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JOURNALIST FACTSHEET
CARE OF PATIENTS WITH CF
Adults and children with CF should have access to comprehensive care from a specialist front line team which consists of:
· A consultant with a special interest in Cystic Fibrosis (paediatrician or adult physician)

· A junior doctor (usually a registrar)

· CF Specialist Dietitian

· CF Nurse Specialist

· CF Specialist Physiotherapist

· Social Worker

· Psychologist

This team should be supported by a number of other specialists.

Children who live some way away from a recognised Specialist CF Centre may be offered some care from their local district hospital, but this is only advisable if the local hospital has a proper specialist CF shared care clinic with well recognized links with the CF Specialist Centre. When this arrangement is in place, children with CF will receive some of their care locally and will visit the CF Centre, at least annually.
Adults with CF should attend a major Adult Specialist Centre for all their hospital care.

Outpatient supervision should be regular, usually at two or three monthly intervals in a recognized CF clinic. It will be more frequent with babies and young children and if there are particular problems, with ample time for discussion and advice. Patients should always see the consultant or another doctor experienced in Cystic Fibrosis. They should also regularly see their specialist nurse, physiotherapist and dietitian.
WHAT SHOULD HAPPEN AT A CLINIC VISIT
Every visit

· Measurement of weight and, in children, height

· Clinical update and examination

· Dietary and pancreatic enzyme review

· Culture of the sputum or cough swab

· Respiratory function tests in children from 6 years and adults for example, FEV, FVC, Oximetry.
At least once a year

· Physiotherapy review

· Nutritional review

· Chest X-ray

· Blood tests

· Respiratory function tests.

As and when appropriate
· Instruction and continuing support when carrying out home intravenous (IV) antibiotic therapy and additional therapy and additional or new treatment.

· Further genetic counseling.

· Interview with a social worker.

· Advice on education and schooling and for adult patients, on further education, employment, pregnancy, fertility and entitlement.

HOSPITAL ADMISSION
If patients need to be admitted to hospital, it should be to a ward where the staff are familiar with the problems of Cystic Fibrosis. Cubicle accommodation is recommended to prevent cross-infection.

PAEDIATRIC TO ADULT CARE
There should be joint clinic, or some other form of liaison, to make the transfer of a patient at around the age of 16 from the children’s clinic to the care of an adult physician as easy as possible.

ENDS
For all media inquiries please contact:

Gemma Matthews on 0208 290 7912 or email gmatthews@cftrust.org.uk
Notes to Editors           

· The Cystic Fibrosis Trust is the UK’s only national charity dealing with all aspects of Cystic Fibrosis (CF).  It funds research to treat and cure CF and aims to ensure appropriate clinical care and support for people with Cystic Fibrosis.

· Cystic Fibrosis (CF) is one of the UK’s most common life-threatening inherited diseases.  Cystic Fibrosis is caused by a single defective gene.  As a result, the internal organs, especially the lungs and digestive system, become clogged with thick sticky mucus resulting in chronic infections and inflammation in the lungs and difficulty digesting food.
· Each week five babies are born with Cystic Fibrosis and two young people die – 90% from lung damage.  Only half of those living with Cystic Fibrosis are likely to live past their late 30s
· Further information can be found on our website www.cftrust.org.uk.  Help and advice for those affected by Cystic Fibrosis is available through our Helpline on 0300 373 1000.  For further information, media should contact Gemma Matthews on 0208 290 7912 or email gmatthews@cftrust.org.uk 
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