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Abstract

Objectives: This study explored patient involvement in healthcare decision-making in the Asia
Pacific region (APAC) by identifying roles and factors influencing differences between health-
care systems. Proposed recommendations to enhance patient engagement were made.
Methods: This systematic literature review was conducted using studies from Australia, China,
Japan, Malaysia, New Zealand, the Philippines, South Korea, Singapore, Taiwan, and Thailand.
Studies were included if they provided data on patient involvement in health technology
assessment (HT'A) and/or funding decisions for medicines. Extracted data were scored accord-
ing to eleven parameters adapted from the National Health Council (NHC) rubric, which
assessed the level of patient involvement in healthcare system decision-making.

Results: We identified 159 records between 2018 and 2022, including methodology guidelines

from Government websites. Most mentioned parameters were patient partnership, patient-
reported outcome, and mechanism to incorporate patient input. Limited information was
available on diversity and patient-centered data sources. Tools for collecting patient experience
included quality-of-life questionnaires, focus groups, interviews, and surveys, with feedback
options like structured templates, videos, and public sessions.

Beyond input in assessment process, involvement of patients in decision-making phase has
evolved within HTA bodies over time with considerable variation. Few APAC healthcare
systems involve patients in the appraisal process as members of the recommendation or
decision-making committee.

Conclusions: The findings indicate that while patient involvement in pharmaceutical reim-
bursement decisions exists, improvements are needed. Effective integration of patient input
requires transparency, education, and resource planning. This study establishes a baseline to
track progress and assess the long-term impact of patient involvement.

Introduction

“Patient centricity” is an increasingly important concept for healthcare decisions, although what
it means and how it is realized vary considerably. This concept is founded on the tenet that to
ensure healthcare decisions meet patients’ needs and expectations, patients must be involved in
the process (1-5). Healthcare systems in the Asia Pacific (APAC) region are diverse. From a
financing perspective, some use universal healthcare, some are self-pay, and most combine both.
Health Technology Assessment (HTA) principles and methodologies were introduced in many
APAC countries to guide funding decisions, especially for new health technologies (6). These
processes are largely based on systems from the United Kingdom or Australia with a primary
focus from payers’ perspective. Local adjustments have been made to accommodate each
! ; country’s individual economic, social, geographic, and cultural environments, along with their
provided that no alterations are made and the R o9 L. L. R
original article is properly cited. The written healthcare system and technological priorities and capacities. Notably, the application of HTA in
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and/or adaptation of the article. According to the internationally accepted definition of HTA by the International Network of
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the value of a health technology at different points in its lifecycle. The purpose is to inform
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decision-making in order to promote an equitable, efficient, and
high-quality health system (4). Patient involvement was not ori-
ginally a core HTA element, but it is now standard, with expect-
ations for HTA bodies to include patient input. Throughout this
paper, HTA is used according to the definition provided above,
rather than being narrowly defined as solely cost-effectiveness or
budget impact.

With the advancement of medicine, direct patient input is
increasingly recognized as relevant and even critical to the HTA
process, enhancing the understanding of what is significant and
most important to patients, especially for diseases that are less
understood. The traditional HTA primarily relies on data from
randomized controlled trials, as these are considered the gold
standard of evidence (7). However, more targeted therapies, such
as cell and gene therapies and histology-dependent therapies
have been developed as well as therapies for rare diseases or
diseases with small patient populations. These new technologies
and many “first-in-disease” therapies are meaningful for individ-
uals living with the conditions. However, research and regulatory
review face unique challenges, including pragmatic study designs
and a lack of validated endpoints to measure clinical outcomes
and quality of life. It also created challenges for the subsequent
HTA process, requiring additional trials, extended real-world
monitoring, and substantial pricing discounts to deal with the
inherent uncertainty.

This paper attempts to identify the evolution of patient involve-
ment in HTA processes in various healthcare systems across APAC.

Methods
Search strategy and data sources

A systematic literature review (SLR) was conducted using the
meta-ethnographic approach, following the Cochrane Collabor-
ation and Preferred Reporting Items for Systematic Reviews and
Meta-Analysis (PRISMA) guidelines (8;9). A comprehensive lit-
erature search was conducted on the OVID platform, including
the EMBASE and MEDLINE databases, covering the period up
to December 2022. Conference abstracts from the International
Society for Pharmacoeconomics and Outcomes Research (ISPOR)
and HTAi published between 2018 and 2022 were also included.
Additional relevant reference documents such as guides,
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newsletters, and reports were extracted as part of a grey literature
search, which included government websites for HT A and related
healthcare websites. This review employed a comprehensive
search strategy using key terms such as “patient perspective,”
“patient involvement,” “patient-reported outcomes,” “PRO,”
“PROM,” “quality of life,” “QoL,” “HRQoL,” and “health tech-
nology assessment,” “HTA,” as well as related terms like “value
assessment” and “pricing and reimbursement” (Supplementary
Tables S1 and S2).

