
CONSULTATION RESPONSE FORM

UK Plan on Rare Disease

Closing date for responses: Friday 25th May 2012. Please send your replies to: rarediseasesconsultationresponses@dh.gsi.gov.uk or alternatively send by post to:
Sarah Bramley-Harker







Department of Health







Screening & Specialised Services Team







Room 5W35, Quarry House







Quarry Hill







Leeds, LS2 7UE

Please fill in and/or tick the appropriate response.

	Name

Contact address

Organisation representing (if appropriate)
Postcode

Contact telephone

Email


Before submitting your response please make sure that it has been saved in a name [e.g. A N Other] that will make it easier for us to track.  Many thanks.

Freedom of Information

This consultation document has been produced by the four UK Health Departments.  The information you provide in response to this consultation will be managed in accordance with the Information Charter, or equivalent, of each UK Health Department..
Information provided in response to this consultation, including personal information, may be published or disclosed in accordance with the access to information regimes. The relevant legislation in this context is the Freedom of Information Act 2000 (FOIA) and the Data Protection Act 1998 (DPA) and equivalent legislation in Scotland, Wales and Northern Ireland.

If you want the information that you provide to be treated as confidential, please be aware that, under the FOIA, there is a statutory Code of Practice with which public authorities must comply and which deals amongst other things, with obligations of confidence. In view of this, it would be helpful if you could explain to us why you regard the information you have provided as confidential. If we receive a request for disclosure of the information we will take full account of your explanation, but we cannot give an assurance that confidentiality can be maintained in all circumstances. An automatic confidentiality disclaimer generated by your IT system will not, of itself, be regarded as binding.

Your personal data will be processed in accordance with the DPA and in most circumstances this will mean that your personal data will not be disclosed to third parties. However, the information you send may need to be passed on to colleagues within the other UK Health Departments and/or published in a summary of responses to this consultation.


I do not wish my response to be passed to other UK Health Departments 
     
I do not wish my response to be published in a summary of responses
     
Please indicate the country the consultation and your comments relate:

UK-wide


and/or:

England    


Northern Ireland 




Scotland


Wales






Are you responding: 
- as a member of the public

         


- as a health or social care professional



- on behalf of an organisation 


 
Area of work:

	NHS
	

	Social Care
	

	Private Health
	

	Third Sector
	

	Regulatory Body
	

	Professional Body
	

	Education
	

	Trade Union
	

	Local Authority
	

	Trade Body
	

	Other (Please give details)
	

	Independent Contractor to NHS [
	

	Manufacturer
	

	Supplier
	

	Other (where relevant)
	


If you are responding on behalf of an organisation, please indicate which type of organisation you represent:

	NHS
	

	Social Care
	

	Private Health/Independent Sector
	

	Third Sector 
	

	Regulatory Body
	

	Professional Body
	

	Education
	

	Trade Union
	

	Local Authority
	

	Trade Body
	

	Other (Please give details)
	


	In which of the following areas do you live: (please tick one box only)

	

	North East
	

	North West
	

	West Midlands
	

	South East
	

	London
	

	Humberside/Yorkshire
	

	East Midlands
	

	East of England
	

	South West
	

	No answer
	

	Scotland
	

	Wales
	

	Northern Ireland
	


  1   What is your sex? *

Tick one box only.

	Male
	
	

	Female
	
	

	Prefer not to say
	
	


   2  What is your Age?*

	Age
	

	Prefer not to say
	


  3   Are your day to day activities limited because of any health problem or disability which has lasted, or is expected to last at least 12 months?

Tick one box only.

	Yes, limited
	

	Yes, limited, a little
	

	No
	

	Prefer not to say
	


  4   Do you look after, or give any help or support to family members, friends, neighbours or others because of either long term physical or mental ill-health/disability or problems related to old age?

Tick one box only.

