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Background

People in Research (www.peopleinresearch.org.uk) is a website which aims to connect members of 
the public wanting to get actively involved1 in research with organisations that want to involve them.

The original idea for creating this resource came from two frequently asked questions. Members of the 
public asking ‘How can I get involved?’ and research organisations or projects asking ‘How do we find 
people who want to get involved?’ 

The development of People in Research was led by INVOLVE (www.invo.org.uk) on behalf of the 
UK Clinical Research Collaboration (UKCRC). The day to day operation of People in Research is 
carried out by members of the UKCRC team with support from INVOLVE.

At the heart of the People in Research website is a searchable database of information about 
organisations with opportunities for public involvement in clinical research. Visitors to the site are 
signposted towards the public involvement pages of these organisations to find out more. The pilot site 
was launched in February 2007 providing brief information about ten organisations. There are now 27 
organisations listed on the site. 

Patients and members of the public were involved in most stages of the site’s development – 
membership on the project steering group, involvement in the design workshop and feedback 
processes. The site was piloted in January and February 2007 by a panel of members of the public 
who had not been involved in its development. In April 2008, the search facility on the site was 
redesigned in response to feedback from site users.

In October 2008 the UKCRC commissioned Minervation Ltd (www.minervation.com) to carry out an 
independent evaluation of the site.

The main objectives of the evaluation were to:

1. Elicit the views and experiences of patients, members of the public and research organisations 
using the People in Research website.

2. Identify opportunities for further development of this web-based resource.

1 For the purpose of this report, by ‘actively involved in research’ we mean activities such as where patients and members of the public 
help to decide what will be researched, or are members of trial steering committees and advisory groups, or work with researchers to 
develop patient information and questionnaires etc. This is distinct from, though clearly related to, work that is done to raise public 
awareness of clinical research and to increase participation in clinical trials.

1 Executive Summary
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Methods

The evaluation used four main methods:

1. A secondary analysis of the site HTML and CSS code2, graphic design and usage data

2. An online questionnaire

3. Telephone interviews

4. Hands-on testing.

Data collection for the study was carried out in January and February 2009. Participants were 
recruited from volunteers from the website, personal contacts and other networks.

The study identified two important aspects of users:

 z Users who are members of the public (‘public’) and those who work in or with research 
organisations (‘researchers’).

 z Users who have visited the site before and those who have not.

Twelve individuals took part in telephone interviews whilst eight individuals took part in hands-on 
testing. These groups contained equal numbers of members of the public and researchers. They also 
contained equal numbers of people who had visited the site before and people who were new to the 
site.

A total of 50 online questionnaires were submitted.

Findings

People in Research contains important information about public involvement, and many users 
expressed approval of the general approach taken. However, most felt that People in Research fell 
short in terms of delivery.

The key findings of the study were:

1. The site is not heavily used: around 400 visits per month.

2. Few users come back to the site having used it before.

3. Researchers tended to think the site was aimed at the public, whilst members of the public 
thought that the site was aimed at researchers.

2 HTML (HyperText Markup Language) and CSS (Cascading Style Sheets) are the main programming languages of websites.
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Use vignettes to explain the role.  
Researcher, 
Hands-on testing

Use concrete, real-life examples.  
Member of the public, 
interview 

I don’t feel that this organisation 
is accessible.  
Researcher, interview 

For those who are completely 
new, give a nice introduction, 
emphasise the positive 
contribution.  
Member of the public, 
hands-on testing

[People in Research will be a] central 
portal for all people searching to 
take part, … much easier than 
going to lots of individual 
websites.  
Member of the public, 
online questionnaire

I suspect any member of the 
general public who wasn’t 
already very confident and 
comfortable with websites, 
research process and health 
systems would be put off and/or 
confused by this.  
Member of the public, 
online questionnaire

It’s very easy to [lose] sight of the 
fact that when you start out as a 
consumer representative (or 
whatever you want to be called) 
the contribution you could make 
is almost impossible to visualise.  
Member of the public, 
online questionnaire

It doesn’t really deliver in an 
engaging way. It’s fine for people 
who are already persuaded and 
proactively getting involved, but 
it does very little to win over the 
undecided.  
Researcher, 
online questionnaire
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4. When given a specific relevant task to carry out, a significant proportion of users were unable to 
complete it successfully.

5. The site needs additional content to be able to achieve its aim effectively.

6. The design of the site is generally well-liked and only needs minor changes.

Recommendations

This study has provided a wealth of information about users’ experiences of the People in Research 
website. It has also shown clearly what can be done to improve it.

The key recommendations for future development are:

1. To provide accessible, user-friendly descriptions of what ‘active involvement’ entails.

2. To provide links to current opportunities for involvement.

3. To engage with the clinical research community to ensure that they regard People in Research as 
an indispensable tool to aid them in their work.

There are at least two key management decisions to be made for the future:

1. The scope of any redesign

2. The model for keeping the site up to date.
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For the purposes of the evaluation and the report we drew on a number of definitions of patient and 
public involvement in research and used the following:

By ‘active involvement’ in research we mean:

 z Research done WITH members of the public, not TO or ABOUT them

 z Getting involved in the research process itself

 z Making sure that health and social care research is relevant and useful to the public.

Increasing public involvement in clinical research is a shared goal of many of the UK’s leading 
research organisations. This stems from the belief that active involvement of members of the public 
improves many aspects of research, including its relevance and its practicality. There is also increasing 
demand from members of the public who have an interest in and want to get involved in research.

Greater public involvement is a broader theme of many areas of health and social care. Many 
different organisations are facing up to the challenge of how to achieve active and meaningful public 
involvement in their work. So, there are many different aspects to this challenge, which are a shared 
interest of different organisations.

The UK Clinical Research Collaboration (UKCRC) was established in 2004 to act as a partnership 
for the shared interests of many of the key clinical research organisations in the UK. Amongst these 
interests is a desire to achieve active public involvement in clinical research, and some uncertainty as 
to how best achieve it.

The People in Research website was established in February 2007 with the aim of connecting 
members of the public who want to get involved in clinical research with organisations who want to 
involve them.

The project is funded by the UKCRC and development was led by one of its partner organisations, 
INVOLVE. The day to day operation of People in Research is carried out by members of the UKCRC 
team with support from INVOLVE.

At the heart of the People in Research website is a searchable database of information about 
organisations with opportunities for public involvement in clinical research. Visitors to the site are 
signposted towards the public involvement pages of these organisations to find out more. The pilot site 
was launched in February 2007 providing brief information about ten organisations. There are now 27 
organisations listed on the site. 

Patients and members of the public were involved in most stages of the site’s development – 
membership on the project steering group, involvement in the design workshop and feedback 
processes. The site was piloted in January and February 2007 by a panel of members of the public 
who had not been involved in its development. In April 2008, the search facility on the site was 

2 Background
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redesigned in response to feedback from site users.

In October 2008, the UKCRC commissioned an independent evaluation of the site from Minervation 
Ltd. The findings of the evaluation are reported in this document.

2.1 Objectives of the evaluation

The objectives of the evaluation were to:

1. Elicit the views and experiences of patients / public and organisations that have used People in 
Research

2. Identify opportunities for further development of this web-based resource

3. Share with a wider audience a critical assessment of People in Research

4. Add to current evidence / knowledge of public involvement in research

5. Demonstrate accountability to the funders of the UKCRC.

Prior to the start of the research, and in negotiation with the Project Advisory Group, these objectives 
were revised to also include the views and experiences of people who have NOT previously used 
the site. It was agreed that this group would provide valuable information to help with the second 
objective above.

In understanding the experiences of site users, the study focused on:

 z Pathways to People in Research

 z Design and use

 z Content

 z Impact

 z Influence

 z Improvements

 z Marketing

The evaluation included both members of the public and people who work in or with research 
organisations.
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2.2 Participants in the evaluation

For the purposes of the report we have used shorthand to describe two significant groups of actual and 
potential site users – ‘members of the public’ and ‘researchers’.

We used the INVOLVE definition (http://www.invo.org.uk/About_Us.asp) of ‘members of the public’ / 
‘public’ which includes:

 z Patients and potential patients 

 z People who use health and social services 

 z Informal carers 

 z Parents / guardians 

 z Disabled people 

 z Members of the public who are potential recipients of health promotion programmes, public 
health programmes and social service interventions 

 z Groups asking for research because they believe they have been exposed to potentially 
harmful substances or products (e.g. pesticides or asbestos) 

 z Organisations that represent people who use services. 
   
The term ‘researchers’ is intended to capture all other participants including:

 z Researchers 

 z Research managers 

 z Research commissioners

 z Patient and public involvement managers.
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Four modes of assessment were used:
1. Secondary analysis
2. Online questionnaire
3. Telephone interviews
4. Hands-on testing

Each method is described briefly in this section. For more details, please refer to the relevant Appendix.

3.1 Secondary analysis (Appendix A)

We performed a detailed analysis of the existing People in Research website, using the LIDA 
instrument3 to frame this analysis. We also looked at site usage statistics and performed a qualitative 
analysis of the site. Finally, to put the findings in context, LIDA assessments were performed on a small 
set of similar websites.

3.2 Online questionnaire (Appendix B)

A questionnaire was developed in consultation with the Advisory Group for use as an online survey of 
site users. The questionnaire was hosted using a system called SurveyMonkey (www.surveymonkey.
com). Respondents were recruited by:

 z Links from the People in Research website

 z Links from other websites (e.g. INVOLVE)

 z Links from health e-newsletters

 z Promotion amongst other networks.

Data was downloaded from SurveyMonkey on 12 March 2009 and analysed using Microsoft Excel. 
Qualitative feedback was categorised and reviewed by Minervation consultants.
 

3.3 Telephone interviews (Appendix C)

Minervation consultants conducted 12 telephone interviews. Participants were recruited by invitation 
(from a list of possible participants put forward by the Project Advisory Group) and from volunteers 
who had completed the online questionnaire. The interviewer recorded responses to a semi-structured 
questionnaire in writing. 

3 The LIDA Instrument is a validated tool developed by Minervation for assessing the accessibility, usability and reliability of health 
websites. It is available from www.minervation.com.

3 Methods
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Participants were asked a series of background questions about their interest in public involvement 
in clinical research. They were then asked to carry out three sample tasks on the People in Research 
website, whilst ‘thinking aloud’, sometimes prompted by the interviewer, to describe their experience 
of the site.

The written notes were verified by the participants. Analysis was by review of the notes by Minervation 
consultants.

3.4 Hands-on testing (Appendix D)

Eight participants were recruited by invitation to take part in hands-on testing in a controlled setting. 
Participants were grouped into pairs, and each pair spent 1½ - 2 hours discussing public involvement 
in research, the People in Research website and attempting to complete realistic tasks on the People 
in Research website.  

A recording system captured a video of their responses and in parallel with their use of the website. 
In addition, the facilitator recorded notes of the sessions. Analysis was by review of the notes by 
Minervation consultants.

3.5 Sample 

Participants were recruited through a variety of means, detailed in each appendix. The purpose of 
the sampling strategy was to recruit members of the public and researchers with an interest in public 
involvement in research. For the interviews and hands-on testing, the sample was selected to provide 
an equal number of participants that had previously used the People in Research website as had not 
previously used the People in Research website.

3.6 Analysis

The research team analysed the raw data to identify experiences which related to one of the project 
objectives (2.1). These experiences were consolidated into categories to identify patterns and trends. 

Where participants had completed specific tasks, success rates and error rates were recorded. 
Unsolicited comments, feedback and ‘thinking aloud’ from the participants were also recorded. 



10 Evaluation of People in Research; web-based resource

3.7 Patient and public involvement in the evaluation

The methods of evaluation and the instruments used were developed in consultation with the Project 
Advisory Group which included two members of the public, two patient and public involvement leads 
responsible for supporting the site and someone working for a research organisation listed on the 
People in Research website. As well as contributing to the overall evaluation strategy, this group made 
a significant contribution to the following tasks:

 z Identification of comparable sites for the secondary analysis

 z Identification of outcome measures for survey, interview and hands-on testing

 z Creation of the online survey

 z Creation of the telephone survey protocol

 z Identification of sample tasks for testing

 z Recruitment of participants

 z Writing the report



11Evaluation of People in Research; web-based resource

This section presents the main findings of the study. The findings have been extracted from the 
four distinct evaluation methods and report the views and experiences derived directly from explicit 
statements by survey respondents, telephone interviewees and hands-on testers. Appendices A to D 
contain the detailed data upon which these findings are based. 