Study selection criteria

Studies were included if they covered patient involvement in HTA,
patient engagement in the value assessment framework, and/or the
use of patient-reported outcome measures (PROMs) in the APAC
healthcare systems. This search specifically focused on Australia,
China, Japan, Malaysia, New Zealand, the Philippines, South Korea,
Singapore, Taiwan, and Thailand. Studies that were not related to
HTA or focused on health promotion purposes and published in
languages other than English were excluded. However, government
HTA websites and related information in non-English languages
were accessed for relevant information.

Two reviewers independently screened all retrieved citations
based on pre-defined criteria, with discrepancies resolved by a third
reviewer through consensus. Multiple publications from the same
study were linked and extracted as a single study.

Thematic coding process and mapping parameters

The thematic coding process was designed to ensure rigorous and
transparent categorization of qualitative data, with specific criteria
for theme development, coding structure, and validation proced-
ures. The process involved adapting eleven mapping parameters
from the National Health Council (NHC) rubric, which were
grouped into two thematic categories: “How” and “What.” Full-
text publications of all included studies were categorized by their
country of origin, and the presented data were systematically
analyzed using the adapted framework (Figure 1, Supplementary
Table S3) (10;11). Each study was assessed against the modified
mapping parameters, ensuring consistent evaluation across diverse
methodologies. To ensure reliability, the coding process was inde-
pendently reviewed by two reviewers. In case of disagreement, a

H1 Patient Partnership

H2 Transparency to Patients I NA

H3 Representaliveness of Patients NA NA NA

H4 Diversity™ NA NA NA . [ NA NA
HOW

H5 Patient-centered Data Sources & Methods NA NA NA NA NA NA NA NA NA NA

HE Timeliness NA NA NA

H7 Govemance NA NA

H8 Mechanism to incorporate patient input and perspective NA

w1 Qutcomes Patients Care About - PRO

w2 WHAT Qutcomes Patients Care About - Societal perspective NA

w3 Qutcomes Patients Care About - Patient preference / expectation NA

Figure 1. Healthcare system scoring of APAC countries.

NA: Not available, because the parameter is identified as a gap. * Limited information is published around diversity with acknowledgment that diversity consideration factors vary
across APAC, making standardization, scoring, and comparison across systems challenging.
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third reviewer was brought in, enhancing the robustness and trans-
parency of the thematic analysis. The subsequent analysis of these
texts included a more in-depth categorization of the presented data
using NHC adapted mapping parameters to Capture the Patient
Voice” (10). Founded in 1920, the NHC drives patient-centered
health policy through its core membership of leading advocacy
organizations. Its rubric framework helps patients and healthcare
stakeholders evaluate patient-centered attributes and guide mean-
ingful engagement in their activities (10;11).

Patient engagement is defined as the process of engaging the
patient or patient community, relying on patient expertise,
and evaluating patient engagement throughout the process
(10;11). The “How” category included eight parameters: patient
partnership, transparency to patients, representativeness of
patients, diversity, patient-centered data sources and methods
(variety of sources of patient-centered data which were collected
using both qualitative and quantitative methods), timelines
(of soliciting input, such as in case of patient input for a trial,
the input should be sought prior to finalizing the protocol),
governance, and mechanism to incorporate patient input. Gov-
ernance and mechanism to incorporate patient input were added
to the existing NHC rubric parameters based on the authors’
discussion and alignment, considering the comprehensiveness
and relevance to the APAC region. The “What” category includes
“outcomes patients care about” from the NHC rubric and further
breaks down into three distinct parameters comprising patient-
reported outcomes (PROs), societal perspective, and patient pref-
erence/expectation to provide clarity on the outcomes that patients
care about and types of input from patients (Supplementary
Table S3).

PRO is any report of the status of a patient’s health condition
that comes directly from the patients. PRO tools are developed to
capture important health aspects from patients. Societal perspec-
tives encompass broader public interests, including impact on
the welfare of the whole society, for example impact on product-
ivity (10;11). Patient preference/expectation focus on the lived
experiences, specific healthcare needs, and priorities of individ-
uals, highlighting the personal impact of medical decisions and
interventions.

