicating adequate internal consistency*2.

CFA was performed using LISREL 8.80 (Scientific Software International, Inc.,
Lincolnwood, IL, USA). Other statistical analyses were performed using STATA 13.0.

Results
Instrument translation and adaptation

Table 1 shows the characteristics of the cognitive debriefing participants. The C-TBQ took
an average of 10.2 minutes to complete and was easy to comprehend. Modifications for use
on Hong Kong Chinese patients are summarised in Supplementary Material 2.
Supplementary Material 3 outlines the iterative steps taken to reconcile the translation.
Supplementary Material 4 contains the final version of the C-TBQ and back-translated
English TBQ (Hong Kong version) registered with Mapi Research Institute.

Psychometric testing of the C-TBQ

The median age of subjects (N=200) was 62 (range 22 to 95) years with a median of four
conditions (Table 1). Subjects with no chronic disease were not sampled as it was thought
that the TBQ would not be relevant. A significant floor effect was found for all items. All
correlations between items and global scores scored >0.4 demonstrating adequate internal

construct validity (Table 2).

Factor analysis. EFA using the principal component method with varimax rotation extracted
three factors with eigenvalues >1.0 on which all 15 items loaded significantly (and
exclusively), and explained 51.091% of the total variations (Table 2). The three-factor CFA
model derived by EFA met the criteria for demonstrating adequate goodness-of-fit

(RMSEA=0.0747; GFI=0.89; AGFI=0.85; CFI=0.95).

http://www.fampra.oupjournals.org
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Known group comparisons. Analyses were conducted on patients with two, three, four and >
four conditions. There was a significant difference in mean C-TBQ global scores between
patients with different numbers of multi-morbidities (p=0.049). Further analyses were
conducted on patients with two or three (Mean=18.1, SD=16.5), four or five (Mean=23.6,
SD=20.7), and >five chronic conditions (Mean=27.2, SD=20.4). There was a significant
difference in mean C-TBQ global scores between groups indicating that patients with more
condtions had higher C-TBQ scores (Table 3). Using a MID value of 0.033 for SF-6D score,
the differences in SF-6D scores between groups were meaningful. However, using an MID
value 0.058, the differences in EQ-5D-5L scores between groups were not meaningful. Table
4 shows the effect of the number of morbidities on the C-TBQ and other HRQOL scores
controlling for age. Patients with >four conditions had significantly higher C-TBQ global
scores, poorer EQ-5D-5L scores and EQ-5D VAS scores than those with only two.

Reliability. The C-TBQ was internally consistent (Cronbach’s alpha =0.842), and reliable
(ICC=0.830) demonstrating good test-retest reliability.

Convergent validity. Table S summarizes the correlations between the C-TBQ, health utility
scores, WONCA/COOP scores, General Health Rating scores, and multi-morbidities. C-TBQ
global scores negatively correlated with the EQ-5D-5L (r=-0.280, p <0.01), EQ-5D VAS (r=
-0.311, p <0.01), and SF-6D (r=-0.303, p <0.01), but positively correlated with
WONCA/COQP feelings (r= 0.205, p <0.01), daily activities (r= 0.212, p <0.01), social
activities (r= 0.290, p <0.01), overall health (r= 0.200, p <0.01), and the number of diseases
(r=0.150, p <0.05). A weak correlation (r= 0.074, p >0.05) was observed between global
health rating and C-TBQ global score.

Discussion

Our study found that Chinese patients with multi-morbidity aged from 25 to 83 years could
understand, correctly interpret and respond to all the items of the C-TBQ, however, an
introductory sentence explaining ‘treatment burden’ was needed it was an unfamiliar concept.
Treatment burden is a relatively novel Western concept and our Chinese patients had never
thought of health care as work. Once explained, they easily understood the analogy. Most
subjects completed the questionnaire in less than 10 minutes with the exception of an 83-
year-old respondent, indicating that more time might be needed when administering the
instrument on elderly patients. For some items, exemplars were added to enhance reliability.
For example, we added ‘such as eating less sugar and eating more vegetables’ to Item 5 to

promote the understanding of ‘dietary modification’.

http://www.fampra.oupjournals.org
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Similar to other treatment burden questionnaires, there was a significant floor effect?. This
may have been due to the sample frame. Participants were primary care patients with
relatively milder diseases, receiving government-subsidised care. Many were elderly,
unemployed or retired, and hence may not have experienced the burden of ‘taking time off
work to attend medical visits’. Further studies on different patient populations, particularly
those with greater complexity or those who are encumbered with significant out-of-pocket
costs may reveal a different pattern of scores. A lack of a ceiling effect indicates that the C-

TBQ may be better for monitoring burden deterioration.

As hypothesised, the C-TBQ global score strongly correlated with disease number, all health
utility scores and most of the WONCA/COOP domain scores. A recent review found
treatment burden was associated with the cumulative effect of an increased workload
resulting from a higher number of conditions!!. Similarly, recent study which found a 3.4-
unit reduction in the EQ-VAS score for each additional condition*!. Conversely, there was
only a weak correlation between C-TBQ scores the Global Health Rating scale. This suggests
that the C-TBQ correlates better with measures that capture the impact of illness on daily

functioning than those assessing the patient’s perception of their health.

Although the English TBQ was found to be uni-dimensional, factor analysis of the C-TBQ
demonstrated a three-factor structure. This may have potential implications for instrument
scoring. The structure of the C-TBQ suggested three domains of treatment burden. Factor 1
related to the direct burdens of receiving health care such as drug treatments, investigations
and medical visits. Item TBQ7 (inconveniencing friends and family) also loaded on this
factor, possibly because much of this burden may be related to transportation issues to attend
medical appointments. Factor 2 related to administrative and financial burdens, whilst Factor
3 was lifestyle-related including item TBQ8 on being a ‘reminded that they had health

problems’.

The internal consistency and test-retest reliability of the C-TBQ were comparable to the

French and English versions'>!7.
Strengths and Limitations

A key strength of this study was our subject sampling. We used a representative sample of
primary care patients with multi-morbidity including a large proportion of elderly patients,

with a median of four conditions.

There were also limitations. Subjects were recruited by convenience sampling from a single

site where health care was delivered by specialist family physicians in a government-
10
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subsidized health care setting. Selection bias may impact the floor and ceiling effect
measurements in this study and the pattern of burden observed. A future larger scale study
with subjects across a broader age range, from both public and private settings are
recommended to examine the prevalence, risk factors, mediators, and moderators of

treatment burden.

This instrument focussed specifically on treatment burdens related to chronic disease care in
Western medicine health care settings and further modifications to the C-TBQ may be needed
to include aspects of treatment burden resulting from Chinese Medicine. Further testing is
recommended to assess the instrument’s performance in other Chinese-speaking health care

populations such as in China or Taiwan, or in secondary and tertiary settings.
Conclusions

In settings such as Asia, where patients may be less likely to verbally disagree with their
doctors, admit to non-compliance, or disclose that they cannot cope, a treatment burden
questionnaire can potentially be useful for identifying at-risk patients, and help facilitate better
patient-centred doctor-patient interactions. Treatment burden scores can be used to promote or
evaluate shared decision-making interventions. Our study found that the Chinese TBQ is valid,
reliable and sensitive, and provides evidence to support its use in larger scale epidemiological

studies and health services research.
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Table 1. Subject characteristics for the cognitive debriefing interviews and psychometric

testing of the Chinese Burden of Treatment Questionnaire (TBQ)

Cognitive debriefing subjects (n=15)

Participant Age Gender C.omplet.ion
no. (years) Time (mins)
Chinese Instrument -Version 1 1 34 M 36
2 54 F 72
3 55 M 47
4 56 F 41
5 25 M 13
Chinese Instrument -Version 2 6 46 F 6
7 78 F 15
8 78 M 13
9 75 M 13
10 76 M 12
Chinese Instrument -Version 3 (final) 11 8 M 18
12 37 F 9
13 52 M 10
14 54 F 9
15 64 M 5
57.8 21.3
Psychometric testing subject characteristics (N=200)
Demographic, % (n) Total (N =200)
Age, median (Interquartile range) 62 (56-67) years
Gender
Female 55.0 % (110)
Male 45.0 % (90)
Number of chronic conditions
1 0.0 % (0)
2 17.5 % (35)
3 27.5 % (55)
4 22.5 % (45)
>4 32.5% (65)
Median (Interquartile range) 4 (3-5)
15
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Table 2. Descriptive statistics and exploratory factor analysis of each TBQ item

Rotated factor loading

i ili ' Cronbach’s
Item Item description Median Floor Ceiling Spearman'srho Factor Factor Factor ac
number (IQR) (%) (%) correlation 1 2 3 alpha (if item
deleted)
TBQ_1la The problems related to the discomfort caused by your 0(0-2) 65.0 0.5 .592%* 0.681 0.020 0.108 0.833
medications (tablets, inhalers, eye drops, injections) such as:
pain, taste, shape, size, and bruising.
TBQ_1b The problems caused by how many times a day you need to 0(0-2) 66.0 0.5 .626** 0.782 0.103 0.014 0.831
take your medications (for example: once per day, twice per
day, three times per day).
TBQ_1c The problems caused by the effort you need to make to 0 (0-0) 76.5 1.0 .552%* 0.724 0.122 0.101 0.833
remember to take your medications (for example: managing
your treatment when you are away from home, preparing
and using pillboxes...).
TBQ_1d The problems caused by the precautions you need to take 0(0-1) 69.5 0.5 .596** 0.746 0.170 0.246 0.826
when taking your medications (for example: taking them at
specific times of the day or with meals, not being able to do
certain things after taking medications, such as driving or
lying down...).
TBQ_2a The problems related to having to go for regular lab tests 0 (0-3.75) 53.0 2.5 .674** 0.650 0.248 0.272 0.823
and other exams (for example: blood tests or radiology):
frequency, time spent and associated inconveniences.
TBQ_2b The problems related to self-monitoring (for example: taking 0(0-2) 67.5 0.5 .582%* 0.488 0.162 0.356 0.831
your blood pressure or checking your blood sugar):
frequency, time spent and associated inconveniences.
16
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TBQ_2c

TBQ_2d

TBQ_2e

TBQ_3

TBQ_4

TBQ_5

TBQ_6

TBQ_7
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The problems related to doctor or allied health visits:
frequency and time spent for these visits, or difficulties in
finding the healthcare centres.

The problems related to your relationships with your
doctors, nurses and other allied health professionals (for
example: feeling not listened to enough or not taken
seriously).

The problems related to arranging medical appointments
(for example: doctor’s visits, lab tests and other exams), and
reorganizing your schedule around these appointments.

The problems related to the administrative burden
associated with your healthcare (for example: the time and
effort you take to fill in forms for hospitalizations, insurance

claims, reimbursements and/or obtaining social services)?

The problems related to the financial burden associated with
your healthcare (for example: out of pocket expenses or
expenses not covered by insurance)?

The problems related to having to modify your diet, reduce
your alcohol intake or stop smoking as recommended by
your doctor (for example: avoiding certain foods, eating less
sugar, eating more vegetables...)?

The problems related to needing to exercise more as
recommended by your doctor (for example: walking, jogging,
swimming...)?

The things you need to do to look after your health may
sometimes cause your family, friends and co-workers
inconvenience (for example: needing help from family to
administer injections at home, needing help from friends to
get to and from doctors’ appointments, needing co-workers
to cover for you so that you can go to your doctors’

0 (0-4)

0 (0-0)

0(0-2)

0(0-3)

0.5 (0-5)

0(0-3)

0 (0-4)

0 (0-0)

47.0

815

61.0

60.0

50.0

49.5

50.5

83.0

1.5

1.0

1.5

2.5

15

0.5

1.0

1.0
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.649%*

A484**

.664**

.549%*

.680**

.562%**

542%*

426%*

0.443

0.484

0.149

0.057

0.252

0.259

0.143

0.401

0.420

0.314

0.584

0.802

0.737

0.087

0.141

0.363

0.289

0.033

0.477

0.060

0.122

0.716

0.764

0.039

0.825

0.837

0.828

0.838

0.830

0.832

0.835

0.837
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appointments...), how much does it impact your
relationships with them?

TBQ_8 ‘The need for medical healthcare on a regular basis reminds 0 (0-3.75) 63.5 5.0
me of my health problems’

16 (7.25-30) 11.0 0.5
TBQ Global score

Manuscript Submitted to Family Practice

A419%*

Eigenvalue

% of variance
explained

0.012 0.049 0.509

Factor Factor Factor
1 2 3

3.586 2.107 1.971
23.906 14.046 13.139

0.854

Total

7.664
51.091

Notes:
IQR = Interquartile range; TBQ = The Burden of Treatment Questionnaire
*Correlation is significant at the 0.05 level (2-tailed).

