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12 February 2016
Ref  N15193
Dear Sir/Madam,
Cello Health Insight is a leading UK-based independent Healthcare Marketing Research Agency.

We are conducting an international market research project on Systemic Sclerosis or Scleroderma Sclerosis with Interstitial Lung Disease or fibrosis/scarring of the lungs, on behalf of a pharmaceutical company. They are looking to gain an in-depth understanding of what it’s like for people, both patients and carers, living with this condition. The purpose of the research is to better understand the journey people go through with their illness, their experiences with treatments and anything that could help them along the way. Insights from you and other interviews will be gathered to foster a better understanding of Systemic Sclerosis or Scleroderma which may benefit future patients.
Finding the appropriate patients and carers is challenging, we are working with Scleroderma & Raynaud’s UK (SRUK) to contact people within their community to help us with our trial. In the past, support organisations have had a very positive response and we are looking for 6 candidates to join our recruitment programme, starting immediately. 
Who would we like to speak with?

We are looking to speak to people who are aged 18 and above, who have Systemic Sclerosis with Interstitial Lung Disease or fibrosis/scarring of the lungs and their carers (partner or adult child or good friend who supports you on a regular basis). It is possible that you are unaware of the exact type you have and we do not want to prompt you to seek more information, however, if you are already have a diagnosis of Systemic Sclerosis or Scleroderma with Interstitial Lung Disease or fibrosis/scarring of the lungs then we would be very interested to speak to you. We are happy to answer any questions or concerns that you may have.
What does it involve?

If you and your caregivers are interested in being part of this research, you will be required to do up to 2 tasks:
1. Complete 1 of the options below:
· EITHER a face to face or telephone interview lasting 60 minutes with yourself and/or your family/ caregivers. 
· OR telephone interview lasting 60 minutes (you will need a computer with internet access to carry out the telephone interview)
2. Then, you (and your caregiver)  MAY be asked to participate by writing a diary. Each entry would take approximately 5 minutes a day for the duration of a week. In these diary entries we will ask you to reflect on personal story, tell us about everyday life and your thoughts and feelings about living with systemic sclerosis/ scleroderma with Interstitial Lung Disease or fibrosis/scarring of the lungs. 
The face-to-face/telephone discussion will be audio recorded and/or (optional) video recorded for analysis purposes. 
The interview discussion would be conducted by an experienced interviewer who is sensitive to issues around illness and wants to understand the experience of the condition you have and any treatment you have received from their perspective. You are able to take your time answering these questions and will not be rushed, pressured or ‘interrogated’ about your experiences. Should you feel uncomfortable or wish to stop the interview at any time then you are free to do so.

 Will you be paid anything?

For taking part in the research you will be offered a payment of £50. Your caregiver/ family members should they take part will also receive £30 as an appreciation of your contribution and time. Alternatively, you may make a donation of this amount to Scleroderma and Raynaud’s UK (SRUK). 
Will participants’ details be safe?

Cello Health Insight will ask the participants if we can audio and video record the discussion that we have with them.  We would like to reassure you that Cello Health Insight abide by the Data Protection Act and a range of industry codes of conduct (including BHBIA, MRS, EphMRA guidelines), which means the project is entirely confidential and that participants are guaranteed anonymity (i.e. their name/address will at no point be passed on to any third parties) except for disclosure to which they specifically consent.  

In line with all market research procedures this research will be wholly non-promotional and Cello Health Insight will not share the participant’s personal details with any 3rd party. We are a professional market research company and fully understand the need to cater for peoples’ needs especially those that are in a vulnerable position. Approaching the discussion with the upmost consideration and care, we can assure you that the discussion will be kept flexible and factor in time for breaks if necessary. 

We would not expect the participant to discuss anything that they are not comfortable in doing so and they are free to end the discussion at any time. We will ensure to collect all various levels of permission from the participant before participation in the research.

What are the next steps?

Your help really matters. The objective of the market research is to gain additional insight into the needs of people living with Systemic Sclerosis or Scleroderma with Interstitial Lung Disease or fibrosis/scarring of the lungs.  We would also hope that the participants themselves will find value in participating.

If you would like to help or require more information about what the project involves, then please contact 

Nancy McNeil on 01986784325 or NMcNeil@cellohealth.com 
Yours faithfully,
11-13 Charterhouse Buildings, London, EC1M 7AP, UK  t +44 (0)20 7608 9300     www.cellohealthinsight.com
Registered in England as Insight Medical Research Ltd, Company Registration No: 1713130, VAT No: 237 8850 28
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