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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:

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

e a lack of vocational rehabilitation services tognpeople with cancer return to work
e a lack of support for people with cancer from their employers

In addition to directly supporting patients and employers, Macmillan wishes to achieve a
6cul tural shiftd in health anelatedissudsatormalanmde, t o
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:

e To understand in more detail how health and soca@kcprofessionals currently discuss
work with cancer patients and the barriers to those conversations (from all perspgctives
AyOf dzZRAY3a (KS LINBGI Af Ay 3, aHdadreds txNFndg CRDK S A NJ

e To identify what tools and resoursgrofessionalthink would best help them overcome
the barriers and challenges they face, and the most appropriate format for th&ms
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 0 saalmepthenostay positiveraadimaintaingheiasalfel
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 cancerdiagnosi s and t he p at soemedardcers apd the gideaeifects
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

A ‘ employment, then they are happy to do so.

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

e At the point of diagnosig inevitably his is a major trigger point, particularly for those
with financial pressures or in senior roles/ seffiployed

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

e \When Statutory Sick Pay entitlement comes to erajain, this can be a point of major
concern for those with financial pressures

e At the end of treatment; the focus at this stage is typicatiy 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

prof essionals ask patients about their working
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.* This is reflected to some

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

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

bet ween such A s c raadcanvensgtions whick commuaicate 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.?

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 reasonisthatt her e i s a 6éresearch effectd at
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 setting® 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 Evaluatioq Early findingslune2011, which can be found atttp://www.ncsi.org.uk/vocationalrehabilitation/evaluation/

% This includes Macmillan professionals and some-Kacmillan professionals based in hospitals etc. It does not include social
workers and welfare advisetsat have moregeneral 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 thisisthatworkand e mpl oyment i s often only one small
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),* on the other hand, mayhave a firm focus on
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
6r ol e 6informafam prefessionals 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:

e A lack of specialist knowledge¢ KS Y I Ay W{sy 2% R Sye@Bfdd$ RJ
employment law(by all professional groupsind benefits, which many find hard to
separate from work and employmerssues. @er areas include vocational
rehabilitation (allied health professionals), return to work strategies (particularly
information professionals) and knowledge about cancer (Mactmillan social care
professionals)

e A lack of knowledge about wher® 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 peoplé services for signposting patients

e! f1 01 27 wiare profeshidralsdedl ihof & their colleagues (or they)
FNBE 6N 2F 6KIU0 aSNBAOSa INB FgFrAfl ot S 2
understand exactly what other professionals, diarther limiting their signposting options

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

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

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

e The clinical focus of discharge planniggsome professionals feel that insufficient
attention is paid to issues likgork 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 loigrm impacts when a patient is discharged to their gare
limiting their abiity to have adequate discussion around workhe time they have to
see a patient

e Language and literacy 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 maynotbe t he first &éport of call é (I
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
suchast he o6fit noted ( GPworkmdie), inforchatibnerestiipsoosyands i n g
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 T an understanding of the importance
of work and employment i 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:

e dZAf R Fy dzyRSNRGIYRAY3I FY2y3ald LINRPFSaarzyl
and that signposting can represent best practice, as long as the subject of work is raised

e Ensure professionals know where to signpost patients to

e Ensure that experts and/ or dedicated services are in flaceceive the patients that
professionals wishatrefer.

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 cnabdn dtiverbéEhlvioer charge. p er c e g

. 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 O06décitoi andt coeaver s altarnioghs wi t
cour ses, and a guided tour/ rout e mi
empl oyment 6 resources availabl e.

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

e | ack of specialist services to refer to
e Fear of asking questions with no answe;» speC|aI|st
e Reticence to develop knowledge for fea service

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 i albeit
with significant cost implications i 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

e Lack of signposting knowledge S
e Role promotion - A

e Fear of asking questions with no answer- detfésgon
e 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 351 . Section 36 2 . Section 5 2
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Main barriers
e |ack of specialist knowledge
e | ack of signposting knowledge
e Fear of asking questions with no answer

Learning
courses

Learning courses, parti cul ar | y 0 sé oa n haldmestragpeal 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 fo
healthcare professionals who can use it to demonstrate CPD hours.

In additontoa dedi cated o6work and cancerd cour S

Macmill ands existing fAlntroduction to cart
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
an expert and network with their peers.

. Section 3.5.4 . Section 3.5.6-7 . Section 3.6.1 . Section 5.3

.

o o
o -

(0]

Main barriers Solution

e | ack ofGP knowledge about
patient treatment

Improved
discharge
letters

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.’

. Section 3.5.8 . Section 5.4

® As part of the National Cancer Survivorship Initiative, Macmillan is currently trialling and evaluating the Treatment STi@jnary

¢t KS

¢{ A& F GSYLXIGS ty 2yO2tz23Arad dasa G2 &Sa 2 dziwithin LI GA Sy

secondary care. It is then sent to the GP with a copy to the patient. It seeks to improve communication between secmhdary a
primary care in order to improve patient care.

o

~
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Main barriers Solution
e |ack of specialist knvledge R
e Lack of signposting knowledge w- E
e Role promotion R bulletins
. . MACMILLAN.
¢ Lack of engagement with training CANCER SUPPORT

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 wgd
who have less contact with cancer patients.

E-bulletinscanalsobeused t o prompt professionals to
information, resources and training options.

To ensure that professi on-dllainsdhouldooliytbe liseddoo 1
announce substantive changes and updates.

. Section 3.5.5 . Section 5.5

r anc
6clic
he Of at

Main barriers Solution

e | ack of specialist knowledge
e Lack of signposting knowledge » Eé(:\?vg]ril
e Lack of engagement with professionals

outside the Macmillan community partners

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.
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Main barriers Solution
e Lack of specialist knowledge . A
e Fear of asking questions with no answer» route
map
Macmil |l ands pr opguisieddoursrodteurtap to e resburces 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 iliness. 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 treatmentorcheck-ups can al so i mpact on pe
lives. Cancer and its treatment affect everyone differently i 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:

e alack of information and advice from heatthreprofessional§HCPsdn working during,
or returning to work after cancer treatment

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

6cul tur al s h Bsotial éare,itamale eliscussirty warkarelated 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

6screeni ng®6t hguae sptriionmmasr ywiobj ect i ve opahdnbgeeirttot i ng t
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 embedwdma in he
interactions with patients. Professionals should keep work on the agenda in a way that is

encouraging and constructive i 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

10
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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
studywas designed to O6start from scratchodé and cap
regarding the barriers and challenges faced, and potential solutions to help overcome these.

1.2 Objectives

The research had two overall aims:

e To understand in more detail how health and social care professionals currently discuss
work with cancer patients anthe barriers to those conversations (from all perspectjves
AYOf dzRAY 3 UKS LINBGI Af Ay 3, dddadreds txhNdn®g CRDK S A NJ

e To identify what tools and resources professionals feel would best help them overcome
the barriers an challenges they face, and the most appropriate format foste

Underpinning those core objectives were a number of specific information objectives, which
will inform the development process of any tools and resources:

e Discussions around work and canc

e  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?

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

e How can the culture be changed to make profe
integral part of cancer care?

e 5SSt 2LIAY3I Wg2N] FyR OFYyOSND (22ta IyR NB
¢ What is the current level of knowledge regarding work and cancer, and what access to
learning and development tools do professionals have?

¢  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?

A\

e Do different groups of professionals have substantially different needs, such that more
than one tool or resource would need to be developed?

11
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2.2

12

Methodology

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:

e Two faceto-face focus groups with Macmillan health and social care professiomasi{o
London and one in Manchester);

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

e Two faceto-face focus groups with neRlacmillan professionals (one with health care
professionals and one with social cam®fessionals), both in London;

e Threetelephone interviews with MacmillangderalPractitioners (1530 minutes each);
e One telephone depth interview with a nevlacmillanGeneral Practitione40 minutes);

e Fivetelephone depth interviews with Macmillan Clial Nurse Specialists (approximately
30-45 minutes); and

e Sixtelephone depth interviews with neiMacmillan 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.

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:

e 15Clinical Nurse Specialismdght Macmillan; sevemon-Macmillan);
SixGeneral Practitioners (threl@acmillan; three nofMacmillan);
SevenOccupational Therapists (twdacmillan; fivenon-Macmillan);
Three Physiotherapists (none Macmillan; three fdacmillan);

13 Information Managers/ Officers (12 Macmillan; one #acmillan);
Three Benefits/ welfare advisers (one Macmillan; two #acmillan); and
e Six Social Workers (one MacmillargfnonMacmillan).

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 hoaerow (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

al OYAfflYy LINRPFSaairzylta 6SNBE NBONHzZA SR (KNP
regional management networks.

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

professionals for market researchpur poses and were given dorsmall
their participation in the research.