Findings have been graded for certainty:

High The finding was consistent across different methods and different 
respondents, and therefore has a high degree of certainty. z

Medium The finding was frequently found across different methods and 
respondents, and has a medium degree of certainty. z

Low The finding is uncertain due to insufficient data. z
4.1 Views and experiences of members of the public using People in Research

4.1.1 Pathways to People in Research

z A high proportion of users (40%) get to the site by directly typing in the URL or from a 
bookmark z

z Many of them are referred by a colleague z
z Comparatively few users find the site from search engines z
z It is significant that one of the top referring sites (Addenbrooke’s Hospital) is a clinical 

research centre. It seems likely that these users have been referred to People in Research 
because they are interested in specific clinical research and the People in Research site 
provides useful background information z

z Few people return to the People in Research website having visited it once. z

4.1.2 Design & Use

 z A large proportion of members of the public were looking for information about taking part 
in clinical trials in specific conditions z

 z Clarity and simplicity were identified as the main strengths of the site, followed by the direct 
links to the organisations to get involved with z

 z A significant proportion of users very much liked the design z
 z However, about half of the members of the public had significant problems with the jargon 

and complexity of the site z  
These tended to be people who had not previously visited the site z

 z Some users expressed surprise at the low number of organisations in the Directory z  
They tended to be experienced in public involvement. z

4 Findings
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4.1.3 Content

 z Members of the public who were new to the site had significant problems with the 
complexity of the content z

 z Members of the public who were new to the site thought that the site was missing two 
essential components: a clear explanation and examples of what involvement means, and 
links to actual opportunities to get involved. z

4.1.4 Impact

 z There was little evidence of the site having an impact on members of the public getting 
actively involved in research z

 z A significant minority of users were so put off by the site that they would have left it within 
1 or 2 clicks from the home page. z 

4.1.5 Influence

 z The majority (60%) of site users are members of the public z  
About a third of this group is service user researchers z  

 z Very few users return to the site having previously visited it. z

4.1.6 Improvements

 z The site must be made more attractive to the uninitiated z
 z This should include clear, friendly, jargon-free examples of what involvement means z
 z The site should provide current vacancies for involvement z
 z The site should link to ongoing clinical research in specific topic areas z
 z Minor changes to the design will greatly improve navigation. z

4.1.7 Marketing

 z The site content must be improved before significant marketing is embarked upon z
 z Important opportunities for marketing include conferences and workshops, links from 

databases of specific clinical research and leaflets in clinical settings. z
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4.2 Views and experiences of researchers using People in Research

4.2.1 Pathways to People in Research

 z The main task researchers use People in Research for is finding members of the public to 
get actively involved in the research process z

 z A high proportion of users (40%) get to the site by directly typing in the URL or  
from a bookmark z  
Many of them are referred by a colleague z  
Comparatively few users find the site from search engines z

 z Few people return to the People in Research website having visited it once. z  

4.2.2 Design & Use

 z Researchers were more successful than members of the public in finding what they want on 
People in Research z  

 z In general, they rated the site as user-friendly z
 z Task success rates were poor z  

 z Many users encountered problems with the search facility z  

 z Compared with members of the public, researchers were happier with the information they 
found about the ways in which people can get involved. z

4.2.3 Content

 z Researchers who already knew about People in Research were happy with the content 
of the site. They felt that the site provided a good example of how to present public 
involvement to members of the public. They did not feel that the site was aimed at 
researchers z

 z Researchers who had not previously encountered the site had a different view, however. 
They tended to regard the content as inadequate in coverage and off-putting to members of 
the public. z

 
4.2.4 Impact

 z There was little evidence of the site having an impact on research organisations’ recruitment 
of members of the public z 

 z In interviews and hands-on testing, users failed to complete the majority of tasks attempted, 
either due to lack of content or due to problems with using the site z

 z However, some respondents cited People in Research as an important tool for finding out 
what other organisations are doing z and 
for referring members of the public. z
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4.2.5 Influence

 z About a quarter of the site users are researchers or work for a research organisation z  
About a third of this group is service user researchers z  

 z The small number of organisations listed in the Directory of Organisations implies that the 
site has not had a great influence to date. z

4.2.6 Improvements

 z Include content which more clearly illustrates what involvement is about z
 z Include more organisations z
 z Give an indication of the ‘personality’ of the organisations, and an assurance that they are 

genuine about their commitment to public involvement z
 z Include a discussion forum which would involve researchers z
 z Include onward links to topic-specific research information. z

The first two are essential in order to command the respect of researchers. z

4.2.7 Marketing

To improve marketing of the site, first the content needs to be improved. The site should add user-
friendly introductions and examples of what involvement means in practice. z

Although there are many other ways to attract traffic to a website, such as through Search Engine 
Optimisation (SEO), it is essential to start off with a good website that people want to revisit. z

4.3 Opportunities for development

This section identifies key themes that emerged from the findings and the opportunities for 
development that they present.  

Development opportunities are shown in boxed text

4.3.1 Greatest needs of participants in the evaluation

Most participants were frequent, everyday users of the internet. All of the members of the public 
(and most of the researchers) came to the area of public involvement through an interest in a specific 
clinical condition (such as asthma or heart disease).  
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They identified their greatest needs as:
1. Finding out exactly what is involved
2. Linking with ongoing activities in specific clinical areas

Researchers also wanted to find out what other organisations were doing in the field.

We suggest that these two tasks represent the most important opportunities for 
development of the People in Research site.

4.3.2 What search terms are people using?

Everybody came up with different search terms. Our conclusion is that ‘new arrivals’ to patient and 
public involvement almost always come from a topic-specific background, so the site should link (and 
be linked from) lists of clinical trials in specific topics. It is unlikely that new users will be typing the 
words “public involvement in research” into a search engine; they almost always include a topic-
specific element in any such search (e.g. cancer research).

Ideally, a person who is being recruited to clinical research in any capacity 
should be referred to People in Research to help with background information 
about the process.

4.3.3 Design

Broadly, the design was well liked. Participants found it to be clear and logical. However, some users 
thought that the design has an overly corporate feel.

There were some specific problems and suggested areas for improvement:

 z Some users did not like the images

 z Some links have the same appearance as sub-headings.  

 z The home page was felt to be somewhat crowded

 z Important parts of the home page are lost below the screen.  

A redesign should make the home page simpler, more friendly and “human”. It 
should focus on inviting people in to find out more about involvement, assuming 
no knowledge.
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4.3.4 Information architecture

The Directory of Organisations caused problems to most users. This section does not conform to user 
expectations and imposes unnecessary steps in the search process.  

There is no reason why the user could not search directly from the home page 
using a much simplified search engine.

The five main section headings (What is public involvement, Ways to get 
involved, Organisations looking for people, Useful questions to ask and What 
people say) need to be reworked to fit user needs. There only needs to be one 
section to cover all of the content in ‘What is public involvement?’ and ‘Ways to 
get involved’. 

The right-hand side was usually leading users away from where they needed to go.  

These sections need to be reworked to fit with user needs from each individual 
page. 
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4.3.5 Content

The site urgently needs to communicate more clearly what ‘involvement’ means 
in terms that members of the public can understand. Videos or podcasts 
would be a good way of doing this. They should cover actual experiences of 
involvement, and make clear the benefits, both to the organisation and the 
individual taking part.

This information needs to convey the potential demands of taking part 
(intellectual, educational, time, etc). Not everybody would be interested or 
equipped to review funding proposals, for example.

Some users felt that these messages should be uniformly positive, whilst others stressed the 
importance of tackling the difficult issues too.

Some users felt that the site was not completely accurate or comprehensive in describing all of the 
ways you can get involved.

4.3.5.1 Current opportunities for involvement
Many users felt that the site frustrated them because it did not lead on to any current 
opportunities for involvement.  

Providing this information would add greatly to its usefulness, particularly 
for members of the public, but also for researchers and public involvement 
specialists.

This could be achieved using a discussion forum. Users could register their 
interests and be matched against current opportunities for involvement.

Quality control may become an issue. Some experienced public involvement 
users stressed that it should address the honesty of the organisation’s 
commitment to genuine and meaningful public involvement.

4.3.5.2 Links to ongoing research
Many users, particularly early in their public involvement ‘careers’, are more interested in 
their subject area than in public involvement.  

The site should provide links for these people so that they can access the 
information they are looking for. If it fails to do so, they won’t think People in 
Research has anything useful for them during the all-important first 15 seconds 
of looking at the website.
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5 Discussion

5.1 Putting People in Research in context

Active public involvement is difficult to achieve. There are a host of theoretical and practical 
challenges to be met. Many different organisations are facing up to these challenges, and there is a 
role for a site like People in Research which can bring together some of the key information into one 
place. This is particularly helpful for the public, who may not understand the complex patchwork of 
organisational roles and activities.

In discussions with participants, a number of key issues arose:

 z There is a lack of public involvement skills, both amongst the public and amongst 
researchers, which limits involvement.

 z Members of the public have poor awareness of the means by which you can get involved 
and what you can actually do.

 z There is a lack of clarity of what involvement means at a practical level.

 z Some organisations may have a less than genuine commitment to involving people and 
acting on the results.

 z Often, there is an overly heavy reliance on a small group of contributors (“the usual 
suspects” and “box-ticking exercises” were mentioned).

Most agreed that there is an opportunity for People in Research to address some of these issues, 
particularly the lack of clarity about roles and connecting people to current opportunities for 
involvement. There may also be a role in personal development, background knowledge and skills.

5.2 Analyst commentary

People in Research contains important information about public involvement, and many users 
expressed approval of the general approach taken. However, most felt that People in Research fell 
short in terms of delivery.

Minervation’s view is that the site has two main limitations:

1. It uses jargon and talks from the perspective of someone who is already ‘on the inside’. It is 
intimidating to newcomers.

2. It ‘falls between two stools’ while trying to address the needs of two different user groups. 
Researchers and public involvement professionals think it is for members of the public; 
members of the public think it is for researchers or public involvement specialists.

The primary cause of these problems is lack of content and unfriendly language. It prevents users from 
understanding what the site is about and turns them away.  
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5.2.1 Core user needs

The majority of site users are members of the public; they are also the group that has the greatest 
difficulty in using the site. The main focus of site development should be meeting the needs of this 
group. 

It can meet their core needs by providing better explanations and examples of what is involved, and by 
linking to actual opportunities to get involved.  

At the same time, the design should be made more welcoming. Users should be involved in the 
design, development and authoring of the site.  

People in Research should show clearly what the benefits are of getting involved. It should 
demonstrate how common and important research is, and how ‘you’ (use second person) can have an 
impact. It should then go on to describe what sorts of things you will be doing.

A set of 6-8 podcasts could easily fulfil these needs from a variety of perspectives.

However, this content needs to be embedded in textual content which supports the user on their 
journey towards getting involved.

It’s important to recognize that members of the public do not see the distinction between being a 
participant in a trial and being involved in research. The site must support this range of information 
needs, or else they will not recognise the value of the site.

The site should connect people with real-life opportunities. These might be made available in a 
database, a discussion forum, via registering oneself as a volunteer, or in any number of other ways. 
Deciding on how to go about this would depend principally on the human resources available to keep 
the database up to date and the relationships with research organisations and their existing public 
involvement teams.

This kind of resource raises the possibility of the site providing access to personal support, mentoring 
and other means of encouraging public involvement.

5.2.2 Engaging with public involvement professionals

Many research organisations have specific individuals responsible for supporting public involvement 
within their ranks. These individuals should regard People in Research as a key resource for them. 
They expressed concern that involvement sometimes suffers from ‘the usual suspects’ syndrome, by 
bias towards particular perspectives (e.g. class, educational background, ethnicity, language). There is 
an opportunity for People in Research to enable them to broaden the scope of involvement.
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5.2.3 Challenges for the future

It was notable that users who had previously visited the site thought that it was better than those who 
had not visited it before. The latter group expected to find real opportunities to get involved and were 
disappointed that there weren’t any.

