
 

 

 
 

THE SHEFFIELD AREA PRESCRIBING COMMITTEE 
 
 
 

Shared Care Protocol 
 

for 
 

Acromegaly 
 
 
 
 
 

 Devised by: The Endocrine Unit 
    Sheffield Teaching Hospitals NHS Trust 

       

 
 
 
 
 
 
 
 
 
 
 
Date approved: April 2002 

 
 
 Review Date:  On publication of NICE Guidance 

 
 

 



 1 

 

 

 

 

 

 

 

 

 

 

Dear Dr 
 
Re  (Patient’s Name 
  Date of Birth 
  Address) 
 
Your patient is being started on treatment with                               medication. 
 
This treatment can be prescribed by GPs under the Traffic Light System under the “shared 
care” arrangements. 
 
I enclose a copy of the shared care protocol/This protocol is can be obtained from www.                                        
(delete as appropriate) 
 
This shared care protocol has been approved by the Sheffield Area Prescribing Committee 
and the Sheffield LMC. 
 
Please will you undertake to prescribe for your patient. 
 
I will assume your willingness to help unless you inform me otherwise. 
 
Yours sincerely 
 
 
 

 

 

 

 

 

 

 

PS No reply necessary unless you are unwilling to prescribe for your patient 
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Acromegaly is a clinical syndrome which results primarily from the effects of 

hypersecretion of growth hormone (GH) by a pituitary tumour and consequent 

overproduction of insulin like growth factor (IGF-1) which then produces morphological, 

endocrine and metabolic changes within the body. The characteristic clinical features 

consist of enlargement of the face, hands and feet with soft tissue overgrowth and 

thickness and greasiness of the skin.  Tumour expansion may lead to headaches and 

visual field defects and there are associated complications, which include hypertension, 

cardiomyopathy, cardiac failure, diabetes mellitus, respiratory insufficiency and malignant 

tumours of the colon.  Loss of pituitary reserve, as a result of the growth of the tumour, can 

lead to symptoms of hypopituitarism with tiredness, lethargy, infertility, loss of libido and 

general ill health. 

 

The incidence of acromegaly is approximately four cases per million with a 

prevalence of fifty per million of the population and a mortality in untreated acromegaly of 

two or three times that of an age/sex matched normal population. Approximately fifty 

percent of patients with acromegaly, if untreated, will die prematurely as a result of 

cardiorespiratory, gastrointestinal disease, diabetes mellitus or malignancy.   

 

The diagnosis of acromegaly is based, first of all, on clinical features and is 

confirmed by a glucose tolerance test, in which it is demonstrated that plasma growth 

hormone levels fail to suppress with glucose.  In addition, the plasma IGF-1 levels will be 

elevated. The presence and size of a pituitary tumour is confirmed by magnetic resonance 

imaging.   

 

Treatment 
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The aim of treatment in acromegaly is to normalise growth hormone secretion and 

reduce tumour size, whilst at the same time preserving as much pituitary function as 

possible with the prevention of biochemical and tumour recurrence.  There is well 

documented evidence that reduction of mean growth hormone levels to less than 5 mU/l 

reduces the mortality in acromegaly to that of the normal population and so this has 

become the standard at which treatment is aimed.1   

 

There are three therapeutic options available for the treatment of acromegaly, namely 

a) transsphenoidal surgery, b) radiotherapy and c) pharmacological therapy. 

 

a) Transsphenoidal surgery is the first line treatment for most patients. The response to 

surgery depends upon such factors as the size of the tumour, the extent of extrasellar 

extension and pre-operative levels of growth hormone and IGF-1.  Most centres report 

a success rate with surgery of approximately sixty percent, so that many patients 

require further treatment to normalise growth hormone levels.2, 3 

b) Radiotherapy.  This is indicated in some patients in whom surgery has not been 

successful at reducing growth hormone to acceptable levels.  It is not an appropriate 

first line treatment for acromegaly as it may take ten to twenty years for radiotherapy to 

reduce growth hormone levels to <5 mU/l, and there is a high incidence of subsequent 

hypopituitarism.  It is however a useful therapy for eradicating residual tumour which 

cannot be removed by further surgery. 

c) Pharmacological therapy.  This is indicated where growth hormone levels have not 

been normalised following surgery and consists of either dopamine agonist 

(Bromocriptine or Cabergoline) or somatostatin analogue (Octreotide or Lanreotide) 

therapy.  Dopamine agonists have a relatively poor record in acromegaly, being 

effective only in the sub-group of 20-30% of patients whose tumours express dopamine 
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receptors. Even in this sub-group, responses are usually only partial. However, as 

dopamine agonists are given orally and are relatively inexpensive, a trial of such 

treatment is worthwhile before proceeding to somatoststatin analogue therapy. 

