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Living with and Beyond Pathway Board – Minutes of Meeting 
 

25th March 2015 3-5pm 
Location: Holt Major meeting room Paterson Institute for Cancer Research UK 

Attendance Representation 

Wendy Makin Director/consultant Christie 

Kathy Pantelides AHP/Rehab manager Christie 

Ben Heyworth Survivorship project manager  Christie 

Beverley Gail Meenan Macmillan Lead Nurse for Cancer and Palliative Care, SFT 

Lindsey Wilby Manchester Cancer - Macmillan Project Manager - Living with and Beyond Cancer 

Rachel McMillan  St Ann's Hospice and Neil Cliffe Centre representative  

Karen Livingstone Physiotherapist breast/lymphedema UHSM 

Julie Atkin-Ward  Macmillan Development Manager ( Victoria Cooper attended on behalf of Julie) 

Liane Harris  GP, Cancer Lead Bury CCG  

Brain Hixson Patient representative  

Ann-Marie Kelly Patient Information Manager WWL 

Ian Ainscough Macmillan info and support manager, SRFT 

Pat Jones Lead Cancer Nurse, CMFT 

Sue Summerfield  Macmillan info and support manager, Bolton FT 

Sue Taylor Patient representative  

Claire Rehan Clinical Psychologist, Bolton FT 

Apologies   

Janet Parkinson  Macmillan info and support manager, East Cheshire 

Julie Pieczarka Macmillan info and support manager, Mid Cheshire 

Claire Higham Consultant endocrinologist –Christie and Stepping Hill 

Abbas Chittalia Consultant oncologist (breast and lung)- Christie and Stepping Hill 

Karen Buckley  Lead cancer nurse manager, East Cheshire 

Jo Keogh Strategic  cancer lead, PAT 

Vanessa Hickson Keyworker,  Tameside 

Debbie Smith Macmillan info and support manager, UHSM 

Julie Orford Lead Macmillan Nurse, UHSM 

Felicity Keeling  Macmillan Information and Support Service Manager, PAT 

Hodan Noor  Manchester Cancer - Pathway Manager  
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Agenda Item Action 

1. Apologies noted  

2. Welcome and Introduction  

3. Minutes from the last meeting  
BH and SL highlighted their comments on item 5 was not noted, WPM apologies for the omission 
and will incorporate this as an amendment to the last meeting. All other content was accepted 
as true reflection of the meeting. 

 

4. Matters arising for the last meeting 

- Health and wellbeing clinic paper – feedback 
B.Heyworth shared the progress of the feedback received from the first draft of the health and wellbeing 
clinic paper (H&WBC). The purpose of this paper was to share real experiences of running H&WBC and 
the benefits of sharing resources to enhance patient experience. BH reported the market stalls is the 
shop front is supporting patients in the community however, there is also a need for these services to 
exist and be commissioned. 
General consensus has been the current model of delivering H&WBCs requires resource and cannot be 
delivered within the existing financial envelope or capacity of staff. East Cheshire have received 
resources to run the clinics however there is still further need to engage all staff to ensure there is a joint 
responsibility in marketing the clinics to improve attendances.  
Members further discussed the key issues to delivering effective H&WBC and levers to encourage 
engagement as follows; 

a) Engagement- use of official approach such as a formal letter of invitation for patients and carers 
rather than opt in approach  

b) Content – market stalls should not only promote their service but share the underling ethos of 
survivorship 

c) Using CQUIN is another opportunity to engage organisations in delivering H&WBCs 
d) Avoid pilots and ensure consistency and sustainability in delivering H&WBCs 

ST proposed the opportunity to include a frequently asked questions appendices to the paper to 
maintain momentum and dispel any negative views of delivering H&WBCs which was agreed by all. 
LW highlighted the paper will benefit successful innovation fund applicants planning to deliver H&WBCs 
providing guidance and support with B.Heyworth as the expert in this area. WPM also agreed the 
outcome of the projects will also enhance the learning in running the clinics in the future. 
 B.Heyworth will present the final draft at the next meeting; members are advised to share all 
experiences in the interim to include in the report. 
The final paper will support the innovation fund projects, tumour group pathways and explore 
conversations with commissioners to support future commissioning intensions. 
 

All members 
to share 
H&WBCs 
experiences 
with 
B.Heyworth 
 
 
B.Heyworth to 
present final 
draft at the 
next meeting  

5. SCN update on Living with and beyond cancer – Deferred to the next meeting   
 

6.  6. MCIP project update 

WMP updated the group about the Macmillan Cancer Improvement Partnership project (MCIP) as 
follows; 

The project began in April 2014 and the target area is the city of Manchester, the partnership includes 
the support of the Manchester City Clinical Commissioning Groups (CCGs), social and primary care, St 
Ann’s hospice, community services and hospital trusts. 