An advert was also placed on CHAIN, th e oritact, help, advice and informationonetwork for
people working in health and social care, under CHAIN 4 (Cancer Support & Services).
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ResearcHindings

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:
e Financiahecessity
e ¢2 YIFIAYGFrAYKk NBIFAY | aSyasS 2F Wy 2NNt A
e Seltesteem
e Pressure from the employer t@turn to work. Either as a result of:
£ l gnorance about the impact of cancer on t he
€ (Changing) business needs;
e SensethatheirNR f S Aada WSaaSyaAltQ Ay (GKS g2NJ LI I O
E The self-employed
E Those who own/ run small businesses and have employees dependent upon them
E Very senior managers;
e Fear of losing job (especially in current economic climate)

E Particularly those who had already been experiencing problems in the workplace
prior to their diagnosis;

* Negativempact on career progressiopdrticularly those who are youngealthough for
minority it can servas aW¥ ¢ I-Up &llQprompting the patient to change job or career to
something they find more enjoyable than their previous role

e 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

e Financial sitation ¢ those who are in greatest financial need are most likely to feel the
pressure and stress associated with needing to work

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

e Agec those closest to retirement are often less concernedhat prospect of giving up
work;

e Genderca2VYS 4SS 42YSy a WO2LISNEQ K2 | NB S
women are more open about things and more willingagk for hép when they need it;

A\
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e Other health conditiong other chronic conditiongan also affect attitudes to work. For
example, preexisting mental health problems can be exacerbdtgd diagnosis.

Differences by nature of employment

e The selHemployedg not only do they stand to lose their job/ income, but the business
they have butlup could suffer in the longagerm and they fear losing their client base;

e Size of the employeg those working in smaller firms often respond in a similar way to
the selfemployed, feeling a greater sense of responsibility and need to return

e Publicsector employeeg some pofessionals believe that publsector employers are
often less suppdive than many privatesector firms

e The nature of the work those in highly physitlg demanding roles often face a greater
challenge to return to work podteatment; 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 systenc@mpronised

A few professionals, mainly GPs and CNSs, made comments to suggest that they believe
wor k can be 06 g obatthére vias anly ene gxgalidit refenertce to work being
beneficial for recovery and health.

AThere ar e | o tskow thedt woskinglidai verysgodd hoaitive factor in improving
the rate of r ecover Butobdoursmifyoywork im a joh that issnexsup é
from slavery itds very har d Quiefrankls if patfeyts t hat a
donornt wao go back to work, 1 6m not that enthus:t
[as theydve already ObmeMdidonillarhGPpb ugh enough]

In addition, CNSs stressthatt he nature of the patientés diagnc
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.

Discussing work with patientg 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 anAdHeod 3,whiah afi@nbkes place soon after a patient

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

(standar d) 0 tthatitreeyoéien ase,@runvél aldoicovar workaspar t of an 6 Hol
Needs Assessme nt 6 . Any t sdem lgrgely orignied swards praviding the
professional with a Hhepatentenrfocusedlon their eturmtd-worki e wé o f
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, wh en t he pat i e n ttafusry 8ickPdyistomimgetmt t o
an end, and when treatment is completed.
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The depth and cont entvargsignificantyrokpdofessionalvoker s at i ons
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
discussionscent red on the pat i e retud ® wak if siareccaniplexc apabi |
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
Citizends Advice Bureau (CAB).

3.2.1Information professionals and benefits/ welfare advisers

16

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 individual 6s financi al situati oduringwi t h wc
the course of the discussion.

AVery fewmeeoml especi fi ¢Matnlillgn Infolmatiort Centre r k . 0
Manager)

AThe majority of etlismeanidt G$h eqno (Madimllanmgag up wor Kk
Information and Support Manager)

ASometti inesomner aff isesues t h@®agcmilaa Imformatian Cenael s e . 0
Manager)

Al f they are seeking benef it ®acailulnformatidn' d as k
Centre Manager)

Al 6ve had a coupl e of6Mye epripd oceosmed jtiurs hadngdn sstaayn o
Inb very scared. 06 Whafocamatl odoaadad Support Mana

APeople will come in to the centre about debt
go through things with them, and it will become obvious that the debt is related to them
stoppingwor k due t o iMatmildnaNelfare Adviger) ( No n

~

il f oc ueamploymensaadIf f i nd peopl efthéircancdet]. | aftenrfindi on i t
out incidentally and | think thatéwmablketosehause p
themselves up in business on their own. When | find out, | think,  ecwuld have
restructured t he @wa(yNaenllanvBesinesp Adviser) e d .

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.

APatients dondét kn o,s0weplantareturh ® workdconaeésationkwvitho w
them. We 61 1 tal k about staged r etingsrbult-intwiththei ght er
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 i the employer will take it
mor e s er i o-Marillan Case(msdnager)

Al think itds sometimes just sittingndoown wi-t

that person. Have they told their employer?

make adjustments and things likethaté Just providing an environm
n

think through what the options are, without necessarily providing the a
Information Officer)

swers. o ( Macmi

Al would always make it c¢clear that |1 6dm not an
[asking abouwb twyhiundgaviei kWewdonghhave goo wobkéd, theré?6
and®@o you do r egul ar tehideaaf thesifuatipn butghen usually b e t
backing it up with Macmillan information. o (M

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 T their clients usually

have (many) other problems,whi ch cancer often fionlyd exacer b
rather than necessarily being the sole issue related to employment problems.

Ailtés part of the conversation | would have w
with a bit of shock because they might not even be sure what their treatment plan is yet

and | become involved withthemi and someti meisng ttblseypomaydédndt e
consi der évdcmilan Hosmtal Social Worker)

Ailtés part of my way of wor ki ngé Hdlpogtogans e wor
realistic goals in when to return; how; what help is needed to make this an option. 0
(Macmillan Palliative Care Social Worker)

AFor me itodos iTdadmhowok kasgwevlilth someone whobés ¢
then he tells me that heds been diagnosed wit
housing and counselling and family. | find that quite difficult myself, dealing with that... It
makes me seek support in other professionals and phone other agencies.o ¢t Non

Macmillan Social Worker)

AWhen [ ment al heal t h pati e itttiggdrsthgiemental health n o s e d
problems. Theygetmor e i sol at ed an dMacdhelanrSecals\order)o ( Non

3.2.3 Allied Health Professionals (Occupational Therapists and Physiotherapists)

The majority of allied health professionals r ol
needs ass e $eachepatiend. Theisubject of work is typically raised through one or
more standard trigger questions. I't seems that

contextd6 and are focused on whether they can dc
need off work to undergo and recover from certain types of treatments. Interestingly, there

17
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are no apparent differences between Macmillan and non-Macmillan Occupational Therapists
(OTs) in this respect.

Aif theyodre in the midddIteh eoyfdorteheiinr hwosgmpiowt nagl | ai nve
theydre goi afAltod mdnadhe time it will start wi
their finances and their family and that will trigger us starting to ask questions about work

and seeking more informationa b out t h-Macmilan OT) No n

AWe have a booklet and you go through the boo
wor kod. They 6l rttoraisetquestions drauradlité yl sdés very, much a
What kind of wor k do tyoout hdeo 6¢c oannsdu Itthaennt taablokuitn gv
ready [to gevadmdlanlOT). 06 ( Non

Al't comes up 1inlmMy | alkksddeysdmenodos for a | iving?5b
work conversation. Generally the consultants have given the guidance but there are not
hard and fast rul es about-MaehikamPhysic)ey can go ba

APatients comingixmontthhse temat otf hdayhér e all owed t
there have beenaddito nal compl i cationsé anhthatdéaekeoheéed mi
patients become worried ... | normally advise patients to find out if they have an

Occupational HealthDe par t ment i f t hey ar eMamillnPhgie)r ¢ omp

AAs an OT | woul d drviewhutosly btieflyiasanamp at mienit aldo i nt

(Macmillan OT)

i | diate donverdations about work]. |try to be patient-led; however | will address it if

it isn't something they bringup ét Bs i mportant to start the dis
check regularly. o (Macmillan OT)

Alt s a s tioaé dayodwork anel ehat leisure roles/ what is important to
t h e nion-Macmillan OT)

Altés part of myi titns ta ast asdarsdveneardasiytbought i f  t F
it up € A sub-heading and then | ask questions about it such as do you work, previous
work, when retired etcetera. 6 ( Macmi | | an OT)

Al would raise it as part of my initial asses
this point, | 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, Macmi I | an booklets). o (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 1 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.

iOne patient wanted pe&rOmicugpiadhmeragisiGogotonie as t he
employer and say, hd T8 ma m o ¢ i&hé prétty much asked me straight out to go to
hisemployeré 1t t ook some expl aiessaritywhatlWwas goingth at was
doé And | dondt think hebs terribly pleased wit
0 @uld you work with your employer to change your working practices and have more of a

di scussi on wiMadmilamOm? 6 ( Non
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il try to | ook at strategies with them to hel
to them and what they wan(NonMacmiap®md their tim
AWeghli ght ed t he i(Mdos-MamillamPhysib)e MDT. 0

iéeé Coping strategies and what is a oOr@asonabl
(Non-Macmillan Physio)

i 1 a dlienits ®feheir rights via information booklets such as the work and cancer

booklet and the website links. @on-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.

