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Executive Summary  

This research set out to explore the perceptions of health and social care professionals with 

regard to the conversations they have with patients around work and employment, and to 

understand how Macmillan can support the professional community to discuss and engage 

with patients on this important issue.   

Using the executive summary 

This Executive Summary is designed as a brief overview of the research findings and 

recommendations.  However, should you wish to know more about a specific aspect, links 

have been included throughout to the relevant section in the main report to enable you to 

easily find the information you need.   

The links are highlighted with the following symbol:   

Background to the research 

In late 2010, Macmillan launched a three-year Working Through Cancer Programme with the 

aim that by the end of 2013, people affected by cancer are confident and supported to work, 

if they wish to do so.  Macmillan has identified three main barriers which make staying in and 

returning to work a challenge for many people living with and beyond cancer: 

 a lack of information and advice from health professionals on working during, or returning 
to work after cancer treatment 

 a lack of vocational rehabilitation services to help people with cancer return to work 

 a lack of support for people with cancer from their employers 

In addition to directly supporting patients and employers, Macmillan wishes to achieve a 

ócultural shiftô in health and social care, to make discussing work related issues a normal and 

integrated element of cancer care.   

In order to support health and social care professionals and facilitate this cultural change, 

Macmillan is seeking to develop a range of learning tools and resources with a view to 

helping them overcome barriers they face when talking about employment issues, giving 

professionals the knowledge, skills and confidence they need.    

In this context, there were two overall aims to the research:   

 To understand in more detail how health and social care professionals currently discuss 
work with cancer patients and the barriers to those conversations (from all perspectives, 
ƛƴŎƭǳŘƛƴƎ ǘƘŜ ǇǊŜǾŀƛƭƛƴƎ ΨŎǳƭǘǳǊŜΩΣ ǘƘŜƛǊ ǎƪƛƭƭǎ ŀƴŘ ƪƴƻǿƭŜŘƎŜ, and access to training/ CPD).  

 To identify what tools and resources professionals think would best help them overcome 
the barriers and challenges they face, and the most appropriate format for them.   This 
included testing reactions to three concepts already in development or under 
consideration by Macmillan. 

Methodology 

A qualitative approach comprising a combination of face to face and online focus groups with 

telephone depth interviews was used to deliver on the research objectives.  Five focus 

groups (each lasting two hours) and 15 telephone depth interviews were conducted with 

health and social care professionals.   

In total, 53 professionals participated in the research of which 27 are Macmillan professionals 

and 26 non-Macmillan professionals.  The professionals participating in the research 

included 15 Clinical Nurse Specialists (CNSs), six General Practitioners (GPs), seven 

Occupational Therapists (OTs), three Physiotherapists, 13 Information Managers/ Offices, 

three Benefits Advisers and six Social Workers. 
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The importance of work to cancer patients 

All the professionals participating in this research are clear that work is important to 

patients.  

Both health and social care professionals are able to identify a wide range of reasons for 

work being important to patients that broadly reflect those given by patients themselves.  The 

two most important reasons identified are financial pressures and the fact that work often 

gives patients a ósense of normalityô and can help them stay positive and maintain their self-

esteem. 

Professionals emphasise that the importance of work and employment varies significantly 

between patients, dependent on a wide range of economic, social and psychological factors.  

CNSs in particular also stressed that attitudes to work are inevitably significantly affected by 

the type of cancer diagnosis and the patientôs prognosis ï some cancers and the side-effects 

of treatment are physically more debilitating than others, and a poor prognosis will often alter 

patient priorities. 

    Section 3.1 

 

Discussing work and employment 

Currently, all professionals consider themselves to be discussing 

work and employment issues with patients.  All professionals feel 

that it is part of their role to help patients with problems and deal with 

queries that arise as a result of their cancer diagnosis and its treatment, 

and hence if patients wish to discuss issues relating to work and 

employment, then they are happy to do so.    

Conversations around work are most likely to happen at key trigger points during the 

cancer journey: 

 At the point of diagnosis ς inevitably this is a major trigger point, particularly for those 
with financial pressures or in senior roles/ self-employed 

 Immediately prior to a specific course of treatment ς for example, conversations are 
always held around whether a patient can continue to work or how long they will need 
off work during and after treatment  

 When Statutory Sick Pay entitlement comes to end ς again, this can be a point of major 
concern for those with financial pressures 

 At the end of treatment ς the focus at this stage is typically on return to work capability 
assessments and strategies for return 

In terms of who is initiating these conversations, there appear to be mixed approaches, with 

both patients and professionals initiating the conversations in all settings.  Some healthcare 

professionals ask patients about their working life as part of an óHolistic Needs Assessmentô 

but more detailed discussions about problems or queries are often initiated by patients. 

This perception is interesting in light of Macmillan research which suggests patients have a 

different experience.  Over half of people with cancer surveyed (52%) who were in work at 

the point of diagnosis stated that they were not informed by a health professional about the 

impact their cancer diagnosis might have on their working lives.1  This is reflected to some 

extent in the observation by information professionals in this research, that in their 

                                                      

1
 YouGov online survey of 1,740 UK adults living with cancer, (2010) 
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experience health care professionals are not discussing work and employment issues with 

patients in the depth that they could (or arguably should), if at all. 

There are three main potential reasons for this seeming contradiction.  

The first is that while the majority of healthcare professionals are raising the subject of work, 

it may be that it is being done more as part of a ñgetting to know youò discussion than with 

the aim of patients sharing their concerns in that area.  The importance of distinguishing 

between such ñscreeningò questions, and conversations which communicate a positive 

attitude to work and support the patient in their choices regarding work and employment has 

been highlighted in other research conducted by Macmillan evaluating Vocational 

Rehabilitation pilots.2 

The second potential reason is that patients themselves are not sharing their concerns or 

asking questions even when the subject is raised because they do not feel that the time of a 

healthcare professional should be taken up with such issues or because concerns such as 

symptom management are a higher priority during their clinical contact time.  Some CNSs 

believe that these barriers do limit the conversations that they have with some patients 

around work and employment.   

The third potential reason is that there is a óresearch effectô at play.  Essentially, it is probable 

that the professionals who were interested in participating in this research are already most 

aware of and interested in the importance of work and employment to cancer patients.   

However, we do not believe this last reason explains the entire contradiction, as most of the 

professionals participating also feel that their colleagues address work and employment with 

their patients as well.  It is likely that a combination of all three factors is behind this 

contradiction. 

    Section 3.2 

 

Whose role is it anyway? 

Clearly it is challenging to ensure that patients have a suitable 

opportunity to discuss work and employment issues in the appropriate 

depth, at a suitable time and place, and with a professional who is able to 

support them appropriately. Part of this challenge stems from the fact that 

it is not the responsibility of any one professional.   Whilst all 

professionals recognise the importance of discussing work with patients, and 

endeavour to do so, none consider themselves to be experts in that area.   

Information professionals do consider discussing work and employment issues, including 

return to work strategies, to be core to their role. It is crucial to note, however, that whilst they 

do their best to support, inform and (where necessary) signpost every patient, they do not 

consider themselves experts in employment issues and do not wish to take on that role. 

Benefits Advisers and social workers based in a cancer setting3 also feel that discussing 

work and employment issues is an inevitable part of their role, if not strictly speaking the 

main focus.  The close relationship between finance, benefits and employment means that 

these professionals often discuss the wider work-related concerns of patients. 

                                                      
2
  VR Evaluation ς Early findings June 2011, which can be found at http://www.ncsi.org.uk/vocational-rehabilitation/evaluation/ 

3
 This includes Macmillan professionals and some non-Macmillan professionals based in hospitals etc.  It does not include social 

workers and welfare advisers that have more general roles, such as those employed by local authorities. 
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Healthcare professionals, however, consider discussions around work and employment to be 

only a small part of their role.   

CNSs are clear that discussing work is part of their role as, without exception, they hold the 

view that it is their role to help patients with all aspects of their cancer journey.  The flip side 

of this is that work and employment is often only one small area of a patientôs life where 

support is needed and CNSs tend to see their role as one of providing a caring and 

supportive environment which facilitates the identification of a problem, before signposting a 

patient on to a specialist professional or service in that area. 

GPs, to some extent, have a similar position to CNSs in that they see their role as one of 

holistic care for their patients, with work and employment issues falling under that umbrella.  

Unlike CNSs, however, GPs will typically only see a few cancer patients of working age per 

year and so feel it is even less incumbent upon them to be an expert in this area. 

Allied health professionals (AHPs),4 on the other hand, may have a firm focus on a patientôs 

physical capability to return to work (whilst noting that they are not Vocational Rehabilitation 

specialists) but generally consider other aspects of return to work outside their remit, 

referring patients on to other services.   

    Section 3.2 

 

The barriers to discussing work and employment 

Professionals are able to identify a wide range of barriers which 

limit discussions about work and employment with patients.   

It is important to note, however, that whilst many professionals do 

recognise that in theory they could have more detailed discussions 

with patients about work, they often do not wish to do so.  

Healthcare professionals in particular feel that they do not have the 

time to do so and that, as discussed in Section 3.3, it is not their 

óroleô.  Some information professionals are also very nervous about taking on roles they do 

not feel equipped to handle and fear that it would lead to existing specialist services being 

removed and/ or a lack of investment in new services. 

    Section 3.4 

The main barriers identified by professionals have been summarised below: 

 A lack of specialist knowledge ς ¢ƘŜ Ƴŀƛƴ ΨƪƴƻǿƭŜŘƎŜ ƎŀǇsΩ ƛŘŜƴǘƛŦƛŜŘ are around 
employment law (by all professional groups), and benefits, which many find hard to 
separate from work and employment issues.  Other areas include vocational 
rehabilitation (allied health professionals), return to work strategies (particularly 
information professionals) and knowledge about cancer (non-Macmillan social care 
professionals) 

 A lack of knowledge about where to signpost patients to - Almost all professional groups 
(with the notable exception of CNSs) feel that there is scope to improve their awareness 
of the right people/ services for signposting patients 

 ! ƭŀŎƪ ƻŦ ΨǊƻƭŜ ǇǊƻƳƻǘƛƻƴΩ - Some professionals feel that not all their colleagues (or they) 
ŀǊŜ ŀǿŀǊŜ ƻŦ ǿƘŀǘ ǎŜǊǾƛŎŜǎ ŀǊŜ ŀǾŀƛƭŀōƭŜ ƛƴ ǘƘŜƛǊ ƻǿƴ ƘƻǎǇƛǘŀƭκ ŀǊŜŀ ŀƴŘ ƻŦǘŜƴ ŘƻƴΩǘ 
understand exactly what other professionals do, further limiting their signposting options 

                                                      
4
 AHPs includes Occupational Therapists and Physiotherapists 
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 Fear of starting a conversation and not having the answers ς The lack of specialist and 
signposting knowledge means that some professionals are nervous of raising work and 
employment issues 

 A lack of time - This is particularly the case for healthcare professionals but time pressure 
is also felt by social care professionals, including information professionals  

 The timing of contact with patients during the cancer journey ς Some healthcare 
professionals, especially allied health professionals, feel that they simply are not in 
contact with patients at the time when it would be appropriate to discuss work issues or 
that patients have other priorities during their clinical appointments 

 The clinical focus of discharge planning ς Some professionals feel that insufficient 
attention is paid to issues like work and employment during the discharge process.  In a 
similar vein, GPs feel that they receive insufficient information about the treatment a 
patient has had and its likely long-term impacts when a patient is discharged to their care, 
limiting their ability to have adequate discussion around work in the time they have to 
see a patient 

 Language and literacy ς Social care professionals in particular note that it can be 
challenging to ensure that patients with language or literacy problems receive all the 
information and support they need 

Alongside this, it is worth noting that Macmillan also has a challenge to reach out beyond its 

community of professionals to those for whom cancer may not be a high priority (social care 

professionals) and Macmillan may not be the first óport of callô (both health and social care 

professionals). 

Of these many barriers, the lack of specialist and signposting knowledge, alongside 

limited time, are the main challenges facing professionals.  

Nonetheless, it is interesting to note that a few professionals believe that current initiatives 

such as the ófit noteô (GPs should be discussing work more), Information Prescriptions, and 

Holistic Needs Assessments will already help in addressing some of these barriers. 

    Section 3.3 

 

Bringing about a cultural change 

Whilst the critical building block ï an understanding of the importance 

of work and employment ï appears to be largely in place, there are 

substantial challenges for Macmillan to address in order to bring 

about cultural change amongst health and social care 

professionals.   

In addition to providing professionals with the opportunity to increase their specialist 

knowledge, Macmillan must: 

 .ǳƛƭŘ ŀƴ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ŀƳƻƴƎǎǘ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ǘƘŀǘ ƛǘ ƛǎ άhY ƴƻǘ ǘƻ ƪƴƻǿ ŀƭƭ ǘƘŜ ŀƴǎǿŜǊǎέ 
and that signposting can represent best practice, as long as the subject of work is raised; 

 Ensure professionals know where to signpost patients to; 

 Ensure that experts and/ or dedicated services are in place to receive the patients that 
professionals wish to refer. 

It is clear that whilst tools and resources can go some way to addressing the latter two 

points, the first challenge requires a shift in attitudes and Macmillan must consider whether 

there are ways in which it can influence perceptions of the ónormô to drive behaviour change. 

    Section 4 
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Overcoming the barriers to discussing work and employment 

Professionals were asked to suggest their own solutions to the 

barriers and challenges that they face, then to comment on three 

tools proposed by Macmillan.  The tools suggested by Macmillan 

were a ódecision treeô to aid conversations with patients, e-learning 

courses, and a guided tour/ route map to the ówork and 

employmentô resources available. 

The solutions recommended in this report are summarised below, along with the barriers 

they are intended to overcome.  Unsurprisingly, some barriers have more than one solution.  

There are however two overarching points worth noting.  Firstly, that almost all professionals 

believe that the best solution is to refer patients to an appropriate, specialist service that can 

help with their particular issue, especially if the situation is complex.  Secondly any solution 

should not place undue demands on personal or patient-contact time. 

 

  Main barriers        Solution 

 Lack of specialist services to refer to 

 Fear of asking questions with no answer 

 Reticence to develop knowledge for fear   
of specialist services being removed 

 

The optimal solution for many professionals is undoubtedly to have in place a network of 

specialist services/ professionals to which patients can be referred.  A solution ï albeit  

with significant cost implications ï would be for Macmillan to build a team of dedicated 

employment experts/ advisers comparable to the team of Macmillan Benefits Advisers.   

This may reduce the need for new specialist local services and for databases of those 

services and would create a simple signposting option for even the most complex cases.  

Furthermore, patients would receive advice from experts in employment and cancer. 

     Section 3.5.2    Section 5.1  

  

  Main barriers        Solution 

 Lack of signposting knowledge 

 Role promotion 

 Fear of asking questions with no answer 

 Time 

 

A decision tree was spontaneously suggested by many social care and 

allied health professionals.  GPs and CNSs, however, are far more sceptical about the 

potential benefits  

of such a tool, seeing it as time-consuming and inappropriate for a patient-led, primary  

care setting.  

Amongst professionals who do advocate such a tool there are substantial differences in 

requirements with information professionals typically requiring a far more detailed tool  

than healthcare professionals.  There is also disagreement as to whether an online or  

paper tool would be preferable, with some advocating the option to access either format. 

     Section 3.5.1    Section 3.6.2       Section 5.2   

A 
specialist 
service  

A 
decision 

tree 
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  Main barriers        Solution 

 Lack of specialist knowledge 

 Lack of signposting knowledge 

 Fear of asking questions with no answer 

 

Learning courses, particularly óshort coursesô online, hold most appeal for social care 

professionals.  Such a course should cover all aspects of work and cancer, including return  

to work strategies and an overview of employment law.  Learning courses hold less appeal 

for CNSs and GPs for whom time is at a premium, and the subject matter is not core to  

their role.  That said, short courses with certification of completion may hold some appeal for 

healthcare professionals who can use it to demonstrate CPD hours. 

In addition to a dedicated ówork and cancerô course, there is also scope to promote 

Macmillanôs existing ñIntroduction to cancerò course to social care professionals who are  

not based in a cancer care setting. 

Finally, it is also worth noting that although online courses are generally accepted as the 

standard approach and are viewed positively by many as it enables courses to be  

completed at a convenient time, many also value in-person learning.  Both information 

professionals and CNSs are keen on study days where they can share experiences, speak to 

an expert and network with their peers. 

