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Executive summary

The Macmillan Cancer Partnership in Nottinghamshire is comprised of health and social care 
services, Macmillan Cancer Support and other local voluntary organisations. This pioneering 
three million pound cancer improvement programme aims to address the growing number of 
people living with and beyond a cancer diagnosis by testing, improving and developing new 
ways to support people to live as long and healthy a life as possible.

People affected by cancer in Nottinghamshire were invited to start to help shape and 
improve their local cancer services by sharing their views, ideas and experiences, and to have 
their say on how their cancer services should be developed at an event held on the 10th June 
2015. 

This report details the planning, delivery, outputs and learning from that event and is written 
in a style that intends to be accessible to all who attended, and provides a real insight to 
those who were not able to be there.  The report aims to accurately reflect the conversations 
which took place on the day, rather than provide a detailed analysis. Further review of 
the findings and developing meaningful plans of action will be taking place in the coming 
months.

An Open Space approach was chosen for the event, enabling participants (people affected 
by cancer (PABC)) to create the agenda, have diverse, open discussions and develop collective 
ownership over the results. This approach is resource-intensive for those running the event 
and the supporting, enabling roles required specific skills and experience. Publicity for the 
event included social media and local TV news but the most successful route was an event 
flyer shared both digitally and as hard copy to partner organisations, patient self help and 
support groups. 

Twenty-eight people affected by cancer attended the event and the demographic profile 
suggests the use of an equality impact assessment framework for planning future events, in 
particular to engage younger people, those from minority ethnic groups and other seldom 
heard communities. Health and social care professionals and managers were very keen to 
attend to event, suggesting that there is an appetite for listening to the views of those 
who use the services and in making improvements to how treatment, care and support is 
provided.

Attendees raised issues they felt were significant to them as people living with and beyond 
a cancer diagnosis (including carers, friends and family). Issues were then discussed in small 
groups and voted on according to how important they were felt to be. Professionals from the 
partnership organisations also voted. Comparison of voting by the two groups shows some 
variation, with people affected by cancer emphasising the role of drugs, support groups 
and the fear of recurrence. Professionals tended to focus their votes more on processes and 
pathways related to treatment.
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Four key themes have emerged as priority areas for development and improvement: 

• Information and Support; 

• Managing my condition; 

• Professionals working with me; 

• Work. 

These are illustrated by specific concerns raised by attendees who also made suggestions 
for future action. Categorising the outputs from the event is valuable in that it provides a 
useful framework for future work but it does risk losing the richness of data that reflects the 
complexity of lives lived with and beyond a cancer diagnosis. 

The success of the event far exceeded the expectations of everyone involved, with a great deal 
of energy and enthusiasm from the attendees. The level of engagement and the willingness 
of people to talk openly and provide thoughtful balanced and insightful feedback on their 
experiences, along with their suggested actions to shape cancer services were utterly inspiring. 

The Open Space event held in June has provided a springboard for the Macmillan Cancer 
Partnership in Nottinghamshire to engage with and listen to people affected by cancer 
so that their experiences, views and ideas can be used to shape how cancer services are 
developed and run in the future. The event is part of an evolutionary programme of 
community engagement with further events and activities being organised over the 
coming months and years. The key messages, thoughts and ideas which have emerged from 
this event will be actively used by the members of the Macmillan Cancer Partnership in 
Nottinghamshire to shape the improvements in cancer services across Nottinghamshire

2. Background information and purpose of the event

The Macmillan Cancer Partnership in Nottinghamshire is a pioneering programme which aims 
to improve local cancer services and address the growing number of people surviving and 
living with and beyond a cancer diagnosis. 

Comprised of Nottinghamshire health and social care services, Macmillan Cancer Support and 
other local voluntary organisations, the programme includes at least 14 individual projects 
and pilots all aimed at testing, improving and developing new ways to support people 
affected by cancer.

This three million pound cancer improvement programme will radically transform cancer care 
across the county. The partners will work with patients and carers to ensure services across 
the county are more joined up and integrated so patients receive the right support at the 
right time to enable them to live as long and healthy a life as possible. 
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People affected by cancer in Nottinghamshire were invited to help shape and improve their 
local cancer services by sharing their views and experiences, and have a say on how their 
services should be run at an event held on the 10th June 2015. 

The initial expectations of the project team were to repeat this event a week later in a different 
location, but this proved unviable and instead a follow up event is planned in the autumn.

The event aimed to find out what is important in the lives of people affected by cancer and 
what could be done to improve their experience and quality of life. It also outlined ways in 
which patients and carers could get involved in the future work of the programme.

3. The open space event publicity

The event was publicised using:

• A ‘hold the date’ poster and emails to public groups, champions and partner 
organisations (see Appendix 1).

• An event flyer circulated to all organisations in the Macmillan Cancer Partnership in 
Nottinghamshire for use on websites, noticeboards etc (see Appendix 2).

• A press release circulated to Nottinghamshire media one week before the event (see 
Appendix 3).

• Social media using the hash tag ‘#ShapeNottsCancer’ which was taken up 
enthusiastically by partner organisations.

• Articles were published on all partner organisation websites and in their newsletters 
and e-bulletins.

The success of the various routes used to publicise the event flyer can be assessed by analysing 
how the people affected by cancer that attended (and responded to the evaluation, n=19) 
heard about it (Figure 1, overleaf):
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Figure 1: How people affected by cancer heard about the event

Feedback from members of the Deaf Community suggested that although there was interest 
in the event, the language in the flyer was inaccessible to deaf people and the booking forms 
would also be difficult to complete. The event project team have offered bespoke events, 
or arrangements that allow participation in future events, tailored to the specific needs of 
people in the Deaf Community and other often-excluded groups such as people with learning 
disabilities and people from traveller communities.

 

Learning Point
The event flyer appears to have been the most successful publicity tool. The press release 
/ social media may have raised awareness – ITV News featured the event in their website 
content -  but these routes did not directly result in people attending.

Learning Point
Use of an equality impact assessment framework in planning future engagement / events 
would ensure that seldom heard groups are included.

Open Space may not be the most appropriate approach for often- excluded groups.
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4. The ‘Open Space’ approach

The event project team, made up of professionals from the partner organisations and 
patient representatives, decided to use an ‘Open Space’ approach. This is a well-recognised 
methodology that has been in use for over thirty years.1 It provides a way to create an event 
that covers the issues that people want to talk about through participants creating their own 
agenda and working in parallel breakout sessions around a central theme.

The King’s Fund2 describes the objectives of an Open Space session as:

• To enable diverse perspectives to be aired and shared 

• To encourage creative thinking 

• To support open discussion and collective decisions 

• To create ownership over the results 

• To be used when we don’t already know the answer 

• To create new relationships and networks.

The King’s Fund description of the guiding principles for Open Space is: 

• Whoever comes are the right people 

• Whenever it starts is the right time 

• Wherever it happens is the right place 

• Whatever happens is the only thing that could have 

• When it’s over, it’s over.

Open Space is highly participative and therefore well-suited to capturing the diverse 
experiences of people affected by cancer. The format is however resource-intensive, requiring 
input on the day from a significant number of professionals.

During the planning stage it became apparent to the event project team that clear definitions 
for the roles and resources were needed. In particular, it was decided that a ‘curious 
questioner’ role would be required to prompt conversations and ensure that all attendees 
had the opportunity to contribute to conversations. 

