
  

 

 

Meeting: Senior Nurse and Education Workforce Group 

Date: 11 April 2016 

Time: 2.30 – 4.00 pm 

Venue: Evolve Business Centre, Houghton le Spring 

AGENDA 

1. INTRODUCTION Lead Enclosure 

 1.1 Welcome and Apologies  AF  

 1.2 Declaration of Interest ALL  

 1.3 Minutes of the previous meeting (01.02.16) ALL Enc 1 

 1.4 Matters Arising 

 Psychology Questionnaire 

 

ALL 

 

2. AGENDA ITEMS 

 2.1 Nursing and AHP Conference 

 Final Approval of Programme 

 Workforce Census Presentation  

 Workshop Preparation 

 

AF/BC Enc 2 

 2.2 Network Update  AF  

3. STANDING ITEMS 

 3.1 Update Reports  

 

 

 

 3.2 Any Other Business   

 3.3 Next Meeting   

4. MEETING CLOSE   

 





          


 


Northern England Clinical Network and Macmillan  
Cancer Nursing and Allied Health Professionals Education Event  


Tuesday 10 May 2016 
 The Durham Centre, Belmont Industrial Estate, Durham 


Achieving World Class Cancer Outcomes   
 


09.00 Registration Tea/coffee 


9.10 


 


Welcome and Introductions 
 to the format of the day 


 


Alison Featherstone 
Network Manager  


9.15 
 Achieving World Class Cancer Outcomes  


A Strategy for England   


Dr Tony Branson 
Clinical Director NESCN  


9.45 
Prevention Awareness and Early Diagnosis  
‘Question Time’ style with panellists 


Julie Owens  
Public Health Lead, 
Prevention, Early Diagnosis 


10.25 
Patient Experience  
‘Question Time’ style with panellists 


Barbra Convery  
Macmillan Patient 
Experience Project Manager 


11.05 
Living with and Beyond Cancer 
‘Question Time’ style with panellists 


Karen Roberts 
Network Survivorship Lead 


11.45  Coffee 


 
12.00 
 
 


The Cancer Workforce 
Regional  Cancer Nurse Specialist Census 
The current regional workforce picture 


 Alison Featherstone 


12 20  New Models of Working Macmillan 


13 00 Lunch and Networking 


 
13.30 
 


Genomic Medicine - The Future 


Dr Paul Brennan FRCP 
Clinical Director  
Northern Genetics Service Clinical 
Lead  


 
14.00 
 


The Cancer Workforce  
Table session with 
Comfort break  with Coffee /Tea @ 15.00 


 


 


15.45 
16.00 


Closing remarks 
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Meeting: Senior Nurse and Education Workforce Group 


Date: 1 February 2016 


Time: 10:00 – 12:00 


Venue: Evolve Business Centre, Houghton le Spring 


  


Present:  Name: Initials 


  Rachael Bannister-Young, Lead Cancer Nurse, Sunderland 
Sue Clarke, Macmillan L&D Manager, Macmillan 
Barbara Convery, Macmillan Patient Experience Project Manager, 
NESCN 
Alison Featherstone (Chair), Cancer Network Manager, NESCN 
Jacqui Hallam, Macmillan L&D Manager, Macmillan 
Jackie Melrose, Cancer Modernisation Nurse, Gateshead 
Amanda Walshe, Lead Cancer Nurse, North Tyneside 
Chris Ward, Nurse Consultant, South Tees  
Susanna Young, Business Support Assistant, NESCN 
 


RBY 
SC 
BC 


 
AF 
JH 
JM 
AW 
CW 
SY 


Apologies: Name: Initials 


 Joanne Atkinson, Northumbria University 
Andrea Clark, Director of Patient Services, Teesside Hospice 
Nicky Hand, Nurse Consultant & Lead Cancer Nurse, South Tees  
Jan Harley, Lead Cancer Nurse, North Tees 
Karen Robinson, Macmillan CNS, Northumbria 
Lynsey Robson, Cancer CNS, NUTH 
Gail White 
 


JA 
AC 
NH 
JH 
KR 
LR 
GW 


MINUTES 


1. INTRODUCTION Lead Enclosure 


 1.1 Welcome and Apologies    


  AF welcomed all to the meeting and apologies were noted 
as above.  Introductions were made. 
 


  


 1.2 Declaration of Interest   


  None 
 


  


 1.3 Minutes of the previous meeting   


  The minutes of 7 December 2015 were agreed at the 
previous meeting.  Attached for information only. 
 


 Enc 1 


 1.4 Matters arising   


   Psychology Questionnaire 
KK has provided an updated version of the questionnaire 
(attached).  The group agreed to forward any further 
comments back to AF by 29th February. The group also 
discussed how to use the questionnaire in practice. 
 
The group suggested that this be used in the information 
centres.  BC also noted that patient representatives should 
also view the questionnaire. 
 


 
 
 
 
 


ALL 


Enc 2 







 
 


 


2 
 


2. AGENDA ITEMS   


 2.1 Nursing and AHP Conference    


  The group discussed the Nursing and AHP conference. 
 
It was noted that the original date was not suitable for 
Macmillan colleagues therefore a new date is being sought.  
Once this is confirmed a save the date flyer will be sent out. 
 
RBY will apply to Macmillan on behalf of the network for a 
grant to cover the costings of the event if needed. 
 
In relation to the workforce session the group agreed to use 
the following questions: 


1. Consider what patients and carers need from nurses 
and AHPs 


2. Succession planning, optimal skills required across 
the whole patient pathway and how we can move 
forward into new models of working. 
 


  


 2.2 Sharing Good Practice   


  The patient and carer group in Sunderland meet regularly 
and now have a chair and vice chair.  There current 
membership is 7-9 members.  They would like to look at the 
five senses survey in relation to the chemo unit. 
 
The Northumberland patient group is very active.  Support 
to the group will continue with AW. 
 
The CRUK facilitators have been visiting Trusts and 
practices working with prevention. 
 
Chris Tasker and Katie Elliott are the GP Cancer Leads for 
the network and are currently working on the 2 week wait 
referral proformas and other tasks from the Cancer in the 
Community Group. 
 


  


 2.3 Survivorship   


  Karen Roberts has been appointed as clinical lead in the 
interim and it is hoped that she will continue in this role once 
funding agreement has been confirmed. 
 


  


 2.4 Palliative End of Life Care   


  South Tees End of Life steering group has been established 
and are working on a Trust wide survey on bereavement.  
Very positive feedback has been received so far but 
numbers are low for survey returns. 
 


  


3. STANDING ITEMS   


 3.1 Update Reports   


  
 Cancer Steering Group Report 


 Enc 3 







 
 


 


3 
 


The report following the cancer steering group in November 
has been shared with the group (attached). 
 


 3.2 Any Other Business   


     


 3.3 Next Meeting   


  The next meeting will be held on Monday 11 April 2015 2.30 
– 3.30pm, Evolve Business Centre. 


  


4. MEETING CLOSE   
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Name of place providing this questionnaire: _______________________________ 
 



Emotional Support for Patients and Carers 
 



The Northern England cancer network would like to find out about patients experience of emotional 



support during their cancer care.  NICE (1) guidance recognises that psychological distress is 



common among people affected by cancer and is an understandable and natural response to a 



traumatic and threatening situation.  Psychological distress can range from mild sadness or worry 



to severe psychological symptoms that interfere in a person’s ability to manage on a daily basis.  



NICE recommends different levels of professional support depending on the severity of the distress 



and the needs of the patient or carer:  



  



Level 1  All staff directly responsible for patient care should offer patients general emotional 



support based on skilled communication, effective provision of information, courtesy and respect. 



Level 2 Trained health care professionals, such as specialist nurses, should ask patients and 



carers about their worries, concerns and feelings and listen well.  This may lead to help with 



solving/addressing some problems or referral onto other services for specialist psychological 



support. 



Level 3 & 4 Patients and carers found to have significant levels of psychological distress should be 



offered prompt referral to services able to provide specialist psychological care (e.g. counsellor, 



cognitive therapist, clinical psychologist, psychiatrist). 



 



Please help us to monitor how well we are applying the NICE guidance by answering the 
questions below:   



 
Participation is voluntary and no patient will be identified in the results. If you do not 



wish to take part, this will in no way affect the care that you receive. 
 



 
      I am the patient                  I am filling this in on behalf of a patient 
 
 



Sex (please tick):  Male   Female 
 
Age: ……………………………… 
 
Diagnosis……………………….…………………………………………………… 
 
Date or year of diagnosis………………………………………………………….. 