 

Octreotide, in standard form, although effective, requires three subcutaneous injections 

per day which affects not only compliance but also quality of life.  In recent years, 

advances in drug delivery systems have seen the successful introduction of long-acting 

formulations of somatostatin analogues requiring only one injection every twenty-eight 

days.   The somatostatin analogues available are Lanreotide Autogel produced by 

Beaufour Ipsen and Sandostatin LAR produced by Novartis.  Multicentre studies of an 

earlier preparation of Lanreotide (Lanreotide SR, administered every 7-14 days) on 

unselected acromegalic patients, showed GH levels less than 5 mU/l in from 27 to 54% of 

patients while IGF-1 levels were normalised in 33 to 63% of patients.  The effects of the 

drug did not diminish over time and during long-term follow-up over one to three years no 

escape from treatment occurred.4, 5, 6  In our own series of patients from the Endocrine 

Units of the Royal Hallamshire Hospital and Northern General Hospital, growth hormone 

was normalised in 62% of patients and IGF-1 in 44%.7  A recently published study has 

shown Lanreotide Autogel to be at least as effective as the SR preparation8. In a 

European multicentre study of Sandostatin LAR, GH levels suppressed to less than 5 mU/l 

in 69.8% of patients and a consistent suppression of serum IGF-1 levels was also 

achieved.9   

 

In addition, both of these drugs have a beneficial effect upon the debilitating symptoms 

of acromegaly such as headache, fatigue, perspiration, joint pains and paraesthesiae. The 

most frequently reported adverse events with the somatostatin analogues are mild 

diarrhoea, abdominal pain and flatulence and some patients experience discomfort at the 
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site of injection but many of these symptoms usually diminish with time.  In a recent 

comparative study, Lanreotide SR and Octreotide LAR were similarly effective in achieving 

biochemical control in acromegaly10.  The advent of the long-acting somatostatin anlogues 

therefore represents a significant step forward in the medical management of patients with 

acromegaly, providing effective suppression of GH levels so that the increased morbidity 

and adverse mortality rates associated with this disorder can be improved.   

 

Cost of Treatment 

 

Given the incidence of acromegaly of approximately four cases per million of the 

population there will be approximately two hundred cases diagnosed per year in the UK. 

For some years, Sheffield has been a major national centre for the treatment of patients 

with pituitary disorders and it is estimated that there will be approximately ten new cases 

of acromegaly per year presenting in Sheffield.  This includes patients that are referred 

from district general hospitals such as Lincoln, Grimsby, Scunthorpe, Rotherham, 

Barnsley, Worskop, Chesterfield and Doncaster.  Of these 10 cases, 4 will not be cured 

surgically and will require treatment with a long-acting somatostatin analogue.  One or two 

of these will be from the Sheffield area and will therefore require funding from the Sheffield 

Health Authority. 

 

The following table gives a cost comparison per annum for the available treatments 

for acromegaly given on a per patient basis and also on an assumption of two new 

patients being treated per annum with a total of 20 patients receiving treatment at any one 

time.  For purposes of illustration, an intermediate dose has been chosen for each 

treatment. 

 Cabergoline Lanreotide Autogel Sandostatin LAR 
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1.0mg twice/wk 90mg every 28 days 20 mg every 28 days 

Per patient  
per annum 

£780 £9,386 £11,050 
 

Sheffield H.A 
(2 new patients per 
annum) 

£1560 £18,772 £22,100 

Sheffield HA 
(20 patients on 
treatment) 

£15,600 £187,720 £221,000 

          NB: These costings exclude VAT 

Lanreotide Autogel is also available in 60mg and 120mg doses (£7046 and £12,116 

pa per patient respectively) and Sandostatin LAR in 10mg and 30mg doses (£8287.50 and 

£13,812 respectively) 

 

It is possible that the cost in some patients on either of the long-acting analogues 

may work out cheaper if injections are required less frequently than every 28 days. 

 

Integrated Care Programme for Acromegaly 

 

The treatment and care of patients with acromegaly needs to be multi-disciplinary in 

order to effectively co-ordinate treatment and to ensure the cost effective use of resources.  