Adding explanatory content is relatively straightforward and should be undertaken as soon as possible. 
This will improve the position of People in Research as a supporting resource for public involvement.

Establishing a system which matches users against current vacancies in public involvement will be far 
more challenging, however, and needs careful consideration. It would, for example, require ongoing 
maintenance to identify current opportunities. It would also require a redevelopment of the Directory of 
Organisations.

5.3 Conclusion

Our overall conclusion is that People in Research is an attractive, well-designed site which does not 
have the right content in order to fulfil its objectives.

There are some minor, but important changes that can be made to the existing design and architecture 
which will improve usability of the site. Specifically, making the Directory of Organisations searchable 
from the home page with a simplified search mechanism would have a significant impact on its use.
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This study has provided a wealth of information about users’ experiences of the People in Research 
website. It has also shown clearly what can be done to improve it. These recommendations are 
summarised in this section.

6.1 Objectives of the evaluation

1. Elicit the views and experiences of patients / public and organisations that have used People in 
Research

2. Identify opportunities for further development of this web-based resource

3. Share with a wider audience a critical assessment of People in Research

4. Add to current evidence / knowledge of public involvement in research

5. Demonstrate accountability to the funders of the UKCRC.

At the request of the Advisory Group, the detail of this report has focused on the first two objectives. 
Publication and dissemination of the report itself addresses the latter three objectives. The report can 
be downloaded from both the UKCRC and Minervation websites.

6.2 Key recommendations

The key recommendations for future development are: .

1. To provide accessible, user-friendly descriptions of what ‘active involvement’ entails 

2. To provide links to current opportunities for involvement.

3. To engage with the clinical research community to ensure that they regard People in Research as 
an indispensable tool to aid them in their work.

6.3 Focus explicitly on the needs of the public

The aim of People in Research is to connect members of the public with researchers. The site 
therefore has two distinct target audiences. It is unfortunate that each group, when asked, thinks the 
current site is aimed at the other.

Members of the public had far greater problems in using the site than researchers; for this reason, the 
focus should be on improving the site’s user experience for this group.

However, the resources we recommend below will also be of value to researchers.

6 Recommendations
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6.4 Create a user-friendly information architecture

The existing site architecture should be reviewed and re-drawn, in consultation with end-users.  

The evidence of this study suggests that users are often unable to complete simple, relevant tasks 
(such as finding a research organisation) using the current People in Research website.  

To make sure this does not happen in future, the methods of re-drafting the architecture should 
include a task modelling approach to ensure that the new architecture fits the tasks users will want to 
carry out. Researchers should be included in this exercise.

One key task for users is finding out about current opportunities for getting involved. Failure to support 
this task results in many users leaving the current website. Therefore, in future the project must link 
to current opportunities to get involved. This will require some investment in terms of functional 
development and human resources to keep it up to date.  

The revised architecture must also support the user’s need to find information about ongoing research 
in a specific clinical topic. This may be achieved simply by putting links to existing resources in the 
right places on the People in Research website.

Functional development is relatively straightforward: a content management system with a discussion 
forum and news section would be easy to find and implement.

The more difficult issue is human resources: who is going to keep it up to date? The project steering 
group could consider one of three models:  

1. Centrally managed: the project team systematically scans organisations to identify opportunities, 
and maintains a list on the website.

2. User managed: site users post opportunities for public involvement in a forum or bulletin board.

3. Partner managed: listed research organisations are given responsibility for managing their own 
listings and opportunities through the website.

A strategic decision is required about the scope of redevelopment and the most effective sustainable 
model for maintaining the site.
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6.5 Create user-friendly content

Simple, engaging content should be created for the website which explains to members of the public 
the following concepts (section 4.3.5):

 z Why research matters

 z Why public involvement in research matters

 z How you can help with research

 z What sorts of things you might end up doing

 z The experiences of people who are already doing it

Short (2-10 minutes) podcasts or video clips would be ideal media for this material. However, 
consideration should be given to ensuring that the content is accessible to all users.

It would be possible to develop this material without making any other changes to the site.

6.6 Simplify the database of organisations

Many users experienced problems in using the Directory of Organisations. Given the small size of the 
database, it could (and should) be radically simplified. It should also be searchable directly from the 
home page of the website.

6.7 Improve aspects of the design

Although it was well-liked, some adjustments should be made to graphic design.  

The main issue is the home page. A redesign should make the home page simpler, more friendly and 
more ‘human’. It should focus on inviting people in to find out more about involvement, assuming no 
knowledge (see section 4.3.3).

A redesign should ensure that important information is not lost ‘below the fold’ (i.e. requiring the user 
to scroll downwards to see important links, search options etc.) throughout the site.  

Further minor usability fixes are specified in section 4.3.3.  
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A Secondary Analysis
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LIDA Assessment of www.peopleinresearch.org.uk

The following report has been prepared by Douglas 
Badenoch using Minervation’s LIDA Instrument.

1. About this test

2. Overall result

3. Accessibility results

4. Usability results

5. Reliability results

6. Site usage statistics

A.1 About this test

The LIDA Instrument assesses the accessibility, 
usability and reliability of health websites.

The process of a LIDA assessment is as follows:

1. Specify user models4 for testing

2. Test the URL (www.peopleinresearch.org.uk) 
through the LIDA accessibility checker 
(www.minervation.com/validation)

3. Use the People in Research site, looking for 
information relating to the user models

4. Complete assessments of usability and reliability questions on the LIDA instrument.

The following ‘user models’ were used for testing the site:

 z “I am a cancer patient who wishes to get involved in clinical research.”

 z “I am a researcher and I would like to find out how to involve the public in drawing up my 
research proposal.” 

LIDA compiles a numerical score in the following way:

 z There are 32 items in the LIDA instrument

 z Each LIDA item represents one aspect of good practice in building websites

4  A user model is a specification of a typical “state of knowledge” within which a user approaches a website.

 The People in Research 
website is a well-
designed site which 
fails to meet its 
audience needs.

 Site traffic is very low.  
People who visit the site 
seldom come back.

 Site redesign should 
focus on presenting 
additional information 
in a format that meets 
user needs.
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 z Each LIDA item is scored on a scale of zero to three:
o 0 = Never
o 1 = Sometimes
o 2 = Mostly
o 3 = Always

 z For Accessibility, the instrument tests a web page for 18 key coding practices that will help 
to ensure that the page is accessible. These are rated by an automated process  

 z For Usability and Reliability, there are four and ten checklist items respectively. These are 
rated by the assessor after testing the site and usually include detailed comments explaining 
the ratings.

A.2 Overall result

Category Item score Grading

Accessibility : 50/54 High z
Usability : 8/12 Medium z
Reliability : 4/15 Low z
Overall : 62/81 or 77% Medium z

On this table, ‘Grading’ gives a rough idea of how the site compares with other health care websites.

The People in Research website can be described as a site that is accessible and user-friendly. 
However, it is hard to find what you need from the site and there is little evidence of a robust quality 
control procedure for the website content.

The site Information Architecture is not effective at directing people towards the information they need.  
The information contained in the site is actually rather straightforward and could be rationalised.

We recommend a clear focus on how the end-user prefers to have this information presented (e.g. by 
topic, by location, by organisation name) and using appropriate methods of presenting it (i.e. do not 
use the long drop-down menu of organisation names, as the more successful the site becomes, the 
less useful the menu is). Checklists may be more appropriate than drop-down menus for some items.

Data items from one part of the database may need to be better aligned with others. For example, the 
Activities in the database need to be aligned with or mapped to the ‘Ways to get involved’. 

It may be that additional paths through the site need to be provided to support specific user tasks, 
particularly for those who are new to the field. 
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The site would benefit from the addition of more interactive and/or multimedia content, such as videos 
of people who have used the site to get more involved in clinical research.

The site needs to be updated regularly to assure the user that the information is current.

A.3 Accessibility

Accessibility Results : Total : 50/54 , 93%
 
Each row is scored out of 3, with 18 questions yielding a maximum score of 54. Although the 
quantitative score is a useful guide, this method is really best used to identify areas of potential 
weakness within a website.

Question Result

HTTP-Equiv Content-Type (in header) 3

HTML Language Definition 3

Page Title 3

Meta Tag Keywords 0

Document type definition 3

The site contains important metadata that will enable it to work in a variety of web browsers and 
devices. However, it was noted that all of the pages have the same Title tag (this is the text that 
displays in the title bar of the browser window or tab). This text should be the same as the current 
page content title.

Search engine visibility could be improved by adding relevant Keywords to the header of each page.

Access restrictions:
Total : 11/12 , 92 %

Question Result

Image Alt Tags 3

Specified Image Widths 2

Table Summaries 3

Frames 3

The site shows good compliance with coding practices that can help users with special needs to 
access a website.
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Outdated codes: 
Total : 27/27 , 100 %

Question Result

Body Tags - Body Background Colour 3

Body Tags - Body Topmargin 3

Body Tags - Body Margin Height 3

Table Tags - Table Background Colour 3

Table Tags - Table Column (td) Height 3

Table Tags - Table Row (tr) Height 3

Font Tags - Font Color 3

Font Tags - Font Size 3

Align (non style sheet) 3

The site makes correct use of Cascading Style Sheets (CSS). This means that the site is programmed 
in an efficient way, ensuring consistency of design and enabling future modification with a minimum of 
difficulty.
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A.4 Usability

Question Result

Is the site design clear and transparent?
The assessor felt that the site was very clear, attractive and easy to read.

It was not given full marks here because we felt that it did not always make it fully 
clear (transparent) to the user where to go to find the information they need.

2

Is the site design consistent from one page to another?
Yes. The jargon buster launches a new window, which is a usability “don’t”! 
However, we understand why it was used in this instance. Fortunately, once the page 
(or tab) is opened, subsequent clicks on the jargon buster use the same window 
to display information, so the user doesn’t end up with a huge collection of open 
windows.

3

Can users find what they need on the site?
Directory: The use of the drop-down menu of organisations is not appropriate for this 
type of information.

The Location, activity and keyword search page was felt to be more helpful to users, 
yet was harder to find than the drop-down menu of organisations.  

The Activity menu is a little intimidating for lay users. Some of the descriptive text 
used to denote Activities contained jargon and may not meet user expectations.

It is not clear from any of the search pages what sort of information you might find 
from the search.

Most searches using topic-specific keywords combined with other filters (e.g. 
location) resulted in zero search results. I suggest that the filters may not be 
necessary with the quantity of data on offer.

There is a question in my mind as to whether the content is comprehensive enough 
to be of use to the user. E.g. diabetes in the whole of the UK yields two results.

1

Is the format of information clear and appropriate for the audience?
Mostly. Clear language and good use of ‘jargon buster’, though see above re: Activity 
text labels.

2

Usability Results : 8/12
67 %
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A.5 Reliability
 

Question Result

Is it clear who has developed the website and what their objectives are?
The site is not very clear on what exactly ‘People in Research’ is. This is the main 
limitation in this area.

The collaborators in the project are clearly described

2

Does the site report a robust quality control procedure?
No.

1

Is the page content checked by an expert?
Can’t tell.

0

Is the page updated regularly?
No evidence of updating. Copyright statement says 2007, which doesn’t suggest 
recent updates.

0

Does the page cite relevant sources where appropriate?
There are, of course, off-site links to other resources, but these are not always 
presented in context.

1

Reliability Results : 4/15
27%

A.6 Analysis of site usage statistics

A comprehensive report on site usage statistics was provided by Webtrends. 

Definitions:

 z Unique Visitor: an individual computer (identified by its IP address) which requests 
information from the People in Research website

 z Visit: a session when a computer requests one or more pages from the site in a single 
browser session (i.e. without quitting the browser)

 z Page view: a specific request to view a web page on the People in Research website.
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Explanation of what web statistics mean:
Let’s say Bernard wants to boost the usage statistics on the People in Research website. He visits the 
site home page every day during November, quitting his browser after each visit. This will be recorded 
as:

 z One Unique Visitor

 z Thirty Visits

 z Thirty Page Views.

Let’s say Danielle is running a user involvement workshop and wants to be able to explain key terms 
to her participants. For three days before the workshop, she visits the site every day, using her home 
computer, and looks at the home page and the jargon buster before quitting the site. Then, during the 
workshop, which is held in a local hospital, she decides to show the participants the website so they 
can search the database of organisations.