The focus is to improve the pathway for people affected by cancer with particular focus in phase 2 lung 
and breast pathway including a strong education emphasis. 

The phase one of the project has been working with community and primary care teams which have 
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enabled to change the hearts of minds of hospitals teams and showcase the community offer in manage 
patients locally reducing hospital follow-ups. 

 

WMP shared the strategic summary of the projects the vision and the key themes developed through 
stakeholder events and links to the NHS Outcomes Framework. The project is supported by Macmillan 
and owned by the CCGs in the city of Manchester who are committed to see the work programme go 
forward and is sustained. 

 

This project will also be beneficial to Manchester Cancer as the learning will be rolled out across tumour 
sites and organisations in Greater Manchester. 

 

The overview of projects showcases the various components including the better delivery of palliative 
care services; the pilot site chosen was north Manchester which has a higher number of patients in 
hospital in the last days of life. The work of this project has been to redesign the palliative care services 
bring together district nursing, community, primary care and palliative care services to better coordinate 
care with the hospital trust using a hub and spoke model test phase starting in April of this year. 

 

There is also a strong learning and development project with emphasis in primary, palliative and end of 
life care with over 95% GP practices sign up to improving cancer awareness, cancer care reviews, 
practice cancer champions, supporting patients in the community and effective response in the event of 
recurrence. This piece of work in particular will be driving the need for more detailed End of Treatment 
Summaries for patients discharged from hospitals. 

 

The breast improvement project supports embedding the recovery package in promoting healthier 
lifestyle, increase the usage and quality of Health Needs Assessments (HNAs) and care planning. There is 
also work exploring how best to deliver follow-ups working with breast specialist teams and developing 
far clearer monitoring of patients and a mechanism for alerting when problems arise. 

Supporting people living with breast cancer to maximise quality of life and promoting living well, a 
proportion will have engagement with palliative care and end of life services, this project links with the 
breast innovation project. 

 

The lung project focuses on supporting patients with curative, progressive, high risk of relapsed and 
advanced disease at diagnosis. The interface is with palliative care and supportive care, managing 
anxiety, physical support such as breathlessness and lymphoedema. The project also is developing sign 
posting and information sharing for professionals, patients and carers. The lung project is also working 
with the national screening programme in developing a model for identifying high risk groups to increase 
early diagnosis in the Manchester population. This also links with Manchester cancer in improving the 
investigation process to improve the outcome of the MCIP projects. 

 

The involvement of Macmillian has also enables sharing of group practice nationally e.g. Belfast breast 
team presented to the MCIP project their journey in redesigning breast services. The outcome of the 
MCIP projects support the work of this board and will enable evidence based models to be rolled out in 
Greater Manchester. 

Although the MCIP project support elements are due to end in December of this year the direction of 
travel will continue on including the evaluation. 
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7. Work Programme Action Log update  
 
Objective 1: Engagement with Manchester Cancer Pathway Boards and beyond  
- Pathway boards engagement update  
LW updated members’ engagement with the living with and beyond agenda, there has been an increase 
in engagement due to the innovation fund. LW will support boards unsuccessful in bids to engage with 
RP. 
 
The key pathways to support are HPB, Upper GI and Skin to engage with the recovery package.  
Key pathways to learn from are Haematology, TYA and Children’s to invite to present and share good 
practice in future meeting. For haematology there is an opportunity to Explore how other 
haematological cancer patients are supported, further discussions to be had with the pathway director 
and Dr Gat Pennine.  
LW has also updated the mapping of recovery package engagement across the trusts and pathways and 
will be sharing the findings at the next meeting. 
 
Objective 2:  Clinical services engagement in relation to survivorship  
- End of Treatment summary (EOTS) audit report 
 