     Section 3.5.4         Section 3.5.6-7            Section 3.6.1   Section 5.3 

     

        

 

Main barriers    Solution 

 Lack of GP knowledge about  
patient treatment 

 

In order for GPs to have better discussions with patients and provide more informed  

advice, GPs feel they need more detailed information about the treatment a patient has  

had and its likely impacts. Many would like to see improved discharge letters that  

specifically cover these issues and there is clear potential for Macmillan to have a  

significant impact through policy, campaigning and influencing work in this area.5 

     Section 3.5.8    Section 5.4 

 

 
 
 

 
 

                                                      
5
 As part of the National Cancer Survivorship Initiative, Macmillan is currently trialling and evaluating the Treatment Summary (TS). 
¢ƘŜ ¢{ ƛǎ ŀ ǘŜƳǇƭŀǘŜ ŀƴ ƻƴŎƻƭƻƎƛǎǘ ǳǎŜǎ ǘƻ ǎŜǘ ƻǳǘ ŀ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƳŜƴǘ ƘƛǎǘƻǊȅΣ ǿƘƛŎƘ ƛǎ ŦƛƭƭŜŘ ƻǳǘ ŀǘ ǘƘŜ ŜƴŘ ƻŦ ǘǊŜŀǘƳŜƴǘ within 
secondary care. It is then sent to the GP with a copy to the patient. It seeks to improve communication between secondary and 
primary care in order to improve patient care. 

Learning 

courses  

Improved 
discharge 

letters  
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Main barriers    Solution 

 Lack of specialist knowledge 

 Lack of signposting knowledge 

 Role promotion 

 Lack of engagement with training 

 

Many professionals spontaneously suggest that E-bulletins would be a quick and effective 

way of updating them on key changes and developments in the areas of employment law, 

patient rights and changes to the benefits system. E-bulletins do not require a substantial 

time commitment and would help to keep work and cancer óon the radarô for professionals 

who have less contact with cancer patients. 

E-bulletins can also be used to prompt professionals to óclick throughô for additional 

information, resources and training options. 

To ensure that professionals do not become ófatiguedô, e-bulletins should only be used to 

announce substantive changes and updates. 

     Section 3.5.5    Section 5.5          

 

 
 

Main barriers    Solution 
 Lack of specialist knowledge 

 Lack of signposting knowledge 

 Lack of engagement with professionals 
outside the Macmillan community 

 

A number of potential routes are open to Macmillan which would expand and extend its 

reach beyond the community of Macmillan professionals.  Some potential examples, 

suggested by professionals, include:  Making CPD courses available through other 

organisations (for example, professional bodies); making Macmillan patient information on 

work and employment available to GPs through systems such as patient.co.uk; offering  

study days; promoting resources through national and Trust level forums and peer-to-peer 

groups. 

     Section 3.5.8    Section 5.6          

 

E-
bulletins  
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Main barriers    Solution 
 Lack of specialist knowledge 

 Fear of asking questions with no answer 

 

Macmillanôs proposed solution of a guided tour/ route map to the resources available is 

seen as a quick and easy route to identifying the information available on a specific subject.  

It is important to note, however, that many professionals envisage such a tool as enabling 

them to quickly find the answer to a specific question which is not the functionality  

planned.  Although reactions were positive, such a solution is not seen as likely to have a 

dramatic impact on professionals and a further drawback is the relatively low awareness  

and use of the LearnZone, which would further limit the reach of this tool.  

     Section 5.7           
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1.   Background and objectives 

1.1 Background 

Each year in the UK, over 100,000 people of working age are diagnosed with cancer and 

currently over 700,000 people of working age have had a cancer diagnosis.  Previous 

research by Macmillan has shown that work is important to many people with cancer, for a 

wide variety of reasons.   

For example, many people attach a very strong importance to work and want to get back to it 

as soon as they can. Work can provide a sense of self-worth and allows people to focus on 

their abilities, not just their illness. It can restore normality, routine, stability and social 

contact. For many people it is also crucial to regain their income, particularly if they have 

been on unpaid leave or reduced pay. 

However, the effects of cancer, or cancer treatment, can mean adjustments are necessary to 

help people stay in, or return to work. Common physical effects of cancer include fatigue, 

pain and reduced freedom of movement. Emotional effects can include depression, 

diminished confidence, and guilt about reduced ability to work. 

The need to take time off for treatment or check-ups can also impact on peopleôs working 

lives. Cancer and its treatment affect everyone differently ï some people manage to work 

during treatment, but most need time off. Recovery times differ, and while one person may 

go back to their old routine straight away, another may have ongoing effects, and need 

support to stay in work. 

Alongside this, other research has also shown that remaining in or returning to work can 

promote recovery and lead to better health outcomes.  With total cancer prevalence expected 

to double from two million to four million by 2030, the needs of working age cancer patients 

and survivors will be increasingly important with respect to employment.   

The road back to work could be made much easier for these cancer survivors, but three main 

barriers currently exist: 

 a lack of information and advice from health care professionals (HCPs) on working during, 
or returning to work after cancer treatment; 

 a lack of vocational rehabilitation services to help people with cancer return to work; 

 a lack of support for people with cancer from their employers. 

To ensure that the needs of the working age population of cancer survivors is met, Macmillan 

is driving a three-year Working Through Cancer Programme with the aim that by the end of 

2013, people affected by cancer are confident and supported to work, if they wish to do so. 

In addition to directly supporting patients and employers, Macmillan wishes to achieve a 

ócultural shiftô in health and social care, to make discussing work related issues a normal and 

integrated element of cancer care.  An important component of this vision is that 

conversations between professionals and patients will go beyond professionals asking 

óscreeningô questions with a primary objective of ógetting to know the patientô, and move  into 

the sphere of actively giving positive messages about the benefits of working and effectively 

supporting patients in their employment-related choices.   Macmillan believes a positive 

attitude to employment should be embedded in health professionalsô verbal and non-verbal 

interactions with patients. Professionals should keep work on the agenda in a way that is 

encouraging and constructive ï for example by noting that early contact with an employer is 

more likely to lead to a successful return to work - while at the same time recognising that 
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patients have competing priorities, for example dealing with the physical and psychological 

impact of the diagnosis and treatment.    

In order to support health and social care professionals and facilitate this cultural change, 

Macmillan is seeking to develop a range of learning tools and resources.  These are intended 

to help them overcome barriers they face in discussing employment issues, and to give 

professionals the knowledge, skills and confidence they need.    

Although Macmillan had begun the process of developing concepts prior to this research, the 

study was designed to óstart from scratchô and capture the views of professionals themselves 

regarding the barriers and challenges faced, and potential solutions to help overcome these.  

1.2 Objectives 

The research had two overall aims:   

 To understand in more detail how health and social care professionals currently discuss 
work with cancer patients and the barriers to those conversations (from all perspectives, 
ƛƴŎƭǳŘƛƴƎ ǘƘŜ ǇǊŜǾŀƛƭƛƴƎ ΨŎǳƭǘǳǊŜΩΣ ǘƘŜƛǊ ǎƪƛƭƭǎ ŀƴŘ ƪƴƻǿƭŜŘƎŜ, and access to training/ CPD);  

 To identify what tools and resources professionals feel would best help them overcome 
the barriers and challenges they face, and the most appropriate format for these.  

Underpinning those core objectives were a number of specific information objectives, which 

will inform the development process of any tools and resources:  

 Discussions around work and cancer 

É When, if at all, do professionals discuss work with patients? What triggers those 

conversations, what do they cover, and at what point in the cancer journey do they 

occur? 

É What are the barriers to discussing work, and the challenges professionals face? 

É How can the culture be changed to make professionals see discussing óworkô as an 

integral part of cancer care? 

 5ŜǾŜƭƻǇƛƴƎ ΨǿƻǊƪ ŀƴŘ ŎŀƴŎŜǊΩ ǘƻƻƭǎ ŀƴŘ ǊŜǎƻǳǊŎŜǎ 

É What is the current level of knowledge regarding work and cancer, and what access to 

learning and development tools do professionals have? 

É What solutions do professionals envisage would help them overcome the barriers they 

face?  What do professionals think of the ideas that Macmillan has started to develop? 

What format should any new resource have? 

É Do different groups of professionals have substantially different needs, such that more 

than one tool or resource would need to be developed? 
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2.   Methodology 

2.1 Approach 

A qualitative approach comprising a combination of focus groups and depth interviews was 

used to address the research objectives.   

In total, five focus groups (each lasting two hours) and 15 telephone depth interviews were 

conducted, which break down as follows: 

 Two face-to-face focus groups with Macmillan health and social care professionals (one in 
London and one in Manchester); 

 One online focus group with Macmillan health and social care professionals from across 
the UK; 

 Two face-to-face focus groups with non-Macmillan professionals (one with health care 
professionals and one with social care professionals), both in London; 

 Three telephone interviews with Macmillan General Practitioners (15-30 minutes each); 

 One telephone depth interview with a non-Macmillan General Practitioner (40 minutes); 

 Five telephone depth interviews with Macmillan Clinical Nurse Specialists (approximately 
30-45 minutes); and 

 Six telephone depth interviews with non-Macmillan Clinical Nurse Specialists 
(approximately 45 minutes). 

All focus groups and depth interviews took place between 23rd March and 5th May 2011.  All 

moderation and interviewing was conducted by the lead researcher and author of this report. 

When using the findings of this research, it should be noted that the results of qualitative 

research cannot be projected onto the overall population, due to sample selection, 

interviewing methods and sample size. 

2.2 Target audience 

The target audience for this research was health care professionals (HCPs) and social care 

professionals (SCPs), with an emphasis on the Macmillan professional community.  In total, 

53 professionals participated in the research and break down as follows: 

 15 Clinical Nurse Specialists (eight Macmillan; seven non-Macmillan);  

 Six General Practitioners (three Macmillan; three non-Macmillan);  

 Seven Occupational Therapists (two Macmillan; five non-Macmillan);  

 Three Physiotherapists (none Macmillan; three non-Macmillan);  

 13 Information Managers/ Officers (12 Macmillan; one non-Macmillan);  

 Three Benefits/ welfare advisers (one Macmillan; two non-Macmillan); and  

 Six Social Workers (one Macmillan; five non-Macmillan).  

The CNSs participating in the research covered a wide range of tumour groups including 
breast care (four), head and neck (two), gynaecological (two), neurological (two) and 
oesophageal/ gastric, hepatobiliary, lung, colorectal and bone marrow (one each). One CNS 
had a dual role, splitting her time between neurological patients and working as a 
radiotherapy CNS. 
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Recruitment 

aŀŎƳƛƭƭŀƴ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ǿŜǊŜ ǊŜŎǊǳƛǘŜŘ ǘƘǊƻǳƎƘ aŀŎƳƛƭƭŀƴΩǎ ƻǿƴ ŎƻƳƳǳƴƛŎŀǘƛƻƴ ŀƴŘ 
regional management networks. 

Non-Macmillan professionals were recruited by a specialist recruiter of health and social care 

professionals for market research purposes and were given a small ñincentive paymentò for 

their participation in the research. 

An advert was also placed on CHAIN, the ñcontact, help, advice and informationò network for 

people working in health and social care, under CHAIN 4 (Cancer Support & Services). 
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3.   Research findings 

3.1 The importance of work to cancer patients 

All the professionals participating in this research are clear that work is important to patients. 

In the experience of professionals, the stage at which work becomes important varies 

significantly between individuals, depending on their circumstances. For example, directly 

after diagnosis some patients are unable to think beyond their immediate prognosis and 

treatment, whilst for some patients to whom work is particularly important, it can be one of 

the first things that is mentioned (almost as an expression of their nervousness about the 

unknown impact the diagnosis will have on their life).   

Professionals identify the following main reasons why work is important to patients: 

 Financial necessity;  

 ¢ƻ Ƴŀƛƴǘŀƛƴκ ǊŜƎŀƛƴ ŀ ǎŜƴǎŜ ƻŦ ΨƴƻǊƳŀƭƛǘȅΩ όƻǊ ǘƻ ƎƛǾŜ ǘƘŜƳ ƘƻǇŜύ; 

 Self-esteem; 

 Pressure from the employer to return to work.  Either as a result of: 

É Ignorance about the impact of cancer on the individualôs ability to work 

É (Changing) business needs; 

 Sense that their ǊƻƭŜ ƛǎ ΨŜǎǎŜƴǘƛŀƭΩ ƛƴ ǘƘŜ ǿƻǊƪǇƭŀŎŜ 

É The self-employed 

É Those who own/ run small businesses and have employees dependent upon them 

É Very senior managers; 

 Fear of losing job (especially in current economic climate) 

É Particularly those who had already been experiencing problems in the workplace 

prior to their diagnosis; 

 Negative impact on career progression (particularly those who are younger, although for  
minority it can serve as a ΨǿŀƪŜ-up callΩ, prompting the patient to change job or career to 
something they find more enjoyable than their previous role; 

 Enjoy work/ get support from their colleagues. 

Financial need is identified as the main driver, and many professionals emphasise that this 

can be just as critical for those (previously) on high incomes as for low-income patients.  

There are not clear typologies of patients in terms of how they respond to work-related 

issues, but some differences have been observed by professionals, related both to the life-

stage and personal circumstances of the individual, and to the nature of their employment: 

Differences by personal circumstances/ life-stage 

 Financial situation ς those who are in greatest financial need are most likely to feel the 
pressure and stress associated with needing to work; 

 Dependents ς those with dependents, such as single mothers, often feel under pressure 
to stay at work (often again for financial reasons); 

 Age ς those closest to retirement are often less concerned at the prospect of giving up 
work; 

 Gender ς ǎƻƳŜ ǎŜŜ ǿƻƳŜƴ ŀǎ ΨŎƻǇŜǊǎΩ ǿƘƻ ŀǊŜ ƭŜǎǎ ƭƛƪŜƭȅ ŀǎƪ ŦƻǊ ƘŜƭǇΤ ƻǘƘŜǊǎ ǎŀȅ ǘƘŀǘ 
women are more open about things and more willing to ask for help when they need it;  
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 Other health conditions ς other chronic conditions can also affect attitudes to work.  For 
example, pre-existing mental health problems can be exacerbated by a diagnosis. 

Differences by nature of employment 

 The self-employed ς not only do they stand to lose their job/ income, but the business 
they have built up could suffer in the longer term and they fear losing their client base;   

 Size of the employer ς those working in smaller firms often respond in a similar way to 
the self-employed, feeling a greater sense of responsibility and need to return; 

 Public-sector employees ς some professionals believe that public-sector employers are 
often less supportive than many private-sector firms;  

 The nature of the work ς those in highly physically demanding roles often face a greater 
challenge to return to work post-treatment; those in roles which require a great deal of 
contact with a wide range of people (for example teachers) may not wish to expose 
themselves to risk if their immune system is compromised. 

A few professionals, mainly GPs and CNSs, made comments to suggest that they believe 

work can be ógoodô for a patient, but there was only one explicit reference to work being 

beneficial for recovery and health. 

ñThere are lots of studies that show that working is a very good positive factor in improving 

the rate of recovery of many conditions é But of course if you work in a job that is next up 

from slavery itôs very hard to justify that argument to people é Quite frankly, if patients 

donôt want to go back to work, Iôm not that enthusiastic in convincing them that they should 

[as theyôve already been through enough].ò (Non-Macmillan GP) 

In addition, CNSs stress that the nature of the patientôs diagnosis can dictate the work-

related issues that a patient needs to address.  In particular, those with certain types of 

tumour (for example, head and neck) can be faced with more debilitating physical and 

cognitive impacts which could affect their ability to work more than for some other patients.  

Similarly, those with a poor prognosis often have different needs and priorities to patients 

with a good prognosis.  

3.2 Discussing work with patients ς the current situation 

All professionals consider that they currently discuss work and employment issues with 

patients.  There appear to be mixed views about who initiates these conversations, with both 

patients and professionals initiating the conversations in all settings.   

CNSs often raise the issue of work and employment with patients during an early meeting or 

as part of an óHolistic Needs Assessmentô, which often takes place soon after a patient 

comes under their care.   Allied health professionals (AHPs) are more likely to have a 

(standard) ótriggerô question that they often use, or will also cover work as part of an óHolistic 

Needs Assessmentô.  Any trigger questions seem largely oriented towards providing the 

professional with a better óall round viewô of the patient or focused on their return-to-work 

capability, rather than exploring how a patient feels about staying in/ returning to work or any 

barriers and challenges they face, unless spontaneously raised by the patient.  

It is not possible to link work concerns exclusively to specific points in the cancer journey due 

to both the individuality of patient situations and the fact that the wide-ranging professionals 

included in the research have contact with patients at different stages of that journey.  

Nonetheless, there are four points in the journey which are mentioned repeatedly by 

professionals as being the times at which such conversations are (more) likely to occur. This 

is usually in response to patient concerns: at the point of diagnosis, immediately prior to a 

specific course of treatment, when the patientôs entitlement to Statutory Sick Pay is coming to 

an end, and when treatment is completed. 
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The depth and content of óworkô conversations vary significantly by professional role.  