This will be recorded as:

 z Two unique visitors (one from Danielle’s home and one from the hospital)

 z Four visits (three from Danielle’s home and one from the hospital)

 z Eight page views (six from Danielle’s home and two in the hospital)

A.6.1  Key findings
The key findings of the site usage statistics are:

 z The level of site usage is low: an average of 436 visits per month is very low for a national 
website with a broad (albeit specialist) scope

 z Usage is in decline, in terms of absolute numbers of visits to the site. 

Of those 436 visits, on average:

 z 196 leave the site immediately after only viewing one page (“bounces”)

 z only 38 return to the site in the same month.

The ‘bounce rate’ of (196/436=) 45% is slightly higher than the average across all of the sites 
Minervation hosts (35% or less is a good bounce rate). However, the low rate of returning visitors is 
not good and implies that the site does not provide the information people need, so they do not come 
back.

Finally, usage of the site is in decline. Approximately half as many visits were made in November 
2008 compared with November 2007.
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Search engine visibility:

 z Google ranking for ‘public involvement research’ is third on Google (UK sites)

This is an excellent position. The low level of site usage suggests that even though people can find the 
site, they are not finding useful information on it. It also implies that the terms ‘public involvement in 
research’ are not widely used by our target audience as search terms.

A.6.2 Recommended priorities
We would recommend prioritising the following statistics:

 z Increase the number of visits

 z Increase the proportion of returning visits (unique visitors / visits)

 z Identifying key content goals (e.g. number of people searching the database and before 
leaving the site) and building these into the site statistics analysis.

A.6.3 Traffic sources
41% of users arrive at the site by typing in the URL or using a bookmark. The statistics provided do 
not differentiate between search engine traffic and linked traffic.

Additional traffic should be generated by increasing the number of back-links to People in Research 
from other sites (e.g. media stories about health research, charity websites) and by improving its 
search engine visibility.

People in Research should develop a clear strategy on how to attract back-links from other sites as 
part of the redesign work.

A.6.4 Search engines
It is important to remember that search engines such as Google give a high priority to websites that 
have the same name as the words used in the search. That is, if I do a search for “people research”, 
the People in Research website is far more likely to come up than if I do a search for “public 
involvement in clinical research” or “involving patients in conducting clinical trials”. This is reflected 
in the pattern of referrals to the site from search engines: there are virtually no referrals for searches 
which denote the People in Research concepts more clearly (e.g. the search term “public involvement 
in research” has yielded 12 visits to the site over the past 2 years)

People in Research should consider carefully what terms the target audience would use when 
searching for information on the web which People in Research should provide to them. This question 
will be asked in the telephone interviews and further tested in the hands-on sessions.

Once these terms have been identified, a new site can be built which optimises performance in search 
engines.
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A.6.5 Top content
The statistics provided are somewhat confused by:

 z Page requests which use the .org.uk and the .org domains are treated as separate content 
by the statistics, when presumably they result in the same content being viewed

 z Development URLs are included in the statistics.

By far the most popular content is the Jargon Buster. This receives more hits than the next three most 
popular pages combined.
 
A.6.6 A note on web usage statistics
Due to the nature of web statistics, there is no way of knowing with 100% certainty who is using your 
site from the statistics alone. Web usage statistics are indicative and not definitive.

Most web usage statistics use the IP address of a user’s computer to determine a ‘visit’ to the site. The 
IP address is like your house’s postal address: it tells other computers on the internet where to send 
information so that it arrives at your computer. When you visit a website, your computer is effectively 
sending a message to that site which says “please send the information on this page to my computer’s 
address”.

However, one IP address does not equate with one user. Like your postal address, there may be more 
than one person using the same computer IP address. Further, one person may use several different 
addresses (e.g. your work and your home). So, the same person may visit a site twice but appear in 
the statistics like two different people; conversely, two different people could use the site from the 
same computer and appear in the statistics as one ‘unique visitor’.

Usage statistics are most useful when they study the pattern of usage, particularly the following:

 z How do people find the site?

 z Which pages are most popular?

 z How long do people spend on the site?

 z Have the changes I’ve made to the site made any difference to how people use it?

 z What search terms are used by our target audience?

In the site redesign, we recommend augmenting the current statistics package with a more 
sophisticated system, such as Google Analytics, which can tell you more about how people use your 
site.
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A.7 Comparative analysis of similar sites

Compared with similar websites, People in Research ranks low to middle.

A.7.1 Summary of comparisons

Site Audience LIDA Comments

CancerHelp Find a Clinical Trial Public 89% Excellent site; minor 
navigational issues

Involving People Professionals 83% Nice site, needs content and 
an active forum

People in Research Public and 
researchers

77% Needs content and a better 
search

NHS Centre for Involvement Professionals 69% Rather corporate

People and Participation Professionals 69% Attractive but not updated

European Patients’ Forum Can’t tell 47% Needs completely redesigned

A.7.2 Comparator LIDA Profiles

People in Research LIDA Profile:

Category Item score Grading

Accessibility : 50/54 z High

Usability : 8/12 z Medium

Reliability : 4/15 z Low

Overall : 62/81 or 77% z Medium
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NHS Centre for Involvement
Target audience: Professionals in health and social care.

Category Item score Grading

Accessibility : 43/54 z Medium

Usability : 8/12 z Medium

Reliability : 5/15 z Low

Overall : 56/81 or 69% z Medium

Comments:

 z Low Reliability score (no evidence of updating)  

 z Rather corporate in feel  

 z Contains “People Bank” for which you have to register. The site is very much “organisation-
focused”

 z A similar site which was “people-focused” could complement it very well.

CancerHelp Find a Clinical Trial
Target audience: patients, carers and the public

Category Item score Grading

Accessibility : 51/54 z High

Usability : 9/12 z Medium

Reliability : 12/15 z High

Overall : 72/81 or 89% z High

Comments:

 z Although “plain” in appearance, the CancerHelp site is easy to use 

 z There are some problems in how the site navigation works

 z The site remains the leading UK database of ongoing trials in cancer

 z Considerable effort is put into producing lay-friendly resources around individual trials and 
description of trial methods and processes.
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Involving People
Target audience: researchers and public involvement professionals

Category Item score Grading

Accessibility : 45/54 z Medium

Usability : 8/12 z Medium

Reliability : 14/15 z High

Overall : 67/81 or 83% z High

Comments:

 z Very similar site to People in Research at first glance 

 z Content uses the language and jargon of the patient and public involvement industry

 z The discussion forum did not work

 z Rather thin in content.

People and Participation
Target audience: involvement professionals in public and voluntary sectors

Category Item score Grading

Accessibility : 45/54 z Medium

Usability : 7/12 z Medium

Reliability : 4/15 z Low

Overall : 56/81 or 69% z Medium

Comments:

 z Seems to all be done by the same few people; not a lot of news (one in past six months)

 z Attractive design and neat architecture

 z Nice RSS browser function, though the news items linked to were very old

 z Rather gimmicky use of tag clouds

 z Substantial collection of case studies (88), somewhat inaccessibly listed by hard-to-read title

 z Site navigation is somewhat unclear
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European Patients’ Forum
Target audience: Can’t tell! (supposed to be patients)

Category Item score Grading

Accessibility : 33/54 z Low

Usability : 2/12 z Low

Reliability : 3/15 z Low

Overall : 38/81 or 47% z Low

Comments:

 z It is almost impossible to read this website, with the mosaic of clashing colours, competing 
graphical elements, tiny text and complex jargon and plentiful acronyms

 z Text formatting on internal pages is broken

 z The information is extremely lay-unfriendly.
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Response rate was poor. 

Total number of respondents: 50
Number of completed surveys: 36

Bottom lines:

 z 60% of respondents were members of the public, 24% researchers. Of the public, 56% identified 
themselves as patients or service users

 z The vast majority use the internet every day. 89% use the net at home, 56% at work. Other 
important access routes include mobile phone and hand-held computers

 z 63% of users find the People in Research website from a link or from a recommendation. Hardly 
any find it via search engines

 z Very few people return to the People in Research website, implying that they do not find it 
useful 

 z About a quarter of users want to find out how to participate in clinical trials

 z Researchers were more satisfied with the site than members of the public (possibly because they 
have lower expectations)

 z There is room for improvement in meeting the site goal of connecting people with research.

Results for each question follow. For free text questions, the exact text is shown here. Numbers in 
square brackets [N] show how many respondents gave this exact answer.

B.1 Are you a member of the public or a researcher?

Member of the public 60% 30

Researcher 24% 12

Other
I am a member of the public, but as a volunteer have designed research 
into LGBT issues, the arts, and diversity
Information specialist
Lay member of a Hospital Research Committee
paid to support patient and public involvement in research
recently retired research ethics chair and a researcher
Research Manager at a medical healthcare charity
staff nurse
Voluntary organisation

16% 8

B Online Questionnaire
A
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B.2 If you are a member of the public, which particular role best describes you?

Carer 6% 2

Patient 31% 10

Service user 25% 8

Patient advocate 9% 3

Volunteer 13% 4

Other
curious to know more about research
Involving People Lead
LINk steering group member
Retired

16% 5

B.3 If you are a researcher, which particular role best describes you?

Service user researcher 35% 6

Clinical researcher 18% 3

Funder or commissioner of research services 12% 2

Other
academic researcher
Independent researcher
non-clinical health research
Research Network Staff
researcher facilitating the involvement of service users in research

35% 6

B.4 How much do you feel you know about patient and public involvement in 
research?

Nothing yet 14% 7

A little 40% 20

A fair amount 32% 16

A lot 14% 7
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B.5 How often do you use the internet?
 Response rate  49/50

Every day 88% 43

Most days 10% 5

At least once a week 2% 1

Less often  0% 0

B.6 Where do you use the internet? (Please select all that apply)
 Response rate: 49/50
 
A significant minority uses mobile devices to access the net.

Work 34% 29

Library 6% 5

Internet cafe 2% 2

Home 52% 44

Other 
Mobile phone
Notts Healthcare NHS Trust and Local Day Centre
on the go where can pick up connection
university
Whilst travelling, other offices

6% 5

I would like to see videos of 
people who are actively involved 
in research and the research 
process. The site needs a more 
human face to explain this, often 
complex area.

“

“
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B.7 How would you rate your internet experience?
 Response rate: 49/50
 

Novice user 0% 0

Occasional user 6 3

Frequent user 61 30

Expert user 33% 16

B.8 How did you first come across the People in Research website?
 Response rate: 41/50
 

Very small proportion of search engine traffic.

Using a search engine (like Google) 15% 6

Clicking a link from another site 37% 15

Recommended by friend or colleague 27% 11

Mentioned at a conference or meeting 2% 1

After reading about it 5% 2

Chance browsing 0% 0

I was invited to take part in this survey 12% 5

I don’t remember 2% 1

B.9 Have you used the People in Research site before this visit?
 Response rate: 41/50
 

Yes, many times 5% 2

Yes, once or twice 17% 7

No 78% 32
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B.10 When you first visited the 
site, what were you looking 
for?
Response rate: 30/50

Members of the public chose 
“being a participant in a clinical 
trial”

Additional comments included:

 z Information about clinical trials that I could get involved in [3]

 z How to help from an e-mail request from East Midlands Research Hub – [contact name]

 z info about how people can get involved in research

 z useful information

 z To evaluate it [3]

 z To help with research

 z Information on heart disease

 z I had recommended that a member of the public access the website as she was interested 
in being involved in a research project - I realised, however, that I had not had a look at the 
website myself. I was looking for general information

 z background information on what the organisation was doing and how they might support 
me in the work I am doing (research involving patients/public as co-researchers)

 z Just for interest, to see what it was about and if there was anything interesting I could get 
involved in

 z background info on patient and public involvement.

It’s very easy to lose sight of the 
fact that when you start out as 
a consumer representative (or 
whatever you want to be called) 
the contribution you could make 
is almost impossible to visualise. 
You don’t even know what 
research proposal looks like.

“

“
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B.11 On this or any previous visit to the site, what did you use the People in 
Research site for, or what were you looking for? (Please select all that apply.)
Response rate: 41/50

The most popular response was “Other” (see below). There weren’t any significant differences between 
members of the public and researchers in how they answered this question. 

