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                DURHAM AND DARLINGTON CHRONIC FATIGUE SYNDROME/ME
   SERVICE
   Referral Protocol
   This protocol has been drawn up to ensure that only appropriate
   referrals are received by the service and that all relevant
   investigations have been carried out and recorded on the referral
   form.
   We can only accept patients who are registered with a GP in the
   following PCTs:
   Durham & Chester-le-Street
   Derwentside
   Dales
   Darlington
   Sedgefield
   Out of area referrals will be accepted subjected to SLAs being in
   place.
   Referral Criteria
   The service will accept new onset and long standing patients who are
   able to attend for treatment on an outpatient basis. Referrals for
   patients who are too severely affected by their CFS/ME to attend
   outpatient appointments will be assessed on an individual basis and
   domiciliary visits will be carried when necessary.
   Referrals will be received in writing based on the following criteria
   1. Age 16 or above. (Any patients under the age of 16 years must be
   under the care of a Paediatrician to have obtained a confirmed
   diagnosis of CFS/ME)
   2. A primary complaint of unexplained persistent or relapsing fatigue
   which is:
   - Of new or definite onset (i.e. not life long)
   - Of four months or more duration
   - Not substantially relieved by rest
   - Causing a substantial reduction in effectiveness of occupational,
   educational, social or
   personal activities.
   3. In addition to the fatigue it is expected that the patient’s
   symptoms will normally include 4 or more of the following which are
   concurrent, persistent and do not predate the onset of fatigue:
   - problems with short term memory or concentration
   - frequent sore throat
   - tender cervical or axillary glands without pathological enlargement
   - muscle pain
   - headaches of new type, pattern or severity
   - unrefreshing sleep
   - multi–joint pain without swelling or redness
   - general malaise or ‘flu-like’ symptoms
   - dizziness and/or nausea
   - palpitations in the absence of identified cardiac pathology
   4. No clear alternative medical diagnosis has been made. (See Appendix
   1 for a list of differential diagnoses to be considered)
   5. Exclusions (See List of Differential Diagnoses Appendix1)
   The following conditions should be considered/screened for prior to
   referral:
   - other established medical disorders known to cause chronic fatigue
   e.g. cardiac or respiratory causes of fatigue
   - sleep apnoea
   - severe mental illness e.g. psychotic disorders
   - eating disorders e.g. anorexia, bulimia
   - alcohol or substance abuse
   - fibromyalgia
   NB Some patients may develop anxiety states or depression secondary to
   CFS/ME and should not be excluded from the service
   6. There are copies of reports for ALL of the following screening
   tests.
   - Full Blood Count and C-reactive protein
   - Urea electrolytes
   - Liver Function tests
   - Creatine phosphokinase (CPK)
   - Calcium, albumin, creatine kinase
   - Thyroid functions (TSH and free T4)
   - Anti nuclear antibodies (ANAs)
   - Random blood glucose
   - Urinalysis for blood sugar and protein
   - Anti endomysial antibodies
   - ESR
   - Serum creatine
   7. Additional investigations may be appropriate as part of the
   differential diagnoses process if the clinical history or examination
   findings suggest that there may be a more unusual explanation for the
   symptoms.
   Please contact Dr Keith Linsley, Clinical Lead and Consultant Liaison
   Psychiatrist, on 01388 825 700 if you wish to discuss individual cases
   prior to referral.
   Referral Pathway
   1) The referral will be made in writing and sent to:
   Durham & Darlington CFS/ME Service
   Merrington House, Merrington Lane,
   Spennymoor, County Durham, DL16 7UT
   Referrals may also be faxed to: 01388 825 701
   2) Once received the referral will then be screened by the MDT and a
   decision made as to whether the patient will have their first
   appointment with the Consultant Psychiatrist, the Therapy team or the
   Consultant Physician.
   3) Patients will be offered a choice of appointment and sent a
   standard set of questionnaires to complete and bring along to their
   initial assessment. These will help to determine the severity of the
   fatigue and associated symptoms.
   4) Following their initial assessment the patient may be referred on
   for further assessment by the other components of the service.
   5) Following assessment, the referrer/GP will be sent a letter (copy
   to patient) with the outcomes of the assessment and the proposed plan
   of care. If the service is not appropriate for the patient’s needs,
   then referral on to alternative services may be recommended.
