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Objective: This study is a preliminary exploration of the association between patient
involvement in decision-making and patient socioeconomic characteristics and experience in
specialist outpatient clinics (SOPCs) in Hong Kong.

Methods: Cross-sectional telephone interviews were conducted using the Specialist Outpatient
Experience Questionnaire (SOPEQ) in 26 Hospital Authority public SOPCs in Hong Kong.
The SOPEQ was designed by The School of Public Health and Primary Care at The Chinese
University of Hong Kong, fully taking into account both literature review and the local context
of the public specialist outpatient system in Hong Kong. A total of 22,525 eligible participants
were recruited for the study.

Results: There were 13,966 valid responses. The results indicated that the patients who had
more involvement in decision-making were younger (odds ratio [OR]=2.10; 95% CI 1.75, 2.53),
more highly educated (OR =1.67; 95% CI 1.45, 1.93), less likely to be receiving a government
allowance (OR =0.61; 95% C1 0.57, 0.65), and less likely to be in the new case group (OR =0.84;
95% CI 0.78, 0.92). Participants living with their families (OR =3.38; 95% CI 2.03, 5.63) or
who were unemployed (OR =1.10; 95% CI 1.01, 1.21) had a more decisive role in the decision-
making process. Those participants who had been more involved in decision-making and wanted
to continue being more involved had greater levels of satisfaction (mean =7.94; P<<0.001) and
a better health status (OR =0.49; 95% CI 0.41, 0.58).

Conclusion: Engaging patients in their health care management remains a challenge in improving
patient-centered care. Our results suggest that patient engagement is associated with perceived
health status and the experience of using a health service. Understanding patients’ characteristics
and roles facilitates the development of preferred styles in the decision-making model.
Keywords: decision-making, doctor—patient relationship, patient engagement, public outpa-
tient setting

Background

Shared decision-making (SDM) is an essential component of patient engagement
that allows patients and their health care providers to discuss each patient’s needs,
preferences, and treatment options and then make health care decisions together.! The
UK was one of the first countries to adopt a policy of promoting SDM and continues
to commit to disseminating this model. The latest “Five Year Forward View” of the
UK’s National Health Service (NHS) continues to stress the importance of increasing
patients’ direct control over how and where they receive care.> Currently, however,
in the majority of clinical encounters, doctors are treated as the best exponent of
modern medicine, providing updated treatment options to improve the quality of
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health care and patient outcomes.® Patients are viewed as
passive recipients, receiving care only as prescribed by the
doctor.*> As a consequence, patients and their families are
excluded from, or are seen to be incapable of, discussing their
current health conditions and treatment plans.® The modern
change in disease epidemiology from infectious to chronic
disease highlights the importance of patient engagement
in the doctor—patient relationship. To improve population
health, health care professionals must not only manage
physical symptoms but also educate, guide, and collaborate
with patients to modify lifestyles, prevent disease, and delay
or prevent the complications of chronic diseases.” Therefore,
in the new health care decade, health is determined not only
by the doctor but also by the patient’s knowledge, experience,
lifestyle, mental condition, and self-management skills in
daily life.” The patient who is involved in decision-making
thus becomes increasingly important because patients are
the ultimate users of health care services.

Engaging patients in decision-making is known to be a
dynamic process. In such engagement, patients are treated as
active partners with health care professionals in identifying
acceptable treatment, management or support options, dis-
cussing goals and priorities, and working toward an optimal
plan for both patients and health care professionals, all of
which ultimately lead to better patient outcomes and health
status.® A growing number of studies indicate that the most
common sources of patient stress are not being properly
informed about health conditions and potentially available
choices of treatment and low levels of health literacy.*!°
Nearly all patients desire to get as much information as
possible from their doctors and to be involved in their own
health care through self-management.*'"!? Effective deci-
sion coaching, as identified in a series of previous studies,
involves developing patient knowledge, raising the awareness
of risk aversion, helping patients to choose options based
on their preferences, and encouraging patients to be more
active in decision-making with health care professionals
in various settings.'** In addition, considerable evidence
suggests that patient engagement should be tailored to an
individual’s needs because different patients have differ-
ent expectations, preferences, and concerns.' The crucial
step in facilitating patient engagement in decision-making
is to identify individual or population characteristics and
outline those features that influence patients’ preferences
and decision-making styles. However, there is always a
significant difference between the role the patient expects
to play and that actually played in the clinical context.'s
Each year, ~24 million outpatient visits are made to medical
clinics in Hong Kong’s dual-track health system,'” but to