**Correlation is significant at the 0.01 level (2-tailed).
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Table 3. Known group comparisons of TBQ global score and HRQOL scores between groups

Page 24 of 85

Number of Chronic Conditions (N = 200)

Number of Chronic Conditions (N = 200)

1 2 3 4 >4 2-3 4-5 >5
(n=0) (n=35) (n=55) (n=45) (n=65) P-value (n=90) (n=73) (n=37) P-value
mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD
TBQ global score NA 20.5+£18.6 16.6+14.9 22.7419.7 26.2+21.2 0.049* 18.1+16.5 23.61£20.7 27.2420.4 0.031*
EQ-5D-5L score NA 0.95+0.12 0.94+0.08 0.94+0.07 0.88+0.11 <0.001* 0.94%0.10 0.93+0.08 0.85+0.12 <0.001*
EQ-5D VAS NA 82.7£10.4 81.5+10.4 79.7£10.2 74.6114.2 0.002* 82.0+10.3 80.0+10.5 70.0+14.7 <0.001*
SF-6D score NA 0.8710.10 0.84+0.12 0.80+0.10 0.75+0.12 <0.001* 0.8510.11 0.7940.11 0.74+0.12 <0.001*
WONCA COOP
Physical fitness NA 1.9+1.1 2412 2.3x1.0 2.7+1.3 0.028* 2.2+1.2 24+1.1 2.8+1.3 0.027*
Feelings NA 1.240.5 1.5+0.7 1.410.6 1.61£0.9 0.039* 1.4+0.7 1.5+0.8 1.610.7 0.423
Daily activities NA 1.1+0.4 1.310.7 1.210.4 1.5+1.0 0.011* 1.240.6 1.3+0.7 1.641.1 0.018*
Social activities NA 1.1+0.2 1.240.7 1.240.7 1.440.9 0.106 1.240.5 1.3+0.7 1.5+1.0 0.037*
Change in health NA 2.910.6 3.0£0.8 3.0£0.8 2.910.9 0.935 2.910.7 2.940.8 3.0£1.0 0.936
Overall health NA 2.7+0.7 3.0+0.8 3.1+0.9 3.3+0.9 0.006* 2.9+0.8 3.0+0.9 3.6+0.8 <0.001*
Global health rating NA 3.0£0.6 2.9+0.7 3.0£0.7 3.2+0.7 0.182 2.9+0.6 3.0+0.7 3.2+0.7 0.111
SD = Standard Deviation; TBQ = The Burden of Treatment Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions;
*significant difference at the 0.05 level (2-tailed) by independent t-test or analysis of variance test, where appropriate
19
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1

2

2 Table 4. Effect of the number of co-morbidities on TBQ and HRQOL scores with adjustment of confounding effect of age
Z Number of co-morbidities

; 3vs 2t 4vs 2t >4 vs 2t

?O coefficient (P-value)

1; TBQ global score -1.885 (0.636)  3.615(0.382)  9.456 (0.018*)

1 j EQ-5D-5L score -0.019 (0.378)  -0.015(0.489)  -0.083 (<0.001*)

}2 EQ-5D VAS -1.900 (0.455)  -3.528 (0.182)  -9.430 (<0.001*)

}; SF-6D score -0.028 (0.265)  -0.066 (0.010%)  -0.123 (<0.001%)

;g WONCA COOP

;; Physical fitness 0.402 (0.112) 0.353 (0.178) 0.632 (0.012%)

;j Feelings 0.372 (0.016%)  0.222(0.163)  0.553 (<0.001*)

;2 Daily activities 0.254 (0.109) 0.108 (0.506) 0.497 (0.002*)

;; Social activities 0.213 (0.165) 0.219 (0.167) 0.445 (0.004*)

gg Change in health 0.096 (0.587) 0.092 (0.615) 0.049 (0.780)

g; Overall health 0.301 (0.110) 0.348 (0.074) 0.547 (0.004*)

gj Global health rating 0.164 (0.357) 0.274 (0.137) 0.443 (0.013*)

22 SD = Standard Deviation; TBQ = Treatment Burden Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions
;73 * P-value of <0.05 as statistical significant; ¥ two co-morbidities as reference category in regression analysis
39
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1
2
z Table 5. Spearman correlation coefficients between TBQ, other HRQOL scores and multi-morbidities
> Spearman correlation coefficient
6
7 WONCA COOP
8
9 TBQ Global Multi-
10 global EQ-5D-5L EQ-5D SF-6D Physical Feeling Daily Social Change  Overall health comorbidit
11 score score VAS score fitness s activities  activities in health  health rating y
12
13 TBQ global score NA -.280** -.311%* -.303** 0.002 .205%* 212%* .290%** 0.038 .200%** 0.074 .150%*
14
15 EQ-5D-5L score -.280%** NA AQ1** .523** -.402%* -.289%* -.392%* -.373** -.143* -.332%% -0.109 -371**
16
17 EQ-5D VAS -.311%* A41%* NA A430%** -.259%* -.179* -.330** -.354** -.175* -.367** 0.021 -.282**
12 SF-6D score -.303** .523** 430%* NA -.450** -474%* -.490** -.504** -0.037 -.420** 0.039 -.402%*
20 WONCA COOP
21
22 Physical fitness 0.002 -.402** -.259%* -.450%* NA .255%* .360** .353%* 0.031 .284** 0.000 207**
23
24 Feelings .205%* -.289%* -.179* - 474%%* .255%* NA .312%* .336** 0.003 0.053 -.148* .149%*
;2 Daily activities 212%* -.392** -.330%** -.490** .360** .312%* NA .547** 0.102 .256%* 0.003 172%
27 Social activities .290%** -.373** -.354%** -.504** .353%* .336%* .547%* NA 0.044 .202%* -.158* .150*
28
29 Change in health 0.038 -.143* -.175* -0.037 0.031 0.003 0.102 0.044 NA .207%** 0.021 0.019
30
31 Overall health .200%* -.332%* -.367** -420** .284%* 0.053 .256%* .202%* .207%* NA 0.063 275%%*
32

N _ * _ *
gi Global health rating 0.074 0.109 0.021 0.039 0.0005 .148 0.003 .158 0.021 0.063 NA 0.114
35 Multi-morbidities .150* -.371** -.282%* -.402** .207%* .149* 172% .150* 0.019 .275%* 0.114 NA
36
37 NA = not applicable; TBQ = The Burden of Treatment Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions
38
39 Notes:
40
41
42 21
Zi http://www.fampra.oupjournals.org
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*Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at the 0.01 level (2-tailed)
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e Multi-morbidity is associated with significant societal and personal burdens

e Treatment burden results from an excessive workload required to manage health
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10 e The Chinese Burden of Treatment Questionnaire (C-TBQ) is valid and reliable
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Abstract
Background

The Burden of Treatment Questionnaire (TBQ) assesses the impact of a patient’s treatment

workload on their quality of life
Objectives

The aim was to translate and validate the TBQ on Chinese primary care patients with multi-

morbidity.
Methods

The English TBQ was translated and back-translated using professional translators. Cognitive
debriefing interviews were performed on 15 patients. The resulting instrument was tested on
200 primary care patients with multi-morbidity (>1 chronic disease) to examine its
psychometric performance including exploratory factor analysis, confirmatory factor
analysis, internal consistency and reliability. EQ-5D-5L, SF-6D, WONCA COOP Charts and

the Global Health Rating Scale were used to assess convergent and divergent validity.
Results

Median age of the respondents was 62 years (range 22-95 years) with a median of 4
conditions. The median TBQ total score was 16 (interquartile range 7.25-30). There was a
significant floor effect (>15%) observed for all items. Spearman’s correlations was >0.4 for
all items demonstrated adequate internal construct validity. TBQ global score correlated with
number of conditions (p-0.034), EQ-5D-5L (p<0.001), SF-6D (p<0.001), and the Feelings
(p=0.004), Daily activities (p=0.003) and Social activities (p<0.001) domains of the WONCA
COOP. There was no significant correlation between global health rating and TBQ global
scores (p=0.298). Factor analysis demonstrated a three-factor structure. There was good
internal consistency (Cronbach’s alpha = 0.842) and good test-retest reliability (ICC =
0.830).

Conclusion

The newly translated Chinese version of the TBQ appears to be valid and reliable for use in

Cantonese-speaking, adult primary care patients with multi-morbidity.

Keywords: Chronic Disease, Multi-morbidity, Primary Care, Psychometrics, Quality of Care,
Quality of Life
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Cultural Adaptation and Psychometric Properties of the Chinese Burden of Treatment
Questionnaire (C-TBQ) in Primary Care Patients with Multi-Morbidity

Background

Multi-morbidity, often defined as having two or more chronic illnesses, is an important priority
for health services research!. With multi-morbidity now exceeding single morbidity?, there are
growing concerns that disease-centred healthcare models may result in over treatment and
increased risks for adverse events in patients with multi-morbidity>*. The World Health
Organization recognizes patients with multi-morbidity as being more vulnerable’. They have
higher risks of polypharmacy, adverse drug events, medication nonadherence® and more
complex patterns of service use’. Patients are typically older, may have cognitive impairments
or poorer health literacy®. Multi-morbidity is associated with greater psychological distress,

depression, anxiety, and poorer health-related quality of life (HRQOL)-1°.

Patient experience studies have revealed that patients with multi-morbidity often encounter
burdens not only from their symptoms, but also from the activities needed to maintain health!!.
Managing health requires time and effort, which if excessive, can result in unintentional
consequences!!. ‘Treatment burden’ is an emerging concept which refers to the patient
workload resulting from their treatments and disease-related self-care'. ‘Patient capacity’ is
the ability to cope with the illness and treatment burden'3. Excessive treatment burden has been

associated with reduced therapeutic adherence, increased hospitalization rates and mortality!4.

There are currently several instruments that assess treatment burden for specific conditions,
but burden can result from both individual diseases as well as from a combination of diseases,
hence the need for instruments that can assess treatment burden generically!>'¢, To date, there
have been five instruments developed to measure treatment burden in patients with multi-
morbidity!'>17-20, Each has its own merits and shortcomings including length, applicability,

language and scope?.

The Burden of Treatment Questionnaire (TBQ) developed by Tran, Ravaud et al is a patient-
reported measure that assesses the consequences of medical interventions against the patient’s
self-perceived ability to cope. The original 13-item TBQ was developed in France, but its
application was limited to patients within the French healthcare system. A more comprehensive
15-item English version was subsequently developed and validated for use in a broader range
of settings!”. The strength of the English TBQ is that it measures a number of aspects of
treatment burden including the economic burdens. Its main weakness is it has only been
validated on a relatively young, healthy and well-educated subject population'”-?°. Hong Kong

4
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has a pluralistic healthcare system where patients use both public and private services with
80% of primary care delivered in the private sector and 80% of tertiary care in the public sector.
The English TBQ was selected for translation and adaptation due to its comprehensiveness in
assessing various aspects of treatment burden (including financial burdens) with relevant items

for Hong Kong’s pluralistic health setting.

Translating a pre-existing instrument into a different language, and evidence of its
psychometric properties are needed to support the validity and reliability of the instrument to
ensure that the attributes being measured are conceptually equivalent to the original. This
process enables cross-cultural comparisons. It is also important to ensure a translated

instrument is culturally relevant and acceptable to the target population.

The aim of this study was to perform a translation and cultural adaptation of the TBQ from
English to Chinese for use in Hong Kong, and explore the psychometric properties in a sample
of Chinese primary care patients with multi-morbidity. The findings will provide evidence to
support future observational studies on treatment burden to inform medical education and

improve quality of care.

Methods

Translation and cultural adaptation of the TBQ

Procedures as recommended by the International Society for Pharmacoeconomics and
Outcomes Research (ISPOR) task force were followed?!. Permission was obtained from the
TBQ authors and MAPI Trust (holders of the copyright). Two professional translators
performed the forward and backward translations. Two bilingual local primary care providers

reconciled discrepancies between the back translation and original English version.

Cognitive debriefing interviews were conducted on 15 Cantonese Chinese speaking patients
with a balanced sampling of ages and genders to assess for clarity, relevance and
interpretation. Two bilingual authors reviewed the results and made final modifications to the

instrument.
Subject Sampling and Recruitment for Psychometric Testing of the C-TBQ

Subjects were recruited from a government-funded General Out-Patient Clinic (GOPC) of the
Hong Kong Hospital Authority (HA). The HA is a governmental body responsible for the
delivery of approximately 80% of chronic disease care in Hong Kong??. Eligible subjects

with multi-morbidity were identified using a screening checklist of 20 common chronic

http://www.fampra.oupjournals.org
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diseases 3. Exclusion criteria included aged <18 years; unable to understand Cantonese;

refusal to participate; or too ill to give consent.
Study Instruments

Chronic disease count is a commonly used measure of multi-morbidity and was defined as
the simple unweighted enumeration of the number of diseases present?. To assess the
number of diseases, subjects were asked to self-complete a checklist of 20 chronic conditions
(Supplementary Material 1) derived from the Hong Kong Primary Care Morbidity Survey
2007-2008%3. Those with two or more chronic diseases were identified as having multi-

morbidity.

Burden of Treatment Questionnaire (TBQ) English version is a 15-item questionnaire that
assesses the patient’s workload to maintain their health and its impact on quality of life!”.
Each item is scored from 0-10 with total scores ranging from 0 (no burden) to 150 (high

burden). The instrument was validated for multi-setting use'>!7.

Short-form Six-dimension (SF-6D) is a preference-based measure of health, with a six-
dimensional health state classification (physical health, role limitation, bodily pain, vitality,
mental health, and social functioning) that quantifies a patient’s health for each dimension,
against a set of preference-based weights obtained from representative samples of general
population®-27, Values are between 0 (death) and 1 (full health). The SF-6D utility score was
calculated using the Hong Kong Chinese SF-6D value set?¢. The minimum important

difference (MID) value of the SF-6D is 0.033%8.

EuroQol Five-dimension Five-level Questionnaire (EQ-5D-5L) is a standardised instrument
with five items representing five dimensions (mobility, self-care, usual activities,
pain/discomfort, and anxiety/depression) and a visual analogue scale (VAS) from 0-100. It
provides a single index value for health status?*-32. The EQ-5D-5L utility score was
calculated based on the EQ-5D-5L value set for China33. The MID value of the EQ-5D-5L

for the Chinese scoring algorithm is 0.05834.

Global Health Rating Scale is a single item scale that asks subjects to rate their current
general health status on a five-point scale from Excellent to Poor. This item was extracted

from the Chinese SF-12v2 that has been validated in Hong Kong?>.

WONCA/COOP Chart is an instrument used to assess functional status in primary care3637. It

contains six charts relating to physical fitness, feelings, daily activities, social activities,

http://www.fampra.oupjournals.org
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change in health and overall health, rated on a five-point scale. The instrument has been

validated in Hong Kong?38,
Data Collection

A field worker approached patients in the waiting room and screened for multi-morbidity
using the checklist. Patients with >two conditions were invited to participate. The field
worker explained the study, obtained consent and administered the questionnaire. Subjects
were re-contacted two weeks later to collect data for test-retest reliability. The first interview

was face-to-face. The second interview was telephone-administered.
Statistical Analysis

Descriptive statistics (median, inter-quartile range, and percentage of floor and ceiling
effect), and the floor and ceiling of the C-TBQ item and global scores were determined. For
the C-TBQ, the floor is the /east amount of burden whilst the ceiling is the greatest (a reverse
of most HRQOL instruments). The floor and ceiling effect is the proportion of patients who
achieved the worst or the best possible scores, with 15% used as the threshold for having a

significant effect®.

Internal construct validity was assessed using item-total scale correlation with scores >0.4

demonstrating adequate correlation*.

Convergent validity was assessed using Spearman’s rho correlation to test against health
utility, WONCA/COOP and General Health Rating scores, and number of diseases. It was
hypothesised that patients with higher numbers of chronic diseases would have more
treatment burden, and an increase in treatment burden would be associated with poorer

HRQOL (reflected by lower SF-6D and EQ-5D-5L scores).

Sensitivity was determined by performing known-group comparisons of the C-TBQ total
score between subjects with different numbers of diseases using independent t-test or analysis
of variance, where appropriate. As older people are more likely to have more morbidity,
analyses were adjusted for confounding effects due to age. Regression coefficients and
corresponding p-values were used to measure the effect of the number of diseases (>4, 4, 3
versus 2 as reference category) on the C-TBQ and HRQOL scores. It was hypothesised that a
higher number of diseases would be associated with increased burden, with and without

adjusting for age*!.