AQuite often, soon aft ersixweeks origheweeksd[sitko s pi t al s
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 mo n t h And then we assess the situation at

the end of-MacnmilanGP)p ( Non

A Theydve often] come to some conclusion them
back to wor kMaomilanrG®)t 06 ( Non

3.2.5Clinical Nurse Specialists

Clinical Nurse Specialists, both Madamland noAMacmillan believe they fully understand

the reasons why work is important to patients araise the subject of work and

employment withthem, if the patient has not already done so. In some instances this is part

of a standard assessment pess, but most believe that they will or would ask patients N
regardless of whether it was part of a required proceduteK I & & | A R - ISIRIQ [ NBR
so ifapatient is reticent or unwilling to discuss the issue, they will not purswadtitough

they may raise it again at a lateat if they feel it appropriate

Aalf | think theydre not asking me soon enough
financdtkdwy®rde t hingé @QMaomwmi at amwoGkrrdecol ogi cs

Al al ways ask ifesbmeont is netved,las itehelps to give me a broader
picture of someone é [The swasdaodkqb@iestiyom®d
you have concerns/i ssues r el @t efchet cHoworskkéc Needs Asses
and patient focustunesmei n. 6 ( Macmi |l l an Col orect al CNS)

Al do f or énkgrugpdsdussiemnigirstiated 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. @lacmillan Bone Marrow Transplant CNS)

AUsually when you first meet them you have a
live and their family and what work they do ... You might not emphasise work at that stage
unlesstheypi ck up on it warkatebsimyealggpbddy es, 61 6 m reall
about worko but it o6s (Noo-Mdacmiltah Neurorontology CMSA c k gr oun

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

that there are financial problems or stresses then Iwilltryand be pr oacltry ve wit
and head it off at the pass and make it an acceptable part of what they can talk to me

a b o UNon-Kacmillan Breast CNS)

Ailtés something that we always mention and gi
firstsessi on] but i f they dondét want t o (Maamillan abou't
Breast CNS)

19
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CNSs 6onversations with patients about work are typically initially started by and focused on

t he oOcl i ni abauthiowlgng i wilkbe mecessary to take off work during treatment or

whether the patient can continue to work.
Ailt is quite often [raised] at diagnosis beca
treat ment plan ités then what i mpact thatdés g

know what time t heyor e (MaonillangGyrtaecolagieabGNS)t o hav e

A

Al They may say] o6l 6ém not going to tell my wor
likely treatment. You may be unable to work because of pain and really difficult side-
effects of the radi otweerka ry.ud sBe c awnsde tihtetns tah e
period, we normally say to people, o6lt is wunl
ability to work full-timeforup t o a b o ut o(Macmillan Head&tNeck GNS)

ATo quite a | ot of patient s itdfficultknitiallsbedausg or t ant
the first thing is o6Cancer . ,donamligoingmcangont o di
with my | if,@Tadg oiutghi ¢ @é att metnitl | wor k?6é kind o
should say to their work and that sort of thi

Discussions also often take place towards the end of treatment. The nat ur e of t he
prognosis and the impacts of the cancer and its treatment can often affect the nature of the
discussion at this stage.

e Return to workg 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 arphased return to facilitate the return

AWe promote a phased r et ufountosixhmenths popt-transpiart,| e a't
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 discussedthough as a result of this. o ( Macmi
CNS)

iPatients fish to get your feedback on what w

d o ndivectly ask, youcani ndi r e c LtikeyWelell 1l &m t hi nking of goi
eight weeks6t i me . What do youdértadamndi sbossi hbawrrdhor
how | can change my job around my diagnosis i what do you think?é As a CNS | f e
OK about talking to my patients about that. | feel itdéds a very important

(Non-Macmillan Lung CNS)

fDuring the treatment they will bring it up and ask me, @fter treatment should | go back to
w o r kn2hé& we have to hand the autonomy back to the patient and say, &'ou 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 feeld (Non-Macmillan Lung CNS)

e Patients with orgoing health problemsr a poor prognosis

e 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.

e  Where patients are not expected to recover, CNSs report that discussions about work
can be some of the most difficult T 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 situatonswhen it i s better to o0d
CNSs may help them to work through their options and feelings.
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AUl ti mately youdre trying to get them back to
major resection] the priority isthei r heal th é There wil/ al so be
and themselves to get back t oMacmilak Oesaphagealt 6 s ¢
& Gastric CNS)

AA |l ot of the work we do is supporting what t
ladywent back to work two weeks after surgery a
soond but that was s omet(Ndan#Mgcmitllah Breast€MS} want ed

ifrhere are a | ot of people that candédt go back
they 6 vesolttasd deal i ng wi t@ivingthemndots ofiadviselaleost wigat

kinds of jobs theycangoanddo[ when returning to thei.ro previc
(Non-Macmillan Head & Neck CNS)

AObviously the i ssue ¢ @goeaspoan wogrosisthatsdéme when yo
people are better off oO6dying in serviceb6 from
pension provision. So those ki n@omMacnilani ngs a

Neuro-oncology CNS)

for 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-t i me, fl ysoay walnt to work full time then th
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. |find that very sensitive and sometimes thato s

easy and s o mWdacmillae Neura-entology & Radiotherapy CNS)

e Reticence about return to work 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.

firhere are other people who youthink, My goodness, y o undnhs yobreen of f
operation went well, youbre doing fantastical
work?6é6 and having that conversation with them
them whether theyobéve tal ked t one@dapmgtipemnpeat on al H
b a ¢ KMaamillan Oesophageal & Gastric CNS)

AThe difficult ones are people who you think
60h | am not ready for itdéd but you dondt real
would do an Holistic Needs Assessment and try and understand why they do not feel that
theydre not fit enough to go back to work and
(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 Maggiebs Centre), the (
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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Al am in a relatively pOKifovdanureedoesay, poki d c.ddt blewo
say | know a little bit about it, and it really is a little bit, but | know a man or woman who

does. 0 (Macmillan Gynaecol ogi cal CNS)

Al si gnpo s tgivetfatigue nearagement aglvice, booklets, [and refer people to]

the Macmillanwebs i t e. 6 ( Macmi |l |l an Col orect al CNS)

i personally donot g oe fiinttso btehcea uisnes |a nddo nodutt sk

entitled to but | would always refer them to our social work department or the Macmillan
financi al The sotig Workepartéent is not large for the size of the hospital but
it 6s abs ol uo(Nerd-MacngllancHedatbbdiaryt CNS)

Aln the hospital we have a benefits advice of
something that comes up or you can get in touch with Macmillan or Breast Cancer Care. 0
(Non-Macmillan Breast CNS)

il use the CaommeniCtay ePdlelaimaa | ot for benefits
Centre |l ocal to us and therebdés a Citizends Ad
worker in the hospital and we use that too. é | might suggest that patients try the CAB

butiflcan, 16 1 | direct them to someone whobés used to
possibly have a bit of extra empathy [€é |ike]

expecting cancer patients to phone up and | think that possibly helps some patients that
theydonét have to start ofNomipatnalaneGynaecdlogicahCNS)c r at ¢ h.

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

Citizenbdés Advice and Macmil |l anos é fl knowavnarel a | ad
can advise them to go when | donét know t he an
and Workingo project on my doorstep so they d
make a phone call. | can say, df you just step outside and go along thatpath, t her e 6 s

someone who c gNacniillanlBpasyGNE)6 . 0O

fWe refer them to Occupational Health and give advice on how to get benefits in the
me a nt i(Noe-Magmillan Head & Neck CNS)

AWe have worked in the past wiWdhrlkd whagamdweaett
quite good and theyoéve tr i(dod-Mdcmillah Neararonlegyp! e d
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.

Al 6ve been doing this quite a |l ong time but i
sound out against otherses® dndalvewd wlud agk etrhe
part of the West Midlands Breast Cancer Netwo
bounce against i MNontMadmédldnBredstChN®eded t o. 0

AfOccasionally a patient wil!/l come wptwdhnk Hom
what am | going to do about this?6 but gener a
maybe in different cancer groups andsay,diHave you ever had ayquat i ent
tend to network amongst your selthngistophbnet her ed s
social workers and as k (Madmédlan Ogsophageal&dGastrid d o n e x
CNS)

Al f a patient asks me a quest iVdenl Il Id odnobntd tk nroena
that but | will go an dlworkdepartnoenttfobadwice & Odriogl | ¢ a l
the Citi ze(Nd-dMachillan Headk& 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).

ANot all clinical people ask those questions
theyodove got the information. The awareness o0

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

questionsit hey donodt kttherewor whbrato sigaposito;t hey wonot

want

bring those questions up because tldmey dondét h

Information Adviser)

Al dondt have the sense that people are al ki
that impression. It feels like something that comes up there and then [in an information
centre].o (Macmillan Information Centre Manag
Al thiokdébthbgvd enough time é | think CNSs ar
[ patients] only talk medical stuff with them.
they come to the information centre with ever
Support Manager)

Al think the most patients would discuss with
back to work or not. And their team will probably say, e&IW t her eds no reaso
candétbgck if you o e(eMacwmeillll aem obugfhorébmat i on Of f i
ACNSs are under such a |l ot of pplesteinkthe and th
patients arené6ét taking things on board at t ha

Information Centre Manager)

AThere are a couplrumndegrohapts bédcalsaitcmaey dv e

group for so |l ong, theydve got their own
it. o (Macmillan I nformation and Support

way
Ma n a

Al think some of them ar étfhreiyghkimewdwhtattrés hos e

or where to signpostto;t hey wondédt want to bring those

ques

have the knowledge. 0 (Macmillan I nformation

3.3 Barriers to discussing work with patients

23

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:

e Healthcare professionalgarticularly CNSs and GPs, do not feel they have the time to

conduct (more) irdepth discussions with patients about work and employment, and that

it is not their role to do sp

e Some irfformation professionalsare nervousabouttaking on roles that they do not feel
equipped to handleand 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.

3.3.1Lack of specialist knowledge
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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:

e Employment lawemployee rights
e Benefits (which many find hard to separate from employment issues)

Both these areas arep e r ¢ e i v ecdnstantly chamgingdand to require highly specialist
knowledge that they i or at least the vast majority of professionals i 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.

