
  

 

 

Meeting: Senior Nurse and Education Workforce Group 

Date: 7 December 2015 

Time: 10:00 – 12:00 

Venue: Evolve Business Centre, Houghton le Spring 

AGENDA 

1. INTRODUCTION Lead Enclosure 

 1.1 Welcome and Apologies    

 1.2 Declaration of Interest   

 1.3 Minutes of the previous meeting (14.09.15)  Enc 1 

 1.4 Matters Arising 

 Psychology Questionnaire 

  

2. AGENDA ITEMS 

 2.1 Cancer Steering Group 

 Cancer Strategy 

AF  

 2.2 Nursing and AHP Conference ALL Enc 2 

 2.3 Cancer Waiting Times AF  

 2.4 Nursing Workforce KS/AF  

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

ALL Enc 3 

3. STANDING ITEMS 

 3.1 Update Reports 

 Prevention/Awareness/Early Diagnosis Update 

 

AF 

 

 

Enc 4 

 3.1 Any Other Business   

 3.2 Next Meeting   

4. MEETING CLOSE   

 





Genomics in the North East & North Cumbria: a briefing paper 
 
Paul Brennan, Clinical Lead, North East & North Cumbria Genomic Medicine Centre 
paul.brennan@nuth.nhs.uk 


 
New genomic technologies and knowledge – the ability to incorporate information encoded in DNA 
into clinical practice – is transforming medical practice. For many years this has been a small-scale 
enterprise, largely focussed on rare diseases and delivered by tertiary Genetics Services. This is 
changing rapidly and this paper sets out in summary form some of the activities that will affect you 
over the next few years. 
 
Earlier in 2015, NHS England commissioned a series of NHS Genomic Medicine Centres (confusing 
called GMCs), one of which is hosted by Newcastle Hospitals. As part of the application process, all 
acute Trust Chief Executives signed a letter of support and agreed that their organisations would work 
with the North East & North Cumbria GMC (NE&NC GMC) – effectively as a network or partner 
organisations. 
 


Functions of the NE&NC GMC 
 
100,000 Genomes Project 
 
One key reason for creating a national network of GMCs was to find a way of delivering 100,000 
whole genome sequences (WGSs) into routine clinical practice. The 100,000 Genome Project is 
currently the DoH's largest and most high-profile development and is effectively the world test-case 
for routine introduction of WGS into clinical care pathways.  
 
The Project is divided into 2 work strands: ca. 50,000 ‘rare disease’ genomes (equivalent to ca. 15,000 
families) and 50,000 ‘common cancer’ genomes (25,000 patients and their tumours). NE&NC GMC has 
Rare Disease status (for which I am the Clinical Lead) and is working towards Cancer status (for which 
I hope we will have an oncology lead). Our role is to coordinate recruitment, sample processing, data 
analysis and clinical reporting – no mean feat. At present, recruitment is undertaken by a small team 
of dedicated practitioners, although the goal is to enable clinical teams cross the region to access 
genomic technologies. 
 
One large component of the Project is to introduce WGS into NHS health care, in order to improve 
rare disease diagnosis and detect clinically relevant acquired DNA changes in cancers. However, not 
all patients and families will receive a meaningful result; the second component of the Project is 
therefore the collection of comprehensive clinical and laboratory datasets which, in combination with 
whole genome sequence data, will provide a rich research resource to academic and, potentially, 
commercial organisations. This second component is not an NIHR portfolio research project.  
 
Transformation of the NHS 
 
The GMCs are effectively being tasked with helping NHS organisations prepare for a future 
characterised by genomic technology. Some of this ‘transformation’ is going to be required for 
patients being recruited into the 100,000 Genome Project: for example, retrieval and export of clinical 
data (ideally in electronic form), modification of local tumour pathways to enable rapid DNA 
extraction and processing, ‘up-skilling’ of the NHS workforce. Again, none of these is a simple 
challenge. 
 
In addition to the somewhat artificial environment of the 100,000 Genomes Project, it is now time for 
us as a network of specialities to get to grips with somatic tumour testing (already becoming 
common- place in some tumours); germ-line genetic testing in some cancer patients (e.g. BRCA1/2 
testing in women with ovarian cancer); pharmacogenomics (small scale at present, but set to 
influence prescribing in most specialties; and migration of microbial diagnostics to rapid DNA-based 
systems.  







What happens next? 
 
The NE&NC GMC is a network, not just a team based in Newcastle. My team, which is based in 
Newcastle, will need to develop broad and deep links with all NHS organisations in the region and 
would like to undertake a number of pieces of collaborative work, with approval of each partner 
organisation. The purpose is to understand current ‘readiness’ for genomic medicine and encourage 
the widespread adoption of common systems to facilitate the adoption of genomic technologies 
across the region. 
 