 
(1) NICE – National Institute for Health and Care Excellence – provides national guidance and advice, 
based on the best evidence, to improve health and social care. 
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We realise that people get treatment in different places. Please answer the questions in 
relation to the service that has asked you to complete the questionnaire. 



  
1. Cancer can affect a person’s life in many ways.  Since your cancer diagnosis have 
you experienced any of the problems listed below?  
 
Please tick all answers that apply: 
Worry, fear or anxiety  Loneliness or isolation  



Anger or frustration  Relationship problems  



Sexual concerns  Alcohol or drug related problems  



Body image/appearance  Spiritual / religious concerns  



Social problems: e.g. work, housing, 
finances 



 Other (Please state): _________  



Depression  None of the above  



Comments:____________________________________________________________ 
______________________________________________________________________ 
 
2.   Did you get the opportunity to let health professionals involved in your care know 
about any of these problems (e.g. in person, via telephone or questionnaire):  
 
Yes   No   Not applicable  
 
If yes, which one(s) (please tick all that apply) 
Worry, fear or anxiety  Depression  



Anger or frustration  Loneliness or isolation  
Sexual concerns  Relationship problems  



Body image/appearance  Alcohol or drug related problems  
Social problems: e.g. work, housing, finances  Spiritual / religious concerns  



Other: 



Comments: ___________________________________________________________ 
_____________________________________________________________________ 
 
3.  Emotional support can be given in different ways.  From the options below please 
put a tick next to any of the different types of emotional support you have 
experienced throughout your cancer care.   
 
Please tick all that apply: 



Good communication  Referral to Psychiatrist  



Helpful information (written or verbal)  Listened to and understood  



Referral/sign posting to voluntary organisations,  
e.g. Macmillan Support & Information Centre, 
Macmillan Benefits Advice, Maggies Centre 



 
Asked about my worries, concerns 
and feelings 



 



Referral to Cognitive Therapist  Other (please state): _____________  



Referral to a Clinical Psychologist  
I have Not received any emotional 
support throughout my cancer care 



 



Help to solve or address problems  
I was offered support but I didn’t 
need/want it  



 



Courtesy and Respect  



Comments: ___________________________________________________________ 
_____________________________________________________________________ 
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Strongly 
agree 



Strongly 
disagree 



Strongly 
agree 



Strongly 
disagree 



Strongly 
disagree Strongly 



agree 



4.  When were you offered emotional support? 
 
Please tick all that apply: 



At diagnosis   During follow-up  



Before treatment   At point of discharge   



During treatment   Other (please state): ____________  



At the end of treatment   I was not offered support  



 
Comments: ___________________________________________________________ 
______________________________________________________________________ 
 
5.  Emotional support can be provided by different members of staff. Who gave you 
emotional support?  
 
Please tick all answers that apply: 



Cancer Doctor   Counsellor  



Cancer Nurse Specialist   Palliative Care Doctor  



Clinical Psychologist  Palliative Care Nurse    



Healthcare Assistant  Macmillan Advice & Information Centre  



GP  Other voluntary services  



Cognitive Therapist  
A healthcare professional – Not sure of 
title 



 



Psychiatrist  Other (Please state):  



Ward Nurse  I was not offered support  



District/Practice Nurse  I was offered support but declined it  



 
 



Support from your Health Care Professionals 



 
 



6.  Using the scales below, please rate the extent to which you agree with the 
following statements: 
 
a)  I was able to tell the health care professionals about my emotional concerns. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
b)  My emotional concerns were understood by the health care professionals. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
c)  I was given enough emotional support by the health care professionals.  
 
  0 1 2 3 4 5 6 7 8 9 10    
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Strongly 
disagree 



Strongly 
agree 



 
d)  The emotional support I received by the health care professionals was helpful. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
7.  What was most helpful about the emotional support you received? 
 



 



 



 
 



 
8. Was anything unhelpful about the emotional support you received? 
 



 



 



 



 



 
9. What would have improved your experience of emotional support? 
 



 



 



 



 



   



Support FOR your family and carers 



 
10.   Was emotional support offered to your family and/or carers? 
Yes   No    Not applicable 
 
If yes, what support were they offered? (It would also be helpful to know where the support 
was offered and who by and at which stage of your treatment).  
 



 



 



 



 



 
If no, is there any support that your family and/or carers would have liked? (Please state). 
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A great deal 
of support  



No 
Support at 



all at all  



Completely 
met my needs   



Met none 
of my 
needs  



Not 
important 



at all  



Extremely 
important  



Support FROM family & friends 



 
11. It is well known that emotional support from family & friends can help patients cope with 
cancer. Please rate your answer to the following questions:  



 
a) To what extent were you given emotional support from your family and friends?  



 
 
     0 1 2 3 4 5 6 7 8 9 10   
 
 



b) To what extent did the amount of support given to you by your family and friends meet 
your emotional needs? 



 
 
     0 1 2 3 4 5 6 7 8 9 10   
 



 
 



c) How important do you think it is to have support from health professionals in addition 
from your family & friends?  
 
 



     0 1 2 3 4 5 6 7 8 9 10   
 



 



 
12. Any other comments? 
 



 



 



 



 



 



 
 



 
Thank you very much for taking the time to complete this questionnaire. 



 
 
 
 
 
 
 
 
 



Compiled by Juliana Moratelli & Kate Kendell, in collaboration with Cancer Network 
Psychological Health sub group (November 2014). 
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Cancer Steering Group Meeting: 



3
rd



 November 2015 



Achieving World-Class Cancer Outcomes 



A Strategy for England 



2015-2020 
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Introduction 



The Independent Cancer Taskforce published its report, Achieving world-class cancer 



outcomes: a strategy for England 2015-2020 in July 2015.  The report recommends a 



fundamental shift in how we think about cancer services, with a much greater emphasis on 



earlier diagnosis and living with and beyond cancer.  Six strategic priorities have been identified 



made up from 96 recommendations. The strategy will influence our future direction and will 



impact on all stakeholders.  A link to the strategy can be found here. 



 



The Cancer Steering Group of the 3rd November 2015 was planned to be an extraordinary 



extended meeting to enable the group to discuss the Cancer Strategy.  The strategy has been 



set out to transform outcomes over the next five years by using committed leadership, smart 



choices around investing to save and a firm intent to try new approaches and test new models 



of care.  We therefore extended the membership of the group to a wide range of stakeholders 



with attendees representing the views of Providers, Commissioners, Third Sector, Public Health 



England, Health Education England and Patient Representation to reflect these ambitions.  



 



In preparation the Cancer Network analysed each individual section of the strategy cross 



referencing individual recommendations against existing work plans and work pertinent to 



network work streams.  Nine recommendations were identified for in depth discussion and 



included within the programme.  The recommendations to be discussed fell into two interlinking 



categories: 



 Commissioning 



 Diagnostics 



The programme of the day can be found in the appendix 2       



 



Method 



The attendees were divided in to groups, each to discuss two separate recommendations, one 



from each category.  Each group had a designated facilitator with knowledge of the subject.  



The question to be answered for each recommendation was:  How can we achieve or 



influence this as a Network region?  Discussions were recorded and the main points shared 



with the room. 



 



 



Summary of discussions 



 



The complete record of the discussions of the day can be found within appendix1 



 



Within the room there was a general consensus of support for the recommendations discussed.   



Many of the emerging comments and questions from the discussions related to how they can be 



achieved and the barriers to achieving them.  The chosen recommendations for discussion 



where described as being challenging especially in the current climate of financial restraint and 





https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
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commissioning environment, none the less the group discussions were lively, measured and 



constructive.   



 



The main barriers identified included the existing health commissioner/provider architecture and 



the need for communication at a wider level incorporating commissioner providers (tertiary, 



secondary and primary), HEE and NHS England.    



 



 



A recurring thread throughout the discussion was the provision of diagnostic services and 



workforce availability.  The successful planning of both of these was deemed a priority and it 



was felt essential to tackle the issues now as they both create a barrier to change, especially for 



the development of multi diagnostic centres and time improvements required in achieving a 



definitive cancer diagnosis.   



 



 



Change was accepted as inevitable with the agreement that the development of lead 



commissioners to provide services by population was achievable within the region with 



comments that the network boundary should be considered as a lead CCG population area.  It 



was thought that this proposed modelling would set the conditions for service improvement and 



effective budget control.   



