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Abstract 

Clinical trials help advance medical science, but participation in India remains low due to 

lack of awareness and safety concerns. This study surveyed 852 participants (median age 21 

years) to assess their awareness, perception, and willingness to participate in clinical 

research. 

Over 85% were aware of clinical trials, with hospitals (44.2%), social media (40.2%), and 

print media (40.2%) being key sources of information. Many saw trials as a way to access 

new treatments (63.4%), but concerns about safety (59.7%) and fear (50.8%) limited 

participation. 

To improve involvement in clinical research, addressing safety concerns and building trust is 

essential. 
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Abstract 

Clinical research can improve healthcare in India, but lack of trust, awareness, and fear of 

being a “guinea pig” remain challenges. This study aimed to train Patient Advocacy Groups 

(PAGs) to educate patients and make them active partners in research. 

The PACER program included an online course and workshops on clinical research, ethics, 

and informed consent. 48 participants from 20 PAGs (focused on cancer, diabetes, and rare 

diseases) took part. 30 participants completed the course with an average score of 23.9/30, 

and 140 participants joined focus group discussions. 

The program led to a 9.4% improvement in knowledge, showing that training PAGs can 

increase patient awareness and trust in clinical research. 
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Abstract 

Good Clinical Practices (GCP) are vital for ethical, patient-centric research, but standard 

training may not fully prepare ethics committee members, especially laypersons and social 

scientists. This study explores a patient-driven training program (PACER) to improve 

awareness of research ethics and GCP among patients, advocates, and ethics committee 

members. 

A workshop with 116 participants was conducted, with 91 completing pre- and post-training 

assessments. Before the workshop, only 16.5% understood ethical considerations for 

vulnerable populations, while 69.2% were aware of data governance. Post-workshop results 

showed a 5.4% improvement in knowledge. 

PACER training helps bridge knowledge gaps, ensuring better ethical oversight and patient 

engagement in clinical research. 
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Abstract 

Patient Advocacy Groups (PAGs) help bridge the gap between patients, researchers, and 

clinical trials, but they need proper training to raise awareness. This study assessed the 

knowledge, awareness, and impact of PAGs through the PACER awareness program using a 

questionnaire and focus group discussions (FGD). 

Among 185 participants, 97.8% were aware of clinical trials, and 90.3% understood that 

trials happen before a drug reaches the market. Key barriers to participation included safety 

concerns (82.2%), limited knowledge (67.6%), and fear (58.9%). Participants emphasized the 

need for greater patient involvement (59.5%) and more clinical trials. 88.6% believed PAGs in 

clinical trials benefit patients. The program led to PAGs joining ethics committees and helped 

enroll 14 patients in trials within six months. 

This study highlights the power of training PAGs in boosting clinical trial awareness, 

participation, and collaboration for better healthcare outcomes. 
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Abstract 

Public awareness and trust in clinical research are essential for ethical and effective studies, 

yet many people remain uninformed or misinformed. The PARTAKE program aims to increase 

public knowledge and engagement in clinical research. 

A survey of 175 individuals (ages 18–84) in New Delhi assessed awareness and perceptions. 

While 26.3% had heard of research, only 2.9% had participated, but 58.9% were willing to 

participate. Most believed research benefits society (94.1%), but many were unaware of 

compensation (62.3%) and had concerns about confidentiality (33.5%) and government 

protection (16.9%). 

The findings highlight support for clinical research but also gaps in awareness and trust. 

Larger studies and educational programs are needed to improve public understanding and 

participation. 
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