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PATIENT REFERENCE GROUP 

Notes of the meeting held on Thursday 5 April 2018 
1.45 – 4.15 pm, Monkton Hall 

 

Present: Helen Ruffell (HR) Paul Cuskin (PC) 

 Emma Taylor (ET) Avril Robinson (AR) 

 Jon Tose (JT) Sharon Rooney (SH) 

 Nine patients  

Apologies: One patient  

 

 Notes Actions 

 PC introduced himself and thanked everyone for their attendance at and 
involvement in the meeting.  PC noted a patient’s resignation from the group and 
suggested he wrote to the patient thanking him for his contribution over the years. 

PC 

1. Apologies for absence  

 As noted above.  

   

2. Notes of the previous meeting – 8 February 2017   

 These were agreed as a true record with the following matters arising:  

2.1 Minutes updated with correct surname for patient 1, however patient 1 and patient 
2’s initials were incorrect in the minutes. 
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2.2 Patient 2 to liaise with patient 3 regarding patient survey.  Patient 2 not present at 
the meeting so this item to be carried forward to the June meeting. 

Patient 
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2.3 Response from Marie Thompkins, NECS pharmacist, regarding Tamiflu 
availability sent to the group 20 February.  Patient 1 noted his disagreement with 
the comments from Marie. 

 

2.4 Presentations on Primary Care Strategy and Public Health were sent to the group.  

   

3. Members’ Matters  

3.1 Patients 4 and 5 – recent practice forum with Central Surgery was fine.  Concern 
that nursing staff from Flagg Court have gone – seems to be a high turnover of 
staff. 

 

3.2 Accessibility of Information Standards – could this be raised at a practice 
managers’ meeting, is it working, how does it work?  Could the group ask their 
own practices how this is working? 
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3.3 Patient 6 – his practice and another practice are exploring the potential for all 
practice forums meeting every so often to share practice?  PC asked patient 6 to 
let him know what help they may need. 

All 
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3.4 Patient 7 – Marsden Rd practice forum had an excellent presentation on the 
urgent care team.  A discussion took place regarding how people could get 
information about this team.  Patient 7 attended the LEB and then fed back to her 
forum asking if someone else could go along to this but the response was 
negative. 

 

3.5 Patient 8 – update on the research focus group which seems in a formative stage.  
Patient 8 suggested that some training on research would be good for members 
of that group.  PC asked members to look over the notes so that the group could 
discuss at the next meeting. 

All 
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3.6 Patient 9 - concerned about Path to Excellence.  Presentation later on the 
agenda. 

 

3.7 PC – gave a brief update on some frailty work which member may want to be 
involved in. 

 

   

4. Path to Excellence Phase 2 – Emma Taylor, North of England 
Commissioning Support (NECS) 

 

 Decision making was carried out by the two CCG governing bodies regarding the 
options for three services; the meeting was live streamed.  Local authorities have 
decided they have issues with the programme and it is likely they will refer this to 
the secretary of state. 
 
Q – is there a new maternity service? 
A – the option which the CCGs decided on was all clinician led care at 
Sunderland Royal with a birthing centre, midwife led, in South Tyneside.  We can 
start to make some preparations for this but need to hear what is happening with 
local authorities which will be communicated when we have more information. 
Q – is there still a service in South Tyneside? 
A – yes, but with workforce issues. 
C – if nurse led, any complications will be taken to Sunderland.  If that was to 
happen a lot of pregnant women don’t want to have babies in Sunderland. 
A – a lot of work was done during the consultation around the changes. All data 
analysed and put into a report which the governing bodies looked at during their 
decision making, along with clinical advice and other evidence. 
Q – can patients opt to go to other hospitals? 
A – yes. 
C – concerned that the funding for Sure Start nurseries will be effected if babies 
are not born in South Tyneside. 
C – main concern is the safety of mothers and babies. 
A – safety was part of the governing bodies’ considerations. 
Q – in other midwife units numbers have decreased in the last few years.  At what 
point does the midwife unit become unviable? 
A – a lot of work has been done looking into the viability and safety.  CCG has, 
first and foremost, a duty of care to patients.  They have taken into account all of 
the evidence during the process to ensure that services are safe.  Feedback from 
staff was that this was a really positive opportunity for South Tyneside. 
Q – I took part in the consultation and felt that it was very heavily weighted.  
Moving three major departments from South Tyneside to Sunderland due to 
shortages of staff; one department could be moved to South Tyneside and could 
be a centre of excellence.  There seems to be an underlying agenda to turn South 
Tyneside hospital into a cottage hospital.  Councils referring to the secretary of 
state shows they are not happy. 
A – it was made clear from the very start that no change was not an option.  
Councillors agreed with the programme until the very end. 
C – the maternity building is huge and wards haven’t been used for years. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 Emma gave a presentation on working with diverse groups during phase one of 
Path to Excellence – 
 