Test-retest reliability was assessed by examining the intra-class correlation coefficient (ICC)

of the C-TBQ global score with an ICC >0.7 indicating good reproducibility*?.
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Exploratory factor analysis (EFA) utilizing a principal component method with varimax
rotation was used to explore dimensionality and the underlying factor structure, and to
compute factor Eigenvalues. Factors with Eigenvalues >1 were retained. Individual rotated
factor loadings and the Cronbach’s alpha if each individual item were removed were
estimated. Goodness-of-fit of the factor structure derived by EFA were subsequently assessed
using confirmatory factor analysis (CFA). Goodness-of-fit index (GFI)*, adjusted goodness-
of-fit index (AGFI)*, root mean square error of approximation (RMSEA)*, and comparative
fit index (CFI) were used to assess the model goodness-of-fit, and were considered adequate

if: 1) RMSEA<0.08; 2) GFI>0.90; 3) AGFI>0.80; and 4) CFI>0.95.

Internal consistency of the C-TBQ was assessed using Cronbach’s alpha with cut-off scores

>(.7 indicating adequate internal consistency*2.

CFA was performed using LISREL 8.80 (Scientific Software International, Inc.,
Lincolnwood, IL, USA). Other statistical analyses were performed using STATA 13.0.

Results
Instrument translation and adaptation

Table 1 shows the characteristics of the cognitive debriefing participants. The C-TBQ took
an average of 10.2 minutes to complete and was easy to comprehend. Modifications for use
on Hong Kong Chinese patients are summarised in Supplementary Material 2.
Supplementary Material 3 outlines the iterative steps taken to reconcile the translation.
Supplementary Material 4 contains the final version of the C-TBQ and back-translated
English TBQ (Hong Kong version) registered with Mapi Research Institute.

Psychometric testing of the C-TBQ

The median age of subjects (N=200) was 62 (range 22 to 95) years with a median of four
conditions (Table 1). Subjects with no chronic disease were not sampled as it was thought
that the TBQ would not be relevant. A significant floor effect was found for all items. All
correlations between items and global scores scored >0.4 demonstrating adequate internal

construct validity (Table 2).

Factor analysis. EFA using the principal component method with varimax rotation extracted
three factors with eigenvalues >1.0 on which all 15 items loaded significantly (and
exclusively), and explained 51.091% of the total variations (Table 2). The three-factor CFA
model derived by EFA met the criteria for demonstrating adequate goodness-of-fit

(RMSEA=0.0747; GFI=0.89; AGFI=0.85; CFI=0.95).
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Known group comparisons. Analyses were conducted on patients with two, three, four and >
four conditions. There was a significant difference in mean C-TBQ global scores between
patients with different numbers of multi-morbidities (p=0.049). Further analyses were
conducted on patients with two or three (Mean=18.1, SD=16.5), four or five (Mean=23.6,
SD=20.7), and >five chronic conditions (Mean=27.2, SD=20.4). There was a significant
difference in mean C-TBQ global scores between groups indicating that patients with more
condtions had higher C-TBQ scores (Table 3). Using a MID value of 0.033 for SF-6D score,
the differences in SF-6D scores between groups were meaningful. However, using an MID
value 0.058, the differences in EQ-5D-5L scores between groups were not meaningful. Table
4 shows the effect of the number of morbidities on the C-TBQ and other HRQOL scores
controlling for age. Patients with >four conditions had significantly higher C-TBQ global
scores, poorer EQ-5D-5L scores and EQ-5D VAS scores than those with only two.

Reliability. The C-TBQ was internally consistent (Cronbach’s alpha =0.842), and reliable
(ICC=0.830) demonstrating good test-retest reliability.

Convergent validity. Table S summarizes the correlations between the C-TBQ, health utility
scores, WONCA/COOP scores, General Health Rating scores, and multi-morbidities. C-TBQ
global scores negatively correlated with the EQ-5D-5L (r=-0.280, p <0.01), EQ-5D VAS (r=
-0.311, p <0.01), and SF-6D (r=-0.303, p <0.01), but positively correlated with
WONCA/COQP feelings (r= 0.205, p <0.01), daily activities (r= 0.212, p <0.01), social
activities (r= 0.290, p <0.01), overall health (r= 0.200, p <0.01), and the number of diseases
(r=0.150, p <0.05). A weak correlation (r= 0.074, p >0.05) was observed between global
health rating and C-TBQ global score.

Discussion

Our study found that Chinese patients with multi-morbidity aged from 25 to 83 years could
understand, correctly interpret and respond to all the items of the C-TBQ, however, an
introductory sentence explaining ‘treatment burden’ was needed it was an unfamiliar concept.
Treatment burden is a relatively novel Western concept and our Chinese patients had never
thought of health care as work. Once explained, they easily understood the analogy. Most
subjects completed the questionnaire in less than 10 minutes with the exception of an 83-
year-old respondent, indicating that more time might be needed when administering the
instrument on elderly patients. For some items, exemplars were added to enhance reliability.
For example, we added ‘such as eating less sugar and eating more vegetables’ to Item 5 to

promote the understanding of ‘dietary modification’.
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Similar to other treatment burden questionnaires, there was a significant floor effect?. This
may have been due to the sample frame. Participants were primary care patients with
relatively milder diseases, receiving government-subsidised care. Many were elderly,
unemployed or retired, and hence may not have experienced the burden of ‘taking time off
work to attend medical visits’. Further studies on different patient populations, particularly
those with greater complexity or those who are encumbered with significant out-of-pocket
costs may reveal a different pattern of scores. A lack of a ceiling effect indicates that the C-

TBQ may be better for monitoring burden deterioration.

As hypothesised, the C-TBQ global score strongly correlated with disease number, all health
utility scores and most of the WONCA/COOP domain scores. A recent review found
treatment burden was associated with the cumulative effect of an increased workload
resulting from a higher number of conditions!!. Similarly, recent study which found a 3.4-
unit reduction in the EQ-VAS score for each additional condition*!. Conversely, there was
only a weak correlation between C-TBQ scores the Global Health Rating scale. This suggests
that the C-TBQ correlates better with measures that capture the impact of illness on daily

functioning than those assessing the patient’s perception of their health.

Although the English TBQ was found to be uni-dimensional, factor analysis of the C-TBQ
demonstrated a three-factor structure. This may have potential implications for instrument
scoring. The structure of the C-TBQ suggested three domains of treatment burden. Factor 1
related to the direct burdens of receiving health care such as drug treatments, investigations
and medical visits. Item TBQ7 (inconveniencing friends and family) also loaded on this
factor, possibly because much of this burden may be related to transportation issues to attend
medical appointments. Factor 2 related to administrative and financial burdens, whilst Factor
3 was lifestyle-related including item TBQS8 on being a ‘reminded that they had health

problems’.

The internal consistency and test-retest reliability of the C-TBQ were comparable to the

French and English versions'>!7.
Strengths and Limitations

A key strength of this study was our subject sampling. We used a representative sample of
primary care patients with multi-morbidity including a large proportion of elderly patients,

with a median of four conditions.

There were also limitations. Subjects were recruited by convenience sampling from a single

site where health care was delivered by specialist family physicians in a government-
10
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subsidized health care setting. Selection bias may impact the floor and ceiling effect
measurements in this study and the pattern of burden observed. A future larger scale study
with subjects across a broader age range, from both public and private settings are
recommended to examine the prevalence, risk factors, mediators, and moderators of

treatment burden.

This instrument focussed specifically on treatment burdens related to chronic disease care in
Western medicine health care settings and further modifications to the C-TBQ may be needed
to include aspects of treatment burden resulting from Chinese Medicine. Further testing is
recommended to assess the instrument’s performance in other Chinese-speaking health care

populations such as in China or Taiwan, or in secondary and tertiary settings.
Conclusions

In settings such as Asia, where patients may be less likely to verbally disagree with their
doctors, admit to non-compliance, or disclose that they cannot cope, a treatment burden
questionnaire can potentially be useful for identifying at-risk patients, and help facilitate better
patient-centred doctor-patient interactions. Treatment burden scores can be used to promote or
evaluate shared decision-making interventions. Our study found that the Chinese TBQ is valid,
reliable and sensitive, and provides evidence to support its use in larger scale epidemiological

studies and health services research.
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Table 1. Subject characteristics for the cognitive debriefing interviews and psychometric

testing of the Chinese Burden of Treatment Questionnaire (TBQ)

Cognitive debriefing subjects (n=15)

Participant Age Gender C.omplet.ion
no. (years) Time (mins)
Chinese Instrument -Version 1 1 34 M 36
2 54 F 72
3 55 M 47
4 56 F 41
5 25 M 13
Chinese Instrument -Version 2 6 46 F 6
7 78 F 15
8 78 M 13
9 75 M 13
10 76 M 12
Chinese Instrument -Version 3 (final) 11 8 M 18
12 37 F 9
13 52 M 10
14 54 F 9
15 64 M 5
57.8 21.3
Psychometric testing subject characteristics (N=200)
Demographic, % (n) Total (N =200)
Age, median (Interquartile range) 62 (56-67) years
Gender
Female 55.0 % (110)
Male 45.0 % (90)
Number of chronic conditions
1 0.0 % (0)
2 17.5 % (35)
3 27.5 % (55)
4 22.5 % (45)
>4 32.5% (65)
Median (Interquartile range) 4 (3-5)
15
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1
2
z Table 2. Descriptive statistics and exploratory factor analysis of each TBQ item
5 Rotated factor loading
6
7
i ili ' Cronbach’s
8 Item ltem description Median Floor Ceiling Spearman'srho Factor Factor Factor ac
9 number (IQR) (%) (%) correlation 1 2 3 alpha (if item
10 deleted)
11 TBQ_la The problems related to the discomfort caused by your 0(0-2) 65.0 0.5 592** 0.681 0.020 0.108 0.833
12 medications (tablets, inhalers, eye drops, injections) such as:
12 pain, taste, shape, size, and bruising.
15 TBQ_1b The problems caused by how many times a day you need to 0(0-2) 66.0 0.5 .626** 0.782 0.103 0.014 0.831
16 take your medications (for example: once per day, twice per
1{73 day, three times per day).
19 TBQ_1c The problems caused by the effort you need to make to 0 (0-0) 76.5 1.0 .552%* 0.724 0.122 0.101 0.833
20 remember to take your medications (for example: managing
21 your treatment when you are away from home, preparing and
;g using pillboxes...).
24 TBQ_1d The problems caused by the precautions you need to take 0(0-1) 69.5 0.5 .596** 0.746 0.170 0.246 0.826
25 when taking your medications (for example: taking them at
;? specific times of the day or with meals, not being able to do
28 certain things after taking medications, such as driving or lying
29 down...).
3(1) TBQ_2a The problems related to having to go for regular lab tests and 0 (0-3.75) 53.0 2.5 .674** 0.650 0.248 0.272 0.823
22 other exams (for example: blood tests or radiology):
33 frequency, time spent and associated inconveniences.
34 TBQ_2b The problems related to self-monitoring (for example: taking 0(0-2) 67.5 0.5 .582%* 0.488 0.162 0.356 0.831
22 your blood pressure or checking your blood sugar): frequency,
37 time spent and associated inconveniences.
38
39
40
41
42 16
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TBQ_2c

TBQ_2d

TBQ_2e

TBQ_3

TBQ_4

TBQ_5

TBQ_6

TBQ_7

Manuscript Submitted to Family Practice

The problems related to doctor or allied health visits:
frequency and time spent for these visits, or difficulties in
finding the healthcare centres.

The problems related to your relationships with your doctors,
nurses and other allied health professionals (for example:
feeling not listened to enough or not taken seriously).

The problems related to arranging medical appointments (for
example: doctor’s visits, lab tests and other exams), and
reorganizing your schedule around these appointments.

The problems related to the administrative burden associated
with your healthcare (for example: the time and effort you
take to fill in forms for hospitalizations, insurance claims,
reimbursements and/or obtaining social services)?

The problems related to the financial burden associated with
your healthcare (for example: out of pocket expenses or
expenses not covered by insurance)?

The problems related to having to modify your diet, reduce
your alcohol intake or stop smoking as recommended by your
doctor (for example: avoiding certain foods, eating less sugar,

eating more vegetables...)?

The problems related to needing to exercise more as
recommended by your doctor (for example: walking, jogging,
swimming...)?

The things you need to do to look after your health may
sometimes cause your family, friends and co-workers
inconvenience (for example: needing help from family to
administer injections at home, needing help from friends to
get to and from doctors’ appointments, needing co-workers
to cover for you so that you can go to your doctors’

0 (0-4)

0 (0-0)

0(0-2)

0(0-3)

0.5 (0-5)

0(0-3)

0 (0-4)

0 (0-0)

47.0

815

61.0

60.0

50.0

49.5

50.5

83.0

1.5

1.0

1.5

2.5

1.5

0.5

1.0

1.0

http://www.fampra.oupjournals.org

.649**

484**

.664**

.549**

.680**

.562**

.542%*

A26%*

0.443

0.484

0.149

0.057

0.252

0.259

0.143

0.401

0.420

0.314

0.584

0.802

0.737

0.087

0.141

0.363

0.289

0.033

0.477

0.060

0.122

0.716

0.764

0.039

0.825

0.837

0.828

0.838

0.830

0.832

0.835

0.837
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appointments...), how much does it impact your relationships
with them?

‘The need for medical healthcare on a regular basis reminds 0 (0-3.75) 63.5 5.0
me of my health problems’

16 (7.25-30) 11.0 0.5
TBQ Global score

419**

Eigenvalue

% of variance
explained

0.012 0.049

Factor Factor
1 2

3.586 2.107
23.906 14.046

0.509

Factor
3

1.971

13.13
9

0.854

Total

7.664
51.091

20 Notes:

22 IQR = Interquartile range; TBQ = The Burden of Treatment Questionnaire

24 *Correlation is significant at the 0.05 level (2-tailed).