Others:

Patients or public: Researchers:

For information To answer this questionnaire (5)

A friend suggested I look at the site - 
because I’m interested in service users 
research

Information about trials

How to Help

Background info, on how People in 
Research was working with patients/
public

Identify all government funded 
organisations involved in medical 
research

Information on whether you might want 
exhibitor space at a conference

1st time so just getting an idea what is 
involved

General interest

Upcoming conferences and info on 
latest medical research

Being a participant in a 
clinical trial or research 
study.  (For example, by 
testing if one treatment for 
an illness works better 
than another.)
25%

Getting actively involved 
in the research process. 
(For example, by commenting 
on research funding applications.)
19%

Finding members of the 
public to participate in 
clinical trials or research 
studies
4%

Finding members of the
public to get actively

involved in the research
process.

17%

Other
35%
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B.12 This visit, did you find what you were looking for?
Response rate: 34/50

Members of the public were less successful than researchers.

Member of the public Researcher Overall

Yes, in full 20.0% 11.1% 17.6%

Yes, partially 32.0% 77.8% 44.1%

No 28.0% 11.1% 23.5%

I only came to do the survey 20.0% 0.0% 14.7%

B.13 What was missing from the People in Research website that would be useful to 
you?

 Response rate: 22/50

The public seem to have a clearer idea of what they’d like to see on the People in Research website.

 z Information about specific opportunities and ongoing trials in specific topics

 z Examples, personal stories and videos illustrating how you can get involved

Members of the public Researchers

Opportunities to contribute in the 
Brighton area. Ability to search on 
‘Sexual Health’ in the Health Areas

Nothing 

Actual information about clinical trials Actually, the first time I looked was a 
while back and I don’t remember!

I was searching to see if there was any 
requirement for participant to take part 
in research that I know Addenbrookes 
are carrying out in this area. I was 
directed to this website by their 
website. The search criteria on your 
website was clear and intuitive to use - 
there were no relevant results returned 
for me this time

Ongoing research that included service 
users - more service user friendly

it took me a while to find the survey

Directory of organisations looking 
for people to be involved lacked 
information
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Members of the public Researchers

Nothing - just a preliminary visit

From what I understand you aren’t 
offering info about studies I can 
participate in

information about the research process 
from the perspective of the participant 
perhaps some short passages from 
people who have been involved and 
how they view the process as a result

I couldn’t find any trials

Nothing so far

Some idea of Research projects 
previously worked on and future 
projects

Maybe a more friendly page about 
different ways of getting involved in 
clinical research without doing trials

Not sure it would be useful to me 
personally at this stage, but when I 
was beginning it would have been very 
useful to see some examples of the 
work that involved consumers have 
done - for instance, any comments 
people made that changed something 
in a research proposal, or other 
concrete examples of what one would 
be doing. It’s very easy to lose sight of 
the fact that when you start out as a 
consumer representative (or whatever 
you want to be called) the contribution 
you could make is almost impossible 
to visualise. You don’t even know what 
research proposal looks like

I found what I was looking for and 
would use the site again

I could not find a list of trials

I have a general interest in all health 
matters, your site only allows for 
specific health conditions search



45Evaluation of People in Research; web-based resource

Members of the public Researchers

more about taking part in research

I would like to see videos of people 
who are actively involved in research 
and the research process. The site 
needs a more human face to explain 
this, often complex area

More info on health-related conferences

B.14 What is the best thing about the People in Research website from your point of 
view?
Response rate: 25/50

 z Clear and simple

 z There is an opportunity to connect people more effectively with research through a portal 
approach

Members of the public Researchers:

That an opportunity exists for the 
public to proactively search for 
opportunities to contribute to research

Up to date information. Positive 
reinforcement about involvement in 
research, etc

Jargon busting Lots of information

It will be a central portal for all people 
searching to take part, or people 
looking for participant in research 
projects - much easier than going to 
lots of individual websites

Clear to access

Clear connections to other 
organisations (e.g. Involve) which are 
working in a similar vein

Clear statement on home page

Clear writing style

Simple and easy to follow

I think the text is very clear. I 
understood (I think) the purpose of the 
site and who it is for

The topic seems interesting and it has 
a very professional, friendly feel to it.



46 Evaluation of People in Research; web-based resource

Members of the public Researchers:

It is a good way of entering into the 
subject without having a particular 
study in mind

Informative

It exists

Organisations to contact. Points 
emphasised in green

Has direct links to getting involved in 
the research process

Very clearly laid out, easy to navigate 
and understandable

Ease of use

Interesting

It is fairly understandable

Language is simple enough for me to 
understand

The topic. I am very supportive of the 
intention behind the site and feel that 
it’s an important and worthy set of 
aims

The breadth of the information and 
the opportunity to click for more in-
depth detail on medical papers etc - it 
doesn’t assume you’re unintelligent just 
because you have a medical condition

Ease of use

B.15 What is the worst thing about the People in Research website from your point of 
view?
Response rate: 25/50

 z Does not truly engage the user

 z Intimidating to the uninitiated: complexity, jargon and lack of clarity of what’s involved

 z Lack of content

 z Out of date
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Members of the public:

Off-putting complexity and confusion of purpose. I suspect any member of the 
general public who wasn’t already very confident and comfortable with websites, 
research process and health systems would be put off and/or confused by this. It 
seems to assume a great deal on the part of the general user - and I suspect that 
would limit the people prepared to use the site and ultimately contribute. I think a 
different website, written and designed to engage and encourage public users, would 
gather more input than this site, which appears to be developed and designed for a 
professional research and medical audience. Maybe try a social marketing approach 
and get a health promoter that is used to engaging styles to develop a site to 
encourage public participation(?)

Lack of actual info about trials

Only to say that if you do not get full involvement from organisations involved in 
research, and get relevant and up to date data from them, this website will quickly 
become irrelevant.

Seemed neglected

Nothing

Very dull - nothing caught my eye

I didn’t understand at first that you weren’t looking for participants for studies

The site could offer more links to previous studies to allow you to make a more 
informed choice

Does not have everything you may be looking for, like how to register for clinical 
trials

The top part of the home page content (puzzle picture + text beginning “People 
in Research helps members of the public make contact with organisations that 
want...”) disappeared a couple of times when I navigated around

A bit dull and wordy. Not enough colour.

Not user friendly. Too academic looking. If you had a few colourful areas asking 
whether you would like to answer a questionnaire or do a short telephone interview 
about your feelings regarding research and get paid £30 that would attract peoples 
attention and remove the fear that people in research is all about people being 
guinea pigs!
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Members of the public:

The number of organisations looking for Patient and Public Involvement is rather 
limited. Only three Cancer Research Networks for instance. Sometimes people 
want very local opportunities and in my experience individual researchers and 
departments would often love to have some local patient and public involvement 
reps to call on (and local CRNs can be very possessive about their own Patient and 
Public Involvement representatives!). If you want to get involved. Also, there is very 
little additional useful information about each organisation and the opportunities it 
offers - I looked under Alzheimer’s and DeNDRon and both had just rather poncey 
mission-type statements.

Would need longer to identify weaknesses.

Cannot search generalities

Not really about what I’m interested in

It doesn’t really deliver in an engaging way. It’s fine for people who are already 
persuaded and proactively getting involved, but it does very little to win over the 
undecided.

Some navigation problems occasionally, lack of access to some of the scientific 
papers

Looks a bit plain

Researchers

The words that are highlighted are just linked to the jargon buster which although 
useful can be annoying as it looks like it links to specific areas. e.g. when you see 
the page about “ways to get involved” and you click on “commissioning” it takes you 
to the jargon buster when really you want to be taken to a page saying how to sign 
up to become a commissioner rather than the other way around.

None

Could be improved by providing more of a forum for sharing ideas from a research/
clinical point of view. It (rightly!) has a lot of info for the public, but it really needs 
a balance of both sides, to ensure it has maximum usability for people like me 
(researchers)

What are its goals?
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B.16 Please rate the extent to which you agree or disagree with the following 
statements:
Response rate: 38/50

B.17 Please rate your overall satisfaction with your experience of the site
Response rate: 33/50

Researchers were more satisfied than members of the public.

Member of the public Researcher Overall

Not satisfiedl 12% 12.5% 12%

Partially satisfied 36% 12.5% 30%

Mostly satisfied 36% 62.5% 42%

Completely satisfied 16% 12.5% 15%

People in Research connects the
public with research groups and

organisations that want to involve
them in their work

People in Research is attractive
and easy to use

It’s hard to tell what People in
Research is for

People in Research is a good
resource for research organisations

that want to involve members of
the public in their work

People in Research is a good
resource for members of the public

who want to get involved in
clinical research

0% 10% 20% 30% 40% 50% 60%

Strongly agree Agree somewhat Neither agree nor disagree Disagree somewhat Strongly disagree
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B.18 Please tell us how the website might better serve you.
Response rate: 19/50

Members of the public

More info about actual trials that are available to take part in [4]

I would like more examples of involvement by the public in research. Successes. 
Planned projects and requests for involvement with them [3]

None

More information on organisations looking for people

Unable to find what I was looking for

It seems to lack focus; there’s no clear navigation route

More information about, for example, what: “Commenting on and / or contributing 
to documents, Communicating research findings, Member of a group or committee, 
Peer review” actually involve.

Could have a registration so that researchers could email for contact

More case studies and real life stories explaining what ‘getting involved’ is all about.

I didn’t realise that was its aim! So maybe it should be more explicit

Researchers

The emails I received were up to date-for example I was invited to register for an 
event which was yesterday.

B.19 What do you think of the graphic design (i.e. colours, fonts, spacing and layout 
of text, clarity of symbols and images, general visual appeal)?
Response rate: 19/50

Key points:

 z Mostly positive

 z Several suggestions to “liven up” the home page so that the target audience immediately 
knows the site is for them and knows what to do next.

 z Important information lost below the “fold” of the page

Members of the public

OK [3]

Good [3]
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Members of the public

Fine [2]

Too cold, clinical and un-engaging for a public participation site. Looks professional, 
and targeted to professionals - Not engaging of a wide, public audience.

Bit too many graphics

Too much teal. Don’t like the puzzle pieces.

Good clear intuitive layout - this was my first use of the site (from a participant 
wanting to be involved in research), and I found what I wanted quickly and easily.

Fine. Keep it simple and visuals to a minimum.

Very clear and easy

Dull and a bit messy

Very nice, a plus

Easy to navigate and well set out

It needs a better visual separation to allow quick navigation for the two or three 
distinct groups you are aiming at. Too many options on the home page that fight for 
attention. The site needs to identify the type of reader (public, clinician etc) quickly 
and then feed appropriate secondary navigation to them. Within the first seconds 
readers need to know where to go next. I was scanning all over the place wondering 
what I should do next; I effectively gave up when I saw this survey.

I liked the dark green emphasis. Not enough colour. Too wordy. Could do with some 
effective writing lessons.

Not friendly enough. Need a bolder colour scheme and more simplistic layout, e.g. 
What is PEOPLE IN RESEARCH, Want to get involved by doing a questionnaire or 
telephone interview and get paid? Want to get involved with looking at research 
problems being discussed and get paid? Etc, with increasing levels of involvement 
but clearly no catches in being part of a trial.

It’s excellent. Attractive, easy to navigate. A bit too much white space at times - I 
missed some important aspects first time around because only a small part of the 
page was displayed on the screen and I didn’t realise there was more if you scrolled 
down (especially on the organisations’ pages).

Good clear layout fonts fine and colour choice appropriate.

My initial response when I first visited the site was that I liked the design and layout. 
However, after a few minutes I became a little confused and frustrated by the way 
it is organised. It feels like it’s been built for a huge database of content, with lots 
of steps to find things, but actually there’s very little content in the site and the 
architecture is therefore rather unnecessary.

Clear and easy to read
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Members of the public

Good, but could be livened up a bit

Researchers

Good, don’t like white text on a green background, green on white is also a bit 
unclear.

It is OK for me

Excellent

Looks pretty uninsPeople in Researched

The graphics and layout of the website is quite user friendly and the ‘jargon buster’ 
definition links are useful.

Fine

Looks fine to me. I have no visual or other disabilities which affect how I approach 
websites, so looks okay from my “general population” standpoint.