A guidance document outlining the Open Space approach and the associated roles and 
resources required was circulated (see Appendix 4). An outline of the roles and related 

1 http://openspaceworld.org/wp2/ 
2 http://www.kingsfund.org.uk/sites/files/kf/media/liz- saunders- judy- taylor- kingsfund- clinical- ‐leaders- leaders- front- line- 
kingsfund- may13.pdf
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responsibilities of those healthcare professionals who supported the open space event is 
provided in Table 1 below. It is acknowledged that when using the ‘Open Space Approach’ 
there is a need for a reasonable amount of uninterrupted time to be allocated for a detailed 
briefing on the different roles, skills and behaviours required before the event starts. 

Table 1: Roles and responsibilities of the open space event supporters

Role Key Responsibilities

Host facilitators • Lead the facilitation
• Keep the timings for the day
• Ensure the attendees understand how the 

event works
• Introduce the question and facilitate the 

conversations to generate the discussions for 
the afternoon

• Allocate the initial issues raised into themes
• Bring people back to feedback the key points 

from the discussion zones

Scribes One scribe per discussion zone will:
• Capture the points raised within the discussion 

zones on the flip chart paper

Curious questioners One curious questioner per discussion zone will:
• Help facilitate the conversation 
• Support the person who raised the issue
• Remain impartial and not enter into 

conversations about what should or should not 
have happened

General helpers • ‘Take the temperature’ of the room
• Ensure attendees are comfortable at all times 
• Capture any new conversations that start 

outside of the discussion zones 

Registration desk • Sign people in and give directions
• Meet and assist anyone with access 

requirements

Supporters • Provide emotional support if required
• Offer support to people with outstanding 

issues / complaints related to their cancer 
journey

Administration • Delegate booking 
• Event write up 
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 The central question for this Open Space event was: 

‘What do you feel has enabled you or prevented you from getting the most out of life 
since you or a loved one received a cancer diagnosis, and what might change that in  
the future?’ 

The key event activities were:

• Attendees were asked to write their initial responses / ideas / questions on large sheets 
of paper. 

• These initial thoughts were then grouped into common themes. 

• The themes were in turn divided over two rounds, creating an agenda for the 
afternoon.

• Each theme was then allocated to a discussion zone in the room, each with a flip chart 
to record key points from the conversation.

• Attendees moved to and between the topics being discussed, spending as much time 
as they wished to contribute, ask questions or observe.

• After two rounds, attendees 
were asked to view the 
flipcharts and use three 
voting stickers to indicate 
which topics and statements 
they felt were most 
important.

• Professionals attending the 
event were invited to vote in 
the same way using different 
coloured stickers. 

 

Learning Point
The role of the Curious Questioner is significant and a specific skill set is required to ensure 
that they remain impartial and are not tempted to defend or justify existing service provision. 
Time should be allocated for careful briefing; leaving it until the day of the event can result in 
the briefing being overtaken by the last minute event management and logistics.

Circulating a role- play video that demonstrates active listening and impartiality in action could 
be an effective and efficient way to brief the host facilitators ahead of an event.
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Some of the participants with their initial responses to the question 

Figure 2 below outlines the process for the Open Space:

Figure 2: The open space process
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5. The recruitment process

The event flyer and press release invited people affected by cancer to respond by email, post, 
telephone or in person to the individual giving them the flyer.  Applicants were then asked to 
complete and return an application form (see Appendix 5) after which confirmation letters that 
included an offer of financial help with transport to and from the event was sent to attendees.

The recruitment process is mapped in Figure 3 below: 

Figure 3: The open space recruitment process

Professionals working in the partner organisations were also invited to attend and a very high 
number of applications followed, meaning that some had to be declined. The enthusiastic 
response from professionals also meant that some very senior managers were unable to 
attend due to limitations on numbers and a need to ensure that the people affected by 
cancer attending were not outnumbered by professionals.
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very high number of applications followed, meaning that some had to be declined. 
The enthusiastic response from professionals also meant that some very senior 
managers were unable to attend due to limitations on numbers and a need to ensure 
that the people affected by cancer attending were not outnumbered by professionals. 

 

 

 

 

 

 

6. Who attended the Open Space event? 

Event  publicity  is  
circulated

Expressions  of  interest  
invited  by  email/post/

in  person  or  
telephone

Applica<on  form  and  
covering  leAer  send  to  

applicant  for  
comple<on

Applica<on  form  
returned  by  email/post
Applicants  details  are  

registered  on  the  
delegate  tracker  

Confirma<on  leAer  
sent  to  applicant

Closing  date  for  all  
applica<ons  -‐  1st  June  

2015

Delegate  lists  for  
10th    June  with  
final  numbers  

confirmed

Final  numbers/
specifc  requests  

sent  to  the  venue  
and  facilitators

Learning  Points  

The  keenness  of  the  workforce  to  engage  in  this  event  suggests  that  there  is  a  
real  enthusiasm  to  be  involved  in  change  and  future  plans  should  reflect  this.  

It  is  important  that  very  senior  managers  –  as  commissioners  and  lead  providers  
of  cancer  services  –  attend  events  such  as  this  and  hear  about  the  issues  that  are  
important  to  people  affected  by  cancer.    

  

Learning Point
The keenness of the workforce to engage in this event suggests that there is a real enthusiasm 
to be involved in change and future plans should reflect this.

It is important that very senior managers – as commissioners and lead providers of cancer 
services – attend events such as this and hear about the issues that are important to people 
affected by cancer.
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6. Who attended the Open Space event?

The demographics of the people affected by cancer who attended the event are shown 
below:

• 28 people affected by cancer attended the meeting (7 male, 21 female) of whom 8 
were either a carer, relative or friend. 

• 23 were White/British/English, 1 was Caucasian and 4 people did not record their 
ethnicity.

• Primary site of the cancers were: Colorectal (2)*; Breast:(4)*; Head & Neck (1); 
Stomach(1); Gynaecological (3)*; Skin (2)*; Lymphoma (4)*; Haematological (1).3 

• The age range is shown in Figure 4 below:

Figure 4: Age range of people affected by cancer who attended

 

Learning Point
The demographic profile of attendees suggests that targeted engagement / recruitment of
younger people affected by cancer and people from minority ethnic groups is required if the
diversity of the population of people living with and beyond cancer is to be accurately
reflected.

3 Categories marked with an asterisk* indicate that some attendees described multiple primary sites of cancer affecting them.
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7. Initial responses generated by attendees

In response to the central question for the event 
‘What do you feel has enabled you or prevented 
you from getting the most out of life since you or 
a loved one received a cancer diagnosis, and what 
might change that in the future?’, people affected 
by cancer attending the event generated 31 initial 
issues. These were then grouped into common 
themes by the host facilitators and used as headings 
for two rounds of discussion groups held in different 
parts of the room. 

The results of the discussions were captured on flipcharts and a full annotation of them can 
be seen at Appendix 6.

A Mind Map of all the issues raised at the event can be seen in Figure 5 and demonstrates the 
breadth and diversity of the discussions. 

 

Figure 5: A Mind Map of all of the issues raised during Open Space Event (see 
digital version at Appendix 7)



Patients shaping Cancer Services in Nottinghamshire

16

8. The votes on the results of the discussions

After all the topics raised had been discussed, the resulting flip chart notes were displayed 
at the end of the afternoon and attendees were asked to vote using three coloured dots to 
indicate which of the issues they felt were most important to them.   

Different coloured/shaped dots were used to distinguish between votes placed by people 
affected by cancer and those from professionals. No restriction was put on how the votes 
were used meaning all three dots could be used to emphasise the importance of a single issue 
if the participant so wished. 