Data extraction and scoring of parameters

Each citation was tagged for the relevant parameters for the
respective healthcare system. The parameters were further rated
on a five-point Likert scale as high (5), medium (3), or low (1),
based on the rationale as well as the definition of “meaningful
and insufficient activities” for each of the parameters from the
guide “The NHC Rubric to Capture Patient Voice” (10). Mean
value of each parameter’s score was calculated for every health-
care system. Each healthcare system was evaluated based on
eleven parameters. For each parameter, the number of times it
was tagged was multiplied by its assigned score (5, 3, or 1).
Then, the total score for each parameter was calculated by
adding up these values. This total score was divided by the total
number of studies. Finally, a percentage score was calculated by
dividing the total score by 5 (the highest possible score)
(Supplementary Table S4). During the data extraction process,
parameters were labeled as “not available/NA” for cases where
no articles were retrieved. A heat map (Figure 1) was generated
using the average values of the parameters from the rubric to
illustrate the assessment of the patient centricity of each reim-
bursement system.
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Results
Study characteristics

A total of 159 records were included in the SLR, consisting of fifty-
eight full-text articles acquired from OVID databases, twenty-eight
abstracts sourced from conference proceedings, and seventy-three
records from grey literature search (Figure 2). Among the identified
studies, Australia contributed the highest number with a total of
60 studies, followed by Taiwan (n = 25), Thailand (n = 25), Japan
(n = 18), South Korea (n = 16), China (n = 12), Malaysia (n = 12),
New Zealand (1 = 12), the Philippines (n = 12), and Singapore (n=7).
Where studies reported data from multiple healthcare systems, they
were counted separately in each relevant healthcare system.

Health care system funding decision and patient’s role

Table 1 summarizes funding decisions and patients’ roles across
APAC countries. Beyond patient submissions to the assessment
process, the involvement of patients in the appraisal (decision-
making) phase has also evolved within HTA bodies over time, albeit
with considerable variation. Overall, the tools for collecting patient
experience are varied, including “QoL” questionnaires, focus groups,
individual interviews, portals for testimonials, and comprehensive
surveys. The options for feedback include structured templates,
testimonial videos, closed sessions, and public sessions. Only a few
systems, such as Australia, South Korea, and Taiwan, have patients
participating in the appraisal process as members of recommenda-
tion or decision-making committees. For Australia we focused on
Pharmaceutical Benefits Advisory Committee (PBAC) process.
Thailand, Singapore, and the Philippines have some processes in
place for including patient input; however, patients are mostly
involved passively as subjects of inquiry, with limited roles in
decision-making. In contrast, the formal process involvement of
patients in decision-making is still not reported in China and Japan
as of the data collection cut-off date.

Parameter mapping

Through this comprehensive mapping of patient-centric param-
eters across APAC healthcare systems, key parameters were iden-
tified as most frequently mentioned in the literature. These were
patient partnership (n = 107), followed by patient-reported out-
come (n = 70), mechanism to incorporate patient input (n = 65),
transparency (n = 58), patient preference/expectation (n = 41),
governance (n = 29), timeliness (n = 22), societal perspective
(n = 21), representativeness of patients (n = 21), and diversity
(n =10). There were no references to patient-centered data sources
and methods.

Although the frequency of identified parameters does not fully
represent the value of patient involvement or its acceptance by
decision-makers, the results indicate that Australia, Taiwan, and
Thailand report more comprehensively on patient involvement in
reimbursement decisions compared to other jurisdictions. Some
countries, such as Thailand, Singapore, and the Philippines, have
processes for including patient inputs in HTA decision-making;
however, further refinement of the process is required to ensure
meaningful inclusion of patient participation by decision-makers.

Scoring and heat map

In the heat map (Figure 1), few parameters fall on the extremes of
the color spectrum, and most show color gradients amongst


http://doi.org/10.1017/S0266462325000224
http://doi.org/10.1017/S0266462325000224
https://doi.org/10.1017/S0266462325000224

Identification of studies via databases

Records identified from
databases (n=6,438)

c
2
2
8
L=
=
€
7}
L)

‘ Removed duplicates (n=110)

Wong-Rieger et al.

Identification of studies via other methods

1
Additional records included \

from Grey Literature (n=73) r

Abstracts identified from r
Conference (n=2,070)

[ISPOR (n=758)
HTAi (n=1,312)]

1

4-‘ Removed duplicates (n=796)

Records screened (n=6,328) —

!

