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19 March 2009
Dear Colleague,

I am writing to ask for your help. The National Institute for Health and Clinical Excellence (NICE) is preparing a clinical guideline to improve the care of patients with Cancer of Unknown Primary (CUP). This is the condition where a patient is diagnosed with cancer that has spread within the body (metastatic cancer) but the primary site of the disease is not obvious.  

We want to hear from those that have received this diagnosis, their family members and friends so that we understand the challenges facing CUP patients. NICE attaches great importance to these contributions in developing clinical guidelines for improved management and treatment of cancer patients. From your experiences, we can help judge what is done well, what could be done better and where there are gaps in the system.

To help you think about this I have put some questions on the reverse of this letter. You don’t need to follow these, or answer all the questions. The important thing is for you to tell us, in any way you like, what is significant to you as the patient, relation, carer or friend. There are no right or wrong answers. 

What you write may be included in our report but you will not be named or able to be identified in any way. Be assured your replies will not be passed on to anyone involved with your treatment or care. 

Please e-mail your response to Mat Best at matthew.best@nccc.wales.nhs.uk or post to the above address by 17 July 2009.  
If you have any queries please contact either Angela Bennett (Assistant Centre Manager) or Dr Andrew Champion (Centre Manager) on 029 2040 2910.

Please accept my thanks for taking the time to help with this. Your comments could help those facing this problematic condition in the future.

Yours faithfully,
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Dr Andy Fowell

Chair, Metastatic Malignant Disease of Unknown Primary Origin Guideline Development Group,  and Macmillan Consultant in Palliative Medicine
YOUR EXPERIENCES OF CANCER OF UNKNOWN PRIMARY (CUP)

(CUP is where the cancer has spread within the patient’s body but the primary site of the disease cannot be found).  

Please answer as the CUP patient, relation, carer or friend, but please tell us which you are in your reply. Send us an e-mail or letter, whatever is convenient to you, saying as much or as little as you like.
Some of the questions we are trying to answer are:

What is done well, and what could be done better, for CUP patients and those who care for them?

We would very much like to know whether you have experienced gaps in the system; what you think could be done better for CUP patients and those who care for them; as well as your examples of particularly good care.
You might consider telling us...

About you. Who the patient is and his or her age (and who you are, if you are not the patient)?

About the diagnosis. When was cancer first diagnosed and what were you told about it? How do you feel about it being an “unknown” rather than a “known” cancer? 

About the investigations. Did, or is, the patient receiving many tests and investigations? Was, or is, someone organising the investigations efficiently? 

About the treatment.  Anything you want to say about the treatment and its impact?

About the care and support you received.  Were you given comprehensive explanations about the cancer and did you understand them? Were there/are there particular problems that you needed/need help with? Was/is the patient supported by a named hospital or cancer centre Key Worker, or someone else, who could help answer questions and make things happen?
Anything else that, from your experiences as patient, relative, carer, friend, might help us to improve the situation for others with CUP in the future?

Thank you for your help

Please e-mail your response and a completed permission form to Mat Best (matthew.best@nccc.wales.nhs.uk) 

or post to
National Collaborating Centre for Cancer
2nd Floor, Front Suite,
Park House,
Greyfriars Road,
Cardiff CF10 3AF 

Please could we have your reply by 17 July 2009.  

If you have any queries please contact either Angela Bennett (Assistant Centre Manager) or Dr Andrew Champion (Centre Manager) on 029 2040 2910.
PERMISSION FORM

Name:  …………………………………………………
I give permission to the NCC-C to include anonymous quotes from my letter regarding my experiences of cancer of unknown primary, in their forthcoming guideline.

Signature: …………………………………………….
Date:  ………………………………………………….
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