Perhaps unsurprisingly, the most detailed conversations are being held by information 

professionals and, to some extent, welfare/ benefits advisers, as such conversations are 

considered to be a core component of their role.  These professional groups are more likely 

to be discussing patient worries and concerns, and tend to be more actively involved with 

trying to find solutions to any problems a patient may be having with regard to returning to 

work (for example, communicating with the employer and/ or colleagues; strategies for 

coping; and dealing with situations where an employee feels badly treated).   

Health care professionals, on the other hand, are more likely to be having clinically-focused 

discussions centred on the patientôs physical capability to return to work.  If more complex 

issues arise, such as difficulties with the employer, these professionals tend to provide 

signposting to either local cancer information services, Macmillan, or organisations like the 

Citizenôs Advice Bureau (CAB).  

3.2.1  Information professionals and benefits/ welfare advisers 

Almost all information professionals agree that patients generally visit their information 

centres to discuss either financial concerns or a wider range of issues.  Few patients or 

survivors visit an Information Centre specifically to seek advice on employment issues, but 

where it seems relevant or appropriate, information professionals believe that it is a subject 

they would almost always raise.     

The same is clearly true for benefits/ welfare advisers where the focus of the conversation is 

on an individualôs financial situation, with work and employment issues often arising during 

the course of the discussion.   

ñVery few people come in specifically about work.ò (Macmillan Information Centre 

Manager) 

ñThe majority of times itôs something else and then I bring up work.ò (Macmillan 

Information and Support Manager) 

ñSometimes itôs one of several issues they want to raise.ò (Macmillan Information Centre 

Manager) 

ñIf they are seeking benefits advice I'd ask about work issues.ò (Macmillan Information 

Centre Manager) 

ñIôve had a couple of people come in and say, óMy employer just doesnôt understand and 

Iôm very scared.  What can I do?ôò (Information and Support Manager) 

 ñPeople will come in to the centre about debt or a welfare benefit query and Iôll generally 

go through things with them, and it will become obvious that the debt is related to them 

stopping work due to ill health.ò (Non-Macmillan Welfare Adviser)  

ñI focus on self-employment and I find people donôt mention it [their cancer].  I often find 

out incidentally and I think thatôs because people feel that I think they will be unable to set 

themselves up in business on their own.  When I find out, I think, óWe could have 

restructured the way weôve operated.ôò (Non-Macmillan Business Adviser) 

Information professionals are providing patients with a wide range of resources (typically 

Macmillan publications), but also emphasise that much of their role is about talking to 

people and providing patients with an opportunity to think through their situation in a 

structured way.  They also try to provide help on strategies and techniques for managing a 

return to work. 

ñPatients donôt know what they donôt know, so we plan a return to work conversation with 

them.  Weôll talk about staged return to lighter duties, regular meetings built-in with the 

manager... And we send them literature for employees and employers because having 
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that literature can make it seem more serious in a good way ï the employer will take it 

more seriously.ò (Non-Macmillan Case manager) 

ñI think itôs sometimes just sitting down with someone and exploring whatôs going on for 

that person.  Have they told their employer?  Because if they havenôt, their employer canôt 

make adjustments and things like that é Just providing an environment where people can 

think through what the options are, without necessarily providing the answers.ò (Macmillan 

Information Officer) 

ñI would always make it clear that Iôm not an expert on employment law but do start 

[asking about things like] óDo you have a contract?ô, óHow long have you worked there?ô 

and óDo you do regular hours?ô to get a better idea of the situation, but then usually 

backing it up with Macmillan information.ò (Macmillan Information Centre Manager) 

3.2.2  Social workers 

Amongst social care professionals, there is a clear difference between those who work 

specifically in a cancer or hospital setting, and those who do not.  

For those social care professionals who do work in a cancer/ hospital setting, there is a far 

better understanding of the relationship between cancer and employment, and the 

professionals only come into contact with the patient as a result of their diagnosis result of 

the cancer diagnosis: they do not have a pre-existing relationship with patients based on 

other issues. 

Conversely, social workers who are employed by the local authority or in other community 

settings tend to only come into contact with cancer when one of their existing clients receives 

a diagnosis.  Consequently, their understanding of the illness, its treatment, side-effects and 

long-term effects is limited.  These social workers tend to consider cancer-related 

employment issues as a far more peripheral component of their role ï their clients usually 

have (many) other problems, which cancer often ñonlyò exacerbates or complicates further, 

rather than necessarily being the sole issue related to employment problems.   

ñItôs part of the conversation I would have with a client and quite often itôs one thatôs met 

with a bit of shock because they might not even be sure what their treatment plan is yet 

and I become involved with them ï and sometimes itôs something they havenôt even 

considered.ò (Non-Macmillan Hospital Social Worker) 

ñItôs part of my way of working [to raise work and employment issues] é Helping to plan 

realistic goals in when to return; how; what help is needed to make this an option.ò 

(Macmillan Palliative Care Social Worker) 

ñFor me itôs a shock as well ï Iôm working with someone whoôs come out of prison and 

then he tells me that heôs been diagnosed with cancer and then my remit expands into 

housing and counselling and family.  I find that quite difficult myself, dealing with that... It 

makes me seek support in other professionals and phone other agencies.ò  (Non-

Macmillan Social Worker) 

ñWhen [mental health patients] get diagnosed with cancer, it triggers their mental health 

problems.  They get more isolated and depressed.ò  (Non-Macmillan Social Worker) 

 

3.2.3  Allied Health Professionals (Occupational Therapists and Physiotherapists) 

The majority of allied health professionals routinely cover work as part of an initial ñholistic 

needs assessmentò with each patient.  The subject of work is typically raised through one or 

more standard trigger questions.  It seems that the questions are mostly to put the patient óin 

contextô and are focused on whether they can do a certain type of work and how long they 

need off work to undergo and recover from certain types of treatments.  Interestingly, there 
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are no apparent differences between Macmillan and non-Macmillan Occupational Therapists 

(OTs) in this respect. 

ñIf theyôre in the middle of their working lives and theyôre in hospital and considering how 

theyôre going to manage é A lot of the time it will start with how theyôre going to manage 

their finances and their family and that will trigger us starting to ask questions about work 

and seeking more information about that.ò  (Non-Macmillan OT) 

ñWe have a booklet and you go through the booklet with them, and it covers óreturn to 

workô.  Theyôll automatically start to raise questions around it é Itôs very much around, 

óWhat kind of work do you doô and then talking to the consultant about when theyôll be 

ready [to go back].ò (Non-Macmillan OT) 

ñIt comes up in my assessments ï Iôll say, óWhat do you for a living?ô and then go into the 

work conversation.  Generally the consultants have given the guidance but there are not 

hard and fast rules about when they can go back.ò (Non-Macmillan Physio) 

ñPatients coming to the end of the six months that theyôre allowed to take [off sick] and say 

there have been additional complicationsé and they need more time; thatôs often when 

patients become worried ... I normally advise patients to find out if they have an 

Occupational Health Department if they are a bigger company.ò (Non-Macmillan Physio) 

ñAs an OT I would discuss this at initial interview but only briefly as an in-patient.ò 

(Macmillan OT) 

ñI do [initiate conversations about work].  I try to be patient-led; however I will address it if 

it isn't something they bring u pé Itôs important to start the discussions early on, and 

check regularly.ò (Macmillan OT) 

ñItôs a standard question é Do you work and what leisure roles/ what is important to 

them?ò (Non-Macmillan OT) 

ñItôs part of my initial assessment ï itôs a standard question if they haven't already bought 

it up é A sub-heading and then I ask questions about it such as do you work, previous 

work, when retired et cetera.ò (Macmillan OT) 

ñI would raise it as part of my initial assessment. If they did not wish to discuss it further at 

this point, I would ask them again at a later point or give them community contacts if it was 

something they may need help with in the future, or info to take away and read (for 

example, Macmillan booklets).ò (Macmillan OT) 

Allied health professionals do not feel that patients specifically look to them to discuss 

complex work-related problems or legal issues but inevitably these issues often emerge in an 

indirect way ï for example, when patients try to adjust their treatment or request letters 

stating they are unable to work, in order to address an issue they are facing. 

Such situations can be challenging for allied health professionals as patients struggle to 

understand they are not Occupational Health or Vocational Rehabilitation experts.  

Particularly complex problems are typically referred back to the Multi-Disciplinary Team 

(MDT) or clinical team if appropriate.  Some allied health professionals also provide patients 

with publications and refer them to organisations like Macmillan.  

ñOne patient wanted permission from me as the óOccupationô-al Therapist to go to his 

employer and say, óThis man canôt workô ï he pretty much asked me straight out to go to 

his employer é It took some explaining that that wasnôt necessarily what I was going to 

do é And I donôt think heôs terribly pleased with me for giving it back to him and saying, 

óCould you work with your employer to change your working practices and have more of a 

discussion with him?ò (Non-Macmillan OT) 
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ñI try to look at strategies with them to help them plan and prioritise whatôs really important 

to them and what they want to spend their time doing.ò  (Non-Macmillan OT) 

ñWe highlighted the issue in the MDT.ò (Non-Macmillan Physio) 

ñé Coping strategies and what is a óreasonable adjustmentô and thatôs very difficult.ò 

(Non-Macmillan Physio) 

ñI advise clients of their rights via information booklets such as the work and cancer 

booklet and the website links.ò (Non-Macmillan OT) 

3.2.4  General Practitioners 

GP conversations with patients around work are typically the result of a patient requesting a 

sick note/ fit note or seeking advice as to whether they are fit to return to work.     

ñQuite often, soon after treatment, hospitals give say six weeks to eight weeksô [sick 

leave], and when that is about to run out they come and ask for more leave.  We assess 

them and give roughly three months or six months é And then we assess the situation at 

the end of that.ò (Non-Macmillan GP) 

ñ[Theyôve often] come to some conclusion themselves as to whether theyôre ready to go 

back to work or notò (Non-Macmillan GP) 

3.2.5  Clinical Nurse Specialists 

Clinical Nurse Specialists, both Macmillan and non-Macmillan, believe they fully understand 
the reasons why work is important to patients and raise the subject of work and 
employment with them, if the patient has not already done so.  In some instances this is part 
of a standard assessment process, but most believe that they will or would ask patients 
regardless of whether it was part of a required procedure.  ¢Ƙŀǘ ǎŀƛŘΣ ŀƭƭ ŀǊŜ ΨǇŀǘƛŜƴǘ-ƭŜŘΩ ŀƴŘ 
so if a patient is reticent or unwilling to discuss the issue, they will not pursue it, although 
they may raise it again at a later date if they feel it appropriate. 

ñIf I think theyôre not asking me soon enough, I ask.  I say, óHow are you coping 

financially?ô, óHow are things going at work?ôò (Macmillan Gynaecological CNS) 

ñI always ask about work even if someone is retired, as it helps to give me a broader 

picture of someone é [The standard questions are] óWhat is/ was work for you?ô and óDo 

you have concerns/ issues related to work?ôé The Holistic Needs Assessment guides me 

and patient focus tunes me in.ò (Macmillan Colorectal CNS) 

ñI do for my patients é For us discussion is initiated at around three months post-

transplant, if not before. If this is not a realistic goal, then it will still be discussed rather 

than ignored.ò (Macmillan Bone Marrow Transplant CNS) 

ñUsually when you first meet them you have a chat about who they are and where they 

live and their family and what work they do ... You might not emphasise work at that stage 

unless they pick up on it and say óOh yes, work are being really goodô or óIôm really worried 

about workô but itôs sort of in the background.ò (Non-Macmillan Neuro-oncology CNS) 

ñIf I can see with my own eyes or am aware, and sometimes you just are tacitly aware, 

that there are financial problems or stresses then I will try and be proactive with it é I try 

and head it off at the pass and make it an acceptable part of what they can talk to me 

about.ò (Non-Macmillan Breast CNS) 

ñItôs something that we always mention and give them an opportunity to talk about [at the 

first session] but if they donôt want to talk about it then we donôt at that stage.ò (Macmillan 

Breast CNS) 
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CNSsô conversations with patients about work are typically initially started by and focused on 

the óclinicalô questions about how long it will be necessary to take off work during treatment or 

whether the patient can continue to work. 

ñIt is quite often [raised] at diagnosis because when youôre giving them their very first 

treatment plan itôs then what impact thatôs going to have on work and they often want to 

know what time theyôre going to need to have off.ò (Macmillan Gynaecological CNS) 

ñ[They may say] óIôm not going to tell my work,ô and I have to say to them, óBut this is the 

likely treatment. You may be unable to work because of pain and really difficult side-

effects of the radiotherapy.ô Because itôs a six-week course, and then thereôs a recovery 

period, we normally say to people, óIt is unlikely that you will have the stamina and the 

ability to work full-time for up to about four monthsô.ò (Macmillan Head & Neck CNS) 

ñTo quite a lot of patients work is important. A lot of them find it difficult initially because 

the first thing is óCancer.  Am I going to die?ô and then itôs like, óHow am I going to carry on 

with my life as it is?ô and, óThrough treatment can I still work?ô kind of thing é What they 

should say to their work and that sort of thing.ò 

Discussions also often take place towards the end of treatment.  The nature of the patientôs 

prognosis and the impacts of the cancer and its treatment can often affect the nature of the 

discussion at this stage.  

  Return to work ς where the patient is physically able to return to work they will often 
seek guidance as to exactly when they should return and CNSs will often discuss options 
such as flexible working or a phased return to facilitate the return 

ñWe promote a phased return where possible at around four to six months post-transplant, 

depending upon other constraints. Many of the patients ask about return to work or 

education and others do not.  At six months, we do quality of life assessment and these 

issues are often discussed though as a result of this.ò (Macmillan Bone Marrow Transplant 

CNS) 

 ñPatients fish to get your feedback on what would be best for them.  So although they 

donôt directly ask, you can indirectly tell é Like, óWell Iôm thinking of going back to work in 

eight weeksô time.  What do you think about that?ô or, óIôm discussing with my colleagues 

how I can change my job around my diagnosis ï what do you think? é As a CNS I feel 

OK about talking to my patients about that.  I feel itôs a very important part of my role.ò 

(Non-Macmillan Lung CNS) 

ñDuring the treatment they will bring it up and ask me, óAfter treatment should I go back to 

work?ô In this we have to hand the autonomy back to the patient and say, óYou can think 

for yourself now. Do you feel well enough? Maybe you could only go back a couple of 

hours a day and see how you feelô.ò (Non-Macmillan Lung CNS) 

 

 Patients with on-going health problems or a poor prognosis 

É Some patients wish to return to work before the CNS believes they are really well 

enough to do so whilst for other patients, the debilitating effects of the cancer and its 

treatment may mean that they are physically unable to return to their previous role.  

É Where patients are not expected to recover, CNSs report that discussions about work 

can be some of the most difficult ï a patient may not wish to accept their poor 

prognosis or that they are no longer able to work or, or conversely, may need to stay in 

work for financial reasons (including situations when it is better to ódie in serviceô) and 

CNSs may help them to work through their options and feelings. 
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ñUltimately youôre trying to get them back to work but at the moment [for example after a 

major resection] the priority is their health é There will also be pressures from their work 

and themselves to get back to work but itôs getting that balance.ò (Macmillan Oesophageal 

& Gastric CNS) 

ñA lot of the work we do is supporting what that individual woman would like to do é One 

lady went back to work two weeks after surgery and I said óI really think this is a bit too 

soonô but that was something that she wanted to doò. (Non-Macmillan Breast CNS) 

ñThere are a lot of people that canôt go back to their job because of the surgery that 

theyôve had, so itôs dealing with those issues é Giving them lots of advice about what 

kinds of jobs they can go and do [when returning to their previous role isnôt possible].ò 

(Non-Macmillan Head & Neck CNS) 

 ñObviously the issue comes up as well when youôve got a poor prognosis that some 

people are better off ódying in serviceô from the point of view of the wife or carer and their 

pension provision.  So those kind of things are often addressed as well.ò (Non-Macmillan 

Neuro-oncology CNS) 

ñFor the neuro-oncology patients with a poor prognosis, then you need to have a very 

sensitive discussion about keeping working when time is limited and although they want to 

work full-time, I say óIf you want to work full time then thatôs fine and letôs talk about thatô, 

but they must understand that they are using that time to work rather than anything else 

and it may come that the disease progresses and they find that that was time they would 

have wanted to spend somewhere else.  I find that very sensitive and sometimes thatôs 

easy and sometimes not.ò (Macmillan Neuro-oncology & Radiotherapy CNS) 

 

 Reticence about return to work ς CNSs also report that whilst some patients may be 
physically well enough to return to work, they do not wish to do so.  Many will try to talk 
the issues through with a patient to understand the source of their concerns and seek to 
encourage them to consider a return to work and signpost them to relevant support if 
appropriate. 

