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A. Introduction

Thank you for agreeing to review applications for funding from the Research for Patient Benefit Programme.  These guidance notes aim to help you with reviewing applications from a patient/public perspective.  
This guidance is new – so we would very much welcome your comments.  If you have any questions about reviewing or if you would like to give us your views on this guidance, please contact Jean Cooper Moran, Senior Programme Manager for Patient and Public Involvement – Email jean.coopermoran@nihr-ccf.org.uk  

Tel: 020 8843 8042.

B. About the Research for Patient Benefit (RfPB) Programme 
The Research for Patient Benefit (RfPB) Programme is part of the National Institute for Health Research (NIHR) – the organisation which is responsible for NHS research.  The main aim of the RfPB Programme is to support research to improve health services and public health.  The projects funded by the RfPB Programme cost up to £250,000 and use a range of different research methods.  They address questions that include:
· How to improve the way that NHS services are provided and used 

· Whether treatments are effective and provide value for money

· Whether new developments will benefit patients (or carers, or potential patients)
You can find more information about RfPB at:

http://www.nihr-ccf.org.uk/site/programmes/RfPB.
You can read more about how patients and the public are involved in RfPB at:

http://www.nihr-ccf.org.uk/site/consumerinvolvement
C. What is peer review?

Peer review involves a research proposal (or research report) being read and commented on by people with similar interests and/or expertise to those who wrote the proposal. Peer review helps to check the quality of the research proposal – asking questions like:
· Is the research asking an important and relevant question?

· Are the methods the researchers plan to use the right ones for the project?
Every research proposal submitted to RfPB is reviewed by a number of peer reviewers – for example researchers who know about the technical methods, and clinicians who work in a similar area.  Peer review also draws attention to weaknesses or likely difficulties and helps researchers to improve their proposals. When the research is finished, peer review also ensures the quality of any publications or reports. 

D. Why does RfPB ask patients and members of the public to be reviewers?
RfPB always asks patients or members of the public to review applications because they bring a unique and valuable perspective – they can draw on their knowledge and experience as someone who has used similar health services or someone who might use these services in future.  Researchers and clinicians do not often have the relevant experience of healthcare services.  
Patients and members of the public who act as reviewers have a particularly important role in answering questions such as:

· Is the research question important to patients or carers?

· Is the research looking at outcomes that are important to patients or carers?

· Is any information for patients clear and easy to understand?

· Will patients be willing to take part in the project?  Or will it inconvenience them so much that they are unlikely to agree to take part?

· Did the researchers seek the advice of other patients or carers when they planned their research?  What difference did this make?

These questions are not often addressed by researchers and clinicians. They tend to focus more on research methods, the project plan and value for money. 
Some examples from reviews by patients/members of the public:

“As a mother of children with asthma, I consider that the project reflects real issues and will test a very feasible model. Attending 6 monthly reviews at a GP's can be inconvenient and time consuming. Frequently patients see different nurses or GP's - this could offer an opportunity to build up a relationship with an accessible health adviser.”
“From a lay perspective [this proposal] appears to be very restrictive. Why would someone ask an elderly patient in hospital sufferring from a fractured neck of femur questions about their sexuality?.. I would also wish to explore further how the suggested focus group would be defined. My thoughts are that to get some 60-90 year olds discussing their sexuality would be very difficult and that only a group of extroverts would possibly put their hands up, therefore missing those quiet and "old values" "none of your business"  people.” 

“Patient and public involvement is strong. The work has arisen in part from listening to what patients are saying.”
E. How does the review process work?
There are six steps a research proposal has to go through in order for the RfPB to decide whether it should be funded:

Step 1:  When the RfPB Programme receives an application for funding, RfPB staff first check that the forms have been filled in correctly.  
Step 2: There are 10 regional funding committees within the RfPB Programme.  Each committee consists of people who work in the NHS, health researchers who work in universities and patient/ public members.  A small group of committee members from each region has an initial look at each application to make sure that the research could benefit patients in the short or medium term or in the case of pilot work, that subsequent research will lead to patient benefit in a timely way, and is clear enough to send out for review.
Step 3:  All proposals that meet the criteria outlined in step 2 are sent out for review.  The staff at RfPB aim to get at least three reviews for each research proposal – with at least one from a patient or member of the public. 

Step 4:  The RfPB committees then look at the reviews alongside each application, and then make a decision about whether they think the application should receive funding.  

Step 5:  RfPB committee recommendations are reviewed by the Programme Director and sent for approval to the Director General of Research &Development.
Step 6: Applicants receive notification of the decision and specific feedback from the RfPB Committees.  Copies of the reviewer comments (without the scores) are enclosed with this feedback.   
F. What makes a good review from a patient/ member of the public?
Every application is different, and therefore every review will be different.  But there are still some general lessons about what makes a good review. Based on the views of the people who are going to read and use your review, it is most helpful to include: 
1. Detailed comments – so for example saying why you think something in the proposal is particularly good (or particularly bad).