Some of the areas we will need to explore include: 
 


 local clinical and laboratory data systems and their ability to export data to a common format. 


 coding systems being used in clinical data systems (e.g. SNOMED CT) 


 local laboratories’ progress towards common ISO standards 


 local adoption of GS1 bar-coded laboratory systems 


 identification of key areas where genomics is likely to impact now and in the future 


 workforce skills needs assessment  
 
Importantly, if we can see ourselves as a network, we have the opportunity to share information, to 
find out what works well, and perhaps what doesn’t. We need to work together to prepare ourselves 
for the inevitable changes in clinical practice that genomics will offer. 
 
So, watch this space: we will be in touch soon to discuss ways in which we can work together with 
your organisations and specialties, and we are very interested to hear you comments, questions or 
concerns. 
 


November 2015 








          


 


 
 


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


Date and Venue tbc  
Achieving World Class Cancer Outcomes   


Programme 


09.00 
 


Registration Tea/coffee 


9.15 
 


Welcome and Introductions to the format of the day 
 


Alison Featherstone 
Network Manager  


9.20 
 Achieving World Class Cancer Outcomes  


A Strategy for England   
 


Dr Tony Branson 
Clinical Director  
NECN  


9.40 


Prevention Awareness and Early Diagnosis  


 ACE – LD 


 RCGP audit 


 AN Other ACE 
 
QUESTIONS 


Chair  
Julie Owens  
 


10.20 Coffee Break 


10.50 
 
 


Patient Experience  


 Shared Decision Making (rec 56) ?? Richard 
Thomson’s team  


 Any examples of use in practice - Prostate 


 Role of CNS support worker? 
 
QUESTIONS 


Chair: 
? Barbra Convery  
Network Involvement 
Lead 
 


 
11.30 
 
 


Living with and Beyond  


 Patient Story (from prostate event) 


 Health and well being events- ? Maggies 


 South Tees work programme ?? Claire 
(psychologist) 


 Network project update – Karen Roberts  
 


QUESTIONS 


Chair: 
? Karen Roberts 
Network Survivorship 
Lead,  
 


12.20 Lunch and Networking 


 
13.15 
 
 


Deliver a High Quality Modern Service 


 National review of Rehab ?? Who ask Sonia / 
Adrienne 


 Cancer Research ?? Penny or Ann Lennard 


 Genetics ?? Paul Brennan 
 
QUESTIONS 


 Chair: 
 TBC  


 
14.00 
 


The Cancer Workforce 
 


Facilitator : 
Alison 


14.30  Coffee Break 


 
15.00 
 


The Cancer Workforce Continued  
 
Alison  


15.20 – 
15.30 


Closing remarks 
 







 


 


 








1 
 


Prevention, awareness and early diagnosis update for cancer unit managers 


1 Introduction 


The main focus for this part of the network’s programme is the Cancer in the Community group. Led 


by the Macmillan GPs, this group meets bi-monthly and provides guidance and advice to GPs across 


the network, working with key partners such as local authority public health teams, acute trusts and 


the third sector. Cancer Research UK and Macmillan representatives, patient representatives and 


other campaigning organisations are also members: patient experience is an integral part of the 


work programme. The programme has been wide-ranging since the award of Department of Health, 


Macmillan and CRUK funding in 2014, and we have made progress in many areas, such as: 


 Primary care education programme 


 Development of resources for social care practitioners 


 RCGP audits and SEA analysis 


 Be Clear on Cancer campaigns 


 CRUK facilitators 


 Emergency presentations audit 


 ACE programme 


 Locality groups/locality updates/PLT sessions 


 Updating NICE referral guidelines 


 Safety-netting information 


 Cancer strategy (new!). 


2 Work programme summary 


 Primary care education programme – this developed following consultation with the 
Macmillan GPs. We invested in GP training by GP-Update, and in pharmacy training 
led by Manchester University’s Centre for Professional Pharmacy Education (CPPE). 
The courses covered pathways of the main cancers, signs and symptoms, referral 
decision-making and processes and NICE clinical guidelines. They offered GPs and 
pharmacists the opportunity to develop an individual practice action plan. A number 
of free training resources have also been identified such as doctors.org, RCGP and 
Macmillan resources hubs and these have been publicised across the network. 
 


 Development of cancer awareness resources for social care practitioners – this part 
of the programme consisted of working groups across the network with the aim of 
enabling social care practitioners in the community, in nursing homes and informal 
carers to improve awareness of signs and symptoms of cancer and equipping them 
with skills and confidence to contact GPs.   Practitioners and carers were guided to 
support individuals also to participate in screening programmes, and help service 
users to seek early help.  The project groups focussed on a range of more vulnerable 
groups such as people with learning disability, older, frail people and those with 
sensory impairment. Additionally we have collaborated with the Greater 
Manchester, Lancashire and South Cumbria clinical network to update the cancer 
resources toolkit – a web-based tool for use by health and social care practitioners. 
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 Royal College of General Practitioner (RCGP) Audits and Significant Event Analysis 
(SEA) in primary care: a number of localities have undertaken RCGP and SEA 
exercises. The purpose of these exercises is to examine case notes using the national 
templates developed by the RCGP, seeking to improve performance by looking at a 
range of indicators such as the number of visits made by patients prior to referral for 
diagnostic tests. SEA is used specifically to understand the underlying situation in 
case histories where process, outcomes and/or patient experience have shown 
delays, and the objective is to learn where practice can change. The last national 
audit was in 2010, and there will be a further national exercise in 2016. In the 
meantime, localities will continue to collect and analyse data. The audit undertaken 
in Cumbria was published in a poster presentation at the RCGP conference. 
 