ñThere are other people who you think, óMy goodness, youôve been off six months, your 

operation went well, youôre doing fantastically well so whatôs stopping you getting back to 

work?ô and having that conversation with them about whatôs stopping them é I often ask 

them whether theyôve talked to Occupational Health or have someone helping them get 

back.ò (Macmillan Oesophageal & Gastric CNS) 

ñThe difficult ones are people who you think ought to be going back to work but they say, 

óOh I am not ready for itô but you donôt really see a reason why they are not ready for it é I 

would do an Holistic Needs Assessment and try and understand why they do not feel that 

theyôre not fit enough to go back to work and sit down and go through it with them.ò 

(Macmillan Breast CNS) 

 

Signposting patients 

Clinical Nurse Specialists are aware that work and employment issues are not their areas of 

expertise but believe it is their role to signpost patients who need further information and 

support to the appropriate services.  The main places that CNSs signpost to are benefits/ 

welfare advisers, their hospital social work department, a local cancer information centre 

(such as Macmillan or a Maggieôs Centre), the Citizenôs Advice Bureau and the Macmillan 

helpline or website.  Alongside this, if a patient works for a relatively large organisation they 

are often encouraged to speak to their Occupational Health or Human Resources 

department.  
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ñI am in a relatively privileged position because itôs OK for a nurse to say, óI donôt knowô... I 

say I know a little bit about it, and it really is a little bit, but I know a man or woman who 

does.ò (Macmillan Gynaecological CNS) 

 ñI signpost to 'experts', give fatigue management advice, booklets, [and refer people to] 

the Macmillan website.ò (Macmillan Colorectal CNS) 

 ñI personally donôt  go into the ins and outs of benefits because I donôt know what they are 

entitled to but I would always refer them to our social work department or the Macmillan 

financial helpline é The social work department is not large for the size of the hospital but 

itôs absolutely excellent.ò (Non-Macmillan Hepatobiliary CNS) 

ñIn the hospital we have a benefits advice office and that can be helpful if thereôs 

something that comes up or you can get in touch with Macmillan or Breast Cancer Care.ò 

(Non-Macmillan Breast CNS) 

ñI use the Community Palliative Care team a lot for benefits advice.  Weôve got a Maggieôs 

Centre local to us and thereôs a Citizenôs Advice there.  Weôve got a specialist social 

worker in the hospital and we use that too.  é I might suggest that patients try the CAB 

but if I can, Iôll direct them to someone whoôs used to dealing with cancer patients so will 

possibly have a bit of extra empathy [é like] the Macmillan helpline where theyôre 

expecting cancer patients to phone up and I think that possibly helps some patients that 

they donôt have to start completely from scratch.ò (Non-Macmillan Gynaecological CNS) 

ñI sometimes signpost people to the hospital cancer information and support centre, 

Citizenôs Advice and Macmillanôs financial advisers [though the helpline] é I know where I 

can advise them to go when I donôt know the answers.  Iôm lucky that Iôve got the ñCancer 

and Workingò project on my doorstep so they donôt even have to go to another hospital or 

make a phone call.  I can say, óIf you just step outside and go along that path, thereôs 

someone who can help youô.ò (Macmillan Breast CNS) 

ñWe refer them to Occupational Health and give advice on how to get benefits in the 

meantime.ò (Non-Macmillan Head & Neck CNS) 

ñWe have worked in the past with an organisation called ñReturn to Workò who have been 

quite good and theyôve tried to find people different jobs.ò (Non-Macmillan Neuro-oncology 

CNS) 

In addition, some CNSs mention the importance of sharing knowledge with and seeking 

information and advice from their peers when faced with a question that they do not know the 

answer to or a situation that they have not previously experienced. 

 ñIôve been doing this quite a long time but if there is a situation that comes up then I like to 

sound out against others é I have four other colleagues and I would ask them and Iôm 

part of the West Midlands Breast Cancer Network so thereôs always someone I could 

bounce against if I felt I needed to.ò (Non-Macmillan Breast CNS) 

ñOccasionally a patient will come up with something and it stumps you and you think óOh 

what am I going to do about this?ô but generally I then talk to other colleagues who are 

maybe in different cancer groups and say, óHave you ever had a patient who é?ô and you 

tend to network amongst yourselves if thereôs a question.  The other thing is to phone 

social workers and ask what you should do next.ò (Macmillan Oesophageal & Gastric 

CNS) 

ñIf a patient asks me a question I donôt know the answer to, Iôll say óWell I donôt really know 

that but I will go and find outô and Iôll call our social work department for advice é Or ring 

the Citizenôs Advice.ò (Non-Macmillan Head & Neck CNS) 
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3.2.6  Perceptions of healthcare professionals by information professionals 

As discussed in Section 3.2.5, CNSs are open about the fact that their conversations with 

patients are mainly clinically focused. That view is supported by the perceptions of 

information professionals in relation to the conversations that patients are having in 

healthcare settings.  Whilst most CNSs feel that they are always happy to discuss work and 

employment issues with patients, and are typically raising the subject at an early stage, there 

are clear indications that some information professionals feel that clinical staff (nurses, 

doctors, GPs) do not address work and employment issues early enough or refer/ signpost 

people soon enough (if at all).   

ñNot all clinical people ask those questions so people already make decisions before 

theyôve got the information.  The awareness of the clinical staff of these issues to be able 

to signpost patients on earlier [is a problem]... I think some of them are frightened of those 

questions ï they donôt know whatôs out there or where to signpost to; they wonôt want to 

bring those questions up because they donôt have the knowledge.ò  (Macmillan 

Information Adviser)   

ñI donôt have the sense that people are talking to doctors or CNSs about work.  I donôt get 

that impression.  It feels like something that comes up there and then [in an information 

centre].ò (Macmillan Information Centre Manager) 

ñI think they donôt have enough time é I think CNSs are seen as in a medical role and 

[patients] only talk medical stuff with them.  And they wonôt talk to doctors about that so 

they come to the information centre with everything else.ò (Macmillan Information and 

Support Manager) 

ñI think the most patients would discuss with their clinical team is whether they can go 

back to work or not.  And their team will probably say, óWell thereôs no reason why you 

canôt go back if you feel well enough.ôò (Macmillan Information Officer) 

ñCNSs are under such a lot of pressure and they havenôt got the time, plus I think the 

patients arenôt taking things on board at that time [particularly at diagnosis].ò   (Macmillan 

Information Centre Manager) 

ñThere are a couple of groups of clinical nurses that because theyôve been formed as a 

group for so long, theyôve got their own way of doing things and they donôt want to change 

it.ò  (Macmillan Information and Support Manager)   

ñI think some of them are frightened of those questions ï they donôt know whatôs out there 

or where to signpost to; they wonôt want to bring those questions up because they donôt 

have the knowledge.ò  (Macmillan Information Adviser)   

3.3 Barriers to discussing work with patients 

Many professionals struggle to identify barriers to having conversations with patients about 

work-related issues, believing that they are already doing so to the best of their ability.  

Furthermore, where professionals do recognise that in theory they could have more detailed 

discussions with patients about work, they often do not wish to do so: 

 Healthcare professionals, particularly CNSs and GPs, do not feel they have the time to 
conduct (more) in-depth discussions with patients about work and employment, and that 
it is not their role to do so; 

 Some information professionals are nervous about taking on roles that they do not feel 
equipped to handle, and are concerned that doing so would lead to other services being 
removed.   
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Clinical Nurse Specialists are the least likely to identify personal challenges or barriers to 

discussing work and employment with patients, generally feeling confident that they do raise 

the subject with patients and signpost appropriately. 

That said, all groups of professionals are able to identify some barriers or challenges to 

discussing work or employment issues with cancer patients.  The two most common are a 

lack of specialist knowledge (for example relating to benefits, employment law or, for some 

groups, the impact of cancer and its treatment) and a lack of knowledge about where to 

signpost to.  

3.3.1  Lack of specialist knowledge 

Unsurprisingly, almost all professionals consider a personal lack of work-related knowledge 

to be a barrier to conversations with patients.  There are two main areas in which 

professionals feel that they lack the requisite level of knowledge to help patients with 

problems: 

 Employment law/ employee rights; 

 Benefits (which many find hard to separate from employment issues). 

Both these areas are perceived to be ñconstantly changingò and to require highly specialist 

knowledge that they ï or at least the vast majority of professionals ï do not have.  

Furthermore, these issues are seen as complex with significant implications for patients and 

hence it is critical make sure that any information or advice given is 100 per cent correct.  

Concerns are greatest amongst social care professionals, who are most likely to find 

themselves faced with challenging questions from patients on these subjects. 

ñIssues about employment law are what I find really difficult.  They come up for cancer 

patients and they come up for carers and I think carers are better resourced in terms of 

turning to various agencies.  I donôt think cancer patients are so well catered for ... You 

have to go away and do quite a bit of trawling around for information.ò (Non-Macmillan 

Social Worker) 

ñThey say to you, óIf I do see a new job, should I tell the future employer?ô... We spend a 

session with them thinking about how they are going to phrase it to a future employer.ò  

(Non-Macmillan Case Manager) 

 ñEmployment law is changing all the time.  Itôs a nightmare. .. Itôs our job to direct people 

to the right places where they can get advice.ò (Welfare Adviser) 

ñEmployment law ï I donôt feel I know enough about employment law to guide them at all 

... I feel like Iôm fobbing them off by just putting the [Macmillan booklet] in their hand and 

not being able to expand a bit more.ò (Macmillan Information and Support Manager) 

ñI feel a bit like a óJack of all trades, master of noneô.  This is a very, very small part of 

everything that I do so I canôt become an expert on work.  The best thing would be to have 

an expert to refer on to, and thatôs usually lacking for meé Things like employment law 

and contracts are things that we can touch on but Iôm no great expert.ò  (Macmillan 

Information Centre Manager) 

ñI have many people who wish to return to work and donôt quite know where they stand 

legally é Do they have to say?  When do they have to say?  And how can they say it in a 

way that wonôt prejudice a job offeré We talk about it but I donôt know where I would refer 

them on to.ò  (Macmillan Information Officer) 

Although health care professionals generally report being asked fewer questions about legal 

issues or complex situations with employers, they also recognise that employment law is an 

area that they know relatively little about and tend to avoid giving advice or getting into in-

depth discussion. 
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ñI think itôs best not to give wrong advice, particularly medico-legal and guide them on to 

the CAB or, if they can afford it, an employment lawyer.  But one thing we shouldnôt do is 

give wrong advice.ò (Non-Macmillan GP) 

ñIn our role, weôre not employment experts é In employment law and careers advice é 

There is a service at the hospital thatôs mainly for breast and prostate patients but that is 

their entire remit, that they can spend time sorting all these issues out and giving them 

advice on all those different aspects of surviving canceré In our field we havenôt got the 

knowledge to do that.ò (Non-Macmillan Lung CNS) 

ñI think I dread the legal stuff but there is information available by Macmillan so it should 

be feasible to work through this with the patients.ò (Macmillan Bone Marrow Transplant 

CNS) 

ñIf patients were asking me about something that I didnôt feel confident about, like what 

their entitlements were within employment law and things like that, I really couldnôt answer 

that and I would have to say óSpeak to somebody in HRô, or maybe Citizenôs Advice if they 

didnôt have HR or a Union.  If I didnôt feel confident giving advice, then I wouldnôt attempt it 

... But Iôve got to be able to give the patient a lead.ò (Non-Macmillan Hepatobiliary CNS) 

ñI donôt have the in-depth knowledge of exactly peopleôs employment rights and those 

sorts of things.ò (Non-Macmillan Gynaecological CNS) 

ñI think weôve all got that gap ï the legal side of it.ò (Macmillan Breast CNS) 

ñI donôt know enough about the benefits system because it changes so much and the 

welfare rights because you canôt keep up on those changing aspects all the time.  Itôs so 

time-consuming.  We wouldnôt have full-time people employed for it if it was not complex 

and easy to do.  That is a big concern of mine that I donôt know enough about subsequent 

benefits that people may be able to access but thereôs also the aspect of not being able to 

meet the expectations of what the patient wants ... [the same applies to work].ò (Macmillan 

Neuro-oncology & Radiotherapy CNS) 

ñSometimes when they would talk to me about what sort of financial packages they might 

get then I would feel very uncertain about what advice to give.ò (Non-Macmillan Neuro-

oncology CNS) 

Aside from employment law and benefit entitlements, some groups of professionals identify other 
ΨƪƴƻǿƭŜŘƎŜ ƎŀǇǎΩΥ 

 Practical knowledge about how patients can be helped to return to work 

This covers a wide range of topics where professionals, particularly information 
professionals, feel that they could potentially be giving patients more or better 
information.  Areas mentioned include: aids and adaptations; managing fatigue; 
strategies for managing a return to work; the role of Occupational Health; communication 
with employers and colleagues; careers advice; and advice on what information a patient 
should disclose, and what stage, and how. 

ñIôm sure there are things, and when you are talking to a patient you do come up with 

things, but clearly there are some posts where flexibility is harder but in others it must be 

possibleé I think we would benefit from some guidance on things to suggest so we donôt 

have to think of it on the spot, for example, óIs it possible to work from home one day a 

week?ôò (Macmillan Information Officer) 

ñIôm not really aware of the role of Occupational Health.ò (Macmillan Information Officer) 

 Vocational rehabilitation knowledge 

Allied health professionals note that they are not Occupational or Vocational Rehabilitation 

specialists.  Hence although they are able to help with physical symptoms and 
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rehabilitation, they are aware that there may be skills or knowledge from vocational 

rehabilitation that would help them offer a more holistic service to patients. 

 9ŀŎƘ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƳŜƴǘ ŀƴŘ ƛƴŘƛǾƛŘǳŀƭ ǿƻǊƪ ŀƴŘ ŜƳǇƭƻȅƳŜƴǘ ǎƛǘǳŀǘƛƻƴ 

GPs identify a barrier which arises because they do not receive sufficiently detailed 
information about the treatment a patient has received and its likely impacts.  Given the 
relatively small number of patients that a GP will see with cancer, and the wide range of 
potential treatments that is constantly evolving and changing, GPs feel it is almost 
impossible for them to develop a good understanding of what the likely impacts will be on 
an individual. 

ñI think treatments are changing all the time.ò (Non-Macmillan GP) 

ñIf I was a GP who didnôt have an interest in cancer then I can completely understand that 

they would feel that they wouldnôt appreciate some of the finer detail of the late effects of 

treatment or just exactly what the side-effects of chemotherapy and radiotherapy areé Itôs 

a rapidly progressing field and there are always new treatments being delivered to 

patients and itôs impossible for GPs with a  small number of patients with cancer on their 

books to keep up to date with things and know the ins and outs and side-effects of these 

different, new treatments.ò (Macmillan GP) 

Alongside ŀ ƭŀŎƪ ƻŦ ŘŜǘŀƛƭŜŘ ƪƴƻǿƭŜŘƎŜ ŀōƻǳǘ ŀ ǇŀǘƛŜƴǘΩs treatment, GPs can only know a 
ƭƛƳƛǘŜŘ ŀƳƻǳƴǘ ŀōƻǳǘ ǘƘŜ ŘŜƳŀƴŘǎ ƻŦ ǘƘŀǘ ǇŀǘƛŜƴǘΩǎ ǿƻǊƪ ǊƻƭŜ ŀƴŘ ŜƴǾƛǊƻƴƳŜƴǘΦ  ¢ƘŜ 
combination of these two factors can make it hard for a GP to give constructive advice 
about what might reasonably be expected of a patient in the future. 

