
   

Meeting: Brain & CNS Expert Advisory Group 
 

Date: 8th November 2019 
  

Time: 9.00-12.00 
 

Venue: Evolve Business Centre, Houghton le Spring 
 

AGENDA 

1. INTRODUCTION 
 

Lead  

 1.1 Welcome and Apologies  AV  

 1.2 Declaration of any conflict of Interest AV  

 1.3 Minutes of the Previous Meeting 03.05.19 AV Enc 1 

 1.4 Matters Arising 

• Definitions of Skull based tumours – email sent 

by AV 

• Walkergate hospital service 

• Distribution list 

AV  
 
 
 

2. AGENDA ITEMS 

 2.1 
Health Inequalities in Brain CNS Cancer (Presentation) 

AV  

 2.2 2ww referral update- MRI CT  

 2.3 Unified scanning schedule for tumour patients AV  

 2.4 Screening tool  All Enc 2 

3. STANDING ITEMS 

 

 3.1 Cancer Alliance Update CT  

 3.2 Clinical Governance Issue AV  

 3.3 Rehabilitation ALL  

 3.4 Any Other Business ALL  

 3.5 Next Meeting; 

 Friday 15th May 2020, 9.00am - 12.00pm Evolve 

 Friday 20THNovember 2020, 9.00am – 12.00pm Evolve 

  

4. MEETING CLOSE  
 

  

Contact    Claire.mcneill@nhs.net 
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Meeting: Brain and CNS NSSG 
Date: 3 May 2019 
Time: 9.00 – 12.00 
Venue: Evolve Business Centre 
Present: Caroline Barber-miller, Neuro-Oncology Occ Health, South Tees CB 
 Philip English, Consultant Radiographer, NUTH PE 
 Serena Hartley, Neuro-Oncology Physiotherapist, South Tees SH 
 Jenny Hunt, Occupational Therapist Neuro- oncology Nuth JH 
 Joanne Lewis Clinical Oncologist Newcastle Hospitals  JL 
 Raigan Rafferty, Occupational Therapist Neuro- oncology Nuth RR 
 Emily Rees, Neuro-oncology Support Sister, S Tees ER 


 Jo Ann Smith, MRI Radiographer, Nuth JS 


 Chris Tasker, CRUK GP Cancer Lead, Cancer Alliance CT 
 Sophie Williams, Clinical Neuropsychologist  Newcastle  SW 
 Anil Varma, Consultant Neurosurgeon, South Tees AV 
In Attendance Claire McNeill, Senior Administrator, NCA CM 
Apologies: Linda Sharp, Newcastle University LS 
 John Crossman Neuro Surgeon Newcastle Hospitals JCr 
 Gill Hendry, Macmillan neuro-oncology CNS South Tees GH 
 Phil Kane, Consultant Neurosurgeon, South Tees PJ 
 Pauline Sturdy, Macmillan Neuro-Oncology Specialist Nurse, 


South Tees 
PS 


 
 


MINUTES 
 
1. INTRODUCTION Lead Enc 
 1.1 Welcome and Apologies    
  AV welcomed all to the meeting, apologises as listed above. 


 
  


 1.2 Declaration of conflict of Interest   
  No declarations of interest were made. 


 
  


 1.3 Minutes of the previous meeting 02.11.18   
  Minutes agreed as a true and accurate record. 


 
 Enc1 


 1.4 Matters arising   
  • Neuro Pathologist South Tees Vacancy Update   


  AV discussed the regional pathology work which is due to start 
in 2019. Once this is in place this should resolve this long-
standing issue. South Tees should be working on the platform 
towards the end of 2019 as per information provided by the CD 
of Pathology, JCUH. 
 
Good collaborative working with Newcastle is helping but 
South Tees are unable to complete quick smears. JL discussed 
the options of delaying surgery (if appropriate) or alternatively 
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sending the patient to Newcastle when urgent biopsy is needed 
when onsite pathology service is lacking in James Cook site; 
both AV and JL commented that such situations are rare. 


     
  • 2ww Referral Update    


   
CT discussed the impact of MRI being taken in advance which 
has shown a reduction in 2ww referral. Group discussed 
inappropriate referrals which don’t fit the 2ww. PK had advised 
position had improved in South Tees due to education work 
undertaken. 
 
