WHAT PEOPLE WITH LONG-TERM DISABILITIES SHOULD EXPECT FROM HEALTH, SOCIAL SERVICES AND OTHERS

(Modified from Guidelines for management of multiple sclerosis, published by the National Institute for Clinical Excellence 2003, NICE)

Communication with people

All communications should comply with the general principles outlined in Table 1.  In particular, health care professionals should:

· Be straightforward.

· Check the person has understood.

· Back up what was said with written (and other) material.

· Reinforce as necessary.

Emotional support

Emotional need should be met directly or through referral to a suitable resource.

Encouraging autonomy/self-management

As far as possible people with a long-term disability should be helped to manage their own general health by:
· Providing information and advice in written, audio or other media on:

· Specific activities that promote health maintenance and prevent complications.

· Changes in their health that may require them to take further action.

· The condition and its management (including both local and sources of further information and support in clear and accessible language).

· Acquiring the skills needed to:

· Seek, evaluate and use advice and help available.

· Communicate effectively with healthcare professionals (for example, though participation in the Expert Patient Programme).

Support to family and carers

Family members (whether or not in the same household) should be supported by:


· Asking about their physical and emotional health and well-being.

· Providing them with general factual information about their condition.

· Informing them about social services carer assessment and support procedures.

Assessment and measurement

The review checklist in Table 2 should be used each time a person starts a new ‘episode of care’ (including initial diagnosis).  The health care professional should

· Record the information for future comparison

· Take action where a problem is identified

Teams and goal setting

When several healthcare and other professionals are involved with a person with a long-term disability, they should work together with the person and his or her family, as a team towards common agreed goals. The goals set should:

· Be agreed as relevant and important by the person with a disability.

· Cover both short-term specific actions and longer-term outcomes.

Working across organisations

Health, social work and other statutory services should have agreed protocols in place that specify:

· How responsibility for people is shared with other groups or organisations.

· What agreed descriptive information (that is, a common dataset) about the person should always be shared.

· The point of contact within any service or organisation, and how contact should be made.

When any ‘episode of care’ (medical or rehabilitation treatment programme) ends (that is, when no further benefit is anticipated), the healthcare team should discuss with the person whether they want a regular review of their situation and, if so, agree on a suitable and reasonable interval and method of review (for example, by phone or post or as an outpatient).

Individuals who are severely impaired and markedly dependent should have their support needs reviewed at least yearly, and they should have these needs met as necessary and in accordance with their wishes, through one or more of the following.

Involving the individual in the diagnostic process

Individuals should be informed of the potential diagnosis as soon as the diagnosis is reasonably certain, unless there are overwhelming patient-centred reasons for not doing so.  This should occur before undertaking further investigations to confirm or refute the diagnosis.

Throughout the process of investigating and making the diagnosis the healthcare professional should:

· Find out what and how much information the individual wants to receive.  (This should be reviewed on each occasion).

· Discuss the nature and purpose of all investigations, especially the likely outcomes and their implications for the individual.

After diagnosis

After the diagnosis has been explained, the health care professional should :

· Offer in the near future at least one more appointment to see wherever possible the doctor who gave the original diagnosis.

· Introduce or put in touch with a skilled nurse or other support worker with      specialist knowledge of neurological conditions and counselling experience.

· Offer written information about local and national disease-specific support organisations including details of local rehabilitation services.

· Offer information about the disease, preferably in the form of an information pack, specific to the newly diagnosed.

Within six months of diagnosis, the individual should be offered the opportunity to participate in an educational programme to cover all aspects of the condition.

Rehabilitation and maintenance of functional activities and social participation

If a person with a long-term neurological condition starts to experience a new limitation on his or her activities, the cause should be identified medically, and the following considered:

· Is it due to an unrelated disease?

· Is it due to an incidental infection?

· Is it due to a relapse of the condition itself?

· Is it part of a gradual progression?

If the limitation persists, despite treatment of any identified cause, the patient should be seen and assessed by a multidisciplinary service, specialised in neurologically based disability in order to implement a rehabilitation programme.  

Rehabilitation programmes should include monitoring progress against set goals. These goals should be reviewed and reset, until no further goals exist and no further interventions are needed.

Where possible, both assessment and task-related practice should take place in the environment most appropriate to the task (for example, home, work or leisure).

Vocational activities – employment and education

Any person with a long term neurological condition who is in work or education should be asked specifically whether they have any problems, for example motor, fatigue or cognitive difficulties.