date, no study has attempted to explore patient experiences
in the decision-making process during such visits.!” This
study aims to investigate the association between patient
involvement in decision-making and patient socioeconomic
characteristics, satisfaction with health care, and health status
in the public outpatient setting of Hong Kong. The findings
should provide valuable input to guide the development of
patient engagement and patient-centered care.

Methods

Data collection

A territory-wide cross-sectional telephone survey was con-
ducted in all public specialist outpatient clinics (SOPCs)
in Hong Kong between July and December 2014. The
inclusion criteria were as follows: Hong Kong citizens with
Hong Kong identity cards, age =18 years, and attendance at
one of the 26 Hospital Authority SOPCs between July and
November 2014. Those meeting the inclusion criteria were
approached for a telephone interview within 48 hours to
1 month of attending an SOPC. The exclusion criteria were
as follows: those patients who were unable to understand
or speak Cantonese, day-case or day-survey patients, and
patients attending the following types of SOPC: pediatric,
hospice, psychiatric, dental, anesthetic, pathology, nurse-led,
and multispecialty outpatient clinics. Ethical approval was
obtained from the Clinical Research Ethics Committee of
The Chinese University of Hong Kong. Verbal consent was
sought before interview, and all the respondents were fully
informed of their rights, the purpose of the study, and the
data collection procedure.

Study instrument

Our survey was based on the Specialist Outpatient Experi-
ence Questionnaire (SOPEQ) and designed and validated by
The School of Public Health and Primary Care at The Chinese
University of Hong Kong. The SOPEQ uses rigorous and mixed
methodology derived from a series of qualitative and quantita-
tive studies with excellent reliability and validity.' It provides
arepresentative picture of patient experience through following
the patient journey in the specialist outpatient service from
“before the appointment” to “leaving the clinic”, using 48
evaluative items covering 10 care aspects to evaluate patient
experience and satisfaction. Involvement in decision-making
is an essential item in the survey.

Data analysis

Data management and analysis were performed using
SPSS Version 21.0. The demographics of the respondents
and the response profiles were presented descriptively.
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Analysis of variance (ANOVA) models were used to ana-
lyze patient satisfaction for different groups of patients.
Logistic regression models were used to estimate the crude
odds ratio of evaluative items related to involvement in
decision-making, and 95% confidence intervals controlled for
the covariates of age, gender, educational level, case group,
government allowance, current health status, and working
and living statuses. Linear regression models were used to
test the relationship between patient decision-making and
patient satisfaction.

Results

Demographics

In total, 22,525 patients were approached to participate
in the study. It was noted that during the study period, a
relatively small proportion of the respondents lived in elderly
care homes in comparison with the overall study population.
Of the eligible patients, 13,966 patients responded with a
fully completed survey questionnaire, with a response rate of
62%. The majority of the respondents were female (57.5%),
old cases (79.5%), aged >61 years (50%), and of a lower
level of education (>80% lower than secondary level).
More than half of the respondents (53.7%) had long-term
conditions, of whom 92.6% had the most common chronic
diseases. Employed respondents amounted to 40%, followed
by retired respondents (36.6%). The vast majority of the
respondents lived with their families (94%) (Table 1).

