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Teenagers and Young Adults (TYA) Cancer Pathway Board 

 
Minutes and Actions 

 
 

Tuesday 15th January 2019 

10:00-12:00 

Room 231, Preston Business Centre, Watling St Rd, Fulwood, Preston, PR2 8DY 

 

Members present  

David Wright (DW) Greater Manchester Cancer TYA Pathway Clinical Director  

Alison Armstrong 
(AA) 

Programme Lead, Greater Manchester Cancer 

Anne Tomlinson 
(AT) 

Macmillan Lead Cancer Nurse, Lancashire Teaching Hospitals NHS 
Foundation Trust (Royal Preston Hospital) 

Carmel Wiseman 
(CW) 

East Lancashire Hospitals Trust 

Chris Lowe (CL) TYA CNS Lancashire & South Cumbria Outreach TCT  

Leila Hamrang (LH) Young Voices Representative 

Lorraine Wright 
(LW) 

Youth Support Co-ordinator Team Lead, The Christie NHS Foundation 
Trust 

Pat Jones (PJ) Macmillan Lead Cancer Nurse, Manchester University NHS Foundation 
Trust 

Pauline Robinson 
(PR) 

Morecambe Bay HT 

Rachel Allen (RA) Pathway Manager, Greater Manchester Cancer  

Satiya El Gindy 
(SEG) 

Young Voices Representative 

Seren Hughes (SH) Young Voices Representative 

Zoe Merchant (ZM) Prehab4Cancer Programme Lead, Greater Manchester Cancer 

 

Members dialling in  

Anna Castleton (AC) Haematologist, TYA Lead Clinician, The Christie NHS Foundation Trust  

Anna Mackland 
(AM) 

TYA Occupational Therapist, The Christie NHS Foundation Trust 

Beverley Meenan 
(BM) 

Macmillan Lead Nurse for Cancer and Palliative Care, Stockport NHS 
Foundation Trust  

Greater Manchester Cancer 

TYA Pathway Board  
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Charlene Jones (CJ) TYA Clinical Nurse Specialist, GM and North Cheshire – NW  

Kate Law (KL) Clinical Nurse Specialist; Community Liaison Team Leader, The Christie 
NHS Foundation Trust  

Kerrie Waterhouse 
(KW) 

The Christie NHS Foundation Trust  

Mark Reid (MR) Nurse Specialist/Proton Key Worker, The Christie NHS Foundation Trust 

Martin McCabe 
(MM) 

University of Manchester  

Nicola Chesman 
(NC) 

TYA Physiotherapist, The Christie NHS Foundation Trust  

Rachel Campsey 
(RC) 

Nurse Specialist/Proton Key Worker, The Christie NHS Foundation Trust  

Satarupa Choudhuri 
(SC) 

Consultant Haematologist, Pennine Acute Hospitals NHS Foundation Trust 

 

Apologies 

Amanda Lane  TYA Lead Nurse, Pennine Acute Hospitals NHS Trust 

Angela Dixon CLIC Sargent Social Work Team Leader 

Chiara Lobetti  CMFT 

Claire Liu Manchester University NHS Foundation Trust 

Debbie Smith  MFT  

Geraldine Skailes  LTHTR 

Heidi Moertl  CMFT 

Helen Ashby  Manchester University NHS Foundation Trust 

Helen Smith  Lancashire Teaching Hospitals  

Ian Welch  MFT 

Jackie Brunton Lead Cancer Nurse, Blackpool Teaching Hospitals NHS Foundation Trust  

Joanne Barks  BFW Hospitals  

Joanne Wilkinson  Lancashire Teaching Hospitals  

Katy Kelton  Morecambe Bay Hospitals Trust  

Lorraine Keogh  ELHT 

Mark Grey  TYA Lead Clinician BFW Hospitals  

Michael Leahy  Clinical Director for the Young Oncology Unit at Christie, The Christie NHS 
Foundation Trust  

Paul Fleming Young Voices Representative 

Richard Brough Stockport NHS Foundation Trust  

Sarah Burns  Consultant Haematologist, Manchester University NHS Foundation Trust 
(MRI) 

Wiebke Appel Consultant Clinical Oncologist, Lancashire Teaching Hospitals NHS 
Foundation Trust 

 

1. Welcome and introductions 

 

DW welcomed all members.  

