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1 Present: 

   

Tom Tyler (Chair), Jenny Pickering, Ken West, David Dyer, Val Dyer, Naomi Nash (Minutes), 

Alan Bateman, David Brinkley, Linda Denison, Ian Denison, Penny Neal, Sarah Macleay  

(Macmillan Engagement Lead), Sue Blake, Maureen Lang 

 

 

2 Apologies  Action 

  

Anne Walton, Twig Shrub 

 

 

3 Minutes of the Meeting Held on Thursday 7th June 2018  

  

The minutes were agreed to be a true representation of the previous meeting.  

 

 

 

4 Matters arising   

   

JP has raised the question as to who specifically will be representing the trust 

regularly at CSUG meetings.  

 

 

 

5 Report on Quality of Life Pilot at Ipswich Hospital, Given by Alan Bateman  

  

We were visited by Alan Bateman who provided members with a useful 

presentation and information relating to the quality of life questionnaire of which 

Ipswich is one of the pilot sites for the East of England Alliance.  

Some of the key points highlighted by Alan were: 

- That the questionnaire project is intended to be rolled out quite gently.  

- Defining quality of life is very subject and varies largely between patients 

- There is the view that new questions will be needed for the quality of life 

questionnaire as the type of cancer and treatment had by each patient has 

a massive effect on their quality of life.  

- The processes and procedures vary widely between different trusts but 

there are now efforts being made to standardise the process. 

- An online portal is being actively pursued e.g. using the Macmillan website 

and an individual log in to fill in the information; paper options will still be 

available.  

- The questionnaire may increase anxiety in patients who would previously 

not have realised any changes in their tiredness, mobility etc.  

- It was widely agreed by members that 2 or 3 is a reasonable number of 

consent questions on the questionnaire and any more than that would be 

off putting and unnecessary. 

- DB suggested that an opening statement as to why the questions are being 

asked / what has driven the questionnaire would be very useful which 
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members supported. Some specific suggestions made were that the 

statement provides reassurance that the questionnaire is not a duplication 

of previous questions asked - what is it that makes this questionnaire 

essential? Where can people go for help to fill the questionnaire in? What 

long term benefits are there to providing this information, what could the 

benefits be?  

- There has been thought given to those who will not be able to fill out the 

questionnaire without assistance, questions should be asked with as little 

information as possible so as to not lead patient’s response. Sarah Macleay 

queried how adjustments would be made for different patients e.g. for a 

wheel chair user. Furthermore a patient’s previous fitness prior to 

treatment was agreed to have a significant influence on their quality of life 

post treatment.  

- TT has spoken to Alan and highlighted that when patients come before 

treatment there is a patient induction morning, patients are handled a 

booklet that they keep. Could they be handed a booklet talking about 

quality of life when they finish treatment?  

 

Alan has agreed to send a copy of the questionnaire and the flyer for the 

questionnaire. These are both attached below.  

The following email address is for Sarah Lawrence who is coordinating the sending 

out of the questionnaires. Please contact Sarah if you would like to check whether 

you would be eligible to take part in the pilot: 

Sarah.Lawrance@ipswichhospital.nhs.uk   

 

QOL brief V3.pptx

    

NHO011_A4 8pp 
questionnaire.pdf

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

6 Trust Update  

  

The two trusts, Ipswich Hospital Foundation Trust and Colchester Hospital 

University Foundation Trust have merged as of the 1/07/2018 and now form part 

of the East Suffolk and North Essex Foundation Trust (ESNEFT).  

 

The Somersham ward is due to have some refurbishment work in the coming 

months. 

 

 

 

 

 

 

 

7 Chairman’s Mail  

  

None 
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8 C.S.U.G Newsletter   

  

DD and ID have been working together on the next edition of the CSUG newsletter 

and it is about 1/3rd complete.  

 

PN will be putting together a piece about pulmonary rehabilitation and has spoken 

to her physio who will also provide some contribution.  

 

DD has stated that if anyone has any suggestions or ideas then please do send 

them across as these would be most appreciated. Please if possible provide this 

information at least 4-6 weeks beforehand. The next issue is in September.  

 

Sarah has raised the availability of a Macmillan grant available to set up support 

groups in communities that don’t have one, will contribute information regarding 

this. (See any other business) 

 

 

 

 

 

PN 

 

 

 

ALL 

 

 

SM 

9 Action Plan 2018                                                                                                     

  

Nothing needs to be changed / discussed. To be discussed in September.  