Patient engagement

Patients in the age group of 41-60 years (62.9%) reported
the highest rate of involvement in decision-making, with
significantly higher involvement in decision-making, than
those in the oldest group (OR =1.56; 95% CI 1.48, 1.68).
Patients with tertiary-level education (62.9%) also reported
the highest rate of involvement in decision-making. The
study found that the higher the level of education, the
better the involvement in patient—doctor encounters; and
vice versa. Similarly, patients with a chronic illness were
more likely to be involved in the decision-making process,
whereas those presenting as new cases were found to be less
involved in patient—doctor engagement (OR =0.84; 95%
CI 0.78, 0.92). Those who were retired showed the least
interest in getting involved in clinical decision-making com-
pared with the other groups. Those who were unemployed
were similar to other groups regarding being involved in
decision-making (OR =1.10; 95% CI 1.01, 1.21). Those
receiving a government allowance (30% of responders)
were less likely to be involved in decision-making than
nonreceivers (Table 2), regardless of the type of allowance.

Table | Distribution of respondents’ socioeconomic status

Variable N=13,966 % Involved in P-value
decision-making
Yes % No %
Gender 0.14
Male 5,936 42.5 3,424 57.7 2,512 42.3
Female 8,030 57.5 4,588 57.1 3,442 42.9
Case group <0.001
New case 2,869 20.5 1,551 54.1 1,318 45.9
Old case 11,097 79.5 6,461 58.2 4,636 41.8
Age group (years) <0.001
18—40 2,000 143 1,199 59.9 801 40.1
41-60 5,294 37.9 3,332 629 1,962 37.1
=61 6,672 47.8 3,481 52.2 3,191 47.8
Education*® <0.001
No education 1,330 9.6 670 50.4 660 49.6
Primary 3,745 269 1,956 52.2 1,789 47.8
Secondary 6,127 44.1 3,697 60.3 2,430 39.7
Postsecondary 904 6.5 529 585 375 415
Tertiary or above 1,794 129 1,129 62.9 665 37.1
Receive government allowance <0.001
Yes 4,217 30.2 2,060 48.8 2,157 51.2
No 9,749 69.8 5952 61.1 3,797 38.9
Current living status <0.001
Live alone 716 5.1 336 469 380 53.1
Live with family/ 13,125 94.0 7,638 582 5487 41.8
others
Live in institution® 72 04 21 28.6 51 714
Refuse to answer 53 04 17 32.1 36 67.9
Current work status <0.001
Retired 5,125 36.7 2,601 50.8 2,524 49.2
Unemployment? 3,136 22.5 1,968 62.8 1,168 37.2
Employment® 5,645 40.4 3,411 60.4 2,234 39.6
Refuse to answer 60 04 32 53.3 28 46.7
Having longstanding condition <0.001
Yes 7,495 53.7 3,980 53.1 3,515 46.9
No 6,471 46.3 4,032 62.3 2,439 377

Notes:*No, noformal education/kindergarten, secondary included lower secondary =
S.1-S.3 and upper secondary = $.4-S.5, and postsecondary included postsecondary
and matriculation = S.6-S.7. "There are 66 subjects who refused to answer, the
total response of education is 13,900. ‘Convalescent hospital/rehabilitation hospital/
hospital and old age home. ‘Unemployment included unemployed, home maker, and
full-time student. *®Employment included full-time worker and part-time worker.
Abbreviation: S, secondary.

Patients living alone (OR =2.15; 95% CI 1.24, 3.64) or with
their family (OR =3.38; 95% CI 2.03, 5.63) were more likely
to be involved in decision-making than patients living in an
institution. Those living in an institution had the lowest rate
(28.6%) of involvement in decision-making compared with
those living in the community (living alone or living with
family) (OR =0.86; 95% CI 0.81, 0.91).

