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1 Glossary of key terms and research methodology 
 

Key Terms 
 
Cancer journey  
The entire individual cancer survivor process post-diagnosis (treatment; recovery; recurrence; end-of-
life care).  The cancer journey will be unique to each cancer patient and will include one or more of 
these stages. 
 
Cancer type  
The primary cancer site.   
 
Disease status 
The classification of the point a client is at in their cancer journey (e.g. primary cancer; secondary 
cancer; treatment completed; palliative care).  
 
Living Well course  
Developed by Penny Brohn Cancer Care, the Living Well course is led by experienced, trained 
facilitators.  It provides clients and their supporters with a ‘tool kit’ of techniques that can help support 
physical, psychological, emotional and spiritual health as well as addressing financial and relationship 
issues.  
 
Metastasis or metastatic disease  
Metastasis means the spread of cancer. The term metastatic disease is used to describe cancer that 
spreads to other organs or to lymph nodes other than those near the primary tumour. 
 
NCSI - National Cancer Survivorship Initiative 
A national body jointly set up by the Department of Health, NHS Improvement and Macmillan Cancer 
Support to assess how cancer services can adapt to support the increasing number of people living 
with and beyond cancer more effectively.  
 
PBCC   
Penny Brohn Cancer Care 
 
Penny Brohn Whole Person Approach  
A progressive pathway of support for people living with cancer and those close to them. Developed 
by Penny Brohn Cancer Care, this is a unique combination of physical, psychological, emotional and 
spiritual support using support services, lifestyle advice, complementary therapies and self-help 
techniques. The courses that make up the Penny Brohn Whole Person Approach have been designed to 
work together to support and enable clients to deepen their understanding of how to live well with 
the impact of cancer. Courses range from half day taster sessions to five day residential retreats.  
 
Penny Brohn Whole Person Approach model 
This comprises six components that encompass all aspects of the Whole Person Approach when 
assessing the impact of cancer on the person (physical, psychological, emotional, and spiritual health; 
impact on financial issues and impact on relationships) See Figure 1. 

 
Self-help techniques  
These are techniques or methods used by people to improve their own health and wellbeing beyond 
medical professional treatment or advice. These techniques may be done individually or in a group 
setting.  
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The Living Well course introduces clients to a range of self-help techniques that are designed to help 
clients build resilience by learning how to relax and manage stress, understand ways to improve diet 
and exercise well, explore how they can build a further support network and regain a sense of control. 
Self-help techniques introduced on the Living Well course include mindfulness, meditation, relaxation 
and imagery. 
 
Survivorship 
In cancer, survivorship relates to the quality of life and state of health of a person with cancer from the 
point of initial diagnosis onwards. Issues related to survivorship include the physical, emotional, 
psychological and spiritual long-term effects of having cancer and cancer treatments, secondary 
cancers and the further recurrence of cancer. 
 
Whole Person Approach  
See Penny Brohn Whole Person Approach. 
 
Research Tools & Outcome Measures Used 
 
Clinically Significant 
The extent to which a health related score change translates into measurable effects with in the body.  
For example, a change in wellbeing may translate into a change in hormone levels or white cell 
counts, which can be measured in a clinical setting.  
 
FACIT-SpEx - Functional Assessment of Chronic Illness Therapy - Extended Spiritual version   
A psychometric questionnaire that assesses how well people are able to manage their cancer by 
measuring all aspects of their wellbeing (physical, emotional, functional, social and spiritual).  
 
Health Related Quality of Life  
An individual’s level of satisfaction with aspects of their life that can be affected by their health.  
Measuring health related quality of life is important for informing healthcare providers and policy 
makers. 
 
MYCaW - Measure Yourself Concerns and Wellbeing questionnaire 
A short questionnaire to determine what concerns participants have and how they rate these self-
reported concerns and their overall wellbeing.  
 
PREMs - Patient Reported Experience Measures 
PREMs are usually collected through short, self-completed questionnaires and used to understand a 
patient’s views on their experience while receiving care, rather than the outcome of that care.  
 
PROMs - Patient Reported Outcome Measures  
PROMs are usually collected through short, self-completed questionnaires and are used to measure a 
patient’s health status or health related quality of life at a single point in time. This information is 
collected before and after an intervention and provides an indication of the outcomes of care 
delivered to patients.   

 
Spiritual wellbeing 
A sense of peace and contentment stemming from an individual's relationship with the spiritual 
aspects of life which may or may not be religious, but involve the deeper search for personal 
fulfilment. 
 