 



 



There was resounding agreement for the proposed formation of a Cancer Alliance within the 



network region and the value it would bring.  In the current environment and the changes 



required to achieve the recommendations with the new ‘Cancer Taskforce Strategy’ the 



discussions  identified the need of a ‘body’ to bring together and ‘broker’ change but also to 



have the required level of authority to lead and complete.   



 



 



Next Steps 



The discussions identified the need for the network to position itself nationally to enable the 



gathering, analysis and cascading of national intelligence.  This is to be achieved with the 



engagement of the network cancer manager with the national SCN forum and the role of the 



networks associate director on NHS England Internal Cancer Board.   The combination of these 



will position the network well to lead on the development and forming of a Cancer Alliance 



within the region when direction is given.   An action plan will be produced from the discussions 



and shared with the steering group members. 



 



 



Identified actions from the initial analysis of the recommendations by the cancer network will be 



cascaded for discussion at the relevant network group meetings and included if appropriate into 



group work plans.   
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Appendix 1 



 



Record of group discussions  



 



Diagnostics Discussions 



 



The group supported recommendations 21- 23 with a consensus that there is a need to: 



 share learning from vanguard sites in this country 



 incorporate education of the general public and primary care regarding cancer 



symptoms and cancer pathways.   



 prioritise education, having the right people getting the right test at the right time 



 succession planning, needing to plan the training of workforce specialist    



 



Recommendation 21:  NHS England should pilot, in up to 5 vanguard sites and in conjunction 
with Wave 2 of the ACE programme, multidisciplinary diagnostic centres (MDC) for vague or 
unclear symptoms. These should have the capability to carry out several tests on the same day. 



 



Multi-Diagnostic Centres (MDC): - 



• Pilot would have to be in a hospital setting at the moment because that is where the 



scanning (medicines) are 



• Would people go (distance, off site/community setting)?   



Questions to ask: - 



• Does having ‘everything there’ to investigate the unknown add benefit? 



• Does self-referral add benefit? 



 



Existing projects were discussed from within and out with of the region 



 



1. Discovery Project in Scotland – existing pathway 



2. South Tyneside Lung referral - ‘1 stop shop’. 



3. Potential to build on recent unsupported ACE bids e.g. Sunderland MDC 



 



Discussions took place around the following -   



1. What diagnostics are completed by primary/ secondary care? 



2. What are the criteria for MDC? 



3. The need to learn more from the Denmark model  



4. Who the service is aimed at. 



5. Geographical situation – more holistic approach re patient travel etc. 



6. Services to be offered need to also include haematology and endoscopy. 



 



Recommendation 22 & 23: NHS England should pilot an approach, through new or existing 
vanguards, and particularly in areas where GP access is known to be poor, through which 
patients can self-refer for a first investigative test via a nurse telephone triage, if they have a red 
flag symptom that would always result in a test.  NHS England should pilot the role of a cancer 
nurse specialist (CNS) in large GP practices to coordinate diagnostic pathways and other 
aspects of cancer care. 



 



Group tried to formulate the criteria for patients using this service and the advantages and 



disadvantages.  Advantages included the reaching of those patients who might ignore 



symptoms or are avoiding GP visits and giving better access to hard to reach patients.  
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Reducing waiting time to GP appointment was also sighted as long as service planned well.  



Disadvantages could be abuse of the system by the ‘worried’ well.  



 



The Clinical Nurses Specialist model adopted within Scotland was sighted as a new model of 



working.  The role of CNS was discussed with the suggestion that they should be Primary Care 



Specialist Nurse rather than a tumour specific CNS.  The need for integrated teams and a 



recognised pathway of influence from primary to secondary care was discussed 



 



Durham, Darlington, Easington and Sedgefield CCG have appointed 4 Macmillan primary care 



nurses and discussed the best ways to use their knowledge and skills and cascade the 



outcomes of the project. 



 



 



Recommendation 24: By the end of 2015, NHS England should develop the rules for a new 
metric for earlier diagnosis measurable at CCG level.  Patients referred for testing by a GP, 
because of symptoms or clinical judgement, should either be definitively diagnosed with cancer 
or cancer excluded and this result should be communicated to the patient within four weeks.  
The ambition should be that CCGs achieve this target for 95% of patients by 2020, with 50% 
definitively diagnosed or cancer excluded within 2 weeks.  Once this new metric is embedded, 
CCGs and providers should be permitted to phase out the urgent referral (2 week) pathway. 



 



1. Network can influence via personnel on taskforce/national/regional groups 
2. The question ‘What is the definitive timing of YES/NO’ was raised and discussed, is it 



o When the patient is informed? 



o Tissue diagnosis? 



o Definitive diagnosis per tumour site?  



o Starting point of pathway – test or referral 



Discussion and recognised that some tumour sites will be able to establish a definitive point 



for Yes/No diagnosis and the need to establish this for all as an uncertainly was recognised. 



3. Discussion around the need of GPs to refer through diagnostics prior to 2ww referral, 



influencing 4 week target.  Points and questions raised -  



o Is there capacity within each modality 
o Reporting times of diagnostic need to be agreed, need to be quicker 



 Bloods 



 Imaging 



o Can we establish the reporting times across region  



o There is a need to identify tests within the 2 week referral form e.g. CT pancreas for 
suspected pancreatic cancer 



o How many trusts providing direct to test and reporting timeframes 
4. Individual tumour sites have differing timelines 
5. There is a need to increase capacity within the 14 day target 



 
 



Recommendation 84:  Health Education England should support improvements in the earlier 
diagnosis of cancer by. 



 
HENE have already completed an Investment Plan which addresses needs to 2020.  There is a 
recognised need to consider skill mix e.g. radiographers to read screening films/scans.  The 
future of screening programmes is a universal issue. 
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Commissioning Discussions 
 
 



Recommendation76 & 77: By the end of 2015 NHS England should set out clear expectations 
for commissioning of cancer services & NHS England should work with Monitor to pilot the 
commissioning of the entire cancer pathway in at least one area. 



 



The concept of lead commissioners by population size was deemed achievable with in the 



network region, refer to the model in Figure 25 below.   



 



The group thought it would be advantageous to plan regionally having a greater influence on 



service improvement and innovation; they would be able to manage a ring fenced budget 



balancing improvement against cost savings.  It was thought that lead commissioners would be 



better place to plan workforce and manage capacity issues.   Cost of the model was raised with 



an understanding that a fundamental change was required. 



 



The group discussed the present system identifying communication between commissioners 



and providers need to change, dialogue to be more focussed on what needs to be provided as 



opposed to contractually needs to be delivered, identifying that clinical input is required.   Other 



points noted  



 Unclear what the outcomes are to be 



 The lead commissioner model will not accommodate all patients, some will not be well 



enough and patient choice. 



 Regional commissioner – could do as a network, 



 Diagnostic service will have to be capable to deliver. 



 At present CCGs responsible for provision, change required. 



 
Source: Achieving World-Class Cancer Outcomes 2015 
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Recommendation 78: NHS England should set expectations for and establish a new model for 
integrated Cancer Alliances at sub regional level as owners of local metrics and the main 
vehicles for local service improvement and accountability in cancer. We advise that Cancer 
Alliances should be co terminus with the boundaries of Academic Health Science Networks 
(AHSNs), although in some large AHSN geographies there may be a need for two Alliances. 
Alliances should be properly resourced and should draw together CCGs and encourage 
bimonthly dialogue with providers to oversee key metrics, address variation and ensure effective 
integration and optimisation of treatment and care pathways. Cancer Alliances should include 
local patients and carers, nurses and Allied Health Professionals. 



 
The discussion for the formation of Cancer Alliances within the region can be divided into 2 
sections, how they will be formed and what their role will be. 
 
Formation of a Cancer Alliance: 



 Build on what is in existence and use the experience of previous cancer network board 
to establish a Cancer Alliance. 



 Necessary to have chief executive level chairperson and executive level board members 



 Governance structure with a memorandum of understanding between all stakeholders. 



 Requirement to build relationships and engage fully with CCGs as they would be 
required in an alliance 



 Requirement to have third sector representation 



 Is there to be additional resources and where will this come from? 



 Local improvement architecture, a requirement to establish alliance boundaries and 
population.   Would 2 alliances better serve patient pathways 
 



Comments also noted on the differences between the previous cancer network and an Alliance. 
 
The Role of a Cancer Alliance 



 National clarity required 



 To be the body for establishing a parity of understanding between all stakeholder 
organisation, commissioners and providers.  



