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Survey of patients and carers affected by brain tumours

The United Brain Tumour Campaign charities and other brain tumour charities conducted a postal survey of patients and carers with brain tumours
.  The aim of the survey was to explore their experiences of brain tumour services and to identify areas of unmet need.  
Summary
· 18% of patients waited over 24 weeks to be referred to a neurologist.  
· This may suggest that GPs find it difficult to identify signs and symptoms which may indicate a brain tumour

· Overall, patients are very satisfied with the treatment they receive from their hospital, but are less satisfied with their GP

· 55% of patients or carers were not given the contact details of a health professional whom they speak to if they had any questions.
· 58% were not given the contact details of a charity or support organisation they could contact, despite 80% expressing an interest in attending a support group.

· Patients and carers are dissatisfied with the follow-up and long-term support they receive
· More support should be given at diagnosis 

· There should be greater coordination between different services

· People need someone who can help them with the long term effects of a brain tumour

Results
The questionnaire was completed by 102 respondents, 64% were completed by patients and 36 % carers of patients with brain tumours. The age of respondents ranged from 1-74 yrs, with a mean age of 40 yrs.  19% of the questionnaires related to children and young people 17 yrs or younger.  Patients were diagnosed between 1989-2004.  However, the majority (46%) used services between 2000–2004.
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Figure 1. shows a breakdown of the different tumour types people have been diagnosed with.  The majority of respondents had a meningioma  (23%) or an astrocytoma (19%).
Diagnosis
The majority of patients (51%) waited between less than 3 weeks from first seeing a health professional about their symptoms before being referred to a neurologist, however 18% of patient waited 24 weeks or more.  
56% of patients had an MRI scan less than one week after seeing a neurologist.  12% of patients waited more than 12 weeks.

When they were told their diagnosis, the majority of patients felt that the ‘hospital doctor’ explained things in a way that they could understand.  However, 14% said they ‘rarely or never’ understood what was being said.

[image: image3.emf]Figure 2.  What symptoms did you experience?
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Patients experienced a broad range of symptoms as shown in Figure 2.   The diverse range of symptoms experienced by patients partly explains why there are sometimes delays in diagnosis.  GPs and other non-specialised health professionals may find it difficult to identify ‘red flag’ symptoms which require rapid referral to neurology.
Treatment
80% of patients underwent surgery for the treatment of their brain tumour either alone or in combination with radiotherapy or chemotherapy (50% underwent radiotherapy and 26% chemotherapy either alone or conjunction with another treatment).  10% had no treatment.
[image: image4.emf]Figure 3.  How satisfied were you with your treatment?  
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Figure 3 compares patient and carer satisfaction with the treatment they received from their GP and the Hospital.  Overall, patients and carers were more satisfied with the treatment they received from the Hospital when compared to their GP.  
[image: image5.emf]Figure 4.  Which health professionals have you seen?
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Figure 4 shows the broad range of health professionals that patients have seen in connection with their brain tumour.  Just under half of all patients have seen a physiotherapist, and over 30% a social worker or occupational therapist.

[image: image6.emf]Figure 5.  What complementary/ alternative therapies have you used?
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The majority of patients had not tried any complementary or alternative therapies in connection with their brain tumour, but Figure 5 shows the broad range of therapies that have been tried by the remainder of patients.

Support
54% of patients reported that they were not given the contact details of someone if they had any questions or required help.  The majority of these ‘key workers’ were specialist nurses or Macmillan nurses.

Approximately equally numbers of respondents were either satisfied or unsatisfied with the amount of support they received at home to help cope with their symptoms or their treatment.
[image: image7.emf]Figure 6.  What information would you like to have been given?
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Patients expressed a broad range of information needs, as shown in Figure 6.  
59% of patients were not given the details of a charity or voluntary organisations that could provide information or support about brain tumours.  50% of patients would have liked to have been given the opportunity to attend a support group, a further 32% would attend a support group but only if it was near to where they lived.
Service provision
Patients and carers were asked what problems, including symptoms and side effects, they received the least and the most help with.  38 out of the 49 respondents felt that had most help with physical problems, for example physiotherapy for mobility problems.  Similarly, 32 out of 52 respondents felt they had least help with their physical symptoms, the remainder felt they had received little support with the long-term and psychological effects of a brain tumour and education (children).
When asked how services could be improved, many respondents discussed issues related to long-term or follow-up care.  For example, people felt that they had no one to talk to or to ask questions about their brain tumours, including the long-term and side effects of treatment.  This is reflected in the low numbers of respondents reporting access to a key worker.  Many people were concerned about the long delay in a referral from their GP to a neurologist, and did not feel they received enough support when they were diagnosed.  Patients and carers also felt they received little information about their conditions and the long term consequences.

Quotes
‘Carer’s, family and partner’s should be given the names (s) of a support group or specialist charity so they are not left feeling isolated after diagnosis’ quote from a patient with a brain tumour

‘The NHS should not assume that it is them alone that can “fix me”.  I have a part to play.  We should collaborate and discuss my treatment’ quote from an adult with brain tumour
‘We are left to cope with the situation on our own’ quote from the Wife of a patient with a brain tumour

‘It seems a matter of chance whether the symptoms mean anything to one’s GP’ Patient with a brain tumour
‘I would like to be treated as a competent adult who knows their own child better than the doctors who have never met the child before’ quote from the Mother of a child with a brain tumour
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