 

2. Minutes of last meeting 16th October 2018 

 

Discussion 
summary 

DW offered a progress updated on the agreed actions from the last meeting. 
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Nice guidance for suspected cancer 

DW confirmed that communication had been shared with Dr Sarah Taylor 
that monitoring of the NICE guidance for suspected cancer for TYA patients 
should sit within general practice, not the TYA service.  

 

Psychological support for patients receiving proton beam therapy  

DW has written to Mark Reid (MR) from the proton service. A conversation 
has taken place around psychological support for patients in receipt of the 
proton service. DW and MR highlighted that it is unclear at present. There 
was a call for occupational therapy to be included in that. DW requested for 
Dr McCabe (MM) to clarify what is included in the business case for the 
psychologist employed by The Christie.  AM confirmed that she has been 
involved in the business case for the psychologist but proton beam therapy 
patients has not been mentioned in any discussions.  

It was felt that the modelling of patients included in the original business 
case needs reviewing, and if required, modified to included proton therapy 
patients. 

DW summarised that the TYA Pathway Board need to remain up to date and 
the development of the psychologist business case should feature as a 
regular agenda item at future pathway boards.  

[MM joined the meeting via teleconference]. 

MM clarified that the proton service is not specifically stipulated and that it 
will cover existing patient numbers at The Christie – it is built on historical 
needs, not protons. It was highlighted that the development of the business 
case has taken a long time, and the focus should be on GM, Lancashire and 
South Cumbria patients seen at The Christie.  

MR / RC to feedback on ongoing conversations with psych-onclogy services.  

DW has been in touch with Kath McBain (KM) however felt that there was a 
lack of clarity. DW spoke of the need to firm up transition pathways into adult 
services. MM suggested a meeting with KM would be helpful – KM’s focus is 
around the overall psychological support and the service we provide 
particularly for patients with a brain tumour diagnosis who may not be on 
active treatment but still need a lot of input. MM informed KM that we would 
deal with it in our TYA service. MM highlighted that another conversation is 
required – a lot of the brain tumour patients that we have have very little to 
do with the TYA service.  

A discussion ensued on the initial conversations underway with MM, Dr 
Castleton (AC), Claire Higham, and DW who are trying to think in more detail 
about the late effects service. It was noted that the late effects service for 
TYA patients serves a distinct group of patients, but not everybody, and is 
medically driven. DW highlighted the need to deliver a comprehensive 
amount of treatment summaries as referenced in the draft TYA service 
specifications – currently; the service does not reach all patients in a patient 
friendly manner. DW suggested starting with that as well as formally 
discussing patients that come to the end of treatment in an MDT setting.  

LW highlighted the discussion held at the recent YVN (Young Voices 
Network) on this topic. The general feeling was that treatment summaries 
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would be very helpful. DW and AA have met with Ed Smith, Clinical Lead for 
Proton Beam Therapy Development, who has created a package of 
documents for proton therapy service users which almost build into a 
treatment summary. It was noted that there are TYA designed treatment 
summaries in existence. DW highlighted that following conversations with 
other Pathway Directors, it seems sensible to have a TYA specific document 
which may allow a greater opportunity to provide more detail on the TYA 
specific issues rather than something generic for adult population. DW noted 
that this will be a piece of work to take forward. DW explained that this may 
take place on an ad-hoc basis as the numbers will be so small. LW 
suggested generating a TYA specific treatment summary not dealing with 
site specific issues per se (as patients will receive a treatment summary from 
their site specific team), but something that works with some of the wider 
issues associated with teenagers and young adults with cancer.  

Board members commented on the likely difficulty in implementation of a 
TYA specific form. 

DW suggested looking at some site specific treatment summaries at the next 
Board for discussion. 

ZM spoke of the fitness report focusing on functional needs around going 
back to work. Neuro-rehabilitation was discussed.   