Records excluded (n=6,131) | ’ Abstracts screened (n=1,274) ‘ .'l Abstracts excluded (n=1,246) l

Screening

Full text excluded due to non-
conformity to inclusion criteria
(n=139)

1
Full text articles assessed for ; ‘
eligibility (n=197) ‘

l |

Citations included in

Included

Abstracts included in
qualitative synthesis (n=28) I

Data Extraction

qualitative synthesis (n=58)

Figure 2. PRISMA flowchart.

different countries. The majority of the parameters for most coun-
tries range from light green to dark yellow (i.e., good to moderate).
This can be interpreted as varying degrees of efforts being made to
improve patient engagement in the respective healthcare systems.
The challenges in scoring patient input parameters are especially
evident in diverse contexts within the APAC markets. While some
healthcare systems like Japan, South Korea, and Taiwan exhibit a
more uniform ethnic composition, other APAC markets show
greater variability. Parameters such as “societal perspective” had
particularly poor representation, with most countries leaning
towards the darker yellow and red zones (moderate to poor). Even
the otherwise “green” healthcare system in Australia demonstrated
gaps in the parameter of incorporating a societal perspective.

Discussion

This SLR provides an in-depth analysis of patient involvement
in value assessment frameworks and examines its implications
for HTA decision-making in the APAC region with the caveat
that patient involvement is sometimes informal, occurring in
verbal or group settings, and with limited public record available
in written literature. The study findings indicate inconsistencies
in what inputs were collected from patients and how patient
input is collected and used (qualitatively and quantitatively) by
HTA agencies in APAC. Budget impact and economic analysis
are the primary focus in decision-making, with patient input
and PROs often considered supplementary; however, there is a
growing need to shift toward incorporating patient value more
prominently in the evaluation process. Especially in healthcare
systems that heavily rely upon ICER thresholds for decision-
making, there is a need for greater clarity on how decision-
makers weigh the patient input versus the output of an eco-
nomic model.

Most importantly, the lack of transparency regarding how
patient input influences decision-making poses a significant

https://doi.org/10.1017/50266462325000224 Published online by Cambridge University Press

& Analysis
(n=159)

challenge. While conducting the SLR, it was unclear how patient
input affected the final HTA recommendation or decision regard-
ing access for individual therapies. Across all the reviewed HTA
processes and health systems, patient engagement was recognized
as critical, yet the absence of transparency on how these inputs were
used in decision-making hampers the ability to assess its actual
impact. For instance, established practices like informal dialogues
between healthcare stakeholders and patient organizations in
Australia, which often occur outside the standard framework for
patient input, are not captured (13). This omission may overlook
important but undocumented aspects of patient involvement in
decision-making processes. Certain healthcare systems, such as
Taiwan, Australia, and Germany, address this issue by involving
patients as a part of decision-making bodies, thereby augment-
ing the patients’ voice and, more importantly, accountability
(1;13;37;41-43). Including patients in decision-making bodies in
these healthcare systems enhance transparency by integrating
patient perspectives into formal processes. This fosters inclusivity,
provides a direct channel for patient input, and clarifies decision-
making. The approach builds trust in healthcare systems and
reinforces accountability and commitment to patient-centered
care. A recent progress in Singapore (established after the review
period of this study) includes the official invitation for patient
representatives to contribute to the HTA process by nominating
technology for evaluation and providing testimonials to inform
HTA and funding decisions. It is reported that 85-89 percent of
HTA reviews in 2022 and 2023 included patient input (44;45).
However, data is not yet available on how many technologies
nominated by patients were selected for evaluation by the Singa-
pore decision-making committee, nor is it clear how these patient
insights informed funding decisions and weighed up against the
quantitative inputs.

This study also highlighted the gap of policymakers making
informed and equitable decisions by adopting a societal perspective
and considering the impact of healthcare decisions on the larger
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Table 1. Summary of healthcare system funding decision and patients’ role

Healthcare system

Summary

Australia (Well established Cost-effectiveness
system)

Australia’s universal healthcare system, Medicare, is funded by the Commonwealth Government and
subsidizes medications listed on the Pharmaceutical Benefits Scheme (PBS), requiring minimal copay-
ments from beneficiaries. The Pharmaceutical Benefits Advisory Committee (PBAC) is responsible for
assessing reimbursement applications and advising the Ministry of Health (MoH) on subsidizing products
through the PBS, primarily relying on cost-effectiveness evaluations (3;12;13).

Consumer representatives actively participate in PBAC committee meetings, and avenues for patient
engagement include online and offline submissions, sponsor hearings, consumer hearings, and stake-
holder meetings (12;13). Since 2014, the PBAC has formally integrated consumer comments into the
Public Summary Documents (PSDs) that accompany their decisions. Nevertheless, it’s essential to
acknowledge that not all PBAC agenda items receive consumer input, and structured feedback on
patient contributions is lacking in the “Consumer Comments” section of PSDs. Furthermore, there have
been identified limitations in the current process, such as insufficient consumer engagement on many
submissions and shortcomings in the reporting and analysis of consumer comments (13).