CT also discussed the small number of patients (under 8) 
diagnosed by 2ww pathway. Most patients diagnosed through 
the stroke pathway. CT plans to attend the next stoke meeting 
to see if this could merge into one pathway JL did not think this 
would be acceptable 
 
Group agreed if a scan showed a tumour all Trusts are happy 
to refer to local MDT. 
 
Radiology meeting next week plan to consider double reading 
and reporting of abnormal scans. The neuro radiologist will 
know the correct pathway to forward patients on. And feedback 
more helpful advice to primary care. 
 
Group also discussed the benign tumour patients and whose 
responsibility they should fall in. 
 
Group agreed there was a need to push patients through the 
system and to look at the availability of other imaging units and 
the need to coordinate this. Currently only system is the 2ww. 
JL suggested to have an immediate MDT review within one 
month. 
 
AV discussed a new system for acute and elective referral 
being recently introduced in South Tees which can be used to 
provide support and guidance to GPs. GPs register online to 
“referapatient.org”; they are given a unique individual login 
number and can send referral through on line – James Cook 
has facility to transfer that to neuro MDT. GPs have got facility 
to print the recommendations. CT to discuss with colleagues in 
the South of the region to see how this new process is working.  


  


     
  • Definitions of Skull Based Tumours   


   
AV to send email out. 


 
AV 
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  • Inter Provider Transfers    


  Work continues across the alliance to finalise these in each 
tumour group. As this group has agreed they are not necessary 
this is for information only. 
In terms of MDT co-ordination, the Alliance continues with the 
review of MDTs and the implementation of the national 10 
Recommendations. 


  


     
  • Walkergate Hospital Waiting Times   


   
There are no (apparent) waiting times standards for this 
activity. A national audit - The National Clinical Audit of 
Specialist Rehabilitation following major Injury (NCASRI) has 
just published its final report; 
https://www.kcl.ac.uk/cicelysaunders/about/rehabilitation/Nati
onal-Clinical-Audit- 
 
This 3yr project seems to focus only on major trauma centres 
and was organised via trauma networks – both NUTH and 
JCUH participated.  This report recommends that patients who 
are thought to have complex needs for rehabilitation should be 
assessed within 10 days of referral and transferred to 
Rehabilitation with 6 Weeks of being fit for transfer.  
 
Overall audit results showed 57% were assessed in 10 days; 
86% transferred within 6 weeks of referral and 91% within 6 
weeks of being ready to transfer.  Rehab unit data is broken 
down by patient severity category and some of the numbers 
are small.  Mean waits for Walkergate for Level 1a tertiary 
provision exceed the recommendations in this report. The 
group may wish to audit waits for Brain and CNS admissions 
to this service. 
 
The audit does highlight a shortage of Specialist Rehab beds 
across the country and estimates that approximately 330 
additional beds are needed to meet the shortfall in capacity and 
relieve pressure on the acute services across the country.  The 
findings demonstrate the cost-efficiency of rehabilitation 
following major trauma with mean net life-time savings in the 
cost of ongoing care amounting to over £500,000 per patient, 
so that any investment in additional beds would be rapidly 
offset by long term savings to the NHS. 
 
SH discussed the level 2 provision at South Tees which works 
well with lower waiting times than Walkergate. 
SW discussed the inequity of service provision and patients are 
not able to access services in line with the operation policy. 


 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


 



https://www.kcl.ac.uk/cicelysaunders/about/rehabilitation/National-Clinical-Audit-

https://www.kcl.ac.uk/cicelysaunders/about/rehabilitation/National-Clinical-Audit-
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SW has tried to obtain information from Walkergate regarding 
the referral criteria as policy states “Exclude patients with 
active brain tumour” – SW queried the wording and they are 
going to investigate and get back to her, but no reply received 
yet. 
Group discussed the fact some patients are excluded from 
rehabilitation. CT to take back to alliance and discuss with AF 
who the best person would be to contact to address this. CT to 
forward email details on to SW and SH.  
 
SW and SH to report back at the next meeting. 


 
 
 
 
 


CT 
 
 
 


SH/SW 


     
2. AGENDA ITEMS 


 
  


 2.1 Clinical Guidelines – to be formally endorsed   
     
  The clinical guidelines have now been updated.  The group 


were asked to endorse the clinical guidelines. 
 
Page 62 take out NECN and CT to update  
 
Document endorsed with the changes discussed.CM to 
complete and upload to website. 