 Be accountable to a national team having defined terms of reference to ensure remit is 
achievable.  



 ‘Oversee key metrics’ –this role will need clarification with the provision of 
milestones/dashboard. 
 



Suggested that performance management will be retained by CCGs 
 
 



Recommendation 88: NHS England should pilot all secondary/tertiary cancer treatment 
services provided through a ‘lead provider’ in 2 or 3 new or existing vanguard areas. The lead 
would manage the entire treatment budget. 



 
Advantages were identified e.g. the reduction of silo working and collaborative working by 
providers reducing the diagnostic to treatment pathway.   
 
The comments recorded highlighted the planning and high level of change required to 
implement this recommendation, this included:- 



 Defining the pathway to be commissioned, inclusion of diagnostics 



  What the ‘entire budget’ incorporates 



 Would the lead provider subcontract services 
 
The need to learn from existing pilots or a vanguard site was identified, with specific reference 
to the provider/commissioner relationship and decision making process. 
 
Again the problem of work force development was raised as a barrier to provision of service with 
a proposal to work closer with HEE to address this.  
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Appendix 2 



Cancer Steering Group 



Tuesday 3 November 2015 
 



Achieving World-Class Cancer Outcomes 
 



Programme of the Day 



13.30 Registration and Networking 



14.00 



Welcome and Introduction 
 



Roy McLachlan, Associated Director 
 



14.10 



Network Approach to Achieving World-Class Cancer Outcomes 
 



Dr Tony Branson, Medical  Director 
 



14.30 



Diagnostics  
 



Group Discussion – 3 groups 
 



Recommendation 21 (to include 22 & 23) 
New approaches to diagnostic pathways and diagnostic metrics  
 



Recommendation 24 
Measuring performance on early diagnosis 
 



Recommendation 84 
Deficits in diagnostic services 
 



15.00 Group Work Feedback and Next Steps 



15.15 Networking Break 



15.25 



Commissioning 
 



Group Discussion – 3 groups 
 



Recommendation 76 & 77 
Commissioning 
 



Recommendation 78 
Local improvement metrics  
 



Recommendation 88 
Local improvement architecture 
 



15.55 Group Work Feedback and Next Steps 



16.25 
 
Open Discussion – Recommendation of Your Choice 



 



16.55 



Summary of the Day 
 
Alison Featherstone, Network Manager 



17.00 Finish 
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Meeting: Senior Nurse and Education Workforce Group 



Date: 7 December 2015 



Time: 10:00 – 12:00 



Venue: Evolve Business Centre, Houghton le Spring 



  



Present:  Name: Initials 



  George Bell, Clinical Services Manager/Deputy CEO, St 
Cuthbert’s Hospice 
Barbara Convery, Macmillan Patient Experience Project Manager, 
NESCN 
Alison Featherstone (Chair), Cancer Network Manager, NESCN 
Nicky Hand Nurse Consultant & Lead Cancer Nurse, South Tees 
Foundation Trust 
Julie Lamb, Lecturer Practitioner in Palliative Care, STFT 
Jackie Melrose, Cancer Modernisation Nurse, Gateshead 
Fiona Perry, Clinical Leader, South Tees 
Lynsey Robson, Cancer CNS, NUTH 
Becky Walker, Service Lecturer, Teesside University 
 



 



Apologies: Name: Initials 



 Joanne Atkinson, Northumbria University 
Rachael Bannister-Young, Lead Cancer Nurse, Sunderland 
Andrea Clark, Director of Patient Services, Teesside Hospice 
Melanie Clarkson, Senior Lecturer, South Tees 
Angela Egdell, Director of Care Services, St Oswald’s Hospice 
Michelle Muir, Lead Nurse Palliative Care, Newcastle 
Tessa O’Donnell, Lead Nurse, EoL/Breast, Newcastle 
Elizabeth Price, Lead Nurse, South Tees 
Helen Roe, Consultant Cancer Nurse, North Cumbria 
Karen Stenlund Macmillan Development Manager 
Amanda Walshe, Lead Cancer Nurse, North Tyneside 
Gail White 
Caron Woodward, Lead Cancer Nurse, Co Durham & Darlington 
 



 



MINUTES 



1. INTRODUCTION Lead Enclosure 



 1.1 Welcome and Apologies    



  AF welcomed all to the meeting and apologies were 
noted as above.  Introductions were made. 
 



  



 1.2 Declaration of Interest   



  None 
 



  



 1.3 Minutes of the previous meeting   



  The minutes were agreed at the previous meeting.  
Attached for information only. 
 



 Enc 1 
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 1.4 Matters arising   



  
 Psychology Questionnaire 



Awaiting amendments to the questionnaire AF to  
contact Kate Kendal 



Overlap with other surveys was identified particularly 
CPES related to  HNA’s 



There is knowledge of gaps in service from 
professionals. Agreed that we need to know patients 
perspective of gaps as well 



Agreed that JM and LR would attend meeting with the 
psychology group to discuss the objectives of the 
questionnaire 



 
 
AF 
 
 
 
 
 
 
 
 
JM, LR 



 



2. AGENDA ITEMS   



 2.1 Cancer Steering Group   



  
 Cancer Strategy 



AF gave an update on the current progress of the 
strategy nationally 



- A Cancer Transformation Board has been 
established with representatives from the seven 
arm’s length bodies involved in the development 
of the strategy 



- Cally Palmer has been appointed as the new 
Cancer Director with responsibility for 
implementation of the strategy she will work 
alongside Sean Duffy 



- January 



- Initial priorities are likely to be  



- Cancer dashboards 



- Commissioning changes 



- 4 weeks to  diagnosis 



- Cancer Alliances 



 



AF outlined the background to the extended Network  
Cancer Steering Group meeting held to consider 
priorities arising from the National Cancer Taskforce 
Strategy and updated the group on the outcomes 



Agreed that the Alliance should share the same 
footprint as the existing network.  



Awaiting the outcome of the first national board 
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meeting before progressing. 
 



 2.2 Nursing and AHP Conference 
 



  



  Discussed and agreed draft programme outline. 
Agreed to set up a steering group for the conference 
and devote the next meeting on 1 February to 
developing the workforce workshop 
 



AF  



 2.3 Cancer Waiting Times 
 



  



  Round the table discussion identified that this has 
become more of a team effort with a focus on the 8 
priorities identified by the tripartite of NHS England, 
Monitor and the TDA 
 



  



 2.4 Nursing Workforce   



  AF introduced the Macmillan CNS Census 2014  
Identified that we have a CNS workforce with a 
significant percentage eligible for retirement within the 
next few years.  
Agreed that  



 those with access to original 2014 census 
returns to forward to AF 



 AF to  amend the Macmillan Census and refine 
the age profiles 



 AF to circulate amended census for CNS and 
Palliative care 



Recruitment of candidates with suitable cancer wider 
experience remains a significant issue. 
There was some discussion re the role of CNS and the 
pressure to shift towards specialist practitioner roles at 
the expense of providing supportive element. 
Agreed to explore this through the workshops at the 
conference. 
CNS’s are now more exposed to strategic service 
development roles and requesting training to support 
this. 
 



 
 
 
 
 
ALL 
 
AF 
 
AF 



 



 2.5 North East and North Cumbria Regional Genomic 
Medicine Centre – For Information 
 



  



  Report accepted agreed to request regular updates. 
 



 Enc 3 



3. STANDING ITEMS   



 3.1 Update Reports   



  
 Prevention/Awareness/Early Diagnosis Update 



 Enc 4 
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Report accepted agreed to request regular updates. 
 



 3.2 Any Other Business   



  
BC said that there was an expectation by Local Service 
User Groups that CNS would refer new member to 
them. BC be asked if this is a role for CNS’s how the 
flow of referrals to Local Service User Groups by CNS 
could be improved. 



Following discussion it was felt that this is not a role for 
CNS’s other than those who are directly involved with 
support groups.  



