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About the author 

This evaluation report was written by Dr Claire Nolan. Claire is a freelance Patient and 

Public Involvement Specialist who has worked with in the charity sector developing 

programmes to support Patient and Public Involvement (PPI) in research. She now 

works with both charities and industry to support the development of PPI within 

research programmes and she was the lead author in the recent publication 

“Supporting PPI in industry-led research: a guidance for charities”.  

 “I felt as though I was contributing to potential future treatments and a possible cure... 

not only from the formal discussions but the networking opportunities to exchange 

opinions and experiences. The idea of the day was a breath of fresh air.” 

A Crohn’s & Colitis UK Patient Involvement day contributor 
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Introduction 

Medical research charities supporting patient and public involvement in research 

Patient and public involvement (PPI) in research has gained increasing momentum 

over the last 20 years in the UK.  Often a trusted source of information and support for 

their patient and carer communities as well as a source of funding and authority for 

research communities, medical research charities are well placed to support PPI 

outside of their own research funding programmes. Benefits for the charities can be 

reputational, but also by ensuring that research is more focused on and sensitive to 

patient challenges and needs, these charities are increasing the chance of funding 

investment from external sources i.e. National Institute of Health Research (NIHR), 

where the expectation of quality PPI in funding applications is considered mandatory. 

A recent survey of the Charities Research Involvement Group (a shared learning group 

of health charities in the UK that support PPI, of which Crohn’s & Colitis UK have 

recently joined) showed that 25 out of 28 charities offer PPI support to researchers. 

The scope of that support varied widely with only 13 charities reporting that they offer 

support in facilitating PPI meetings including Alzheimer’s Society, Parkinson’s UK, 

Cystic Fibrosis Trust and Muscular Dystrophy UK, to name a few.  

PPI in research at Crohn’s & Colitis UK 

Crohn’s & Colitis UK research team, whilst relatively small, have been proactive in the 

PPI space.  

In recognising the benefit of supporting PPI in inflammatory bowel disease (IBD) 

research, Crohn’s & Colitis UK have positioned themselves as forward thinking and 

innovative in their approach to promoting PPI. In 2018, Crohn’s & Colitis UK were part 

of a group of organisations including the British Society of Gastroenterologists, the 

Bowel Disease Research Foundation, the Association of Coloproctology of Great Britain 

& Ireland and NIHR that supported a PPI research day that brought together 80 people 

affected by IBD along with 30 researchers.  PPI contributors commented on elements 

of clinical trial protocol design, developing quality of life scores, questions around data 

management and dissemination.  

Building on the success of this patient involvement day in 2018, the team worked again 

with those highly regarded partners to bring people affected by Crohn’s and Colitis 

together with multiple research teams to create dialogue and shared learning in IBD 

research. 

The Patient Involvement Day 

The research team at Crohn’s & Colitis UK and colleagues from partner organisations 

worked together to plan and deliver the patient involvement day. After a successful 
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day in 2018, the team wanted to do more to improve accessibility and diversity in 2019 

by ensuring that people were able to attend and contribute both face-to-face and 

online.  

A total of 100 people confirmed their attendance on the day and nine researchers 

presented at the patient involvement day, covering topics like the NIHR genetic data 

platform, fatigue and exercise, treatment for perianal fistula and immunotherapy in 

bowel inflammation. 

The event was held at Chetham’s School of Music, Manchester city centre and took 

place from 10am-4pm. A total of 60 people affected by Crohn’s and Colitis attended.  

The day was opened by Sue Blackwell, patient representative, and Phil Tozer, 

Consultant Colorectal Surgeon, St. Marks Hospital. 

In terms of digital set up, two introductory presentations were live streamed as well 

as two of the researcher presentations. These videos are still available on the Crohn’s 

& Colitis UK website. Viewing numbers for each of the presentations is currently (as 

of November 2019) are displayed in Table 1. 

In the two researcher live streamed sessions, both the audience and people viewing 

online were able to vote when asked certain questions by the researchers.  