 
 
 
 
 


CM 


 


     
 2.2 Terms of Reference – for agreement and sign-off    
     
  The terms of reference have been updated following 


suggestions made at the last meeting.  The group were asked 
to sign-off the TORs. 
 
Group requested the following amendments; 
to remove the locality representative 
move the patient representative from core to extended 
 
Endorsed by group with the above changes made. CM to 
upload to website. 


 
 
 
 
 
 
 
 


CM 


 


     
 2.3 2WW Referral Update   
     
  CT provided an update on the 2ww referrals. 


 
Unable to move on until be have agreement on the MRI 
process.  Update at the next meeting. 


 
 


CT 


 


     
 2.4 Patient self-management – Linda Sharpe   
     


  Presentation attached for information. 
 
LS discussed the main challenges  


 Enc 2 
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• is self-management realistic and feasible in this group? 


• Programmes developed for people with other types of 
cancer are probably not transferable  


Aim to develop a theory based self-managed programme 
specifically designed to improve quality of life in adults 
specifically those with low/ intermediate grade gliomas and co-
produce with service users.  
Process is expected to take about 2 year. 
CT asked if summary information would be available for both 
patient and primary care and advised this would be helpful. LS 
confirmed she would be engaging with GP for their comments 
and asked if she could contact CT. 
 
JL asked LS if she would like to come back to the group in 
18months to update.LS agreed. 


     
 2.5 Unified scanning schedule for tumour patients   
     
  Group discussed the difficulty in following a unified scanning 


schedule. AV advised it was difficulty following this in house 
due to people moving around.  AV to discuss with JC. PE and 
JS offered to assist. Update at the next meeting. 


 
 


AV 


 


     
3. STANDING ITEMS   


 3.1 Cancer Alliance Update   
     
  CT provided details on the following; 


• Funding – funding application still awaiting formal sign 
off from the National cancer team. 


• Tumour Boards- Alliance looking at current group 
structure and the need to look at Tumour Board. Work 
only just started and looking how best to use groups.  


• 28 days diagnosis target 


• Personalise follow up (previously Living with and 
beyond cancer). 


  


     
 3.2 Clinical Governance Issues   
  • South Tees 


 Pathology still an issue – as discussed above. 
 Intervention radiologist available only on a Monday.  
 Neuro oncology- will have service of only one nurse in post for 
about a month due to sickness -will be using support from the 
AHP during this time.  
SH advised the cancer care post has now been made   
permanent which is helping with HNA. 
 


• Newcastle 
JL advise oncologist support being provided to Cumbria  
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Nurse specialist at Cumbria has now left and Newcastle 
providing support. 


 3.3 Rehabilitation   
     
  Newcastle 


SW advised they are currently reviewed screening tool and 
plan to take this to a service user group to review and provide 
comments. 
 
South Tees 
SH advised they are working with a charity to do a FACT leaflet 
on physical activity. 


  


     
 3.3 Any other business  


 
 


  • Distribution list    


  CM to send out the current distribution lists as an attachment 
for updates. All to review and send any amendments to CM. 


All 
 


Enc 3 


     
  • Studies   


  JL updated the group on studies that are available and open at 
NCCC. 


• ROAM – grade 2 meningioma Simpson 1 or 2 resection. 
Randomised between active observation and adjuvant 
RT 


• PARADIGM – unmethylated GBM for 40 in 15 +/- PARP 
inhibitor olaparib – PS graded for eligibility according to 
age of patient 


• ABT414 EYE study soon to open for EGFR amplified 
GBM randomised approach to eye toxicity between 3 
levels to interventions 


• CLINGLIO another GBM trial also in set up more details 
to follow. AV added that it may overlap with the 
PRamGB study South Tees is already signed up and 
recruiting since 2018 collaborating with Cambridge. 


  


     
 3.4 Meeting dates   
  Friday 8 November 2019, 9.00 – 12.00 Evolve Business Centre 
   
4. MEETING CLOSE   


Contact             Claire.mcneill@nhs.net         tel 01138252976 



mailto:Claire.mcneill@nhs.net






Service User Involvement Group 


12th June 2019 


 


Goal:   Review and feedback the pros and cons of the revised Rehabilitation Screening 


 tool (see appendix 1). 


