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“Care today … cure tomorrow” 

LOWE SYNDROME TRUST

______________________________________________________________________
Lowe Syndrome Trust 


LOWE SYNDROME TRUST

77 West Heath Road, London NW3 7TH 
Tel:+44 207 794 8858
RESEARCH PROPOSAL
Please type throughout in minimum font size 12 point and submit 2 printed copies and email a word or pdf document to: lowetrust@homechoice.co.uk 

	Name of Applicant:    


Surname:

Forename: 
	Title & Position
 

	Co-Investigator
Surname:

Forename:
	Title & Position

	Date of Application:

	Title of Research:
	Address where research will be conducted:

Post Code

Tel:

E-mail:

	Laymans summary and how this will help prevent, treat or cure Lowe syndrome.


	Finance Requested (from page 3)

Year 1 £ ..........        Year 2 £ ..........         Year 3 £ ..........     

TOTAL £………………………….




	Proposed Start Date   ………….

Proposed total Duration in Months

…………………………



	OTHER RESEARCH SUPPORT

Is any other body supporting research relating to this work currently?                                                         YES/NO

(If YES, state organisation, support & tenure)

	Is this application currently being considered elsewhere?                                                                            YES / NO

(If YES, which organisation, & date when decision is expected)


	Has this application been submitted elsewhere over the past twelve months?                                             YES / NO

(If YES, to which organisation and what was the result?)



	Animals
Are animals in any way involved with the proposed project?                                                                       YES / NO

Species:  …………………..

(If YES, a copy of the front page of the relevant Home Office Personal and Project 

Licences must be attached to this application or dates of expected licence detailed          Tick box if attached

                                                                                                                                                     Date expected ………….                                                                    

	Patients
Are patients or control volunteers involved with the proposed project?                                                       YES / NO

Are Human Tissues involved with the proposed application?                                                                      YES / NO

(If YES an ethical committee letter of approval is required and  a copy of the letter must be attached to this application or dates of expected approval detailed 

                                                                                         Tick box if attached      

                                                                                         Date expected ……..……

	Have you read the LST guidelines on the use of human tissues and proposals involving patients or volunteers and do you confirm that you will work within these?                                                                                              YES / NO 



	Please sign Original in ink.  Per Pro signatures are not acceptable.  Applications submitted without the following signatures will not be considered.

APPLICANT
I have read the LST regulations and conditions and, if my application is successful, I agree to abide by them.  I shall be actively engaged in, and in day to day control of the project.

Signature of Applicant: ……………………………                                                  Date: …………………….

Signature of first Co-Investigator: …………………                                                Date: …………………….

     

	Head of Department (Type name & title below)
	Signature: ……………………….

Date: …………………………….

	Official Authorised to Sign for Institution 

(Type name & title below)


	Signature: ……………………….

Date: …………………………….



	Administrating Authority (Name, address Tel/Fax No. and e-mail address of Officer who will administer the Grant and associated NHS costs)

Signature:                                                          Signature:                                                  Date:                       



	Please list collaborating researchers and Institutions.



	Details of Salaries & Related Expenses

	Personnel
	Time Spent

on Project


	Grade & Point

on salary scale
	Salary

P.R
	N.H.I
	Super
	Total for

Year 1

	
	Hours

per

week
	%

time
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	

Sub-Total
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	Consumable

Supplies
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
   
        Sub-Total
	

	Other Expenses
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	


        Sub-Total
	

	Totals

(to be transferred to

page 1)


	
	


	PROPOSED INVESTIGATION

(Please limit this to a maximum of 5 pages. Use Times Roman Font size 12, 1.5 line spacing)

	1. Purpose of proposed investigation – and abstract summary of the project (not more than 300 words).

2. Background of project

3. Plan of investigation.

4. Indication of timescale and milestones to be achieved.  

5. References.  Please show full titles of paper(s)

	 (Please use continuation sheets)