 Be Clear on Cancer Campaigns: the CIC group continues to promote the Be Clear on 
Cancer campaigns, working with Public Health England, and local authority 
communications officers to ensure that GPs and pharmacies, acute trusts, 
community and third sector organisations receive timely information. The national 
and regional campaigns have focussed on major cancers – lung, breast, colorectal, 
urological and oesophogogastric - though CRUK has developed specific information 
on other cancers such as ovarian and prostate, and general information leaflets on 
‘alarm’ symptoms. The next scheduled campaign will be urological – blood in pee – 
commencing in mid-February 2016. Additionally CRUK has invested extra resources 
in promoting uptake of bowel screening in areas of lower uptake. 
 


 CRUK facilitator programme: five primary care facilitators commenced on 1 July 
2015, and are working with lead GPs, and GPs in each locality to support practices in 
their early diagnosis initiatives. This can range from working with practices to 
understand their cancer profiles to producing information and guidance, and 
promoting campaigns. One area of work is with lead GPs in developing safety-netting 
information to enable GPs to explain to patients what to look for and when to return 
urgently for further investigation.  
 


 The emergency presentations project is about to be launched in conjunction with 
South Tees NHS Trust. The work will be located within the integrated cancer care 
programme based at James Cook Hospital and is designed to gain learning and 
insight from lung cancer patients who have received their diagnosis by the 
emergency route. It is well established that patients being diagnosed as emergencies 
have poorer outcomes than patients diagnosed by the 2 week urgent referral 
process, and approximately one third of lung cancer patients present as 
emergencies. It is necessary to find out how we can improve lung cancer survival by 
reducing the proportion of emergency diagnoses. 
 


 


 Locality groups have been an important part of the landscape for awareness 
campaigns and early diagnosis initiatives as well as other parts of the cancer 
pathways. They include CCG commissioners as well as lead clinicians, acute trust and 
patient representatives and other partners. They are important for developing local 
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cancer strategies and action plans, working with lead GPs on updating referral 
guidelines and forms, and trialling new ways of working such as the early diagnosis 
clinic in Gateshead. They have supported conferences and ‘protected learning time’ 
sessions for GPs and other professional staff. 
 


 ACE programme – the Accelerate, Coordinate and Evaluate programme was 
launched as the next stage of the National Awareness and Early Diagnosis Initiative 
(NAEDI), supported by CRUK, Macmillan and the Department of Health in 2015. A 
number of projects across the network are included in the 60 nationally-supported 
initiatives designed to improve earlier detection of cancer. Four are focussed on 
screening uptake, one on an early diagnosis clinic, one is a pharmacy based 
programme and one is an ophthalmology direct referral project. 


o The Learning Disability Network is aiming to increase the numbers of people 
with learning disability participating in screening programmes 


o West Cumbrian GP practices are trialling follow-up messaging to those not 
taking up invitations 


o The ‘pink letter’ scheme in Northumbria follows up non-attenders of cervical 
screening appointments 


o Rapid follow up of non-attenders in Sunderland 
o Pregnant women who have not been screened are being followed up in 


gynaecology in Teesside 
o Healthy living pharmacies are running awareness campaigns and trialling 


direct referrals in Cumbria 
o An early diagnosis clinic is available on the basis of risk assessment in 


Gateshead 
o Ophthalmology referrals on symptom detection in sight tests in 


Middlesbrough/Teesside. 
The ACE programme is being evaluated nationally and learning will be shared – the 


intention is to roll out successful programmes at the end of the project phase. 


 


 A new national cancer strategy – Achieving World Class Cancer Outcomes - was published 


by the national cancer task group in September 2015. It has 96 recommendations for 


change, including proposals to: 


o Reduce delays;  increase direct to test and direct access to diagnostics by GPs 


o Introduce a new 28-day diagnostic timeline to rule in or rule out malignancy 


o Trial a new pathway for vague symptoms based on the Danish model of care 


o Create Cancer Alliances 


o Improve access to drug therapy and treatment 


o Improve patient experience – including follow-up post-treatment 


o Place prevention, awareness and early diagnosis at the heart of the action plan. 


 


Julie Owens, November 2015 
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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 



mailto:andy.lloyd@freshne.com
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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   
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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   
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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     



 











Macmillan Survivorship and Follow up Project 
Update Sept 2015/AR  Page Number 3 



- 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: ___________________________________________________________ 
_____________________________________________________________________ 
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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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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
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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. 



  