Al ssues about employment | aw ar eupdreancerl f i nd
patients and they come up for carers and | think carers are better resourced in terms of
turning to various ag e atientsare sowelllcateded flord.tYou hi nk ¢
have to go away and do quite a bit of trawling around forin f or mat i Macmian ( No n
Social Worker)

AThey say to you, O6lIfdIIl dtoelsle et ae.niaspendad , e mhlo
session with them thinking about how they are going to phrase itto afutureemp | oy er . 0
(Non-Macmillan Case Manager)

i Bploymentlawischangingal | t he time... . |l t&66saonrghbmat e
to the right places where they can get advice . 0 ( Waellisérar e A
AEmpl oymeintdormadwt f eel |k noymentdéaw o guigdd themtataall t e mp |

..lfeell i ke 1 &8m fobbing them off by just putting

not being abl e t oMeamiaalnfamaton &nd SupporoMaeaged) (

i | feel a bit |l i ke a 6Jack of al | t r aafes, ma s
everything that | do so | can6t become an exp
an expert to referllylackihgfoomeé afildi nhatlbiskesempl oy |
and contracts are things that we(Mamilant ouch on
Information Centre Manager)

il have many people who wi s knovwwheretheystamnd t o wor
legally é Do they have to say? When do they have to say? And how can they say it in a

waythat wonoét preputWektkaabopob obffleut | dondt kn

t hem o M™Macmilan lhformdtion 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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Al think itds best not t o g-iegaleandwyuide hemoatdv i c e,
the CAB or, if they can afford it, an employment lawyer. But one t hi ndoiswe sho
give wrong avomilan&P)0 ( Non

Al n @ur wedlr e not e mg Inemplognertt laveaxndgcareets advice é

There is a service at t he hos pepatehtsbuthhatisé s mai
their entire remit, that they can spend time sorting all these issues out and giving them
advice on all those different aspects of survivingcanceré | n our fi el d we hav

knowl edge tNon-MaomillanlLang CNS) (

A think | dread the legal stuff but there is information available by Macmillan so it should
be feasible to work t hrMacglan Bone MarownTranhsplant he pat
CNS)

nlf patients were asking me abouboutdikemtat hi ng t
their entitlements were within employment | aw
that and | wo BpeaktolsanebedyinélRéssay maybe Citizenbs A
di dnot have HR or a Uni own.ng lafdvli ccei,dn dhte nf delwo
..But | 6v e dedotgive the pdiient adehd.0(Non-Macmillan Hepatobiliary CNS)

i dondét Haepe ht kemoiwh edge of exactly peopl eds e
sor ts o {Nort-NtacmillgnsGynaecological CNS)

Al think weodvet ad || ggod | (Mdmidbe Byeash CNS) . 0

Al dondt know enough about the benefits syste

wel fare rights because you candt &«tmeptodsp cmom t
time-consuming. We wo ul d n 6-time peapleeempioyed for it if it was not complex

and easy to do. That is a big concern of min
benefits that people may be abltefndtbeingabletess bu
meet the expectations of what the patient wants ... [the same applies to work].o(Macmillan
Neuro-oncology & Radiotherapy CNS)

iSometi mes when they would talk to me about w
getthenlwouldfeel very wuncertain ab@®aentMaomiiaaa Neum-dvi ce t
oncology CNS)

Asidefrom employment law and beneféntitlements, somegroups of professionals identifther
wiyz2gt SRIS Al LIAQY
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e Practical knowledge about how patients can be helped to retorwork

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 includaids and adaptations; managing fatigue;
strategiesfor managing a return to workhe role of Occupational Healtocpmmunication
with employers and colleagugsareers adviceandadvice on what information a patient
should disclose, and what stage, and how.

Al 6&m sure ther e ar aretalkingto@ patientyoudo coneaimwitly o u
things, but clearly there are some posts where flexibility is harder but in others it must be

possibleé | think we would benefit fromosweamedgnodte
have to think ofitonthespot , f or e xpossiplé tework @ddm home one day a

week?d Macmi |l |l an I nformation Officer)

Al &m not really aware of .0t {eMarcanid | afn O@ond wp artait

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.

9 OK LI GASYyiQa GNBFGYSYGd YR AYRAGARIZ f 67
GPs identify a barrier which arises because they do not receive sufficiently detailed
information about the treatment a patient has raged and its likely impacts. Given the
relatively small number of patients that a GP will see with cancer, and the wide range of
potential treatmentsthat is constantly evolving and changing, GPs feel it is almost

impossible for them to develop a good wrdtanding of what the likely impacts will be on
an individual.

Al think treat ment s .0aNdeMaenillanrG®) ng all t he ti me
Aalf | was a GP who didnét have an interest in
they woul d f eel apprbcate somdaf the fimeodethildbithie tate effects of

treatment or just exactly what the side-effects of chemotherapy and radiotherapy areé | t 6 s

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

pati ent s asibie for P8 with & snpalbnumber 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

di fferent, n@eacmilan€Rt ment s. 0

Alongsidd f I O1 2F RSGI Af SR sireatnent, GAR 8a8 only éndwlzi | |
fAYAGSR Y2dzyld l62dzi GKS RSYlFyRa 2F GKFG L
combination of these two factors can make it hard for a GP to give constructive advice

about what might reasonably be expected of a patignthe future.

Al dondt pretend to have all the answers. Pa
theydre also experts in their own workplace.

wor kpl ace that some peopl-hand@mpformadtion,andiknowledge d on 6t
of the physicalrequi r ement s of édmab ndbytdsanwdrclkcupati onal

physician, Il 6m a GP. And although | have an
pl aces, I ¢ an WacnkillanoG®) i n detail . 0

il t o6s imgekactly whatwhe job entails T you can get a rough idea from how they
describe it whatoés invol ved pobtwithoutaatlalyy or men
visiting the workplace or experiencing their relationship with work colleagues i t 6 s al way
difficult to tell €  ®u try as much as possible to empathise and understand the difficulties

t heyodr e gebutugesstyouthmaily experience it yourself,
(Macmillan GP)

AfOne of the barriers is a | akt Khetesdslknowaboetne ss a

an individual, the harder it is to have a discussion about the pros and cons about going
back t o(Now-Mackillao GP)

Not knowing enough about cancer and its impact on work

Non-Macmillan social care professionals, espegitilbse who have relatively limited

contact with cancer patients, feel they lack knowledge about cancer and its treatment

and the associated impact on work. efeforealthough they may understand the
YaeadasSyQ Ay GSNya 27F TFtheDdidnts,prloféskiohas atellessK & | &
O2y FARSY(l GKIFIG GKS@& IINB WR2Ay3a GKS NRIKID
cancer. This lack of knowledge and confidence may also manifest itself in reluctance to
raise the subject of cancer for fear of gaythe wrong thing.

- \\¢
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3.3.2Lack 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
themselvestobean Oexpertdé in the area, this is true o

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.

e Confidence among information professionals varies consider8oine Macmillan
information professionaldeel theyhave a lot of knowledgebout services in their area
but that is still notenough; otherdeel that they simplyR 2 yh&a much information at
all.

Some information professionals are also very concerned at the potentalrelf
services in their aregérticularly in the GreateManchesteregion) and feel that this will
have a significant impact on their ability and confidence in signposting in the future.

AYou can have tase lcoomgreassaytaowint e gakes omewhemn
identi fied t hatito Mgcmidan mféranatien and ISuppolt Blanager)

AnAt the moment we do [feel confident in knowi
services are under threat, not just the Macmillan ones butthe councils er vi ces, so it
just very much up in the air at the moment about who are we going to signpost these

people to once weodve Nadnllarlnfodrmatodand Sugpsere | ssues.
Manager)

e Allied health professionalnd social care professiomsajenerallyidentify signposting as
an area of weakness and recognise the potential for improvements

fidn 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. @Non-Macmillan OT)

AYou canisGComegtliemes t hatodés quickest [ Nan- fi nd oL
Macmillan Social Worker)

i [ | khowledgd of local services available to ease return to work i they appear to
change regularly. @Non-Macmillan OT)

e Non-MacmillanGPdeel that they lacknowledgeaboutwhere to refer cancer patients in
general, andill GPs feel that they have difficulties knowing where to refer cancer patients
for work-related issuespecifically If patients work for a small firm, knowing where to
signpostto can be particularly challenging as options like an HR or OH department are
typically unavailable

iPart of the challenge is where to send these
clinical advi ce&,Weidtrées nloetg ald@lgaadllan @eo p| e
Ail't woul dndt surprise me i f younger GPs arenot

(Macmillan GP)

G{2YSGAYSa LS NBJ2AY YSSyRa (! KRidcinile® GP dzNB I dzbdé 6 b
&  Le] olpatticular resources but | sigh with relief when | know that they belong to a
O0A3 O2YLIye YR UKIU UKSeQ@S 320 Iy hoOOdzLJd
may help to look at a modified job role etc. which would be a great security foatkeap )
YR KStLJ 02 FIOAtAUWlIUS UKIUO SELISNIUAAS gAUE
selfSY LJX 2 & SR (NdrMagnSIgniGP)p ¢
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e CNSasre the least likely to identify knoetige in this area as a weaknesisey consider
signposting patientsvith work and employment concerns to be the optimal solution and
the approach they already takédowever, i is debatable as to whether there is an
St SYSyid 2F wyz2i llnyQfm\Q/EII ua KUJtUlI & 2ax (R@sylOiA a L.
almostno CNSmentiolRe aA3Jy LR adAy3a G2 Wi20FfQ 2N WalLl
information and support services, hospital services and the CAB is reflected in
comments by some CNSs that they do not know how bestipportthe minority of
patients who do haveroblems with their employer, particularly if they work for a small
firm.