 

Teleconference facilities   

This has been actioned – teleconference facilities have been provided and 
will continue to be offered going forward.  

 

Mental health and fertility  

RA updated on what exists across other pathways and specifically 
highlighted that transformation fund investment around mental health has 
gone directly into Greater Manchester localities and that is to be on where 
IAPT and adult crisis care needs investment so there is nothing cancer 
specific at present. AA highlighted that Padraig McDonnell (PM) and the 
Greater Manchester Cancer Psychology Pathway Board are experiencing 
difficulty drawing down funding. AA noted the second wave of 
Transformation Funding and the possibility of accessing some of that for 
cancer specific support, all of which is to be confirmed. DW queried whether 
there were any specific developments in Lancashire and South Cumbria. AT 
highlighted that services would be accessed locally.  

It was confirmed that AM represents TYA on the Psychology Pathway Board. 
AM offered to take forward any items from the TYA Board. LW highlighted 
that psychology and mental health support is a key priority for the YVN and 
ranks highly in terms of their priority issues – this should be emphasised at 
the Greater Manchester Cancer Psychology Pathway Board. 

 

Transformation  

RA explained that Freya Howle (FH), CURE Project Lead is on leave for an 
extended period so Jonny Hirst (JH) is currently managing the project. RA to 
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invite JH to future Board to share update on CURE project.  

 

TYA Study Day  

DW highlighted that the 9th April 2019 Study Day is aimed at those people 
who would not have TYA cancer within their day to day focus. It was noted 
that the event is being run in collaboration with Cheshire and Merseyside. 
Young people representation will be built into the day. DW and Laura Elder 
are meeting at the end of the January to refine speakers for the day. 

 

Greater Manchester Cancer Plan – Clinical Director Review  

DW spoke of the review held in July 2018. Objectives have now been set 
and are line with those previously set for the Board.  

 

Greater Manchester Cancer Conference 

It was noted that the TYA Pathway Board was represented at the Greater 
Manchester Cancer Conference poster exhibition.  

 

 62 Day Pathway/Performance meeting 

DW confirmed that the meeting was cancelled therefore DW could not 
attend.  

Actions and 
responsibility 
 

a) The modelling of patients included in the original business case 
for the TYA service psychologist needs reviewing, and if 
required, modified to included proton therapy patients. 

b) DW summarised that the TYA Pathway Board need to remain up 
to date and the development of the psychologist business case 
should feature as a regular agenda item at future Boards. 

c) DW/RA to gather site specific treatment summaries and bring to 
the next Pathway Board for discussion. 

d) RA to invite Jonny Hirst (JH) to future Board to share update on 
CURE project. 

e) DW to meet with KM would be helpful (outstanding action from 
October meeting, still relevant).  

f) MM / AC / DW to feedback on emerging thinking around the late 
effects service. 
 

 

3. Refreshed TYA workplan 2018/19 

Discussion 
summary 

RA highlighted the request to amend the action ownership to the YVN rather 
than attributing actions to individual service user representatives. RA to 
amend.  

 

Ambulatory Chemotherapy Project 
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There is now an open ambulatory care facility at The Christie. The plan is to 
involve TYA patients within facility. There will be some solid tumour regimes 
and potentially some haematological regimes. At present, only TYA patients 
have been day case patients. Initial feedback has been positive.  

Three young people have been through the service so far. The team are 
keen to engage with TYA health professionals. LW fed back some of the 
views of the YVN. Of the nine Young Voice Representatives, not one 
indicated that they would be comfortable using the service however that may 
be because there were a lot of questions that LW was unable to answer. 
Consequently, at the next Young Voices meeting, a professional and young 
person who have been through the service will attend to speak to the group 
and eradicate some of the concerns. The main concern was around making 
sure that it is informed patient choice.  

 

Gateway C 

DW informed members of his conversation with the Gateway C team. The 
team are keen to work with the TYA service as a speciality. There is an 
upcoming project around sarcoma which would be a good project to be 
involved in and is being taking forward. A piece of work is underway to 
improve general referrals that come out of general practice – there is a need 
to keep TYA on the module’s radar.  