Correlation between patient engagement
and experience of health service and

health outcomes
Table 3 shows the results for two models that separately
tested the relationship between patient decision-making and
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Table 2 Predictors of patients’ involvement to make decision in
univariate analysis

Variable Coefficient OR 95% CI P-value
(OR)

Gender

Male 0.022 1.02  0.96-1.09 052

Female |

Case group

New case —0.169 0.84 0.78-0.92 <0.00l

Old case |

Age group (years)

18—40 0.316 1.37  1.24-1.52 <0.001

41-60 0.443 1.56 1.45-1.68 <0.001

=61 |

Education

No education -0.513 059 051-0.69 <0.001

Primary —0.442 0.64 057-0.72 <0.001

Secondary —0.114 0.89 0.80-0.99 0.04

Postsecondary -0.185 083 0.71-0.98 0.02

Tertiary or above |

Allowance from government

Yes —0.496 061 057-0.65 <0.001

No |

Current living status

Live alone 0.764 2.15 1.24-3.64 0.005

Live with family/others  1.218 3.38  2.03-5.63 <0.001

Live in institution® |

Current work status

Retired —0.393 0.67 0.62-0.73 <0.001

Unemployment 0.099 1.10 1.01-1.21  0.03

Employment® |

Having longstanding condition

Yes —0.378 0.68 0.64-0.73 <0.001

No |

Note: *Includes convalescent hospital/rehabilitation hospital/hospital. *Includes both
full-time and part-time.
Abbreviations: Cl, confidence interval, OR, odds ratio.

patient satisfaction and between patient decision-making and
self-reported health status. Patients who were involved in
decision-making and wanted more involvement had a higher
mean score for satisfaction than other groups (mean =7.94;
P<0.001); those patients who were not involved and did not
want to be involved had the lowest mean score (mean=7.11;
P<0.001). In model 2, the results for the correlation between
decision-making and health status were similar to those
in model 1. The patients who were involved in decision-
making and wanted more involvement had a better self-
reported health status than other groups (OR =0.49; 95%
CI10.41, 0.58), and those who were not involved and did not
want to be involved reported worse health status (OR =1.51;
95% CI 1.25, 1.81).

Discussion

Our study is the first large, population-based survey in Hong
Kong to evaluate people’s attitudes toward involvement
in clinical decision-making. Many associations of patient
decision-making with socioeconomic context and health,
working, and living statuses were found and confirmed first
in the local environment. Approximately 60% (8,012/13,966)
of the survey respondents reported having been involved in
decision-making once or more than once, which is lower than
for Japan, the US, and Canada.’!® Despite the existence of
policies that encourage patients to be more involved in self-
management and clear evidence of benefit, engagement in
decision-making remains lower than desired. The experience
of, and willingness to be involved in, decision-making shows
considerable pluralism within various socioeconomic groups.

Table 3 The relationship among patients’ attitude to be involved in decision-making, health status, and satisfaction

Variable Model I, patient’s satisfaction

Model 2, self-reported health status

Mean P-value B 95% CI P-value

Good, n Poor, n Coefficient OR 95% CI P-value

Constant 7412  736-7.47 <0.001

Involved and 7.37
wanting less

<0.001

involvement

Involved and 7.94
wanting more
involvement

Not involved 7.11
and not

wanting to be

involved

Not involved 7.93
but wanting

to be involved

-2.215
3,235 353 |

<0.001

4,199 225 -0.711 049 041-0.58  <0.001

1,198 197 0.410 1.51 1.25-1.81 <0.001

4,149 410 —-0.099 091 0.78-0.99  <0.05

Abbreviations: Cl, confidence interval; OR, odds ratio.
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Health care professionals thus need to understand patients’
backgrounds, desires, and preferred roles in the decision-
making process so as to maximize positive experiences in
the health care journey. However, our study showed that
initiatives to empower patients are still performing poorly,
at least in mainstream clinical practice.

Although the majority of the patients surveyed had
high expectations of being involved in the decision-making
process, they were not encouraged to share their percep-
tions, beliefs, and preferences in a timely manner by their
health care professionals. The study further highlighted
that patients in the old case group were significantly more
likely to be involved in decision-making than those in the
new case group, which agrees with the findings of most
previous studies.?*?! This implies that patient involvement
requires sufficient time for building a relationship with
health care professionals and adapting to a “patient” role in
self-management. Butow et al?® indicated that changes in
patients’ attitudes and preferences may be attributed to the
exacerbation or resolution of their illness and whether the
doctor’s performance met the patient’s expectations, which
may not be the only reason why patient involvement seems
to change gradually.?*?