ñI donôt pretend to have all the answers.  Patients are experts in their own illness but 

theyôre also experts in their own workplace.  I may have some understanding of the sort of 

workplace that some people go to, but I donôt have first-hand information and knowledge 

of the physical requirements of somebodyôs worké Iôm not an Occupational Health 

physician, Iôm a GP.  And although I have an understanding of the demands of many work 

places, I canôt know in detail.ò (Macmillan GP) 

ñItôs not knowing exactly what the job entails ï you can get a rough idea from how they 

describe it whatôs involved physically or mentally or emotionally, but without actually 

visiting the workplace or experiencing their relationship with work colleagues itôs always 

difficult to tell é You try as much as possible to empathise and understand the difficulties 

theyôre going to have but unless you truly experience it yourself, itôs quite difficult.ò 

(Macmillan GP) 

ñOne of the barriers is a lack of awareness about someoneôs job.  The less I know about 

an individual, the harder it is to have a discussion about the pros and cons about going 

back to work.ò (Non-Macmillan GP) 

 Not knowing enough about cancer and its impact on work  

Non-Macmillan social care professionals, especially those who have relatively limited 
contact with cancer patients, feel they lack knowledge about cancer and its treatment 
and the associated impact on work.  Therefore although they may understand the 
ΨǎȅǎǘŜƳΩ ƛƴ ǘŜǊƳǎ ƻŦ ŦŀŎƛƭƛǘŀǘƛƴƎ ǇŀǘƘǿŀȅǎ ǘƻ ǿƻǊƪ ŦƻǊ their clients, professionals are less 
ŎƻƴŦƛŘŜƴǘ ǘƘŀǘ ǘƘŜȅ ŀǊŜ ΨŘƻƛƴƎ ǘƘŜ ǊƛƎƘǘ ǘƘƛƴƎΩ ǿƘŜƴ ŀ ŎƭƛŜƴǘ Ƙŀǎ ōŜŜƴ ŘƛŀƎƴƻǎŜŘ ǿƛǘƘ 
cancer.  This lack of knowledge and confidence may also manifest itself in reluctance to 
raise the subject of cancer for fear of saying the wrong thing. 
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3.3.2  Lack of knowledge about where to signpost patients to 

Signposting is considered crucial to ensuring that patients receive the best possible 

information and advice about work and employment issues.  As no professionals consider 

themselves to be an óexpertô in the area, this is true of all professional groups.  

Almost all professional groups recognise that either they or colleagues are not always as 

confident as they could be that they are signposting patients to the right people/ services, or 

that they are aware of all the relevant services available.  The notable exception to this is 

amongst CNSs where confidence in signposting ability is generally high. 

 Confidence among information professionals varies considerably. Some Macmillan 
information professionals feel they have a lot of knowledge about services in their area 
but that is still not enough; others feel that they simply ŘƻƴΩǘ have much information at 
all.   

Some information professionals are also very concerned at the potential closure of 
services in their area (particularly in the Greater Manchester region) and feel that this will 
have a significant impact on their ability and confidence in signposting in the future. 

 ñYou can have the conversation, as long as youôve got somewhere to take it when youôve 

identified that thereôs a problem.ò (Macmillan Information and Support Manager) 

ñAt the moment we do [feel confident in knowing who to signpost to] but for us the 

services are under threat, not just the Macmillan ones but the council services, so itôs all 

just very much up in the air at the moment about who are we going to signpost these 

people to once weôve identified these issues.ò (Macmillan Information and Support 

Manager) 

 Allied health professionals and social care professionals generally identify signposting as 
an area of weakness and recognise the potential for improvements.  

ñIôm an Occupational Therapist in an in-patient and out-patient setting. We address work 

issues as part of our assessment but can find difficulty in signposting to the appropriate 

resources.ò  (Non-Macmillan OT) 

ñYou can Google ï sometimes thatôs quickest [to find out where to signpost to].ò (Non-

Macmillan Social Worker) 

ñ[I lack] knowledge of local services available to ease return to work ï they appear to 

change regularly.ò (Non-Macmillan OT) 

 Non-Macmillan GPs feel that they lack knowledge about where to refer cancer patients in 
general, and all GPs feel that they have difficulties knowing where to refer cancer patients 
for work-related issues specifically.  If patients work for a small firm, knowing where to 
signpost to can be particularly challenging as options like an HR or OH department are 
typically unavailable. 

ñPart of the challenge is where to send these people (i.e. work problems) because itôs not 

clinical advice, itôs legal advice é Weôre not legal people.ò (Macmillan GP) 

ñIt wouldnôt surprise me if younger GPs arenôt confident [in where to signpost to].ò 

(Macmillan GP) 

ά{ƻƳŜǘƛƳŜǎ L ǊŜŎƻƳƳŜƴŘ ǘƘŜ /ƛǘƛȊŜƴΩǎ !ŘǾƛŎŜ .ǳǊŜŀǳΦέ όbƻƴ-Macmillan GP)  

άώL ƘŀǾe] no particular resources but I sigh with relief when I know that they belong to a 
ōƛƎ ŎƻƳǇŀƴȅ ŀƴŘ ǘƘŀǘ ǘƘŜȅΩǾŜ Ǝƻǘ ŀƴ hŎŎǳǇŀǘƛƻƴŀƭ IŜŀƭǘƘ ǘŜŀƳ ŀƴŘ ŀƴ Iw !ŘǾƛǎŜǊ Χ ǘƘŀǘ 
may help to look at a modified job role etc. which would be a great security for the patient 
ŀƴŘ ƘŜƭǇ ǘƻ ŦŀŎƛƭƛǘŀǘŜ ǘƘŀǘ ŜȄǇŜǊǘƛǎŜ ǿƛǘƘ ǊŜƎŀǊŘ ǘƻ ǊƻƭŜ ŦǳƴŎǘƛƻƴΦ  LǘΩǎ ƳƻǊŜ ŘƛŦŦƛŎǳƭǘ ǿƛǘƘ 
self-ŜƳǇƭƻȅŜŘ ǇŀǘƛŜƴǘǎΦέ (Non-Macmillan GP) 
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 CNSs are the least likely to identify knowledge in this area as a weakness. They consider 
signposting patients with work and employment concerns to be the optimal solution and 
the approach they already take.  However, it is debatable as to whether there is an 
ŜƭŜƳŜƴǘ ƻŦ Ψƴƻǘ ƪƴƻǿƛƴƎ ǿƘŀǘ ȅƻǳ ŘƻƴΩǘ ƪƴƻǿΩ ŀǘ Ǉƭŀȅ ǿƛǘƘ ǘƘƛǎ ǇǊƻŦŜǎǎƛƻƴŀƭ ƎǊƻǳǇ as 
almost no CNS mentioneŘ ǎƛƎƴǇƻǎǘƛƴƎ ǘƻ ΨƭƻŎŀƭΩ ƻǊ ΨǎǇŜŎƛŀƭƛǎǘΩ ǎŜǊǾƛŎŜǎ ƻǘƘŜǊ ǘƘŀƴ ŎŀƴŎŜǊ 
information and support services, hospital services and the CAB ς this is reflected in 
comments by some CNSs that they do not know how best to support the minority of 
patients who do have problems with their employer, particularly if they work for a small 
firm. 

ñI think itôs hard work [keeping up to date with who to signpost to] because I donôt think 

hospital workers know whatôs available in the community and vice-versa.ò (Macmillan 

Breast CNS) 

ñI have had occasions when the patient has said their employer is quite inflexible and 

theyôve said you either come in or thatôs it ï óIf you canôt work, you donôt get paidô or óI canôt 

guarantee that your job will be kept openô é When they come to the hospital they just 

want someone impartial to talk to quite a lot of the time é To just explore how theyôre 

feeling and often they donôt expect that you can do anything; they just want you to listen, 

because you canôt wave a magic wand.  We havenôt got anywhere to signpost é If theyôre 

a public sector employee then they would have union representatives or a good HR 

department and I would suggest they speak to someone in there, but some of our patients 

are working in almost sweat-shops that donôt have any support there for employees.ò 

(Non-Macmillan Hepatobiliary CNS) 

ñWith regards to discussions with HR and actually talking to their work I would signpost 

them on ï ask them to speak to their HR or Occupational Health but itôs more difficult with 

people who donôt have those services é Iôd be signposting them on to a Welfare service 

or Citizenôs Advice.  If they feel they are being discriminated against Iôd advise them to 

look at óworking plansô and legal advice.ò (Macmillan Neuro-oncology & Radiotherapy 

CNS) 

3.3.3  Lack of ΨǊƻƭŜ ǇǊƻƳƻǘƛƻƴΩ 

The lack of role promotion and understanding represent further barriers to ensuring patients 

have effective conversations about work and are signposted appropriately.  Some 

professionals feel that not all their colleagues (or they personally) are aware of the services 

that are available in their own hospital/ area, and often do not understand exactly what other 

professionals do.   

ñThey do not know who could address the issues they have ï our role in this area should 

be promoted more.ò (Non-Macmillan OT) 

ñRole promotion [and] greater awareness of other supportive services.ò (Macmillan OT) 

ñI feel that the most important area would be updating other team members on what 

everyone does/ is able to do. There is a lot of expertise in teams.ò  (Macmillan Palliative 

Care Social Worker) 

ñSome nurses find it difficult to step outside of that role ... And sometimes CNSs are not 

allowed the freedom to be a specialist nurse... Youôve got to be prepared to admit what 

you donôt know.  Not just Nurse Specialists but you have to recognise what you donôt 

know and own up to that.ò  (Macmillan Gynaecological CNS)   

ñItôs about where some people see their role ending and anotherôs beginning. Some 

people will not even entertain that thought, they will simply say, óIôm a researcher, it 

doesnôt concern meô so it is also about role definition, which could be a barrier.ò (Non-

Macmillan Breast CNS)   
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ñIôd need to know more about my local Macmillan nurse and what services she can 

provide é I canôt remember the last time I saw one.  Iôm here in the centre of an urban 

practice and I canôt remember last seeing a Macmillan nurse é A few years ago I thought 

Macmillan nurses had stopped because suddenly there wasnôt any contact.  There isnôt 

any relationship between them and our practice é Our services may be running in parallel 

but they donôt cross over at any stage.ò (Non-Macmillan GP)  

 

3.3.4  Fear of starting a conversation and either not having the answers or not knowing who to 
refer to 

Although the majority of professionals do not identify this as a problem for them personally, 

some do feel that a fear of not knowing the answers is a barrier for some other professionals.  

This is driven by the lack of specialist knowledge and uncertainty over where to signpost 

patients to, as discussed in Sections 4.3.1 and 4.3.2.  Professionals feel that it is important to 

promote the fact that ñItôs OK not to know all the answersò, as long as you know who to refer 

to ï this is seen as particularly important for healthcare professionals, but relevant to all. 

ñI think the key is that you can highlight it so they can take it forward, but we wonôt know 

the answers to their questions particularly.ò (Non-Macmillan Physio) 

ñIf youôre asked for advice, you admit you donôt know.  The onus is on you to direct them 

to somewhere where they can find the answers.ò (Non-Macmillan Social Worker) 

ñI feel over the years, because Iôve become more confident, Iôm more likely to initiate 

these types of discussions rather than wait for them to be initiated to me é A lack of 

confidence stops you from dealing with these issues because youôre frightened of óWhat if 

I canôt do anything?ô, óHow do you deal with discussing with people of your own age their 

working issues?ô é Iôve found them in my past and I see them around.ò (Macmillan Neuro-

oncology & Radiotherapy CNS) 

3.3.5  Time 

Almost inevitably, a lack of time is also identified as a barrier to having (detailed) 

conversations about work with patients.  This is particularly the case for healthcare 

professionals but time pressure is also felt by social care professionals, including information 

professionals who see discussions about work as a relatively core component of their role.  

ñTime ï a GP consultation is only ten minutes obviously so you donôt want to sometimes 

think about extra things outside what oneôs main role is.ò (Non-Macmillan GP) 

ñHaving enough time to deal with any issues.  I feel confident about identifying issues and 

knowing how to support them, but having the time to spend on this may be a problem.ò 

(Macmillan OT) 

 ñYou try and spend as much time as you can with patients, obviously thereôs only so 

many hours in the day.  Trying to liaise with other people about work and trying to sort 

things out and help them takes up a tremendous amount of time  ... I think sometimes you 

feel like you could do a bit more for patients if you had the time ... You think óOh did I hurry 

that conversation because I was pressured for time?ô  Sometimes I reflect back and think 

maybe I did because I didnôt want to get into deep waters or not have time to sort it out.ò  

(Non-Macmillan Neuro-oncology CNS) 

ñThe workload of a CNS is somewhat considerable and that does put limits on how much 

time we can give to patients, but we try and carve out time where we feel itôs appropriate.ò 

(Non-Macmillan Breast CNS) 

ñOne of the biggest problems is finding time.  The priority is if the patient is having 

symptom problems and what we can help with.  Your priority list has work down there ï 
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itôs there in the things that you should discuss but itôs getting time to discuss all the things 

that you need to.ò (Macmillan Oesophageal & Gastric CNS) 

ñYou canôt spend as long as youôd like to with clients because youôve got other clients to 

seeé You canôt spend two hours.  Youôve got a time limit.ò (Non-Macmillan Welfare 

Adviser) 

ñTime is the issue.  Well, time and knowledge ï and I have very little of either in terms of 

work issues.  You could spend weeks talking with a patient about work and none of us 

have that luxury.ò   (Macmillan Information Centre Manager) 

3.3.6   The timing of contact with patients during the cancer journey 

Allied health professionals in particular feel that they are often not engaged or involved with 

patients at the órightô time to discuss work issues; it may be too early (diagnosis) or too late 

(after the patient has already made important decisions).  A few CNSs support this point, 

suggesting that perhaps patients themselves have other priorities, such as symptom 

management, when they attend a clinic.  They believe this may explain in part the tendency 

to focus on issues like fitness to work or the time a patient will need to take off.  Similarly, 

some patients may not feel that the CNS is the most appropriate person with whom to 

discuss óotherô employment related issues.  

ñItôs a timing thing ï often weôre seeing patients right at the beginning or when theyôve 

come in because theyôre really unwell or at the end of their life, and is it really appropriate 

to start bringing up questions about employment when theyôre undergoing things like 

chemo, which are probably a bigger priority to them at that moment in time?  So it 

probably doesnôt get brought up as muchéò (Non-Macmillan Physio) 

ñIf theyôre referred early on then we can spend time getting to know them as an individual 

and their circumstances and highlight that those might be issues for them later on.  

Education rather than patients coming at more of a crisis point when they are coming to 

the end of their sick leave.ò (Non-Macmillan OT) 

ñI think that once youôre in the home, people tend to talk about different things because itôs 

their territory so I think the hospital might be a different focus.ò  (Non-Macmillan Neuro-

oncology CNS) 

ñIf the patient is coming to the clinic, their priority does not tend to be the return to work 

aspect.ò (Non-Macmillan Breast CNS) 

3.3.7  ¢ƘŜ ŦƻŎǳǎ ƻƴ άŘƛǎŎƘŀǊƎŜ ǇƭŀƴƴƛƴƎέ ŦƻǊ ǇŀǘƛŜƴǘǎ 

Some professionals identify that the traditionally clinical focus of discharge planning is a 

hindrance.  The process does not cover (return to) work issues as standard and patients 

often spend time in or leave the acute care setting without having a productive conversation 

about their work situation. 

ñThe consultant may be more medically orientated but Iôm not sureé There is a medical 

focus at ward level ... Focus on discharge.ò (Non-Macmillan OT) 

ñSome patients might have quite a few treatment modalities and what the clinical team 

focus on first, is the first thing.  They may touch on what might happen in the future but not 

to any great extent, and thatôs partly because they may not know.  But it doesnôt help 

people plan what they do ï óOh Iôm having this treatment so I need to take time offô; óOh 

Iôm having another treatment so I need to take more time off.ô  I think if they had a picture 

of the whole, it might help them to manage that better.ò  (Macmillan Information Officer) 
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3.3.8   GP knowledge of patient treatment 

A lack of knowledge about the treatment a patient has received and its associated side-

effects is also raised by GPs as a barrier to discussing work and employment.  Without a full 

patient history, including a summary of likely long-term and late effects, it can be challenging 

for GPs to give appropriate information and advice to patients about what they may or may 

not be able to do in the future, for example.  GPs note that cancer treatments are in constant 

evolution and the rapid pace of change means that they cannot feasibly stay up to date with 

the likely impacts of each regimen and hence rely on the hospital team to provide them with 

any necessary information when a patient is discharged ï this information is often scant and 

lacks the detailed information they would like to receive. 

3.3.9  Discussing work with poor prognosis patients or those with severe long-term impacts 

Some CNSs, particularly those who work with poor prognosis patients, identify their most 

challenging conversations as being with patients who look to them for advice about how they 

can stay in or return to work when the reality is that as a result of their treatment, it may not 

be possible.  This is not a óbarrierô as CNSs do not shy away from these conversations, but 

they are challenging because CNSs often feel that there is little they can do in these 

situations other than talk the options and implications through with each patient and then 

support the decision they make.  One GP also raised a similar point. 

