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Clinical Trial Enrolment in China: The Potential Role 

of Patient Advocacy Groups and Digital Health Networks

Purpose: Enrolment of patients in clinical trials remains a 
challenge in China and elsewhere. The emergence of patient 
advocacy groups and digital health networks provides an 
opportunity to educate potential research participants and 
involve them across the clinical trial lifecycle. An analysis of 
the size, structure, interests and functions of patient advocacy 
groups and digital health networks in China is presented. 

Methods: Surveys were sent to 121 patient advocacy groups in 
China, with follow-up by telephone or instant messaging. The 
digital health network landscape was analysed through web-
based research. 

Results: The survey identifi ed 35 patient advocacy groups, 
ranging in size from fewer than 1000 members to more 
than 10,000, that are interested in supporting clinical trials. 
Interest is strongest and broadest among large-sized groups, 
many of which want to actively contribute to patient-centric 
trials by helping to design protocols and connect patients to 
biopharmaceutical companies. These large groups use digital 
platforms popular in China, such as QQ, WeiBo, and WeChat, to 
communicate with their members. A separate analysis of digital 
health networks in China identifi ed, ranked and characterised 
almost 20 web-based platforms and more than 40 mobile apps. 
Web-based platforms have fi ve times more active users than 
mobile apps. However, the highest consumption of digital 
health information is through mobile apps.

Conclusion: China has a large and vibrant ecosystem of patient 
advocacy groups and digital health networks that provides 
clinical trial sponsors with opportunities to engage and educate 
potential participants.

Keywords: patient-centric, recruitment, mobile apps, patient 
advocacy

Introduction
Randomised controlled clinical trials remain the gold standard 
for evaluating the safety and effi  cacy of experimental medical 
interventions, but the enrolment of participants into such clinical 
trials is a long-standing problem for the industry. Research suggests 
more than half of all clinical trials are delayed because of slow 
enrolment, with one in six clinical trials taking twice as long as 
forecast to recruit participants.1 These delays add to the cost of 
developing medical interventions and increase the time it takes for 
innovative treatments to be made widely available to patients. 

Sponsors have responded to these issues by increasingly 
including clinical trial sites in China and other parts of Asia in their 
development programmes.2 Between 2008 and 2012, the proportion 
of Phase III clinical trials to include at least one site in Asia increased 
by about 10 percentage points.3 Asian sites, particularly those in 
China, have access to larger populations of potential clinical trial 
participants than their counterparts in the West. 

However, activating clinical trial sites in China is only the 
fi rst step in the process of accessing patient populations. One 
main challenge is that patients must learn of the opportunity to 

participate in a trial and decide if it is worth doing so. In China, as 
in the rest of the world4, a few individuals who are eligible to join 
a clinical trial ultimately decline to take part for various reasons. 
Furthermore, many more potential clinical trial subjects will never 
learn of the opportunity to participate in the fi rst place. 

A 2013 Research!America survey found 1% of the population of 
the United States participate in clinical trials, despite 72% saying 
they would do so on the advice of their doctor.5 A more recent 
survey by the Center for Information and Study on Clinical Research 
Participation found this preference for receiving information from 
primary and speciality care physicians is least pronounced among 
young adults.6 Among 18–to 34-year-olds, 38% of respondents listed 
physicians as their preferred source of information about clinical 
trials. This demographic placed far more value on information from 
social media, pharma company websites and family and friends 
than older cohorts. As such, clinical trial sponsors need to address 
both site activation and patient outreach – taking into account 
the communication preferences of the targeted demographic – to 
maximise the speed at which participants are enrolled into clinical 
trials.

In recent years, the emergence of patient advocacy groups and 
digital health networks has created new ways in which sponsors can 
engage with potential clinical trial participants. This trend is part of 
a broader shift  in the digital health market in China and elsewhere. 
In 2014, China’s digital health market was valued at USD $3 billion 
by Boston Consulting Group.7 By 2020, the value of the market is 
forecast to grow to USD $110 billion. The rise is underpinned by the 
increased uptake of digital health tools for disease management, 
physician-and-patient communication and health consultation.

Patient advocacy and/or support groups (patient groups that 
consist of individuals who meet, both in person and online, to 
discuss their experience with particular medical conditions) are 
part of this rapid evolution of healthcare. Many patient advocacy 
groups communicate through digital health networks, an umbrella 
term for websites and mobile apps people use to consume and share 
information, receive medical advice direct from physicians and buy 
pharmaceutical products online. 