	CURRICULUM VITAE



	(Give the following information for EACH professional person involved on the project, beginning with the Applicant.  Use continuation pages as necessary following the same format for each person



	NAME
	TITLE
	DATE OF BIRTH



	Place of Birth (Country)
	Present Nationality
	Male              
Female



	Degrees/Diplomas


	Year Conferred



	Research and/or professional experience (Start with present position)



	Publications (List up to 5 recent publications relevant to proposed project)




RESEARCH PROJECT AND START-UP GRANT

Regulations & Notes for the Guidance of Grant Recipients

1. Eligibility
· The maximum research project grant available is £100k.  The maximum grant may be spread over a two or three year period.

2. Preparation of the Application

· Applications must be laid out in accordance with the specified instructions on the appropriate Application Form, completed in full and and paying particular attention to any notes on the application form referencing sections in these guidelines.

· Applicants must adhere strictly to the deadline for the return of completed applications.  Late applications will not be accepted.

· Applicants are reminded that Lowe Syndrome Trust’ research remit is wide and that particular clear and succinct preparation is likely to be helpful to the Grants Committee, with members drawn from a wide range of clinical and scientific backgrounds.

· Any changes to the details provided on the application during the course of consideration of award MUST be notified to the Lowe Syndrome Trust in writing. Significant changes will require fund approval.

Note that guidelines on the length of applications should be strictly observed. Over-length applications may be returned for revision without review.  Unpublished results that are essential for assessment of the application may be provided as a single page appendix.  These should be kept to a minimum and may not exceed the one page limit.

3. Reports and Publications

· Grant recipients will be asked to complete a Progress Report after 3 months (in the case of one and two year projects) or six months (three year projects respectively).  An Interim Report will be requested half way through the project research.

· A final report will be required at the end of your research and should include a lay summary, and be accompanied by a list of publications (including abstracts & scientific presentations) related to the work.   This report is expected at the same time as submitting the final invoice.

· Acknowledgement of Lowe Syndrome Trust support must be made in all publications /posters resulting from work concerned.  Copies of publications should be forwarded to the Lowe Syndrome Trust for up to three years following completion of the work.

4. Intellectual Property Rights, Patents & Copyright

· It is important that the Lowe Syndrome Trust is informed as soon as possible about any proposals for the commercial development of the results of research to which they have made a financial contribution.  Any such development may only be undertaken with the Lowe Syndrome Trust sharing any financial benefit that results.

· The Lowe Syndrome Trust reserves the right to retain copyright of published work undertaken with their support.

5. The use of Patients and Animals

· If any award is made in principle then the Lowe Syndrome Trust will require evidence of Home Office and / or Ethical Approval prior to the assignment of funding.

· The Use of Animals and/ or Patients and Human Tissues in funded research  - See Appendix.2

6. Employment of Staff

· The Lowe Syndrome Trust does not act as an employee and, therefore, in all cases where support is provided for the employment of staff, the host institution undertakes to issue a contract of employment in accordance with any relevant Acts relating to the conditions of employment.  As the Lowe Syndrome Trust are not employers and not responsible for claims under any statute or common law, nor will they indemnify the host institution against any claim for compensation or against any other claim for which the host institution may be liable as an employer.

· A full CV for staff appointed as Research Fellows or Assistants must be submitted on appointment.

· Applicants should not use a grant to enable a staff member to work for a degree or diploma, which requires more that the maximum period of the grant or exceeds the maximum grant.

7. Items of Expenditure

· The LST will not pay for travelling expenses, advertising of posts, secretarial work, stationery or contribution to general departmental overheads. The Trust will NOT consider applications from individuals for their own salaries or those of co-investigators. 

8. Financial Arrangements

· The requested funding will be paid in quarterly instalments in arrears on receipt of a claim invoice certified to be correct personally by either the Chief Accountant or Finance Officer of the host institution.  The final claim invoice must be accompanied by the Final Report..