The Australian Government Department of Health (the Department) introduced bilateral Pharmaceutical
Reform Agreements (PRAs) from 2001 to support the implementation of the PBS in hospitals, and these
agreements are now in place with all states and territories except New South Wales and the Australian
Capital Territory.

China (Clinical effectiveness system, budget driven)

The National Reimbursement Drug List (NRDL), managed by the National Healthcare Security Admin-
istration (NHSA), provides medication subsidies to 96% of the population. NRDL has undergone annual
updates since 2017 (14;15).

Currently NRDL lacks a formal process for patient involvement, with only occasional reports of patient
group participation. There is a lack of transparency in terms of how patient groups were engaged and
what specific input is considered in the decision-making process (14;15).

Japan (Clinical effectiveness in price and
reimbursement decision. Cost-effective process
to adjust price post reimbursement.)

All citizens are covered by a universal public insurance system. Once approved by the Pharmaceuticals
and Medical Devices Agency (PMDA), the Ministry of Health, Labour and Welfare (MHLW) makes decisions
regarding the pricing and reimbursement of approved drugs within a period of 6090 days (16). In April
2019, a cost-effectiveness analysis review process was formally implemented for selective products that
are anticipated to significantly burden the National Health Insurance (NHI) budgets in adjusting price
post-reimbursement (16;17).

There is a limited role for patient involvement in the MHLW decision-making process. On the other hand,
the PMDA, being the regulatory agency, issued the “Guidance on Patient Participation” in 2021. This
guidance aims to foster patient participation in drug development, approval reviews, and safety
measures (16;17).

Malaysia (Budget managed focus)

Malaysia’s healthcare system comprises both a government-based universal healthcare system and
private healthcare services. The Ministry of Health’s (MOH) Pharmaceutical Services Program (PSP)
oversees the Medicines Formulary (MOHMF), commonly known as the Blue Book, which catalogs
authorized medicines for use in MOH facilities. For the listing of new medicines or additional indications,
a budget impact assessment is a mandatory requirement (18). Malaysian Health Technology Assessment
Section (MaHTAS) a separate organization, conducts periodic Health Technology Assessment (HTA)
evaluations, albeit with limited influence on the inclusion of medicines in the MOHMF (19;20).

Patient involvement in processes related to listing or HTA assessments for medicines is currently lacking.
The challenges persist, including a lack of patient awareness about constraints within the public
healthcare setting, restricted access to innovative medicines, and low levels of health literacy (19;20).

New Zealand (Budget management focused)

New Zealand’s healthcare system operates as a single-payer universal public system, primarily funded by
public taxes. Medications require approval from Pharmaceutical Management Agency (PHARMAC) to be
subsidized (14;21).

The involvement of patients is a relatively recent process within the healthcare system. Presently, a more
formalized mechanism exists specifically for rare diseases, such as the rare disorder subcommittee
meeting (14;21;22). However, for other diseases, patient involvement heavily relies on the consumer
advisory committee. The process of integrating patient input involves utilizing various mediums, such as
forms, media stories, petitions, and written submissions. Reports suggest a limited impact of patient
input, along with concerns about the lack of transparency, feedback regarding the process, and support
from assessment agencies (2;22).

the Philippines (Moving toward Cost-effectiveness)

The Philippine healthcare system comprises both a government-based universal healthcare system and
private healthcare. Department of Health (DOH) and PhilHealth jointly fund Universal Health Care,
leveraging HTA as a crucial strategy for achieving this objective (23;24).

Health Technology Assessment Council (HTAC), an independent advisory body, aids DOH and PhilHealth
in decisions regarding publicly funded health interventions and technologies. Comprised of diverse
experts and a citizen’s representative, HTAC introduced the first HTA process guide (2020) that
emphasizes patient input. Additionally, the HTA Philippines Social Values Guide (2022) offers a frame-
work for fairness in decision-making (23;24). There is limited available information regarding the
implementation of these new HTA processes. It remains uncertain how decision-makers weigh the HTA
assessment against ethical, legal, and social implications, where the patient perspective is involved
(23;24).

South Korea (Cost-effectiveness system)

A new drug listing in NHI involves a two-step process, beginning with the Health Insurance Review &
Assessment Service (HIRA) HTA process and followed by National Health Insurance Service (NHIS) price
negotiation. The Citizen Committee for Participation, established in 2012, primarily focuses on

(Continued)
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Table 1. (Continued)

Healthcare system Summary

expanding NHI benefit coverage. Single-payer National Health Insurance covers 97% of the population
(25).