In the sessions that were not live streamed, audience members used digital voting to 

give their feedback to researchers. All voting was left open for one week after the 

event. This ensured that anyone who attended on the day or streamed on the day 

but did not vote, could vote afterwards. It also meant that anyone who was unable to 

attend or watch the live streamed sessions, could watch the sessions afterwards and 

still vote. 

Table 1. A breakdown of online views and votes for each session. 

Session Number of 

online views 

Voting 

responses 

Introduction and impact of patient 

involvement in research 

506 N/A 

Involving the public in health research 392 N/A 

IBD Bioresource that aims to assist quality 

Crohn’s and Colitis research. 

200 *877 

PROPHER - hernia research study with online 

patient follow up 

N/A 10 

TRIBUTE - trial investigating regulatory T cells 

(Tregs) immunotherapy as new treatment for 

Crohn's.  

N/A 13 

*Link to survey emailed to IBD  Bioresource patient cohort (n=20,000) 
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IBD Fatigue - a study testing the suitability of 

an exercise programme to help reduce levels of 

IBD fatigue. 

N/A 14 

Being me with IBD - animation for young 

people with IBD. 

N/A 9 

GONDOMAR - study of Crohn's patients with 

perianal fistula to assess treatment and validate 

outcome measures. 

N/A 14 

Re-inventing the continent ileostomy - 

research at concept stage to reinvent 

procedure 

N/A 2 

High performance in IBD surgery - what 

does high quality IBD surgical care looks like 

for patients? 

N/A 17 

Mangetoo - tele-dietetics service with 

registered gastrointestinal dietitians 

393 48 

Gaining feedback from attendees and researchers 

Three feedback surveys were developed by Crohn’s & Colitis UK and the author of this 

report with input from a patient expert and other partner organisations. 

Twenty people affected by Crohn’s and Colitis who attended face to face on the day 

completed the survey and eight researchers. No-one completed the online contributor 

survey. 

Feedback from PPI contributors 

The attendees were asked to rate the day and what contributing to research, in the 

way they did at the Patient Involvement day means to them.  

When asked to rate the patient involvement day overall, the average response was 

8.65/10. 

“It was great to be heard. Finally felt like I was being listened 

to and what I had to say mattered” 

“It means that I can take back some semblance of control from 

a situation that is so out of my control. It means that I can 

contribute to the improvement of healthcare and hopefully 

help others diagnosed with IBD in the future.” 

“Very useful to learn about the latest research programmes 

and concepts for improved treatment. Also, to mix with fellow 

patients to learn of their stories and experiences is very 
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rewarding. Mutual support is a very positive outcome from 

things of this nature.” 

90% of respondents indicated that they would prefer to attend future patient 

involvement days face to face. 

When rating practical aspects, the majority of respondents rated 4 or 5 out of 5 for all 

aspects, with a few commenting on the menu options and set up for eating. 

“The day was well planned and well thought out. There was a 

sufficient amount of time for breaks to meet other attendees, 

browse the stalls and have something to eat. I thought it was 

great that there were multiple options provided regarding the 

sessions that were presented. It allowed for everyone to come 

back as a collective and discuss what they had discussed and 

mixed up the day a bit. The venue was lovely, food great and 

length of day absolutely feasible. “ 

“Would have been nice to have somewhere to sit for lunch and 

having things clearly labelled (as a vegetarian on a low residue 

diet, I found it quite hard to find something to eat). Seemed like 

a great selection for the 'normal' eaters.” 

The electronic voting system was used by approximately half of respondents and their 

overall rating of the system was 3.93/5.  

“Tried multi times with different links but the voting didn’t work. 

And some questions asked to look at the diagram but there 

wasn’t a diagram?!” 

“Didn’t work straight away when tried during the meeting but 

then once worked was easy to navigate.” 

“It was easy to use.” 

“User friendly, no problems.” 

Crohn’s & Colitis UK supporting people to engage with research 

With regards to finding information about Crohn’s and Colitis research and accessing 

opportunities to participate, 75% and 65% respectively of respondents answered 

strongly agree or agree.  
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“Crohn’s & Colitis UK website is the place I go for most 

information.” 

