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Sharing Care in Multiple Sclerosis

The long term medical management of Multiple Sclerosis (MS) falls between Neurologists, Neurology Specialist Nurses, General Practitioners and Neurological Rehabilitation specialists.  This document suggests how care might be shared between these professionals.  Its content has been agreed by the Brighton and Sussex University Hospital (BSUH) NHS Trust Neurology department in conjunction with the regional MS specialist nurses. It is intended to provide a framework for management of patients with MS in the community with the involvement of GPs, specialist nurses, neurologists and patients themselves. This document is intended to apply to patients under the care of a BSUH neurologist (as listed above) and have agreement of relevant GPs in conjunction with the primary care trust.
1. Referral and Diagnosis
If a GP suspects a patient may have MS they refer the patient to Neurology for assessment.  Ideally the letter should indicate the symptoms and signs, degree of suspicion, degree of urgency, and what the patient has been told.   Neurologist will make every effort to see patient with the degree of urgency requested.  Patient will be assessed and investigated, as necessary.  There can be a delay between the initial outpatient appointment, the admission to HPNC if needed, and the return of the results.  The neurologist will make every effort to update the GP regarding results and on how likely a diagnosis of MS is and if confirmed an early follow-up will be arranged with the patient to discuss. An Outpatient letter or Discharge letter confirming the diagnosis, and giving details of the discussion with the patient, will be sent to the GP and to the MS nurse specialist. 
All patients WITH A CONFIRMED DIAGNOSIS will be offered 

1. Referral to MS specialist nurse 

2. Phone number of local and national MS society AND MS Trust.

Patient then returns to GP care. A follow-up appointment may be arranged with the neurologist although this would in part depend on discussion with the patient. 
The following documents/info will be given to the patient by the MS specialist nurse: (1) 1ST NEWLY DIAGNOSED LETTER WITHIN 2 WEEKS OF NOTIFICATION GIVING CONTACT DETAILS; (2) NEWLY DIAGNOSED PACK FROM MS SOCIETY AND MS TRUST. The MS nurse will then follow up with the patient if no contact made in a further 2 weeks. 
Occasionally patients may have been previously diagnosed with MS but may have not seen a neurologist for some time. The issue here is less likely to be diagnostic but more likely to update management and provide further information to patients. In this instance GP would refer patient to neurology services and further ongoing referral and management tailored to the individual patient with likely involvement of MS specialist nurse services and possibly community rehabilitation.
An MS clinic primarily intended for patients known to have the disorder with complex management problems or who may be suitable for newer invasive treatments is due to commence within BSUH shortly under Dr W Rashid. The aim of the clinic is to provide an in depth overall assessment of the patient and involve multi-disciplinary teams including the MS specialist nurse in this clinic. Patients with a known diagnosis of MS may be referred by the GP to this clinic. It is not intended as a diagnostic clinic. In addition, BSUH is increasingly becoming involved in clinical drug trials for medications which are being investigated for efficacy in MS. We will aim to provide GPs and patients with information regarding new trials that are commencing and information regarding patient eligibility can be obtained from Dee Mullan, Clinical research neurology nurse at Hurstwood Park. MS specialist nurses can also potentially advise. We would welcome any patient’s request to be involved in such trials so that they can be added to our database and contacted if suitable trials become available. 

2. Relapse/Remission

A clinical relapse associated with MS is defined as a relatively sudden (over days) increase in neurological symptoms or disability, which last for more than 24 hours.
If a disabling relapse is reported to GP:  GP may prescribe oral Methylprednisolone(MEDRONE) 500mg once daily for five days.  We would encourage GP to inform the relevant MS nurse regarding the patient’s relapse as there may be implications for prescribing disease modifying therapies in such patients. If community services are unable to support the patient in severe disabling relapses these may also be treated as an inpatient most commonly at local hospital under medical team or at Hurstwood Park if further specific neurological input is required providing the patient is already known to a neurologist. The Neurology team can be contacted by phone to the Neurology registrar on call at Hurstwood Park to advise further. 
If a disabling relapse is reported to the MS specialist nurse: The MS specialist nurse is available to discuss a patient’s possible relapse with the GP. If felt appropriate steroids may be prescribed by the GP as above after faxed confirmation request will be sent to the GP and the patient’s consultant also informed. Following relapse, the GP may consider referral to appropriate community rehabilitation service. e.g. physiotherapy/OT.  If patients are admitted, then HPNC will arrange continuing physio etc as required.