« In 2015, patient safety legislation spurred greater attention toward involving patients in funding
decisions. Patient group representatives actively participate in the Drug Reimbursement Evaluation
Committee (DREC), which is part of the HIRA HTA process (25-27). However, they face challenges related
to the technical language, a shortage of patient representatives, a lack of a systematic process for
integrating patient input, and difficulties in incorporating qualitative information. Reports indicate a
limited impact of patient input, along with concerns regarding transparency, feedback on the process,
and support from assessment agencies (26;28).

Singapore (Cost-effectiveness system) « Singapore’s healthcare system combines both public and private care provision. Healthcare financing
emphasizes shared responsibility between the government and individuals, demonstrated through
various nationwide schemes (13;29). These include mandatory basic health insurance (MediShield Life),
mandatory medical savings (MediSave), and the option for private insurance to enhance healthcare
coverage (30-32).

« Government-funded financial relief comes in the form of subsidies provided to eligible patients based on
means testing. However, subsidized technologies require evaluation first from the local health tech-
nology assessment agency, the Agency for Care Effectiveness (ACE), to ensure clinical effectiveness and
cost-effectiveness (33) and subsequent approval by Ministry of Health Advisory Committees. Operating
under the Ministry of Health, ACE plays a crucial role in HTA and clinical guidance. Their mission is to
support healthcare providers, patients, and payers in making well-informed decisions about care
delivery. ACE conducts HTAs, develops and publishes healthcare guidelines, and provides educational
resources to achieve this objective (34).

« In 2021, ACE initiated the Consumer Engagement and Education (CEE) team to promote patient
involvement in their operations and co-developed all processes with local patient organizations. This
engagement involves inviting patients to suggest which health technologies should be evaluated,
identifying local unmet clinical needs, collating patient testimonials on various health technologies to
inform HTAs, and co-developing plain language educational resources with local patient organizations to
meet their information needs (35). Diversity-related information in the context of rare conditions remains
limited, highlighting the need for inclusive data that reflects the country’s multi-ethnic population
(13,35). Currently, patients’ inputs serve supplement and validate ACE’s HTA evaluations. These inputs
are considered by the MOH advisory committees when making funding recommendations. However, it’s
unclear whether patients’ inputs are integrated into the technical HTA evaluation (e.g., economic
modeling) and the extent of their influence on technology funding is uncertain (36).

Taiwan (Clinical effectiveness, budget management  « In Taiwan, over 99.9% of citizens are covered by the National Health Insurance (NHI). Upon Taiwan Food
focused) and Drug Administration (TFDA) approval, drug manufacturers can submit reimbursement applications
to the National Health Insurance Administration (NHIA) (37).
The second-generation NHI Act’s Article 41, established in 2013, legally allows patient participation in
reimbursement decision-making. In 2015, an online platform was created to gather patient opinions on
drugs and medical devices under review (37). Since 2016, the Pharmaceutical Benefit and Reimburse-
ment Standard (PBRS) joint meetings have included patient organization representatives as non-voting
members to express their views. Instead of relying solely on two patient representatives, topic-specific
patient group representatives are encouraged to share their experiences, in addition to online platform
submissions. The value of the patient perspective in HTA is increasingly recognized. However, the specific
impact of these decision-making processes remains unclear (37).

Thailand (Cost-effectiveness system)

Thailand implemented the first universal health coverage in Southeast Asia, comprising three public
schemes: Civil Servants Medical Benefit Scheme (CSMBS) for civil servants, Social Security System (SSS)
for private employees, and universal coverage for the general population. Medical benefits in SSS and
universal coverage are governed by National List of Essential Medicines (NLEM), and drug inclusion in
NLEM undergoes HTA evaluation. The country maintains a fixed cost/ quality-adjusted life years (QALY)
threshold of 160,000 Thai baht (THB) (approx. USD 5,000/QALY), restricting access to many innovative
products for patients unable to cover the costs themselves or through private insurance (38;39).
Patient involvement occurs in prioritizing and nominating topics for NLEM. One patient representative
serves on the NLEM committee and contributes to the appraisal and decision-making stages. HTA
evaluations primarily prioritize cost-effectiveness, with limited clarity on the extent of patient input
beyond health-related quality of life (HRQoL) for utility calculations and direct non-medical costs (40).

community. While many existing HTA guidelines in APAC allow
for a societal perspective, focus on assessing the societal impact
when making decisions is limited (24;35;36).