“Much of the information referred to can be found on the 

Crohn’s & Colitis UK webpages.” 

In terms of Crohn’s & Colitis UK making it easier to access research opportunities and 

ensuring that people affected by Crohn’s and Colitis have opportunities to work with 

researchers to shape research, 70% of respondents answered strongly agree or agree 

to both statements. 

“Before attending the research day, I probably would not 

have known where to access research opportunities, so I am 

so glad I attended as I feel more confident and informed to 

access research opportunities.” 

“This conference was the first that I attended and had 

previously not been aware of patient participation 

[involvement in] research.” 

When asked to rate their level of agreement about what they gained as a result of 

attending the patient involvement day, the responses were very positive.  

To being able to contribute their skills and experience, 75% of respondents selected 

strongly agree or agree. In learning more about research, 100% of respondents 

answered strongly agree or agree. In gaining new skills and knowledge, 75% of 

respondents selected strongly agree or agree. About meeting and connecting with 

new people, 90% of respondents answered strongly agree or disagree. 

Attendees were then asked to rate the impact they felt the contributions of people 

affected by Crohn’s and Colitis had made to the research.  

“I think that many of the contributions and responses from the 

participants were unexpected and made definite impacts on 

the presenters’ level of understanding of living with Crohn’s 

and Colitis” 
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Attendees were asked to select which statements most applied to them in terms of 

impact on themselves.  

After today, I… 

 

Impact of the Patient Involvement day from the perspective of patients 

• The enjoyment and benefit of meeting other people who have similar 

experiences 

• Learning about inspiring and thought-provoking research 

• Being involved in improving the quality and sensitivity of the research 

• Giving some people renewed hope for the future 

• Attendees felt their contributions had a positive impact on research 

• The majority of respondents feel positive that Crohn’s & Colitis UK support 

them to access research 

• The majority of respondents indicated they feel more positive about the Crohn’s 

& Colitis UK research programme 

• The majority of respondents would recommend getting involved in research to 

other people affected by Crohn’s and Colitis 

 Considerations for future Patient Involvement days from attendees include: 

• More detailed pre-meeting information 

• An alternative approach to the parallel sessions 

• Food options more appropriate for people with inflammatory bowel disease 

• Providing at least some seating for lunch and refreshments 

• More detailed instructions of the electronic voting system 

• Reconsider how to most effectively get feedback from online contributors 

 

Feedback from researchers 

A total of eight researchers completed the feedback survey (almost 90%), rating the 

meeting overall at 9.38/10. 

“Extremely helpful discussions and perspectives.” 
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“Good interaction. Varied topics and lively discussion.” 

 

“Really great experience, Great to interact with lots of 

patients and researchers, loved being able to wander round 

the stands at the breaks. Would have perhaps been 

improved with a full agenda shown at the beginning of the 

day, or some posted around to show us where we had to be 

at what times.” 

 

“It was evident that this was a well-organised and 

advertised event by the number of patients registered. I 

really valued the opportunity to have plenty of time talking 

to a large group of patients, as well as a number of one-

on-one interactions in the break times. There was helpful 

information regarding preparing an appropriate 

presentation in the run-up to the event.” 

 

“An interesting and exciting meeting that was well 

organised and well-paced and with lots of discussion.” 

 

Practical aspects 

When researchers rated the practical aspects of the day 1-5 (1 being poor and 5 

being excellent), they scored 4 or 5 for all aspects except one researcher scored 3 for 

pre-meeting support and venue and another researcher scored 2 for the electronic 

voting system. 

When asked how they found their interaction with the patient/carer contributors, 75% 

researchers indicated that the interactions had ‘exceeded expectations’ and 25% that 

their expectations had been met. 

Role of PPI contributors 

In a breakdown of the main roles of the PPI contributors in the research, commenting 

on relevance of research topic and shaping the research question were highest with 5 

out of 8 researchers (63%), closely followed by giving feedback on study design with 

50% researchers selecting that option. 34% of researchers selected commenting on 

an ethical aspect, advising on recruitment and helping to identify future topics.  