Al think itdéds hard work [keeping up to date w
hospital workers know what 6s awaiqMaciillae i n t he
Breast CNS)

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

theydve said you eiitbheyocomandén wor khayoés don
guaranteeth at your | ob wei IWh ebne tkheepyte loaspitebthéy jost t h

want someone impartial to Toaljkistto exuwil tog ea hloawt
feeling and efpecethat ypulrcanydo atywhing they just want you to listen,

becaus e you candét wawe damagpiwhwaoardaon signpost

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

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

are working in almost sweat-shopst hat doangdu plpaove t here for empl
(Non-Macmillan Hepatobiliary CNS)

i \ith regards to discussions with HR and actually talking to their work | would signpost
themoniask them to speak to their HR or Occupat.
peoplewhodon 6t have those services é |1 6d be signp:
or Citizends Advice. I f they feel they are b
l ook at o6éwor ki ng p l(Macnsldn Naunoebncoblagyg&aRadiothdrapy c e . 0
CNS)

3.33lackof Y NR f S LINBY2UA2YQ
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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.

il ey do not know who could address the issues they have i our role in this area should
be promoted more. @on-Macmillan OT)

fi Ble promotion [and] greater awareness of other supportive services. @acmillan OT)

fl 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.0 (Macmillan Palliative
Care Social Worker)

NfSome nur s e slttdstep autsidetof thati rdlef..i Aadusometimes CNSs are not

allowed the freedom to be a specialistnurse. . . You v e gotoadmibwhbte pr ep a
y o u d o n 6NotjustiNerse Specialists but you have to recognise whatyoud o n 6 t

know and o wn (Magmillan Gynaehotogical CNS)

itdéds about where some people see their role e
people will not even entertain that thought, they will simplysay,61 é m a r esearcher
doesnbét concern med so it is also adfNmut r ol e
Macmillan Breast CNS)
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il 6d need to know more about my | ocal Macmi | |
provideé I candt r eme mbieme tlhesdwsone. I 6m her e in
practice and | canét remember | ast seeing a M
Macmil |l an nurses had stopped because suddenly

any relationship betweenthemand our practice €é Our services
but they dondét cr oNog-MacwmikanGPQt any stage. O

3.3.4Fear 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 factthat it @K n ot t o know g asllongak ywu kaowsviwoda refed
to 1 this is seen as particularly important for healthcare professionals, but relevant to all.

Al think the key is that you c¢abnuthiwgeh lwognhdtt iktn
the answers to t hei rNoogMaemilariPhysie) particul arly. o
il f youdbre asked for advice, you tadrecithemyou do
to somewhere wher e t he WondMaamillan Sacidl Workeg answer s.
i feel over the year s, because | 6ve become mo
these types of discussions rather Atlabkoih wai t f
confidence stops you from dealing wi tWhattf hese
I candt doHow doyauhlealnvgh2didcussing with people of your own age their
working issues?d6 €& |1 6ve found nd(®mmiilanNemyg- past
oncology & Radiotherapy CNS)
3.3.5Time

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.

A T i imeGP consultationisonlytenmi nut es obviously so you don¢
thinkabout extra things out siNbeMashllanGPpbneds mai n

fHaving enough time to deal with any issues. | feel confident about identifying issues and
knowing how to support them, but having the time to spend on this may be a problem. ¢
(Macmillan OT)

fivou try and spend as much time as you can wit
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 ... | think sometimes you

feel like you could do a bit more for patients if you had the time ... Yo u t ©h didk hudy

that conversation because | was pressured for
maybe | did because | di dsnbdr wantt Haveetti me ttoc
(Non-Macmillan Neuro-oncology CNS)

AnThe workload of a CNS is somewhat considerahb

time we can give to patients,but we try and carve out ti me wh
(Non-Macmillan Breast CNS)

nOne of the biggest problems is finding ti me.
symptom problems and what we can help with. Your priority list has work down there 1
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itdéds there in the things tngtane togiscuss adl thethilgd di s c
t hat vy ou (Maandlah Oesophageal & Gastric CNS)

AYou canét spend as |l ong as youodod I|Iike to wit
seeé You candt spend t wol ihnoNdan-Macmilanvelflatev e got a
Adviser)

ATi me is the issue. T \afel | Have veryilittieeof edhardn tekms ofw | e d g e

work issues. You could spend weeks talking with a patient about work and none of us
have t ha t(Mdcmillarulnformation Centre Manager)

3.3.6 The timingof 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 o6righto time to discuss work i s
(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 @theréemployment related issues.

nltdés a tomieg wedng seeaitng hpea tbieegn tnsn ivmigg hotr  wh
come in because theyore r eal,andisitreallyapptopriate at t
to start Dbringing up questions about empl oy me
chemo, which are probably a bigger priority to them at that moment in time? So it

probabl y tbouwsuapis mughé 6 ( -Macmillan Physio)

Alf theybére referred early on then we can spe
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 t hNomn-MacnsillarcCkl) | eave. 0 (

Al think that once youbreabout hei hoemeenpetopil @
their territory so | think t Nen-MaondlgniNeueod mi ght
oncology CNS)

fif the patient is coming to the clinic, their priority does not tend to be the return to work
a s p e @on-Macmillan Breast CNS)

337¢KS FT20dzA 2y AGRA&AOKINHS LI IFYYyAy3IE F2NI LI GAS

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.

i Ae consultant may be more medically orientated but | énot sureé T h e r medicd a
focus at ward level ... Focus on discharge. 60 ¢(Mdamnillan OT)

nSome patients might have quite a few treat me
focus on first, is the first thing. They may touch on what might happen in the future but not
to any great extent, and that os tp aroteldpn 6t e cheeu s
people plan whattheydoi 6 ® | é m havingsbohlsneedat methake ti
| dm havi ng a n sotl heedrto take neoee ttimeeof. t 6think if they had a picture
of the whole, it might he(@acmilah leaformdtian Officerh age t h
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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 i this information is often scant and
lacks the detailed information they would like to receive.

3.3.9Discussing work with poor prognosis patients or those with severetkrmg 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. Thi s i s otsbytawag frot thase comversationsabsit CN S s

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.

fSome patients willask, Sh ou | d | t ake r e,tdhraetmesnhto unlodw ?l 6 daon?dd
thatdéds difficult bétamakeobtwabdusdk@nethimngmboota or t

this type of tumour is that a lot of my patient s ar endét going to be

besaying@ou need to think about going back to wor
sixmont hs and work isndédt what makes them tick.
individually and tryingtoteas e out from them what {Macmilldne r i gh
Oesophageal & Gastric CNS)

ACognitive ability is aff,e@doevd dwi tth f9dmenyofj orb
l'ife?d is quite .adMacmidan Neuno-gnicatogy &dRadetharapyoONS)

iltés very complicated where somebody wants t
to do the job tlhhaphyésegawhntt heyécandt do t he
but candét be redepl oyed, tihtau &tsi qru, ttehat tgadrctk

Al t hough it §MacmilaniGynaecalogicaleCN®)

cur e

AYoubve got to start talking about prognosi s
fact that they candé6t al whoysastepmighiwvanmeé(Ndno [ st ay

Macmillan Hepatobiliary CNS)

ASometi mes we do get mod éver dadi dal fdimye gmas r

have a colostomy bag and | work with the public and that makes it very difficult to say, 6 | 6 m

verysor ry, my bagoefdjriussto niert chp meu throaticancet wherde €
they have a tracheotomy tube and a job on

t he

sayetébs see how much compr omiélasuadlyhencowagetse wi t h
patientsto talk totheirl i ne manager and s@en-MadmdlanGP)s possi b

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.

ASome of my <clients have veryorlitenmanyed Engl i sh

| a n g u agreMacmill§n Social Worker)
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AEven using an interpreter youldr geyouatetryingr e t h

togetacrossar e act ual |y Manilan GygaecalagicabGNS). 0  (

AThe average r e ayarea age geeen.a KaenillardInformation 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.

AnSometi mes itbés actually gettingheydoeatbkbadosag
bad experiences € Theysay,61 dontéda dwantecause theydre goin
me. dhey di sl i ke anyon d&oniMacmilldn&ocidltVorke@Gent r e. 0 (
nAfter treatment theydre anxious, depressed o
is go to a st r aNog-MacmillarvGasedManagem t . 0 (

AHow far to push people and to help them rega

had, and how to develop the relationship that they should be having with their employers
and managers,i s qui t e(MacmilahGR ul t . o

3.4 Theperceived needo overcomethe 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:

eb2yS gAraK G2 0S8S02YS WSE LIS Niuary emplymsnyladt 2 & Y Sy

Many ¢ particularly information proéssionals and benefits adviseyare extremely wary

2F FAYRAY3I (KSYaSt@dSa Ay | LRaArAGA2y 6KSNS

It is regarded as only ongsometimes peripherat part of their role, andasmany of the
issues are constantly changijrigey would struggle to éep their knowledge up to date
after completing any training course

e 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 shoul®®Y S Gl t f (GKAyYy 3 a&

02

Raher, ONSs 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 necessatry;

e The reality/ fear of cuts in services means that mprgfessionals are nervous of

developing new skills in case this leads to existing services being cut on the assumption

that they can take on the roje

e Time is at a premiunparticularly for healthcare professiongland so overcoming the
barriers identifi&l cannot and should not require a significant increase in the amofunt
time spent with each patient. bte 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
i mproved | evel of discussion about work with ceé
discussing it more); Information Prescriptions; and Holistic Needs Assessments.

