What encourages patients to take part in research studies/clinical trials and what are the barriers? 
This information is based on a literature review of research studies from around the world. The suggestions have been grouped under recurring themes. The results are listed in no particular order of importance.
Motivations for participation in research
· Better healthcare for themselves, their family or community- particularly having a better quality of life or the possibility of living longer 
· Benefitting others and medical science (often combined with personal benefit)
· Access to new treatments
· Getting reassurance that they are in good health and identifying any health problems early 
· Getting faster access to medical care and receiving care from a specialist team
· Getting useful information about their health and help with decision-making
· Getting more frequent monitoring and increased access to nurses/staff
· Involvement in own healthcare

· Finding out about the latest research, satisfying curiosity about research
· A way to reciprocate for healthcare received or getting better following lifesaving drug/treatment

· Receiving payment for participation/associated travel expenses
How people like to receive information about studies
· From a trusted health professional or through local community contacts with the opportunity to discuss the study with a trusted health professional

· Targeted publicity which fits with background/culture
· Easily available in different levels of detail, clear and perhaps with generic information on trials
· Through information sessions provided by researchers where participants can meet and invite a friend
· It helps if all staff in an organisation are informed and supportive of a study 

· After the initial invitation to participate, a reminder message may result in participation

· Frequent reminders about study appointments
· Optional regular feedback on the progress and results of studies (detailed in the consent process)
· Having a logo/brand/newsletter helps both patients and staff recognise/remember the study.

Personal background/general experience
· People may be more willing to take part in a study if they have done so before
· People from higher socio-economic grades, people with long- term health conditions, people without children are more likely to say they will participate in research
· More people with carers may participate in studies if their carers receive information about the study
· Participants must trust and have a good rapport with the professionals, feel that they are respected, that their contribution is valued and their health and wellbeing are paramount.
Ease of participation and logistics
· Having flexible appointment times and short appointments
· Using post or phone or a method not requiring a person to attend in person for follow-ups 
· Offering home visits in some circumstances
· Keeping records updated, having several methods of contact and taking third party contacts can help boost participation
Closure
· In order for the experience to be positive, it is good to allow patients time to express how they feel about the study ending

Barriers to participation in research
· The wider general public are not well informed about research and may not know where to find information.
· Confusing or very long and detailed information about trials
· Language/cultural differences/educational level are potential barriers if they are not recognised
Negative perceptions/Concerns

· Some people fear taking part in trials which test a new drug/treatment due to the ‘guinea pig’ stereotype.

· Mistrust of pharmaceutical companies/source of trial funding
· Fears for personal health (e.g. side effects) outweighing the perceived benefits
· Treatment could be withdrawn following a trial

· The possibility of receiving a placebo- leaving treatment decision to chance
· Fears over potential breaches of security regarding personal information.

· Results of research not reported/lack of apparent benefit for participants
· The intervention being tested isn’t thought to be important, or good evidence exists already

Logistics

· Missing work/economic constraints
· Parking/transport issues/costs

· Having to visit a hospital

· Care taking responsibilities at home

· Forgetfulness (on the part of the patient)
· Unreliable contact information (on the part of the patient)
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