Impact on research, researchers and overall 

In terms of impact, 75% researchers rated the impact of the PPI contributions as ‘very 

positive’, 25% selected ‘positive’. 



9 
 

When asked if they were planning to change something based on the views and 

experiences shared by people affected by Crohn’s and Colitis at the patient 

involvement day, 75% researchers answered yes, including: 

• Making changes to Patient Information Sheet and feeding back data 

• Design of the study intervention 

• Focus of pitch to patients 

• Changing script and colours for animation 

 

Researchers also rated the impact that the Patient Involvement day had on 

themselves. 

 

 

In assessing the overall impact of the patient involvement day on the research and 

researchers, there were extremely positive responses.  
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PPI beyond the Patient Involvement day 

88% of the researchers expressed their intention to work with PPI contributors 

further in the research projects that they presented, including: 

• Forming a patient panel for the IBD Hub 

• Including patients as co-applicants 

• Engaging in PPI to run a Delphi study 

• Arranging an IBD patient advisory group 

100% of the researchers indicated that they would work with PPI contributors again 

in future research. 

Impact of the Patient Involvement day from the perspective of researchers 

• Commenting on relevance of research topic, shaping the research question and 

giving feedback on study design were the most common areas patients were 

asked for their input 

• The researchers truly valued the collaboration, communication and contact with 

people affected by Crohn’s and Colitis 

• The majority of researchers plan to change something as a result of the patient 

involvement and work with people affected by Crohn’s and Colitis again with in 

this research 

• 100% of the researchers said that they will work with people affected by 

Crohn’s and Colitis in future research 

• The majority of researchers indicated that the Patient Involvement day had 

changed how they viewed involving patients/carers in research 

• Half of the respondents indicated they felt more motivated and passionate 

about their research 

• 100% of researchers agreed that they felt more positive about the support 

that Crohn’s & Colitis UK give to researchers 

Spotlight on Dr Miles Parkes and the IBD resource 

 

The IBD BioResource is an expanding national platform of detailed genetic, clinical 

and descriptive data of 25,000 patients with Crohn’s and Colitis. The information in 

the Bioresource is to be made available to the research community in anonymised 

form for analysis and facilitates recruitment of patients for future research projects 

based on their genetic and clinical characteristics. 

   

Dr Parkes and his team gained vital insight from the interactive questions he and 

his team posed on the day. This was subsequently shared with patients already 

registered on the IBD Bioresource. including questions about ethical aspects of 
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data collection and sharing. The survey was completed by 877 people affected by 

Crohn’s and Colitis.  

 

Examples of responses include: 

 

• The BioResource may access medical and health related records, analyse and 

store this information long-term… 

 
 

• The IBD team gives you the option for feedback in the rare event that you were 

found to have an increased risk of a genetic disease, which might be relevant 

for your future health’ 

 

 
 

Dr Parkes described the patient involvement and feedback overall as “very positive 

and insightful”.  

“Patients demonstrated a good understanding on 

data access and data sharing and were willing for all 

their data to be made accessible to either research 

or industry if deemed of benefit to the patient 

community. To reflect patients' view on data sources 

transparency and options with regards to genetic 

feedback, we are now working on updating our 

study documentation to add clarity. 

We anticipate these changes to be reviewed and 

implemented by early 2020." 

 

Dr Parkes indicated that the patient involvement day had “changed how I view 

involving people in research”. 
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Considerations for next Patient Involvement day 

• Given the right planning and facilitation, it could be possible to get patient 

and carer perspectives on analysing data, interpreting responses or 

disseminating research. 

• Some researchers would prefer weekday or evening Patient Involvement 

sessions 

Conclusion 

There is overpowering evidence of the positive impact on both feedback from the 

patient involvement day from both the perspectives of the patient and carer 

contributors and the researchers. Based on the feedback a future patient involvement 

day or days is recommended. 

 