 



  



 3.3 
 



Next Meeting 



Monday 1 February 10 -12 Evolve Houghton – le - 
Spring 



  



4. MEETING CLOSE   
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Meeting: Senior Nurse and Education Workforce Group 




Date: 14 September 2015 




Time: 10 – 12 noon 




Venue: Evolve Business Centre 




  




Present:  Name: Initials 




 Rachael Bannister-Young, Lead Cancer Nurse, Sunderland 
Melanie Clarkson, Senior Lecturer, Sunderland 
Barbara Convery, Macmillan Patient Experience Project Manager, 
NESCN 
Alison Featherstone (Chair), Cancer Network Manager, NESCN 
Jackie Melrose, Cancer Modernisation Nurse, Gateshead 
Michelle Muir, Lead Nurse Palliative Care, Newcastle 
Tessa O’Donnell, Lead Nurse, EoL/Breast, Newcastle 
Gill Starkey, Lead Cancer Nurse, Northumbria 
Caron Woodward, Lead Cancer Nurse, Co Durham & Darlington 
Michelle Wren, Network Delivery Facilitator, NESCN 
 




RBY 
MC 
BC 




 
AF 
JM 
MM 
TO 
GS 
CW 
MW 




In 
Attendance 




Andy Lloyd, Head of Communication, Fresh 
Kate Kendell, Psychology Lead, NESCN 
Susanna Young, Network Admin & Support Officer, NESCN 
 




AL 
KK 
SY 




Apologies: Name: Initials 




 Joanne Atkinson, Northumbria University 
Andrea Clark, Director of Patient Services, Teesside Hospice 
Kirsty Curran, Assistant Clinical Business Manager, St Benedict’s 
Hospice 
Elizabeth Price, Lead Nurse, South Tees 
Helen Roe, Consultant Cancer Nurse, North Cumbria 
 




JA 
AC 
KC 




 
EP 
HR 




MINUTES 




1. INTRODUCTION Lead Enclosure 




 1.1 Welcome and Apologies    




  AF welcomed all to the meeting and apologies were 
noted as above.  Introductions were made. 
 




  




 1.2 Declaration of Interest   




  None made. 
 




  




 1.3 Minutes of the previous meeting   




  The minutes were agreed at the previous meeting.  
Attached for information only. 
 




 Enc 1 




 1.4 Matters arising   




   Network Patient Experience Survey 
The Cancer of Unknown Primary Questionnaire has 
been agreed and is now available for use. 
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   Network Conference 
Good feedback from the conference has been received 
and It is intended that a similar event will be run again 
next year.  Discussions are being held regarding 
changing the format of the event to have a combined 
event in the morning then splitting into specialities in 
the afternoon. 
 




  




   Peer review 
AF informed the group that CUP will be assessed this 
year. Notifications have been sent out and this will be 
done around June next year. Any other teams requiring 
visits will be notified by November and will be added to 
dates already set. 
 




  




2. AGENDA ITEMS   




 2.1 Fresh Tobacco control campaign plans and 
engaging clinical networks 




  




  Andy Lloyd from Fresh presented on the new Tobacco 
Control Campaign for 2016 which is based on an 
Australian campaign highlighting the 16 Cancers. Local 
research including focus groups has supported the use 
of the campaign here.  
 
AL asked the group for local case studies that can be 
used as part of the campaign. Any potential cases can 
be sent to AL at andy.lloyd@freshne.com 
 
The group discussed a number of topics including the 
availability of local stop smoking services, the illegal 
tobacco trade and the possibility of linking stop 
smoking and Fresh services with the Health and 
Wellbeing events that are now increasing in number. 
 
AF agreed to forward AL’s details on to Julie Owen’s, 
Network lead on the Prevention and Early diagnosis. 
 




 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 




AF 




 




 2.2 Psychology Questionnaire   




  KK gave the background to the psychology 
questionnaire (attached). A previous baseline 
questionnaire some time ago had given valuable data 
on the use of psychological support for cancer patients 
across the region. KK reported that it is intended to use 
this updated version to increase understanding of how 
psychology support is currently being offered to 
patients. The questionnaire has been piloted within the 
Thyroid service and it has been found to be useful and 




 
 
 
 
 
 
 
 
 




Enc 2 
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informative.  
 
It was noted that the questionnaire would need 
approval for each organisation prior to use however as 
it is agreed by the network this should be a quick 
process. Concern was raised that there is a potential 
for duplication due to the similarities in questions 
currently being asked in holistic assessment audits 
within services.  It was suggested that HNA be 
included in the psychology questionnaire.  
 
It was agreed that the questionnaire should be 
undertaken locally and the results of this and the HNA 
audits to be shared with the Network psychology 
group. It is hoped this will give a more up to date 
picture of psychology services. 
 
The questionnaire will be sent out the group for use 
and any comments and results to be shared with KK. 
 




 
 
 
 
 
 
 
KK 
 
 
 
 
 
 
 
 
 
AF/SY 




 2.3 Cancer Strategy   




  This has now been published and the group discussed 
some of the content specifically in relation to the role of 
the CNS, patient experience and survivorship. 
 
AF updated the group on NHSE response to this 
independently produced report and outlined how this 
will be taken forward as 6/7 work streams with an 
identified senior lead. 
 
AF noted that some of the items that are high on the 
agenda are diagnostics, commissioning pathway and 
cancer alliances. 
 
The next Cancer Steering Group will be an extended 
meeting to focus on the strategy and AF asked if one 
or two nurses would be happy to represent nursing. AF 
will contact to invite. The network team are currently 
rag rating the strategy document to consider what is in 
the current work plan, what is not in the work plan and 
should be etc. This will form the basis of the steering 
group meeting  
 




 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
AF 




 




 2.4 Cancer Waits   




  The network has been asked to have an oversight on 
the organisations implementation plans to achieve the 
targets. This will be discussed further with Cancer Unit 
Managers. 
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AF informed the group that this is high on the national 
agenda.  Locally the network is feeding into CCG 
discussions and the North region taskforce group. 
 




 2.5 Nursing and AHP Conference   




  AF has had discussions with Macmillan regarding 
funding however this may require a specific Macmillan 
bid. The group agreed that the last format was good 
and agreed to use the strategy 6 priorities as a basis 
for this years.  
 
AF agreed to set up a teleconference to discuss further 
and a draft agenda will be available for this. 
 




 
 
 
 
 
 
AF 




 




3. STANDING ITEMS   




 3.1 Update Reports   




   PPI 
BC provided an update to the group regarding patient 
and public involvement.  Report attached. 
 
 




 Enc 3 




   Survivorship 
AF provided an update regarding survivorship noting 
the Providing Cancer Health and Wellbeing Event is 
scheduled for Friday 18 September at Waterfront 4, 
Newburn. Report Attached. 
 
AF informed the group that MC has now left and the 
Network will be submitting a bid for further funding of 
this project but with changes to how it is lead. An 
interim solution has been agreed with Karen Roberts 
doing one day a week.  
 




 Enc 4 




   Nursing Workforce 
The group discussed the 2014 CNS report by 
Macmillan. AF will be meeting with Macmillan to 
discuss implications for the local workforce and to 
consider any solutions. 




 




  




 3.2 Any Other Business    




  Willowburn Hospice are advertising for a nurse clinical 
leadership role. 




  




   Goodbye and Good Luck 
The group thanked Gill Starkey for her contributions to 
the Network and wished her well as she leaves at the 
end of the week.  Amanda Walshe has been appointed 
to replace Gill. 
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The group also thanked Jane Beveridge who has left 
between the last meeting and today’s meeting.  
 




   Radiotherapy 
MC reminded the group that introduction to 
radiotherapy sessions are still being ran in 
Middlesbrough for new CNS posts holders and MC 
also has links with the Newcastle service. 
 




  




 3.3 Date and Time of Next meeting   




  7 December 2015, 1000 - 1200 at Evolve.   




4. MEETING CLOSE   




  AF closed the meeting   




 




















 





1 
 





 
Meeting: Senior Nurse and Education Workforce Group 
Date: 11 May 2015 
Time: 10 – 12 noon 
Venue: Evolve Business Centre 
  
Present:  Name: Initials
 Tess Craig, Macmillan Clinical Nurse Specialist, South Tees 





Alison Featherstone (Chair), Cancer Network Manager, NESCN 
Jackie Melrose, Cancer Modernisation Nurse, Gateshead 
Michelle Muir, Lead Nurse Palliative Care, Newcastle 
Brigid Purcell, Lead Nurse End of Life Care, Newcastle 
Gill Starkey, Lead Cancer Nurse, Northumbria 
Caron Woodward, Lead Cancer Nurse, Co Durham & Darlington 
 





TC 
AF 
JM 
MM 
BP 
GS 
CW 





 
In 
Attendance 





Mathew Crowther, Survivorship Project Manager, NESCN 
Helen Douglas, Network Admin & Support Officer, NHS England 
 





MC 
HD 





Apologies: Name: Initials
 Joanne Atkinson, Northumbria University 





Jane Beveridge, Lead Cancer Nurse, Newcastle 
Andrea Clark, Director of Patient Services, Teesside Hospice 
Kirsty Curran, Assistant Clinical Business Manager, St Benedict’s 
Hospice 
Angela Egdell, Director of Care Services, St Oswald’s Hospice 
Nicky Hand, Lead Cancer Nurse, South Tees 
Jan Harley, Lead Cancer Nurse, North Tees and Hartlepool 
Karen Hutton, Operational Services Manager, Northumbria 
Karen Robinson, Clinical Nurse Specialist, Northumbria 
Gail White, Education Lead, St Benedict’s Hospice 





JA 
JB 
AC 
KC 





 
AE 
NH 
JH 
KH 
KR 
GW 





MINUTES 
1. INTRODUCTION Lead Enclosure 
 1.1 Welcome and Apologies    
  AF welcomed all to the meeting and apologies were 





noted as above.  Introductions were made. 
 