Our study found that “representativeness” as outlined in the NHC
rubric, has not been well-established in the literature, in addition,
no literature on “patient-centered data sources or methods.” In
NHC Rubric, this was mentioned as having credible sources for
effectively incorporating new information while considering the
diversity of patient populations and outcomes. No literature using
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patient-generated health data, such as registries could be identi-
fied, as these data sources are often reactive rather than proactively
established in APAC.

The modified NHC Rubric framework provides a versatile tool
for evaluating key elements of patient-centeredness with adequate
specificity into the domains of patient engagement. This adaptation
considers various contextual factors, such as cultural differences
and local practices, ensuring that the framework is applicable,
actionable and relevant in a wide range of settings (10;11).
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Emerging research is expanding the evidence base for patient
input, encompassing qualitative evidence and inputs to comple-
ment and enhance the QoL data captured in validated multi-
attribute utility instruments such as the EQ-5D. These additional
inputs may include mechanisms to incorporate patient input and
perspective, including patient surveys, testimonials, vignettes,
and clinical expert contributions. They offer insights into various
dimensions of the patient experience that are not captured in
QoL data, thereby increasing the value and relevance of patient
engagement in funding decisions. Decision-makers could con-
sider this qualitative evidence in conjunction with quantitative
(cost/quality-adjusted life years [QALY]) evidence if this was the
current practice.

The study findings did not observe a direct relationship
between the level of patient engagement and the overall access
to medicines, as evident from metrics like the Global Access to
Medicine Index (e.g., Japan surpassing Australia) (46). It is
important to note that our implicit assumption is that increased
patient access to medicine is the primary goal of patients involve-
ment. However, this may overlook other significant objectives
such as equity or improved patient experience. Furthermore,
assessing the impact of patient involvement is inherently challen-
ging due to the limited transparency in how patient input is
considered along with other evidence, such as clinical benefits
and improved quality of life.

This study focuses on highlighting trends and patterns in
reported outcomes of patient involvement rather than esta-
blishing causal relationships, providing insights into the diverse
practices across HTA systems. Nevertheless, this lack of direct
correlation can be attributed to several factors. In some healthcare
systems, patient engagement or input may have limited impact, as
most provided information is condensed into a QALY score. The
QALY framework tends to confine patient input to a single quan-
titative measurement of utility through health-related QoL
(HRQoL), potentially not adequately valuing the significance of
the patients’ voice. This method, combined with a willingness-to-
pay threshold, outweighs the patient input in the decision-making
process (44;46;47). If the cost/QALY data is preferred without truly
considering the patient’s perspective and values, this may poten-
tially result in neither improved outcomes nor better acceptance of
the decision.

On the contrary, other systems outside of APAC, such as that of
Germany, a clinical effectiveness HTA system, demonstrate alter-
native methods for valuing and weighing patient input. Entities like
the Institute for Quality and Efficiency in Health Care (Institut fiir
Qualitdt und Wirtschaftlichkeit im Gesundheitswesen, IQWiG)
and Federal Joint Committee (G-BA) conduct a clinical benefit
assessment focusing on “patient-relevant” endpoints—mortality,
morbidity, and HRQoL —mandated by German law (48). While
these endpoints are narrowly defined, meeting them may resultin a
higher clinical benefit rating, ensuring more consistent and timely
patient access outcomes.

With diverse healthcare systems in APAC, there are ample
opportunities for patient involvement in HTA decision-making,
especially in systems undergoing rapid evolution. Progress is being
made by involving more patient input in the decision-making, but
the outcomes of decision-making need to be tracked.

Promising trends include the Scottish Medicines Consortium’s
(SMC) ultra-orphan drug framework, which enables broader con-
sideration of aspects important to patients beyond the QALY,
including joint statements from patients and clinicians that high-
light treatment benefits not captured in the QALY or standard
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economic model (49). Examples include summaries about the
impact of a condition and the burden of treatments presented by
patients. This has provided valuable context for the SMC, aiding
appraisal committee members in assessing the true value of a new
treatment. This approach is particularly crucial for patient inputs
related to rare diseases, where small patient populations and sig-
nificant variability in disease presentation limit the utility of generic
instruments.

Moreover, there is a need for a deeper understanding and
acceptance of PRO instruments that solicit feedback on patient
experiences with rare diseases. This can be achieved systematically
by addressing challenges like data paucity, patient heterogeneity,
limited access to comprehensive patient registries, variability in
disease progression, and lack of standardized measures across
studies and clinical settings.