WPM share the baseline audit findings bellow; 
While in 99% there had been some communication around completion of treatment, in many this was 
brief and did not cover the areas within the national EOTS recommended model. There is relatively 
sparse inclusion of an on-going plan for monitoring apart from the immediate appointments; and very 
little on what the GP should be aware of, including later consequences from treatments; finally little 
mention of lifestyle advice given to the patient that the GP could reinforce. 
Where structured letters were used there was inclusion of wider information and this was consistent for 
all patients.  
Many patients undergo a sequence of different treatment modalities; however the letter when this is 
completed is usually from the  specialist team responsible for the last component and  so will focus more 
on that rather than considering the totality of the treatment. There is a challenge in how to combine the 
important aspects of all aspects of complex multimodality treatment into a document that captures the 
pathway as a whole. 
When the GP is copied in to a letter rather than being the main recipient, this may reduce the likelihood 
of including general information or consideration the role of the GP in supporting the patient. 
Few patients appear to receive copy letters but there is an example of a summary information letters 
being generated separately in relation to completion of planned adjuvant chemotherapy for breast 
cancer. 
There is usually other relevant information provided in other letters to the GP, and/or to the patient 
directly, both pre-treatment and at subsequent contacts that generate a letter.  However the main 
conclusion from this audit exercise is that here appears to be a need to bring such information together 
in a way that provides a source of future reference,   both for the patient and for other clinicians. 
Recommendations  
a) There should be a comprehensive summary of information that is generated and communicated to 

the GP, at the conclusion of planned cancer treatment for each patient. 

b) Clinical teams within Manchester Cancer tumour pathways should agree the format and content 

of the EOTS with reference to the Macmillan NCSI model template, customised if applicable for the 

disease site. There should be agreement on how information relevant to all treatment modalities 

LW/WPM to 
contact 
identified 
pathway 
directors for 
further 
information. 
 
 
LW to share 
the recovery 
package 
engagement 
mapping at 
the next 
meeting  
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is captured. 

c) All patients should be offered a copy of the summary document or alternatively, the same 

information presented in a format designed for the patient 

d) For clinical teams to promote the use of written care plans held by the patient that would include 

information about consecutive treatments. 

e) Consideration of treatment specific information sheets available for the patient and other 

professionals to remind of possible later effects and highlight where tests or  referral to other 

services might be needed 

Next steps to rerun audit; 
a) March 2016 to ascertain if model EOT  summaries have been agreed and introduced by clinical 

groups in each pathway (100% of pathways) 

b) June 2017 to audit use of summary document with proposed baseline expectation of at least 30% 

letters will be a structured format with consistent information. For these evidence of copy provided 

to patient, or alternatively provision of a patient friendly format, in 80% and evidence that patients 

were asked if they wanted to receive a copy in 90% 

Having shared the findings with MCIP clinical leads for breast pathway it was well received and the 
pathway and project team are willing to engage in improving EOTS. 
WPM hoped that surgical teams at sites other than Christie would also engage with EOTS ( not included 
in baseline audit which focused on non surgical oncology) 
There is also opportunity in the innovation funds bids as some projects will be developing where 
relevant EOTS. 
Other opportunities to increase engagement with EOTS are the use of CQUIN, incorporate in service 
specifications, consensus from Manchester Cancer Provider Board. 
E.g. Pennine CCG intends EOTS to be a CQUIN once the living with and beyond workforce in the Trust 
commences positions. However, the MCIP project will be the starting point for patients in the Pennine 
area. 
The development of service specifications e.g. colorectal  
Members proposed the Manchester Cancer Provider board as an opportunity to increase the 
engagement of EOTS. 
For people living with cancer there is a challenge and a need to be explored how information in shared 
including frequency to support patients in the community. 
ST proposed approach the EOTS from a patient perspective by increasing patient awareness that this 
information is available and can been requested at any time. LW shared the ten top tips of Macmillan 
after treatment this needs to be promoted more.  
The use of language for patients to understand the letters needs to be included in the manifesto. Good 
example of patient facing EOTS breast cancer adjuvant chemotherapy treatment. 
BH did raise there are patients who don’t want to know, WPM confirmed this has been an issue across 
the trusts and at Christie the agreement was patients opt in rather than an automatic receipt of EOTS. 
Although HNAs identify psychological effects there is an opportunity to also be included in the EOTS 
especially for late effects. 
WPM will share the findings with Manchester Cancer Pathway Directors, for discussion and action by 
Boards with agreement on objectives 2015-16 and beyond. 

WPM to 
present 
finding at the 
next 
Manchester 
Cancer 
Directors 
forum  
 
 
 
 
 
Directors and 
Disease Group 
leads within 
the Christie  
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Objective 3: Effective utilisation of Macmillan innovation fund working with pathway boards 
- Innovation fund update report 

 
LW provided an update of the process and outcome of the innovation fund. The purpose of the 
Innovation Fund is to:  

 support and accelerate the adoption of approaches that address cancer survivorship by all 
Pathway Boards;  

 encourage novel approaches that will meet the needs of existing and future cancer survivors in 
the Manchester Cancer population; and 

 create opportunities for Manchester Cancer to lead in the development of good practices that 
are exemplars for national and international cancer services. 

