Executive Summary

​​​​​​​​​​_____________________________________________

National Service Framework for Long Term Conditions

Brief overview study: 

‘User experiences of health and social care services’

_____________________________________

The Department of Health requested that a brief scoping study be carried out in order to underpin the National Service Framework (NSF) for people with long-term conditions (LTC). This NSF covers people of working age only (18-65). The NSF LTC covers potentially a vast array of conditions but this study was directed towards exploration of following: Group A: ‘Sudden Onset’: Brain Injury, Polio Spinal cord Injury; Group B: ‘Intermittent’: Epilepsy: Group C: ‘Progressive’: Cerebral Palsy Motor Neurone Disease, Multiple Sclerosis and Parkinson’s Disease. The study aimed to identify literature that contained evidence on ‘user experience of health and /or social care services’ in the target groups.

___________________________________________________________________
Findings from Group A: ‘Sudden onset’

· Full and accurate assessment of needs of person and any carers 
· Provision of information, support and counselling for user, carers and family members soon after injury
· Post-acute rehabilitation services are required
· Users require access to a comprehensive range of support services in the community. 
· Users require access to a range of residential service options for people with brain injury. 
· The aim of therapeutic facilities should be to encourage independence and avoid institutionalisation.  
· Users and carers should be involved in the design and planning of services.
· Written information from the specialist Unit or hospital about the medical condition is useful for the user to show to the GP who may not be acquainted with their medical status

· Partners need support when the user is in hospital post-injury

· Lack of information and advice given to parents on how to look after their children and ‘how to help them come to terms with the injury’

· General need for health information on issues such as smoking, alcohol and diet

· Adequate personal assistance is related to the ability to maintain good physical and mental health

· Users with the best health combine assistance by relatives with that given by unrelated persons

· Users need more information on fertility and parenthood

· Pain management avenues are not always thoroughly explored

· Some wheelchair prescriptions are inadequate in a minority of cases
Findings from Group B: ‘Intermittent’

· Users want more information to be given on their condition and its management. 

· They want to see more effective communication from health care service providers

· Users want more information on side effects of medication and antiepleptic drug use in pregnancy 

· There is a particular call for medical and health care staff to spend more time explaining diagnoses to patients

· Users voice support for specialist nurse run provision of services. These services appear to improve communication deficits experienced elsewhere in the system
Findings from Group C: ‘Progressive

· Users require timely and accurate diagnosis, professional follow up at home, full information, more respite care and access to it for extended periods 

· Users need emergency back up services, access to aids and appliances, financial advice and information on benefits and transport services.
· Users need access to emotional support, counselling or psychotherapy
· Patients with terminal diagnoses require speedy and efficient access to medical, health and social services. 

· When delivering a terminal diagnosis, there is a great need for sensitive handling of the patient by the neurologist and other health professionals. Patients should have a relative or friend present when diagnosis is given 

· Patients with terminal conditions require fast tracking for aids and adaptations. The ordering systems for equipment fails people as the disease progresses faster than the items can be delivered. 

· Users are more likely to experience pain, the longer they have the disease. Pain management avenues should be thoroughly explored

· Users have problems with standard issue wheelchairs, including technical, propulsion and general discomfort issues.

· Prolonging home care and avoiding early institutionalisation is a high priority

· Patients benefit from having access to specialist neurologists

· Users wish to gain control over uncertainty, dependency and physical and emotional decline.

· Patients need to become empowered to take control of their illness and so ensure that it does not impair their quality of life.

· Patients have knowledge and experience and a desire to manage their own condition and these three factors should be harnessed to ensure that resources are used wisely and appropriate services provided 

· Users want to be listened to by professionals and want their experience to be valued and respected. They also want to be more involved in managing their condition. 

· Users need more advice on medical and lifestyle issues. They feel they have a lower quality of life due to lack of key health and social care services
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