Feedback from group: 


Layout: 


• Pros: 


o Although the layout is  quite busy, it is better to keep size to two pages and not 


more.  The large headings help one quickly scan to relevant areas. 


o Although doesn’t allow for more varied response (e.g. yes, no, maybe) the simple 


tick box does make it simpler to complete,   


• Cons: 


o Ideally, a sticker with patient’s name, address etc. is attached to top, so that less 


writing is required. 


Content: 


• Pros: 


o The only area not included was more about legal and/or financial consideration, 


such as writing a will, power of attorney. These are however included in the holistic 


needs assessment which would also ideally be completed, 


• Cons: 


o Ideally, would  include a section for open questions &/or just suggest people can 


attach more detailed info, 


o The long sentence (highlighted in yellow is too long.  Ideally something more 


concise, e.g. Tick box if you are currently experiencing difficulty despite aids or 


supports offered.     


Process:  


• Pros: 


o Good that the questionnaire is sent out a week prior to clinic, as this allows time for 


patient to complete in own time and with support from family if needed, 


o Good that the form just flags up need that will be explored in more detail on the 


phone with a therapist from the team  


• Cons: 


o Deficits still may prevent some people from completing and some people may not 


have relevant support. Ideally, there is a tick box question asking if support is 


needed to complete form.  


  







 


Appendix 1: 


 


Brain Tumour Clinic- Patient Concerns Form 


Name: 


Address: 


DOB: 


NHS number: 


Contact telephone numbers:  


 


Please tick any items that are an ongoing concern or difficulty.  If you are already 


accessing support to help manage this difficulty, please list the supports in the table 


on the back page: 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


Personality change 


☐Low motivation to do 


things 


☐Increased impulsivity 


☐Inappropriate social 


interaction 


☐Poor self-awareness 


Energy 


☐Fatigue/tiredness/low 


energy 


☐Disturbed sleep (trouble 


getting to sleep or staying 


asleep) 


Physical difficulties 


☐Getting on/off your 


toilet/chair/bed 


☐Reduced coordination  


☐Poor balance 


☐Falls 


☐Walking inside the house 


☐Walking outdoors 


☐Going up/down the stairs 


☐Weakness in arms 


☐Weakness in legs 


 


Cognitive difficulties 


☐Attention/ Concentration: difficulty ignoring 


distractions, inability to pay attention, keeping 


more than one thing in mind at once 


☐Memory: difficulty recalling information 


☐Difficulty planning/organising yourself 


☐Mentally slowed down 


☐Problem solving: difficulty thinking of 


solutions to problems 


Practical difficulties 
Self-care:  Household activities: 


☐ Washing/bathing  ☐Preparing meals 


☐Dressing   ☐Cleaning 


☐Hygiene   ☐Laundry 


☐Managing medication ☐Shopping 


☐Eating 


 


Finances:   Transport: 


☐Managing money/finances ☐Using public 


transport 


☐Applying for benefits ☐Driving/DVLA


    


Social: 


☐Social contact with friends/ 


Family 


☐Continuing with hobbies 


Speech/swallow 


☐Spoken language (finding the 


correct words) 


☐Understanding others 


☐Change in tone/volume of voice 


☐Slurred speech 


☐Reading/ writing 


☐Difficulty chewing or swallowing 


☐Coughing or choking on food/ 


drink  


 


Sensory changes 


☐Changes to vision 


☐Changes to hearing 



http://www.newcastle-hospitals.org.uk/index.aspx





  


Do you have any help at home from the following and if so, please describe the help that they give 


you.  


                                             (Tick) 


Family  


   


Friends 


   


Social work/ care agency 


   


Other 


   


Do you feel that you need any further help/support at home? If so, please describe; 


 


 


Are there any goals or activities you feel that you would benefit from support with? If so, please 


describe; 







 


 


 


Form completed by: 


Thank you for completing this form. Please take this form with you to your clinic 


appointment so that the team can support you with your current concern.  


 


 


Please tick if you have any of the following services involved in your care, and record names 


and contact details if possible; 


 Tick Names and contact details 


Specialist nurse/District 


Nurse/Community Macmillan Nurse 


 


  


Occupational Therapist   


Physiotherapist   


Speech and Language Therapist   


Neuropsychologist   


Social Worker   


Home care agency   


Hospice   


Community care alarm/ falls alarm 


service 


 


  


Other   





