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Greater Manchester Cancer 

Brain and CNS Pathway Board 

 

Patient Experience Group Meeting (BPEG) 
 

Minutes and Actions 
 

Meeting time and date: Friday 5th April 2019 11:15-12:45 

Venue: Seminar Room 8, Mayo Building, Salford Royal Foundation Trust. 

 

Members in attendance 

Name  Role Organisation 
Attendance 
2019/20 

Catherine McBain 
Chair/ Consultant Clinical 
Oncologist 

The Christie NHS Foundation Trust 1/1 

Fiona Lewis Pathway Manager GM Cancer 1/1 

Julie Emerson Specialist AHP 
The Christie NHS Foundation Trust/ 
Salford Royal NHS Foundation Trust 

1/1 

Liz Molloy Neuro Onc CNS The Christie NHS Foundation Trust 1/1 

Karen Farrow User Representative Macmillan User Involvement  1/1 

James Turner Macmillan User Facilitator The Christie NHS Foundation Trust 1/1 

Mike Clinton Macmillan RP Manager Salford Royal NHS Foundation Trust 1/1 

Sarah Cundliffe Neuro Oncologist CNS Salford Royal NHS Foundation Trust 1/1 

Alison Gilston-Hope Neuro Oncologist CNS Salford Royal NHS Foundation Trust 1/1 

Maryam Bajheri 
Macmillan Recovery Package 
RN 

Salford Royal NHS Foundation Trust 1/1 

Andrea Wadeson Skull Base CNS  Salford Royal NHS Foundation Trust 1/1 

Fiona Cains Pituitary/Brain CNS   Salford Royal NHS Foundation Trust 1/1 

Sara Robson Specialist AHP 
The Christie NHS Foundation Trust/ 
Salford Royal NHS Foundation Trust 

1/1 

 

Guests in attendance 

Name  Role Organisation 

   

 

Apologies 

Name  Role Organisation Attendance 2019/20 

Alison Armstrong GMC Programme Lead GMC  

Tina Karabatsou Neuro Surgeon SRFT  
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1. Welcome and Apologies 

Discussion 
summary 

Members of the board were welcomed, introductions were made and apologies were 
noted. 

Actions and 
responsibility 

 

 

2. Minutes of the last meeting 

Discussion 
summary 

Minutes of the last meeting were discussed and agreed as a true record. 

Actions and 
responsibility 
 

 

 

3. Implementation of routine Holistic Needs Assessment  

Discussion 
summary 

Chair thanked James and Mike for attending to take part in discussions around the 
Implementation of HNA. 
 

a. Updates 
1) SRFT provided a general update and informed the board that the Macmillan CNS 

is currently working across different tumour groups and there is a lot of work being 
done to raise the profile of the HNA and Recovery Package at SRFT especially on 
the wards. 
 
Tracking data has been an issue as some data can’t be extracted from scanned 
documents and this needs to be assessed. 
 
Data was presented to the board which has been collated from October 2018 until 
April 2019. 61 HNAs took place in total and out of these assessments, many 
(13/61) identified finance as a main concern. Furthermore, 19/61 patients declined 
further appointments and this could be due to patients not knowing how to express 
what they want or need from a HNA. 
 
A key aim in SRFT is to capture patients at initial diagnosis even though they may 
be some argument in regards to whether that is the best time to approach patients. 
However, capturing patients at an early stage can be effective. 
 
It was noted that Macmillan needs to be presented across trusts as a charity to 
help patients live life as well as possible. Patients need reassuring that Macmillan 
is not just for palliative care. A discussion ensued about the changing opinions of 
MacMillan’s role in the general population. 
 
SRFT noted that they are now trying to capture data for every patient coming in for 
a HNA. A clear plan is set in place in order to identify patients early on in diagnosis. 
 
Discussions across the board took place about the right time to capture a patient in 
different tumour groups especially when surgery can be involved.  
 

2) The Christie NHS Foundation Trust Reps presented an update for the board. Data 
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was captured from January-March 2019 and 45 new patients were identified for 
HNA. 38 have registered and 14 have future dates. 24 have had appointments and 
62% have completed their assessments.  
 
Letters are being sent out to patients but only 3 forms have been completed 
electronically and a discussion ensued about how to improve the figures for this 
and chase this up. 
 
The reps from the Christie opened a discussion around consent. Currently there is 
an issue with some patients and giving consent in order to complete the 
assessments. JT updated the board around the agreements which need to be 
signed in order for trusts to share information. Several flaws have been identified in 
the Macmillan database: Staff currently need to enter patient details in order to 
register a patient even before patient consent was obtained.  
 
Patients at the Christie are being identified for HNAs after MDT meetings. The 
main concerns of patients are finances, side effects of treatments and anxiety. It 
was noted that work needs to be done in order to capture patients who aren’t 
completing their assessments electronically. The board recognised that many 
logistical aspects need to be changed and improved.  
 
Discussions about patient’s care plans followed. Generally, it was agreed that the 
care plans need to be concise and clear for patients. Language needs to be plain 
English with little or no medical terms.  
 
JT updated members about the bid made to GM Cancer for transformation funding 
which has been successful and 6 new workers will be deployed across the 
Christie/Oldham/Salford.  

 
b. The Chair asked the board how the needs are being dealt with and actioned. 

Finance has been identified as a key concern for patients across both SRFT and 
The Christie. At SRFT, in order to help patients with this concern, and many other 
concerns, resources such as the Macmillan Information Centre, the benefits 
advisor and advice given at the local Citizen’s Advice Bureau can help. 
 
