Patients’ concerns about healthcare 
for ME & CFS in Wales, January 2012
1. Practitioner attitudes – disinterest, disbelief, hostility, humouring, denial of basic medical care, concealing test results etc

2. Definition & classification of illness 
· over concentration on fatigue, leading to broad classification
· psychological v WHO classification of neurological v somatisation disorder

· Canadian / International guidelines & definition

· confusing terminology – CFS, CF, ME, PVFS, - FM
3. Diagnosis – difficulty finding an early, accurate diagnosis
· ME confused with depression and somatisation

· hasty ill informed diagnosis misses other illnesses e.g. MS, PD, MND

· delay in diagnosis harms chance of recovery

· inadequate guidelines lead to broad diagnosis of CF
· early recovery often promised & return to work/education encouraged too soon
4. Management advice & regular reviews – rarely offered
· inappropriate advice being given about rest, exercise, education etc. e.g. use of exercise referral schemes
· many unable to travel to appointments without becoming worse

· lack of appropriate help devising personal management plan

· lack of appropriate help from OT, dietician, nurse etc
· lack of understanding of low energy levels, fluctuating & post-exertional symptoms
· EPP only suitable for more mobile, mild-moderately affected, who understand their limitations and won’t be encouraged to overdo things

· little information is offered about the illness and what health and social care is available – patients sometimes don’t consider themselves as seriously disabled as if they had PD, MS, HIV etc although research has shown that they can be.
· experience and knowledge of the carer not heeded
· carers’ assessments are not offered because the patient is not thought to have sufficient need for a carer.
· new symptoms assumed to be part of condition - not always investigated
5. Domiciliary support for more severely affected – rarely available
· GPs won’t visit (& when they do it can be begrudgingly and appropriate care can be denied)
· home care teams hard to access
· telecare and telephone advice to supplement surgery or hospital visits needed

· home visits from consultants for severely affected hard to access 

· no-one prepared to manage patients on day to day basis 

6. Children & young people – little care and poor/ no transition

· often referred to the wrong teams. i.e. mental health and child protection.  Children are often inappropriately referred because their parents are mistakenly accused of FII (MSBP) because the child does not get better when the doctor expects them to  
· should have right to refuse some treatments without it affecting rest of care 

· inappropriate advice can be given with regard to home tuition, e-learning, part time schooling or when too ill for any education

· parents often not believed, although they have the most experience of their child’s illness and abilities, as they are seen to be too close to the patient

· children are not always listened to, believed, and their point of view heeded
7. Rehabilitation – inappropriate treatments are causing relapse
· failure to understand the post-exertional response

· research evidence backs CBT & GET for proportion of patients, not all

· exercise referral inappropriate
· patients should be able to choose or refuse this option or any part of it e.g. relaxation, sleep advice, activity management, psychological support
8. Specialist referrals – there are no consultants specialising in ME & CFS

· difficult to find neurologist prepared to see complex cases

· general consultants not always able to diagnose or give advice or ongoing care and are unwilling to take on patients with ME & CFS preferring to refer to others
9. Welsh Care pathway & NICE guidelines

· many positive aspects of NICE have still to be implemented

· fail to give adequate guidance on the nature of ME & diagnosis
· over emphasis on specialist rehab not supported by evidence

· fails to acknowledge the heterogeneity of CFS

· no mention of a Functional Capacity Measurement Tool designed for people with ME such as the EIPS

· inadequate guidance on young people & severely affected

10.  Poor liaison between health professionals & other professions

· without GP or consultant support it is difficult to obtain social care, home tuition, employment adjustment, benefits
11.  In-patient care – lack of understanding about ME
· hospitals rarely best place for patients due to sensitivity to noise & lights, cognitive problems & ill-effects of travel

· when admitted for non ME reasons, staff don’t understand implications and limitations of ME
· when hospitalisation for the seriously affected is required, the seriousness of the condition is often not accepted

12.  Lack of epidemiological research & accurate statistics on prevalence of ME & CFS

13. Lack of education & training for health professionals:

· at undergraduate, postgraduate level & continuing education

· awareness training for wide range of health professionals
Patients’ plea – we need:

· to be believed and treated with respect

· the role of parents/guardians/carers to be accepted as important in the patient’s management plan

· clinical champions

· trained healthcare professionals to diagnose and give appropriate management advice

· balanced information in formats suitable for us

· specialists trained and willing to accept referrals 
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