Statistically significant 
A statistical test is carried out to determine whether a change in a health related score is due to 
chance or if it is more likely that the intervention has had a specific effect.  When a result is described 
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as statistically significant, it means that there is a 95% chance that the intervention is responsible for 
the change in scores. 

 
Methodology Used 
 
Qualitative research methods 
Qualitative research investigates areas of interest and represents responses using words, descriptions 
and pictures rather than numbers. Qualitative researchers aim to gather an in-depth understanding of 
human behaviour and the reasons behind it.  
 
Qualitative data 
The patterns or themes of data, usually collected as words, are analysed to assess if they are an 
effective and appropriate representation of how participants perceived or felt something. 
 
Quantitative research methods 
Quantitative research is a systematic method of investigating phenomena and describing it 
numerically, using statistical, mathematical or computational techniques. Rigorous statistical tests are 
used to see if the result is likely to have occurred by chance. Results that are not likely to have 
occurred by chance are known as being “statistically significant”.  
 
Quantitative data  
This is any data that is in numerical form, e.g. statistics; percentages. 
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2 Introduction 
 

The National Cancer Survivorship Initiative (NCSI) was launched in 2007 in response to the ever 
increasing numbers of people who are projected to live with and beyond cancer (i.e. from diagnosis 
to recovery or progression through to end-of-life).  There are currently 2 million survivors across the 
UK, with predictions that this will double in the next twenty years.  There is also the recognition that 
many ‘cancer survivors’ are living with unmet needs and/or are struggling with the consequences of 
treatment.    
 
The remit of the NCSI therefore was to investigate the needs of cancer survivors and develop services 
to support and enable them to live as healthy and as good a quality of life for as long as possible.  
 
With 33 years of experience of supporting patients with cancer, Penny Brohn Cancer Care (PBCC) has 
extensive experience of helping cancer survivors to live well with the impact of cancer through a 
combination of information provision, practical techniques and supportive therapies that work 
alongside medical services.     
 
The ‘Living Well with the Impact of Cancer’ course was designed by PBCC specifically to meet this 
increasing need for support. The course is based around the provision of a ‘toolkit’ of information 
combined with tried and trusted techniques that work together to provide physical, emotional, 
psychological and spiritual support (the Whole Person Approach), which works alongside medical 
treatment.  It is delivered over two or three days by experienced and trained facilitators and is 
designed so that it can be delivered in a variety of different locations and formats. As with any of the 
PBCC courses, clients with cancer are able to attend with a supporter, should they wish to, and all 
courses are free at the point of use. 
 
The aim of the ‘PBCC Living Well Service Evaluation’ was to measure the benefit that participants were 
receiving from the Living Well course and to identify how the course was performing in relation to 
key aspects of the NCSI strategy.  Importantly, the service evaluation will help to improve our 
understanding of how the support, techniques and education are utilised once clients have 
completed the course.   
 
All clients who attended a Living Well course at the PBCC National Centre between August 2011 and 
January 2012 were invited to participate.  Data was collected before the course, immediately after the 
course, and at 6 weeks, 3 months, 6 months and 12 months after the course from the 171 participants 
who took part in the evaluation. Participant retention rate was good, at 50% after 12 months. 
 
Patient reported outcome measures such as those used in the evaluation measured changes in 
aspects of participants’ health and concerns. Qualitative data was also collected to ensure that 
participants had full opportunity to share their experiences (positive or negative) of the Living Well 
course, and their subsequent experiences of applying the learning and techniques from the course.  
 
With specific regard to the NCSI, it is hoped that the outcomes of this evaluation will provide findings 
that respond to their current priorities.  These are: 
  

• Information and support from the point of diagnosis 
• Managing the consequences of treatment 
• Promoting recovery  
• Sustaining recovery 
• Supporting people with active and advanced disease 
• Improving survivorship intelligence 
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Finally, this report demonstrates how a patient-centred and Whole Person model of support can be 
effectively evaluated to provide relevant practical and evidence-based information to commissioners. 

 
 
 

 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
Figure 1 - The Penny Brohn Whole Person Approach Model, showing the impact of cancer  
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3 Outcomes 
 

The combined results of the PBCC Living Well Service Evaluation have demonstrated that participants 
were highly satisfied with the course. The immediate benefits were often statistically significant and 
clinically significant, in terms of improvements in participants’ concerns, health related quality of life 
and wellbeing.   
 