  





 1.2 Declaration of Interest   
  None made. 





 
 





  





 1.3 Minutes of the previous meeting   
  For information only. 





 
  





 1.4 Matters arising   
   Research leaflet 





The research leaflet was forwarded to members 
following the last meeting.  AF discussed the 
comments received.  Some changes were suggested 
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and the group agreed these.  The document will be 
published on the website where it will be available for 
use. 
 





 
AF 





   Network patient experience survey 
AF discussed patient experience surveys for groups 
with small number of patients.  She informed the group 
that a network CUP patient survey has been agreed. 
 
The group discussed the survey which has been 
prepared by the Psychology Group.  KK has been 
invited to the meeting in September to discuss this.  
The draft survey will be sent out with the agenda for 
this meeting. 
 





  





   Wigs 
JM informed the group that a procurement process is 
due to start. 
 
It was agreed that this should be removed from this 
agenda. 
 





  





2. AGENDA ITEMS   
 2.1 Survivorship   
  MC gave an update; the treatment summary is being 





piloted.  The first pilot was the breast which finished on 
1 April.  Feedback from patients was positive.  Staff 
noted that the document took a long time to complete.  
Discussions have taken place and a revised form is 
being piloted.   
 
The next specialties to pilot will be haematology then 
colorectal then gynae oncology.  Further workshops 
are planned for thyroid, lung and head and neck after 
which it is hoped to pilot the summary for 3 months in 
these specialties. 
 
The group discussed health and wellbeing events and 
how these could be planned and run.  The network has 
produced a “how to” pack which has been published on 
the NESCN website.  It was thought that it would be 
useful to run an event including third sector and 
commissioners to discuss models of wellbeing events.  
MC will produce an agenda which will be forwarded to 
the group for comments. 
 
AF noted that survivorship is part of the new national 
priorities for the network. 
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 2.2 Events   
   Network conference 





The NESCN conference takes place on Friday 15 May 
2015 at the Stadium of Light. 
 





  





   Nursing and AHP conference 2016 
The group discussed the feedback from the previous 
conference and suggested that the conference in 2016 
should go ahead.  The group agreed that the theme 
should be patient experience and that a planning 
committee should be formed.  Members agreed the 
week beginning 11 April 2016 on a day to be 
confirmed.   
 





 
 
 
 





 
AF 





 





 2.3 Peer Review   
  Validated self-assessments are taking place in 2015/16 





for some specialties.  Haematology will be externally 
assessed. 
 





  





 2.4 62 day targets   
  AF informed the group that there was a network event 





in February.  From this, work is ongoing regarding 
pathways.  Roy McLachlan is part of the national 
taskforce.  A new northern taskforce is due to meet 
soon which AF will be part of.  
 
Members agreed that this should be a standing item on 
this agenda. 
 





  





 2.5 NCPC update   
  GW has tendered apologies for this meeting.  





Members agreed that this should be taken off this 
agenda as it will be discussed at the Palliative and End 
of Life Care Group.  
 





  





 2.6 Sharing good practice   
  AF informed members that Jane Beveridge is leaving 





her post at Newcastle.  The vacancy has been 
advertised. 
 
GS is leaving her post in September.  The vacancy is 
likely to be advertised shortly. 
 
Newcastle; A patient experience role has been 
advertised.  A vacancy for lead nurse end of life has 
been advertised.  Work is ongoing with the end of life 
support workers.  Feedback from patients and carers 
and staff has been really positive.  There has been 
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positive feedback regarding the chemotherapy 
outreach service. 
 
Gateshead; a new end of life video has been produced 
which is to be shared across the network.  A palliative 
care consultant post has been advertised.  It is “care of 
the dying month” at the QE with market places taking 
place. 
 
South Tees; 6 month pilot of out of hours palliative care 
is coming to an end soon.  Evaluation will take place 
and a report produced. 
 
County Durham and Darlington; two acute oncology 
nurses and admin support have been advertised. Two 
Macmillan discharge facilitators have been appointed.   
A project manager for 6 months to look at the 
Macmillan Information Centres and the services they 
provide.  An 18 month project looking at survivorship is 
planned.  A development meeting for nurse specialists 
is planned looking at producing core standards in 
areas such as health and wellbeing, living with, health 
needs assessments. 
 





 2.7 Patient and Carer update   
  AF informed the group that Barbara Convery is 





continuing her work with the patient and carer groups. 
 





  





3. STANDING ITEMS   
 3.1 Any Other Business   
  Cancer Strategy:  AF discussed the “listening 





exercises” which have taken place and are intended to 
influence the five year cancer strategy.  An early report 
is expected in July. 
 
Risk register:  the group discussed the risk register. 
 





  





 3.2 Next meeting   
  14 September 2015, 10 am, Evolve Business Centre, 





Houghton le Spring, DH4 5QY 
 





  





 3.3 Ratification of Minutes   
  The group reviewed the minutes and agreed them as a 





true record of the meeting. 
 





  





4. MEETING CLOSE   
  AF closed the meeting   
 























Enc 3 





 





Macmillan Survivorship and Follow-up Project  
 
Project overview and objectives 
This is a two year Macmillan-funded project which aims to support organisations across the Network 
to deliver the Cancer Recovery Package and implement a stratified approach to the follow-up of 
common cancers.  
 
The specific objectives of the project were largely defined by the outputs of the Network’s survivorship 
and follow-up fast focus event in November 2014.  
 
These are: 
 





- Develop site-specific treatment summary documentation. 
- Amend NSSG standard pathways to reflect the requirement to provide the Cancer Recovery 





Package and stratify follow-up activity where appropriate.  
- Engage with commissioners to ensure that changes to follow-up are funded properly. 
- Continue to support and promote local initiatives across the Network. 
-  





Progress to date 
Scoping 
The Network had previously done some work on the cancer recovery package in 2012-13.  At the 
start of this project we did not know what work had been undertaken around survivorship in each of 
the trusts and what the priorities of individual provider and commissioner organisations were. The first 
six months of the project were largely given over to scoping out current pathways and provision 
across all trusts and all cancer sites, with particular emphasis being given to those tumours groups 
who are most likely to benefit from a stratified approach to follow-up.  
 
Initiation 
The initial project bid envisaged twelve months scoping and initiation followed by a twelve month 
period in which stratified pathways could be implemented and evaluated. In order to launch this work 
we organised a Survivorship Fast Focus Event to bring together clinicians, commissioners and third 
sector representatives, to identify how the cancer recovery package and stratified follow-up could be 
rolled out in each locality.  A survivorship project board was also formed in June 2014 to oversee the 
delivery of this work.  
 
The event featured presentations from three hospitals in other parts of the country which had 
successfully stratified follow-up for breast, prostate and colorectal patients. Delegates were then 
asked to break into locality-based groups to plan out how similar outcomes could be delivered locally 
and what the Network’s priorities should be going forward.   
 
These were identified as being: 
 





- Develop site-specific treatment summary documentation. 
- Amend NSSG standard pathways to reflect the requirement to provide the Cancer Recovery 





Package and stratify follow-up activity where appropriate.  
- Engage with commissioners to ensure that changes to follow-up are funded properly. 
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- Continue to support and promote local initiatives across the Network. 
- Develop a system to support local care planning / signposting 





 
This effectively changed the scope of the project to one which focused on supporting the delivery of 
the cancer recovery package and general advocacy / information sharing.  
 
Progress with workstreams: 





- Develop site-specific treatment summary documentation see pilot sites below. 
 