**Correlation is significant at the 0.01 level (2-tailed).
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Number of Chronic Conditions (N = 200)

Number of Chronic Conditions (N = 200)

1 2 3 4 >4 2-3 4-5 >5
(n=0) (n=35) (n=55) (n=45) (n=65) P-value (n=90) (n=73) (n=37) P-value
mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD mean + SD
TBQ global score NA 20.5£18.6 16.6+14.9 22.7419.7 26.2421.2 0.049* 18.1+16.5 23.61£20.7 27.2420.4 0.031*
EQ-5D-5L score NA 0.95%0.12 0.94+0.08 0.94+0.07 0.88+0.11 <0.001* 0.94+0.10 0.93+0.08 0.85+0.12 <0.001*
EQ-5D VAS NA 82.7+10.4 81.5+10.4 79.7£10.2 74.6114.2 0.002* 82.0+10.3 80.0+10.5 70.0+14.7 <0.001*
SF-6D score NA 0.8710.10 0.8410.12 0.8040.10 0.75+0.12 <0.001* 0.85+0.11 0.7940.11 0.7410.12 <0.001*
WONCA COOP
Physical fitness NA 1.9+1.1 2.4+1.2 2.3+1.0 2.7+1.3 0.028* 2.2+1.2 2.4+1.1 2.8+1.3 0.027*
Feelings NA 1.2#0.5 1.5+0.7 1.40.6 1.60.9 0.039* 1.40.7 1.54+0.8 1.610.7 0.423
Daily activities NA 1.1+0.4 1.3+0.7 1.2+0.4 1.5+1.0 0.011* 1.2+0.6 1.310.7 1.641.1 0.018*
Social activities NA 1.1+0.2 1.240.7 1.240.7 1.440.9 0.106 1.240.5 1.31+0.7 1.5+1.0 0.037*
Change in health NA 2.910.6 3.0£0.8 3.0£0.8 2.910.9 0.935 2.940.7 2.940.8 3.0£1.0 0.936
Overall health NA 2.7+0.7 3.0+0.8 3.1+0.9 3.3+%0.9 0.006* 2.9+0.8 3.0+0.9 3.610.8 <0.001*
Global health rating NA 3.0+0.6 2.9+0.7 3.0£0.7 3.2+0.7 0.182 2.9+0.6 3.0+0.7 3.2+0.7 0.111
SD = Standard Deviation; TBQ = The Burden of Treatment Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions;
*significant difference at the 0.05 level (2-tailed) by independent t-test or analysis of variance test, where appropriate
19
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1

2

2 Table 4. Effect of the number of co-morbidities on TBQ and HRQOL scores with adjustment of confounding effect of age
Z Number of co-morbidities

; 3vs 2t 4vs 2t >4 vs 2t

?O coefficient (P-value)

1; TBQ global score -1.885 (0.636)  3.615(0.382)  9.456 (0.018*)

1 j EQ-5D-5L score -0.019 (0.378)  -0.015(0.489)  -0.083 (<0.001*)

}2 EQ-5D VAS -1.900 (0.455)  -3.528 (0.182)  -9.430 (<0.001*)

}; SF-6D score -0.028 (0.265)  -0.066 (0.010%)  -0.123 (<0.001%)

;g WONCA COOP

;; Physical fitness 0.402 (0.112) 0.353 (0.178) 0.632 (0.012%)

;j Feelings 0.372 (0.016%)  0.222(0.163)  0.553 (<0.001*)

;2 Daily activities 0.254 (0.109) 0.108 (0.506) 0.497 (0.002*)

;; Social activities 0.213 (0.165) 0.219 (0.167) 0.445 (0.004*)

gg Change in health 0.096 (0.587) 0.092 (0.615) 0.049 (0.780)

g; Overall health 0.301 (0.110) 0.348 (0.074) 0.547 (0.004*)

gj Global health rating 0.164 (0.357) 0.274 (0.137) 0.443 (0.013*)

22 SD = Standard Deviation; TBQ = Treatment Burden Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions
;73 * P-value of <0.05 as statistical significant; ¥ two co-morbidities as reference category in regression analysis
39

40

41

42
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1
2
z Table 5. Spearman correlation coefficients between TBQ, other HRQOL scores and multi-morbidities
> Spearman correlation coefficient
6
7 WONCA COOP
8
9 TBQ Global Multi-
10 global EQ-5D-5L EQ-5D SF-6D Physical Feeling Daily Social Change  Overall health comorbidit
11 score score VAS score fitness s activities  activities in health  health rating y
12
13 TBQ global score NA -.280** -.311%* -.303** 0.002 .205%* 212%* .290%** 0.038 .200%** 0.074 .150%*
14
15 EQ-5D-5L score -.280%** NA AQ1** .523** -.402%* -.289%* -.392%* -.373** -.143* -.332%% -0.109 -371**
16
17 EQ-5D VAS -.311%* A41%* NA A430%** -.259%* -.179* -.330** -.354** -.175* -.367** 0.021 -.282**
12 SF-6D score -.303** .523** 430%* NA -.450** -474%* -.490** -.504** -0.037 -.420** 0.039 -.402%*
20 WONCA COOP
21
22 Physical fitness 0.002 -.402** -.259%* -.450%* NA .255%* .360** .353%* 0.031 .284** 0.000 207**
23
24 Feelings .205%* -.289%* -.179* - 474%%* .255%* NA .312%* .336** 0.003 0.053 -.148* .149%*
;2 Daily activities 212%* -.392** -.330%** -.490** .360** .312%* NA .547** 0.102 .256%* 0.003 172%
27 Social activities .290%** -.373** -.354%** -.504** .353%* .336%* .547%* NA 0.044 .202%* -.158* .150*
28
29 Change in health 0.038 -.143* -.175* -0.037 0.031 0.003 0.102 0.044 NA .207%** 0.021 0.019
30
31 Overall health .200%* -.332%* -.367** -420** .284%* 0.053 .256%* .202%* .207%* NA 0.063 275%%*
32

N _ * _ *
gi Global health rating 0.074 0.109 0.021 0.039 0.0005 .148 0.003 .158 0.021 0.063 NA 0.114
35 Multi-morbidities .150* -.371** -.282%* -.402** .207%* .149* 172% .150* 0.019 .275%* 0.114 NA
36
37 NA = not applicable; TBQ = The Burden of Treatment Questionnaire; VAS = Visual Analogue Scale; SF-6D = Short-Form 6-Dimensions
38
39 Notes:
40
41
42 21
Zi http://www.fampra.oupjournals.org
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*Correlation is significant at the 0.05 level (2-tailed); **Correlation is significant at the 0.01 level (2-tailed)
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1

2

z Supplementary 1

5 Disease list

6

; 1. Hypertension

9 2. Diabetes

10

1 3. Lipid disorder

12

13 4, Dermatitis

14

15 5. Allergic rhinitis

16 .

17 6. Dyspepsia

18

19 7. Asthma

20 8. Anxiety

21

22 9. Osteoarthritis

23

24 10. Gout

25 :

26 11 Cerebrovascular disease
27 -

28 12. Depression

2 .

33 13. Low back pain

g; 14. Ischaemic heart disease
33 15. Benign prostatic hypertrophy
34

35 16. Bursitis/ tendinitis/synovitis
36

37 17. Hypothyroidism

38

39 18. Haemorrhoids

40 -

41 19. Osteoporosis

g 20. Chronic obstructive pulmonary disease
44

45

46 Derived from the HK primary care morbidity survey list of top 80% of health problems
47

48 http://www.hkcfp.org.hk/Upload/HK Practitioner/2010/hkp2010vol32mar/original_article_2.html
49

50

51

52

53

54

55

56

57

58

59
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1

2

i Procedures in the Translation and Cultural Adaptation of the TBQ

5

6 1. Expert panel review

7 Content validation of the English TBQ performed by expert local panel review. Panel

8 consisted of two primary care doctors, one research nurse experienced in instrument

?0 development of patient reported outcomes, one health-related quality of life researcher and
1 one primary care patient

12

13 2. Forward translation from English to Chinese

1‘5‘ Two independent TBQ Chinese forward translations were performed by professional

16 translators (languageline@languageventure.com)

17

18 3. Reconciliation

19 A reconciled TBQ Chinese draft 1 (Chi T1) was developed based on the two professional

;? forward translations by a research assistant and the principal researcher who were both

22 native speakers of the target language: Traditional Chinese/ Cantonese.

23

24 4. Cognitive debriefing (1)

;2 Cognitive debriefing interviews were conducted on Chi T1 using 5 conveniently sampled

>7 participants who were all native-Cantonese speakers (3 males, 2 females; age range: 25-56
28 years).

29

30 5. Backward translation from Chinese Chi T1 to English

g; Backward translation of the Chi T1 to English was performed by a bilingual research assistant
33 and principal researcher, and was compared with the original English TBQ. Differences from
34 the original version were mainly due to the attempts to enhance clarity and inclusivity, to
35 improve translational equivalence, and to match the responses to the questions.

36

;73 6. TBQ Chinese translation version 2

39 Chi T1 was revised to create TBQ Chinese draft 2 (Chi T2) in response to the findings of the
40 initial set of cognitive debriefing interviews.

41

fé 7. Cognitive debriefing (Il)

44 A second set of cognitive debriefing interviews were conducted on Chi T2 using 5 primary
45 care patients (3 males, 2 females; age range: 46-78 years).

46

47 8. Backward translation from Chinese Chi T2 to English

jg Backward translation of the Chi T2 to English was performed by a bilingual research assistant
50 and principal researcher, and was compared with the original English TBQ. Differences from
51 the original version were mainly due to the attempts to enhance clarity and inclusivity, to
gg improve translational equivalence, and to match the responses to the questions.

54 . . .

55 9. TBQ Chinese translation version 3

56 Minor revisions were made to Chi T2 in response to the findings of the second set of

57

58

59

60 http://www.fampra.oupjournals.org
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cognitive debriefing interviews to create TBQ Chinese draft 3 (Chi T3).

10. Cognitive debriefing (Ill)
Cognitive debriefing interviews on the Chi T3 were conducted on a further 5 primary care
patients (3 males, 2 females; age range: 37 -83 years) with no further revisions to the
Chinese questionnaire. Chi T3 = final TBQ Chinese (HK version)

11. Backward translation from Chinese Chi T3 to English (final)
Backward translation of the Chi T3 to English was performed by a bilingual research assistant
and principal researcher, and validated by a research nurse creating the final version of the
TBQ English (HK version).

http://www.fampra.oupjournals.org
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Question no.

Original English

Forward Chinese Translation A

Forward Chinese Translation B

Reconciliated Chinese version 1

Cognitive debriefing | Findings

1A

1B

1C

1D

2A

Take a moment and consider
everything you have to do to take
care of your health. Please rate the
burden or problem associated with
each of the following items.

How would you rate the problems
related to :

The taste, shape or size of your
tablets and/or the annoyances caused
by your injections (for example: pain,
bleeding, bruising or scars)?

your medication daily?

The efforts you make not to forget to
take your medications (for example:

R B ) R IEER AR PR

AT AR LR 2 AP A B 10 A RE

LEYHIBRIE . TEARBURN o / BESS ZERBRIE S TEARERR T AN/ 5 717 2
FIBRIEANE (a0 - At RiEyE REEE (Flan. &, Hi., ek

JR) ?

77 RECREEFERS /1 (Bl

managing your treatment when you are ZZ Bl R IESMRFIIIE . TR A i

away from home, preparing and using
pillboxes...)

The necessary precautions when

taking your medication (for example: DASE R : 1 -
taking them at specific times of the day HJE%B‘#M RIERBIIIR (DIl - {20

or meals, not being able to do certain
things after taking medications such as
driving or lying down...)

Regarding your medical follow-up,
how would you rate the problems
related to :

Lab tests and other exams (for
example: blood tests or radiology):
frequency, time spent and associated
nuisances or inconveniences

Ea....0)

R 5 PR ] G 5 R M I e IR EEAR
AREMCLEE, B ..

U BRI T =, e T RE
LA 25 TE BT AR Bl 1) ]

B % B Aibhm B
QLI I E SNk SN
FEBREf],  DASAH B P AN T8 AN

BRHE .

R TR BN ZAH R e

JEIRD

e
22}
&
<d
&
®
>
X

BRTAGRRENBNERS (Wl BRTARSCREMMAIEN (Kl : %
BB SIR RGRAEY), EMA HERESRTEINSROERE. EERERER

(EEEE =)

AR EERF LB RIERFIR (Pl £

R PR S B ] B A By P 42,

AR, RTEBERET S5 ERRGRRESEMMN—T) FERRHEAE, /TRBERRETEM
EMpetE. SR TSEEE FIH, SHMEUTESEEEHERANAE NEFE. ST aEEE KA

YEER AR R

far anfar S LR 2% TR P A B 10 B R

ZEYIRIRIE . TEARERK/AN L/ 8 S I

TAE (Bl . FILEIEIR)

)

AR &R LT BBEIR( B0 - ABEXRY
ERE S AERRE, RERTRMHEL

A FH 5012 A e Lo i, nds it PR IR )

FREEN ..

[ e fas i e S RE R, ST RHE LR
A I A

wL ISR R B EREE T
£ IHFTHH R R R 8

BRI HANRRE (B0 SR ssly (eER R HibigER

2B o BRI TE B IR ] AT B
VRN

( flg0 - BEpmE IR E) - MR, TEE

FrfE, UARAEBARI AR B A E

http://www.fampra.oupjournals.org

g, EEmEEEUT

Did not understand/ only partially
understood the question.

Suggestions:

ar ot DA BHE A B 22010 A e BT E
YEHRHE

- 5H N AL T A R A (PR
1-107 i)

- %y 1 IR R, SE AL BhIRETH],
AR TR EZ MR . LT
A [ AR L AR

Understood the instruction

Suggestions:
- HLUT M ELE R E S5 R
- PR g AT R HE & TH R

Did not understand the question;
incorrect interpretation e.g. thought the
item was asking about what aspects of
the medication annoyed them the most,
hence participants thought the response
options did not match the question

Suggestions:

ZEVIIWRIE . AR K/ Bt
FRIBRAEANIE, S S MO P AT 22 /b
- VRS SEWIRG 51 R AN i

- B S IR ANE

Wrongly interpreted the question,
participants tended to answer the actual
number of times they took medication
instead of answering how the number of
times of taking medication would affect
them, hence reponse options did not
match the question

Suggestions:
- BRI S D
- IREE R BOE R B 5 B AR

Wrongly interpreted the question,
participants tended to answer things they
did to remember to take their
medications instead, hence response
options did not match the question.