3.5 Overcoming the barrierg professional€vants and neec

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

3.5.1 A toolthat 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.

AHave pat hway wherstohawve¢hatkom@rsation € To make sure that it will

be raised at certain points on patient journey and thenifthepat i ent i snét i n th
ther e wi | | be anot her oMgenilnRhysio)t y | ater on. o (N
AAn onl i ne t oo hwhattyeautanswee alkesnybdu on § That maybe could be

for patients as well.0 (I'nformation Officer)

AThat it | eads it dowsrelavinticWoea ke rMapde{Maaindaa ri. 0 m
Information and Support Manager)

AStandardi sed tool with trigger questions tha
say, hésg¢ar e my ¢ o Ancagreed set oficriteria questions and the support to
answer whatever questionscame o ut o f -Mabnallan Paysig) No n

N The mnapiccagsessments of work issues. The solution: simple flowchart to identify
issues and solutions. The benefits:si gnposting to correct profess
Information and Support Manager)

Al think a flowchart or pathway would be very
ideal is with the appropriate information res
Bone Marrow Transplant CNS)

A variation on this conceptisa t y p e « fywiick prafessionmals 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.

AAn online resource directory so tlMfmilanu can
Information and Support Manager)
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A director ¥ Todignms.one (-Macmilan Social Worker)
A directory of or ganmn-MaaniliarnSodgal Vdorket) char i ties. 0

Quite a | ot of | ocal authorities keep databa
that are places like community or third-s ect or or gani sations that yo
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.

AA constantl y uUmpotasPDlewe rdsircermrc ttorayt 6s goi ng t o si

jun 2 S | - 1

date. .. One that someone in UKO is constantly r

Information and Support Manager)
AThese things that just cOméMaaomi bhaer Bnfeanma

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.

Alt must includechosel i $ésVvishadarediffereat thingsimr e a
di fferent areas and you candét possibly know e
something. But nationally aswelli youneed t o know who can help w
(Macmillan Information and Support Manager)

AFor example even some employment charities w

peopl e. T hng of théhsbut there arelmdew. Ther ebés a Licensees T
Association which is very good and the Motor Industry (BEN) and they will both provide
advisors who will work with people onaone-toone basi s. 06 (Macmillan |

Support Manager)

AWhat you need t o dthosa&ethe two bottdmHiresafteef er r a |
flowcharto6 (I nf or mati on and Support Manager)

AUm-date | inks to |l ocal advice centres- on retu
Macmillan OT)

Format

Some professionals express a preference for having the tool online, in a similar tool to
Benefits Made Clear i 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 @rofessional to whom patients with employment issues can be

34

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

per sonal and tailored information and advice Db
could potentially take the form of dedicated advisers on the Macmillan helpline (similar to the

benefits advisers), or local teams and services.

-
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il couldn6t | et go of the issue of signpostin
employment issues specifically. This could be done by telephone or email or by filling out
an online referral -Macmitan Sonial Workerg bsi te. 6 ( Non

AA person to carry out a workplace assessment
and some legal background knowledge and some cancer knowledge that they could either
do face-to-face, or phone assessments using a designated tool.0  ( Nlacmillan Lung

CNS)

AYou really need someone knowledgeabl e and ex
Job Centre, they haven6t got that expentsji ence
so you want someonecancer-s peci fi c really. o Adfsstacmi | | an I n

fi Mne-to-one with a benefits adviser and a one-to-onewi t h a wor k advi ser a
(Macmillan Information and Support Manager)

Al t 6s tmadethingian ny situation, with my employeré 6 Mdcmillan Information
Centre Manager)

fi [ Ma cnitiad al halpline 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 scenari os (Nor-MacntillandHepatobdiaryyfClNS)be hel pf

fifen years ago there were more benefits and employment advisers around and | think
Macmi |l Il an might want to consider whether itos
t h a(Macnbillan 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.

AA 6return to workdé workshop run by someone w
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 wel | . And t hend ypoluabcde htaov er eaf edre
(Non-Macmillan OTs)

3.5.3 A quick checklistr guideto help professionals advise patients on warkd employment

iIssues
Although information professionals would like to be able to refer patients to dedicated
specialist or o6épatient workshopso6, some al so f e

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
arehavingpr obl ems with return to worKk. Professione
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.

AA crib sheet,6doheéy ttha weg sOd d kpad A ok atl h eHe ail ft ht?k
a pod.i cAnmdd al ong that | i ne i tntorthisgohréferbndo t hat yc
thereé You then know where to refer on for more specialistadvi ce. 6 ( Macmi | | an
Information Officer)

AThe final thing anshiels si § hehguesyownmipdg uts | i |
that would be an excellent start.o (Macmill an
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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.

MAn information pack would help us, for people
the employment law, here is what you can expect from your employer. An area on the
Macmillan website would be really, really useful.60  ( -Nlacmillan Breast CNS)

Al't woul d b gMacndllan] doyld dg apadk that €ould 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 étofihangalhelp, &orkissued mew sduds,tasything

to do with the cost of cancer. I think that
pack at your fingertip € Employment | aw, any r
patientso6é rights eticl.0d elgiakeaitnag kempw omareenta b ot
(Non-Macmillan Breast CNS)

M quickcheck!l i st of i dSemaething gereescovould beegsod # it was

something that gave us alistofpo s si bl e r e s our cemethingthatpdiientsar e a €
and nursescoulduse like, ds k i f t hereds a benefits adviser
a Maggiebs Cent r e ;Advice Buteauyor spenkito yol HR degadnmeidt &

youbdr e wor ki ngd tineddsdo bé quite gdneric butdsonretlping like that would

be hel pful to CMesMaanilah GpnaecdlogicaltCslS) o

M factsheet on the webéiet e hithagtelaayowugpuidasee ¢ a
as a guide toFohrel|l pr pfae¢ s €indosalés to keep abreast
More about empl oy nidom-Macaitad Hebde&Nedk CNSy . 0

S
0

3.5.4 Training/ learning&sources on patient rights aremployment law
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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, professional s do fargdme,he feanthat they wilkbe o me 6 ¢
Opressured6 t o dbarkeetotaking uptearniing oppdrtumnitieis.sThe 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.

Al woul d | i k dtotpatients en aavdrylgeneral eveltiadf youdr e appl yir
job then they candt dadé ttihiss noand ablheay dbdandhtg don
empl oyment | aw; itdéds about knowing who to go
AiProfes¢an again knowl edge of available infor ma

Transplant CNS)

i6d want some [ more knowledge on these things

experts Il wouldndét want the expectanidon t
need to refer them on to the specialists. t
if i tds

your CNS6Wh at weod6r e trying t o slngw ailitde bit hogetso thah i
we can be confident weobdre referring to the
Information and Support Manager)

g
o}
I
getting a bit too muchi atne,loy 6sbopndestko d yod
| st
r

AwWhil st we can have a | evel of knowl edge abou
thatwe canbethe experts in that because itds such a
work and employment law,t hat wunl ess youdbre i mmersed in it
it 6s al mo skhowledyais a dangdrousttitingée | we nt -dayrcouse o n e

through the council about benefits and thought, réeGt , |l 6ve got ,my amaead
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then everything changed just a couple of months | a t @vwacmidlan Information and
Support Manager)

Ailtdéds alright having training, usiogtevelyday &duss e it

not just about the knowledge;i t 6s about not forgetting it rea
Adviser)
inltdéds the knowl edge. S anound berefitsragdempdofineent.g e s o

so if thatés not youwratmaiwn trholeev,ergttdyinmg i wsp htu
Information and Support Manager)

ASurely | egal i ssues aessonas®és tl 'tda cpkrleefde rb yt ol esg ag
having identified a need. Too risky to advise
Manager)

fl 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 everaskedme,but i f they di d, ol (vacnilahBeastCONg)ve a c

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 | earni-r
sharing experiences, learning from peers and networking are also valued benefits of this

approach.

Al woul dndt say that we know it al/l and itods
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,t o make sure that what we:/¢
date and current, and to keep us up to date w
beanexcel | ent Butdeiat &8s al ways the ti meandtheigou put

have to play catch-u p 60 . -Madinillan Breast CNS)

AWhet her you could have a day that covers the
work issues that patients may come u p Aone-day conference or study day that would
pinpoint these things thatBue intebesd dtiof fbiec untotr ek
right thing to malcet peongl ei mwaokef ofoédo it is
(Macmillan Oesophageal & Gastric CNS)

il think the best thing is study days but now
It is nice to be able to get away from telephones and working environments and
investigating something®ubati gouanedsiofsmaewer 6 us

really good where you can go with sitdhstions
is what | didd and t hed@ahabtswan ,dmspsdvbatyodr her e t o
could have doned. 06 (Macmillan Breast CNS)

ARThe benef i sisto o ow of thel officecaadybe with other colleagues and you
learn from each other. If you have a physical meeting about something you draw on each
otherd6s experiences. Net wor king is always val
opportunity forthatunl ess somet hingdbs arranged. 0( Macmi | |

355E0dzf f SGAYya 2y LI GASYd NAIKIA YR WSYLX 28YSy

Many professionals also express an interestine-b ul | et in 6updatesdé on wor
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 hot 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:

e As a substitute foformal training courseg to ensure that they are aware of major
changes (like the introduction of the EquralAct) without demanding a significant time
commitment

e As asupplement to formal training with a focus on substantive changes to ensure their
knowledge does not quickly become obsolete after completing a course

e ¢2 1 SSLI K NI ARYGERIER thHrggulaifit$ot overly frequentk-
bulletins would help to raise and maintain awareness of work and employment issues
relating tocancer patients amorsj their professional community. Regular contact would
be important as GPs have many compeiggnands on their attention and staying
abreast of issues such as thighich affect a relatively small proportion of their casad,
can easily slip down the list of GP priorities

To avoid email overload, however, bulletins should only focus on major, substantive
changes.