If there are disabling relapses: The GP may wish to refer to Neurology for consideration of disease modifying therapy (see below).  GP might also consider referral to MS Specialist nurse (if patient is not already known to one) for further advice on management. Once on a MS nurse’s caseload patients can self-refer back to the MS nurse specialist for support and advice.
3. Ongoing symptoms in multiple sclerosis

Although some patients have very good recoveries from their relapses and can otherwise be symptom free, a majority do develop problems following relapses which can fluctuate but may not necessarily progress. The most common such symptoms include: visual disturbance, spasticity, balance difficulties, tremor, bowel and bladder disturbance, fatigue, cognitive disturbance and depression.

Some of these are responsive to available symptomatic treatments and may warrant referral by GP to MS specialist nurse or neurologist.
Some suggested advice for commonly encountered symptoms for GPs:
Motor disability 
Consider referral to NeuroRehabilitation.  Referrals are seen by Dr Novak or consider referral to neurophysio or community rehabilitation team if available. 
Spasticity 
Consider referral to NeuroRehabilitation.  It may be better to seek NeuroRehabilitation or neurology assessment before starting anti-spasticity agents or referral to out-patient physiotherapy which can be very useful prior to formal NeuroRehabilitation referral.
Pain 
Attempt to identify cause.  Pain can arise from the disease itself or its complications e.g. constipation/ spasticity/neuropathic. It may be appropriate to refer to neurologist before pain team.
Bladder symptoms 
Exclude UTI.  Remember that incontinence may be a consequence of impaired mobility.  Request Ultrasound of bladder to assess urinary residual. A good community service is available with many local clinics. Patients can self refer if they wish. Contact MS nurse specialist if any difficulties. 

Residual <100 mls.  
Try oxybutinin (2.5-5mg tds) or tolterodine (1-2 mg bd).  

Residual >100 mls. 
Refer to MS specialist nurse or Continence advisor for training in intermittent self catheterisation.  Nocturia can be treated with nasal desmopressin spray.  Continuing problems despite above, consider referral to Urology.

Speech/swallowing problems
  Refer to SALT team for assessment and advice.

Cognitive impairment This can occur early in MS and generally becomes more marked as MS progresses. Refer to Neuropsychology for assessment.  It may be appropriate to refer patients to psychiatry or occupational therapy. If the patient has not seen a neurologist for some time it would also be appropriate to refer as symptoms may be a manifestation of their MS.
Epilepsy  
Seizures occur in 3% of patients with MS.  Treatment is with conventional anticonvulsants, e.g. carbamazepine, valproate.  The GP may wish to initiate treatment themselves or refer back to neurology.

Fatigue
Common, rest is helpful and further advice may be given by MS specialist nurse.  Amantidine and sometimes modafinil (both 100mg bd) can also help with second dose no later than lunchtime.

Depression
Occurs more frequently in MS and can be a major source of morbidity. Anti-depressant medication can be helpful even on the background of significant disability from MS. Psychiatry referral may be appropriate in some cases and referral to neurologist if not seen for some time.
4. Accumulation of Disability

Patients may accumulate disability, either through transition to the progressive form of the illness or through incomplete recovery from relapse. 
It is also worth recalling that not all neurological symptoms a patient develops may be attributable to MS and if GP is in any doubt discussion with MS specialist nurse and/or referral to neurologist may be appropriate.
5. Subtypes of MS
MS is often divided into four different types:

Benign

Benign MS is associated with very occasional relapses, with good recovery in between and minimal symptoms over many years; therefore it can only be diagnosed retrospectively. Some neurologists estimate that more than 20% of people with MS have this benign form of the condition. The long-term prognosis for a person with benign MS is generally good, but there can be exceptions and some people do find their benign MS worsens in later life.