Suggestions:

%y T RCAT IREEBHRAS S5 DA 5
JAE

Rt R B FIT R B ) 22k 5| S0 A
S BT
- TR EE

Wrongly interpreted the question,
participants tended to answer things they
needed to pay attention to when taking
medications, hence response options did
not match the question

Suggestions:

- k&g wi/

B F S IAR A 75 5] BUE T AME?
LUESIS

- Bl R R/ A8 R EE

Understood the instruction

Suggestions:
- R IR & TH B IR VR A R
- wPAE DL AH B R

Understood the question, response
options matched the question

Suggestions:

- A g S AR ol A B

CBian - Beii BURS e  © IREL,
R, S ) AN B AN
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2B

2C

2D

2E

Response
options for
the above
items

Response
options for
item 8

Self-monitoring (for example: taking
your blood pressure or checking your
blood sugar) : frequency, time spent
and associated nuisances or
inconveniences

Doctor visits and other
appointments: frequency and time
spent for these visits and difficulties
finding healthcare providers

The difficulties you could have in your
relationships with healthcare
providers

(for example: feeling not listened to
enough or not taken seriously)

Arranging medical appointments
(doctors visits, lab tests and other
exams) and

reorganizing your schedule around
these appointments

How would you rate

The administrative burden related to

Manuscript Submitted to Family Practice

HREE (Flun: pATHE RSN BREE (Bl AEENMBRE HBe( §ln 8T8 mEsEdm Understood the question, but 1

M) CSEER. fEEEER, DU BmERMED AR, WERM f)  SER. EERR, LILRMAERFE participant was not sure how to answer
58] PR AN T2 B A (o FHBH (1) 45 B A B E it

BAEBZ AHAMTRL - WHEZNH FBEEMRMIFL: SBLMZNEE FBARFAMTEL © HIEMZ L THAMAIE Some participants did not understand
KIS R AC BN [H], DA R R R AE B e ], DA R B i R AL B IR, DR SRR 18535 the question; response options did not
IR A5 fH JEE 7 ) PR L 1 TR 3 (1 I match the question

s SR TR R 4 2 MR 1

1T 4 1 SR RS G TR A T R E SRR BB IR G AR B o SO Parioipants did ot understand

X : o B ; Y the question; should have provided more
gF i3 DR AMCoHA it o TN SN | LK 8 A0 A B i ) L Ao . L )
gﬁi}i?wu IR DRAERL Cfan . JREE 3 7 I A A S ?‘ (ot - BEAREOHAEGR I ol e.g. clinics instead of only saying
s ¥ K B AN AR A healthcare providers
2 ; Understood the question, but some
A%‘ 2 N D L gy o PN - - '
%gggiﬁ%ﬁﬁfﬁ%ﬁm BT LA R ZHTEAMZ (BAEm2. WA ZTEBRRE participants thought the response
B> % ety BOCRERASINE Hibig ) URHFMBZTEATEEE BB, UL bR & options did not match the question,
= FrHEE R R B ZHE R B DR A S TEL mainly because they did not understand
'f/\ ) AN faray s

EFT R H AR AR £ ST the purpose of the questionnaire
g ] s HE e an i HE g s HE

healthcare (for example: all you have to SOR{EH B FOATBUEE (Bltn @ G20 BRESRHR RATEUAYE (Bln: 8% @I Ras ( Fla : £&EHE Understood the question, but the

do for hospitalizations,
reimbursements and/or obtaining
social services)

The financial burden associated with
your healthcare (for example: out of
pocket expenses or expenses not
covered by insurance)?

The burden related to dietary
changes (for example: avoiding
certain foods or alcohol, having to
quit smoking...)?

The burden related to doctors’
recommendations to practice
physical activity (for example:
walking, jogging, swimming...)?

How does your healthcare impact
your relationships with others (for
example: needing assistance in
everyday life, being ashamed to take
your medication...)?

Does not apply

Not a problem
012345678910
Big problem

“The need for medical healthcare on
a regular basis reminds me of my
health problems’

Not at all
012345678910
All the time

AERT . REFEH K/ B SEAL e ik TR IREEA/EUERH IR A R, MBEAR B ELERFEMEIE examples given were too similar to
BE) (E¥NGIESED) ) things related to financial burden

Understood the question; response
options matched the question

PSRN AR (OIII - e omt e st i EAE B0 0 A AL B30 4

BN S HH B R i O o 86 [ R ) S D e ‘ g rgleginging : Suggestions:
) B B A AR B SO X e RIERIEEEE S A H) g B B B
CHan - B A 52 HS B DR B O i 66 [ A1k
IS HD
Understood the question; response
options matched the question, but the
wordings should be changed for easier
i . i understanding
i S g s (0 (pi0: e RRAEMERIM S Pl ¢ AR
- U N W7 e M E SO . A ZE TR Ry aagB, BAlE..) Suggestions:

DO AR B R AR AL R ()
n - 2R G R L R ) it e M T
 ZHMUE.LD

1 participant did not understand the
question and thought the reponse
options did not match the question

B BR A R R BB AR AH B I B 98 () BB AR EEREATIEENAR ) AL (] HMEBLREECESEENANE( H10 - £ mainly because she did not understand

w o ECE . P HL TR ) . BAT. B Rk 1T 1BH. JiEk...) the main purpose of this questionnaire.
Others understood the question but
suggested that the wordings should be
changed for easier understanding

Did not understand / partially
understood the question, wordings
should be changed to make it clear that
the item was asking 'how things you
need to do to take care of your health are
TR R T 2 BEM AN EEZR ( ERERNEEMARBRERAMTEE SR 2@ u b A BB ( #30 impacting your relationships with
Bl @ HEAEREG . IREREK (i EHEAETHRERD, ¥ - BEREEFERE. RERRITHE others.

BIAIFEA. ) ? AREE IR B A1 .. D A
Suggestions:
- PR T B B AT, BRIk EE,
BRI R AT 222
PRI B e 22 5 2 R N MR RE I BH A A,
ANTE ANTE i F
AR HE AR AR FE
012345678910 012345678910 012345678910
AR K AR K [FIREAR K

1 participant did not understand the
question and wrongly interpreted it:

[ 2 B I R BB R o A Ak B | EREZBRRETRERBCERLN 0 )

R il 2 B S TR s L
e e

o it =ty Ay

012345678910 012345678910 012345678910

%] Py 8 P A
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Question no. Amended Chinese version 2 Cognitive debriefing Il Findings
Understood the instructions, but needed further explainations on
the word "burden”.
EAERERR I, RBAERA T RBERITBNESE. FH
PA 4B IH B BrorE BA i & P B AR A PE Suggestions:
arACEEIRE ], ARARR A T MR R P B — . BE R
AR ETE H BT AR B ) A YE B ARt REE
PAF & IH H Rk A £ KRREE? (0 & “RERE™; 10 . :
1 % IR ARIRE" ) Understood the instructions
K R UREIBERD (2640, NS, IRZEK, $T81)
1A T 5I BRIAE (Blan: JwaE, s, Bk, BER) Understood the question; response options matched the question
, HHRAGHRAT 2 KR ?
PRAEER B IRBEIREY (&R — IR, Ik, =iK) . : .
1B R % P Understood the question; response options matched the question
7T U IREEIRAT ST (Bl o 2 HEBE S AE SR I 5 . : .
1C BT AL ) ) B £ Understood the question; response options matched the question
R IREER | EE R FIR
1D (. TEAERE RS R ) el P R R IR BE . IR EE4% A BEA Understood the question; response options matched the question
SRS, il REia ..., BHMRERERA 2 KRTE?
2 AR SRR T &, B LT & IARE: Understood the instructions
i 4L B B AT B B AR B
2A (Blhn: By eisc e Es). HkE, FrierIEf, K AHRI  Understood the question; response options matched the question
PIAE, BHRARERA 2 K ?
HREE (Fa. BATRIE MR « X8 —_— : .
2B TSR, AT R, SR AR e [ 2 Understood the question; response options matched the question
BBABFAMER: BT ER R, sk B - : .
2C T T T, Understood the question; response options matched the question
TRELIRI) B4R, w8, BEHhR) ERHE A AR B b TiE 1
2D IR (lhn. B SR A A OB R EE G e E AN E AR Understood the question; response options matched the question
), BRI ?
ZHERABRRE (il FEAE. il & s
2E NEHZHAR HRE DI G188 TEAY, BHRRERE 2 KM Understood the question; response options matched the question
RE?
DU 25 TEBHR AR B AT 22 K[ E 2 Understood the instructions
BRI R AEAR B AT BUR IS (0. VR T 16 R ) sf A P dH
3 TR, RERRME, e E N/ B AEAE AP . % Understood the question; response options matched the question
Y S EPNLIIH
BRI CRAZAH B A B 48 (i dn: B RS B pR B (R o : .
4 WEIMOL L) SR P8 7 Understood the question; response options matched the question
A1 e A A A T o USRI AR R B, YR R R
5 (it . EEGZIEREEY), WORICRESy, £WZE3E..)  Understood the question; response options matched the question
, EHRARER AT 2 KRR ?
PR B A 1 A T 7R L A (Bln. Hob. AP, U - : _
6 " Y ) BHRACD Understood the question; response options matched the question
DR 2% 75 SRR 1 O R{EE R B S (Bl fEXFT$HFE Understood the question; response options matched the question
5 X NI, 575 B M Bl B IRe i S A 1B, 2%

Response options
for the above items

Response options
for item 8

ARG ERFTELREER..D , BRHENIRIERE
ZN, WREEEZHBERG 2 8

AN ]
BA
012345678910
R

a. [ENHER BRI RER E R EAME. |
b. IERMRAGRA 2 K& ?

a. THAFE
012345
ToFRE

b. XA
012345
RK

Suggestions:

CEBMEBIEN, WAL FFE, BRI 2 KR

Response options matched the question

Understood the question; one of the participants interpreted it as
a positive thing (which makes sense as well)

Response options matched the question

http://www.fampra.oupjournals.org
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Question no. Amended Chinese version 3 |Back translated English verion 2
, Take a moment and consider everything you have to do to
= /e b4 — =
Eﬁ%ﬁ%ﬁgﬁgﬁ%?ﬁ%igg%ﬁﬁgg % take care of your health. Please rate the burden or
B R problem associated with each of the following items.
. LR &IE HBRRERAE L KEE? (0 5 “RERIE”; 10 How big a problem are the following to you (0 means “Not a
& “IRKRIE”) problem” while 10 means “Very big problem”):
K A5 URBIBEH (B2 4L, "RNZY, HRZEK, 4T81) The problems related to the discomfort caused by your
1A TSI BHAE (Bl e, whig, IR, BER) medications (tablets, inhalers, eye drops, injections) such as:
, HHMRARERA 2 K RIRE? pain, taste, shape, size, bruising.
- N N o, The problems caused by how many times a day you need to
/_< N - /_’7 — /_’7 J— R - - .
1B fi fﬁii@éﬁ%g\i{;ﬁ@g E BRK X %) take your medications (for example: once per day, twice per
r HVRARE e day, three times per day).
The problems caused by the effort you need to make to
1c T REBREIRFTIERE (i @ eHEBERESMNRY remember to take your medications (for example:
BERE. TEM A HZEE...) |, BMRRERA 2 KEE? managing your treatment when you are away from home,
preparing and using pillboxes...).
RS I The problems caused by the precautions you need to take
(I 5 0 A T o B P S I . FREEA% e when taking your medications (for example: taking them at
1D ‘ R L specific times of the day or with meals, not being able to do
Lo 2 b Ey o , BHRARE i o . L .
ﬁé%*$rﬁ’ DI BRERA T ... ) B Z A certain things after taking medications, such as driving or
e lying down...).
s ‘ e e g Regarding your medical follow-up, how would you rate the
T B2 =, &t MRE. ]
2 BRARI BB U 2, FP LD F I following problems
5 8 B R AT A B B AR B The problems related to having to go for regular lab tests
2A (. By SRR AR ) HORE, FrAERIRER], K AHRBH and other exams (for example: blood tests or radiology):
BIAE, BHRARENAE 2 KR ? frequency, time spent and associated inconveniences.
e VL T s A ) . The problems related to self-monitoring (for example: taking
: 3 JER &l Koy . e
2B g?}iﬁiﬂé ;?w&g%gié?Liﬁj:igfg;ﬁi%%& your blood pressure or checking your blood sugar):
’ LHITIR 0 » VPR "= frequency, time spent and associated inconveniences
. N g The problems related to doctor or allied health visits:
: FLyRE JHF[R], B : .
2C ﬁ%ﬁimiﬁm%%\i&%;gﬁfﬁ SRS S frequency and time spent for these visits, or difficulties in
4, BIURRGE R finding the healthcare centers.
N . . The problems related to your relationships with your
/_QEI@ /_< N ’ ’ % l . .
2D g’%%ﬁl’ﬁ?ﬁjﬁ_ ﬁiﬂjf/%%m Q?fﬁg 1%;1?;; gjfgj doctors, nurses and other allied health professionals (for
‘E{ifﬁ ”ﬂb.ﬂé%zgﬁéﬂﬁg e Phafan = example: feeling not listened to enough or not taken
PR BT R seriously).
ZHEFEAR BRI (Bl BB, My & Ak ER  The problems related to arranging medical appointments
2E ) MEFEHAARE BRI SIS TEL, BRI AL (for example: doctor’s visits, lab tests and other exams), and
KEEE? reorganizing your schedule around these appointments
DA & IHAR AR A 2 K[ E ? How big a problem are the following to you
B [ AR B AT B (s R s o The problems related to the administrative burden
e e R A associated with your healthcare (for example: the time and
H 7 , R AE, RN E ol B A A e . \
3 iiiﬁﬁ%;i; B;Eii%%’ﬂﬂ& / ERHSE R) effort you take to fill in forms for hospitalizations, insurance
AR I claims, reimbursements and/or obtaining social services)?
o . The problems related to the financial burden associated with
e /_{ ER: g : f% B /—E
4 ggﬁﬁﬁﬁi;ﬁij ?ﬁﬁj %{%ﬁ%gﬁ; j(fi: E,i ?ﬁjﬂ%g b your healthcare (for example: out of pocket expenses or
FREE r HIVRARE e expenses not covered by insurance)?
DRI B8 A= e e e LRI BB B, WD BRIE B The problems related to having to modify your diet, reduce
5 yo your alcohol intake or stop smoking as recommended by
(. WEGRIEEREEY), WOISORE Sy, £W2EisZ..)  your doctor (for example: avoiding certain foods, eating less
, BMRACER A 22 K RE? sugar, eating more vegetables...)?
2as \ - The problems related to needing to exercise more as
j< N ﬁi‘ x= H b }%:\ g }%: ~ . . .
6 %EM% &Eﬁiiggié i@fu b, SR recommended by your doctor (for example: walking, jogging,
TR r HIVRARE e swimming...)?
The things you need to do to look after your health may
R 22 5 T TR 1 ) (i B T (SR, A T B B0 sometimes cause your family, friends and co-workers
: o e - ] e e s ,,  inconvenience (for example: needing help from family to
7 Egzkfggﬁzﬁ%‘giﬁi@gﬂﬂg?’;g;ﬁzgzég administer injections at home, needing help from friends to
) s B ) H) T 2 MRV 2aR) By ~F

Response options
for the above items

Response options
for item 8

FEFFETELMZIR..D , SRR Z MR
(EEDN 2 ¥

AN ]

g
012345678910
(5PN

a. [EHHEZBRRGRERE CRREFHRE. |
b. IERMRAGRA £ KM ?

a. T AFAE
012345
o

b. WA
012345
RK

get to and from doctors’ appointments, needing co-workers to
cover for you so that you can go to your doctors’
appointments...), how much does it impact your
relationships with them ?