9. Termination of Grant

· When the Lowe Syndrome Trust make a grant, they reserve the right, without notice, to terminate it should they so wish.  In such a case, the Lowe Syndrome Trust will reimburse the host institution for expenditure properly incurred under the award up to termination day, but will not in any event be responsible for, nor indemnify, the host institution against any matters arising from the employment of staff.

10. Limitation of Lowe Syndrome Trust Liability

· The Lowe Syndrome Trust are not responsible, financially or otherwise, for the expenditure or liabilities arising out of the work other than those listed in the formal award letter.  All expenditure under this grant should be governed by the normal standard and procedures of the host institution.

11. Contact Details:

Completed applications and all correspondence thereof should be sent to:-



The Lowe Syndrome Trust




Grants Administrator




77 West Heath Road




London NW3 7TH



Contacts:
Lorraine Thomas



E-mail:

LST@lowetrust.com





Tel:

+44(0) 207 794 8858



www.lowetrust.com 

APPENDIX 
POLICY ON THE USE OF ANIMALS IN FUNDED RESEARCH

Animal experimentation is essential for some types of biomedical research and the process is regulated by law.  All research projects involving the use of animals are licensed by the Home Office and all the researchers and the procedures on which the experiments are performed must also be licensed.  All these processes are rigorously policed by the Home Office Inspectorate.

The Lowe Syndrome Trust from time to time approves projects involving animal experimentation when there is no suitable or practical alternative.

Such Grants are only awarded when the researchers provide convincing arguments that:

a)
The research question being addressed is of sufficient importance and justifies the use of animals;

b)
The use of animals is essential, and that the question cannot be answered using alternative methods;

c)
The proposed experiment should answer the research question;

d)
The number of animals is the minimum required to answer the question posed, and the species chosen is appropriate;

e)
Home Office regulations relating to pain and distress of the animals is adhered to absolutely at all times;

e) The experiments will only be performed on premises of the highest standards licensed by the Home Office.

POLICY ON THE involvement of Patients, Control Volunteers or Human Tissues IN FUNDED RESEARCH

The Lowe Syndrome Trust requires that research involving patients and control volunteers is subject to approval by an ethics Committee and requires receipt of a letter of approval before an award is activated.

The Lowe Syndrome Trust requires that research involving human tissues and samples is conducted in accordance with the Medical Research Council's published guidelines on Human Tissue and Biological Samples for use in Research'.  This will involve:

· appropriate approval from an ethics committee

· appropriate consent from the patients or next of kin.

· treatment of the material with appropriate respect and conformity to the Data Protection Act 1998.

A GUIDE TO THE PERFECT GRANT CLAIM INVOICE

The following bullet list is a quick guide to show you what is needed on your Grant Claim invoices:-

· Our Grant Reference Number

· The Grant Holders Name

· The Claim Period

· A Name and Number to contact if there is a query

· To state whether the invoice is the final claim

· You are required to submit the final report at the same time as the final invoice

Please retain this as a reference and copy to your finance department

RESEARCH PROJECT GRANT REPORTING

Reports and Publications:

Grant recipients are expected to complete a progress report after six months for each milestone.  A lay description must accompany each report.

A final report will be required by the end of your research and should include a lay summary, and be accompanied by a list and copies of all publications (including abstracts & scientific presentations) related to the work.  Start-up research reports should clearly indicate how the work will be taken forward.  It is expected that this will be provided at the time of submitting your final invoice.

Acknowledgement of LST support must be made in all publications resulting from work concerned.  These will be requested by the LST for up to three years following completion of the research.

A copy of the CV’s of all research assistants involved with the Project should be sent to the LST following their commencement on the research work.

Please contact the LST with details of any delays or problems as soon as possible.