A Mind Map showing which issues people affected by cancer voted for can be seen at Figure 
6 overleaf.
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Figure 6: A Mind Map of issues voted for by people affected by cancer (see 
digital version at Appendix 8)

The priority attached to each issue raised by people affected by cancer is indicated by the 
votes they cast, shown in Table 2 below and continued overleaf

 Table 2: Issues voted for by people affected by cancer,  
listed in priority  order

Number of 
votes

Immunology treatment 

Lack of holistic approach 

Lack of information about returning to work 

More could be done to increase awareness of long-term effects e.g. 
chemotherapy



Effect of fear of recurrence 

How do we raise awareness of orthodox drugs that have worked with 
others?



More about clinical trials than orthodox drugs 

No information about when to return to normal activities – swimming, 
belly dancing, massage – no authoritative guidance



Would like local support groups 
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Table 2: Issues voted for by people affected by cancer, 
listed in priority order

Number of 
votes

Primary care nurses to link with secondary specialist nurses 

GPs / consultants should listen to the patient – they know their bodies! 

Wish list – something to look forward to 

Fear / anxiety of recurrence   

Returning to work – life 

Cancer is a long-term condition – need self-care support                    

Direct access back to system after treatment 

Educate the public 

Mentoring scheme / buddy (specially matched)               

Legislation needed     (referring to employment)                                     

GP education about late effects of treatment 

Joined-up working needed – multi-disciplinary teams (MDTs) 

Never told Tamoxifen could cause cancer! (one of the drugs given for 5 
years after you have had cancer)



Living with, not just dying from, cancer 

Cancer survivor 26 years 

Positive thinking 

Holistic Needs Assessment – how results communicated and  
prioritised in community



General lack of understanding after diagnosis / treatment by health 
services and employers



A support group that helps with holistic needs is also useful e.g.   
therapists present; counsellors                                                                                      



More support groups are required                                                                 

Conflict in information from clinicians. Maybe need to go part time, 
others say you will be fine going back full time



Too much pressure to get back to full working capacity (sometimes  
more upsetting than original diagnosis)



GPs need better training on cancer                                                              

How to access cancer drugs fund                                                                 

Availability of someone to provide support immediately after diagnosis 
and beyond



Gynaecology cancer awareness   
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The priorities of the professionals that attended the event are indicated by the votes they 
cast, shown in Table 3 below:

A visual comparison of the raw data showing differences in voting preferences between 
people affected by cancer and professionals can be seen in Figure 7 overleaf:

 

Table 3: Issues voted for by professionals, listed in priority order Number of 
votes

No information about when to return to normal activities – swimming, 
belly dancing, massage – no authoritative guidance



Would like local support groups 

Primary care nurses to link with secondary specialist nurses 

Returning to work – life 

Support for people living with and beyond cancer outside hospital    

Brain cancer support networks – non-existent                                        

Lack of holistic approach 

Cancer is a long-term condition – need self-care support                    

Community services     

Lack of communication between hospital (QMC) and community 
(Ashfield and Mansfield)



No peer support offered 

Mentoring                                                                              

Lack of information about returning to work 

GPs / consultants should listen to the patient – they know their bodies 

Direct access back to system after treatment     

Educate the public 

Mentoring scheme / buddy (specially matched)               

Legislation needed     (referring to employment)                                     

General lack of understanding 

Protecting members of family  - “easier to have cancer than to live with 
someone who has it” – lack of knowing how they are feeling                   



1:1 support from City Hospital (need to identify details ? nurse linking 
similar patients)                                                                                                         



Need to help employers to look at staff more holistically. Help them to 
understand                                                                                                





Patients shaping Cancer Services in Nottinghamshire

20

Figure 7: Raw data showing differences in voting prioritites for people affected 
by cancer and professionals
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Abbreviations used in Figure 7: 
Drs Doctors HNA Holistic Needs Assessment 
GPs General Practitioners Info Information 
Grps Groups MDTs Multi-disciplinary Teams 

Figure 7: Raw data showing differences in voting prioritites for people affected by 
cancer and professionals 

5 4 3 2 1 0 1 2 3 4 5
General  lack  of  understanding
ProtecNng  members  of  family  
1:1  support  from  City  Hospital

Help  employers  to  take  holisNc  view  of  staff
Community  services

Lack  of  communicaNon  between  hospital  and  community
No  peer  support  offered

Mentoring
Support  for  people  outside  hospital

Brain  cancer  support  networks  -‐  non-‐existent
GP  educaNon  about  late  effects  of  treatment

Joined-‐up  working  needed  -‐  MDTs
Not  told  Tamoxifen  could  cause  cancer!
Living  with,  not  just  dying  from,  cancer

Cancer  survivor  26  years
PosiNve  thinking

HNA  -‐  how  results  communicated/prioriNsed  in  
community

Lack  of  understanding  by  health  services/employers
A  support  group  to  meet  holisNc  needs  

More  support  groups  are  required
ConflicNng  informaNon  on  part  Nme/full  Nme  work

Pressure  to  get  back  to  full  working  capacity  
GPs  need  be_er  training  on  cancer

How  to  access  cancer  drugs  fund
Someone  to  provide  support  at  diagnosis  and  beyond

Gynaecology  cancer  awareness
Fear  /  anxiety  of  recurrence

Wish  list  -‐  something  to  look  forward  to
Awareness  of  long-‐term  effects  e.g.  chemotherapy

Effect  of  fear  of  recurrence
Awareness  of  orthodox  drugs  that  have  worked  for  others

More  about  clinical  trials  than  orthodox  drugs
Immunology  treatment

Direct  access  back  to  system  ader  treatment
Educate  the  public

Mentoring  scheme  /  buddy  (specially  matched)
LegislaNon  needed          (referring  to  employment)

Drs  should  listen  to  paNents  -‐  they  know  their  bodies!
Lack  of  info  re  return  to  work

Cancer  is  long-‐term    -‐  need  self-‐care  support
Lack  of  holisNc  approach

Returning  to  work  -‐  life
Link  primary  care  nurses  /  secondary  specialist  nurses

No  info  on  return  to  normal  acNviNes
Want  local  support  grps

People  affected  by  cancer Professionals
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9. What is important to patients and carers?  - The headline themes

The issues that attendees voted on as being important can be grouped into four broad 
themes, with an expected degree of cross-over and interconnection between them.  The 
emerging themes from the open space conversations are represented in Figure 8 below:

 

Figure 8: Emerging themes from the open space conversations

Learning Point
Presenting raw data, as shown in Tables 2 and 3 and in Figure 7 does mean that there is some
overlap and repetition of the various issues raised. However, it is vital that people affected by
cancer who attended the event can recognise that what they contributed / viewed as
important has been captured and used in the report analysis and findings.

Further analysis follows in Section 9 and will be expanded during future engagement
opportunities with people affected by cancer and professionals.
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These emerging themes placed in priority order according to votes cast by attendees are:

1. Information and support

2. Managing my condition

3. Professionals working with me

4. Work.

The two rounds of discussions generated a wealth and richness of material, and therefore 
it has been possible to further subdivide each of the themes above into the following 
categories: 

• Headline issues 

• Specific concerns 

• Suggested actions / possible solutions. 

The four themes and the issues, concerns and suggested actions associated with each are 
shown in Tables 4, 5, 6 and 7 below and overleaf.
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10. Key actions

From the summary of the key themes and priorities about the participants made some useful 
suggestions about the key actions and possible solutions to the challenges discussed. Whilst 
a follow up event in the autumn will focus on developing a detailed action plan of action, an 
outline plan, capturing the immediate thoughts is presented in Table 8 overleaf:

Learning Point
Analysing and categorising the outputs from the event is valuable in that it provides a
useful framework for future work, but it does risk losing the richness of data that reflects
the complexity of lives lived with and beyond a cancer diagnosis.
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Table 8: Outline action plan from Open Space suggestions

Key theme Specific area Key concern Suggested outline actions

Information 
and Support

Self-help and 
support groups

Gaps in many areas 
for self help and 
support groups have 
been identified

• Scope what Self-help and support 
groups already exists across 
Nottinghamshire

• Publish directory of Self-Help and 
Support groups

• Facilitate information sharing and 
networking events

• Joined up working across all 
sectors

Information 
and Support

Information on 
returning to 
‘normal’ activities 
and on cancer 
awareness

Lack of information 
and support about 
returning to normal 
activities after 
cancer treatments 
and cancer 
awareness

• To identify areas where there are 
gaps in information and support.