Our findings suggest that the age—education relationship
has a significant influence on involvement in decision-making.
Young people with a higher level of education appear to be
more likely to be involved in decision-making than their older
counterparts. A previous study also found that compared with
the previous generation, young people are more confident,
better educated, and more adept at seeking state-of-the-art
information and using advanced medical devices, which may
help them to understand and monitor their health conditions
in more efficient and effective ways. However, Hong Kong’s
health care system may fail to detect the various needs of
patients of different ages and with differing literacy.”® The
National Cancer Equality Initiative in the USA also reported
that chronological age alone was significant in influencing
clinical decision-making, something that clinicians appar-
ently did not consciously recognize.*

Government allowance is a term commonly and tradi-
tionally used to describe a particular financial situation of a
patient.?*? However, to the best of our knowledge, research
into the association between patient decision-making and
government allowance is scanty. In our study, those receiv-
ing a government allowance were less likely to have been
involved in decision-making in the past. The majority of
government allowance receivers in Hong Kong belong to

lesser educated, poor, disabled, and unemployed popula-
tions and socially vulnerable groups with a lower sense of
social belonging, self-responsibility, and confidence. Ford
et al*® indicated that a reduced sense of responsibility is an
essential barrier to developing a trusting partnership with a
doctor and that the lack of confidence affects a patient’s will-
ingness to be involved in decision-making.?’* We suggest
that a government allowance could be either a positive or a
negative incentive to steer providers and patients away from
more costly treatments with unproven benefits and toward
reasonable and evidence-based treatment options.

Involvement of families and dependents is typically
identified by patients as an important indicator of good
practice.?>?>3%3! Patients who have their family’s support
and encouragement are inclined to be more confident and
optimistic when they discuss their health conditions and
treatment plan with their caregivers.!>3233 A study has con-
firmed that family members can help patients to have better
physical comfort, more efficient pain management, greater
emotional support, and improved alleviation of fear and
anxiety.® Conversely, due to a lack of understanding regard-
ing patients’ values, preferences, and needs, people living
in elderly care homes are less involved in decision-making
for their health. Elwyn et al indicated that although the
residents of institutions demonstrated a desire to be more
involved in their health management, most felt that it was
stressful trying to understand the explanations of profes-
sionals when they had no family support in the context of
the residential environment and they consequently felt less
empowered and engaged. The residents were thus unable
and reluctant to become involved in the decision-making
process.** Although the importance of patient engagement
is very clear, in practice, the design, implementation, and
evaluation required to position patients as partners in the
delivery of health care services are absent.*

Working status also has an interesting relationship with
patient’s involvement in decision-making. The unemployed
group, surprisingly, were more likely to get involved in
decision-making than other groups, a finding that coincides
with the results of a previous NHS survey.*® In our view,
those without jobs typically have heavier socioeconomic
burdens and, due to a lack of medical insurance, their proac-
tive involvement in decision-making may thus stem merely
from a wish to save money by pushing doctors to make
a relatively simple diagnosis and prescribe inexpensive
medicines.” Moreover, those who are temporarily unem-
ployed or positively unemployed (changing to another job)
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may not be associated with strong economic pressure or lower
educational performance. The choices of these people may
confuse the results and need further elaborative study.

Patients need to be confident that their providers and
health care system will provide safe and high-quality services
when these are needed. Our findings are in agreement with
those of previous studies conducted in the UK and USA, in
that actual experience of involvement in decision-making is
an important factor in patient satisfaction.*’** To support the
future design of SDM interventions and to fill the gaps in our
current knowledge, we have analyzed the patients’ responses
in terms not only of involvement in decision-making but also
of willingness to be involved in the future. Interestingly, we
found a strong correlation between patients’ perceptions of
being involved in decision-making and their satisfaction,
whether they were involved or not. This finding may support
the contention that a long-term positive effect of involving
patients in decision-making is to improve patient satisfaction
and experience with health care services. However, achieving
long-term improvements in health quality is a complicated
process that is also associated with other factors, such as
effectiveness, communication with patients, respect for
patient dignity and preferences, and information relating to
potential harm after discharge.