 

Research trials  

From a recent trials point of view, there is a new TYA research nurse at The 
Christie, Kirsty Ackland. 

 

Recovery package  

The information governance team at The Christie have now seen the 
Integrated Assessment Mapping (IAM) Portal tool. DW to update on this at 
April Board.  

 

TYA Psychologist  

Ongoing as discussed. 

 

Actions and 
responsibility 
 

a) RA to share 2019 April TYA education event flyer with the Board. 
b) RA to amend workplan – removing individual names of YVN 

reps. 

 

4. Young Voices Network update 

Discussion 
summary 

LW introduced the three Young Voice representatives from the recently 
established YVN. The second meeting of the network was held early January 
2019. There will be a rolling programme of young people attending the 
Pathway Boards from the network. 9 young people attended the network 
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meeting in January 2019. 24 young people are involved in the online group. 
Both avenues are valuable resources for co-production with TYA patients to 
improve cancer care. 

LW spoke of the draft fertility and mental health questionnaire which has 
been developed. The YVN want to look at both services. There is a need to 
verify the effectiveness of fertility services for TYAs.  

Ambulatory care was discussed along with fertility. Through discussions at 
the YVN it is felt that more support is required in the area. It appears that 
there may be variation and inconsistencies in services across the region. 
Young Voices representatives shared their stories around diagnosis, 
treatment and fertility care. Can we standardise services so that there is a 
process in place?  

LW highlighted that the YVN have worked specifically on a questionnaire 
around fertility. RA to share with Board members. The questionnaire 
addresses pre, during and after treatment.  

Positive feedback was received from those Board members taking sight of 
the draft version in the Board meeting room. DW highlighted that there 
should be more consistency. The outcome of this will be positive in helping 
direct where improvements need to be made. It was noted that practical 
distribution needs consideration. LW clarified that those patients who are up 
to 5 years after treatment are going to be asked to complete it via Facebook. 
A discussion will need to be held at the YVN around what action is taken with 
this information.  

LW requested MM advise on ethical considerations related to dissemination 
of the survey. MM clarified that if the practitioner is evaluating a service, it is 
not considered as research. If the practitioner is collecting new information 
and asking opinions it is likely to be research.  

A discussion ensued on how representative Facebook users are of the TYA 
service. LW highlighted the need to speak to MM about accessing patient 
records to cascade the survey out more widely including designated 
hospitals. Additional suggested fields to be added to the survey include: 
gender, diagnosis, type of treatment, and place of care (initial consultation 
and principal treatment centre). 

LW confirmed that a similar survey and process will be followed for the 
assessment of mental health services.  

The Birmingham questionnaire was discussed with the YVN as a tool for 
service evaluation. The Birmingham questionnaire was highlighted at the 
October Board and was felt to be extensive although the Birmingham team 
use it in their TYA service as service evaluation. LW summarised that the 
YVN felt that the tool was lengthy but on the whole the general feeling was 
that it is fine to use. DW suggested undertaking both concurrently: very 
specific targeted pieces of work around mental health and fertility plus a 
much more general ongoing survey that people would have access to. 

DW highlighted that the formation of the YVN is incredibly positive. It was 
noted that the YVN will have an impact regionally and influence services for 
young people affected by cancer in the future. 

Actions and 
responsibility 
 

a) RA to share fertility questionnaire with Board members. 
b) LW and MM to meet to gather discuss ethical considerations 
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around fertility and mental health survey. 

 

 
 

5. Prehab4Cancer and ERAS+ 

Discussion 
summary 

ZM (Prehab Programme Lead) provided an overview of the Prehab 
programme which is being funded through transformation funding for the 
next 2 years and is closely aligned with ERAS+. It was noted that ZM is a 
Specialist Occupational Therapist with a neurological rehabilitation speciality 
background.  
 