Q – from your talk you’ve been to lots of different groups but how does the 
general population know about the work? 
A – website, social media, online surveys, paper surveys, council newsletters, 
Gazette, leaflets in GP surgeries, pharmacies etc. 
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Q – street surveys took 20 minutes; making a decision on three options in such a 
short time doesn’t seem feasible.  I have concerns about a street survey in the 
next phase – will street surveys be used again?  
A – street surveys is a reliable tool and is just one aspect of the consultation.  We 
follow best practice principles to ensure that as many people as possible can get 
involved.  
Q – is there anything you would do more of or less of? 
A – the stakeholder panel is one development which has come out of the 
consultation along with the travel and transport group. 
C – as someone who doesn’t drive if transport stays the same it is dreadful getting 
to Sunderland. 
Q – do you think there will be more people being involved in the next stage? 
A – we have just completed some focus groups with staff and there is a real 
desire to be involved.  Also looking at co-production – the NHS, public and 
stakeholders working together on challenges and solutions. 
C – on page 5 of the Path to Excellence document it refers to ‘no referral to the 
secretary of state’; if this is the focus of the consultation it rings alarm bells. 
A – we are trying to protect the NHS and run a robust process at the same time. 
C – there needs to be a platform to start the consultation; could use 
supermarkets, social media, radio, website.  The place to start is with the patients 
themselves – for example in hospital and surgeries. 
A – yes this did happen in phase 1. 
Q – how do the staff feel? 
A – their views on phase 1 were fed into the consultation process.  200 staff 
attended the recent focus groups for phase 2. 
 
It was requested that a Path to Excellence update be added to the agenda for the 
6 December meeting. 
 
Patient 6 suggested an open day for health utilising facilities offered by the Lord 
Nelson public house. 
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5. South Tyneside Palliative and End of Life Care Strategic Alliance – Avril 
Robinson, St Clare’s Hospice and Dr Jon Tose, STCCG, Sharon Rooney 
STFT 

 

 Quiz – five questions, true and false answers, which gave information about 
palliative care and end of life care. 
 
Q – when is a hospice used when it isn’t end of life? 
A – early interventions for breathlessness, mobility etc; symptom control – nausea 
and pain; care and support at the end of life. 

 

 What is the most important thing to you when considering end of life care? 
Family; environment; open visiting; overnight facility; free parking; dignity and 
respect; pain control; good food; wine; access to legal advice.  Have to like the 
place and the people; non-regimental; personal belongings.  Real choice; use of 
language, for example on evaluation forms – don’t use words like excellence and 
outstanding.  Information for the family, for example changes in treatment; 
information to the person who is dying; communication. 
 
Q – can decisions made by patients be reversed?   
A – yes, records and decisions can be changed and we should be trying to 
accommodate patients’ wishes. 
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  More people die in hospital in South Tyneside than any other area – about 
51%.  We are doing some work on this – could be about information, 
communication etc. 

 Palliative care – for a condition which cannot be cured with surgery or 
medicine; the approach is to manage the condition.  Things can progress and 
then become end of life.  During this palliative care period we need to be 
having conversations about dying with people. 

 Can start writing a care plan now.  Various documents which can describe 
your wishes.  Living wills can describe what you do and don’t want. 

 About a year ago health and social care professionals got together to talk 
about end of life care.  Started with a video from a carer; came up with 101 
ideas how to make things better.  People distilled into three or four groups to 
look at how to do things better.  Came up with a plan on a page showing four 
workstreams; professionals working on these areas. 

 
Comment – can the word family be used instead of carer? 
Q – workforce development – does this include all staff? 
A – when staff start work at South Tyneside hospital they see a video on end of 
life care as part of their induction.  We are trying to make this a standard 
approach; it is a massive piece of work to get all providers involved in training. 
Q – when someone has a terminal illness and old age comes into it – someone 
gives up, how do you pick this up? 
A – end of life care is the last year of your life.  If someone is deteriorating GPs 
can pick this up and recognise they could be in their last year of life; this is the 
trigger for the end of life care team.  GPs can mark patients’ notes. 
C – in your vision the word honesty should be a given, this implies it wouldn’t be. 
A – it is important to have this word – brings in teamwork, communication, trust 
etc.  In the past teams perhaps weren’t working as cooperatively as they could be. 
Q – patient stories are so important.  Do you have relative stories? 
A – yes, a combination of the two is best. 
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 Getting involved: 

 What do the people of South Tyneside want and how would you want to feed 
into this.  We have lots of meetings and forums patients could attend 

 Could we engage patients through a bigger group as discussed earlier – all 
the practice forums coming together.  Also working with schools. 

 Need to take the fear out of death.  Need to have the conversations at the very 
beginning. 

 Families need support and signposting to support. 

 

 Next steps – we’ll take your ideas back to workstreams.  PC suggested a sub-
group which could report back to the practice forums.  Six patients interested. 
 
It was requested that an update on South Tyneside Palliative and End of Life 
Care Strategic Alliance be added to the agenda for the 4 October meeting. 

PC 
Patients 

8. Any other business -  

   

 Date of next meeting – Thursday 7 June 2018, 1.45 pm – 4.15 pm, meeting 
room 1, Monkton Hall. 

 

 