 





Tumour site Pilot site 
agreed 





Start 
Date 





End 
date 





Docs 
sent 





Results to NSSG Comments 





Breast 
1st Pilot 





The Friarage 
1st Jan 
2015 





31st 
March 
2015 





Yes 
Thursday 5th 
November 2015  
Evolve 2pm – 4pm 





 





North Tees  





Darlington  





Breast 
2nd Pilot 





The Friarage 
1st May 
2015 





31st July 
2015 





   





 





Northumbria  





Darlington  





North Tees 1st June 
2015 





31st Aug 
2015 





 





 





Colorectal Gateshead 1st May 
2015 





31st July 
2015 





  Staff shortages 
disrupted 
implementation .Try  1st 
June 





 South Tees 1st May 
2015 





31st July 
2015 





   





 Cumbria     Agreed to pilot but 
failed to respond to 
follow up 





 





Haematology Newcastle withdrew   Thursday 12th Nov 15 
Evolve                               
9am – 11am 





 





Durham 1st June 
2015 





31st Aug 
2015 





  





North Tees 1st June 
2015 





31st Aug 
2015 





  





 





Gynae-
oncology 





Northumbria 1st Sept 
2015 





30th Nov 
2015 





Yes   





 Gateshead 1st Sept 
2015 





30th Nov 
2015 





Yes   





 Cumbria 1st Sept 
2015 





30th Nov 
2015 





Yes   





 





Lung North Tees 1st Oct 
2015 





31st Dec 
2015 





Yes   





 Cumbria withdrew     





 Northumbria tbc     
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- Amend NSSG standard pathways to reflect the requirement to provide the Cancer Recovery 
Package and stratify follow-up activity where appropriate – Work on stratification was paused 
until such time as there was a change in local or national policy which would result in greater 
engagement from trusts and/or commissioners. 





 





- Engage with commissioners - Engaging commissioners in the survivorship agenda has been 
challenging. The majority do not see changes to the follow-up pathway as a particularly urgent 
priority and some also have concerns about destabilising the finances of their provider trusts.  





 
We have developed the following as part of the Network project: 





- Commissioning for Survivorship toolkit. A statistical modelling tool which helps commissioners 
to understand the potential implications of stratifying follow-up activity. This has been shared 
with all CCG cancer leads and we did some more detailed work with Northumberland and 
Newcastle 





- Example CQUINs and service specifications to support the commissioning of the cancer 
recovery package and stratified pathways of follow-up. 





 





Promote survivorship agenda and share best practice 
 





During 2014 we set up a survivorship project leads forum as an attempt to share learning and foster 
interest in the subject. These meetings usually involved guest speakers and a chance to look at what 
others were doing around the Network.  
 
Unfortunately, as a great many of the local leads were also clinical staff, it became increasingly 
difficult to secure sufficient levels of attendance at these meetings to make them worthwhile and 
ultimately we decided to wind them up.  
 
Aside from circulating learning acquired from earlier implementers outside the Network and regular 
updates at the Cancer Locality Groups and NSSGs, we have also decided to host another Network-
wide event which will take place on Friday 18th September 2015 at Waterfront 4. 
 
This is a half-day seminar on the provision of health and wellbeing events for cancer patients. The 
focus will be on the different models of the provision and the practicalities of planning and delivering 
these events in a sustainable fashion.  
 
Supporting local care planning and signposting 
 





This was identified as a Network priority at the FFE in November 2014. However we strongly feel that 
trusts have to take responsibility for mapping their own local services and there is insufficient 
resource within the Network to manage a region-wide service directory. 
 
In order to try and address the issue, we have done some work with North Tyneside CCG on this. 





 
Next steps 
 





The immediate priorities for the next 6 months will be: 
 





- Treatment summaries: 





 Offer remaining NSSGs the opportunity to develop one 





 Reporting back to NSSGs who have already piloted them and encouraging wider adoption 
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 Keeping in regular contact with pilot sites to try and ensure that commitment to pilot is 
maintained 





 Health and wellbeing events: 





 Actions arising from the Network seminar on 18th September 2015. 





 Supporting local initiatives: 





 Further work with Northumbria on breast and prostate pathways, Newcastle on prostate 
and South Tees on colorectal, to see what learning can be shared. 





 
This list of priorities may change following the publication of the national cancer strategy (see below) 
and the 2016-17 CCG outcomes framework, which it is hoped will include requirements to 
commission the recovery package as part of the standard pathway.  





 
 
National Cancer Strategy 
National cancer strategy has been published. It states that NHS England will: 





- Develop a guideline for a minimum service specification which will include the provision of: 





- HNA 





 End of treatment summary 





 Facilities to guarantee rapid re-entry to secondary care in the event of recurrence 





 GP cancer care review 





 Access to formal education and support programme to prepare the patient for transition 





to supported self-management 





Signposting to rehabilitation, work and financial support services 





- All providers are incentivised to start implementing stratified pathways of follow-up care. This 





will initially begin for breast patients and will ideally include prostate and colorectal cancers. 





- Development of local, publically-accessible, directories of services to enable self-directed care 





planning.  





Phased introduction over the next five years with changes to commissioning frameworks probably 
coming into effect from 2016-17 onwards.   
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Name of place providing this questionnaire: _______________________________ 
 





Emotional Support for Patients and Carers 
 





The Northern England cancer network would like to find out about patients experience of emotional 





support during their cancer care.  NICE (1) guidance recognises that psychological distress is 





common among people affected by cancer and is an understandable and natural response to a 





traumatic and threatening situation.  Psychological distress can range from mild sadness or worry 





to severe psychological symptoms that interfere in a person’s ability to manage on a daily basis.  





NICE recommends different levels of professional support depending on the severity of the distress 





and the needs of the patient or carer:  





  





Level 1  All staff directly responsible for patient care should offer patients general emotional 





support based on skilled communication, effective provision of information, courtesy and respect. 





Level 2 Trained health care professionals, such as specialist nurses, should ask patients and 





carers about their worries, concerns and feelings and listen well.  This may lead to help with 





solving/addressing some problems or referral onto other services for specialist psychological 





support. 





Level 3 & 4 Patients and carers found to have significant levels of psychological distress should be 





offered prompt referral to services able to provide specialist psychological care (e.g. counsellor, 





cognitive therapist, clinical psychologist, psychiatrist). 





 





Please help us to monitor how well we are applying the NICE guidance by answering the 
questions below:   





 
Participation is voluntary and no patient will be identified in the results. If you do not 





wish to take part, this will in no way affect the care that you receive. 
 





 
      I am the patient                  I am filling this in on behalf of a patient 
 
 





Sex (please tick):  Male   Female 
 
Age: ……………………………… 
 
Diagnosis……………………….…………………………………………………… 
 
Date or year of diagnosis………………………………………………………….. 





 
(1) NICE – National Institute for Health and Care Excellence – provides national guidance and advice, 
based on the best evidence, to improve health and social care. 
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We realise that people get treatment in different places. Please answer the questions in 
relation to the service that has asked you to complete the questionnaire. 





  
1. Cancer can affect a person’s life in many ways.  Since your cancer diagnosis have 
you experienced any of the problems listed below?  
 
Please tick all answers that apply: 
Worry, fear or anxiety  Loneliness or isolation  





Anger or frustration  Relationship problems  





Sexual concerns  Alcohol or drug related problems  





Body image/appearance  Spiritual / religious concerns  





Social problems: e.g. work, housing, 
finances 





 Other (Please state): _________  





Depression  None of the above  





Comments:____________________________________________________________ 
______________________________________________________________________ 
 
2.   Did you get the opportunity to let health professionals involved in your care know 
about any of these problems (e.g. in person, via telephone or questionnaire):  
 
Yes   No   Not applicable  
 
If yes, which one(s) (please tick all that apply) 
Worry, fear or anxiety  Depression  





Anger or frustration  Loneliness or isolation  
Sexual concerns  Relationship problems  





Body image/appearance  Alcohol or drug related problems  
Social problems: e.g. work, housing, finances  Spiritual / religious concerns  





Other: 





Comments: ___________________________________________________________ 
_____________________________________________________________________ 
 
3.  Emotional support can be given in different ways.  From the options below please 
put a tick next to any of the different types of emotional support you have 
experienced throughout your cancer care.   
 