This study exhibits several strengths. First, we used robust meth-
odology by adapting the existing NHC Rubric and adapting it for
suitability, including perspectives from patient advocates, ensuring
methodological rigor, and enhancing the study’s comprehensive
approach (50). Second, the study systematically assessed researched
parameters on patient perspectives in APAC’s value assessment
frameworks. Third, the study offers valuable insights for policy-
makers and stakeholders seeking to improve patient outcomes and
make informed healthcare decisions in the APAC region. The study
highlights the absence of standardized terminology and the chal-
lenges posed by diverse stakeholder perspectives in consistently
evaluating patient involvement. Definitions of ‘patient partner-
ship’ vary across jurisdictions and stakeholder groups, influ-
enced by cultural, regulatory, and institutional differences.

Despite the approach employed, this study consists of the
following limitations. It is not clear why some health systems rank
highly in one parameter and not others. We cannot conclude that
few or no publications on one parameter mean that the parameter
is of less interest or use to the HTA body. Variability in the
available English literature creates information gaps, particularly
concerning parameters such as patient-centered databases,
methods, and diversity. Challenges also exist in assessing the
impact of patient input due to a lack of standardized metrics,
terminology and transparent decision-making processes across
healthcare systems. This study is constrained by the varying levels
of maturity in patient involvement among HTA bodies, with more
robust findings derived from well-established systems in Australia,
Taiwan, and Thailand. Developments in Singapore and the Philip-
pines occurring after the SLR cutoff may not be reflected. Moreover,
the study is limited by an overrepresentation of English-speaking
countries, whose practices are more commonly documented in
journal publications, reducing its ability to fully capture the per-
spectives of non-English-speaking regions. Additionally, differ-
ences in data sources among APAC systems have influenced the
scoring matrix, and thus, caution should be adopted while making
any cross-system comparisons. Another limitation of this study is
the exclusion of specific statewide formulary committee processes
for in-patient hospital settings in Australia to maintaining the
focus on the evaluation mechanisms for medicines in the public
healthcare system. However, these observations do not diminish
the significance of patient input; rather, they highlight the import-
ance of continuous improvement to measurably enhance these
frameworks. These include enhancing mechanisms for patient
involvement in value assessment processes and ensuring robust
integration and utilization of patient perspectives in decision-
making and providing transparency over how the patient input
was used during the decision-making.
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Future directions and recommendations

The findings of this study suggest that strategies for patient involve-
ment need to be more effectively aligned with the local context.
Each system must consider its unique societal value and healthcare
infrastructure when developing and implementing patient engage-
ment frameworks. Moreover, there is a need for more structured
methods to integrate patient input, extending beyond the current
scope of value assessment frameworks. Additionally, how improved
patient involvement relates to outcomes is a potential area for
future research.
Based on the study, we propose recommendations below:

1. Adopt a broader perspective, considering the impact of health-
care decisions on family and community. Instead of a “one-size-
fits-all” solution, a broader perspective should be considered
from the viewpoint of what matters to patients with respect to
the specific condition under evaluation.

2. Enhance patient involvement documentation through written
records, ensuring transparency. Encourage publishing patient
contributions, not just verbal or group discussions and articulate
the impact of patient input in decision-making:

o Outline how patients’ input (both quantitative and qualita-
tive) was incorporated into funding decisions via structured
feedback in existing public summary documents or through a
dedicated patient feedback statement.

3. Facilitate sharing among systems and patient organizations to
learn about the conditions for impactful patient engagement:

« Patient advocates with personal experience and knowledge of
desired outcomes and conditions for access can have an
effective voice in decision-making processes.

« Patient advocates with skills and knowledge to influence both
the system and decision-makers should participate in policy-
making and funding/reimbursement decisions.

o Public and community support of the patient voice and
support for patient outcomes and access can be improved
with increased awareness.

o Policymakers need to be supportive of patient engagement,
value patient outcomes and educate patient advocates on
HTA processes and available scope for contribution.

4. Identify best practices to guide the integration of both qualitative
patient input and quantitative PRO/QoL instruments in funding
decision-making.

5. Ensure that policies for patient input are tracked over time and
correspond to improvement in overall patient access.

Conclusion

Patient perspectives within value assessment frameworks in APAC
reveal a heterogenous landscape and healthcare decision-making
varies significantly across APAC health systems. The study findings
underscore the necessity for a more comprehensive understanding
and research of the factors that contribute to enhancing patient access
beyond the current scope of value assessment frameworks and the
implementation of changes to measurably improve these frameworks.
Our findings emphasize the pressing need for greater incorpor-
ation of patient input in decision-making. Encouragingly, various
APAC health systems have initiated steps to enhance patient involve-
ment in HTA processes. However, substantial room for improve-
ment remains. Refining the value assessment framework to prioritize
a clear reflection of patient value in healthcare decision-making can
bring us closer to the goal of achieving a better patient outcome.
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