Start date provided by the Researcher:

Provisional Dates for Interim Reports:

Provisional Date for Final Report:

GUIDELINES FOR MEDIA PR AND ACKNOWLEDGEMENT OF THE LOWE SYNDROME TRUST MEDICAL RESEARCH FUNDING

INTRODUCTION

The Lowe Syndrome Trust is a charity in the UK trusting and initiating research into all aspects of Lowe Syndrome. The Trust has ongoing policy to raise public awareness of the condition and to promote patient care.  It is essential that The Lowe Syndrome Trust is actively promoted to the media, our supporters, the Healthcare Community and the general public so as to become regarded as a professional and well-respected organisation.

Our fundraisers and supporters derive an enormous sense of achievement and encouragement on hearing of the Trust’s achievements in reaching, and even surpassing its aims and objectives, particularly in areas that have a direct bearing on helping to improve the care and well-being of Lowe patients. Such is the demand these days for voluntary income, whether it be from legacies, donations, or fundraising events at local level, it is imperative that potential supporters of the Trust are aware of the fact that they are contributing to an organisation of high standing.  With this in mind, in order to generate maximum income and support, it is vital that positive opportunities to promote the aims and objectives of the Trust are fully exploited and acknowledged in the media.

Our Mission

To improve the health and wellbeing of individuals living with Lowe Syndrome.

Achieving Our Mission

· Improving the understanding of Lowe syndrome, its cause, treatment and management.

· Informing and updating patients, families and carers, the general public and healthcare professionals about Lowe Syndrome and the needs of those affected.

ACKNOWLEDGEMENT OF RESEARCH TRUSTED BY THE LST

Journal Publications

Please acknowledge that your research has been trusted either partly or wholly by a research grant awarded by The Lowe Syndrome Trust. This will ensure that, in bibliometric analyses, the Trust receives acknowledgement for the research it is trusting.  

Presentations

All presentations given in respect of your research trusted by the The Lowe Syndrome Trust should be supported by the LST logo, which can be obtained from our website – www.lowetrust.com 

THE MEDIA

Should you be approached by the media, please inform the LST.  
There may be occasions when either yourself or one of your colleagues is the ‘media face’ of the Trust when talking specifically about your own research, perhaps in the light of a newsworthy publication having been submitted.  Alternatively, you may be asked to comment on another individual researcher’s findings or a report about a new treatment.  It is important when talking to the media that, in addition to not appearing too reticent, you should also ensure that you are acknowledged as a research scientist being supported by The Lowe Syndrome Trust.

PUBLICITY FROM YOUR RESEARCH

Manuscripts accepted for publication

Upon acceptance for publication, copies of your manuscripts should be forwarded to the LST to include a note on the probable date of publication and an indication of the significance of the research.  You should also include any papers on your research, whether funded partly or wholly by the Trust.

You may wish to inform the Trust in advance of acceptance for publication if you have submitted work of significant importance to journals where you expect to make rapid progress towards publication.  The Trust will then draft a release, agreed by you on discussion, (and if necessary liaise with your organisation’s press office) and will sanction the release on publication of your paper.

Maintaining a complete and current series of publications will ensure that the Trust benefits from maximum publicity, in addition to providing a Record of Achievement with LST trusting, and will be effective both for immediate use and in the long-term.

Press conferences

Should your research have far-reaching medical or social implications, or has a potential for inviting in-depth interrogation by the media, the Trust will organise a press conference  - the venue to be either at your research base or, if appropriate, a fundraising event or our office.

VISITS BY SUPPORTERS AND TRUSTRAISERS

Occasionally, our supporters find it encouraging to be able to see for themselves how the money raised towards research projects is being put to use, and find it interesting to have a tour of the research laboratory or clinical unit.  It would be useful, therefore, if you could offer this facility from time to time for our supporters or our Trustees.
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REGISTERED ADDRESS 77 WEST HEATH ROAD LONDON NW3 7TH
REGISTERED CHARITY 1081241         www.lowetrust.com                TELEPHONE  020 7 7948858

Trustees
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