An example from a review: This project is extremely relevant to the known risks for patients following breast cancer treatment. It has the potential to benefit patients by countering/preventing arm morbidity; by providing physical and psychological support and rehabilitation; preventing lymphoedema. Potential cost savings include reduction in pressure on staff and resources; physiotherapy time; numbers of patients attending lymphoedema clinics (many of whom would later require treatment for complications such as cellulitis)… The study can be used to inform policy and national guidelines on breast cancer as well as national guidelines on complementary care. It reflects an excellent awareness of the needs of users, patients and carers since it is informed by the earlier pilot study...

2. Comments about whether you think the research asks an important question – as well as why you think this.
An example from a review: This project has clear patient benefit : it could lead to improvements in the ease with which patients can access advice on their asthma; it offers patients an alternative and more convenient route to getting advice;it allows patients to get advice more often; it provides opportunities for patients to seek clarification on their GP's advice; and it could lead to improved health outcomes for patients and thereby reduce hospital admissions etc. It has the potential to achieve benefit to the NHS in reducing exacerbations, hospital admissions etc from poorly managed asthma.
3. Comments about whether you think the research would work in practice – it might help to think about whether you would agree to take part in the research and why you would say yes or no.
An example from a review: Reports of bereaved carers- an invaluable source to help to understand the patient's experience but a great deal of care will need to be taken over the timing of this discussion. If it takes place too soon after the death, the views of the carers may be significantly different to those obtained a few months later, leading to either a more positive or negative view of the patients care. As a carer who lived in a different area to my deceased mother, how would I have been traced to participate in the research?

4. Comments about whether the researchers are measuring the right outcomes – sometimes researchers may choose to measure changes that aren’t as important to patients.  For example, they may just measure the impact of a treatment on people’s physical health and not whether people also experience a better quality of life. It would be helpful if you can comment on what you think is important to measure.

An example from a review: The reason women (or any patients) seek medical help is that the quality of life is being reduced by the burden of disease, or they fear it will be.  This study seems to be concerned about measuring the amount of blood loss rather than the impact heavy menstrual bleeding has on the lives of the women concerned. It would be improved vastly if they also added some impact measurements such as days off work, days/time feeling ill, impact on social and family life etc. 

5. Comments about the patient and public involvement in the proposal – for example, have the researchers talked with any local patients’ or carers’ groups about their plans?  If they are involving patients on steering groups, have they budgeted for their travel expenses and payment for their time?  

An example from a review: PPI disappointing. Simply using groups to ”trawl” for information is not involvement.  Prostate groups in the UK are some of the most advanced male cancer groups.  The skills they have in all aspects of this study are not being utilised in the best way.  Simply put, a bit of consultation and a fait accompli of the finished article is not involvement.  Poorly thought out and sad to see in 2009.
6. Comments about impact – for example, do the reviewers plan to tell the people who have taken part in their study about the results?  Will they be writing an article for patient organisation newsletters or websites?  Or are they only planning to publish an article in an academic journal? 

An example from a review: I suggest that patient views should be sought at the end of the trial - if this is not feasible I suggest that the findings are discussed with a group of patients to help develop recommendations for implementation (if successful) that reflect the patient experience and perspective eg it might be possible to have an internet discussion forum on a website such as Asthma UK's.

Here are some things that patient/public members of RfPB committees are looking for in a review written by a patient/ member of the public:
· A considered answer informed by experience as a patient or member of the public.
· A common sense, practical view.
· A view about whether the proposal could lead to real patient benefit.

· Comments on whether the demands made on patients who take part in the research are reasonable.

G. Confidentiality and conflicts of interest
The research proposals that you review are confidential.  This is because research is very competitive, and researchers want to stop other people from stealing their ideas.  So it’s very important that you don’t discuss proposals with anyone else unless you check with RfPB staff first.  

You should also seek advice from RfPB staff if you think you have any potential conflict of interest – for example if you know anyone on the research team personally, or if you could gain financially if the research was funded.
H. Carrying out the review
Everyone will have their own preferences for how they like to carry out a review.  For example when reading through the application, some people prefer to first read the plain English summary – section 6 of the form - before reading other sections.  Others just read it through from the beginning to end.  Some only read the sections of the form they think are important.  There are also lots of ways to complete the review form. 
If you are new to reviewing, you may find you spend about 3 hours reading the application and completing the review form.  If you have done this before, it may take you between one and two hours.  