 

 

10 Health and Wellbeing Day – Friday 6th July 2018, Kesgrave Community Centre  

  

Ian, Linda, Maureen and Jenny to attend.  

 

 

 

 

11 Reports from Groups and Organisations  

  

IHUG – The format is changing format due to the fact that there are now governors 

at Ipswich but it is unsure as to what will happen. Next big open day will be in 

October. Governors have now been chosen and this information is on the new 

website.  

 

HOPE – Courses are running, but it would be beneficial to have more facilitators 

trained to release the burden on current facilitators. Looking to recruit from within 

groups etc. If you are interested it is a two day course programme and then going 

into a course with an experiences facilitator.  

 

Health Watch Suffolk – SB will be attending the Black Minority ethnic group health 

watch to discuss encouraging members of communities to come forward with 

participation.  

 

 

Cancer Board - SB is a board member. There remain challenges to meeting key 

performances targets, questions over theatre capacity etc. Discussion of the role of 

the MDTs and concern that their role is putting a stall on patient treatments due to 
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a lot of cases being discussed. The 28 day diagnosis was discussed; it has perhaps 

been stalled as clinicians need to be clearer on what the findings are. Things are a 

bit up in the air at the moment and there will be a meeting of the steering group as 

to who can take over in the absence of a project leader. Everyone is very keen to 

ensure that the patients are always the priority 

 

STP Locality Group – No update 

 

CCG – JP is now a member of the community engagement partnership. Next 

meeting is next week. Nothing else to report 

 

Parent Support Group – 15th June meeting took place, the next meeting is in 

September.  

 

Macmillan – Sarah has access to support grants for professionals, patients or 

carers to provide a assistance to any community, any place or specific type of 

cancer e.g. a community based on people with learning disabilities. One suggestion 

was a leaflet to be designed and perhaps funded by the grant and if members 

could contribute their suggestions as to design etc that would be most useful. The 

grant and the leaflet will be further discussed at the next meeting. 

 

One Life Suffolk – ID will be going back to attend meeting next Wednesday morning 

the 11/07/2018. There have been issues due to rural people who are unable to 

get transport to take part in fitness initiatives.  

 

 

12  Any Other Business  

  

Travel insurance - a representative is coming next Tuesday to talk to the peripheral 

neuropathy group. Has been organised by Louise Smith. 

 

Lisa Mann had stated that Tuesday meetings would be a possibility for her to 

attend. The possibility to alternative having meetings on Tuesdays and Thursdays 

was discussed briefly so as to enable that more people can attend. To be discussed 

further at the next meeting.  

 

PN relayed how she had been unable to have a facial beauty treatment due to 

previous cancer treatment. Doncaster hospital is looking into providing specific 

beauty treatments for cancer patients; the All About You Group can provide more 

information regarding beauty for previous patients. There has been a development 

in specific creams etc developed for cancer patients. TT highlighted that there are 

beauty treatment classes available in Suffolk for patients of cancer. There is 

information at the cancer information centre in the hospital.  
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The hidden difficulties of being a cancer patient were mentioned e.g. travel 

insurance. It was suggested that this issue would be a good item to include in the 

newsletter. A representative of a travel insurance company will be coming to have a 

meeting next Tuesday and hopefully will provide some useful insights. Tom will 

report back on this subject and it will possibly be included in a future meeting. 

Sarah also stressed that Macmillan have been raising this in the media also.  

 

A number of members completed their nomination forms for the Chairman and 

Chair roles within CSUG. If anyone else would like to send their forms back please 

do so to the address below: 

Naomi Nash 

Ipswich Hospital 

Heath Road 

Post Bad NO45 

Ipswich 

Suffolk 

IP4 5PD 

 

In relation to Sarah McLeay’s discussion of the Macmillan grant available she has 

sent this information to be included for members: 

‘I work for Macmillan Cancer Support as an Engagement Lead covering Norfolk, 

Suffolk, and Cambridgeshire. I can help if anyone is interested in starting a cancer 

support group in their community, whether you are a person affected by cancer, a 

family member or carer, or a professional. Macmillan have resources groups can 

use for free, and there is a Support Grant available to help with other costs of 

starting and running a group. I work with hospitals, STPs, and other services to 

bring people affected by cancer in to work in partnership with staff in improving 

those services for the future, let me know if you would like to be involved in any 

way. I also work with communities where we see health inequalities and barriers to 

accessing cancer services and support, to work with those communities to shape 

solutions. Contact me anytime on smacleay@macmillan.org.uk or 07454 497006.’ 

 

 

13 Date of the Next Meeting   

  

To be held on the 6th of September 2018 
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