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Request for patient involvement in research and other projects from clinical researchers and other projects

Thank you for your enquiry. The Trust receives many requests for patient engagement or involvement in research and other projects. These asks vary from asking patients to attend a focus group; disseminating a survey; being involved in the governance of a research project; reviewing materials, advertising for patients to take part in clinical trials; publicising the results of research to providing advice and information in support of a research study. 
 
We have a number of communication channels we can use to encourage patients to find out more or to apply to become involved. These include: 

· Website with over a 1.8 million unique visitors every year
· An email newsletter that goes out to over 25,000 people each month
· An email newsletter that goes out to approximately 2,000 Health Care Professionals each quarter
· Support groups with people of all ages and aetiologies and from all regions of the UK
· An online patient forum that has over 37,000 members
· Facebook, Twitter & Instagram accounts with almost 45,000 followers 
· Nurse led Helpline
· Love Your Liver Roadshows – a mobile screening unit that visits city centres to raise awareness of the risk factors, provides screening using an online tool, and scans for those found to be at risk

In recognition of the time and resource taken to process and implement these requests, we have gathered information on best practice from other charities and also from the Association of Medical Research Charities (AMRC). Evidence suggests that many charities are now charging for their time to help provide patient input, engagement and information to researchers and project applications.

As a relatively small charity in the UK, tackling a huge problem, a decision has therefore been made to charge small amounts for engagement so that the charity can cover its costs and continue to support projects. 











Patient and Public Engagement Costs

Examples of costs table – these costs will be input once you have confirmed details of the project using the Research Support Request Form below

	Area of engagement
	Cost to academic, health social care application
	Cost to Commercial company

	Advertise for participants for a focus group 
	£
	£

	Present at a conference/meeting (patient or British Liver Trust representative)
	£ + expenses

	£ + expenses


	
Review and provide feedback on a designed questionnaire/survey/research study
	£

	£


	Involve patients in design of study or in monitoring and overseeing research activities. 
	
Daily rate + expenses

	Daily rate + expenses


	
Contribute/review patient information 
(patient or expert review)
	Hourly rate 

	Hourly rate


	Joint branding 
	£
	£

	
Host an advert or place promotional information about the research project 
· on the charity’s website 
· in the e-newsletter
· via Facebook and Twitter 
· on the online forum

	£


	£



	Send out an online survey to patients


	£

	£




Staff costs

	Staff resource
	Day rate
	Hourly rate

	
Senior management time
	£ plus travel and expenses
	£

	
Staff input/time
	£ plus travel and expenses
	£



Travel and expenses will be charged where appropriate (room hire and catering to be provided by research project). Note that these are guidelines, and each project will be assessed individually in line with the researcher’s budget and the fit to the charity’s strategic direction.

If you would like us to support your research project, please complete the form below and return it to research@britishlivertrust.org.uk
.
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Research Support Request Form

The British Liver Trust can support your study, research or project if it aligns with our aims and meets our required standards.




	Name
	

	Role
	

	Organisation
	

	Address
	

	Telephone
	

	Email
	

	Name of Project
	



Section 1: Request for Support Information

	Type of support required
	Please Tick

	Public and patient involvement: 

· advertise for patients for focus groups (pre and/or post funding

· involve patients in design of study or in monitoring and overseeing research activities. 

· review and provide feedback on a designed questionnaire and/or survey

· review patient information about the study 

	□
□
□
□

	Dissemination of research findings:

· provide quote for a media release

· issue media release

· disseminate via website/newsletter/mailings

	
□
□
□

	Encourage participants to become involved e.g. in clinical trial:

· host an advert or place promotional information about the research project on website

· item in newsletter

· promotion via mailings

· promotion via social media and online forum 

	
□
□
□
□

	Partnership/co badging 
	

	Other (please give details)
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Please explain why you require support from the British Liver Trust (max 500 words). Please provide background information on the project (aims, objectives); level of support required; if this relates to a current research project or future proposal and the associated funding sources. Please also describe the processes that you have taken to ensure that your research meets ethical guidelines and that patient materials are appropriate and understandable.




















Section 2: NOS or Public and Patient Involvement Information (if applicable)
	How many participants you need
	

	Eligibility criteria of participants (location, condition, experience)
	

	Commitment required from participants
	

	If meetings involved (when and where)
	

	Does this role require ethical approval
	Yes or No  
(If so please provide a copy)  


For patient participation, please provide the copy that you would ideally like included on our website and other communication channels.







	How many participants would you need
	

	Eligibility criteria of participants (location, condition, experience)
	

	Commitment required from participants
	

	If meetings involved (when and where)
	















Section 3: Timescales Associated with the requestPlease provide an idea of the scale of the project including the overall size of the research grant, the duration of the project and an outline of the expected timescales associated with the request/study
Please give as much information as you can at this stage – we recognise that the parameters may change as the project progresses




























Declaration
I have received previous research support from the Charity				[image: ]
(If so, please attach further details)
I have not received previous research support from the Charity			[image: ]
I confirm that the support of the British Liver Trust will be acknowledged in any	[image: ]
relevant publication, presentations etc.

As part of the Charity’s initiative to assess the impact of our work, we would be grateful if the Charity agrees to offer the support requested, that you would share a summary of the results with the British Liver Trust.
I confirm that a summary of the research results/outcomes will be provided	[image: ]
I can confirm that all the information provided on this form is accurate to the	[image: ]
best of my knowledge

NOTE: The British Liver Trust will not assume any responsibility for the research and is therefore not liable for any claims concerning negligence, harm or oversight that might arise during the course of the research.


Signed:								Date:

Please email the completed form to research@britishlivertrust.org.uk

Your request will be reviewed and we will be in touch to discuss how we can support your research.
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