ZM explained that Prehab will involve working with GM Active to deliver an 
exercise referral scheme in gyms and leisure centres for specific patients. 
There is capacity to reach 2,000 patients over the 2 years programme. ZM 
and clinical lead, Dr John Moore are building on existing research 
undertaken by Prof Sandy Jack. The Prehab programme aligns with the 
Macmillan Recovery Package which is being implemented across GM.  
 
The aim is to reduce complications of cancer treatment. There are pockets of 
similar work underway across the country but nothing at this scale in a 
systematic approach.  
 
The immediate Prehab focus will be the lung, colorectal, upper GI and head 
and neck pathways based on the current evidence base. Evidence indicates 
that high risk patients benefit from a 2-4 week intensive exercise programme 
prior to treatment. Lower risk patients are being shown from deriving less 
benefit from intensive Prehab prior to treatment. The programme team intend 
to offer something for all patients working with leading GM physiotherapists 
around home exercise packs at point of diagnosis and surgery schools 
specific to tumour condition as contraindications. 
 
DW spoke of NC, DW and AC’s work to develop a TYA transplant clinic. DW 
described the vision for a pre-transplant clinic which would include leading 
experts from a variety of disciplines including social work, occupational 
therapy and physiotherapy. 
 
It was noted that ZM is leading an AHP Advisory Board every two months for 
AHPs across the region who are already leading on this in smaller pockets 
across the region to draw in knowledge and expertise. ZM to invite NC and 
AM to this. 
 
AT spoke of a pilot for upper GI through alliance funding in Lancashire.  
 
 and physical activity. Whilst there are elements of good practice that exist, 
there is a need to reduce variation in practice.  
 
A discussion ensued on how confident and comfortable health professionals 
are in delivering health choice messages.  
 
DW summarised that the Prehab4Cancer programme is highly unlikely to 
touch TYA patients given the four pathways in scope. DW suggested to look 
at opportunities to run something similar alongside the Prehab4Cancer 
programme and invited ZM, NC and AM to take this forward. It was agreed 
for ZM, AM and NC to scope out the possibilities and bring back to RA/DW in 
the near future to build into the TYA Pathway Board workplan.  
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Actions and 
responsibility 
 

a) Board members to connect with ZM with any relevant areas of 
good practice underway across the Lancashire, South Cumbria 
and GM network. 

b) ZM to invite NC and AM to the AHP Advisory Board. 
c) ZM, AM and NC to scope out the possibilities for a Prehab offer 

for TYA patients and bring back to RA/DW in the near future to 
build into the TYA Pathway Board workplan. 

 
 

6. Teenage and Young Adults Cancer Service Specification 

Discussion 
summary 

DW invited Board members to comment on the draft Teenage and Young 

Adults Cancer Service Specifications.  

 

Suggestions included: 

 Wording could have been stronger with regards to psychological 
support – it could have been much more prescriptive  

 The late effects needs work and should be an ongoing agenda item 

BM queried whether there is a specific HNA that has been agreed by the 
TYA Pathway Board. DW explained that currently, HNAs are conducted via 
the TYA lifestyle questionnaire which goes out to all patients that enter the 
service. The IAMs work will be slightly better.  

There needs to be a clearer, more structured approach to end of treatment 
HNAs. DW suggested this could be a piece of work for CNSs in the teams. 
The documenting of HNAs needs to improve. The appropriateness of HNAs 
and time points was discussed. DW clarified that the two mandated time 
points that every person with a cancer diagnosis should be offered a HNA 
are within 30 days of diagnosis and 6 weeks of finishing treatment. This is an 
opportunity for patients to share anxieties and concerns. AA summarised 
that the HNA is about offering the patient the opportunity to discuss any 
concerns.  

Actions and 
responsibility 
 

a) DW requested for the Teenage and Young Adults Cancer Service 
Specifications to be listed on the agenda for the next Board in 
April for a more meaningful discussion. 

 

7. Date and time of next meeting 

Tuesday 16th April 14:00-16:00 

Top Floor Palatine Treatment Centre, Christie Hospital, Wilmslow Road, Withington, 
Manchester, M20 4BX 

Dial-in details to be confirmed.  
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