The conversations taking place within these patient advocacy 
groups and on the digital health networks provide sponsors with 
an opportunity to engage with potential clinical trial participants. 
Sponsors have adapted slowly to this opportunity, as evidenced with 
just 11% of clinical trials in 2014 estimated to have used social media, 
digital technologies and patient groups to enroll participants.8 
Most sponsors limited their activities to North America and the 
posting of advertisements on social media, as opposed to engaging 
interactively with patients.

As such, many sponsors are overlooking the near-term 
opportunity to educate and inform people in China about clinical 
trials, as well as the more involved process of working with them to 
design more patient-centric research programmes.9

To assess the size of the opportunity being missed by sponsors, 
we conducted two surveys to evaluate the activities of patient 
advocacy groups in China and the level of use of digital health 
networks. The surveys were designed to assess the size, structure 
and interest in driving patient-centric clinical trials of patient 
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advocacy groups, and generate insights into how patients, caregivers 
and physicians are engaging with digital health networks.

Methods 
Patient Groups
To evaluate the health advocacy and support landscape in China, 
121 electronic surveys were sent to patient advocacy groups between 
September 28 and November 16, 2015. Each group was then 
contacted by telephone or instant messaging. The survey focused 
on five key therapeutic areas: oncology, rare diseases, diabetes, 
rheumatology and central nervous system.  

Digital Health Networks
An analysis of the ecosystem of digital health networks in China 
was undertaken from October 2015 to January 2016. The project used 
web-based research to gather comparative data on major digital 
health platforms, including networks involved in pharmaceutical 
e-commerce, online medical consultation and medical health 
records. 

The digital health websites and mobile applications were ranked 
using the following criteria: 
• Who are the main users?
• How many users and registered users are there?
• How frequently do users use these digital platforms?
• What are these digital platforms’ functionalities?
• Are these platforms focused on specific disease areas?
• Are there large, prominent IT firms/investors backing these 

digital platforms?
• Are any of these platforms part of a larger healthcare-focused 

firm?

This process led to the identification of the top 10 platforms, which 
then underwent in-depth profiling and analysis of their target 
audiences, primary functions, usage traffic and value propositions.
 

Websites were grouped into three categories based on whether 
they: provide general health information to patients; help patients 
to book consultations with physicians; or facilitate professional 
conversations between physicians.

Mobile apps were grouped into three categories based on whether 
they: help physicians manage patient profiles; help patients to book 
consultations with physicians; or converge interaction between 
stakeholder groups. 

Results
Patient Groups
The outreach to 121 patient advocacy groups led to the completion 
of 40 surveys, a response rate of 33%. Of the 40 respondents, 35 
expressed an interest in supporting clinical trials. 

Small-sized patient advocacy groups, defined as those with fewer 
than 1000 members, accounted for 63% of the respondents with an 
interest in clinical trials. The remaining 37% of respondents were 
evenly split between medium-sized groups, those with 1000 to 
10,000 members, and large organisations that represent more than 
10,000 people.

Among the small-sized groups, 82% have either a patient 
advocate or patient expert. All of the medium and large-sized 
groups possess such an advocate or expert. 

Between 70% and 80% of small and medium-sized patient 
advocacy groups hold face-to-face meetings at least every two 
months. Among large-sized groups, the proportion that hold 
regular face-to-face meetings is 67%. Groups that do not organise 
bi-monthly face-to-face meetings hold regular virtual gatherings. 
The fact that large-sized groups have phased out face-to-face 

meetings in favour of virtual gatherings is indicative of their high 
adoption rate of technology. 

Among small-sized groups, teleconference is the most popular 
form of remote communication. Medium and large-sized groups 
prefer to handle regular communication on digital platforms such 
as QQ, WeiBo and WeChat. 

Large-sized groups expressed an interest in all patient-centric 
activities, whereas their small and medium-sized counterparts 
limited their ambitions to sharing information and referring 
patients. 

Most or all of the large groups want to connect patients with 
biopharmaceutical companies to uncover patient insights on 
disease and treatment, work with researchers to design or improve 
clinical trial protocols and participate in round table consortiums 
with the industry to provide feedback on research outcomes. 

Most small and medium-sized groups said they would provide 
patients with information about clinical trials in general and 
advice on specific ones that may be more relevant to members. 
The majority of medium-sized groups also expressed an interest in 
referring patients to clinical trial sites. Most or all large-sized groups 
were also interested in supporting these activities. 

Digital Health Networks
The web-based research identified almost 20 digital health websites 
and more than 40 healthcare mobile applications that are used in 
China. The sites and apps support medical consultation, the making 
of appointments, patient education, pharmaceutical e-commerce 
and other digital health activities. 