Does not apply

None
012345678910
Very big

a. “The need for medical healthcare on a regular basis
reminds me of my health problems.”
b. How big a problem is this to you?

a. Strongly disagree
012345
Strongly agree

b. None

012345
Very big
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Souestlon Original English TBQ Back translated English TBQ version 2 Rationale for amendments
Take a moment and consider everything you have to . i
ymningy Take a moment and consider everything you have to
do to take care of your health. Please rate the burden
. . . do to take care of your health. Please rate the burden  No change
or problem associated with each of the following . . L
items, or problem associated with each of the following items.
How big a problem are the following to you (0 means “Not .
1 How would you rate the problems related to : g "p . . g you ( . To enhance clarity
a problem” while 10 means “Very big problem”):
To enhance clarity and improve
The taste, shape or size of your tablets and/or the The problems related to the discomfort caused by your translational equivalence of "annoyances”
1A annoyances caused by your injections (for example: pain, medications (tablets, inhalers, eye drops, injections) such i.e. discomfort
bleeding, bruising or scars)? as: pain, taste, shape, size, bruising. To enhance inclusivity of "tablets" i.e.
medications
. To enhance clarity: to emphasize th
. L The problems caused by how many times a day you need 0 ennance cla '.ty toe P "a3|ze that .
The number of times you should take your medication o . . what we are asking here is "the problem
1B . to take your medications (for example: once per day, twice :
daily? . caused by the item
per day, three times per day).
To enhance clarity: mphasize th
The efforts you make not to forget to take your The problems caused by the effort you need to make to © ennance cla '.ty toe P "a3|ze that .
o _ . L _ what we are asking here is "the problem
1C medications (for example: managing your treatment when remember to take your medications (for example: caused by the item
you are away from home, preparing and using managing your treatment when you are away from home, y
pillboxes...) preparing and using pillboxes...). To improve translational equivalence
. . The problems caused by the precautions you need to
The necessary precautions when taking your ; . . . .
.. o I take when taking your medications (for example: taking To enhance clarity: to emphasize that
medication (for example: taking them at specific times of e . . i . A .
1D ) s them at specific times of the day or with meals, not being  what we are asking here is “the problem
the day or meals, not being able to do certain things after L . . i
: . - . able to do certain things after taking medications, such as  caused by the item
taking medications such as driving or lying down...) . i
driving or lying down...).
Regarding your medical follow-up, how would you rate  Regarding your medical follow-up, how would you rate the
2 . . i No change
the problems related to : following problems:
To enhance clarity: to emphasize that
Lab tests and other exams (for example: blood tests or  The problems related to having to go for regular lab tests what we are asking here is “the problem"
2A radiology): frequency, time spent and associated nuisances and other exams (for example: blood tests or radiology):  caused by the item
or inconveniences frequency, time spent and associated inconveniences.
To improve translational equivalence
Self-monitoring (for example: taking your blood pressure The problems related to self-monitoring (for example: To enhance clarity: to emphasize that
2B or checking your blood sugar) : frequency, time spent and taking your blood pressure or checking your blood sugar):  what we are asking here is "the problem™
associated nuisances or inconveniences frequency, time spent and associated inconveniences caused by the item
To enhance clarity: to emphasize that
Doctor visits and other appointments: frequency and  The problems related to doctor or allied health visits: what we are asking here is "the problem"
2C time spent for these visits and difficulties finding frequency and time spent for these visits, or difficulties in  caused by the item
healthcare providers finding the healthcare centers.
To improve translational equivalence
The difficulties you could have in your relationships . . i To enhance clarl_ty: to emprlasue that .
. . The problems related to your relationships with your what we are asking here is "the problem
with healthcare providers . g i
i i . doctors, nurses and other allied health professionals  caused by the item
2D (for example: feeling not listened to enough or not taken P i
. (for example: feeling not listened to enough or not taken
seriously) ) . . .
seriously). To improve translational equivalence of
"healthcare providers"
Arranging medical appointments (doctors visits, lab ~ The p_roblems related to arranging ’mec_jl_cal To enhance clarity: to emphasize that
tests and other exams) and appointments (for example: doctor’s visits, lab tests and ) A .
2E .. . . what we are asking here is "the problem
reorganizing your schedule around these appointments other exams), and reorganizing your schedule around i
. caused by the item
these appointments
To enhance clarity: to emphasize that
what we are asking here is "the problem"
How would you rate How big a problem are the following to you caused by the item
To improve translational equivalence
To enhance clarity of "administrative
The problems related to the administrative burden burden i.e. adding more related examples
The administrative burden related to healthcare (for associated with your healthcare (for example: the time and . .
. e - o To enhance clarity: to emphasize that
3 example: all you have to do for hospitalizations, effort you take to fill in forms for hospitalizations, . o .
. . . . . . : . . what we are asking here is "the problem
reimbursements and/or obtaining social services) insurance claims, reimbursements and/or obtaining social .
i caused by the item
services)?
To improve translational equivalence
The financial burden associated with your healthcare The problems related to the financial burden associated  To enhance clarity: to emphasize that
4 (for example: out of pocket expenses or expenses not with your healthcare (for example: out of pocket expenses  what we are asking here is "the problem"
covered by insurance)? or expenses not covered by insurance)? caused by the item
To enhance clarity: to emphasize that
what we are asking here is "the problem"
. . . caused by the item
. The problems related to having to modify your diet,
The burden related to dietary changes (for example: P . g fy¥
- . g ) reduce your alcohol intake or stop smoking as . . "
5 avoiding certain foods or alcohol, having to quit o . To enhance carity of "dietary changes
. recommended by your doctor (for example: avoiding certain . . .
smoking...)? . . i.e. modify you diets etc.
foods, eating less sugar, eating more vegetables...)?
Two domains included in one item: diet
and smoking
The burden related to doctors’ recommendations to The problems related to needing to exercise more as To enhance clarity of "physical activity"
6 practice physical activity (for example: walking, recommended by your doctor (for example: walking, I.e. exercise more
jogging, swimming...)? jogging, swimming...)? To improve translational equivalence
The things you need to do to look after your health may
sometimes cause your family, friends and co-workers
) i i inconvenience (for example: needing help from family to . . .
How does your healthcare impact your relationships L ( . P g help "y To enhance clarity of "others" i.e. family,
. . . . administer injections at home, needing help from friends to _ .
7 with others (for example: needing assistance in , : . friends, and co-workers
. . o get to and from doctors’ appointments, needing co-workers
everyday life, being ashamed to take your medication...)? ,
to cover for you so that you can go to your doctors
appointments...), how much does it impact your
relationships with them ?
Does not apply Does not apply To match the response to the question
Response
options for Not a problem None
P 012345678910 012345678910 To improve translational equivalence as
the above : : . .
. Big problem Very big no proper chinese words could be decided
items , ,
for the term 'problem
To improve clarity as
1.: not everyone may be reminded his/ her
health problems when visiting a doctor;
. . and
‘The n for m | healthcare on a regular L .
8 e_ eed for medical healthcare o ? egular basis Has been divided into 2 questions (8a and 8b) as below
reminds me of my health problems _ - : .
2.: some participants did not perceive
being reminded of their health problems
as a negative thing, but positive, as they
could then do something to improve their
health conditon
“The need for medical healthcare on a regular basis reminds
8a N/A .
me of my health problems.
N/A : o
¢ / How big a problem is this to you?
a. Strongly disagree
012345
Not at all Strongly agree .
Response To match the response to the question
e 1012345678910 P q
ith 8 All the time b. None To improve translational equivalence
012345 P q
Very big

http://www.fampra.oupjournals.org
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Question no.

Amended Chinese version 3

Backward translation English version 3

1A

1B

1C

1D

2A

2B

2C

2D

DIFRAER [aRAaRE] KEE,

& The following questions ask about ‘treatment

o DL AAR 1 B AR BT B B I 2 SR burden’, it refers to the suffering or inconvenience

. FRIERGIRR, ARMRA T IR

caused by your healthcare. Take a moment and
consider everything you have to do to take care of

RIS — 5. FRUATE— your health. Please rate the burden or problem
IR B FrAd B R S S B P A R associated with each of the following items.

A 2 7H B BHRRERA 2 KFE-E? (0

# RERE" 10 & “RARBEE")

X 2R I SE A

(EH, WG, HRZEK, 474
T 5 B8

(Bltn: Jm%E, wRiE, AR, )
s BHRARERAT 2 K HE?

REER 1 AR BE R
(BlnRER—%, =k, =IK)
» BHURARERAT 2 KR ?

How big a problem are the following to you (0
means “Not a problem” while 10 means “Very
big problem”):

The problems related to the discomfort caused
by your medications (tablets, inhalers, eye
drops, injections) such as: pain, taste, shape,
size, bruising.

The problems caused by how many times a
day you need to take your medications (for
example: once per day, twice per day, three
times per day).

The problems caused by the effort you need to

TR B RERFTMMIIERE (Bl % make to remember to take your medications
HEst 5 A0 AN R RS . TR Mo M8 4% & (for example: managing your treatment when

D BMRARERA 2 KR ?

TR AR B RS R B E B I B IR

you are away from home, preparing and using
pillboxes...).

The problems caused by the precautions you

(I 5 A T i s P A need to take when taking your medications

HREE . AREEAR AREMELE SRS, Bl

(for example: taking them at specific times of
the day or with meals, not being able to do
certain things after taking medications, such as
driving or lying down...).

FUREREIRIE T 5, FHEDL I8 Regarding your medical follow-up, how would

H
7 :

i 2 e A R AT AL AR X F At B AR
(B By sUBCH R A): HIREL

you rate the following problems:

The problems related to having to go for
Fir - regular lab tests and other exams (for

EHIRE R, SAHRBERAE, BHRERHA example: blood tests or radiology): frequency,

EDNIN

HREZ (Plan: BATHE IR
Mg = HREL PrAerIme ], AR

RIANME, BHRoRERA 2 KREE ?

FERARHMEREE. HIREELHT{E The problems related to doctor or allied health

time spent and associated inconveniences.

The problems related to self-monitoring (for
example: taking your blood pressure or
checking your blood sugar): frequency, time
spent and associated inconveniences

HIEEfH, Ba4k B O R EE, R visits: frequency and time spent for these visits,

AT % KR ?

or difficulties in finding the healthcare centers.

RELUR B A, Ht, BIALRZEBE The problems related to your relationships

AN EAER EPHER FE (4

: /& with your doctors, nurses and other allied

Rationale for amendments

To enhance clarity: to explain the term
"treatment burden™

No change

To enhance translational equivalence of
the term "brusing"

No change

No change

No change

No change

No change

No change

To enhance translational equivalence of
the term "allied health”

To enhance translational equivalence of

BT A SO EER A SE B A FE A health professionals (for example: feeling not  the term "allied health professionals”

1), BHRAGERAT 2 KR ?

listened to enough or not taken seriously).

http://www.fampra.oupjournals.org
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Response options for the above
items

Response options for item 8
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ZHETEABRTS (flt: FBE4E . fi The problems related to arranging medical
155 R HoAham By & B2 HeR i B appointments (for example: doctor’s visits, lab

CARC Gri8 25 VHAY, BRI 2 KA E
?
PAN B THEMR AR AT 2 KT ?

BRI B A I AT BCR I (. 1
i AE IR ) B R A, ORBE R,
WEH B S/ B REAL EIRES) B
AREAT 2 KRR ?

SRR ) B B AT T (B R (il o
RS B R ER R PR AT RSN SO, 3
TRAGERAT 2 K 2

tests and other exams), and reorganizing your
schedule around these appointments

How big a problem are the following to you

The problems related to the administrative
burden associated with your healthcare (for
example: the time and effort you take to fill in
forms for hospitalizations, insurance claims,
reimbursements and/or obtaining social
services)?

The problems related to the financial burden
associated with your healthcare (for example:
out of pocket expenses or expenses not covered
by insurance)?

DR B8 A= [ S 5 1T e B OB R I B 1B The problems related to having to modify your

» P R B SE
(. e AR e, b I SoHE
9y, ZVLHK...)

» BRI 2 KR ?

PR B A ) S T A AR ({5
HOb . P WKL, BHRARER
(FE PN

PRI 2% 5 L R L A R A 15
ARFFRRAERIIR N, A, BRFH
Cfltn. FESFT SRR 2R A8,
TR B LB B T B K R, &
A REING R R LR B SCE..D
iEFMREMM Z MR B ARG 2 K&

AN

B’A
012345678910
(5PN

a. [E W2 B I IR IER B T
EFRE. |

b. B FAERE S ARIE?
a. t A AFARE

012345

4 R &

b. A
012345
(5PN

diet, reduce your alcohol intake or stop
smoking as recommended by your doctor (for
example: avoiding certain foods, eating less
sugar, eating more vegetables...)?

The problems related to needing to exercise
more as recommended by your doctor (for
example: walking, jogging, swimming...)?

The things you need to do to look after your
health may sometimes cause your family,
friends and co-workers inconvenience (for
example: needing help from family to
administer injections at home, needing help
from friends to get to and from doctors’
appointments, needing co-workers to cover for
you so that you can go to your doctors’
appointments...), how much does it impact
your relationships with them ?

Does not apply

None

012345678910

Very big

“The need for medical healthcare on a regular
basis reminds me of my health problems.”

How big a problem is this to you?

a. Strongly disagree
012345
Strongly agree

b. None
012345
Very big

http://www.fampra.oupjournals.org

No change

No change

No change

No change

No change

No change

No change

No change

No change

No change

No change
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Question
no.

Original English TBQ

Backward translation English version 3

1A

1B

1C

1D

2A

Take a moment and consider everything you have

to do to take care of your health. Please rate the
burden or problem associated with each of the
following items.

How would you rate the problems related to :

The taste, shape or size of your tablets and/or the
annoyances caused by your injections (for example:
pain, bleeding, bruising or scars)?

The number of times you should take your
medication daily?

The efforts you make not to forget to take your
medications (for example: managing your treatment
when you are away from home, preparing and using
pillboxes...)

The necessary precautions when taking your
medication (for example: taking them at specific
times of the day or meals, not being able to do
certain things after taking medications such as
driving or lying down...)

Regarding your medical follow-up, how would you
rate the problems related to :

Lab tests and other exams (for example: blood tests

or radiology): frequency, time spent and associated
nuisances or inconveniences

The following questions ask about ‘treatment burden’,
it refers to the suffering or inconvenience caused by
your healthcare. Take a moment and consider
everything you have to do to take care of your health.
Please rate the burden or problem associated with each
of the following items.

How big a problem are the following to you (0
means “Not a problem” while 10 means “Very big
problem™):

The problems related to the discomfort caused by
your medications (tablets, inhalers, eye drops,
injections) such as: pain, taste, shape, size,
bruising.

The problems caused by how many times a day
you need to take your medications (for example:
once per day, twice per day, three times per day).

The problems caused by the effort you need to
make to remember to take your medications (for
example: managing your treatment when you are
away from home, preparing and using pillboxes...).

The problems caused by the precautions you need
to take when taking your medications (for
example: taking them at specific times of the day or
with meals, not being able to do certain things after
taking medications, such as driving or lying
down...).