The message and content needs to be simple - the fonts clear - too many images 
take up space, and the flow of information becomes interrupted.
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Interviews took place over the telephone between 1 February and 4 March 2009. Users were required 
to use the computer whilst talking on the phone. Participants were sent the notes of the discussion 
and asked to confirm their accuracy.

C.1 Participants

Participants were recruited jointly by Minervation and the UKCRC, and also through volunteers from 
the online questionnaire. Sampling was intended to represent a sufficiently broad group of users. 
Specifically, we aimed to recruit:

 z Six members of the public

 z Six researchers or patient and public involvement professionals

 z Within these categories, a mix of “site users” (people who have previously visited the People in 
Research website) and “non-users” (those who hadn’t)

 z A variety of levels of expertise in patient and public involvement

 z A mix of the following criteria: age, sex, ethnicity, levels of expertise in patient and public 
involvement, regional focus (national or local) and experience of involvement in research.

The breakdown of participants was:

Code Perspective
Visited 
before?

Sex
PPI 

Knowledge
Type of organisation and 

Comments

P1 Research 
coordinator

Yes M A lot Voluntary 

P2 Patient Yes F Some Voluntary 

P3 Patient and Public 
Involvement (PPI)Professional

No F Some National government 

P4 Research organisation Yes F Some Voluntary 

P5 Patient No F A little None

P6 Carer No F A little None

P7 Researcher No F A lot Voluntary

P8 Patient Yes M A lot None.
Has minor visual disability and 

experience of accessible websites 
for the visually impaired

P9 Research co-ordinator Yes F A lot Regional research network

C Telephone interviews
A

pp
en

di
x
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Code Perspective
Visited 
before?

Sex
PPI 

Knowledge
Type of organisation and 

Comments

P10 PPI Professional Yes M A lot National research network
Has mild cognitive impairment

P11 Patient No M None None

P12 PPI Professional No M A lot National government

C.2 Summary of results

C.2.1 About the users
Most of them were frequent, everyday users of the internet. All of the patients (and most of the 
researchers) came to the area of patient and public involvement via an interest in a specific clinical 
condition.  

They identified their greatest needs as:

1. Finding out exactly what is involved

2. Linking with ongoing research in specific clinical areas

Researchers also wanted to find out what other organisations were doing in the field.

C.2.2 Search terms
Everybody came up with different search terms. Our conclusion is that “new arrivals” to patient and 
public involvement almost always come from a topic-specific background, so the site should link (and 
be linked from) lists of clinical trials in specific topics.

C.2.3 Design
Broadly, the design was well liked. Participants found it to be clear and logical. There were some 
specific problems and areas for improvement:

 z Overall, the site has a corporate feel “It doesn’t feel like it’s for people” [P6]

 z A redesign should make the home page simpler, more friendly and “human”

 z It should focus on inviting people in to find out more about involvement, assuming no 
knowledge

Specific usability problems with the design were:

 z Some users did not like the images

 z Some links have the same appearance as sub-headings. This caused problems
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 z The home page was felt to be somewhat crowded

 z Important parts of the home page are lost below the screen

C.2.4 Information architecture
The Directory of Organisations caused problems to most users. This section does not conform to user 
expectations and imposes unnecessary steps in the search process. “I hate it” [P8]

There is no reason why the user could not search directly from the home page using a much simplified 
search engine.

The five main section headings need to be reworked to fit user needs. There only needs to be one 
section to cover What is PI? and Ways to get involved.

The right-hand side was usually leading users away from where they needed to go. These sections 
need to be reworked to fit with user needs from each individual page.

C.2.5 Task success rates
Finding organisations looking to involve people in cancer research (60%)

 z The major problem with this task was difficulty and confusion in using the Search facility

Finding out about roles you would be expected to perform (62%)

 z The major problem was not getting an adequate answer to the question, and ending up 
“dumped” in the jargon buster

Sending feedback about the site (75%)

This is very poor, given the simplicity of the tasks. Details of the reasons for task error and failure have 
been extracted to the overall conclusions. 

C.2.6 Content
The site desperately needs to communicate what “involvement” means in terms that users can 
understand. Videos or podcasts would be a good way of doing this. They should cover actual 
experiences of involvement, and make clear the benefits, both to the organisation and the individual 
taking part.

This information needs to convey the demands of taking part (intellectual, educational, time, etc). Not 
everybody would be up to reviewing funding proposals, for example.

Some users felt that these messages should be uniformly positive, whilst others stressed the 
importance of tackling the difficult issues too.

It doesn’t feel like it’s for people“

“
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Some users felt that the site was not 100% accurate or comprehensive in describing all of the ways 
you can get involved.

The information describing organisations was generally well liked, but would work better if the “roles” 
and opportunities came first before the detailed background.

Some sections were disappointing. Useful questions to ask: “You’re not getting an answer so they’re 
not useful!” [P7]

C.2.7 Current vacancies
Many users felt that the site frustrated them because it did not lead on to any current opportunities for 
involvement. Providing this information would add greatly to its usefulness, particularly for members of 
the public, but also for researchers and patient and public involvement specialists.

This could be achieved using a discussion forum.  

Quality control may become an issue. It should address the honesty of the organisation’s commitment 
to proper patient and public involvement.

C.2.8 Links to ongoing research
Many users, particularly early in their patient and public involvement “careers”, are more interested 
in their subject area than in patient and public involvement. The site should provide links for these 
people so that they can access this information. If it doesn’t they won’t think People in Research has 
anything useful for them.

I’ve changed my mind on 
how useful it is:  there are not 
enough organisations listed.

“ “
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C.3 Results

Results are given for each question on the semi-structured questionnaire:

C.3.1 How often do you use the Internet?

 z Every day  10 

 z Most days 2

 z Weekly

 z Occasionally

C.3.2 How would you describe your Internet experience?

 z Novice user

 z Occasional user

 z Frequent user  10

 z Expert user  2

C.3.3 What led you to become interested in public involvement in clinical research?  
 

Code Response

P1 Diagnosed with diabetes, got involved in a user group via Warwick University, 
thence to INVOLVE, and workshops to rewrite their Public Information Pack (PIP).

P2 Diagnosed with cancer
i. Responded to advert in The Guardian for Patient Liaison Group for the Royal 

College of Radiologists
ii. About 4 years on that group
iii. National Cancer Research Institute Patient Liaison group

P3 6 months in current post (HPA):
•	 Mission to safeguard public health
•	 Previously, patient and public involvement work was rather ad hoc, now it’s 

more established
•	 Expert advisory agencies
•	 Role is to systematically embed patient and public involvement in every aspect 

of the organisation
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Code Response

•	 Previous history:
•	 Voluntary sector: Dementia – improving organisational capacity
•	 General health background
•	 2005: Department of Health, communications role
•	 Background in communications
•	 Sat on various committees
•	 Interest in improving things for patients

P4 Answered an advert in The Guardian for the Medicine for Children’s Research 
Network (MCRN)

P7 Volunteer at Breast Cancer Care
Service users research partner group
•	 To evaluate service delivery proposals (for support services)
•	 Sometimes get involved in actually doing research
•	 Has had breast cancer.

P8 Diagnosis of diabetes (type 2).
Unanswered questions about clinical condition led to an interest in research and 
3-4 years with the Diabetes Research Network. Attending conferences led to 
INVOLVE. 
 
Initial questions were things like “Why me?” “What can I do about it?” and 
concerns about diabetes complications.

P9 Applied for a marketing job to recruit members of a consumer research panel.
•	 Oncology group for cancer
•	 On secondment to NE Yorks & N Lincs Comprehensive Local Research Networks

P10 Worked in outpatients for 17 years
(health care provider)
Got involved in patient and public involvement through PCT

The challenge is getting researchers on board

DeNDRoN is the UKCRN for Dementia, Parkinson’s and Neurodegenerative 
disorders

Large-scale NHS research
Running trials, training
Patient representatives and focus groups, in England

P11 Compliance manager.
•	 Has role to increase public involvement at board level in government agencies
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Code Response

P12 •	 Participant in clinical trial
•	 Significant experience of project management and a general interest in health 

and wellbeing.

C.3.4 Have you had any experience of involvement in clinical research?

 z Participant in a clinical trial  5

 z Active involvement  3

 z Member of research team 2

 z Advisory panel  4

 z Evaluating proposals  6

C.3.5 How much do you feel you know about public involvement in research?

 z Nothing yet 1

 z A little 3

 z A fair amount  6

 z A lot  2

C.3.6 What type/s of organisation/s are you engaged with (if any)? 

 z Academic  7  

 z Clinical or NHS  5

 z Local government or social services 0

 z National government  3  

 z Funding agency 1

 z Charity or voluntary group   6 
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C.3.7 If you were searching on Google for information about getting involved in clinical research, 
what search terms would you use? That is, what words would you type into Google?

“clinical research”

“diabetes research”

“Public involvement” clinical research

Advanced search: phrase search for “public involvement” + clinical research (all words)

In the past, the search terms would have included topic specific terms, but not now.

“volunteering for research”

“medical research” or “medical studies”

Would use Researcher’s name; the terms would likely be specific to a particular project or 
domain.

Medical research, patient involvement, diabetes, endocrinology, peer-review

“Consumer involvement in research”

“patient involvement”, patient and public involvement, consultations;  

“clinical research”

management of research

C.3.8 What would you expect to be able to use the People in Research website for? 

I would answer yes to all the above

Also, a two-way process whereby people can put themselves forward to get involved.

Respondent has never come across the People in Research website in any publicity or 
patient and public involvement material, suggesting it needs better promotion.

The scope of involvement
•	 The sorts of things you can do
•	 Organisations you can approach

Possibly vacancies, current opportunities

Who is it for? Be very clear
Very simply give categories of how one could get involved:
•	 Levels of involvement
•	 Incentives
•	 Outcomes
Links
Pathways to becoming involved.
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How to get involved
What’s expected of me / what training will I need or get?
What are the opportunities?
Questioned by interviewer about topic-specific information:
 Topic-specific information would be the most interest to begin with, but should then 

lead into the generic, general process information.

Only found out about the site recently at INVOLVE meeting
•	 To look for national organisations that want to recruit people
•	 Generally to keep up to date with what’s going on
•	 Jargon buster: used it in preparing booklets.

Trying to find out about another organization

A project might come up which needs a focus group, e.g. on depression in Parkinson’s 
disease
•	 Find patient or research organizations that might help with making it a success

Query re: the extent to which an organization REALLY involves patients
•	 I would expect some lack of clarity.
•	 “I don’t want to spend hours on an organization only to find out that they don’t really 

involve people.”
•	 Something that gives the “personality” of the organization

“I’d be tempted to have something on each page giving the definition” (i.e. not being a 
participant in a clinical trial).

It should incite interest, particularly amongst those who don’t know what to expect from 
involvement.

Database of opportunities
•	 Database of people looking for opportunities
•	 Matching / alert service
•	 Must be accessible, easy to navigate

 • Search under your own interests  

C.3.9 What are your first impressions of the website design and layout?

Pretty good. Good colours, fonts sizes etc: clear and readable

White text on the green background is OK, but borderline (don’t make the text any darker)
Good use of images
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Fine, clear.
Have to scroll down to see all the page
Not terribly exciting – a bit subdued (colours)
Jigsaw image didn’t work (not clear)

Really like it: balanced, symmetrical
Clean, good amount of white space
Big headlines = good; no huge amount of information = good
Covers all the main topics

Very / too “corporate”: slightly glossy, muted colours

Good – not too much on it. Like to see blank spaces
Colour scheme
Very good image
I very much like the ease of increasing text size

Crowded.
Don’t like the picture, it is scary
Accessibility: W3C badge is good
Contrast: reversing contrasts can be confusing for visually impaired users (the central part 
of the home page has about three different ways of doing contrast: dark text on light bg, 
light text on dark bg etc)
Need to scroll on the home page = bad.

Easy 
Good / easy to read; menu not all down the sides => gives comfort that you are not 
missing something lower down.

It’s more of a square page (for long monitors)
It’s nice: simple, colours go together, good pictures
NHS CfH: I suggested they look at People in Research as an example of good practice.

Noted that the page required scrolling to see all of it.
Not all that keen on the green (personal preference issue rather than legibility); it doesn’t go 
with the picture.

