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IIH UK Invitation for targeted research funding
Title: Practical exercise guidance for adults with Idiopathic Intracranial Hypertension. 

Reference number: IIHUK-001-Sept 2021

Deadline for receipt of proposals: 12:00, Monday 25th October 2021

Funding Amount: up to £10,000 excluding VAT 
Background

Idiopathic Intracranial Hypertension (IIH) is a rare disabling condition characterised by elevated intracranial pressure (ICP) and disordered cerebrospinal fluid dynamics (CSF) [1]. These changes in intracranial pressure result in people with IIH (pwIIH) experiencing chronic debilitating headaches and potential changes in vision, with 25% of patients experiencing some visual loss [2]. The condition predominantly affects overweight women of childbearing age [3], with 60-90% of those with IIH being obese [4,5]. The incidence of IIH is rising in line with obesity [5] with a subsequent rise in the burden to health care services [6].
Due to the importance of weight loss in the management of IIH, establishing the most effective means of weight loss in the short and long term has been highlighted as one of the top 10 priorities for research by patients, clinicians and carers [7]. 

Physical activity has been shown to be a cornerstone of obesity treatment, with weight loss being most effective and showing longer term effects when it is not focused on diet alone [8,9]. Global guidelines for adults with chronic conditions and people with disabilities recommend increasing physical activity and reducing sedentary behaviour for the maintenance of health and prevention of secondary health conditions [10–12]. Of particular concern in women with IIH is an increased risk of cardiovascular disease which is independent of obesity[5]. Exercise is known to reduce the risk of serious diseases such as cardiovascular conditions[13] and therefore may be important in preventing their development in pwIIH. 
A recent survey carried out by IIH showed that pwIIH had low levels of physical activity in all areas measured: sport, exercise and leisure activities, household and work-related activity similar to people with physical disabilities. Engagement in exercise of pwIIH was low with 75%, 89% and 95% reported never engaging in light, moderate or strenuous exercise respectively. Physical activity (PASIPID total score) had a significant moderate positive relationship with headache impact and physical dimensions of quality of life as measured by the SF-36. The results suggest that supporting pwIIH to engage in physical activity could have beneficial effects.
In another survey by IIH UK, pwIIH reported facing barriers to exercise which can include exacerbation of their headache. Top 3 barriers to exercise in pwIIH in 2019 were reported to be: fatigue, headache and dizziness.  The types of activity undertaken were interesting in that many were solo activities such as walking. This may reflect the need of pwIIH to be able to self-pace their activity.
IIH UK (www.iih.org.uk) has been awarded a National Lottery Grant to develop and deliver the HOPE programme (HOPE PROGRAMME — Hope For The Community CIC (h4c.org.uk)) for people with IIH. Physical activity and exercise guidance is included in the HOPE programme and one of the outcomes of this proposed project will be to review and develop this information. 
Section 1: Specification

Introduction

IIH UK wishes to commission a research project to explore physical activity and exercise in pwIIH with the aim of producing practical exercise guidance for adults with IIH. IIH UK is aware that there is a lack of published literature in this area. Previous IIH UK surveys on barriers and enablers to exercise and relationships between quality of life and physical activity in IIH will be shared with the successful applicants. The data in these could be utilised towards appropriate publications. 
Purpose/Objectives

The aims and objectives of the research project are as follows:

· To analyse existing national and global guidance on physical activity/ exercise for people with chronic conditions including headache and apply this to people with IIH.
· To develop practical written guidance on exercise which can be incorporated into the HOPE programme for pwIIH. 
· Exercise guidance will be supported by relevant visual media. For example, a video exercise programme that could be embedded onto IIH UK website or into HOPE programme materials. 

· The successful applicant would be expected to liaise closely with the HOPE programme team and will have access/ take part in the co-creation sessions. 
· To identify gaps in knowledge in this area which may be the focus of subsequent funding calls.
We would anticipate that such analysis would draw on the evidence listed below,
1. Global physical activity guidance such as WHO guidelines

2. National guidelines on physical activity

3. IIH UK survey information 
4. HOPE project existing physical activity guidance

5. Available published research in other conditions such as migraine
Requirements and Proposed methodology

We would anticipate the research methodology consisting of all or some of the following methods:

· Analysis and synthesis of data and evidence from publicly available sources including those above.
· Engagement with people with IIH to develop guidance for exercise and an exercise programme. 

· Qualitative or quantitative research which further develops the evidence base in exercise/ physical activity for pwIIH. 
· A full written report, executive summary or separate reporting outputs based on the data and evidence analysed.

· A presentation of key findings and recommendations, for presentation to IIH UK trustees and members of IIH UK.
Expected outputs 

· A research report or set of reporting outputs which are likely to published, inclusive of details of the methodology and sources of evidence and data.
· Written guidance on exercise to be incorporated into the HOPE programme literature. 

· Video exercise guidance where appropriate would be welcomed. 
Proposed Project Timetable and Milestones

	Event
	Date/Time

	Invitation Notice posted
	Wed 29th September 2021

	*Deadline for questions
	12 noon, Mon 18th October 2021

	Response deadline
	12 Noon, Mon 25th October 2021

	**Clarification Meetings (if applicable)
	Mon 1st November to Friday 5th November

	Anticipated contract award
	By Wed 10th November 2021

	Co-creation sessions for HOPE project professionals 
	23/11/2021 2-4pm

	Monthly email updates on progress
	Monthly throughout the contract 

	Submission of draft report and reporting outputs
	By November 2022

	Presentation of research outputs to IIH UK team 
	w/c 4th May 2022

	Presentation of research outputs to pwIIH
	At patient conference date TBC

	Completion of contract 
	November 2022


Duration of Contract

IIH UK will award the contract to the successful supplier for the period of November 2021 to November 2022. Exact dates will be confirmed at appointment and project set-up.

Grant conditions
The successful applicant(s) are expected to meet key milestones and produce all outputs agreed in this document including monthly progress communication with IIH UK. 

Account Management

In performing the services required, the supplier will report to the trustees of IIH UK. Amanda Denton, Shelly Williamson, Betsy Clarke and Clare Parr. The lead contact at IIH UK is Amanda Denton research@iih.org.uk. Please specify in your proposal the named individual who will be responsible for the management of this grant on behalf of your organisation. 
The lead applicant should provide monthly project updates via email throughout the length of the project. Additional meetings can be scheduled as and if required. These can be held by virtual means. 
Logo

IIH UK logo should be used alongside the supplier’s logo on all reporting outputs. Arts Council England will advise on house style guidelines at project set-up.

Research Funds available
The funds available for the research project is up to £10,000 excluding VAT.   

You should provide detailed itemised proposed costings of the research in your submitted proposal (see below).
Application process
See separate document IIH UK application for Research Funding. 
The proposal should include an explanation of how the views of pwIIH will be incorporated. Financial costings should be included. 
Evaluation Criteria

Applications will be evaluated by trustees of IIH UK, Hope project CEO, an independent researcher and a person with IIH. 
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