Any individual who has problems that affect their work or education should be seen for further assessment of their difficulties, preferably by a specialist vocational rehabilitation service, or specialist neuro-rehabilitation service. The results of this assessment should be used:

· To advice the person with MS on strategies, equipment, adaptations and services available to assist with vocational difficulties; and/or

· To advice the employer or others, with permission from the person with MS, on strategies, equipment and adaptations to assist: and/or

· To give information to the disability employment advisor, if involved.

The person should always be informed about available vocational support services (currently including Disability Employment Advisers and the Access to Work Scheme), and that there may be adjustments at work to which they are entitled under the Disability Discrimination Act.

Any individual who cannot stay in or find alternative employment should be advised about other options such as voluntary work and where to find information about these options.

Leisure and social interaction

Any person with a long-term neurological condition whose participation in or enjoyment of a leisure or social activity becomes limited should be referred to a specialist neurological rehabilitation service which should:

· Identify whether previous activities are still achievable and, if not, help the person consider new activities.

· Assess for, and then teach, the skills and techniques that could help achieve these activities.

· If necessary refer the person to local services that might help them establish and continue leisure and social activities.

Table 1  Principles of good communication in healthcare

	Principle
	Comment

	In any communication the healthcare professional should:
	

	Communicate in a suitable environment, usually a quiet area or room free from distraction or interruption
	Privacy and quiet are important

	Seek agreement from the person with LTNC that anyone present can be there and ensure that as far as possible  anyone she or he wants present is there
	Consider especially students and family

	Start by asking what the person knows or believes already
	Establishes expectations

	Establish the nature and extent of the information that the person wishes to receive
	Establishes expectations

	Consider carefully the balance between the benefits and the risks associated with giving each item of information
	Once given, information cannot be withdrawn

	Tailor the communication to the person’s:

· Specific situation

· Communicative and cognitive abilities

· Culture
	Makes information relevant

	Limit information given to that within their own knowledge, referring on to others as necessary for more detailed information
	Do not give information if uncertain about it

	Clarify specifically any options and choices the person may need to choose, specifying:

· Likely outcomes of each choice

· Benefits and risks of each choice
	Both in diagnosis and treatment

	Offer back-up with information being given:

· In different ways (eg written leaflets, tapes)

· By different people (eg specialist nurse)

· At another time (eg follow-up appointment)
	Information is often forgotten

	Inform the person with LTNC about any recommended local or national sources of further information, including employment and voluntary sector sources
	Allows person with LTNC to follow up and take more control

	Consider need for emotional support during process especially if the information might be stressful, and arrange emotional support if needed
	Should be considered an intrinsic part of the process 

	Document in notes and inform other healthcare staff closely involved what has been communicated, especially the general practitioner
	Ensures consistency over time and across settings


Table 2  Review checklist

This is not a list of questions to be asked of every person with a long-term disability on every occasion.  It is a list to remind clinicians of the wide range of potential problems that people with a long-term disability may face, and which should be actively considered as appropriate.  A positive answer should lead to more detailed assessment and management.  (See main text).


Initial question

It is best to start by asking an open-ended question such as:

“Since you were last seen or assessed has any activity you used to undertake been limited, stopped or affected?”


Activity domains

Then, especially if nothing has been identified, it is worth asking questions directly, choosing from the list below those appropriate to the situation based on your knowledge of the person with a long-term disability:

“Are you still able to undertake, as far as you wish:

· vocational activities (work, education, other occupation)?

· Leisure activities?

· Family roles?

· Shopping and other community activities?

· Household and domestic activities?

· Washing, dressing, using toilet?

· Getting about (either by walking or in other ways) and getting in and out of your house?

· Controlling your environment (opening doors, switching things on and off, using the phone)?”

If restrictions are identified, then the reasons for these should be identified as far as possible considering impairments (see below), and social and physical factors (contexts).


Common impairments

It is worth asking about specific impairments from the list below, again adapting to the situation and what you already know:

“Since you were last seen have you developed any new problems with:

· fatigue, endurance, being overtired?

· Speech and communication?

· Balance and falling?

· Chewing and swallowing food and drink?

· Unintended change in weight?

· Pain or painful abnormal sensations?

· Control over your bladder or bowels?

· Control over your movement?

· Vision and your eyes?

· Thinking, remembering?

· Your mood?

· Your sexual function or partnership relations?

· How you get on in social situations?”


Final question

Finally, it is always worth finishing with a further open-ended question:

“Are there any other new problems that concern you?”. 
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