Psychologists are a key needs of patients especially in regards to mental health 
concerns such as anxiety and fear. It was noted that the waiting list for neuro-
psychologist outpatient is between 6-8 months which deems this service clinically 
irrelevant for patients.  
 
At the Christie, resources exist in the form of Maggie’s which is central in helping 
patients with concerns regarding finance and providing holistic care. Counselling 
services are available to patients but the service differs based on where a patient is 
and what they need. 

Actions and 
responsibility 

Keep HNAs under review and collate feedback. 

 

4. End of treatment summaries 
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Discussion 
summary 

Currently the treatment summaries take the form of a letter which is sent to the GP. The 
board agreed that going forward the summaries need to be more patient focused. This 
means that summaries need to be addressed to the patient and not to the GP. Evidence 
has shown that summaries in the format of a template are received better than a letter but 
it was noted currently this is a working document and will need to be assessed in 6 
months. IT are looking into the system which generates treatment summaries and will 
investigate if suggested changes can be made. 
 
It was noted that an audit has taken place and the data from this will be distributed. 
Currently using CWP is a popular suggestion as the system will create a pre-populated 
letter form which is effective and easy to adapt depending on each patient. 
 
Feedback from KF is that the treatment summaries are useful for GPs to understand and 
also have contact information in case any issues arise.   
 

Actions and 
responsibility 

Continue with this at both sites and implement in different way as it can’t be standardised. 

 

5. Health and Wellbeing events 

Discussion 
summary 

a. The board noted that the different events which have been held are ready to be 
compared and contrasted. General CNS events have been help and disease 
specific have aslo been held.  
 
CMc asked members whether there is a want or need for events from patients. 
Generally the board agreed that the uptake figures are good and information 
provided at events is beneficial to patients and family members. It was decided that 
the events can’t take the same specific shape in model every time, so there needs 
to be room for adaptations and scalability. A workshop/study day will run to better 
understand how to refer patients in and how events will be commissioned.  
 
Patient feedback was that a wellbeing event for brain specific patients living with 
and beyond cancer would be very useful as patients can feel lost after treatment.  
 
Depending on geographical locations, different services are offered and provided 
for patients. It was suggested that the board could tap into the services which local 
hospices provide.  
 

b. CMc suggested that the board could organise an event or distribute surveys to 
patients to gain a better understanding of what works and what patients need.  
 
At the Christie, general events have not been organised but tumour specific events 
are welcome to be organised. Feedback has shown that patients value events and 
it is something they want. The board made note of this. 
 
Members of the board commented that a website could be useful for patients as it 
would allow easy access to information and events and resources available. 
People need different things at different stages of their treatment, so having a 
database where all the information is readily available to book into would be very 
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beneficial to patients.  
 
Funding for events was discussed by the group. Currently there is not enough 
funding and staffing for Brain and CNS to hold 3 events and offer this service to 
patients. Funding will need to be discussed as it could prove to be a barrier.  
 
Information stands were suggested by MC as a way of engaging patients and 
offering information to them but at their pace and at their leisure to browse the 
information stand.  
 
Different options and models of offering support or a wellbeing event was mooted. 
The consensus is that patients are all individuals and  one model does not fit all. 

  

Actions and 
responsibility 

Keep in touch with SRFT and The Christie and compile a directory of what is on offer and 
where the services are available in order to gain better understanding. 
 
Conversation with commissioning needs to occur to discuss funding. 
 
Patient Feedback needs to be collated at local support group and reported back at the 
next meeting. 
 
Revisit this agenda item at the next meeting.  

 

6. Feedback from national meetings 

Discussion 
summary 

SBNS 
A brief update was provided by SR and AGH about the national meeting. The board were 
informed and congratulated AW for her award for the Best Oral paper.  
 
Brain Tumour Support Weekend  
An update was provided by LM who attended a weekend away for patients and families. 
The weekend was an opportunity for patients to attend workshops and a mix of talks 
hosted by medical teams and also personalities/celebrities. 
 
Patient feedback was that they preferred being at workshops rather than the talks. The 
weekend was well attended by patients. 

Actions and 
responsibility 

Board members to note 

  

 

7. Patient engagement 

Discussion 
summary 

PD was not present for an update on Patient Engagement, so this item needs to be 
revisited.  

Actions and 
responsibility 

PD to present at the next meeting. Item to be included on the next agenda. 

  

8.Research: BT Life fatigue study 
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Discussion 
summary 

39/45 patients have now been recruited for the study. The study is now closing and ready 
to move forward.  

Actions and 
responsibility 

Board members to note 

  

9. BPEG Membership 

Discussion 
summary 

Membership has settled down.  Chair thanked the members for their attendance and 
contributions. 

Actions and 
responsibility 

 

  

10. Neuropsychology Board 

Discussion 
summary 

CMc will liaise with Paul O’ Donnell and have feedback for the next meeting.  

Actions and 
responsibility 

Include this item on the next agenda. 

  

11. AOB 

Discussion 
summary 

No AOB’s discussed. 

Actions and 
responsibility 

 

 

12. Date and time of the next meeting 

Discussion 
summary 

Next meeting decided to be on 12th July 2019.  

Actions and 
responsibility 

 

 

 

Future Meetings: 

 

Friday 12th July 2019  

11:30 - 13:00 

Room 9 

Mayo Building 

SRFT 

 

 