• Scope what may be available 
locally and nationally.

• Identify how this resource can be 
provided locally

Managing my 
condition

Long-term 
side effects of 
treatment

Fear and anxiety 
of recurrence

Lack of information 
and awareness

Managing anxiety 
and fear of 
recurrence

• To identify areas where there are 
gaps in information and support.

• Scope what may be available 
locally and nationally.

• Identify how this resource can be 
provided locally

• Review of pathways to facilitate  
direct access back into the system

Professionals 
working with 
me

Lack of 
communication 
between 
hospital(s) and GP

Listening skills of 
professionals

Lack of an holistic 
approach

Lack of 
communication

Communication skills 
training

HNA across primary 
and secondary care

• Enhanced training and support 
for healthcare professionals – pre 
and post registration

• Rollout of the recovery package 
and Holistic Needs Assessment

• Training and support for multi-
disciplinary teams

Work Support in 
returning to 
work after cancer 
diagnosis and 
treatment

Lack of information 
and support

• To identify areas where there are 
gaps in information and support.

• Scope what may be available 
locally and nationally.

• Identify how this resource can be 
provided locally

• Support and training for 
employers/national legislative 
framework
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11. Conclusions and next steps

This final section aims to summarise 
the open space event, reflect on 
the learning from the process in 
organising and running it, and 
importantly to highlight the key 
themes and messages which have 
emerged from the discussions.  
Some analysis is provided, however, 
it is intended to undertake this in 
more detail at a follow up meeting, 
together with those who attended 
the initial open space event and a 
wider audience.

 The open space meeting was the first public and patient engagement of the Macmillan 
Cancer Partnership in Nottinghamshire and aimed to kick start a longer term, ongoing 
conversation with people affected by cancer across the county about what can be done to 
improve their experiences and outcomes.

The open space event far exceeded the expectations of the organisers and proved to be 
extremely successful with lots of energy and enthusiasm in sharing stories and experiences 
from all of the participants. The event team was impressed by the level of engagement and 
the willingness of people to talk openly and honestly as well as provide thoughtful, balanced 
and insightful feedback on their experiences and in offering constructive suggestions about 
the key actions to shape local cancer services. 

The event flyer was shown to be effective in publicising the event and will be replicated 
as the main communication method for future events. The use of an ‘equality impact 
assessment’ framework in planning future activities and events would ensure that the 
method of engagement was planned appropriately to ensure seldom heard groups are 
also included, and that bespoke engagement events are planned as part of the ongoing 
Macmillan Cancer Partnership work programme. 

Throughout the recruitment process the health and social care professional workforce, 
including clinicians and their managers were keen to engage in this event, suggesting that 
there is a real enthusiasm and commitment to be involved in these discussions and in bring 
about real change. 

The whole process of organising and delivering the open space event has in itself generated 
a great deal of discussion and momentum. From generating the initial idea and publicising 
the event, the process has enabled the Macmillan Cancer Partnership to engage with 
patients, and their families and carers, cancer professionals, partner organisations, and 
self-help and support groups in a purposeful way.  As well as the event itself, the process 
has also generated a huge amount of interest and discussion about the cancer services 
across Nottinghamshire and how they need to be improved, and how/who across the local 
community can help shape these developments. There is an increased sense of clarity and 
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awareness of what needs to be done to improve the experiences and outcomes of people 
affected by cancer, and a real willingness for patients and carers to work in partnership with 
health care professionals and managers to make a real difference. 

 The people affected by cancer who attended the event were a mixture of patients and carers 
who had been affected by a range of different cancer types.  Drawing on their experiences 
the discussions generated a wealth of information and ideas for service improvement. Four 
key themes from the discussions and priority voting have emerged, and are placed in order of 
importance from the frequency of responses:

• Information and Support, 

• Managing my condition 

• Professionals working with me

• Work.

When asked to prioritise the issues raised, the people affected by cancer focused on new 
treatments and the information and support required during and after these treatments. The 
professionals focused on what would help them help support their patients. 

Together, the key priority for patients and 
professionals is information and support, 
whether that is available and accessible 
for patients and their carers at the right 
time, in the right place; or whether the 
health care professional has the right 
skills, knowledge and resources to provide 
that support or signpost to other areas 
of information and support. This theme 
of information and support relates very 
well to four of Macmillan’s nine outcomes 
for improving patient experience and 
will become a key priority in service 
development plans, moving forward.  

The themes that were prioritised by both people affected by cancer and the professionals 
largely focus around supporting the patients to identify their own health and social care 
needs, in order to self-manage. This theme of supported self-care is reflected too in the other 
priority areas, managing my condition, professionals working with me and work. 

The four themes and priority areas identified can be directly related to Macmillan’s nine 
outcomes for improving patient experience and will become a key priority in service 
development plans, moving forward. The Macmillan outcomes are shown in Figure 9 overleaf:
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Figure 9: Macmillan’s Nine Outcomes

This report has intentionally been written in an accessible style for a diverse audience 
including those who attended the event. It will also be shared with senior managers across 
Nottinghamshire Health and Social Care community to raise awareness of the issues that are 
important to people affected by cancer locally, so that they are able to actively influence and 
support the changes required.

The open space event will be followed with a further meeting of people affected by cancer 
and health and social care professionals in the autumn of 2015. The aim of this meeting 
will be to spend some time together, to reflect on the themes and suggested actions 
from the initial open space event, and to develop a clear plan of action which the partner 
organisations of the Macmillan Cancer Partnership can put into place moving forward into 
the next year.  The partnership also plans to continue this important work in engaging and 
involving people affected by cancer in shaping their local cancer services, so that the voice of 
the person affected by cancer is central to all service developments in a meaningful way, and 
is not a ‘tick box’ exercise.
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On behalf of the Macmillan Cancer Partnership the organisers of the open space event would 
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Appendices

Appendix 1

 

Have you been affected by Cancer? 
Do you live in Nottinghamshire? 

Have you received cancer treatment and care in 
Nottinghamshire? 

 
You are invited to share your experiences and ideas 

and help shape the way in which Cancer services 
are being developed across Nottinghamshire 

 
We are holding two public meetings in June and you 

are invited to come along to one of them: 
 

Wednesday 10th June 2015, 12:00-16:30 at 
Edwinstowe House, Edwinstowe, Mansfield 

Or 
Wednesday 17th June 2015, 12:00-16:30 at the East 

Midlands Conference Centre, Nottingham. 
 

Further details about the meeting and how to book 
will follow. 
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Appendix 2

                  

 
Do you live in Nottinghamshire or use 

Nottinghamshire cancer services? 
  

The Macmillan Cancer Partnership needs your help! 
 

We are looking for people affected by cancer in Nottinghamshire to help us 
shape and improve your local cancer services 

 
We want you to come along to share your experiences, ideas and 

have your say. 
 

Whether you have recently been diagnosed with cancer, are a long term cancer survivor 
or are supporting someone with cancer, we want to hear from you. 