Nineteen draft applications were received and shared with the Assessment Panel, which is comprised of: 

 Director of LWBC Pathway Board (Wendy Makin) 

 Patient representatives (Sue Taylor and Brian Hixson) 

 Macmillan Project Manager for LWBC (Lindsey Wilby) 

 Macmillan Development Manager (Julie Atkin-Ward) 

 Representative from Trafford CCG, lead cancer CCG for Greater Manchester (Adrian Hackney) 

 Associate Director of Manchester Cancer (Tom Pharaoh) 

The draft applications were considered at the Assessment Panel’s initial meeting on 19th January 2015. 
The purpose of the initial meeting was to a) weed out any applications which were patently ineligible, 
and b) to agree what additional information and clarification was required from applicants in order to 
allow the Panel to give their bids due consideration at the final meeting in February. 

Following this initial meeting, one application was rejected as being ineligible (it related to the on-going 
care and treatment of the disease, not the provision of “living with and beyond” services). Detailed 
feedback and critique was provided to all applicants. 

The deadline for receipt of final applications was 19th February 2015. Seventeen applications were 
received, representing 11 Pathway Boards. Most applications had been significantly revised and 
improved in response to the feedback provide by the Assessment Panel at the initial stage. Costings had 
been amended to take account of Macmillan’s preference for staffing costs to be assumed as being at 
the top of their respective Agenda for Change banding, and on-costs were estimated at 24% across the 
board. The final bids submitted amounted to £509k. 

The Assessment Panel met for the second time on 24th February 2015 to consider all final applications. 
The applications were assessed against a set of agreed criteria to ensure that the proposed service 
developments were in line with the aims and objectives of the LWBC Pathway Board and those of 
Manchester Cancer, as well as Macmillan’s vision to reach and improve the lives of people affected by 
cancer.  
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Following consideration against these criteria, 13 of the 17 final applications were approved for funding, 
totalling £328k. All applicants were advised of the outcome of their bids on 11th March 2015.  
 
Guidance for project leads has been issued. It covers numerous issues including project initiation, 
planning and support; recruitment, invoicing, reporting, dissemination, and sustainability. Project Service 
Agreements are being prepared, to ensure that all parties have a clear understanding of their respective 
responsibilities with regard to the running of the projects and ensuring their success. 

Projects may officially commence from 1st April 2015, and must be concluded – including the submission 
of a final project report to Macmillan and Manchester Cancer – by 31st May 2016. Project leads will 
report to Manchester Cancer on a quarterly basis throughout the life of the project, and Lindsey Wilby 
will provide varying levels of support to each project on the basis of need. 

Further updates on the progress of the projects will be provided to this board and the Provider Board in 
due course, and a showcase event to share the learning from each of the projects is planned for June 
2016. 

Almost all projects fit into more than one theme in the recovery package and living with. There is surplus 
of 25K to be used for workshop and the development of the project leads in attending conference. 

 
Objective 5: To ensure that the aims of cancer survivorship as described in objectives 1 to 4 also meets 
the needs of those ‘Living With Cancer’ 

- LW&BC and PC subgroup update  

KP updated members on the progress of the subgroup; a questionnaire was developed and shared with 
all information managers to interview patients living with cancer. The subgroup only received a small 
number of returns as such it was agreed to extend the deadline for collection to the end of March, this is 
to enable the data analysed to be statistically significant. HN will be analysing the data to be shared with 
the subgroup to formulate next steps.  

The group will share the findings at the next meeting. 

 

8. Annual report 2014/16 
WPM shared the annual report template to be completed by June and requested volunteers to 
contribute to the following areas; 
 
Patient experience;  user involvement sub group work  
Improving outcomes; education topic 
Research and innovations; process for innovation bids 
Delivering compliant and high quality services; recovery package and the approach to raising awareness 
in the implementation 
 
WPM proposed to send out suggested bullet points for each section and send out to members to 
contribute. 

 

9.  Proposals for work plan 2015/16 
 
WPM shared thoughts on the work programme below for discussion and members need to share further 
ideas urgently to incorporate it into the annual plan. 
 
 

 
Members to 
feedback and 
share more 
ideas to 
include into 
the annual 
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1. Engagement with Pathway Boards  

- Benchmarking metrics including ‘Life after treatment‘ audit of  patient experience and Recovery 

package targets by setting up challenges each year for boards to get behind the work. ST 

proposed the user involvement sub group can support the development of the questionnaires.  