Al wouldndét mind if there were a Macmillan ma
entitlements, support groups for staff that are working with patientsé  U-fp-date
information sent to your inbox monthly.0  ( “Macmillan Case Worker)

AfRegul ar contact from Macmillan just to remin
services, particularly as GPs see | ots of conditic
forefront of -MacmilamGPhds. 06 ( Non

i | gnailtupdates from various other sources i prompts and updates would be very
usef ul in this area. o6 (Macmillan Bone Marrow
A

This is whatodos happleineat i d me sfeo ridMaemillather i pna t i
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:

AWe have a CNS n d2moothslorsa thelBemefitseAdwsers just come and

give us an update of changes over the last 12 monthsorsoé We used to have m
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 i getting together with your peers.o

(Macmillan Gynaecological CNS)

3.5.6Training andearnird NX & 2 dzZNOS&a 2y WOFyOSNJ FyR Ad&a AYLJ
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

Macmill ands existing Alntroduction to Cancer o
particularly if it covers (in more detail) issues like:

¢ |Impact of diagnosis and treatments on work and fioes
e Talking to cancer patientsto build confidence in communicating
e Sources of support that they can signpost on to and resources for patients
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The nature of this group of professional sd eng:z
they can access as and when required to obtain information on areas of specific interest
would be the optimal solution.

i J especific training 1 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-Machmidanp Soaidl Workemt er r el at e.

il have a problem that | dondt know how | ém s
problem, | have no experience, either personally or workwise, and ljust dondét know h
react to it... | personally feel that | need some guidance on how to behave... | feel

inadequate inmy responseé | al ways feel | might have | et
Macmillan Business Adviser)
Al &m new to [canweuld b&8&omegbodi hhhngg. Becau

to inform myself and seek ¢guMadhdlanSecialWorkem) ot her

35.7Trainingand S Ny Ay 3 MRO2dAdNRBTE (2 WBKIF oA AGFGA2YQ

Allied health professionals also identified a potential training need around vocational
rehabilitation techniques and strategies.

AThere are some training needs because | thin
rehab but returning to work is a multitdilmemsi
a specialist in vocational r e hab-Mamillah her e pr o
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:

e 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 fetbley need more detailetreatment summaries which clearly
outline the treatment a patient s had, the likely sideffects andate-effects of that
treatment, and an indication of what might reasonably be expected of that patient.

ACommuni cat mmmanti Somesof theylettérs we get from hospitals are fairly

sketchy about what treatment theyove had. Th
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 worktheydo..But it &6s very di
t o pr edi-Matmilan GP)No n

il f they can send us more infbemattdées aendi eom
A quarter of the stuff that patients aretoldinhospi t al s t hey donét absorb
with us, wanting to -Kacoilen®@Pr e details. o0 (Non
Al think that i f at the end of treatment it w

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 patient& function and overall health and wellbeing and

emotional function, | think thatwouldreall y hel p GPs. o0 (Macmill an GP
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Alt woul d be eas,deal lookahe breologidislrecommend that yeople
have 6-12 weeks off and then come back to workd It gives you a sense of consistency
bet ween patients. o (Macmillan GP)

e Macmillan to usee-bulletinsto 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
LINE R dzO U Redty2 1B F¢ A LJ&é opult stiggdstiory. Theie aré alsbdndications
that the nonMacmillan GP community would be receptive to these.

AFor exampl e i f téhTedror Tipadioisretuain tswerk and employment;
something along those lines might be helpfulé  j usi steoawareness. 0 ( Mac!

Al thtmilme a good i dea t oonwhattosask@aiients dbeutretlirming Ti p S (
to employment or employment issues € Send out to GPs that are not cancer
s peci dMacnillansGP)o

AAnything i n t @atwurethat aodld tedl uswhereaheyl have @one well and in

what circumstances [would be helpful]. We all learn by pattern recognition so if | hear a

little story about how someone was helped to go back to work then | can equate that and

think, ®h t hirdereétieg,because | 6ve got someone whodés go
i s s u @NenéMadmillan GP)

e Macmillan to make it easier for GPs to access patierformation and to signpost

Non-Macmilan GPs in particular suggeksat Macmillan ensure its patient inforation is
available through the standarcb&ware packages that many usehelsystem includes
quick links to useful sitesuch as patient.co.ulso that GPs can easily access and print
information for patients and helpline numbers ettera They reporthat they do not
believe Macmillan is currently included.

3.6 Reactions to proposed Macmillan tools and resources
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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:

e Learning courseseither:

e 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

e 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.

e Decisiontree/ triage tool¢ This was described as a tabat would helpprofessionas
manage conversations with patients and signpost to the right professionals or services for
further information and supportAn early draft version of an example tool (based on the
Vocational Rehabilitation pilots) was shown to focus group participdhigas described
to telephone interview participants.

¢ Guided tour/ route map téWork and Cancé€r, This was described as a dedicated areaon
al OYAfflyQa [SFENy®%2yS 6S0araidsS oKAOK g2dzZ R
resources available on the topitt. 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
screera K20 2F U0UKS OdzNNByu WOljdzZrtAuée yR 5AQSH
participants.
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3.6.1Learningcourses

41

The discussions around knowledge gaps and the potential solutions proposed by
professionals identified three areas of potential interest in learning courses:

e Employment law/ patient rightss mainly of interesto information professionals,
benefts/ welfare advisers, social workers in a cancer/ clinical setting and, to a lesser
extent, allied health care professionals

e AnWA y (i NB R dzO (i do@rséis afs@ of idtérest@dnbidlacnillan social care
professionals;

e A course more focuseah voa@tional rehabilitation approaches and strategies coalb
be of interest to allied health professionals.

With regard to the fdempl oy it mportdnttomnbte thegpointse nt  r i ¢
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 Or
consideration. Even where the knowledge gaps are acknowledged, the majority do not see a

learning resource as the solution to that problem.

il havendt got the time to acquire the knowl e
acquiring the knowledge that [t hedmetpgivetheal i st s
support to the patients and do the job | do.

got the time and space to take [more on] unless | spend 24 hours a day at worké A little
bit more knowledge t o malkeegighspeople inthrght wedr e r e
direction.o (Macmill an Gynaecol ogical CNS)

fl 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 | would like is a leaflet that | could give to my patients that they could
t ak e a waanyalways on courses; the last thing that | think | would need in my job is
anot her <cour s e-Macmilaa BreastitdS) 6 ( Non

Altés not mhedawid | wWeal@r,e it d6s just there wild.l b
if i tds about updati mg duwr tprea qtaitd e nwwdsllth eire ra
probably choose that quivtee gloaw ad owena shoencaabu see glr
Everything that is at the momente-l ear ni ng, | have not done one
Most of wus are wor ki ng s uwelandoitingur bwintimed, t her e
(Macmillan Head & Neck CNS)

Thinking of competi ng [pearming courses] walld pravédtonben ot s ur
particularly fruitful. There are so many things that GPs need to update themselves and
|l 6m not sure that they would néMaedan&P)il y see

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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AfYoubve got to update yourself on everything.
eventuality as a Nurse Specialist because everyone from the team goes to you for advice

and you end up signposting people on. Youbve
p 0 s s i(Hdn-#Maciillan Head & Neck CNS)

Al think itdéds very relevant for our patients.
of working age [so | would attend a course] (Macmillan Breast CNS)

Awhat would happen is that you would have doc
practice saying, &e |l | actual ly | need to do something a
might well look atthatasane-l ear ni ng t ool but of course if 'y

then | 6m | ook ileargingtool.r Theahit rate Wotld ke relatively low but it
could hit the right people in the practices, i.e. the people who are dealing with cancer
c a r @onéMacmillan GP)

AnThe BMA has a omaim@eastheysepd an emaiéwith a ligk that has a
clinical conundrum thatsays, 6 A pati ent came int@ tame gur gverly
bel | and | 6l just c¢click avaanllah&P)t hat parti cul

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 professionalde@Bvel opmer

Course content

When considering the development of course content, it is crucial to bear in mind that
professionals openly recognise that they fAdonot
looking to Macmillan to structure an appropriate course for them.