 
Come along to one of our public meetings on: 

 

Wednesday 10th June 2015, 12:00-16:60 
Edwinstowe House, Edwinstowe, Mansfield, NG21 9PR 

or 

Wednesday 17th June 2015, 12:00-16:30 
East Midlands Conference Centre, Nottingham, NG7 2RJ 

 
Places are limited, so contact us now! We can help you with travel, pay your expenses and will 

provide lunch on the day. If you can't make either the 10th or 17th June 2015 we still want to hear 
from you, so please feel free to get in touch. 

 
 
 
 
 

 
Shaping and improving your local cancer care together 

 
Together Macmillan Cancer Support and Partners are working with cancer patients and carers 

across the county to improve cancer care.  We have listened to people affected by cancer locally 
and are supporting and informing them to make their own choices for their life and their cancer. 

Contact us:  
07472 274066 
@      eventmanagement@macmillan.org.uk 
Nottinghamshire Open Space, Macmillan Cancer  Support,  
         North of England Regional Office, 3 Fawcett Street, York YO10 4AH 
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Appendix 3

                           
 

 
 
For immediate release    

 

Nottinghamshire cancer patients to help to shape future 
services 

 
People affected by cancer in Nottinghamshire are being invited to help shape 

and improve their local cancer services as part of a three million pound cancer 

improvement programme to radically transform cancer care across the county. 

 

The Macmillan Cancer Partnership in Nottinghamshire is a pioneering 

programme which aims to improve local cancer services and address the 

growing number of people surviving and living with and beyond a cancer 

diagnosis. 

 

Comprised of Nottinghamshire health and social care services, Macmillan and 

other local voluntary organisations, the programme includes 14 individual 

projects and pilots all aimed at testing, improving and developing new ways to 

support people affected by cancer. 

 

The partners will be working with patients and carers to ensure services across 

the county are more joined up and integrated so patients receive the right 

support at the right time to enable them to live as long and healthy a life as 

possible.  
 

People affected by cancer are being invited to share their views and experiences 

at two events on the 10th June and 17th June and have a say on how their 

services should be run. 

 

The events aim to find out what is important in the lives of people affected by 

cancer and what could be done to improve their experience and quality of life. It 

will also outline ways in which patients and carers can get involved with the 

programme. 

 

Ann Micklewright, from Newthorpe in Nottinghamshire, cared for both her mother 

and father when they were diagnosed with cancer and is now chair of the Greater 

Nottingham Patient and Carer Cancer Forum, which aims to improve cancer 

services for patients and their carers. 

 

She joined the forum shortly after her mother died from pancreatic cancer 

following an awful experience, which began with her being told of her mother’s 

diagnosis in a busy hospital ward and ended with her dying in hospital, lacking 

support and without the necessary pain relief.  

 

Ann wanted to ensure that no one else had to go through the same experience 

so joined the forum to make sure the patient voice was heard. She’s now 

involved with the Macmillan Cancer Partnership as a patient representative and 

has been key to planning the two events. 

 

She said: “I’ll never forget my mother’s experience. Although things are different 

now there are still improvements that need to be made. Cancer services need to 

be capable of meeting individual needs. One size doesn’t fit all. And it doesn’t 

end when you leave hospital. Cancer never goes away, it’s always there, and we 

need to make sure that support continues when treatment ends.” 
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People affected by cancer are being invited to share their views and experiences 

at two events on the 10th June and 17th June and have a say on how their 

services should be run. 

 

The events aim to find out what is important in the lives of people affected by 

cancer and what could be done to improve their experience and quality of life. It 

will also outline ways in which patients and carers can get involved with the 

programme. 

 

Ann Micklewright, from Newthorpe in Nottinghamshire, cared for both her mother 

and father when they were diagnosed with cancer and is now chair of the Greater 

Nottingham Patient and Carer Cancer Forum, which aims to improve cancer 

services for patients and their carers. 

 

She joined the forum shortly after her mother died from pancreatic cancer 

following an awful experience, which began with her being told of her mother’s 

diagnosis in a busy hospital ward and ended with her dying in hospital, lacking 

support and without the necessary pain relief.  

 

Ann wanted to ensure that no one else had to go through the same experience 

so joined the forum to make sure the patient voice was heard. She’s now 

involved with the Macmillan Cancer Partnership as a patient representative and 

has been key to planning the two events. 

 

She said: “I’ll never forget my mother’s experience. Although things are different 

now there are still improvements that need to be made. Cancer services need to 

be capable of meeting individual needs. One size doesn’t fit all. And it doesn’t 

end when you leave hospital. Cancer never goes away, it’s always there, and we 

need to make sure that support continues when treatment ends.” 

 

She continued: “The patient voice needs to be at the centre of everything. They 

are the people who are using the services, so they need to be involved in the 

planning of those services. That’s why we want patients to be involved in the 

Macmillan Cancer Partnership, to tell us what they need from their local 

services.” 

 

Freda Ingall is a retired nurse from Lambley and a key member of the 

Nottingham Cancer Support Group for Patients and Carers. Her mother was 

successfully treated for vulval cancer and her husband and daughter in law have 

both experienced a recent cancer diagnosis. Freda has been a member of the 

National Cancer Peer Review Team and is also involved in the Macmillan Cancer 

Partnership as a patient representative. 

 

She said: “Patients and their carers need to be offered meaningful information 

about their treatment and aftercare to enable them to give their informed consent 

to treatments and identify ways to promote their own recovery, health and 

wellbeing.  It really comes down to good communication, not just with the patient, 

but between different health professionals who are involved in that patient’s care, 

to make sure the information and support is joined up and consistent.” 

 

Elaine Wilson, Macmillan Development Manager, said: “The central aim of the 

Macmillan Cancer Partnership is to put people affected by cancer at the heart of 

decision making when it comes to care and support for themselves or their loved 

ones. Therefore the views and input of patients and carers is absolutely crucial.  I 

would compel anyone who has been affected by cancer – either as a current 

patient, a long term survivor, carer or supporter of someone with cancer - to 

come along to one of the events to share your experiences and help us to shape 

your local cancer services.” 
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She continued: “The patient voice needs to be at the centre of everything. They 

are the people who are using the services, so they need to be involved in the 

planning of those services. That’s why we want patients to be involved in the 

Macmillan Cancer Partnership, to tell us what they need from their local 

services.” 

 

Freda Ingall is a retired nurse from Lambley and a key member of the 

Nottingham Cancer Support Group for Patients and Carers. Her mother was 

successfully treated for vulval cancer and her husband and daughter in law have 

both experienced a recent cancer diagnosis. Freda has been a member of the 

National Cancer Peer Review Team and is also involved in the Macmillan Cancer 

Partnership as a patient representative. 

 

She said: “Patients and their carers need to be offered meaningful information 

about their treatment and aftercare to enable them to give their informed consent 

to treatments and identify ways to promote their own recovery, health and 

wellbeing.  It really comes down to good communication, not just with the patient, 

but between different health professionals who are involved in that patient’s care, 

to make sure the information and support is joined up and consistent.” 

 

Elaine Wilson, Macmillan Development Manager, said: “The central aim of the 

Macmillan Cancer Partnership is to put people affected by cancer at the heart of 

decision making when it comes to care and support for themselves or their loved 

ones. Therefore the views and input of patients and carers is absolutely crucial.  I 

would compel anyone who has been affected by cancer – either as a current 

patient, a long term survivor, carer or supporter of someone with cancer - to 

come along to one of the events to share your experiences and help us to shape 

your local cancer services.” 

 

The events will take place on Wednesday 10th June 2015, 12:00-16:30 at 

Edwinstowe House, Edwinstowe, Mansfield, NG21 9PR or Wednesday 17th June 

2015, 12:00-16:30 at East Midlands Conference Centre, Nottingham, NG7 2RJ. 