Both male and female participants were recruited, 20% of whom were supporters of participants with 
cancer. The majority of participants were aged between 41 and 70 years and had been diagnosed 
with a range of more than 20 cancer types including breast, lung, prostate and bowel. Many of the 
171 participants were undergoing primary treatment at the time they attended the Living Well 
course, although in some cases the disease had stabilised and others had developed secondary 
(metastatic) cancers. 
 
The Penny Brohn Whole Person Approach (see Figure 1) successfully catered for and supported all 
the types of concerns reported by the participants. On average, participants of the Living Well course 
experienced statistically and clinically significant improvements in their scores relating to their 
concerns and wellbeing (see Figure 2), which remained improved at the 12 month follow-up.  
 
The qualitative results revealed that the Living Well course experience enabled the majority of 
participants to regain control over many aspects of their life, and to start taking responsibility for their 
own health.  
 
For some, this empowerment led to long-term improvements in exercise, diet, use of self-help 
techniques, as well as the ability to communicate more openly and honestly with family, friends and 
medical professionals. These healthy lifestyle changes were reflected in the average health related 
quality of life scores, which improved directly after the course and remained so at the 12 months 
follow-up.  

 

 
Figure 2 - Average concern and wellbeing scores, from baseline through to 12 months follow-up 
NOTE: A reduction in scores denotes an improvement. Improvements were statistically significant at all time 
points. 
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Participant satisfaction 
 
• Participants were very satisfied with the course content, which often exceeded their needs and 

expectations. 
• The majority of participants were satisfied with the delivery of the Living Well course  
• The majority of participants were satisfied with the resources provided during the course and 

with the wider resources available at the National Centre. 
 

Participant experience of the course 
 

• Participants identified the following as the most helpful aspects of the course: 
- The ‘education and explanation’ on the whole course in general 
- Advice and education about cancer given by the medical doctors 
- Why healthy lifestyle changes, especially related to diet and self-help / relaxation are beneficial  
- The opportunity to share experiences with other participants 

 
Participant concerns and quality of life at outset 

 
• The most frequently reported participant concerns were:  

- psychological and emotional; 
- about their wellbeing; 
- about their physical health.  

• Over half of the participants experienced new concerns over the 12 month follow-up period. 
Concerns were most frequently associated with fear of recurrence, pain, fatigue and family and 
relationships. Furthermore, at 12 months, many participants were still experiencing a range of 
health issues. 

 
Lifestyle changes 
 
• Many participants found the education and experience of trying out self-help techniques on the 

Living Well course beneficial and reported that this enabled them to regain control over aspects 
of their life.  

• There was a sustained increase in the number of self-help techniques being practised 
throughout the 12 months after the course. 

• Supporters were also more likely to have an increased awareness of the importance of their own 
wellbeing and how to make healthy lifestyle changes.  

• Education from the Living Well course motivated the majority of participants who were not 
exercising to start to do so and encouraged active participants to exercise more effectively.  

• The Living Well course inspired many participants to combine physical activities with increased 
engagement in group-based social activities.  

• The nutritional education on the Living Well course had an immediate positive impact on 
participants, who made dietary improvements over a period of 6 weeks to 3 months. 

• Participants reported being more aware of what a healthy diet consists of but the challenges to 
maintaining healthier food consumption were most frequently reported at 3 to 6 months after 
the Living Well course.  
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Figure 3 - Comparison of the number of different self-help techniques people are using at each 
follow-up time-point 

 
Specific Outcomes 
 
A number of interesting outcomes were identified in relation to particular participant groupings: 
 
• Those with metastatic disease 
• Those who attended the course with a supporter  
• Those who received follow-on support from PBCC after attending the course 

 
Metastatic Disease specific outcomes  

 
• The small group of participants with metastatic disease (i.e. spread beyond the original tumour 

site) reported significant improvements in their wellbeing concern scores, in line with the whole 
evaluation group. 

• Participants with metastatic disease reported significantly poorer physical wellbeing at baseline 
and a significantly greater improvement in health related quality of life scores over 12 months, 
compared to participants with primary cancer (i.e. not spread beyond the original tumour site). 
Health related quality of life in a group of people with metastatic disease would usually be 
expected to decrease over a 12 month period, so these preliminary findings suggest that the 
experience and education gained from attending a Living Well course may contribute to a 
reversal in expected decline in overall wellbeing.  
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Patient/Supporter relationship specific outcomes 
 
• Supporters of cancer patients had their own profile of concerns, namely: 

- psychological and emotional;  
- concerns that were specific to their role as a supporter; 
- practical concerns relating to work and finances.  

• Concerns were as severely rated as those from participants with a diagnosis of cancer.  They also 
showed statistically significant average improvements throughout the 12 month follow-up. 