- Meetings with targeted Pathway Board Directors to support and encourage engagement with 

LWBC 

2. Recovery Package implementation  

- Health and Wellbeing model guidance, develop CQUIN and tariff 

- Implementation of  summative information at conclusion of curative treatment  

- Increase usage of care plans: strategies to promote with, and engage patients  

- Increase implementation of GP Cancer Care reviews within 6 months of diagnosis – learning from 

MCIP project 

3. Living with Cancer recommendations to take forward  

4. Consequences of treatment: for agreed specific COT, baseline mapping and  pathways and 

proposals to develop further 2016-17 (tumour groups to identify late effects, including 

psychological and physical that are likely/rare or proactive monitoring including the process of 

identify and routes to sign post) 

5. Education objectives  (linking with AHPs and community nursing teams) Members to identify 

priority of the key areas of education to focus on e.g. increasing level 2 training to ensure 

screening for psychological needs are identified.  

- Recovery Package implementation workshop 

- Increase the link between primary, community and hospital staff using focus groups and 

workshops to identify learning needs. 

6. Innovation fund projects: maintain oversight of progress via quarterly reports and plan showcase 

event Spring 2016  

7. Development of MC website information, how to enhance the use of the site for patient and 

carer, opportunity to explore this further to showcase of the living with and beyond board work. 

Member proposed to look at Belfast website as an idea. 

8. User Involvement subgroup recommendations – motivational interviewing and shared decision 

making. Macmillan are running motivation interview and feedback is very positive, ST proposed 

this is important in promoting effective dialogue which also is reflective of the patient manifesto 

responses. This item can will only be implemented once the survey life after treatment audit is 

plan  
 
A draft plan to 
be developed 
and shared by 
LW/HN/WPM 
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completed which would provide direction. 

10. Update from Psychological Support group – Level 2 training 
 

Key challenges raised in 2012/13 service specification included training needs and the lack of resources 
or staff employed directly to provide training to all those wishing to be Level 2 trained. It has proved 
difficult to negotiate time from the employing trusts of those few staff in Level 3 and Level 4 positions 
that are trained to provide the necessary support.   
Understandably the localities that employ staff directly or through service level agreements to provide 
expert psychological support to patients and their carers’ are doing so at some cost and are wary of 
releasing their employees to train other staff in localities that do not currently employ Level 3 and Level 
4 staff. 
The development of Manchester Cancer Psychological Support Group has enabled clinical leaders to 
highlight level 2 training as an area which requires considerable work to ensure consistency and quality 
of the training.  
The group incorporated this into the annual plan to identify the best method of delivery and provide 
recommendations to the Manchester Cancer Provider Board by March 2015.  
As part of the scoping exercise a further mapping of level 2 training needs and all levels workforce 
capacity has also been undertaken to ensure any proposal was feasible and sustainable for a period of 5 
years.   
During the period of July to September 2014 the workforce mapping across Manchester Cancer and level 
2 training needs has been undertaken.  Table 1 details the training needs across Manchester Cancer, a 
total of 136 staff requiring level 2 training during this period.  
At the September meeting the Psychological Support Group have discussed a number of options and 
identified the follow four to interrogate further; 

 Identify 1 provider to deliver Level 2 training  

 Recruit 2 staff and incorporate Level 2 training as part of their core role 

 Develop Train the trainer model to build in-house capacity within Trusts 

 Centralised pool of trainers deliver set sessions each year  

A sub group was formed to complete an analysis template to ascertain the most viable options. 
Based on the analysis the group are currently in the process for delivering the following; 
1. The opportunity to scope joint working with the Strategic Clinical Network Partnership, South 

Cumbria and Lancashire. 

2. Developing specification for Level 2 training for the provider to tender (content, management, 

governance and audit). 

3. Identified the potential risk associated with patient facing staff without level 2 training. 

CR proposed there is a real link between effective HNA’s and level 2 training, WPM proposed to 

potentially target coping with uncertainty as an area to link with this board which in effect does require 

staff with the right skills. 

 

11. A.O.B 
WPM shared AHP got talent study day in June for members to promote  
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Discussions are on-going with lymphedema and the way forward will be shared at the next meeting  
 

12. Meeting dates for 2015  
22nd June – Seminar Room 1 & 2 Level 1 Mayo Building, Salford Royal Foundation Trust  
September 15th Seminar room 8, Education Centre, University Hospitals South Manchester FT 
10th November – Seminar Room 9 & 10 Level 2 Mayo building, Salford Royal FT  
 

 

 