ñSome patients will ask, óShould I take retirement now?ô and, óWhat should I do?ô and 

thatôs difficult because obviously you canôt make that decision for them é One thing about 

this type of tumour is that a lot of my patients arenôt going to be cured so you donôt want to 

be saying, óYou need to think about going back to workô if their life expectancy is less than 

six months and work isnôt what makes them tick.  Itôs about assessing each patient 

individually and trying to tease out from them what is the right thing for them.ò (Macmillan 

Oesophageal & Gastric CNS) 

ñCognitive ability is affected with some of my patients so, ôHow do I fit my job in with my 

life?ô is quite a challenging question.ò  (Macmillan Neuro-oncology & Radiotherapy CNS) 

ñItôs very complicated where somebody wants to be able to work but isnôt going to be able 

to do the job that they want to é If physically they canôt do the job theyôre employed to do 

but canôt be redeployed, thatôs quite a tricky employment situation, that sort of thing é 

Although itôs quite rare.ò (Macmillan Gynaecological CNS) 

ñYouôve got to start talking about prognosis and unfortunately people do have to face the 

fact that they canôt always continue to [stay in work as long as they might want].ò (Non-

Macmillan Hepatobiliary CNS) 

ñSometimes we do get more practical dilemmas ï óIôve had half my gut removed and I now 

have a colostomy bag and I work with the public and that makes it very difficult to say, óIôm 

very sorry, my bagôs just dropped offô or something like that é Or throat cancer where 

they have a tracheotomy tube and a job on the telephone.  These are difficult things é I 

say óLetôs see how much compromise there is with the employerô.  I usually encourage the 

patients to talk to their line manager and see what is possible.ò (Non-Macmillan GP) 

3.3.10  Language and literacy barriers with patients 

Some professionals, in both health and social care, also highlight that patient language and 

literacy skills can be a barrier to communication.  At one end of the spectrum, it can limit 

conversation but even if a patient speaks fluent English, they may not have the literacy skills 

necessary to read information leaflets and publications.    

ñSome of my clients have very limited English but they canôt read or write in any 

language.ò (Non-Macmillan Social Worker) 
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ñEven using an interpreter youôre not sure that the nuances of the message you are trying 

to get across are actually getting across.ò (Macmillan Gynaecological CNS) 

ñThe average reading age around my area is age seven.ò (Macmillan Information and 

Support Manager) 

 

3.3.11  Overcoming patient apathy and fear 

Although many of the barriers that professionals face are related to gaps in their own 

knowledge or confidence, or challenges around ways of working, at times they can be keen 

to help patients return to work but struggle to engage and motivate the patients themselves 

to do so. 

 ñSometimes itôs actually getting clients to go to the Job Centre because theyôve had such 

bad experiences é They say, óI donôt want to do because theyôre going to this or that to 

me.ô  They dislike anyone in the Job Centre.ò  (Non-Macmillan Social Worker) 

ñAfter treatment theyôre anxious, depressed or fatigued and the last thing they want to do 

is go to a strange environment.ò (Non-Macmillan Case Manager) 

ñHow far to push people and to help them regain that morale they had or that function they 

had, and how to develop the relationship that they should be having with their employers 

and managers, is quite difficult.ò  (Macmillan GP) 

3.4 The perceived need to overcome the barriers to discussing work with patients 

Before discussing potential solutions or tools to help professionals overcome some of the 

barriers identified, it is important to note that there are some barriers that are not regarded as 

feasible or even desirable to overcome.  Almost all professionals believe that the optimal 

solution is to refer the patient to the most appropriate specialist service to deal with their 

specific problem, on a personal and tailored level. 

There are some key points that professionals are keen to emphasise in the context of 

overcoming the barriers:  

 bƻƴŜ ǿƛǎƘ ǘƻ ōŜŎƻƳŜ ΨŜȄǇŜǊǘǎΩ ƛƴ ŜƳǇƭƻȅƳŜƴǘ ƛǎǎǳŜǎΣ ŀƴŘ ǇŀǊǘicularly employment law.  
Many ς particularly information professionals and benefits advisers ς are extremely wary 
ƻŦ ŦƛƴŘƛƴƎ ǘƘŜƳǎŜƭǾŜǎ ƛƴ ŀ Ǉƻǎƛǘƛƻƴ ǿƘŜǊŜ ǘƘŜȅ ƳƛƎƘǘ ōŜ ŜȄǇŜŎǘŜŘ ǘƻ ƎƛǾŜ ΨŜȄǇŜǊǘ ŀŘǾƛŎŜΩ.  
It is regarded as only one ςsometimes peripheral ς part of their role, and as many of the 
issues are constantly changing, they would struggle to keep their knowledge up to date 
after completing any training course; 

 CNSs do not feel it is their role to become experts in work and employment issues and do 
not see it as feasible or desirable that they should beŎƻƳŜ άŀƭƭ ǘƘƛƴƎǎ ǘƻ ŀƭƭ ǇŜƻǇƭŜέΦ  
Rather, CNSs see themselves as having a responsibility to raise the issue and identify any 
problems, listen to and support patients, and be able to signpost them to further 
information and support as necessary; 

 The reality/ fear of cuts in services means that many professionals are nervous of 
developing new skills in case this leads to existing services being cut on the assumption 
that they can take on the role; 

 Time is at a premium, particularly for healthcare professionals, and so overcoming the 
barriers identified cannot and should not require a significant increase in the amount of 
time spent with each patient.  More efficient and useful conversations would be a 
positive outcome; longer conversations may well not be. 

On a more positive note, several also highlight that professionals should be ready to admit 

when they do not know the answer to something, but know who to refer on to.  Most of those 
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participating considered this was the basis on which they personally operate, but felt that 

other professionals were not doing so. 

Some professionals also make reference to initiatives that they believe should drive an 

improved level of discussion about work with cancer patients: the ófit noteô (GPs should be 

discussing it more); Information Prescriptions; and Holistic Needs Assessments. 

3.5 Overcoming the barriers ς professionalsΩ wants and needs 

Bearing in mind the issues discussed in Section 3.4, professionals are looking for solutions 

that can help them address work and employment issues in a way that does not place undue 

demands on either their personal time or patient contact time. 

Almost all professionals believe that the best solution is to refer patients to an appropriate, 

specialist service that can help with their particular issue, especially if the situation is 

complex. 

Beyond that, it is unsurprising that different groups of professionals spontaneously proposed 

different solutions to the challenges they face.  However, some suggestions, or variations on 

a core idea, were made by a number of different professionals. 

Proposed solutions are listed below based around the key knowledge/ skill gaps the 

solutions are designed to address, and broadly in order of ópopularityô. 

3.5.1  A tool that helps identify who to signpost patients to 

The idea of a flowchart/ decision-making tool that helps identify problems and then guides 

the professional to signpost the patient to the most appropriate service was spontaneously 

suggested by all groups of professionals, except GPs (and was only proposed by one CNS).  

The idea is particularly popular amongst information professionals and allied health 

professionals. 

 ñHave pathways so we know when to have that conversation é To make sure that it will 

be raised at certain points on patient journey and then if the patient isnôt in the right place, 

there will be another opportunity later on.ò (Non-Macmillan Physio) 

ñAn online tool that depending on what you answer, takes you on é That maybe could be 

for patients as well.ò  (Information Officer) 

ñThat it leads it down whichever pathway is most relevant ï Work Made Clear.ò (Macmillan 

Information and Support Manager) 

ñStandardised tool with trigger questions that would enable a patient to come back and 

say, óThese are my concerns.ô  An agreed set of criteria questions and the support to 

answer whatever questions came out of that.ò (Non-Macmillan Physio) 

 ñThe need: rapid assessments of work issues.  The solution: simple flowchart to identify 

issues and solutions. The benefits: signposting to correct professionals.ò (Macmillan 

Information and Support Manager) 

ñI think a flowchart or pathway would be very helpful. I think a pathway around what the 

ideal is with the appropriate information resources plugged into each stage.ò (Macmillan 

Bone Marrow Transplant CNS) 

A variation on this concept is a type of ódirectoryô, which professionals could use to identify 

who to signpost a patient to under particular circumstances.  This was mainly proposed by 

social care professionals.  These professionals were also attracted by the idea of the 

flowchart when it was proposed by others. 

ñAn online resource directory so that you can find out very easily where to go.ò (Macmillan 

Information and Support Manager) 
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ñA directory of some sort é To signpost.ò (Non-Macmillan Social Worker) 

ñA directory of organisations and charities.ò (Non-Macmillan Social Worker) 

ñQuite a lot of local authorities keep databases online that you can access via the intranet, 

that are places like community or third-sector organisations that you can access.ò (Non-

Macmillan Social Worker) 

That any such tool should be accurate and up-to-date is taken as a given.  Many information 

professionals recognise that to maintain such a database would be a major undertaking, as 

they themselves struggle to keep track of what is available in their local area, but it is what 

would make the most difference to the help and support they offer patients. 

ñA constantly updated directory ï not a PDF version thatôs going to sit there and go out of 

date... One that someone in UKO is constantly researching and managing.ò (Macmillan 

Information and Support Manager) 

ñThese things that just come out once a year are no use.ò (Macmillan Information Adviser) 

Information professionals in particular are also keen to ensure that any tool or directory would 

cover both national and local services, and Non-Macmillan services as well. 

ñIt must include local services ... Because itôs such a vast area, there are different things in 

different areas and you canôt possibly know everything that might be able to offer 

something.  But nationally as well ï you need to know who can help with what.ò 

(Macmillan Information and Support Manager) 

ñFor example even some employment charities will have case workers that will work with 

people.  Thereôs not many of them but there are a few.  Thereôs a Licensees Trade 

Association which is very good and the Motor Industry (BEN) and they will both provide 

advisors who will work with people on a one-to-one basis.ò (Macmillan Information and 

Support Manager) 

ñWhat you need to do next or the referral ï those are the two bottom lines of the 

flowchart.ò (Information and Support Manager) 

ñUp-to-date links to local advice centres on return to work for cancer patients.ò (Non-

Macmillan OT) 

Format 

Some professionals express a preference for having the tool online, in a similar tool to 

Benefits Made Clear ï the main benefits being that there is less risk that an out-of-date paper 

version will be used; it should be easier to keep up to date; and it will hide the complexity of 

the underlying flowchart and make it easier to use.  However, some professionals also 

advocate a paper version or access to both. 

3.5.2  A dedicated service or professional to whom patients with employment issues can be 
referred 

Whilst recognising that in the current economic climate additional services may not be 

feasible, for many professionals the ideal would undoubtedly be the ability to refer patients to 

a dedicated service or professional with expertise in both employment and cancer for 

specialist advice.  

For some, the solution is a service that sees patients on a one-to-one basis and provides 

personal and tailored information and advice based on the individualôs circumstances.  This 

could potentially take the form of dedicated advisers on the Macmillan helpline (similar to the 

benefits advisers), or local teams and services. 



 

 

 

 

35 

ñI couldnôt let go of the issue of signposting to a support worker or advice line to deal with 

employment issues specifically.  This could be done by telephone or email or by filling out 

an online referral form on a website.ò (Non-Macmillan Social Worker) 

ñA person to carry out a workplace assessment that had expertise in work, careers advice 

and some legal background knowledge and some cancer knowledge that they could either 

do face-to-face, or phone assessments using a designated tool.ò (Non-Macmillan Lung 

CNS) 

ñYou really need someone knowledgeable and experienced.  If you refer somebody to the 

Job Centre, they havenôt got that experience of whatôs happened to past cancer patients, 

so you want someone cancer-specific really.ò  (Macmillan Information Adviser) 

ñA one-to-one with a benefits adviser and a one-to-one with a work adviser as well.ò  

(Macmillan Information and Support Manager) 

ñItôs that tailor-made thing ï in my situation, with my employeréò (Macmillan Information 

Centre Manager) 

ñ[Macmillan] has a helpline with financial benefits advisers that you can ring and maybe if 

there was someone well-versed in employment laws that you could ring up and discuss 

particular scenarios with that would be helpful.ò (Non-Macmillan Hepatobiliary CNS) 

ñTen years ago there were more benefits and employment advisers around and I think 

Macmillan might want to consider whether itôs possible to have more people around to do 

that.ò (Macmillan Breast CNS) 

 

Aiming to address the same challenges in a more cost-effective way, an alternative solution 

was proposed by some allied healthcare professionals.  They would like to see professionals 

running workshops for patients that educate and inform patients about return to work, which 

would enable to them to signpost patients easily to a targeted and specific support service.   

ñA óreturn to workô workshop run by someone with an interest in employment law and work 

and training, but also having an understanding of cancer and rehab and managing the 

physical symptoms at work é Whether that could be incorporated in to expert patient 

programmes as well.  And then youôd have a definite pathway and place to refer on to.ò 

(Non-Macmillan OTs) 

3.5.3  A quick checklist or guide to help professionals advise patients on work and employment 
issues 

Although information professionals would like to be able to refer patients to dedicated 

specialist or ópatient workshopsô, some also feel that there is more they could be doing within 

their existing conversations with patients.  A suggestion to facilitate this is a quick checklist of 

suggestions and techniques that they can go through with patients who are nervous about or 

are having problems with return to work.  Professionals have a ómental listô of suggestions 

and ideas that they go through but imagine that there are other processes, techniques and 

solutions that they are not aware of and that could be beneficial. 

Such a document would cover things like a asking for a phased return to work, flexible hours, 

aids and adaptations, trade union consultation et cetera.   

ñA crib sheet with things like, óDo they have Occupational Health?ôé ôAsk them if there is 

a policyôé. And along that line it might be that you could refer on to this, or refer on to 

thereé You then know where to refer on for more specialist advice.ò (Macmillan 

Information Officer)  

ñThe final thing answers the question plus, óThis is where you might like to go to nextô ï 

that would be an excellent start.ò (Macmillan Information Centre Manager) 
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A similar solution is proposed by some CNSs, although they tend to envisage more of a quick 

reference guide which would cover a wider range of issues than that proposed by information 

professionals. 

ñAn information pack would help us, for people such as myself to be able to say óHere is 

the employment law, here is what you can expect from your employer. An area on the 

Macmillan website would be really, really useful.ò (Non-Macmillan Breast CNS) 

ñIt would be really good if [Macmillan] could do a pack that could be sent to CNSs with all 

the details and a sort of potted history that was sent out to us each year or that we could 

tap into online é A guide to benefits, to financial help, work issues, new issues, anything 

to do with the cost of cancer.  I think that would be really good so youôve got a resource 

pack at your fingertips é Employment law, any recent changes, that kind of angle and 

patientsô rights etc. regarding employment ï Iôd like to know more about that particularly.ò 

(Non-Macmillan Breast CNS) 

ñA quick checklist of ideas/ resources é Something generic would be good if it was 

something that gave us a list of possible resources in the area é something that patients 

and nurses could use like, óAsk if thereôs a benefits adviser in the hospital; check if thereôs 

a Maggieôs Centre; or try your Citizenôs Advice Bureau; or speak to your HR department if 

youôre working in a big buildingô. It needs to be quite generic but something like that would 

be helpful to CNSs and patients.ò (Non-Macmillan Gynaecological CNS) 

ñA factsheet on the website thatôs updated as the changes happen é That you could use 

as a guide to help patients é For professionals to keep abreast  of whatôs going on é 

More about employment and benefits.ò (Non-Macmillan Head & Neck CNS) 

3.5.4  Training/ learning resources on patient rights and employment law  

There are clear knowledge gaps around patient rights and employment law and this is an 

area where many professionals feel unable to give patients the information or advice they are 

seeking.  Often this is particularly the case for information professionals, who are most likely 

to be having detailed conversations with patients facing difficulties. That said, as discussed 

earlier, professionals do not wish to become óexpertsô and for some, the fear that they will be 

ópressuredô to take on that role is a barrier to taking up learning opportunities.  The majority, 

however, would be interested in gaining at least a better understanding of the core pieces of 

legislation that affect patients and the main principles that apply. 

ñI would like to be able to talk to patients on a very general level ï óIf youôre applying for a 

job then they canôt do this and they canôt do thatô é Itôs not about being an expert in 

employment law; itôs about knowing who to go to.ò (Macmillan Information Officer) 

ñProfessional training in knowledge of available information.ò (Macmillan Bone Marrow 

Transplant CNS) 

ñIôd want some [more knowledge on these things] but I wouldnôt want it to replace the 

experts.  I wouldnôt want the expectation to be that if I get a bit more knowledge I wonôt 

need to refer them on to the specialists.  Itôs a bit like the Clinical Nurse Specialists, in that 

if itôs getting a bit too much into somebodyôs treatment, then immediately itôs, óSpeak to 

your CNSô. What weôre trying to say is that whilst weôd like to know a little bit more so that 

we can be confident weôre referring to the right people, thatôs about it.ò  (Macmillan 

Information and Support Manager) 

ñWhilst we can have a level of knowledge about these things, itôs dangerous to assume 

that we can be the experts in that because itôs such a changing situation with benefits, 

work and employment law, that unless youôre immersed in it and dealing with it constantly, 

itôs almost that a little knowledge is a dangerous thingé I went on a one-day course 

through the council about benefits and thought, óGreat, Iôve got my head round this,ô and 
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then everything changed just a couple of months later.ò  (Macmillan Information and 

Support Manager) 

ñItôs alright having training, but because itôs not something that youôre using every day, itôs 

not just about the knowledge; itôs about not forgetting it really.ò  (Macmillan Information 

Adviser) 

ñItôs the knowledge.  Some things change so quickly around benefits and employment... 

so if thatôs not your main role, staying up to date with everything is huge.ò (Macmillan 

Information and Support Manager) 

ñSurely legal issues are best tackled by legal professionals?é I'd prefer to signpost 

having identified a need. Too risky to advise.ò (Macmillan Information and Support 

Manager) 

ñI think things like Statutory Sick Pay, about what the government do to support people not 

in work, what happens to pension contributions, what happens to NI contributions. No one 

has ever asked me, but if they did, I wouldnôt have a clue.ò (Non-Macmillan Breast CNS) 

Study days 

When proposing a training course or learning and development solution to address their 

knowledge gaps, a number of CNSs spontaneously expressed a preference for study days. 