• The majority of participants reported improvements in close relationships as a result of attending 
the Living Well course, which included being more open, talking more freely and placing a 
greater value on close relationships. 

• The Living Well course facilitates mutual benefits for the patient-supporter relationship, 
including better communication and an understanding of each other’s needs, which can lead to 
more effective support.  

 

 
Figure 4 - Concerns of supporters before the course  
 
Outcomes for participants who received further support from PBCC 
 
Participants who returned to PBCC to attend a follow-on course, or who attended individual 
therapy sessions within the 12 month follow-up data collection period appeared to gain greater 
benefit, reporting a higher level of improvement in health related quality of life, plus an improved 
understanding of how to make healthy lifestyle changes to suit their individual circumstances.  
 
• Participants who returned for more support from PBCC were often in more need of support than 

those who did not return after the Living Well course. They were more likely to have had poorer 
health related quality of life scores at the outset and to rate their concerns more severely.  
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• Participants who returned to receive more support from PBCC more frequently experienced 
improvements in health related quality of life scores that were likely to be clinically significant, 
compared to non-returners. 

 
Barriers to change  
 
A picture emerged that showed difficulties in sustaining lifestyle changes over the longer term, 
which was more likely to be reported by those who had not received follow-on support from PBCC: 
  
• Returning to work or a deterioration in health (often related to chemotherapy side effects) 

commonly led to less exercise being undertaken. 
• More support was needed from family, friends and PBCC for participants to sustain initial 

improvements in their eating habits. 
• Challenges to maintaining the use of self-help techniques included time pressures from work 

and family commitments, and forgetting the techniques, often due to side-effects of 
chemotherapy.  
 

Key post-course outcomes for participants 
 
• The aspects of health related quality of life that were most likely to improve after attending the 

Living Well course were spiritual, emotional and functional wellbeing.   
• For some participants the Living Well course helped clarify what was important to them as 

individuals, which occasionally caused further conflict within a close relationship. 
• The Living Well course enabled participants to be more confident and effective in seeking help 

from medical professionals when they needed it. 
• For some participants, the Living Well course empowered them to take responsibility for their 

own wellbeing and to be more aware of the boundaries of what the NHS can and cannot offer.  
• Approximately 50% of the original group of participants were motivated to access their own 

supportive, health and community based groups and resources.  
• Participants wanted a range of flexible and accessible support after attending the Living Well 

course, which included:  
- practical suggestions;  
- DVD based resources;  
- more communication from PBCC;  
- more communication with other clients on their Living Well course; 
- more PBCC centres closer to where they lived. 
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4 Recommendations 
 
Service Development 

 
• To increase the proportion of supporters attending the Living Well courses. The benefits are 

clearly demonstrated:  
- supporters’ own health and wellbeing improves; 
- supporters become more effective at supporting their loved one; 
- a knock-on beneficial effect for the person with cancer when attending with a supporter. 

• To review the barriers to initiating and sustaining healthy lifestyle changes in order to identify if 
any of these could be addressed by PBCC providing more follow-up support, and the nature of 
such support.  

• To identify which of the resources and support mechanisms suggested by participants could be 
provided by PBCC (as listed above).  

• To provide a range of additional support and services following completion of the course to 
support participants to sustain changes and maintain a healthy lifestyle over the longer term, 
helping to alleviate those aspects that participants found most challenging (see Barriers to 
Change in section 3 - Outcomes).  
 

Future Evaluation 
  
• To evaluate the economic impact of the Living Well course in order to provide further 

information needed to determine the benefit of commissioning this service. 
• To carry out further evaluation on a greater number of clients with metastatic disease, to 

determine more accurately how the Living Well course benefits this group. 
• To carry out further evaluation on supporters, to assess in more detail how the Living Well course 

benefits this group. 
 
Future Research 
 
• To carry out an in-depth exploration of the benefit of the Living Well course, including:  

- what are the most effective strategies to overcome barriers to sustaining healthy lifestyle 
changes;  

- to explore in more depth the area of positive wellbeing and how the Penny Brohn Whole 
Person Approach is influencing this  

• To explore the experience and benefit of the other courses and support services offered by 
PBCC. 

 
 

 
 

If you have any questions or for further information about the report please contact Dr. Sarah 
Jackson or Dr. Helen Seers from the Penny Brohn Cancer Care Research team at: 
researchandinfo@pennybrohn.org 
 
For further information about our courses, please contact our Helpline on 0845 123 23 10  

 
 