Based on a 2015 report by the Boston Consulting Group, almost 
40 per cent of people in China had a smartphone in 2014 and they 
used the device for three hours a day (on average).10 Web-based 
digital health platforms had 150 million active users and around 30 
million frequently used digital health platforms on a mobile device. 
Most digital health information is consumed by users over mobile 
devices, with 58% of digital health on mobile apps, compared to 42% 
via web-based platforms. 

Guahao.com (挂号网), one of the platforms that boasts of more 
than 110 million active users, provides patients and caregivers with 
the convenience of booking their next appointment with doctors 
online. Its mobile application interface recorded more than 7 million 
downloads in November 2015, and received close to USD $400 
million in funding that same year. 

Another key player is DXY (丁香园), a large health technology 
company that has high penetration within the physician 
communities in China. Based on information shared on DXY.cn, 
the website sees an average of 1.8 million page views on a daily basis 
and tracks more than 10 million downloads of its mobile application.  

The availability of digital platforms and their widespread 
use are also driving innovative user behaviour as we see more 
patients get more resourceful in managing their health by 
harnessing information obtained from healthcare networks. There 
is an example of a patient with breast cancer searching for trials 
recruiting in China via clinicaltrials.gov. On her own, the patient 
cross-referenced the principal investigator (PI) name on www.
haodf.com, an online publisher of news and information pertaining 
to healthcare topics (similar to Web MD), physician search and 
e-Consult, and subsequently connected with the PI to explore her 
eligibility for that particular clinical trial. 

Discussion
In China, as in the West, the interconnected emergence of 
patient advocacy groups and digital networks is driving major 
changes in how people manage their health and interact with 
the healthcare system. The era of passive patients is clearly over. 
Biopharmaceutical companies in the United States and Europe have 
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begun to adapt to these changes by forging closer ties to patient 
groups, both in the physical and digital realms. 

The survey and research data presented in this paper show 
that the same forces are aff ecting China. Hundreds of patient 
advocacy groups are now active in China. The groups diff er in size, 
interests and structure, but the data suggest they share common 
att itudes toward clinical trials. Many groups, particularly the larger 
organisations, want to partner with biopharmaceutical companies 
to give their members access to research opportunities and improve 
the experience for those who do participate in clinical trials. 

These trends are manifesting in a variety of ways. Human 
development non-profi t FHI 360 has leveraged QQ, the 
aforementioned messaging platform, to provide support to 
tuberculosis patients.11 With 877 million active monthly user 
accounts as of the fi rst quarter of 2016,12 QQ can connect the 
healthcare industry to a ready-made audience made up of a sizable 
proportion of the Chinese population.

In other areas, China can learn from digital health initiatives 
undertaken in the rest of the world. Clinical trial teams in the 
United States have begun to look to patients for guidance on the 
design of clinical trial protocols.13 For example, the team behind 
a prostate cancer trial sought the input of 43 physicians and 33 
patients before sett ling on the protocol of a clinical trial. Patient 
advocacy groups were among the organisations whose input was 
sought. By broadening the pool of people who have a say in the 
design of the clinical trial, the team hoped to create a trial that will 
engage researchers and be of interest to patients.

This example comes from the United States, but China with 
its large, engaged community of patient advocacy groups and 
well-established virtual communication platforms, has the 
necessary ingredients needed to apply the model. Data from the 
survey reported in this paper suggest patient groups are keen to 
engage with biopharmaceutical companies on the design of trials. 
Furthermore, these groups are already active users of digital 
communication platforms, meaning there is a built-in mechanism 
for quickly gathering feedback from highly-informed and engaged 
communities of patients in a range of disease areas.  

Conclusion
A diverse ecosystem of patient advocacy groups has taken root in 
China. For sponsors, the presence of such groups and the emergence 
of digital networks through which they can be engaged, represents 
an opportunity to inform patients about clinical trials and learn how 
to improve the research experience for participants. 

By engaging with groups, both in person and through the diverse 
range of digital health portals and mobile apps that now exist in 
China, sponsors can learn what patients want from clinical trials. 
Then, by working with patients to incorporate their voices into 
the design of clinical trials, sponsors can design clinical trials that 
address current challenges with the enrolment and retention of 
participants. 

Given the complexity of the emerging patient and digital health 
networks, the creation of a ‘heat map’ detailing various groups that 
have an interest in supporting clinical trials will prove helpful for 
sponsors to guide the selection of which patient advocacy groups 
to engage with.  

Through industry-patient collaborations, China can also 
enhance its status as an att ractive location for conducting global 
clinical trials.
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