This is a common approach to their personal development and CNSs value the opportunity to 

get away from their posts and being able to focus on the issue at hand; it is often seen as the 

only way to avoid being distracted from learning by the óday jobô.  The opportunities for 

sharing experiences, learning from peers and networking are also valued benefits of this 

approach.   

ñI wouldnôt say that we know it all and itôs certainly very good when we can go and be 

offered refresher days that tell us about employment law, benefits, financial help - things 

change and it would be lovely to take part in something on perhaps an annual basis or 

every couple of years that we could tap into, to make sure that what weôre saying is up to 

date and current, and to keep us up to date with new developments é I think that would 

be an excellent idea é But itôs always the time.  You put a day aside for that and then you 

have to play catch-upò. (Non-Macmillan Breast CNS)  

ñWhether you could have a day that covers the benefits that people are entitled to and 

work issues that patients may come up é A one-day conference or study day that would 

pinpoint these things that we need to be more aware of é But itôs difficult knowing the 

right thing to make people aware of é Getting time off to do it is the other thing.ò 

(Macmillan Oesophageal & Gastric CNS)  

ñI think the best thing is study days but nowadays thatôs a time constraint and a cost issue.  

It is nice to be able to get away from telephones and working environments and 

investigating something that you want to, further é óQuestion and Answerô sessions are 

really good where you can go with situations that youôve come across and can say, óThis 

is what I didô and thereôs an expert there to say, óThat was goodô or, óThis is what you 

could have doneô.ò (Macmillan Breast CNS) 

ñThe benefit of study days is to go out of the office and be with other colleagues and you 

learn from each other.  If you have a physical meeting about something you draw on each 

otherôs experiences. Networking is always valuable and you donôt always have the 

opportunity for that unless somethingôs arranged.ò(Macmillan Breast CNS) 

3.5.5  E-ōǳƭƭŜǘƛƴǎ ƻƴ ǇŀǘƛŜƴǘ ǊƛƎƘǘǎ ŀƴŘ ΨŜƳǇƭƻȅƳŜƴǘ ƭŀǿΩ  

Many professionals also express an interest in e-bulletin óupdatesô on work and employment 

issues relating to cancer patients.  E-bulletins are seen as a quick and simple way of 
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updating professionals on key changes and developments.  This is not something that 

requires a significant time commitment but would enable professionals to stay up to date with 

changes in relevant areas.  There is interest in e-bulletins on both employment law and the 

benefits system.   

There are three motivating factors driving interest in e-bulletins: 

 As a substitute for formal training courses ς to ensure that they are aware of major 
changes (like the introduction of the Equality Act) without demanding a significant time 
commitment; 

 As a supplement to formal training ς with a focus on substantive changes to ensure their 
knowledge does not quickly become obsolete after completing a course; 

 ¢ƻ ƪŜŜǇ ǘƘŜ ƛǎǎǳŜ Ψƻƴ ǘƘŜ ǊŀŘŀǊΩ ς GPs feel that regular (but not overly frequent) e-
bulletins would help to raise and maintain awareness of work and employment issues 
relating to cancer patients amongst their professional community.  Regular contact would 
be important as GPs have many competing demands on their attention and staying 
abreast of issues such as this, which affect a relatively small proportion of their case-load, 
can easily slip down the list of GP priorities. 

To avoid email overload, however, bulletins should only focus on major, substantive 

changes.  

ñI wouldnôt mind if there were a Macmillan mailing list updating us on benefits changes, 

entitlements, support groups for staff that are working with patientsé Up-to-date 

information sent to your inbox monthly.ò (Non-Macmillan Case Worker) 

ñRegular contact from Macmillan just to remind us that there youôre there and provide 

services, particularly as GPs see lots of conditions and Macmillanôs not always at the 

forefront of our minds.ò (Non-Macmillan GP) 

ñI get email updates from various other sources ï prompts and updates would be very 

useful in this area.ò (Macmillan Bone Marrow Transplant CNS) 

ñThis is whatôs happened, these are the implications for cancer patients.ò (Macmillan 

Information Manager) 

As an alternative to e-bulletin updates, one CNS also suggested that verbal updates on 

important changes and developments could be given at CNS meetings: 

ñWe have a CNS network and every 12 months or so, the Benefits Advisers just come and 

give us an update of changes over the last 12 months or soé We used to have meetings 

where you might come across a problem that everyone else was coming across and you 

could look at how everybody else was dealing with it ï getting together with your peers.ò  

(Macmillan Gynaecological CNS) 

3.5.6  Training and learninƎ ǊŜǎƻǳǊŎŜǎ ƻƴ ΨŎŀƴŎŜǊ ŀƴŘ ƛǘǎ ƛƳǇŀŎǘǎΩ 

Amongst non-Macmillan social care professionals (particularly social workers and benefits/ 

welfare advisers) there is also clear interest in learning more about cancer in general, and 

having access to an information or training resource on the subject.  A variation on 

Macmillanôs existing ñIntroduction to Cancerò course is likely to be of interest to this group, 

particularly if it covers (in more detail) issues like: 

 Impact of diagnosis and treatments on work and finances; 

 Talking to cancer patients ς to build confidence in communicating; 

 Sources of support that they can signpost on to and resources for patients. 
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The nature of this group of professionalsô engagement with patients means that a resource 

they can access as and when required to obtain information on areas of specific interest 

would be the optimal solution. 

 ñJob-specific training ï for example training courses specific to cancer for staff such as 

social workers.  Other needs were around secondary health concerns such as alcohol and 

substance abuse and how they all interrelate.ò (Non-Macmillan Social Worker) 

ñI have a problem that I donôt know how Iôm supposed to act.  When faced with this 

problem, I have no experience, either personally or workwise, and I just donôt know how to 

react to it... I personally feel that I need some guidance on how to behave... I feel 

inadequate in my responseé I always feel I might have let them down slightly.ò (Non-

Macmillan Business Adviser) 

ñIôm new to [cancer].  Some training would be a good thing.  Because itôs a rarity so I have 

to inform myself and seek guidance from other people.ò  (Non-Macmillan Social Worker) 

3.5.7  Training and ƭŜŀǊƴƛƴƎ ǊŜǎƻǳǊŎŜǎ ƻƴ ΨǾƻŎŀǘƛƻƴŀƭ ǊŜƘŀōƛƭƛǘŀǘƛƻƴΩ 

Allied health professionals also identified a potential training need around vocational 

rehabilitation techniques and strategies. 

ñThere are some training needs because I think I know how to help patients physically to 

rehab but returning to work is a multidimensional thing and I donôt necessarily feel that Iôm 

a specialist in vocational rehab so there probably are gaps there.ò  (Non-Macmillan 

Physio) 

3.5.8  Solutions for General Practitioners 

General Practitioners have very distinct need gaps and the solutions proposed were 

consequently very different to those suggested by other health and social care professionals.  

GPs did not spontaneously propose flowcharts/ decision trees or training as appropriate 

solutions. 

GPs did however identify three main areas where they felt Macmillan may be able to take 

action which will help improve their ability to discuss work and employment issues with 

patients: 

 Influence policy to improve referral/ discharge letters 

In order to be able to have better discussions with patients and provide more informed 
advice to patients, GPs feel they need more detailed treatment summaries which clearly 
outline the treatment a patient has had, the likely side-effects and late-effects of that 
treatment, and an indication of what might reasonably be expected of that patient. 

ñCommunication is very important.  Some of the letters we get from hospitals are fairly 

sketchy about what treatment theyôve had.  There could be a role for saying what we 

expect for this patient so social history could go in that discharge letter and some idea of 

what they might be [able to do] based on the type of work they do ... But itôs very difficult 

to predict.ò (Non-Macmillan GP) 

ñIf they can send us more information and communicate better, then itôs easier to explain.  

A quarter of the stuff that patients are told in hospitals they donôt absorb and they end up 

with us, wanting to know more details.ò (Non-Macmillan GP) 

ñI think that if at the end of treatment it were included in the treatment summary what the 

effects of treatment are and what really can be expected of your patient.  If it were quite 

explicit in the discharge letter, which is very clinically focused at the moment, if it was a bit 

softer and a bit more about the patientôs function and overall health and wellbeing and 

emotional function, I think that would really help GPs.ò (Macmillan GP) 
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ñIt would be easier to be able to say, óWell, look, the oncologists recommend that people 

have 6-12 weeks off and then come back to workô.  It gives you a sense of consistency 

between patients.ò (Macmillan GP) 

 Macmillan to use e-bulletins to raise awareness amongst GPs 

Macmillan GPs in particular suggest that Macmillan could do more to raise awareness of 
the importance of discussing work and employment amongst the GP community.  The 
ǇǊƻŘǳŎǘƛƻƴ ƻŦ ŀ άTen ¢ƻǇ ¢ƛǇǎέ ōǳƭƭŜǘƛƴ ƛǎ ŀ Ǉopular suggestion.  There are also indications 
that the non-Macmillan GP community would be receptive to these. 

ñFor example if there was a series of óTen Top Tipsô for return to work and employment; 

something along those lines might be helpfulé just to raise awareness.ò (Macmillan GP) 

ñIt might be a good idea to develop óTen Top Tipsô on what to ask patients about returning 

to employment or employment issues é Send out to GPs that are not cancer 

specialists.ò(Macmillan GP) 

ñAnything in terms of simple literature that could tell us where they have done well and in 

what circumstances [would be helpful].  We all learn by pattern recognition so if I hear a 

little story about how someone was helped to go back to work then I can equate that and 

think, óOh thatôs interesting, because Iôve got someone whoôs got exactly the same 

issuesô.ò (Non-Macmillan GP) 

 Macmillan to make it easier for GPs to access patient information and to signpost 

Non-Macmillan GPs in particular suggest that Macmillan ensure its patient information is 
available through the standard software packages that many use.  The system includes 
quick links to useful sites such as patient.co.uk, so that GPs can easily access and print 
information for patients and helpline numbers et cetera.  They report that they do not 
believe Macmillan is currently included. 

 

3.6 Reactions to proposed Macmillan tools and resources 

After sharing their own suggestions and ideas as to how Macmillan could potentially support 

them in their role, professionals were asked for their views on three potential resources.  The 

resources presented to professionals were: 

 Learning courses ς either: 

É a short course designed to impart the core information on a subject in a relatively short 

period of time (such as a couple of hours); or  

É a longer course which would include several components or modules. This would be 

more interactive in nature and would require more time and commitment from the 

professional.   

 Decision-tree/ triage tool ς This was described as a tool that would help professionals 
manage conversations with patients and signpost to the right professionals or services for 
further information and support. An early draft version of an example tool (based on the 
Vocational Rehabilitation pilots) was shown to focus group participants.  It was described 
to telephone interview participants.   

 Guided tour/ route map to ΨWork and CancerΩ ς This was described as a dedicated area on 
aŀŎƳƛƭƭŀƴΩǎ [ŜŀǊƴ½ƻƴŜ ǿŜōǎƛǘŜ ǿƘƛŎƘ ǿƻǳƭŘ ƎǳƛŘŜ ŀ ǇǊƻŦŜǎǎƛƻƴŀƭ ǘƘǊƻǳƎƘ ŀƭƭ ǘƘŜ 
resources available on the topic.  It would bring all the resources together in a toolkit and 
they would be accompanied by a discussion forum or facilitated by a subject expert.  A 
screen-ǎƘƻǘ ƻŦ ǘƘŜ ŎǳǊǊŜƴǘ Ψ9ǉǳŀƭƛǘȅ ŀƴŘ 5ƛǾŜǊǎƛǘȅΩ ǘƻƻƭƪƛǘ ǿŀǎ ǎƘƻǿƴ ǘƻ ŦƻŎǳǎ ƎǊƻǳǇ 
participants. 
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3.6.1  Learning courses  

The discussions around knowledge gaps and the potential solutions proposed by 

professionals identified three areas of potential interest in learning courses: 

 Employment law/ patient rights is mainly of interest to information professionals, 
benefits/ welfare advisers, social workers in a cancer/ clinical setting and, to a lesser 
extent, allied health care professionals;   

 An ΨƛƴǘǊƻŘǳŎǘƛƻƴ ǘƻ ŎŀƴŎŜǊΩ course is also of interest to non-Macmillan social care 
professionals;  

 A course more focused on vocational rehabilitation approaches and strategies could also 
be of interest to allied health professionals.   

With regard to the ñemployment law/ patient rightsò course, it is important to note the points 

made in Section 3.5.4 about the caution and scepticism with which such a course would be 

viewed by some information professionals in particular. 

Learning courses also hold less appeal for CNSs and GPs for whom time is at a premium, 

and the subject matter is not core to their role.  For both these professional groups, whilst 

they recognise that there is potentially a gap around their knowledge in this area, work and 

employment is only one of many areas that their role touches on and it is not considered 

feasible to have in-depth knowledge of them all.  This is particularly the case for GPs who 

see relatively few cancer patients of working age as part of their case load, and for CNSs 

working in areas with a poor prognosis where óreturn to workô tends to be less of a 

consideration. Even where the knowledge gaps are acknowledged, the majority do not see a 

learning resource as the solution to that problem.   

ñI havenôt got the time to acquire the knowledge because if I have to spend the time 

acquiring the knowledge that [the specialists] have, I wonôt then have the time to give the 

support to the patients and do the job I do.  Iôm already stretched to the limit and I havenôt 

got the time and space to take [more on] unless I spend 24 hours a day at worké A little 

bit more knowledge to make sure that weôre referring the right people, in the right 

direction.ò  (Macmillan Gynaecological CNS) 

ñI would not be interested [in a training course to gain more knowledge on getting back to 

work] because we have a Macmillan centre on our site, which would be able to answer 

any questions. What I would like is a leaflet that I could give to my patients that they could 

take away é I am always on courses; the last thing that I think I would need in my job is 

another course to attend.ò (Non-Macmillan Breast CNS) 

ñItôs not because weôre not willing; itôs just there will be a priority of what we do, and I think 

if itôs about updating our practice that is relevant to the patients here and now é I would 

probably choose that quite low down because I feel Iôve got a reasonable grasp on it é 

Everything that is at the moment e-learning, I have not done one thing. I havenôt got time. 

Most of us are working such long hours, thereôs no way we can do it in our own time.ò 

(Macmillan Head & Neck CNS) 

Thinking of competing priorities, Iôm not sure that [learning courses] would prove to be 

particularly fruitful.  There are so many things that GPs need to update themselves and 

Iôm not sure that they would necessarily see that as a high priority.ò  (Macmillan GP) 

Nonetheless, not all GPs and CNSs are of this view, with some CNSs believing that work and 

employment are sufficiently important issues to their patients to justify the investment of their 

time in a learning and development course on the subject.  GPs tend to consider that 

although a course would not be of interest to the majority, a small minority with a particular 

interest in the area may complete one.   
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ñYouôve got to update yourself on everything.  Youôve got to be prepared for every 

eventuality as a Nurse Specialist because everyone from the team goes to you for advice 

and you end up signposting people on.  Youôve got to know as much as humanly 

possible!ò (Non-Macmillan Head & Neck CNS) 

ñI think itôs very relevant for our patients.  Itôs quite a big concern as so many of them are 

of working age [so I would attend a course].ò (Macmillan Breast CNS) 

ñWhat would happen is that you would have doctors who are palliative care leads for their 

practice saying, óWell actually I need to do something about cancer careô and yes, they 

might well look at that as an e-learning tool but of course if youôre like me and do ENT 

then Iôm looking for an ENT e-learning tool.  The hit rate would be relatively low but it 

could hit the right people in the practices, i.e. the people who are dealing with cancer 

care.ò (Non-Macmillan GP) 

ñThe BMA has a learning site.  Sometimes they send an email with a link that has a 

clinical conundrum that says, óA patient came into the surgery saying this,ô and it will ring a 

bell and Iôll just click and do that particular module.ò (Non-Macmillan GP) 

GPs could, however, potentially be encouraged to complete a learning module if an 

appropriate accreditation or certification were in place that would enable them to 

demonstrate evidence of professional development (see ñAccreditationò for more detail). 