Hate the name
Organisations looking for people: arrow points to an irrelevant quote

 • The word “sometimes” makes me think that this isn’t going to deliver
This looks like an advertisement for something that is going to be a bit of a waste of time.
I get the jigsaw thing, but it doesn’t make a lot of sense.
Don’t scroll on the home page!

 • - too much visual content  
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C.3.10 Could we improve the look-and-feel of the home page?

Looks OK but not very laid out – no obvious logic or flow to the layout

Change the style of the page
 • People in Research should be much bigger, in the middle
 • Use a larger font
 • Colours should be less like the corporate style that characterises a lot of these sites 

(examples: The Medical Research Network (themrn.co.uk) 

The page layout did not appear to work well in the BT Yahoo browser.

The text at the very top to a left-hand menu? 
The other main menu: larger text 
Jigsaw image: ditch it.

No

Use a consistent pattern / motif for designing links (they are inconsistent at the moment)

I can see what they’re trying to communicate.
Colours are OK 
Nav bar is a bit unbalanced.
Make the image more positive on what your contribution can be.
Not sure green on white is OK for visually disabled

C.3.11 Based on the appearance and content of home page, do you think this site is aimed at you?  
If not, please explain your reasons who do you think this site is for?

If I was a newcomer to Involvement: No. The strapline should be much “louder” and 
presented much more simply. Make it general, give a strong positive message about 
getting involved. Include the social activity of involvement, perhaps using positive stories of 
involvement. Podcasts would be a good thing. 
 
If already an expert: Quickly identified the organisation behind the website (already knew 
about it).

No

It looks like it’s more for beginners.

I’d be wanting hard information, not just the principles, but hard info about opportunities 
for involvement.
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YES 
 
In my role:

 • I can look up what other organisations are up to
 • I can list my own organisation’s activities.

No: the corporate feel puts me off. It doesn’t feel like it’s for people

Yes – it would interest me greatly

Yes 
Ways to get involved (down the bottom of the page)

Yes

I’d be confident that every organisation there in some way does involve people in what they 
do.

What do they mean by “clinical research”?
•	 might be worth being clearer about this.

Valid XHTML icon might put some people off.

No: not sure what I’d expect to get

The text which sends you away if you want to be a participant in a trial is potentially 
confusing: users might not get this distinction from other types of involvement.

Needs to make it clearer that it is a good idea to take part in research.

C.3.12 Before you click on anything, please describe what you would expect to find in each 
section:

There was considerable overlap in what people expected to find in these sections. Users reported 
some confusion over the terminology. Note that the main headings, presented as they are as GIFs and 
not text, do not resize when the user resizes the text on the rest of the page.

a. What is public involvement?

 z You will be helping people to do various things, not necessarily a guinea pig. It’s important 
to say what we are NOT talking about.

 z Explanation: why have it, what kinds of things they do

 z Definitions, why get involved, benefits to organisations and participants

 z Comment: Don’t use this term: it is jargon. Use lay-friendly terms 
It’s not the right question: What research? What people in research?
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 z What it is, what does it really 
mean?
A description of what we mean by it. Involvement in what? What sectors of the public?

 z What it is, basic introduction

 z Say what they’re getting involved in
Make very clear that it’s not being a research subject

 z We want you to do X; list of activities

 z Brief descriptive piece, links to real examples, database, form to send off your details and 
hear back soon, case studies

b. Ways to get involved

 z What do I do? Point to various places, organisations etc

 z List of different things: being on committees, peer-review, list of activities, time implications 
for each

 z Comment: Use a different heading: 2nd person not 3rd person
How ordinary people can become involved.

 z Addresses & organisations

 z List of how to get involved, contacts
(Pause)
“I expect that not to be all that clear”
Say things like sitting on an ethics committee / questionnaires / focus groups
“Empty presents under the Christmas Tree” scenario

 z Contact details

 z Link to similar content to above, case studies

c. Organisations looking for people

 z Should follow on from the above, with direct links between sections.
Not sure. List of charities, academic institutions?

 z List of who is looking for people, blurb about what each organisation does, range of 
activities, vacancies

 z Comment: This is a scary heading – a lot of people would be terrified by this.
Companies / groups that people can approach

 z As above

 z Contact details

 z List by name

Give a strong positive message 
about getting involved.  
Include the social activity of 
involvement, perhaps using 
positive stories of involvement.

“

“
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An honest explanation of what they do 
A way of contacting them, including a phone number

 z As above; list of organisations, click on each one to get more info

 z Case studies, database, form, new opportunities 
 

d. Useful questions to ask

 z Do I get paid?

 z Don’t know 
If you were approaching an organisation: time? Reimbursement? Logistical and practical 
things, how their work will be used.

 z Not sure: Frequently Asked Questions? 
Comment: a bit condescending, use FAQ instead?

 z How much time? Teleconference / face-to-face?

 z FAQ

 z Questions the person who gong to be involved might ask, such as payment, what they’d be 
expected to do etc

 z FAQs 
General, “top-line” in nature

 z Not clear whether they’re for me to ask or for them to ask

 z FAQs, quotes 

e. What people say

 z A blog page.
 
Interviewer comment:
The user seemed to want a “task model” for the user’s journey through these sections.

 z Examples? I think I said that people’s views would be better embedded in the individual 
topics rather than lumped together at the end.

 z Experiences of people who have volunteered

 z What the organisations have to say, what the benefits were.

 z Peoples’ experiences of involvement

 z What their experiences were.

 z Recommendations from public & research on what their experiences have been.
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 z Testimonials of being involved 
What it’s like, how they got involved, experiences of involvement, what they got from it.

 z Would expect this to be a little bit too positive sounding 

 z “..about what?” 
“User reviews”?

 z Quotes

C.3.13 Please find organisations that are looking for members of the public to be involved in 
cancer research.

Code Perspective

P1 Task completed successfully
a Returned to home page during the task instead of the next step in the task.

P2 Task failed
a Layout of Search by activity, location and keyword was confusing
b Possible error in data (ethics committees)

P3 Task failed
a Defeated by the Location, Activity and Keyword search
b Would have gone to Google

P4 Task completed successfully
a Had some difficulty with the Directory of Organisations (“Oh gosh!”).

P5 Task completed successfully
a Organisation details: “This is very good”.

P6 Task completed successfully
a User was highly critical of the way this section was organised (P8).

P7 Task completed successfully
a Went to drop-down list; might have been better to Search by Topic first (didn’t 

see it).

P8 Task completed successfully
a With great difficulty!

i. Directory of organisations: “Damn, I’ve got to think about what to put 
in”; EITHER/OR is not clear enough

ii. Can’t find cancer
b Indecision over whether to choose Search by Location or Topic
c Liked the cleanness of the organisation listings

P10 Task completed with difficulty
a Didn’t notice EITHER/OR initially on Directory Search page
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Code Perspective

P11 Task failed
a Directed by interviewer to complete it successfully
b Used drop-down list
 i Surprised that the local are mixed up with the national
c prompt needed to evaluate the Search by Health Topic method of searching 

the database
d Didn’t notice at first that the page scrolled where it gave full details of an 

organisation
e User commented that the detailed text within the NCRN entry describing 

Clinical Studies Groups was “the first clue as to what I’ll be doing”

P12 Task completed successfully
a. Search by Health Topic

i. “This is nice”
ii. Found answer quickly using this search method

b. Usability comments:
i. Links are the same colour as sub-headings!
ii. Scrolling is a problem

c. Content comments:
i. it’s “not very insPeople in Researching copy”; “looks like a technical 

manual”
ii. no “warm welcome”; it will turn people off participating.

C.3.14 Find out what sorts of roles members of the public can expect to perform in clinical 
research 

Code Perspective

P1 Task completed successfully
a. Comment: “that’s good”.
b. The information arrived at may not have been useful to a novice user

P2 Task failed
a. Couldn’t get out of the jargon buster (all pages have same Title)
b. “I still don’t have the faintest idea what I’ll be doing”

P3 Task completed successfully
a. Comment: “it’s fine”; “is that all the ways you can get involved?”

P4 Task completed successfully
a. Comment: “That’s what I’d expect”
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Code Perspective

P5 Task completed successfully
a. Found the answer on the detailed listing of a specific organisation, not on the 

general sections of the website which are supposed to provide the answer.
b. Comment on Useful Questions to Ask: “You’re not getting an answer so they’re 

not useful!”

P6 Task failed
a. FAQs: It’s a bit annoying that they don’t actually provide answers
b. The information in Ways to get Involved doesn’t answer the question.

P7 Task completed successfully
a. “Good, fine”

P8 Task failed
a. Was frustrated by always ending up in the jargon buster 
b. “It is worth me pursuing this website?”

P11 Task failed
a. Required interviewer help

i. Didn’t know where to click from the home page to get an answer to this 
question

b. User understood the roles as they were described on this page.
i. “it’s asking a bit much of somebody like me”; intimidating
ii. “it doesn’t sound like me”

P12 Task completed
a. Roles:

 • “are these opportunities for me?”
 • No, they don’t look like it 

You don’t get the impression that these are opportunities for you to get 
involved.

At what point does it say “Here’s an opportunity for you”?

b. See REACH as an example of what you could do.
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C.3.15 Please try sending some feedback about the site. 

Code Perspective

P1 Task completed successfully
Used email address in Contact Us.

P2 Task error
Used the questionnaire link.

P3 Task completed successfully
Used Contact Us.

P4 Task error
Used the questionnaire link.

P5 Task completed successfully
Could put Contact Us in the footer as well.

P6 Task completed successfully
Used email address in Contact Us.

P7 Task completed successfully
Used email address in Footer

P8 Task succeeded

P9 Task succeeded

P10 Task succeeded

P11 Task error
Used feedback questionnaire link

P12 Task error
Used Used home page link

C.3.16 Having used the site, do you still think the same about its look and feel?

Code Perspective

P1 Yes
Possibly the green text of the main menu headings could be greener.

P2 Tended to ignore the right-hand side

P3 I really like it, very, very clean
Appeals to my style
No flashing stuff (= good!)

P4 Having used it, the navigation was simple and the information was fine. 
Appeals to my style



71Evaluation of People in Research; web-based resource

Code Perspective

P5 Yes

P6 Feeling a bit warmer towards the design at the end than at the start.

P7 Easy to use, easy to find your way around

P8 YES – the general message of the design is that it’s simple and straightforward

P9 Yes

P10 Yes

P11 Yes

P12 Started mediocre and got worse.
It wasn’t user-friendly: font / links big problem

C.3.17 Did you have any problems in using the site? 

Code Perspective

P1 No

P2 It didn’t work: the problems are with the content not the navigation.

P3 No

P4 Visually it was not very appealing.

P5 Useful questions to ask:
i. You’ve forgotten them by the time you look up the organisation
ii. They should be with the organisation

P6 The highlighted areas (RHS etc) are actually leading me AWAY from where I need 
to be. I am ignoring the RHS. The links in the text themselves are distracting from 
reading the text.

P7 I’ve changed my mind on how useful it is: there are not enough organisations 
listed; surprised that only four organisations came up for cancer.

P11 No

P12 [Plenty! See above.]
“I don’t feel that this organisation is accessible.”
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C.3.18 …suggestions on how to make it better? 

Code Perspective

P1 No

P2 Yes
a. Use concrete, real-life examples
b. Provide more (better) information about the organisations
c. The text is NOT lay-friendly. It should say clearly:

i. What the organisations do
ii. What do lay people currently do with them
iii. What opportunities are available

d. It’s written in Civil Service language; it needs to be plain English-ed and made 
livelier.

e. Content should be informal, engaging.

P3 There’s not a huge amount of information.
a. Perhaps include current vacancies?
b. get orgs to upload their own vacancies?

P4 The whole point is to enable the public to get involved
a. They may not know how that will happen
b. There is too much on the home page
c. Jargon terms: Commissioning, proposal: what are they?
d. Have a more sparse home page, we’re assuming too much.

P5 No

P6 The Jargon Buster is quite short: maybe it could be expanded.

P7 Get rid of the XHTML thing 
Jargon Buster: I expected the INVOLVE jargon buster.

P8 At all times, the user should be no more than 3 clicks away from where they need 
to be (Jakob Nielsen)

P11 Make it clearer why I should go there in the first place.
a. Promote it more: leaflets in GP and hospital waiting areas

P12 There are serious problems with this site,
a. Potentially, some of the background work (e.g, on the database) could be 

useful
b. Needs to match people to opportunities.
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C.3.19 Do you have any general comments about the site?