The same review form is sent to all reviewers, whether they are researchers, clinicians, patients or members of the public. 
You can comment on any aspect of the application that you wish, but we would particularly like you to concentrate on headings 1, 2, 4 and 5, as well as the score at the end, as this is where we think we can benefit most from your experience and expertise.  There is a scoring table attached to the review form, which explains how to score the proposal.  
The headings from the form are listed below along with some additional questions that you may find helpful to structure your comments. We have also identified the sections of the application form that contain relevant information:

1. Relevance to RfPB
· What is the purpose of the research?
· Is this research important or relevant to patients or carers?  Why is that?
· Could the results of the research make a difference to patients or carers?  If yes, how would they make a difference? 
Relevant information can be found in sections 5, 6, 7, 8 and 11 of the application form. 

2. Feasibility and quality of the research design
· Is there a clear reason for doing this research?  Have the researchers described what previous research has been done in this area and why this particular piece of research is needed?
· Are the aims and objectives of the research clear?
· Are the outcomes the researchers are planning to measure the right ones?  Why do you say that?  Are there other outcomes that are more important?  

· Do you think people will agree to take part?  Why do you think that? 
· Do you think the researchers are taking the right approach to recruit people to the project?  Is there any way it could be improved? 

· Will there be information for patients which is clear and easy to understand?  Could it be improved in any way?  
· Have all the practical issues been taken care of?  (For example, have the researchers budgeted for participants’ time, travel expenses etc?)
· Do you think the plain English summary (section 6) is clear?  Could it be improved in any way?  
Relevant information can be found in sections 6, 9, 11 and 16 of the application form.
3. Adequacy of the project plan

· Does the research team have the right members on it?  (For example, if the research involves looking at what nurses do, is there a nurse on the team?)
· All research that involves patients in the NHS is reviewed in detail by a research ethics committee.  Therefore the RfPB Programme does not need to consider ethical issues in any depth, but can comment if there are any concerns.  Do you have any concerns about the ethics of this project?

Relevant information can be found in sections 1, 2, 4, 11, 15 and 16 of the application form.
4. Patient and public involvement 

· Have patients or carers been involved in the design of the research?  
· If patients or carers have already been involved, do you think it has made a difference? Or does it feel like the researchers were just ‘ticking the box’? 

· How will patients/carers be involved if the research is funded (for example will they be involved as members of a steering committee)?  Does this involvement seem appropriate to you?  Why do you think that?  Do you think the involvement could be improved in any way?
· Is there a budget for involvement?  Does it seem enough to you?  Why do you think that?

· Are there plans for patients and carers to be involved in the dissemination of research results? Do these seem appropriate to you?
Relevant information can be found in sections 12, 13 and 14 of the form, and possibly in sections 15 and 17.
5. Impact

· Do you think that the results of this research could benefit patients?  Why do you think this?

· Have the researchers provided an action plan to help with local implementation of the results?  Is there more that could be done on this?

· Do the researchers plan to tell people who took part about the results of the research?  If not, does there seem to be a good reason for this? 
· Do the researchers plan to share their results in an accessible form with patient groups or carers groups?  (For example, will they send a summary of the results in plain English to relevant patient groups?  Do they plan to give talks at meetings of patient groups?)  Does this seem appropriate to you?  Could the plans be improved in any way?
· Do you think there are gaps in the plan for publicity for (often called dissemination of) the research? If yes, what are they?   

Relevant information can be found in sections 5 and 17 of the application form. 

6. Value for money

· Are there any costs that you think are missing?  Or any that shouldn’t be there? 
Relevant information can be found in sections 15 and 18 of the application form.
7. Additional comments

· Do you have any suggestions about how the project could be improved? 

· Is there anything else you want to comment on?  

8. Overall score

Note that a score of 10 is the highest score you can give and 1 the lowest.  There is a scoring table on the last page of the review form.  
9.  Recommendation

This drop down box asks you to choose whether you think that this application should be funded or not. 
I. What happens after I’ve done my review?

Your review will be sent to the relevant regional RfPB committee.  After a decision has been made about whether to fund the research application, your comments may be sent to the researchers who completed the application.  They are not told who carried out the reviews and they will not know who made which comment (there may be four or more reviewers).  Your final score and recommendation about funding will not be passed to the applicants.  
Once a decision has been made by the RfPB committee to either support or reject the application and the applicants have been told, a member of the PPI team will contact you to let you know of the outcome.  If you would like further feedback on your review, please contact Jean Cooper Moran; her contact details are in section J below.

J. Where to go for help

If you’d like to discuss your review or if you have any questions, please contact Jean Cooper Moran, Senior Programme Manager for Patient and Public Involvement – Email: jean.coopermoran@nihr-ccf.org.uk – Tel: 020 8843 8042.  

K. Was this guidance helpful?

This guidance has been re-written recently and we welcome your comments.  Was it helpful?   What was missing?  What was your experience of being a reviewer?  What would help you do your job better?  Please send any comments on this guidance to Jean Cooper Moran.  Her contact details are in section J above.  
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