Course content 

When considering the development of course content, it is crucial to bear in mind that 

professionals openly recognise that they ñdonôt know what they donôt knowò and would be 

looking to Macmillan to structure an appropriate course for them. 

ñWe donôt have the knowledge, so what is the knowledge we should have?ò (Non-

Macmillan Physio) 

ñWe donôt know what we donôt know.ò (CNS) 

Two potential alternatives were presented to professionals: 

 Short courses that require less involvement or time from the professional and that are 
ŦƻŎǳǎŜŘ ƻƴ ΨƛƳǇŀǊǘƛƴƎ ƛƴŦƻǊƳŀǘƛƻƴΩ; 

 Longer e-learning courses/ modules that are a more interactive learning experience, 
requiring more engagement from the professional.  These courses may potentially be 
accredited. 

Of the two options, information professionals and non-Macmillan social care professionals 

are more interested in short information courses that they take once and can then 

subsequently use as more of a quick reference source as and when needed.  That said, for 

social care professionals, CPD accreditation could act as an incentive to completing a longer 

learning module. 

Social care professionals who have greater involvement with cancer patients and some 

healthcare professionals, however, are more likely to be interested in the longer e-learning 

modules, assuming that accreditation/ certification is available. 

With this in mind, the points in the following sections regarding the desired information 

coverage of each course should be treated with caution. 

Regardless of the type of course, however, all professionals are in agreement that ñcase 

studiesò are highly beneficial and serve to make courses more engaging and easier to relate 

to.  
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ñFor me, case studies are really important ï real-life stories that we can all relate to; 

something that we can all bring our own experiences to and say, óHow would you deal 

with this one?ô would be really helpful.ò  (Macmillan Information Centre Manager)   
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Employment law/ patient rights - course content 

The following issues are of interest: 

 Basic description and explanation of the key pieces of employment and discrimination 
law; 

 Patient rights with regard to time off/ flexible working/ staged returns et cetera; 

 The relationship between return to work and benefits (including the end of Statutory Sick 
Pay; rights if benefits stopped but patient has returned to work too early et cetera); 

 Where to signpost patients to if they are having problems with their employer. 

ñI donôt want to be an expert at the end of ité I just want to have enough knowledge so 

that I donôt look stupid and I know what Iôm talking about.ò (Macmillan Information and 

Support Manager) 

ñEnough knowledge to direct patients to the right people.ò (Macmillan Information Officer) 

ñLegal issues, resources, signposting.ò (Non-Macmillan Case Manager) 

ñOne of the main things for me would be the rights of the employee é covering things like 

dismissal and how to help a patient through Occupational Health, the fears of losing their 

job, that theyôre not going to get any income, that sort of thing.ò (Macmillan Oesophageal 

& Gastric CNS) 

Introduction to cancer - course content 

The following issues are of interest: 

 Different types of cancers, symptoms; 

 Treatments and side-effects; 

 Communicating with cancer patients; 

 Impact of cancer on work and employment; 

 Impact of cancer on family life; 

 wƛƎƘǘǎ ƻŦ ŎŀƴŎŜǊ ǇŀǘƛŜƴǘǎ όƛƴ ƭŜǎǎ ŘŜǘŀƛƭ ǘƘŀƴ άŜƳǇƭƻȅƳŜƴǘ ƭŀǿέ ŎƻǳǊǎŜύ; 

 Signposting ς resources and organisation. 

Vocational rehabilitation - course content 

The content of this course was not discussed in depth, but OTs and Physiotherapists 

recognise that there are likely to be gaps in their knowledge and skills with regard to 

vocational rehabilitation that Macmillan could potentially help them to address. 

ñClinical background and applying it in terms of somebody returning to work.ò (Non-

Macmillan Physio) 

Course format 

Both e-learning and in-person training courses are perceived to have advantages and 

disadvantages, and to appeal to different groups of professionals.  

 Online learning courses are of interest to different professional groups for several 
reasons but the main advantages are the time commitment and flexibility, the lower cost, 
and the ability to revisit the course as and when necessary.   

É Healthcare professionals have limited time and given that for some, such as GPs and 

CNSs, a course would not be core to their role, the ability to complete it relatively 

quickly, in their own time, is an advantage. 
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ñYou can do an e-package when you know youôve got the time, either in your own time or 

stay back after work when you wonôt be disturbed.  And sometimes you just need to walk 

away for a while and then come back and refresh yourself, so an e-learning package 

would be quite good.ò (Non-Macmillan Head & Neck CNS) 

ñMy two concerns are that in this current climate people are not getting away from their 

post and theyôre not getting funding, so I think something thatôs accessible through e-

learning is good but my other concern about that is having the time to do it.ò (Macmillan 

Neuro-oncology & Radiotherapy CNS) 

É Social workers are also interested in online options as they would not require funding, 

and can be taken at the point at which they become relevant to the individual.  It would 

also enable them to ódip in and outô to quickly find the answers to questions as they 

arise. 

 Some professionals can see value in online courses, but tend to have a preference for in-
person learning workshops with online resources as a backup or refresher.   

É Information professionals tend to perceive in-person training via facilitated workshops 

as a far more effective route of learning that leads to better retention of the information.   

ñI want somebody there that I can talk to.ò (Macmillan Information Adviser) 

ñI remember it more if Iôve discussed it.ò (Macmillan Information and Support Manager) 

ñA workshop is an opportunity to discuss with colleagues and whoever is leading the 

workshop so thatôs different to having it online.  But I think the online backs up, and if you 

canôt get to a workshop it goes some way to replacing it.  So Iôd like to see both really.ò 

(Macmillan Information Officer) 

ñWorkshops for usé Online things are fine but itôs much better to have a workshop where 

someone can tell you about things and you can ask questions.ò (Macmillan Information 

Centre Manager) 

É Several CNSs also express a preference for óstudy daysô, as discussed in Section 3.5.4 

Nonetheless, interest in study days should be considered only within the context of 

relatively limited enthusiasm for a ólearning and development optionô overall, and the 

time constraints that this professional group faces.  Any study day would also need to 

be local to the CNS to minimise the travel time involved.   

ñMaybe they could do some half-day study sessions or something like that.  Again, itôs 

quite difficult sometimes to get time out to go to things like that but you can do little 

seminars or updates or workshops on a local level that you can maybe just take a couple 

of hours out of one afternoon to go along to é You can speak to other people there.  You 

have a bit of dialogue about what their experiences have been and that kind of thing 

rather than [online] which can feel a bit one-sided.  Although the online would be useful, 

the views and experiences of other CNSs would be really useful.ò (Non-Macmillan Neuro-

oncology CNS) 

 ñI do a lot of stuff online but [I prefer face to face because] I like the interaction, to be able 

to talk to somebody when you mix with other breast care nurses.  I think itôs really nice to 

have that direct contact, it makes it a less isolating occurrence é E-learning would work 

but itôs nice not to totally rely on something like that.ò (Non-Macmillan Breast CNS) 

Accreditation 

Accreditation, in the form of CPD points or counting towards the Key Skills Framework, or a 

simple certificate of course completion, also provides an incentive to professionals to 

complete a course or module.  This is particularly the case for allied health professionals, 

GPs and social workers, who all openly acknowledge this.  Courses do not necessarily need 
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to have formal ñaccreditationò; the main requirement is a ñcertificate you can print yourselfò 

that states the number of CPD equivalent hours and that includes the Macmillan logo. 

ñThereôs a massive drive towards proof of learning, so something like this would be very 

good because you can improve your knowledge and also youôve got something to show 

for it at the end.ò (Non-Macmillan OT) 

ñPart of the personal development plan we have to submit every year.ò (Non-Macmillan 

GP) 

ñSome sort of certificate that can be printed out with how long the module took to 

complete.ò (Non-Macmillan GP) 

ñIf youôre learning something on e-learning, then something that you can print off and take 

away to show that youôve done something is vital.  Itôs fine to do a bit of e-learning and say 

that this is what I spent my CPD doing, but itôs better if thereôs something that you can 

print out and show to your manager.ò (Macmillan Neuro-oncology & Radiotherapy CNS) 

ñFor newer staff maybe theyôd want to do it as part of their Masters é I donôt think you 

could have one purely on work but you could have one on Survivorship and have 

employment within that.ò (Macmillan Breast CNS)   

ñIt could be good if they were accredited by professional bodies.  That might make people 

interested.ò (Non-Macmillan Case Manager) 

ñI think [accreditation/ a certificate] would be hugely important for people who work in my 

field because it goes to your post-qualified portfolioé It would give professionals like 

myself, who wouldnôt necessarily have the impetus to go and do it, it would give them an 

incentive to go and do the course.ò (Non-Macmillan Social Worker) 

Many information professionals, however, do not have a CPD scheme and therefore feel that 

a course which demanded a significant time commitment and interaction from them is 

something that they would be unlikely to complete.  The shorter courses with a greater 

orientation towards imparting information (rather than ólearningô) would therefore be more 

appealing. 

ñThere is no insistence that we do any sort of CPD.  I think if there was some sort of 

incentive, this is the sort of thing that changes so rapidly that you would do some 

professional development on and get some points ï points make prizes!ò  (Macmillan 

Information Centre Manager) 

ñItôs on a needs basis.  If I need to find the answer to something, Iôll do the research.  I 

may be well intentioned but I just run out of time.  Itôs not that I donôt want to look at 

anything or read anything; itôs just that I canôt fit it in.  I think if you know that you have to 

do something, then thatôs one way of trying to fit in.ò  (Macmillan Information Officer) 

3.6.2  Decision tree/ triage tool 

Unsurprisingly, this concept is very popular with many professionals, especially social care 

and allied health professionals, as it is close to what they had spontaneously suggested.  

This type of tool is familiar to most and they have used them in other areas of their work.   

GPs, however, (almost) completely reject such a tool as a potential solution and some CNSs 

also reject or are sceptical about its potential value. 

As with professionalsô own conceptualisation of this solution, it is essential that any tool of 

this nature be accurate and up to date.  

In principle, professionals who had envisaged such a tool feel that it is close to what they had 

in mind; designed to structure and guide a conversation, and providing a tangible action at 

the end. 
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ñI like that itôs quite clear and gives you a structure in terms of decision-making and you 

can direct the patient to the resources depending on what their problems are.ò (Non-

Macmillan Physio) 

That said, there are clear differences in terms of what professionals who are open to the idea 

would expect from the tool in terms of its complexity and the level of detail in terms of 

óoutputô. 

The ócomplexityô of the tool 

Healthcare professionals and social care professionals both have concerns about the 

decision tree/ triage tool, but from slightly different perspectives: 

 Healthcare professionals generally want the decision tree to be as short and quick to 
administer as possible, with the minimum number of questions to identify that a patient 
has a problem, and who/ which service they should be signposted to.  The same is also 
true for social care professionals who are not embedded in an oncology or clinical setting.  

ñAt the most, I would want this to be an A4 sheet and possibly not even that size.ò 

(Macmillan Gynaecological CNS) 

ñI suppose it could be useful, if we are talking about an algorithm, but patients are not 

black and white, if the patient fits into many boxes, then where are you going to signpost 

them to? It also depends how easy the tool is to use é It does not sound like the right tool 

for a clinical area.ò (Non-Macmillan Breast CNS) 

ñTools that point you in the right direction are certainly worth considering é I donôt think it 

needs that much detail ï the key points and the key things.  Is it about early retirement, 

sick pay etc?  So there would be headings and then where to get that information from.  

The simpler it is, the more likely it is to be used.ò (Macmillan Oesophageal & Gastric CNS) 

ñIf it looks too busy and complicated, people are just going to file it é From experience, if 

itôs something really simple and straightforward that you can look at it with the client [it will 

be used].ò (Macmillan Breast CNS) 

ñIôm in favour of the quicker route through the system; much more broader outcome into 

areas for signposting on.  I think the longer more intricate route tends to get very awkward 

sometimes.ò (Non-Macmillan GP) 

 Conversely, information professionals in particular, and some social care professionals, 
want the decision tree tool to deal with the full range and complexity of scenarios they 
face.  They feel that they currently have access to and awareness of publications and 
resources that deal with work and cancer at a general level, and that the need gap is 
around how to deal with patients in challenging, complex or unusual situations.  For 
example, the tool needs to address more complex issues such as when an employer is not 
cooperative, or the booklet Ƙŀǎ ƴƻǘ ŀƴǎǿŜǊŜŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǉǳŜǎǘƛƻƴΦ  Publications and 
Macmillan resources are seen as a potential ΨǎǘŀƎŜΩ ƻƴ ǘƘŜ ǘǊƛŀƎŜ ǘƻƻƭΣ ǊŀǘƘŜǊ ǘƘŀƴ ŀƭǿŀȅǎ 
an end point.     

ñItôs not addressing things like, óOK, your employerôs not playing ball,ô now what do you 

do?ò (Macmillan Information and Support Manager) 

ñItôs OK but itôs just signposting to books and websites, not to actual people.ò (Information 

and Support Manager) 

An additional concern raised by information professionals, again related to the complexity 
and granularity of the tool, is whether the solutions presented give sufficient 
ŎƻƴǎƛŘŜǊŀǘƛƻƴ ǘƻ ǇǊƻŦŜǎǎƛƻƴŀƭ ǿƻǊƪŜǊǎΣ ŀǎ ǿŜƭƭ ŀǎ ǘƘƻǎŜ ΨōƭǳŜ ŎƻƭƭŀǊΩ ǊƻƭŜǎΦ 
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ñSomething that is missing from here, perhaps, is óAre you a professional?ô, óDo you have 

a professional body you can go to?ô rather than just the Job Centre.ò (Macmillan 

Information Officer) 

ñItôs complicatedé A Chelsea barrister whoôs self-employed with a three million pound flat 

and mortgaged to the hilt ï very worried about finance and wants to work é This stops 

short.  Itôs not going to answer his questions at allé This is where I find myself so often ï 

óYouôre in trouble here.  Youôve got real problemsô.  And Iôm not going to be able to solve 

them, and a Macmillan grant isnôt going to solve them.ô  I feel like the buck stops with me.  

I can refer him to CAB, but both he and I know that CAB arenôt going to particularly help.ò   

(Macmillan Information Centre Manager) 

The óoutputô from the tool 

Regardless of the complexity of the tool, in almost every scenario both health and social care 

professionals expect it to signpost to óan individualô or a specific service.  In the case of 

information professionals, a specialist is often envisaged ï someone that the professional or 

the patient can actually speak to about a specific issue or case and receive a tailored 

response. 

ñItôs all very well having a triage tool as long as youôve got something to do with it at the 

end.  Thereôs no point doing a triage tool with a patient and saying, óOK, weôve found what 

your problem is but actually we donôt know what to do with that problem or how to help 

youôé The minute you give us an assessment to do, weôve then got a duty of care to do 

something about the problems we find out.ò (Non-Macmillan Lung CNS) 

ñWhat we wouldnôt want is an algorithm like that used by NHS Direct which always ends 

up with the patient being signposted to their GP é Itôs always about the quality of the 

outcome matching the aspiration and needs of the input.ò (Non-Macmillan GP) 

In an ideal world, information professionals ï and to some extent other professionals ï would 

like the tool linked to local services (in an online system the professional could enter the 

postcode and they system would match) or, at a minimum, Macmillanôs helpline number/ 

CAB or whichever national service is appropriate.  It should include the contact numbers so 

that professionals do not then have to seek them out.   

ñ[It would be good] to put phone numbers in, because we do get people come in who say 

they donôt have internet access.ò (Macmillan Information Centre Manager) 

ñIt doesnôt go far enough ... People want the local information.  I know thatôs difficult to get, 

but they want the person, the contact.  What do you do when youôve read [the booklet]?ò 

(Information Adviser) 

The other óoutputô scenario that some information professionals picked up as inadequate 

was, ñYou may benefit from XYZò.  Professionals feel that this still leaves them with two 

challenges: who makes that decision, and who should they refer to?  Without that 

information, they believe there would be little to no value in them taking the patient through 

that conversation. 

ñThe end point óAs appropriate, may be suggestedô ï I donôt find that very helpful.  Whoôs 

going to suggest it?  It needs to be more specific.ò (Macmillan Information and Support 

Manager) 

It should be noted, however, that much of this has arisen from frustration with the Benefits 

Made Clear tool that professionals believe has the potential to be really useful, but has fallen 

short of their expectations as it only says, ñYou may be entitled to XYZ,ò which professionals 

believe in most cases they already knew. 

Reasons for scepticism/ rejection of the tool 
