 

Places are limited, so contact us now! We can help you with travel, pay your 

expenses and will provide lunch on the day. If you can't make either the 10th or 

17th June 2015 we still want to hear from you, so please feel free to get in touch. 

Call 07472 274066 or email eventmanagement@macmillan.org.uk 

 

The Macmillan Cancer Partnership is comprised of Nottingham City CCG, 

Newark and Sherwood CCG, Mansfield and Ashfield CCG, Macmillan Cancer 

Support, Nottingham University Hospitals NHS Trust, Sherwood Forest Hospitals 

NHS Foundation Trust, Self Help Nottingham and Nottingham County Football in 

the Community. 

 

-Ends- 
 
For further information, please contact: 
Chloe Ingham, Regional Communications Officer, Macmillan Cancer Support,  
on 01904 756444 or 07720593471 
cingham@macmillan.org.uk 
 
Notes to Editors: 
About Macmillan Cancer Support 
 
When you have cancer, you don’t just worry about what will happen to your body, 

you worry about what will happen to your life. At Macmillan, we know how a 

cancer diagnosis can affect everything and we’re here to support you through.  

 

From help with money worries and advice about work, to someone who’ll listen if 

you just want to talk, we’ll be there. We are millions of supporters, professionals, 

volunteers, campaigners and people affected by cancer. Together we make sure 



Patients shaping Cancer Services in Nottinghamshire

35

The events will take place on Wednesday 10th June 2015, 12:00-16:30 at 

Edwinstowe House, Edwinstowe, Mansfield, NG21 9PR or Wednesday 17th June 

2015, 12:00-16:30 at East Midlands Conference Centre, Nottingham, NG7 2RJ. 

 

Places are limited, so contact us now! We can help you with travel, pay your 

expenses and will provide lunch on the day. If you can't make either the 10th or 

17th June 2015 we still want to hear from you, so please feel free to get in touch. 

Call 07472 274066 or email eventmanagement@macmillan.org.uk 

 

The Macmillan Cancer Partnership is comprised of Nottingham City CCG, 

Newark and Sherwood CCG, Mansfield and Ashfield CCG, Macmillan Cancer 

Support, Nottingham University Hospitals NHS Trust, Sherwood Forest Hospitals 

NHS Foundation Trust, Self Help Nottingham and Nottingham County Football in 

the Community. 

 

-Ends- 
 
For further information, please contact: 
Chloe Ingham, Regional Communications Officer, Macmillan Cancer Support,  
on 01904 756444 or 07720593471 
cingham@macmillan.org.uk 
 
Notes to Editors: 
About Macmillan Cancer Support 
 
When you have cancer, you don’t just worry about what will happen to your body, 

you worry about what will happen to your life. At Macmillan, we know how a 

cancer diagnosis can affect everything and we’re here to support you through.  

 

From help with money worries and advice about work, to someone who’ll listen if 

you just want to talk, we’ll be there. We are millions of supporters, professionals, 

volunteers, campaigners and people affected by cancer. Together we make sure 

there’s always someone here for you, to give you the support, energy and 

inspiration you need to help you feel like yourself again. We are all Macmillan. 

 

No one should face cancer alone. Call us free on 0808 808 00 00 (Monday to 

Friday, 9am–8pm) or visit macmillan.org.uk 
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Appendix 4 

Created by L Janiec 
Distributed on: 05/05/15 
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Macmillan Cancer Survivorship Partnership 
Living with and beyond Cancer Open Space Events  

 
Open Space roles and resources required 

Events 
10th June – Edwinstowe House, Edwinstowe, Mansfield (75 max capacity) 
17th June – East Midlands Conference Centre, Nottingham (100 max capacity) 
 
Summary of the ‘Open Space’ approach 
We are holding 2 open space events to find out what’s important in the lives of people affected by 
cancer and hoping to attract 75-100 people to each.  The event allows the people attending 
(patients, carers and anyone affected by cancer) to talk about their own experiences and ideas that 
then shape the agenda for day from a central question set below.  
 
The central question for the event is taken from the one used for the Doncaster Cancer Survivorship 
Open Space Event: 
‘What do you feel has enabled you or prevented you from getting the most out of life since you or 
a loved one received a cancer diagnosis, and what might change that in the future?’ 
 
The central question is introduced to people as soon as they arrive, through informal welcome 
discussions and introductions over lunch. The question will also be  and displayed on the projector 
screen whilst lunch is served. Welcome and introductions are completed to thank people for their 
participation, explain the purpose of the events and outline what we want to achieve.  
Each of the facilitators and helpers for the day then introduce themselves and which organisation 
they represent.  
The host facilitators will then introduce how the event will work and invite the attendees to raise 
their initial responses / ideas / questions on paper which are then grouped into themes which were 
in turn divided over three rounds, creating an agenda for the afternoon.  
Each theme is then allocated to one of six-eight zones in the room, each with a flip chart to record 
key points from the discussions. The attendee that raised the idea/question will then be asked to 
host the discussion in one of the breakout areas.  
The session then starts and attendees moved to and between the topics being discussed, spending 
as much time as they wished to contribute, ask questions or observe.  
A professional will be allocated to each breakout area to facilitate discussions and if no volunteer in 
the group wants to capture the discussions they will take on that role too. The session then ends. 
The next lot of topics are then allocated to areas for discussion and another session begins. 
Depending on the numbers of topics raised and time allows, there may be a third session.  
 
The host facilitators then bring everyone back together to agree the priority areas for improvement. 
The aim of the day will also be to recruit patients, and carers to help us shape the changes through 
various different opportunities e.gs sitting on task and finish groups, patient stories, discovery 
interviews, writing the pathways from a patient’s perspective, etc.  
 
Guide for timings but the events are fluid so we can make sessions longer or shorter depending on 
how the event is going, how many topics are selected and how long the discussions are taking.  
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‘What do you feel has enabled you or prevented you from getting the most out of life since you or 
a loved one received a cancer diagnosis, and what might change that in the future?’ 
 
The central question is introduced to people as soon as they arrive, through informal welcome 
discussions and introductions over lunch. The question will also be  and displayed on the projector 
screen whilst lunch is served. Welcome and introductions are completed to thank people for their 
participation, explain the purpose of the events and outline what we want to achieve.  
Each of the facilitators and helpers for the day then introduce themselves and which organisation 
they represent.  
The host facilitators will then introduce how the event will work and invite the attendees to raise 
their initial responses / ideas / questions on paper which are then grouped into themes which were 
in turn divided over three rounds, creating an agenda for the afternoon.  
Each theme is then allocated to one of six-eight zones in the room, each with a flip chart to record 
key points from the discussions. The attendee that raised the idea/question will then be asked to 
host the discussion in one of the breakout areas.  
The session then starts and attendees moved to and between the topics being discussed, spending 
as much time as they wished to contribute, ask questions or observe.  
A professional will be allocated to each breakout area to facilitate discussions and if no volunteer in 
the group wants to capture the discussions they will take on that role too. The session then ends. 
The next lot of topics are then allocated to areas for discussion and another session begins. 
Depending on the numbers of topics raised and time allows, there may be a third session.  
 
The host facilitators then bring everyone back together to agree the priority areas for improvement. 
The aim of the day will also be to recruit patients, and carers to help us shape the changes through 
various different opportunities e.gs sitting on task and finish groups, patient stories, discovery 
interviews, writing the pathways from a patient’s perspective, etc.  
 