Regarding your medical follow-up, how would you
rate the following problems:

The problems related to having to go for regular
lab tests and other exams (for example: blood
tests or radiology): frequency, time spent and
associated inconveniences.

http://www.fampra.oupjournals.org
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2B

2C

2D

2E
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Self-monitoring (for example: taking your blood
pressure or checking your blood sugar) : frequency,
time spent and associated nuisances or
inconveniences

Doctor visits and other appointments: frequency
and time spent for these visits and difficulties finding
healthcare providers

The difficulties you could have in your
relationships with healthcare providers

(for example: feeling not listened to enough or not
taken seriously)

Arranging medical appointments (doctors visits,
lab tests and other exams) and

reorganizing your schedule around these
appointments

How would you rate

The administrative burden related to healthcare
(for example: all you have to do for hospitalizations,
reimbursements and/or obtaining social services)

The financial burden associated with your
healthcare (for example: out of pocket expenses or
expenses not covered by insurance)?

The burden related to dietary changes (for
example: avoiding certain foods or alcohol, having
to quit smoking...)?

Page 64 of 85

The problems related to self-monitoring (for
example: taking your blood pressure or checking
your blood sugar): frequency, time spent and
associated inconveniences

The problems related to doctor or allied health
visits: frequency and time spent for these visits, or
difficulties in finding the healthcare centers.

The problems related to your relationships with
your doctors, nurses and other allied health
professionals (for example: feeling not listened to
enough or not taken seriously).

The problems related to arranging medical
appointments (for example: doctor’s visits, lab
tests and other exams), and reorganizing your
schedule around these appointments

How big a problem are the following to you

The problems related to the administrative
burden associated with your healthcare (for
example: the time and effort you take to fill in
forms for hospitalizations, insurance claims,
reimbursements and/or obtaining social services)?

The problems related to the financial burden
associated with your healthcare (for example: out
of pocket expenses or expenses not covered by
insurance)?

The problems related to having to modify your
diet, reduce your alcohol intake or stop smoking
as recommended by your doctor (for example:
avoiding certain foods, eating less sugar, eating
more vegetables...)?

http://www.fampra.oupjournals.org
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Respons
e options
for the
above
items

8a

8b

Respons
e options
for item

8

Manuscript Submitted to Family Practice

The burden related to doctors’ recommendations to The problems related to needing to exercise more

practice physical activity (for example: walking,
jogging, swimming...)?

How does your healthcare impact your
relationships with others (for example: needing
assistance in everyday life, being ashamed to take
your medication...)?

Does not apply

Not a problem
012345678910
Big problem

“The need for medical healthcare on a regular
basis reminds me of my health problems’

N/A

N/A

Not at all
012345678910
All the time

as recommended by your doctor (for example:
walking, jogging, swimming...)?

The things you need to do to look after your health
may sometimes cause your family, friends and co-
workers inconvenience (for example: needing help
from family to administer injections at home,
needing help from friends to get to and from
doctors’ appointments, needing co-workers to
cover for you so that you can go to your doctors’
appointments...), how much does it impact your
relationships with them ?

Does not apply

None
012345678910
Very big

N/A

“The need for medical healthcare on a regular basis
reminds me of my health problems.”

How big a problem is this to you?

a. Strongly disagree
012345
Strongly agree

b. None
012345
Very big

http://www.fampra.oupjournals.org
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Question no. Amended Chinese version 3 Cognitive debriefing 111 Findings
TRER NaEAKR] PAE, BHEERK
igﬁfgggggg;ﬁgg igﬁggﬁ Understood the instructions
NI VIV hiSY M — o @
T8 IR B FrH B B & SEE R REAE R E
1 U\ &—%ﬁfgﬁﬁgﬁ{z%f jﬁ‘;ﬁgﬁﬁ%? (0% Understood the instructions
I ARBIEEY) (2650, RNES, HRZEK, T41) Understood the question:
1A ﬁﬁif}igg gﬂjf% E,f R, I, TR, ) Response options matched the question
sy ETVRRE =1 o5
1B PREF R 1 IR EE IR B (B B K — ¥k, K, =1K) Understood the question;
, BHMRARERAE 2 KA ? Response options matched the question
Understood the question;
Response options matched the question
Some participants only focused on "using the pillbox" but
BT AIREAR TSR (P e understood it's not only about the pillbox after further explainations
He Etﬁl\ﬁ% Eﬁ%ii; T R0 B Participants' interpretations:
S E KR! - BRSO RE
- BHD FS{RECIEREE?
- ERESBERE?
- B REBHMDIFEXERIR
- {RE T IREEFR RIS A HERE?
T IREER /BB HEIR
1D (Blan: FTAERREERIRFHBUHER RZE. R Understood the question;
Lip ANREMOE Lo s, BlanfEBek % ~......),  Response options matched the question
BRI 22 K HE?
2 LR B PRI T =, SME LN & IEE. Understood the instructions

http://www.fampra.oupjournals.org
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2A

2B

2C

2D

2E
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e St A o ey, gy Uneertood e cueston
RRRE, AR £ A RESPons oplons mached e qestin

BB (Flhn: BT sk & M)
o HREG PRAermei, AR RAVE,  BHRoR
AT 2 KR ?

Understood the question;
Response options matched the question

B BA AL ERE R LR e I )
» BEEFORNEE, BRRERA 2 K RE
?

Understood the question;
Response options matched the question

URER(RAGBEAE, M4, BUEihpoEmERm A g  Understood the question;
MR BB R (i S % A 4, RESPONSe options matched the question
BB RS A INUE) | BHRASA S KM particinants interpretations

HE 9 NN s
! - AR FFMBRIAIRRE

THRABRRE (Bl BRAE. it

e .
- Understood the guestion;
AR B AR B LG 218 L4 1 Response optionqs matched the question
4, BHRARERE 2 KRE?

LN & TEEHR R G 2 KV E? Understood the instructions

1 participant needed somemaore explainations to understand the
question, thought it's about financial burden (Q4).

BRI B AT AT ORI (Biln: ARFAERs
IUERLIH R RA%, DRI, RSN B e / B8R
HSUHE IR » BRI 2 K ME?

Understood the question;
Response options matched the question

Suggestions:
1ITEFE

Understood the question;

BRI B REAH B A B A48 (i n: EBESCH Response options matched the question
BRI AR SR E AN S D, BHRRE A £ KR

RE? Participants' interpretations:
- A ERIRIRE

PR g T G R E B 1, B

Rl Understood the question;

(Blhn. &5z AE Yy, Wb RSy, £z Response options matched the question
BisK...) , BHRAHERA 2 K ?
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PRI B AR 1Y) A et 1T e 22 B0 ED (f4n: P, Understood the question;
AU UK. ), BMERAkERAE 2 KRIEE?  Response options matched the question

R 2 2 B IR [ LI B (P S A R
FUEIRIORA, ik, BT (Bl E5aTset oo
TR BN, J27 B i B T B A 9 !

Mitahh, £F B4R RS TE ERSHR..D

Response options matched the question

» JERREUAMZ M BT 2 K

i
B
012345678910
Rk

Response options matched the question

1 participant needed more explainations to understand the question

Understood the gquestion;
Response options matched the question

- R BRI A HIEATIR

a. [l B R R O F A FE Participants' interpretations:
o J

a. TR
012345
o

b. B¢A
012345
RK

- (ARG R ER RS B RSIR IR B

- EHR SR AIREEE CEFRoefE

- EHIEZEERISEDERIRE (Wrong interpretation)
- B I ER RS 1R EE T 9ol FRgefIRE

Suggestions:
- (FRREHERZBERF 2 REEE CREREHENS?

Response options matched the question
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1
2
3
4
5 Question no. Amended Chinese version 4 English version 4
6
7
8
9
§ LT RAM [ERRRL O, BIEROR T O et o vt |
12 ORI 5| B BRAME . HIERReR], B8 J : VY
T R 45— e __healthcare. Take a moment and consider everything you
12 & T B R P  i 5 ﬁ:g; ar gt LA 4 have to do to take care of your health. Please rate the burden
15 8 75 B AR B H R BB R A L AR or problem associated with each of the following items.
16
17
18
19 1 PUF & IE H SR ERE 2 KRIRE? (0 & How big a problem are the following to you (0 means
3(1) “WHERMRE”; 10 & “BXHEE”) “Not a problem” while 10 means “Very big problem”):
22
23
;g R AREIEEY) (22, WSS, HRZEK, T4 The problems related to the discomfort caused by
26 1A T HI B (Flan: JEaE, wkiE, IR, #45)  your medications (tablets, inhalers, eye drops,
;; , BHRARER A 2 KR E? injections) such as: pain, taste, shape, size, bruising.
29
30
31 .
N N N N The problems caused by how many times a day you
32 TREE R —W, ZIK, =X .
33 1B f ;?igﬁ%g%;ﬁg Et% X X %) need to take your medications (for example: once per
34 r HVRARE e day, twice per day, three times per day).
35
36
37
38 3, —> 3y ) e R The problems caused by the effort you need to make
29 @ ﬁgf;ﬁﬂafggggif (%MD %iijéi/;zg% to remember to take your medications (for example:
4(1) ;élaﬁ ;E‘ f‘ i ARl SRR managing your treatment when you are away from
42 I home, preparing and using pillboxes...).
43
44
45
- Th bl d by th ti dt
47 e I e problems caused by the precautions you need to
48 E}Jﬁfgt%ﬁiiiﬁg?ﬁiﬁﬁﬁi P R 2 s take when taking your medications (for example:
49 1D ,A%F;b{;%igr;m%ﬁu‘,j%ﬁz%% o “T?: taking them at specific times of the day or with meals,
?1) %;ﬁ%zk%agoﬁ’ POBAZR T ) FK not being able to do certain things after taking
52 : e medications, such as driving or lying down...).
53
54
55
56
s - NN . Regarding your medical follow-up, how would you rate
57 R S [ fEE 1 FE _
58 2 E'JE'f/J Hﬁ@%&ﬁ@ﬁﬁ =i nq:'TE\ U\T%‘IE:FHIE_ the fO“OWIng problems:
59
60
- . The problems related to having to go for regular lab
2A @if@ﬁlﬁ%ﬁ‘%}é)ﬁﬁﬁg& B4 i tests and other exams (for example: blood tests or
A Fé% EI’JAK @% " 1:5';% ﬁ/%; j(Fﬁ’ . " radiology): frequency, time spent and associated
" r FVRARR R inconveniences.
L e B A ‘ The problems related to self-monitoring (for example:
140 . H JER |l fay .
9B igﬁﬁﬁiggﬁaﬁ Egg%g;é$”‘§£§§ﬁﬁ§ taking your blood pressure or checking your blood
K ;E ) ’ " ’ 8 sugar): frequency, time spent and associated
I inconveniences
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E B R A R L T T, 5 The problems related to doctor or allied health visits:

= R N ~ frequency and time spent for these visits, or difficulties
o= %ﬂ? TR acs %& N /_{/‘KE % k [=] ;EEI:E:? . . .
SABARLHYRRE, B LGESNL in finding the healthcare centers.

N ) The problems related to your relationships with your
/_\'Ei RH ’ ’ Y . X
%igﬁgggéﬁﬁgfwﬁﬁﬁgifﬁg ZHE]\ ?ﬁqﬁ doctors, nurses and other allied health professionals
) A R HEEN Y NN AR His

NN , - N (for example: feeling not listened to enough or not
RiEhE \ R, BHRARE T RE 9 .
fraffimsi MR o BUARETERME? o oy

TR (Wiltn: BBE . (ibER R I The problems related to arranging medical

A e . s w1 appointments (for example: doctor’s visits, lab tests
i B R AISEETEAZY, BHR ..
i‘é%%g%ﬁ;éﬁ“ﬁm HEEUARC SIS SRy, ) and other exams), and reorganizing your schedule

5 [=1 )58

around these appointments

LA - THAHR AR A 2 K AT 2

How big a problem are the following to you

The problems related to the administrative burden
ERAR A B RAHB AT LR HE (BN IRFE{ERefH 5t associated with your healthcare (for example: the time
(R Rk, RMRME, &M & / 8484t and effort you take to fill in forms for hospitalizations,
TR, BHMRARERAE 2 KR E? insurance claims, reimbursements and/or obtaining
social services)?

The problems related to the financial burden
BROR 1) B AH B A B B #8 (BN EFESCH ELfR associated with your healthcare (for example: out of

B e 0 (R A S ), BHRARER A 2 KR ? - pocket expenses or expenses not covered by
insurance)?

E 3 = The problems related to having to modify your diet,
! $ui = \ s N _ )
;i%ﬁﬁi AT RARAHRRER, BORR reduce your alcohol intake or stop smoking as

e . ) recommended by your doctor (for example: avoiding
. VD H 4y, iz . . .
(ﬁ”ﬁ [)] J;%ﬁi”;%;%zﬁiﬁgii Rz, 20 certain foods, eating less sugar, eating more
SK.oo) s ETVNRE R ¢

vegetables...)?

The problems related to needing to exercise more as
recommended by your doctor (for example: walking,
jogging, swimming...)?

DR AR ) e e 7 L B0 B (fldn: Hob. &P
B WKL BMRARERAT 2 KT E
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The things you need to do to look after your health may

R 22 5 B A ] 0 B R, A5 B e R sometimes cause your family, friends and co-workers
o - et e | i for example: needing help from family
SIRIFN, M, BET (. 5 SR Moo oo

RN, R B b B e w22 A 17 )
, BEBARNTGERS A LRSS, EER

Stz MKBEA 2 K8

AN ]
BA
012345678910
{EPN

REHBEREERE U TRET?

[ RS2 B I IR R B Tl R LA & |

TEAERH
012345678910

I3 21 %)

to administer injections at home, needing help from
friends to get to and from doctors’ appointments,
needing co-workers to cover for you so that you can go
to your doctors’ appointments...), how much does it
impact your relationships with them ?

Does not apply
None
012345678910
Very big

To what extent do you agree with the following
statement?

“The need for medical healthcare on a regular basis reminds
me of my health problems.”