	Yes
	

	No
	

	Prefer not to say
	



  5   What is your ethnic group?
 Tick one box only.

	A  White

	British
	
	

	Irish
	
	

	Any other White background, write below

	

	B  Mixed

	White and Black Caribbean
	
	

	White and Black African
	
	

	White and Asian
	
	

	Any other Mixed background, write below

	

	C  Asian, or Asian British

	Indian
	
	

	Pakistani
	
	

	Bangladeshi
	
	

	Any other Asian background, write below

	

	D  Black, or Black British

	Caribbean
	
	

	African
	
	

	Any other Black background, write below

	

	E  Chinese, or other ethnic group

	Chinese
	
	

	Any other, write below

	

	F  Prefer not to say
	


  6  What is your religion or belief?

Tick one box only.

Christian includes Church of Wales, Catholic, Protestant and all other Christian denominations.

	None
	

	Christian
	

	Buddhist
	

	Hindu
	

	Jewish
	

	Muslim
	

	Sikh
	

	Prefer not to say
	

	Other, write  below

	


  7 Which of the following best describes your sexual orientation?

Tick one box only.

Only answer this question if you are aged 16 years or over.

	Heterosexual Straight
	

	Lesbian / Gay Woman Woman
	

	Gay Man
	

	Bisexual
	

	Prefer not to say
	

	Other, write  below

	


Consultation Questions

1. CONSULTATION QUESTION: Do you agree that commissioners of services should explore the potential of expert clinical systems to reduce diagnostic delay, particularly in neurology and genetics?

Comments  

	


2. CONSULTATION QUESTION: Can you suggest ways of rare disease featuring more prominently in speciality training for doctors?

Comments  

	


3. CONSULTATION QUESTION Do you agree that the UK National Screening Committee should take into account the benefit of screening in reducing the ‘diagnostic odyssey’ and in allowing informed choice for subsequent family planning?

Comments  

	


4. CONSULTATION QUESTION How can the NHS best ensure research in rare diseases carried out by the NIHR biomedical research centres and units is rapidly transferred into practice for the benefit of UK patients and their families and carers?

Comments  

	


5. CONSULTATION QUESTION: Do you agree that commissioners of care for people with rare diseases should assess options for improved care coordination, including named care coordinators?

Comments  

	


6. CONSULTATION QUESTION: Do you agree that this list of criteria for expert centres should be the basis for future shaping of services? 

· Co-ordinated care

· Adequate caseload for expertise

· Not dependent on a single clinician

· Arrangements for the transition from children’s to adults’ services 

· Engaged with people with rare conditions

· Research active.

Comments

	


7. CONSULTATION QUESTION: Do you agree that each expert centre must know its network of local hospitals, and the local hospitals must know the pathway to the expert centre which will offer help, support, advice and assistance?

Comments  

	


8. CONSULTATION QUESTION: In England, how best might this be facilitated with the introduction of Local HealthWatch and HealthWatch (England)?

	


9. CONSULTATION QUESTION: Do you agree that the United Kingdom should continue to participate in the Orphanet project? 

Comments  

	


10. CONSULTATION QUESTION: What sources of patient information and support are available which are not listed in this plan?

Comments  

	


11. CONSULTATION QUESTION: Do you agree that registers are an important tool in rare disease and could be a core component of the service specification of an expert centre? 

Comments  

	


12. CONSULTATION QUESTION: Are there any areas of work that the UK Plan on Rare Disease needs to pay particular attention to in order to advance equality?

Comments  

	


Before submitting your response, please make sure that it has been saved in a name [e.g. A N Other]  which will make it easier for us to track. 

Please email or send this form back by 25 May 2012 to:

By email:
rarediseasesconsultationresponses@dh.gsi.gov.uk

By post:
Sarah Bramley-Harker



Department of Health



Screening & Specialised Services Team



Room 5W35, Quarry House



Quarry Hill



Leeds, LS2 7UE

Many thanks for your response.
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