Guide for timings but the events are fluid so we can make sessions longer or shorter depending on 
how the event is going, how many topics are selected and how long the discussions are taking.  
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Appendix 5

1. About you:
Forename Date of Birth

Surname Postcode of your home
Ethnicity Gender

Diagnosed with cancer Under clinical follow up

Undergoing treatment Beyond treatment, coping well

Finished initial treatment Beyond treatment, coping poorly

A carer of someone affected by 
cancer

A relative or friend of someone 
affected by cancer

Any other description?

Breast Gynaecological

Prostate Urological

Colorectal Head & Neck

Other, Please state…

Directions by car? Fare reimbursement?

Directions by bus? Blue badge parking space?

5. Your privacy

Y/N

Y/N Y/N

6. Contacting you:

Address Line 1
Address Line 2
Address Line 3
Town
Postcode
Email address
Telephone number

Nottinghamshire  Open Space Or by email as an attachment to
Macmillan Cancer Support
3 Fawcett Street
York, YO10 4AH

Language: do you need assistance? Please state..

Hearing: do you need facilities? Please state..

May we keep these details on a database?

May we contact you with information relating to the Cancer 
Survivorship work beyond June?

If you are unable to attend on 10th 
June , do you still wish to be 
involved?

Fatigue: do you have special requirements? Please state..
Visual impairment: do you need facilities? Please state..

Macmillan Cancer Support, registered charity in England and Wales (261017), Scotland (SC039907) and the Isle of Man (604). A company limited by guarantee, 
registered in England and Wales company number 2400969. Isle of Man company number 4694F. Registered office: 89 Albert Embankment, London SE1 7UQ

Please return this form 
to

eventmanagement@macmillan.org.uk

7. Return this form to us

2. How are you affected by cancer?

Macmillan Cancer Partnership in Nottinghamshire                                   Making 
services work better for you

Thank you for applying to attend the Open Space Event on the 10th June 2015 at  Edwinstowe House, Edwinstowe

 Lunch will be available at 12.00 midday and the event will start at 12.45pm. Afternoon tea will be served at 3pm. The event 
will finish at 4.30pm. For most of this time we will be either seated or moving between seating areas, so please indicate 
below if you have any special requirements.

Would you describe 
yourself as:                                       
please tick all that apply

The aim of the meeting is to get a better understanding of what support people affected by cancer need at different points 
in their journey, in particular for those people living with and beyond cancer and cancer treatment. The afternoon will 
involve sharing your experiences, contributing to discussions, listening to what others have to say and setting priorities.

Mobility: do you have special requirements? Please state..

3. Do these cancers apply to you?

Is the primary site of the 
cancer affecting you in 

any of the following 
categories?

4. Do you need support to attend the event on 17th June?

Transport: do you 
require

Meals: do you have special requirements? Please state..
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Appendix 6 

1 
 

Votes by people affected by cancer  

Votes by professionals  

 

1.1 

Effects of medication – long and short term. 

Severe fatigue. 

Late effects of cancer treatment. 

Effects of medication / cancer treatment 

 Abdominal cancer 
 Radiotherapy followed by chemotherapy 
 Kidney, neurological and cardiac side effects 
 American system – LIVESTRONG – provides treatment summary 

 GP education about late effects of treatment                 

 Joined-up working needed – multi-disciplinary teams (MDTs)    
 A form of care plan needed 
 Electronic accessible information 
 Tool similar to maternity will be useful 
 An app - “Patient Access” - useful for sharing information with clinicians e.g. 

GPs – currently only some GP practices have access to this 
 More could be done to increase awareness of long-term effects e.g. 

chemotherapy           
 GP appointments short – 7-10 minutes 
 Enhanced role of nurse practitioners would be useful – could inform GPs 
 Nurses to look at “whole”  patient and to liaise with GPs 

 Primary care nurses to link with secondary specialist nurses      

 

Side effects of CT Scan / radiation 

 ATOS – a new vitamin applied externally could help reduce side effects of CT 
scan 

 Drinking coca-cola after scans could help 
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2 
 

 

1.2 

Self confidence. 

Life felt / feels like a rollercoaster. 

Not prepared for change of body shape – depression! 

Surviving – living with not just dying from – positive 
thinking – life changing. 

Support for carers / family / friends – not easy treating 
patient as normal – as patient wishes. 

Not prepared for change of body shape 

 Depressed – anti-depressants 
 Don’t look in the mirror 
 Yo yo in and out of hospital 
 Feel very self conscious 
 Had counselling 
 Feel-good factor gone 
 Don’t like shopping now 
 Think the worst when get an ache & pain 

What would have helped: 

 Need support to feel feminine 
 Something to look forward to, no matter how small 
 Show you choices but do not tell you that you could be not flat chested – 

concave – or how big scar will be 
 Make-up support 
 Perhaps offer a double mastectomy – better body image 
 Information available for e.g. ladies with mastectomy 
 Not given a book to explain my type of cancer – sat with and explained by a 

clinician 
 Nurse did come and see me and explain 
 Nurse attached to me from City Hospital – felt like she didn’t have time for me 
 Achievable targets – otherwise go backwards 

 Wish list – something to look forward to           
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 Never told Tamoxifen could cause cancer! (one of the drugs given for 5 years 

after you have had cancer)         
 Had a good explanation of diagnosis and nurse sat for as long as she was 

needed 
 Group of people with same condition: sad when you watch them pass away 

one by one 

Living with, not just dying from, cancer     

 Cancer survivor 26 years          

 Positive thinking                    
 Changed my character and outlook 
 Realise clinicians don’t know everything 
 Kept a diary – track my progress 
 Self- helped: help set up groups 
 Do it now attitude 
 Maggies – a great support 
 Acceptance of illness 

 Would like local support groups      
 Learn from each other 
 Clinicians need to understand the patient holistically – maybe attend these 

sort of events 

 

1.3 

Seamless care at home. 

Patient holistic approach – primary and secondary care. 

Help to those when cancer returns. 

Macmillan. 

Care / concern of hospital staff. 

Community services                   

 Speech and Language Therapy waiting time 8 weeks (2012) 

 Lack of holistic approach           
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 Disjointed approach 
 Poor inter-professional communication in community services 
 Lack of communication between hospital (QMC) and community (Ashfield and 

Mansfield)                  

Nottingham City CCG 

 Fantastic support GP, Macmillan nurses 
 11 different community nurses – diabolical 
 IT systems not talking to each other 
 Health professionals complaining and moaning about employment issues with 

patient and carers – not acceptable 
 District nurse 
 GP nominated who co-ordinated care 
 Equipment and appliances promptly provided 
 Care workers 4 times per day 
 End of life care – home is best 
 Poor information from clinical team to patient 
 Little support from clinical team (Nottingham City Hospital) 
 Poor support after treatment 
 Positive experience – Macmillan support and information 
 Specialist community resource for cancer 
 Sharing best practice 

 Support for people living with and beyond cancer outside hospital      
 Holistic Needs Assessment – how results communicated and prioritised in 

community           

Macmillan 

 Excellent support 
 ICC / ICO 
 Always there, provide support that’s needed 
 “Go far to make things happen” 
 Big family support for everybody 

Care / concern of hospital staff 

 Don’t keep promises 
 Struggling for 2 years 
 Only focused on treatment 
 Disconnect once leave hospital 
 Poor information to GP 
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 Big gap between nurses and GP e.g. wrong medicine causing ill-effects – 
concern not there 

 

 

 

1.4 

General lack of understanding after diagnosis / treatment 
by health services and employers.      

After final treatment of radiotherapy, I feel my husband 
was cut adrift and often says “How will I know if my 
prostate cancer has come back?” The thought never 
leaves us. 