Not at all
012345678910
All the time
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Question no. |Original English TBQ English Backward translation of the Chiense TBQ version 4
_ _ The following questions ask about ‘treatment burden’, it
Take a moment and consider everything you refers to the suffering or inconvenience caused by your
have to do to take care of your health. Please healthcare. Take a moment and consider everything you
rate the burden or problem associated with  have to do to take care of your health. Please rate the
each of the following items. burden or problem associated with each of the following
items.
How big a problem are the following to you (0 means “Not
1 How would you rate the problems related to : g "p . . g you ( .
a problem” while 10 means “Very big problem”):
The taste, shape or size of your tablets and/or The problems related to the discomfort caused by your
1A the annoyances caused by your injections (for medications (tablets, inhalers, eye drops, injections) such
example: pain, bleeding, bruising or scars)? as: pain, taste, shape, size, bruising.
. The problems caused by how many times a day you need
The number of times you should take your P . y y ] Yy .
1B . . to take your medications (for example: once per day, twice
medication daily? :
per day, three times per day).
The efforts you make not to forget to take The problems caused by the effort you need to make to
1C your medications (for example: managing remember to take your medications (for example:
your treatment when you are away from home, managing your treatment when you are away from home,
preparing and using pillboxes...) preparing and using pillboxes...).
The necessary precautions when taking your The problems caused by the precautions you need to
medication (for example: taking them at take when taking your medications (for example: taking
1D specific times of the day or meals, not being ~ them at specific times of the day or with meals, not being
able to do certain things after taking able to do certain things after taking medications, such as
medications such as driving or lying down...)  driving or lying down...).
) Regarding your medical follow-up, how would Regarding your medical follow-up, how would you rate

you rate the problems related to :

the following problems:
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Lab tests and other exams (for example:
blood tests or radiology): frequency, time spent
and associated nuisances or inconveniences

Self-monitoring (for example: taking your
blood pressure or checking your blood sugar) :
frequency, time spent and associated nuisances
or inconveniences

Doctor visits and other appointments:
frequency and time spent for these visits and
difficulties finding healthcare providers

The difficulties you could have in your
relationships with healthcare providers

(for example: feeling not listened to enough or
not taken seriously)

Arranging medical appointments (doctors
visits, lab tests and other exams) and
reorganizing your schedule around these
appointments

How would you rate

The administrative burden related to
healthcare (for example: all you have to do for
hospitalizations, reimbursements and/or
obtaining social services)

The financial burden associated with your

The problems related to having to go for regular lab tests
and other exams (for example: blood tests or radiology):
frequency, time spent and associated inconveniences.

The problems related to self-monitoring (for example:
taking your blood pressure or checking your blood sugar):
frequency, time spent and associated inconveniences

The problems related to doctor or allied health visits:
frequency and time spent for these visits, or difficulties in
finding the healthcare centers.

The problems related to your relationships with your
doctors, nurses and other allied health professionals
(for example: feeling not listened to enough or not taken
seriously).

The problems related to arranging medical
appointments (for example: doctor’s visits, lab tests and
other exams), and reorganizing your schedule around
these appointments

How big a problem are the following to you

The problems related to the administrative burden
associated with your healthcare (for example: the time and
effort you take to fill in forms for hospitalizations,
insurance claims, reimbursements and/or obtaining social
services)?

The problems related to the financial burden associated

healthcare (for example: out of pocket expenses with your healthcare (for example: out of pocket expenses

or expenses not covered by insurance)?

or expenses not covered by insurance)?
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The burden related to dietary changes (for
example: avoiding certain foods or alcohol,

having to quit smoking...)?

The burden related to doctors’
recommendations to practice physical
activity (for example: walking, jogging,
swimming...)?

How does your healthcare impact your

relationships with others (for example:
needing assistance in everyday life, being

ashamed to take your medication...)?

Does not apply

Not a problem
012345678910
Big problem

‘The need for medical healthcare on a
regular basis reminds me of my health
problems’

Not at all
012345678910
All the time

Page 74 of 85

The problems related to having to modify your diet,
reduce your alcohol intake or stop smoking as
recommended by your doctor (for example: avoiding
certain foods, eating less sugar, eating more vegetables...)?

The problems related to needing to exercise more as
recommended by your doctor (for example: walking,
jogging, swimming...)?

The things you need to do to look after your health may
sometimes cause your family, friends and co-workers
inconvenience (for example: needing help from family to
administer injections at home, needing help from friends
to get to and from doctors’ appointments, needing co-
workers to cover for you so that you can go to your
doctors’ appointments...), how much does it impact your
relationships with them ?

Does not apply
None
012345678910
Very big

To what extent do you agree with the following
statement?

“The need for medical healthcare on a regular basis reminds me
of my health problems.”

Not at all
012345678910
All the time
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Treatment of Burden Questionnaire (Hong Kong Chinese and English)

BREERE (T

DTRAER "aEa ) HE  BiERRVEERERS BHREERAE -
R foma ] o BARIR R T MBI E AT S E - SFRLUAT & EE B FrHB A 8B
I EEHEFE -

L DMTEEEERREESARMEE? (0 K “REMEE ;10 & “RAEE" )

A. NRIREVEEY) (BER. > WA gs > IREK - 7131 MSIBERE B4 : i
i R IR B > BHICIGERAE 2 KR 2

N 4
K}Eﬁﬁ 0 1 2 3 4 5 6 7 8 9 10
| O O O O O O O O O [

B. {RERAVIRERE BER—R > =R =) - HIRAERAEZKHEE ?

\ ZE ok
;F}fﬁﬁ 0 1 2 3 4 5 6 7 8 9 10
O o o o o o o o o o O
C. AT RAMEIRAT SIS (D41 : SR AN RS - T R 5
g BHRAGRA 5K ?
\ ZE ok
;F}fﬁﬁ 0 1 2 3 4 5 6 7 8 9 10
O o o o o o o o o o O

D. FIREERFEERENEH (BIA : FBEREFEHYR H S BRI EE - IR%ER
AREMCFEERNE - BIATEBIESEH [ ) BHRAERA 2 A 2

N 4
K}Eﬁﬁ 0 1 2 3 4 5 6 7 8 9 10
(| O O O O O O O O O [
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Treatment of Burden Questionnaire (Hong Kong Chinese and English)

1

2

: 2. SRURIVEHEEETT S  PHELLT S IERRE

5

6 A FEEMEETEBRE IR @I B « 8 Bt
: R BRI - BRI 2 AR 2

9

10 - 7= Rk
1 o 0 9 10
13 O O O
14

15

16

" B. HREE ((I: EFNRMESRAETE) © X8 FomEE » AR
19 6 > BHRAERA %A 2

20

3 oA TP
22 ~ 2 1R
23 R 0 9 10
24 O

25 O O O
26

27

28

29 C. BE AR M BB | AT TCARR - s B TR » SRR
i HH KRR ?

32

33 NES 4

34 K}Ej% /X% {Ej(
35 o 0 9 10
36 O O O
37

38

39

2 D. (REVRAVESL - #t - A EBREE A SATE EFTATIORIE (Fi ;R
1 WAL I B RS RE R EIRIR) - BRIGRE % ARIRE 2

43

44 3 4

45 K}Ej% ?X% {Ej(
46 . 0 9 10
47

48 O O O
49

50

51 E. ZHTRLIE RS (F14 : BEA - LSR5 ) B B TR

2 B A2 DD & S EeTELY » SRR 2 A RIRE 2

54

55 \ TE Rk
56 A 0 9 10
57 0

58 O O O
59

60
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Treatment of Burden Questionnaire (Hong Kong Chinese and English)

PUN S ISR AR A % R [RE 2

3. BUYRHVEHEAHBAITECRSE (B4 (RAECR LR E R RS - R RE
REHE R SRR g RS ) o BHREGERA 2R 2
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N 4
K}Eﬁﬁ 0 1 2 3 4 5 6 7 8 9 10
(| O O O O O O O O O [

4. BMRHIEEAHRAAVRS LA IR (P10 - RS e irba PRI s E SN ) - R

A KT ©
\ T R
;F}f% 0 10
O O

5. NEEAERNTZNBIRNRKEEE - BAOGCHSASE (B0 - ezt

'Y BRAESY > Sz ) BHIRER A 2R TR 7

A
O

fRX
10

d

6. NEEAVERIMFES MOER) (PIa0 : Beb ~ &8~ k) > BIRAER

AR ?
\ A ok
FHEH X0 10
(I
O O
. PR AEEREE B (I : R TSRER AN  £

B R TR R - RER AR FEFESELE LASER-) o BEE

BRI R A - IR KEEZHNBERAZA

A
O

2H
0
O

fRX
10
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Treatment of Burden Questionnaire (Hong Kong Chinese and English)

REMERERE L THET?
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8. EHETEFRRERECERE LEME -

ol

1 2 3 4 5 6 7 8 9 10

A 2]
0
O o o o o o o o o d O
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Treatment Burden Questionnaire
(Hong Kong) English

The following questions ask about ‘treatment burden’, it refers to the suffering or inconvenience
caused by your healthcare. Take a moment and consider everything you have to do to take care
of your health. Please rate the burden or problem associated with each of the following items.

1. How big a problem are the following to you (0 means “Not a problem” while 10 means
“Very big problem”):

A. The problems related to the discomfort caused by your medications
(tablets, inhalers, eye drops, injections) such as: pain, taste, shape, size, and

bruising.
None Very bi
Does not apply 0 1 2 3 4 5 6 7 8 9 0"
0
(| O O O O O O O O O [

B. The problems caused by how many times a day you need to take your medications (for
example: once per day, twice per day, three times per day).

Does not apply Nc())ne Verlyoblg
O
O O

C. The problems caused by the effort you need to make to remember to take your
medications (for example: managing your treatment when you are away from

home, preparing and using pillboxes...).

Does not apply N(())ne Verlyoblg
O
O O

D. The problems caused by the precautions you need to take when taking your
medications (for example: taking them at specific times of the day or with meals,
not being able to do certain things after taking medications, such as driving or lying

down...).
Does not apply Nc())ne Verlyoblg
O
O O
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2. Regarding your medical follow-up, how would you rate the following problems:

A. The problems related to having to go for regular lab tests and other exams (for

example: blood tests or radiology): frequency, time spent and associated

inconveniences.
None Very big
Does not apply 0 1 2 3 4 5 10
O
O o o o o O O

B. The problems related to self-monitoring (for example: taking your blood pressure or
checking your blood sugar): frequency, time spent and associated inconveniences.

Does not apply
O

None
0

|

Very big
10

d

C.The problems related to doctor or allied health visits: frequency and time spent for

these visits, or difficulties in finding the healthcare centers.

Does not apply
O

None
0

|

Very big
10

d

D. The problems related to your relationships with your doctors, nurses and other allied
health professionals (for example: feeling not listened to enough or not taken seriously).

Does not apply
O

None
0

|

Very big
10

d

E. The problems related to arranging medical appointments (for example: doctor’s visits,
lab tests and other exams), and reorganizing your schedule around these appointments.

Does not apply
O

None
0

|

Very big
10

d
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How big a problem are the following to you:

3. The problems related to the administrative burden associated with your healthcare
(for example: the time and effort you take to fill in forms for hospitalizations,
insurance claims, reimbursements and/or obtaining social services)?

None Very big
Does not apply 0 1 2 3 4 5 10
O
O o 0o o o 0O O

4. The problems related to the financial burden associated with your healthcare (for

example: out of pocket expenses or expenses not covered by insurance)?
None Very big
Does not apply 0 1 2 3 4 5 10
O
O o 0o o o 0O O

5. The problems related to having to modify your diet, reduce your alcohol intake or
stop smoking as recommended by your doctor (for example: avoiding certain foods,
eating less sugar, eating more vegetables...)?

None Very big
Does not apply 0 1 2 3 4 5 10
O
O o 0o o o O O

6. The problems related to needing to exercise more as recommended by your doctor

(for example: walking, jogging, swimming...)?
None Very big
Does not apply 0 1 2 3 4 5 10
O
O o 0o o o 0O O

7. The things you need to do to look after your health may sometimes cause your family,
friends and co-workers inconvenience (for example: needing help from family to
administer injections at home, needing help from friends to get to and from doctors’
appointments, needing co-workers to cover for you so that you can go to your doctors’

appointments...), how much does it impact your relationships with them?

Does not apply
O

None
0

|

Very big
10

d
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To what extent do you agree with the following statement?

8. “The need for medical healthcare on a regular basis reminds me of my health
problems.”

oNOYTULT D WN =

10 Not at all All the time
11 0 1 2 3 4 5 6 7 8 9 10

13 O o 0o o o o o o o0 g O
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Revised Standards for Quality Improvement Reporting Excellence (SQUIRE 2.0) September 15, 2015
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Text Section and Item
Name

Section or Item Description

Title and Abstract

Indicate that the manuscript concerns an initiative to improve healthcare (broadly Page 1
1. Title defined to include the quality, safety, effectiveness, patient- centeredness, timeliness,
cost, efficiency, and equity of healthcare)
a. Provide adequate information to aid in searching and indexing Page 3
b. Summarize all key information from various sections of the text using the abstract
2. Abstract format of the intended publication or a structured summary such as: background, local
problem, methods, interventions, results, conclusions
Introduction Why did you start?
3. Problem -
Description Nature and significance of the local problem Page 4
4. Available Summary of what is currently known about the problem, including relevant Page 4
knowledge previous studies
Informal or formal frameworks, models, concepts, and/or theories used to Page 4-5
5. Rationale explain the problem, any reasons or assumptions that were used to develop the
6. Specific aims Purpose of the project and of this report Page 5
Methods What did you do? Page 5-8
7. Context Contextual elements considered important at the outset of introducing the Page 5
intervention(s)
a. Description of the intervention(s) in sufficient detail that others could reproduce it | Page 5

8. Intervention

b. Specifics of the team involved in the work
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1

2

3 , : : :

4 9. Study of t_he a. Approach chosen for assessing the impact of the intervention(s) NA

5 Intervention(s) b. Approach used to establish whether the observed outcomes were due to the

6 Measures chosen for studying processes and outcomes of the _ Page

; intervention(s), including rationale for choosing them, their operational 6-7

9 a. Qualitative and quantitative methods used to draw inferences from the data Page 7-8
10 11. Analysis b. Methods for understanding variation within the data, including the effects of

:; 12. Ethical Ethical aspects of implementing and studying the intervention(s) and how they Page 12
13 Considerations were addressed, including, but not limited to, formal ethics review and

14 Results What did you find? Page 8-9
15

1? a. Initial steps of the interventio n(s) and their evolution over time (e.g., Page 8-9
18 13. Results time-line diagram, flow chart, or table), including modifications made to the

19 Discussion What does it mean? Page 9-11
20

21

22 14. Summary a. Key findings, including relevance to the rationale and specific aims Page 9-11
23 b. Particular strengths of the project

;‘; 15. Interpretation a. Nature of the association between the intervention(s) and the outcomes Page

2% b. Comparison of results with findings from other publications 9-11

27 a. Limits to the generalizability of the work Page 11
;g 16. Limitations b. Factors that might have limited internal validity such as confounding, bias, or

30 a. Usefulness of the work

31 b. Sustainability

gg Other information

34

35 18. Funding Sources of funding that supported this work. Role, if any, of the funding organization in | Page 12
36 the design, implementation, interpretation, and reporting

37

38

39

40

41

42

43

44
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