Relapsing/remitting

Initially, about two thirds of people have relapsing/remitting MS. They experience relapses on average once or twice per year, with good or complete remission in between. However, there is a tendency for symptoms to worsen very gradually over time.
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Secondary progressive

People who start off with relapsing/remitting MS may go on to develop a progressive form of the condition; on average this occurs 15-20 years after diagnosis. The severity and frequency of the relapses decrease, but disability slowly increases.
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Primary progressive

About 10% of people experience symptoms right from the start that become progressively worse over a period of years without remission.
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6. Disease Modifying Therapy
This refers to therapies whose primary action is to reduce the frequency of relapses. There may be some effect on longer term progression although the evidence for this is less clear. In patients with relatively frequent relapses (two or more in two years) these medications may be suitable. In some cases a single disabling relapse may warrant initiation of a disease modifying agent. Referral to neurology would be appropriate for consideration of a potentially suitable patient for such agents.
Beta-Interferon and Copaxone are the most commonly used disease modifying agents. These are funded locally by PCTs for patients with relapsing remitting disease (intermittent relapses without significant progression between) with two disabling relapses within the last two years, and no contraindications. These agents have relatively good long term safety data but patients on them will be followed up by neurology intermittently to ensure no long term complications occur and the MS specialist nurse for regular blood testing. It should be remembered that these agents are only partially effective (preventing on average 1 in 3 events). This may be enough for most MS patients however.

The MSdecisions.org website provides a comprehensive source of information about the above therapies.

Newer therapies:
Since late 2006 a medication (tysabri) for patients with active relapsing remitting MS (two significant relapses within last 12 months) is now available and has NICE approval. Suitable patients should be referred to neurology for assessment. 

Some patients who have had a significant disabling relapse on the background of progressive disease (relapsing progressive disease) or have an ongoing significant deterioration of progressive symptoms may be suitable for mitoxantrone therapy and again should be referred to neurology for assessment. 

It is envisaged that these newer more invasive therapies will be initiated by Dr W Rashid as BSUH lead MS neurologist.

Patients with purely progressive MS are not currently suitable for the commonly available disease modifying therapies but ongoing clinical trials may be a potential option for these patients and the MS specialist nurse would be happy to advise. In addition, GPs may contact Dee Mullan (research neurology nurse based at HPNC) directly with details of any MS patients willing to be involved in studies so that they can be added to our database and contacted if suitable trials become available. 

7. Pregnancy

When planning a family, patients may wish to discuss the implications of the illness.  Please refer to Neurology or MS Specialist Nurse. Currently available disease modifying therapies are contraindicated during pregnancy. If a patient on such agents becomes pregnant we would request the GP informs the MS specialist nurse immediately. The MS Society have available very informative publications which may be downloaded from the website or booklets requested free of charge. 
8.  Useful phone numbers 
MS Society: 0208 4380700 

MS SOCIETY Helpline:0808 8008000
MS TRUST : 01462 746700
MS Counselling Line: 0208 4222144

Stephanie Verry, MS Nurse (region: Brighton and Hove) 01273 265887 
Jean Wakeling, MS Nurse (NE OF WEST SUSSEX PCT )01444 419532
Lisa Black, MS Nurse (Worthing) 01903 846560/07768 037088
Vicky Lester (ESDWPCT- Eastbourne , Seaford) 01323514809
Gill Ferdinands (ESDWPCT – Lewes, Uckfield, The Havens) 01825 769999                                                                  
Please note that the MS nurses do not provide a 24 hour service, but messages can be left on an answer phone.

Hurstwood Park: 01444- 441881

Hurstwood Park Fax: 01444 - 417995

Royal Sussex County Hospital: 01273 696955 ext 4305

RSCH Fax: 01273 676345

Brighton Rehabilitation Centre: 01273 242153 
NHS