Code Perspective

P2 It’s very difficult to remember what you don’t know.
•	 Ways to get involved:

 • Click on research protocol and it tells me but it doesn’t show me
•	 Need to convey the intellectual demands (e.g. of protocol reviewing)

•	 “It’s not real”
•	 A terrific idea, which hasn’t quite come to fruition yet.
•	 Needs detailed content
•	 Better promotion (use the patient groups)

P3 “It does what it says on the tin!”
There aren’t many organisations on there.

P5 Design, pictures etc a bit too corporate.
•	 A “website buddy” that takes you through the site (a guinea pig! [JOKE])
•	 Videos of real people talking about it.
•	 One has to recognise the financial reasons for being involved.

P10 DeNDRoN phone number is wrong.

P11 Comment on similarity in aims with Community Councils.
•	 Other comments:

 • sometimes these exercises are about box-ticking, or they do a consultation 
but they have already made up their mind.

C.4 Qualitative feedback

These comments were recorded by the facilitator during the discussion. They have been grouped into 
topic headings and referenced to the interview number.

C.4.1 Broader issues and context

 z “This website is looking for high-level, formal involvement from people who are already ‘on 
board’” [P10]

The site has the organisation’s perspective. Content should reflect the participant’s perspective (e.g. 
say “What can I offer?” instead of “Here’s what we need.”)

The challenge is getting researchers involved. It needs more content: doesn’t command the respect of 
patient and public involvement managers:

 z “There must be more than one!” [P3]
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C.4.2 Off-putting jargon and complex content

 z “You’d have to be quite keen” [to get through all this information] [P2]

Be clearer about what the benefits are [P3]

 z how people’s input will be used

 z what difference it will make

 z how it will benefit them as individuals

Be clearer about what the activities actually involve [P3]

C.4.4 Examples of involvement

 z people’s experiences in their own words

 z the benefits to organisations, in their own words

 z include the good and the bad 

Only include organisations that REALLY want to involve people [P10]
Beware of “Empty presents under the Christmas Tree” scenario, in which much is promised but the 
reality proves disappointing.

C.4.5 Specific parts of the site

Directory of organisations:

 z Too many clicks to get there

 z Users often didn’t see the keyword search and just selected the drop-down [P3, P9, P10, 
P12]

 z Drop-down list:
 • This confused some users: they found it to be intimidating and annoying

 z Some users liked it (they tended not to have much background knowledge of patient and 
public involvement); others hated it (they tended to have background knowledge of patient 
and public involvement)

 • Reflects expectations: those with background knowledge were disappointed not to find 
more information in the Directory
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Some initial reactions:

 z “Damn, I’ve got to think about what to put in”

Search by location, etc is far too complicated and intimidating for some users. 

Ways to get involved.

 z “Is it all the ways you can get involved?” [P7]

The site did not support users in ancillary queries, e.g.

 z “I wonder if there’s an advisory group near me?” [P10]
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D.1 Summary of results

There is still a barrier around the lack of knowledge the public have to be able to challenge / talk 
effectively in PPI forums [Session03].

D.2 Participants

Eight participants were recruited jointly by Minervation and UKCRC. Four pairs of participants were 
invited to attend a testing session in either Oxford or London.  

This table lists all of the participants’ details. Each session pair is identified by a code number.

Code Perspective
Visited 
before?

Sex
PPI 
Knowledge

Comments

Session 01 PPI Professional Yes F A lot National organisation

PPI Professional Yes M A lot National organisation

Session 02 Patient advocate 
and PPI 
researcher

No F Some Social care background; a lot 
of involvement in service user 
collaboration in social care

Patient Yes F Some Has participated in PPI both as a 
patient and as a parent or carer.

Session 03 PPI Professional No M A lot Has a long career in involvement 
at local and national level. Focus 
on commissioning

PPI Professional No F A fair 
amount

Does PPI work for local NHS 
trust

Session 04 Researcher No F A lot As well as doing research, 
has run support groups and 
participated in research as a 
patient.

Public No F None Interest in PPI for the future

D Hands-on testing
A

pp
en

di
x
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D.3 Qualitative feedback

D.3.1 Specific parts of the site

Directory of organisations:
Some initial reactions:

 z I don’t know what organisations you mean (Session04)

Search by location, etc is far too complicated and intimidating for some users. 
The search button is under the fold of the page and one group got stuck on this (Session 04). The 
whole arrangement is far too complicated, there is overlap between what people will understand by 
“topics” and “keywords”. It just doesn’t work.

Recommendation: Put the search by topic / location / etc on the front page. Concatenate the topic 
menu and keyword search; there is no need to separate these and it just confuses people. Include a 
list of all organisations, but put it lower down the page.

Enable searching of the directory from the site home page (see Search box).

Ways to get involved.

 z Both testers (patient and public involvement specialists) found these words quite scary 
[Session03]

 z It’s getting very technical very quickly / jargon [Session04]

 z “I find this pretty turgid and scary” [Session04]

 z “Horrible pages” [Session04, Preset Scenario]

 z Too complex, unless you already know what they are [Session02]

What is public involvement?

 z It is process-driven rather than user-centred [Session03]

 z Need a welcoming message (it’s quite dry) [Session02]

Jargon buster
Majority positive feedback. However, the Jargon Buster derails users from their tasks.

 z The content is wrong [Session03]

 z The content is too intellectual [Session03]

 z Useful to have a search tool [Session01]

It’s getting very technical 
very quickly.

“ “
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Directory listings

 z The landing page of links are often horrendous

 • only link to organisations that provide a lay-friendly landing page

 z Liked the layout [session03; question 1]

Main menu

 z Accessibility of menu items

 z Confusion of phrasing (session02)

D.3.2 General content
Link to ongoing trials or sources of ongoing trials (Session02, Session04)

It needs more content:

 z “I feel it’s not very clear, I’m not confident. (Session04)”

D.3.3 Design
Home page: lean, not cuddly, not inviting (session04)

 z it doesn’t attract me as a lay person (Session03, Scenario 1, Ways to get involved)

Improve the prominence and consistency of links.

Push the breadcrumbs slightly lower in the design mix

D.3.4 Suggestions for improvement
Session02: 
Create: ARE YOU COMPLETELY NEW?

 z Give a nice introduction, emphasise the positive contribution

 z Provide some sort of answer; it needs to be as welcoming and positive as possible

Session03

 z Could you have a box for a vignette explaining what it’s about?

It is process-driven rather 
than user-centred.

“ “
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Session04:

 z Drivers for getting the public involved: what are they hoping to achieve?

 z Personalities: use video camera? 
 • different ways of getting involved
 • Advocacy: role of patient groups

 z Provide onward links
 • This is HOW it will work
 • This is WHAT you will be doing
 • These are the OPPORTUNITIES

D.3.5 General comments

Session01:
Some ideas for what is needed for patient and public involvement from their perspective:

 z Practical advice on how to do it

 z The website should appeal to hard-to-reach groups

 z Information about the range of ways to get these groups involved

 z Local knowledge of what matters in your area

 z Issues in domain-specificity
 • There will be more interest if it is recognised as being directly relevant to a person’s 
specific area of interest.

Session02:
“Public Involvement in Research”

 z Raises the importance of public involvement

 z Appealing introduction

 z Inaccessible to those who aren’t already involved

 z Can’t actually get to the trials 

 z Needs a uniform search key

 z Who is it for?

 z Language needs thinking about

 z Be more welcoming

 z Provide a synopsis of what it all means

 z Signpost material for specific conditions from the home page or from the What is PI? page

For those who are 
completely new, give a nice 
introduction, emphasise the 
positive contribution.

“

“
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 z SHOULD BE AIMING AT NEW PEOPLE, NOT THE USUAL SUSPECTS

Session03

 z None of it attracts me as a lay person

 z “People” is highlighted but there’s a disconnect: “YOU!”

 z Could you have a box for a vignette explaining what it’s about?

 z It does look very intellectual, way over my head

Session04

 z I would actually need to feel valued
 • other participants would need to value me
 • it must be well facilitated

D.4 Task success

This section shows the scenarios generated by the users, and whether they were successful in 
completing them. Users attempted their own scenarios first, and used the preset scenarios if needed.

 z In total, ten scenarios were attempted. Of these, eight failed to find satisfactory information.  
This is a very poor performance.

D.4.1 User-generated scenarios

Session01:

1. Finding helpful resources 
E.g. guidelines on involvement in clinical 
research; these should be tried and tested, 
peer-reviewed and/or quality controlled

FAIL
No information
Might be useful to say where you 
can go to find the resources (e.g. the 
INVOLVE website).

2. Contacts
a. Finding out who’s doing what & where
b. What works and what doesn’t work

By (geographical) area, within area, 
age, ethnicity, disability, language

SUCCESS

3. Good practice guidelines

4. Find people who want to be involved 

I find this pretty turgid and 
scary.

“ “
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5. Training
a. Of public / service users
b. Researchers: to deliver training to 

patients/public
c. Not just “training the trainer” but also 

training the actual people to are going 
to do the research and get involved

d. How research works

Preset scenarios
1. Organisations with links to the condition

a. Possibly would miss co-morbidities
i. Drop-down list is good to have
ii. “Go back to what you know”

b. SURGE
i. “What is a hub?”

2. Access to people who want to get involved
3. Description of what peer-review is

a. Jargon buster: “Useful to have a search 
tool”

4. Needs of mental health service users 
Use MHRN?

SUCCESS

Be clear what is not to be found here 
(e.g., specific needs of particular 
groups of patients, e.g. mental 
health).

Session02:

Where does it take place? FAIL

WAYS TO GET INVOLVED
•	 dry, no relevance
•	 doesn’t speak to me
•	 should say “clinical conditions”

What sort of treatments are being trialled?

Amount of involvement: type of person/skills/ 
experience needed

FAIL

WAYS TO GET INVOLVED
•	 too complex, unless you already 

know what they are

USEFUL QUESTIONS TO ASK 
•	 should this be in What is PI?
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•	 The phrase is confusing
•	 Mismatch: what can I offer? 

The site is written from the 
perspective of someone 
describing what they need. It 
does not support the perspective 
of someone wondering what they 
can offer.

Treatments/results of previous trials

How many people are needed?
Support system
Opportunity to meet similar people
Who the investigator is
Credibility of organisation

Which research organisations?

Session03:

Search for policy documents for top-down 
perspective
•	 info about specific organisations

FAIL

Users made several errors in 
trying to search for organisations. 
Need “organisations with current 
vacancies”

PCTs change management programme
•	 “World Class Commissioning”

 • use to have discussions and bring to 
account the commissioners

To empower negotiations and the lay public

Variances between NHS systems in the UK
•	 is this new initiative going to work in 

Wales?

Reviewing research proposals
•	 Drug information
•	 Possibly other protocols or ongoing 

research
•	 Practicality of research from the patient’s 

perspective.
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How many people are needed?
•	 Support system
•	 Opportunity to meet similar people
•	 Who the investigator is
•	 Credibility of organisation

Which research organisations?

Preset scenario: finding bowel cancer research 
organisation

FAIL

Users were diverted into the Jargon 
Buster and couldn’t find their way 
out.

Re: Graphic design
•	 None of it attracts me as a lay 

person
•	 Wasted picture: repurpose this 

area
 • Could you have a box for a 

vignette explaining what it’s 
about?

•	 why not have a nice search box?
•	 Use vignettes to explain the role.

Session04:

Drivers for getting the public involved: what 
are they hoping to achieve?

Personal experience of a specific disease: 
you’ve got [a disease]; if not, what are you 
bringing?

Who else is going to be there?

What is the aim? FAIL

“This is for professionals”

The best content was found in 
Useful Questions to Ask
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Trajectory: what will happen next?
follow through to see what happens at the end

Examples of similar processes
•	 “I wouldn’t think it was possible”

Advocacy roles FAIL

Problems using the Search facility
To few organisations, need to link 
directly to them
Due to domain-specificity

Preset scenario: finding bowel cancer research 
organisation

FAIL

Would want to type in bower cancer 
on the home page.

Confused again by the Search 
functions.

“This isn’t what I want at all”