Sheffield has a long history of expertise in transsphenoidal surgery, extending over a 

period of more than thirty years and has had a co-ordinated approach of consultant 

neurosurgeon, radiotherapist and endocrinologists dealing with pituitary patients, an 

approach which has recently been advocated in the Royal College of Physicians/British 

Endocrine Society guidelines on the management of pituitary tumours.11  In addition, 

Sheffield possesses unique educational facilities for patients with pituitary tumours 

consisting of a computerised education programme, which is called “A Pituitary Gland 

Information Service for Patients” which together with the facilities of the Pituitary 

Foundation ‘Pit Pat’, set up by the Society for Endocrinology provide excellent educational 

facilities for patients with acromegaly. 
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An integrated care programme (ICP) for acromegalic patients would ensure that 

once they are identified and diagnosed, they will be referred to an appropriate specialist 

centre and there treated according to nationally agreed criteria.  Patients from this part of 

the Trent Region therefore, will be referred to either endocrine or neurosurgical units in 

Sheffield. Since the radiotherapy and subsequent endocrine management is complicated, 

the majority of an acromegalic’s treatment will be based in Sheffield, although, if a 

consultant physician with a special interest in endocrinology from one of the district 

general hospitals wished to follow-up their own patients locally, this could be done in 

conjunction with the agreed protocol.  

 

There are a number of elements which need to be included in an integrated care 

programme for acromegaly. 

 

 Most patients with acromegaly are asymptomatic or have non-specific symptoms and 

GPs therefore need to be aware of the range of symptoms and signs with which 

acromegalics may present. 

 If a GP suspects a patient to have acromegaly, it is important to refer them to an 

endocrinologist, either at their local district general hospital or at the specialist centre 

and they need to be aware of the available services for their locality. 

 The endocrinologist should act as the lead clinician in co-ordinating the specialist 

treatment of a person with acromegaly and be responsible for the definitive diagnosis 

of the disorder. 

 Special facilities need to be available for the investigation of these patients and for their 

subsequent follow-up. Such facilities are available in the Endocrine Investigation & 
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Education Unit at the Royal Hallamshire Hospital and in the Endocrine Unit at the 

Northern General Hospital. 

 A combined neurosurgical/endocrine pituitary clinic should be available for the initial 

consultation of patients with acromegaly and for their subsequent follow-up. There has 

been a combined pituitary clinic operating at the Royal Hallamshire Hospital with 

neurosurgical and endocrine input since 1995. 

 It is essential that educational facilities be available to patients with acromegaly so that 

they can fully understand the disorder.  These are available in Sheffield and there is a 

pituitary support group which patients can join.  

 Specialist endocrine nurses should be available to discuss the condition of the patient 

and provide further information, support and counselling.  These have been available 

for several years in Sheffield, there being three specialist endocrine nurses at the 

Royal Hallamshire Hospital and two at the Northern General Hospital. 

 The follow-up of patients with acromegaly is lifelong and therefore the provision of a 

specialist investigation unit is imperative for the care of these patients and these are 

available both at the Royal Hallamshire and Northern General Hospitals.  All of the 

investigations of patients are carried out by endocrine nurses and a telephone helpline 

is available for patients.  

 

Responsibilities within the Integrated Care Programme 

 

a) Hospital Specialist 

 Diagnosis and decision regarding treatment with transsphenoidal surgery and/or 

radiotherapy and dopamine agonist / somatostatin analogue therapy. 

 Post-operative assessment of the need for pituitary replacement therapy. 
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 Initiation of treatment and prescription of long-acting somatostatin analogue therapy for 

the first three months or until the patient is on an optimal dosage, aiming to stabilise 

GH levels below the recommended level of 5 mU/l. 

 To obtain agreement from the GP to participate in the integrated or shared care 

programme for long-acting somatostatin analogue treatment. 

 To provide or arrange training for GP and/or the practice nurse in the administration of 

long-acting somatostatin analogues or alternatively to arrange for this to be done by 

the Nurse Adviser by self injection. 

 The ongoing medical and biochemical assessment of the response to therapy, 

including pituitary function tests, pituitary imaging and visual field measurement, where 

relevant. 

 The provision of screening facilities to detect colonic tumours, which are more frequent 

in acromegaly, as appropriate. 

 To communicate effectively with the GP on the patient’s progress. 

 To provide educational facilities for the patient. 

 To provide endocrine nurse specialists to whom the patient can refer to problems 

relating to their treatment and care. 

b) The General Practitioner 

 The prescription of long-acting somatostatin analogue therapy, once the patient has 

been stabilised and is on an optimal dosage.  

 The administration of maintenance long-acting somatostatin therapy with support from 

specialist endocrine nurses or nurse advisers. 

 Participation in patient monitoring as agreed with the hospital specialist. 

 The observation and reporting of any severe or unexpected side effects to the hospital 

specialist. 
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c) Specialist Endocrine Nurses 

 To perform the endocrine investigations necessary for the initial diagnosis and follow-

up of patients with acromegaly. 

 To act as a counsellor to the patient and provide help with the patients’ enquires 

regarding their condition. 

 To provide information and education on acromegaly to both patients and primary care 

teams as necessary. 

 To organise endocrine support groups for patients with acromegaly. 
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