General lack of understanding               
 How other people react to people with cancer 
 GP relations (not communicating bad news very well) 
 Effect of diagnosis on mental health 
 Lack of support from employers 
 Method of delivery needs improving 
 Issues around diagnosis 
 Good help would look like: 

 Going extra mile (clinicians) 
 Support from clinicians 

 Medical professionals need to be properly trained 

 No peer support offered                 
 Employer discrimination 
 Support needed for employers (educating) 
 Mortgage acceptance due to diagnosis 
 GPs with specialist knowledge would be helpful 
 GPs / consultants should listen to the patient – they know their bodies!  

            

 Direct access back to system after treatment              
 Speed at which referrals would take place whilst other issues need 

investigation 
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After treatment 

 3 month wait from diagnosis to treatment 
 Wasn’t informed of side effects 
 After care (no follow up) 
 Self assurance that cancer won’t return 
 Cast adrift 

 Educate the public                
 Support for friends and family 
 Access to the range of services 
 Counselling 

 

1.5 

Counselling. 

Sensitive conversations involve patients – don’t just give 
patient a leaflet or booklet. 

 Individual coping strategies – everyone is different 
 Panic struck; frightening  
 Fear never left 
 Got peer support – formed support group 
 Counselling offered by phone or CNS 
 Psychologically recovery is longer than physically 
 Needed factual information 

 Fear / anxiety of recurrence                
 Cultural barriers to support and information 

 Mentoring scheme > buddy (specially matched)                         
 Protecting members of family  - “easier to have cancer than to live with 

someone who has it” – lack of knowing how they are feeling                    
 Early diagnosis > speedy waiting time > increased stress                                        

 

 

2.1 



Patients shaping Cancer Services in Nottinghamshire

44

 

6 
 

After treatment 

 3 month wait from diagnosis to treatment 
 Wasn’t informed of side effects 
 After care (no follow up) 
 Self assurance that cancer won’t return 
 Cast adrift 

 Educate the public                
 Support for friends and family 
 Access to the range of services 
 Counselling 

 

1.5 

Counselling. 

Sensitive conversations involve patients – don’t just give 
patient a leaflet or booklet. 

 Individual coping strategies – everyone is different 
 Panic struck; frightening  
 Fear never left 
 Got peer support – formed support group 
 Counselling offered by phone or CNS 
 Psychologically recovery is longer than physically 
 Needed factual information 

 Fear / anxiety of recurrence                
 Cultural barriers to support and information 

 Mentoring scheme > buddy (specially matched)                         
 Protecting members of family  - “easier to have cancer than to live with 

someone who has it” – lack of knowing how they are feeling                    
 Early diagnosis > speedy waiting time > increased stress                                        

 

 

2.1  

7 
 

Local carers – peer support networks. 

Local support group information. 

Importance of support groups. 

Mentoring: match “patients” to “ex-patients”. 

Mentoring                                                                               

 1:1 support from someone with same type of cancer helpful 
 1:1 support from City Hospital (need to identify details ? nurse linking similar 

patients)                                                                                                           
 A support group that helps with holistic needs is also useful e.g.   therapists 

present; counsellors                                                                                       
 Brain cancer patients not suited to general support groups  

    

Carer Peer Support Networks                                      

 Need carer support groups – 1:1 with a carer will be useful 

 Brain cancer support networks – non-existent                                         
 Perception of brain cancer  (they will look healthy) 
 Brain cancer patients struggle to express themselves 
 Self care hubs will help to identify the support / information needed in the local 

area, starting in Kirkby-in-Ashfield 

 More support groups are required                                                                  

 

 

2.2 

Travel insurance 

Benefits if unable / struggling to get back to work – 
includes ATOS medical guidelines 

Returning to work 
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Blue Badge when struggling due to various reasons – not 
just whether legs move! 

Time Finance 

Returning to work – life              

 Conflict in information from clinicians. Maybe need to go part time, others say 

you will be fine going back full time                  
 Work very understanding at first but after 7 months, work are no longer very 

patient 
 Boss / staff not very supportive about a phased return 
 Too much pressure to get back to full working capacity (sometimes more 

upsetting than original diagnosis)        
 Legislation is available 
 Need to help employers to look at staff more holistically. Help them 

understand                                                                                                       
 Best practice for employers 
 One store of Tesco – been very supportive – phased return – staff team 

support each other 
 Look at maternity / paternity leave – which as employers we do well – use this 

to plan for cancer in the work place, phased return etc. 
 Kitemark for employers that do a good job around cancer healthcare 
 Relative had cancer but, due to work, I was unable to support as well as I 

could 
 Legislation around family members wanting flexible leave / quality time with 

member of family who is poorly 

 Legislation needed                                                          

 Lack of information about returning to work                                     
 Limitations – what you may not be able to do anymore 
 Physical deterioration e.g. having a throat valve in: needed advice about 1 

year after surgery – health professional needs to not only look at you clinically 
but advise you about living with your valve 

 Advisor to talk to you about e.g. how this condition can affect you as you get 
older, what you might expect e.g. side effects  

 Survivorship Support! 
 Not enough cancer specialist staff as more people being diagnosed, more 

people surviving 

 Cancer is a long-term condition – need self-care support                       
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Travel Insurance 

 Insurance will not give comprehensive cover due to cancer 
 If under investigation or awaiting an operation, insurance will not cover you for 

that 
 Are we supposed to stay in England for the rest of our lives!? 
 All Clear – insurance very good! 

        

2.3 

Life after cancer – not been helped by the hospital. 

Returning to normal activities – when / if / can I? 

Diet and lifestyle advice to help support during and after 
treatment. 

 No information about when to return to normal activities – swimming, belly 

dancing, massage – no authoritative guidance                        
 Not knowing where to look – left to own devices 
 C.A.R.E. programme – pilot diet, physical activity 
 Talking to other patients 
 “Try me” sessions – health and wellbeing 
 Normal activities are treats 
 Help with diet – healthy eating 
 Recipe book of easy yet healthy meals (translations in other languages – very 

difficult to understand) 
 Health care professionals – not generalise 

 Effect of fear of recurrence                                                                  
 Lost in translation – Reader Panel – 5 melons a day > 5 a day 
 Why can’t family members translate for patients? 

2.4 

Early misdiagnosis by GPs. 

 Second opinions can be vital! 
 Early diagnosis is so important 
 GPs should listen to patients – they know their bodies 
 Patients need to be persistent 
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 Patients are more proactive – GPs can have issues with this 

 GPs need better training on cancer                                                                
 Educate people to live beyond cancer 
 Poor information affects people after diagnosis 
 Information on the internet can be dangerous 
 Inconsistent early screening 
 National health screening more regular 
 GPs communication and interpersonal skills are as essential as clinical 

training that they undertake 

 

2.5 

Help to get information on how trials are progressing. 

Does “Chemobrain” exist – fact or fiction? 

Unpatentable known cures. 

 How do we raise awareness of orthodox drugs that have worked with others   

                                                                                                             
 Patient research networks 

o More about clinical trials than orthodox drugs                           
o Equal access to clinical trials – more information 

 
 Sharing of information /  intelligence 

 How to access cancer drugs fund                                                                   
 Pharmaceutical companies hold back information from hospitals 
 Database of new press releases regarding cancer treatment > time from 

discovery to using it as treatment 

 Immunology treatment                                                                    
 Patient choice about treatment 

Additional conversations that took place during the event: 

3.1 

Information. 

Diagnosis. 
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 Better provision of information required at time of diagnosis for patient and 
family 

 Information should be provided about local peer support groups 
 Availability of someone to provide support immediately after diagnosis and 

beyond            

3.2 

 Gynaecology cancer awareness         
 Need for more joined up integrated care 
 Greater education and training for GPs 
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Shaping and improving your cancer care together

The Macmillan  
Cancer Partnership
Nottinghamshire


