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Brain and CNS BPEG Minutes 4th May 2018 

 

Date of Meeting 4th May 2018 

Time of meeting 11:00 – 12:30 

Venue   Seminar room 6 SRFT Mayo building 

1. Apologies:

Alison Gilston-Hope  Liz Molloy 
Mark Hodson   Sheetal Jash     
Andrea Wadeson  Marie Buckley 
 
Attendees 
Catherine McBain 
Rebecca Price 
Karen Farrow 

Julie Emerson  
Sara Robson  
Sarah Cundliffe                    

Anne Keegan 
Helen Entwistle 

Mel Atack  

2. Minutes of the last meeting were reviewed and approved. 

It was clarified that the event planned for 11/5/18 is a Low Grade Glioma support day, initiated by 
Miss Karabatsou with the SRFT CNSs; it is not the SRFT Recovery Package Health and Well-being 
event previously discussed. 

3. Health and Wellbeing Project  

Discussion 
summary 

Survivorship Programme: The component parts at Christie and SRFT were discussed 
HNA use: HNAs continue to be undertaken in a targeted fashion, with patients who 
staff feel would benefit. Routine introduction, with HNAs offered to all newly-
diagnosed patients as per local and national targets, was discussed. 
At Christie, there are plans to establish an HNA clinic, which patients would attend 
on one of the days when they are attending for RT 
At SRFT, the short duration of many neurosurgical admissions means administering 
HNAs peri-operatively is difficult. 
SRFT are appointing a team to implement the recovery package; the SRFT CNSs will 
be liaising with them. 
Low Grade Glioma Support Day – planned for 11/5/18: Patients have been 
identified from diagnostic records and invited by personal letter from Miss 
Karabatsou. Focus will be a mixture of information-giving talks and the opportunity 
for discussion and support 
Survivorship section of SNO website: The American Society of Neuro-oncology has 
now released its survivorship guidance and templates. This provides us with a very 
useful additional resource; it can be easily found on the SNO website.  
Publication plans: Our work has been presented extensively in national and 
international meetings in abstract form; generation of a full publication remains an 
aspiration.  

Conclusion Work ongoing 

Actions and 
responsibility 

To continue as above; review next meeting 
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4) End of Treatment Summaries 

Discussion 
summary 

Work on this aspect of the recovery package is now beginning in earnest. 
Different formats have been reviewed with the patient and carer small community 
and a format based on the Macmillan template but with CNS-specific adaptions has 
been agreed upon. 
Time-points for end-of-treatment summaries were agreed: post-op, end of RT, end 
of chemotherapy, end of any subsequent chemotherapy, surgery or other 
treatment.  
It was also agreed that a different template would be needed for different 
diagnoses. 

Conclusion Now that these key decisions have been reached, templates can be generated and 
brought back to the next meeting and to the Small Community with a view to 
proceeding to routine introduction.  

Actions and 
responsibility 

 Dr Shermaine Pan, SpR in Clinical Oncology to work with Dr McBain and the wider 
team to generate drafts for consultation and review at next meeting. 

 

5) Bone Health Management in neuro-oncology patients: audit and future plans 

Discussion 
summary 

 An audit of steroid use and fracture risk has been conducted by Dr McBain in 
conjunction with the Endocrinology team; abstract had been circulated. It has been 
accepted for presentation at Endocrinology meetings. The group welcomed this 
initiative.  

Conclusion The intention is to develop this into a policy specifying how to manage osteoporosis 
prevention in our steroid-exposed neuro-oncology patients, and seek to publish.    

Actions and 
responsibility 

Further discussion will take place at the next BPEG meeting following circulation of 
the draft summaries.  

 

6) Response to All Party Parliamentary Group on Brain Tumours: Economic Impact Enquiry 

Discussion 
summary 

Further to our written submission to the appeal for information on the economic 
impact of brain tumours on patients and their families (document circulated with 
agenda), Manchester was invited to travel to the Houses of Parliament to present 
in person to the committee. Sara Robson represented us.  

Conclusion As above 

Actions and 
responsibility 

None – for information only.  
 

 

7) Brain metastases project 

Discussion 
summary 

Following on from the 2 successful study days we ran on 8/7/16 and 18/9/17, which 
addressed the educational needs of non-neuro-oncology professionals (eg breast 
care nurses, lung cancer specialist nurses) who come into contact with brain mets 
patients, the group discussed whether to run a third study day. There was support 
for this, although the group is also mindful that we do not want to run this so often 



Greater Manchester Cancer 
Brain and CNS – Patient Experience Group 

 

3 

Brain and CNS BPEG Minutes 4th May 2018 

 

that demand for it falls. The videos from the previous days are still available. 

Conclusion No firm plans made at present, but we will keep this under review and likely re-run 
the day in due course. 
The group also welcome the forthcoming appointment of a brain mets CNS at SRFT. 

Actions and 
responsibility 

Sara to check that the link to the videos still works; this can be highlighted to 
colleagues seeking advice in this field 

 
8) Workplans 

Discussion 
summary 

The workplan of the Cancer Network MDT 2018-19 was circulated and agreed; 
there is substantial overlap with the work of this group. This groups work is also 
contributing to the delivery of the Greater Manchester Cancer Plan. 

Conclusion 
/Actions 

Work to continue as above.  

 
9) Patient engagement 

Discussion 
summary 

The Brain Patient and Carer Small Community continues to exist but would benefit 
from new members. Many members are carers whose family member died; we are 
keen to increase the proportion of patients and for the group to represent the span 
of diagnoses and age ranges affected by brain and spinal tumours. 
There was a discussion about how many additional members could be supported; 
Mel felt we should aim for 5 new members. It was discussed that the group will aim 
to meet quarterly, just prior to these BPEG meetings, so that their views can be 
represented by the PPI reps who attend this meeting.   

Conclusion 
/Actions 

We will aim to actively recruit to the group and assess uptake. 
Mel and others to review recruitment flyer and posters used previously and re-
introduce these. 

 
 
10-13) Research, Gateway C, Peer Review, Release of revised NICE guidance 
 

Discussion 
summary 

These agenda items were for information only, as below: 
Research: The BT Life study, randomising brain tumour patients with post-
treatment fatigue to 3 different fatigue interventions is in the final stages of set-up 
and is anticipated to open soon. SR and CMB continue to lead 
Gateway C: The filming of the case histories, performed by actors but written with 
input from our patient group, is now complete. (Gateway C is an education 
initiative aimed at improving GPs diagnosis and referral of cancer patients).  Final 
editing is ongoing, and it is anticipated to go live soon. 
Peer Review: The Cancer Network MDT was recently peer reviewed. The main 
shortcomings are again around staffing and attendance; this is well-recognised and 
unavoidable e.g. no physio, no cross cover for CMB. On other metrics, the MDT 
functions well.  
Revised NICE Guidance: This has now been released. Sara was the national AHP rep 
on the committee. None of the revisions impact significantly on the operation of 
our service.  
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Conclusion / 
Actions 

For information; no specific actions required.  

 

10) AOB: TYA 

Discussion 
summary 

David Wright, Chair of the TYA Pathway Board, has been in contact with CMB to 
discuss the transitioning of young people from the Teenage and Young Adult 
service to the adult service, especially ensuring that they can access survivorship 
resources and ensure that they are not lost to follow-up.  

Conclusion / 
Actions 

David Wright to be invited to next meeting 

 
Time and date of next meeting: to follow 
 

 
 