In our study, people’s health status was found to be an
important indicator of the effect of involving patients in
decision-making. Other studies worldwide have also found
that both inpatients’ and outpatients’ life quality, medication
use, and readmission rates were significantly related to
their reported involvement in decision-making.’**° Our
results indicate that a patient who has not been involved in
decision-making and does not want to be involved in the
future has a worse health status than other patients. This
finding is partly consistent with those of previous studies
that found that patients who are in a critical condition or
have long-term mental illness tend to be less interested in
being involved in their own health control and manage-
ment. Conversely, patients who have better health status are
typically very willing to be involved in decision-making and
become more confident regarding communicating with their
providers about their values, preferences, and concerns when
they have had satisfactory experiences of being involved in
decision-making in the past. Our results also suggest that if
we wish to improve patients’ health status, it is not sufficient
merely to involve patients in decision-making now; they must
also be continually inspired to increase the awareness of the
importance of engaging in decision-making in the long run.
Moreover, health professionals should also be encouraged to

provide more easily understood information and to empower
patients with greater autonomy to make decisions. Bogardus
et al*! indicated that improvements in patients’ health due to
their involvement in decision-making are as quantifiable as
those due to many drugs.

Our study has a number of possible limitations. As the
setting of our study was outpatient clinics only, patients’
experiences of decision-making in acute and emergency
departments and as inpatients are not clear. Insurance
coverage is a useful indicator of patient decision-making,
but private insurance coverage was not investigated in the
study. Some recall bias may exist due to longer time lags
between patients receiving services and our survey. Another
limitation is that we conducted only a cross-sectional study.
As patient preferences may develop and change over time
or as physical, psychological, or life situations change, our
survey can demonstrate only associations and not show
causality. A final limitation is the absence of face-to-face
communication, which makes it more difficult to establish
a relationship of trust with respondents and may lead to a
degree of collective information bias.

The majority of developed economies recognize that
SDM is a central goal of health care system reform in
response to the wishes of patients and their families to be
more involved in health control and management, and con-
siderable evidence exists that active patient engagement is
associated with superior clinical outcomes. To date, however,
Hong Kong has put little stress on this important area.5!¢4243
Although the Hong Kong government demonstrates a high
degree of interest through its policies, efforts to position
patients at the center of health care services have met with
much resistance in real-world contexts. Our survey, one of
the first such studies in Hong Kong, provides a baseline
for evaluating patient involvement in decision-making by
controlling for various characteristics and allowing greater
comparison between different regions and between both local
and global settings.

Implications for clinical practice

The study indicates that the majority of patients are keen to
engage or be engaged in interactions with doctors. Doctors
and other health care professionals, such as nurses and clinical
pharmacists, need to support and identify measures that can
enhance patients’ level of engagement while taking into
consideration their different social and health backgrounds.
In addition to a patient’s literacy, age, and disease progno-
sis, involvement of a patient’s caregiver is also important to
enable the patient to interact with the doctor. The findings
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of the study may provide valuable input for health policy
makers, managers, and health care professionals planning
appropriate strategies to improve patient engagement and
move forward to patient-centered care.

Conclusion

SDM is a complicated and multifaceted but meritorious
intervention that incorporates patients’ priorities, preferences,
and values into improving their health and health care. It is
important to investigate and respect patients’ culture and
social background before implementing health-promoting
strategies. The shift to SDM begins with increased awareness
among patients, families, representatives, and professionals
at various levels — direct care, organizational, and policy
making — that patients should be positioned at the core of
good clinical practice and at the center of all decisions.*
Our study first investigates and confirms several relation-
ships between Hong Kong patients’ perceptions regarding
involvement in decision-making and their socioeconomic
and health characteristics, which provide valuable and
meaningful insights for hospital administrators, research-
ers, and front-line professionals aiming to fully understand
and consider patients’ roles and feelings regarding clinical
decision-making and to design the style of decision-making
preferred by patients. It also lays a solid foundation for the
future study of patient engagement.
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