Please tick all that apply: 





Good communication  Referral to Psychiatrist  





Helpful information (written or verbal)  Listened to and understood  





Referral/sign posting to voluntary organisations,  
e.g. Macmillan Support & Information Centre, 
Macmillan Benefits Advice, Maggies Centre 





 
Asked about my worries, concerns 
and feelings 





 





Referral to Cognitive Therapist  Other (please state): _____________  





Referral to a Clinical Psychologist  
I have Not received any emotional 
support throughout my cancer care 





 





Help to solve or address problems  
I was offered support but I didn’t 
need/want it  





 





Courtesy and Respect  





Comments: ___________________________________________________________ 
_____________________________________________________________________ 



















 





Page 3 of 5 





Strongly 
agree 





Strongly 
disagree 





Strongly 
agree 





Strongly 
disagree 





Strongly 
disagree Strongly 





agree 





4.  When were you offered emotional support? 
 
Please tick all that apply: 





At diagnosis   During follow-up  





Before treatment   At point of discharge   





During treatment   Other (please state): ____________  





At the end of treatment   I was not offered support  





 
Comments: ___________________________________________________________ 
______________________________________________________________________ 
 
5.  Emotional support can be provided by different members of staff. Who gave you 
emotional support?  
 
Please tick all answers that apply: 





Cancer Doctor   Counsellor  





Cancer Nurse Specialist   Palliative Care Doctor  





Clinical Psychologist  Palliative Care Nurse    





Healthcare Assistant  Macmillan Advice & Information Centre  





GP  Other voluntary services  





Cognitive Therapist  
A healthcare professional – Not sure of 
title 





 





Psychiatrist  Other (Please state):  





Ward Nurse  I was not offered support  





District/Practice Nurse  I was offered support but declined it  





 
 





Support from your Health Care Professionals 





 
 





6.  Using the scales below, please rate the extent to which you agree with the 
following statements: 
 
a)  I was able to tell the health care professionals about my emotional concerns. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
b)  My emotional concerns were understood by the health care professionals. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
c)  I was given enough emotional support by the health care professionals.  
 
  0 1 2 3 4 5 6 7 8 9 10    
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Strongly 
disagree 





Strongly 
agree 





 
d)  The emotional support I received by the health care professionals was helpful. 
 
  0 1 2 3 4 5 6 7 8 9 10    
 
 
7.  What was most helpful about the emotional support you received? 
 





 





 





 
 





 
8. Was anything unhelpful about the emotional support you received? 
 





 





 





 





 





 
9. What would have improved your experience of emotional support? 
 





 





 





 





 





   





Support FOR your family and carers 





 
10.   Was emotional support offered to your family and/or carers? 
Yes   No    Not applicable 
 
If yes, what support were they offered? (It would also be helpful to know where the support 
was offered and who by and at which stage of your treatment).  
 





 





 





 





 





 
If no, is there any support that your family and/or carers would have liked? (Please state). 
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A great deal 
of support  





No 
Support at 





all at all  





Completely 
met my needs   





Met none 
of my 
needs  





Not 
important 





at all  





Extremely 
important  





Support FROM family & friends 





 
11. It is well known that emotional support from family & friends can help patients cope with 
cancer. Please rate your answer to the following questions:  





 
a) To what extent were you given emotional support from your family and friends?  





 
 
     0 1 2 3 4 5 6 7 8 9 10   
 
 





b) To what extent did the amount of support given to you by your family and friends meet 
your emotional needs? 





 
 
     0 1 2 3 4 5 6 7 8 9 10   
 





 
 





c) How important do you think it is to have support from health professionals in addition 
from your family & friends?  
 
 





     0 1 2 3 4 5 6 7 8 9 10   
 





 





 
12. Any other comments? 
 





 





 





 





 





 





 
 





 
Thank you very much for taking the time to complete this questionnaire. 





 
 
 
 
 
 
 
 
 





Compiled by Juliana Moratelli & Kate Kendell, in collaboration with Cancer Network 
Psychological Health sub group (November 2014). 
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Enc 2 





 





Lead Cancer Nurses Agenda Item  





 





Macmillan Patient Experience Project Update 





A scoping exercise was conducted earlier in the year. The findings show that  





Lead Cancer Nurses 





 Not all LCN roles are the same  





 All LCN’s report the CPES results to their Trusts 





 Most but not all triangulate results with “in house” surveys and not all Trusts 





carry out cancer specific “in house” surveys 





 5 LCN’s attend their Cancer Service User Groups. 3 have long established 





links and another 2 have established links more recently 





 Gateshead, South Tyneside and Newcastle do not have cancer specific user 





groups 





 Most LCN’s are aware of some but not all support groups in their areas 





 





Local Cancer Service User Groups (LCSUG’s) 





• There are currently 6  Local User Group’s some have been established for a 





number of years, some have merged and some have recently formed 





• Work plans tend to be driven by local issues raised by members or support 





groups and issues arising from Peer Review many members are involved in 





Peer Review 





• Generally speaking the more established groups are less likely to have plans 





driven by CPES 





 





Support Groups 





• Some are well established some dissolve after a period of time   





• Those spoken to  felt able to contact their CNS’s  





• A minority of support groups are facilitated by CNS’s 





• A few Trust’s provide  meeting space for support groups 





• Most Local User Groups know of some support groups but generally feel links 





could be stronger 





 





Methods of gaining patient insight 





It is notable that improving patient experience and working with patients is one of the 





‘golden threads’ of the report of the Independent Cancer Taskforce Achieving World-





Class Cancer Outcomes A Strategy for England 2015 – 2020.One of the six priorities 





is to Establish patient experience as being on a par with clinical effectiveness – 
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Focused on communications with patients using digital technologies - giving access 





to test results and other communications. Systematising access to Clinical Nurse 





Specialists (CNS) or a key worker. Developing patient experience metrics and 





holding providers and commissioners accountable. 





 





 
The scoping exercise identified that  





• The use of the CPES and patient representation at meetings is the only 





uniform or consistent approach across the region 





• Some but not all Trusts use “in house” surveys 





• These may or may not clearly identify cancer patients or may or may not be 





used to triangulate the CPES survey results 





• Some Trusts have site specific surveys for some but not all tumour sites 





• There is little evidence of in depth interviews or experience based design, to 





inform commissioning or use of feedback tools or use of social media 





• There is some evidence that patient stories are used within some Trusts and 





Cancer Locality Groups 





Sustainability 





All LCSUG’s have strategic aims of ensuring that patient and user’s voice is heard 





and informs service delivery. The characteristics of a “go to group” from a health 





professional’s view have been identified as  





 Credibility 





 “Legitimacy to speak”  





 Ability to give new information in an informative way  





 Can constructively challenge  





 Authority or status to do so 
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LCSUG’s have concerns about sustainability and identified the following as 





characteristics of a sustainable group 





 Strong foundations – governance including financial security, good 





recruitment, communications and engagement 





 Access to “tools” to  help with recruitment, digital and social marketing access 





data   





 Having the right skills sets to  represent and influence services and 





commissioners 





 





The elements identified have been incorporated into the framework below.  





 
 





The project next steps  





 Testing the model in practice to identify if it is of practical value to LCSUGs 





 Use the model to assess the development and support needs of the LCSUGs 





across the region 





 Development of a self-assessment tool kit to be used by the groups in the 





future 





 





It should be acknowledged that some common needs have already been expressed 





and work should continue to  





• Develop a “Local User Group Management Toolbox” 





• Hold foundation strategies and plans master classes 





• Develop workshops for social media and social marketing tools 





 





Strategic Goals Operational goals (Work Plan) Communication 





Strategy 





Access to multiple 
data sets 





 





Project 
management tools 





Recruitment 
tools 





 





Digital Social marketing 





Interactional 
experience 





 





Flexibility to 
respond 





 





Public  
presentation 





 





Challenge 
Contribute knowledge 
considered valid and 





relevant 





 





Status Legitimacy to speak 





Recruitment Strategy Governance 





Accountability Ability to influence 





C
O





M
P





ET
EN





C
IE





S 





 





SK
IL





LS
 





 





TO
O





LS
 





 





FO
U





N
D





A
TI





O
N





S 
 





CREDIBILITY 





 





Training / 
mentoring 





 





Consultation 
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Action 





The reports have been shared with Macmillan Project Board, the Network Service 





Users Partnership Board and the LCSUG’s and the actions for the next steps have 





been agreed. 





Lead Cancer Nurses are asked to consider how they create the opportunities for 





service users to become engaged and what methods they could use to gain patient 





insight. 





  