   6) If the patient is not suitable for therapy at this time, they may
   be offered follow up with the Consultant Physician or Consultant
   Psychiatrist if this is appropriate.
   7) If the patient is appropriate for therapy the therapist will decide
   which of the treatment options are suitable based on the severity of
   the problems, individual needs and suitability for group work. The
   treatment option will be discussed and agreed with the patient.
   8) Treatment options are:
   - Self Management / Advice
   - Group Treatment
   - Individual Treatment.
   9) All treatment options are based on the following evidence based
   interventions:
   - Graded activity and activity scheduling
   - Graded exercise therapy
   - Cognitive behavioural approaches
   - Lifestyle management
   - Relapse prevention strategies.
   10) If a treatment place within the suitable treatment option is not
   available, then the patient will be placed on a waiting list. The
   patient will be informed of this and will be contacted once a place
   becomes available.
   11) Progress will be reviewed by the MDT at regular intervals. If at
   any time it is felt that the patient is not responding to treatment
   then they may be reviewed by either the Consultant Psychiatrist or
   Physician as appropriate.
   12) The period of intervention will be time limited and ends when:
   - Following discussion with the patient, it is agreed the aims of
   intervention have been achieved
   - The patient fails to attend agreed appointments (over 2 consecutive
   appointments without 24 hours notice)
   - The patient no longer wishes the intervention to continue
   - Intervention is no longer required /appropriate – may refer to other
   services if appropriate.
   13) When the patient is discharged from the clinic:
   - Follow up arrangements will be discussed including how to re–access
   the service if relapse occurs
   - An assessment of outcome will be made using standardised and
   validated questionnaires
   - Referrer/GP is advised of discharge and outcomes in writing.
   14) An Expert Patient Programme will be available for patients to
   access.
   15) Follow up review and outcome assessment will be made at 6 and 12
   months.
   16) Patient and user satisfaction will be monitored at regular
   intervals.
   17) The service will be audited and an annual report will be made
   available.
   APPENDIX 1
   Differential Diagnoses
   Differential diagnosis of CFS/ME – the following may be confused with
   CFS/ME. The list is not exhaustive.
   Musculoskeletal disorders
   Rheumatoid arthritis
   Polymyalgia
   Fibromyalgia
   Polymyositis
   Neurological/Neuromuscular disorders
   Motor neurone disease
   Multiple sclerosis
   Parkinsons disease
   Atypical seizures
   Myasthenia gravis
   Myopathies
   Psychiatric disorders
   Melancholic depression
   Pre senile dementias
   Withdrawal syndrome, phobias
   Somatization (hysteric conversion disorders)
   Autoimmune disorders
   Systemic lupus erythematosis
   Thyroiditis
   Sjogren’s syndrome
   Crohn’s disease
   Chronic active hepatitis
   Endocrine disorders
   Diabetes
   Addison’s disease
   Thyroid disorders
   Hypercalcaemia
   Nutritional disorders
   Iron deficiency anaemia
   B12 or folate deficiency
   Infections
   HIV
   Tuberculosis
   Lyme disease
   Brucellosis
   Toxoplasmosis
   Cytomegalovirus
   Infections (cont)
   Hepatitis B
   Hepatitis C
   Chronic parasitic infections such as Amoebic dysentery, guiardia,
   malaria, Q fever.
   Gastrointestinal disease
   Malabsorption/coeliac disease
   Inflammatory bowel disease
   “True” food allergy
   Chronic pancreatitis
   Malignancy
   Carcinoma
   Lymphoma
   Immune deficiency
   Hypogammaglobulinaemia
   AIDS
   Respiratory disease
   Sarcoidosis
   Sleep apnoea
   Bornholm disease
   Pleurisy – if severe chest pain
   Toxic agents
   Carbon monoxide poisoning
   Alcohol or drug abuse
   Drug adverse affects
   Multiple Chemical Sensitivity
   Other
   Heart conditions such as coronary artery disease,
   myocarditis, valvular disease, syndrome X.
   Over training syndrome
   Sources:-
   Leeds Chronic Fatigue Service Information for GPs
   ME. Chronic Fatigue Syndrome A Practical Guide – Dr Anne Macintyre.
   Page 5 of 5
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