AWe dondét havesbobhehknhoiwbetdbe knowl edge we sho
Macmillan Physio)

AWe donét know what we dondt know. o0 (CNS)
Two potential alternatives were presented to professionals:

® Short courses that require less involvement ordifrom the professional anthat are
F20dzaSR 2y WAYLI NIGAY3I AYyF2NNIGA2YQ

e Longer eearning courses/ modulehat are a morenteractivelearning experience
requiringmore 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 professionalsarei n agr eement t hat
studieso are highly beneficial and serve to mask
to.
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AFor me, iesaresreallysnmportdnti real-life stories that we can all relate to;

something that we can all bring our own experiences to and say,
with this one?d would be real

43
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Employment law/ patient rightscourse 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 retueicetera;

The relationship between return to work and benefits (including the eh8atutory Sck
Pay; rights if benefits stopped but patient has returned to worlk &arly etcetera);

Where to signpost patients to if they are having problems with their employer

Al dono6beamexpertattheendofité | j ust wa nghkrowledhpeasy e e
that | dondét | ook stupid and | know what |
Support Manager)

AEnough knowl pdgeehbs di o e t(Mamiltan lgfbrrhatign Ofticer) e .
i &gal issues, resources, signposting.0  ( -Macmillan Case Manager)

ifOne of the main things for me would be the
dismissal and how to help a patient through Occupational Health, the fears of losing their

job, that theyo6nyéncome thatgpa dfthigg. Do (Mac mal | an Oeso
& Gastric CNS)

[@) ]
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Introduction to cancer - course content

The following issues are of interest:

Different types of cancers, symptoms

Treatments and sideffects

Communicating with cancer patients

Impact of cancer owork and employment

Impact of cancer on family life

wAIaKGa 2F OFYyOSNI LI GASyGa o6Ay; t Saa RSOl AT
Signposting; 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.

AClinical backgr oun dofasomebody retprhing tonvgrk.d t( Nonn t er ms
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.

e Online learning courseare of inteest 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.

e 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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AfYou canpdokageewhen you know youodve got the
stayback after work when you wonoét be disturbed.
away for a while and then come back and refresh yourself, so an e-learning package

woul d be gWOontMacmdlan dlead & Neck CNS)

AMy two concer ns atclimate pbople are not gdtting away ramrtheie n

post and theyére not getting funding, -so | th
l earning is good but my other conc(®acmillaabout t
Neuro-oncology & Radiotherapy CNS)

e 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
al so enable them to 6dip in and oosmstheyt o qui
arise.

e Someprofessionals can see value in online courses, but tend to have a preferenne for
person learning workshopsgvith online resources as a backup or refresher

e 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.

Al want somebody there that | can talk to. o (
Al remember it more if |1 6ve di SuppodNamaper) t. o (M
AA workshop is an opportunity to discuss with
wor kshop so thatos different to having it onl
candét get to a workshop itSogded darke way stee b
(Macmillan Information Officer)

AWor kshops for usé Online things are fine but
someone can tell you about things and you can

Centre Manager)

e Several CNSsalsoexpressa pr ef er ence ,fhsodiscussedtinbecton 854y s 6
Nonetheless, interest in study days should be considered only within the context of
relatively | imited enthusiasm for a o6l earni
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.

AMaybe they couddlady dsot usdoymes ehsaslifons or somet hi ng
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 aYouamnapaaotootherpeopgletheel om g t o
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 ot RMacmil&NN8wo- woul d
oncology CNS)

il do a |l ot of stuff online but [ prefer fac
to talk to somebody when you mix with other b
have that direct contact, it makes it a less isolatingo ¢ ¢ u r r e Rleamingévoultl work

P

but itdéds nice not to t ot(Moh-MacmillaeBreastGNE) s omet hi n
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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tohaveformal fAaccr elde tmaiimnroequi rement i s a fAcertifi
that states the number of CPD equivalent hours and that includes the Macmillan logo.
ARThereds a massi ve dr i vssomething likeltbis woulddbeveryof | e a
good because you can i mprove your knowl edge a
forit atthe end.0  ( -Nlacmillan OT)
nPart of the personal devel opment -iddcrillan we hav
GP)

AfSome sort of cert i foutwiththaw lohghthe thodulatooktbe pr i nt ed
complete.0(Non-Macmillan GP)

ifl youor e | ear nileagingstbemsoidthing that ymuncareprint off and take
away to show that youdve done s onemihgiandgayi s Vi

that this is what | spent my CPD doing,but it és better if therebds s
print out and s h o(Macmilan Neororoncology & Raglietheragy CNS)
AFor newer staff maybe theydédd want togoudo it a

could have one purely on work but you could have one on Survivorship and have
empl oyment \(WadcmilanmBredstCil$). o

Ail't could be good if they were accredited by
i nt er e s t-Madmilan Gas¢ dlanager)

Al t hi nk [ acertficaeeldwioudldebe hugely important for people who work in my

field because it goes to your post-qualified portfolioé |1t woul d gi ve profess
myself, who woul dndt necessarily h&woelddvktiemampet us
incentive to go an-Macoiban Sobid Warkeri r se. 0 ( Non

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 (rat@t
appealing.
AThere is no insistence t hdtherewassdmesatofy sort o

incentive, this is the sort of thing that changes so rapidly that you would do some
professional development on and get some points i pointsma k e p r(Macmiliah 0
Information Centre Manager)

Ailtdéds on a needs fhansdi st.he lafnslwerreedo tsomet hi ng,

may be well intentioned but | just run out of
anything or read anything;i t 6s just that | candét fit it in.
dosomethi ng, then thatoés one way of trying to fit

3.6.2Decision tree/ triage tool
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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 professional sé6 own c oessediathatanytoosadt i on 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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il |l i ke that i1itdéds quite clear anmmkingandyws you a
can direct the patient to the resources depending on what theirpr o bl ems are. 0 ( No
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
6out put 6

The 6compl dowli tyd of the

Healthcare professionals and social care professionals both have concerns about the
decision tree/ triage tool, but from slightly different perspectives:

e Healthcare professionals generalyant the decision tree to be as short and quick to
administeras 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 embedith an oncology atlinical setting.

AfAt the most, I woul d want this to be an A4 s
(Macmillan Gynaecological CNS)

fl 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
themto? ltalsodepend s how easy t heltdbes oot soundliketthe rightsoel ¢é
for a clini-MamhillaaBreast CNS) ( No n

ATools that point you in the ringktl diornedct itochn n
needs that much detail i 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, t he(MaonillaeOebopHagedl & GastticCNS) t o b
Ailf it |l ooks too busy and complicated, peopl e
ités something really simple and straightforw
b e u s(®&aciillad Breast CNS)

Al &m in favour of the quicker route through t

areas for signposting on. | think the longer more intricate route tends to get very awkward
s o met i (Mandacinillan GP)

e Conversely, information professionafsparticular, 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
resourceghat deal with workand cancer at a general level, and that the need gap is
around how to deal witlpatients in challenging, complex unusual situations. For
example the tool needs to address more complex issues such as when an employer is not
cooperative or the bookletk F & y 20 FyasgSNBER Gublgatids and Sy G Qa
Macmillan resources are seen apaentialWa I 3SQ 2y UKS UNAF IS U
anend point.
iltds not addregwWkKngempl ogerbskeot plawing ba
do?0 Mdcmillan Information and Support Manager)

L -
z

Al t 6bsutOKi t 6s just signposting to boof.esatioand wet¢t
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
O2YAaARSNIUAZ2Y 02 LINRFTSaaAzylt ¢2NJSNARZ | a
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ASomet hing that is mibssi afgr é€r pmuhaeropgubdvee s bapa
a professional bodyyoucan go t 0?6 r at herentthdacmjan(st t he Jol
Information Officer)

Altds cem@l iChaet secd a b a r-empleyedenith athinee idikion poerid flat
and mortgaged to the hilt i very worried about finance and wants to work €  fiis stops

short. | toarswenhistquegians at @lé T h i $erd | nd myself so often i

6dubre in trouble hered XodobvVémgonobtrgal ngr bbb
them,and a Macmill an gr ant. éfeeliethe muckistopgwithme. s ol v e
I canreferhimmto CAB,but both he and I know that CAB are

(Macmillan Information Centre Manager)
The 6outputd from the tool

Regardless of the complexity of the tool, in almost every scenario both health and social care
professionalse x pect it t o si g nopaspetificseovicad éntthe cageaddfi vi dual 6
information professionals, a specialist is often envisaged i someone that the professional or

the patient can actually speak to about a specific issue or case and receive a tailored

response.

Ailtés all very well havin a triage tool as |
end. Therebs no point doing a®K r iwede et d olu nvdi
your problem is but actual | yatpablendar lnod to hdtpn ow wh a
yo& 6The minute you give us an assessment to d:t¢

something about the problems we find out.0  ( ANlacmillan Lung CNS)

ifWhat we warnisandlgodthm like that used by NHS Direct which always ends
up with the patient being signposted to their
outcome matching the aspi r(don-Macmilaa@) needs of

In an ideal world, information professionals i and to some extent other professionals i 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
CAB or whichever national service is appropriate. It should include the contact numbers so

that professionals do not then have to seek them out.

A1t would be good] ,becauspwedo gehpeoplecomeiimwh@says i n
they dondét hawye Macmilae Inforreation &entcedvlanager)

Al't doesnodét ..°Peoplae waotigthhe | ocal i nformati on.
but they want the person, the codt[atche b dhlaltet
(Information Adviser)

Theot her o6éout put 6 isfareation professionats pitkedup as madequate

was, i Yanaybenef it from XYZo. Pr ocehvesstremwithewb s f eel t
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.

AThe end@dAgoampgropriate, ilmagormét sfuigrge stt lealtd very
going to suggest it? It needs to be more specific. 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, oil ay be entitled to XYZ,06 whi ch pr of ess
believe in most cases they already knew.

Reasons for scepticism/ rejection of the tool

g
[
























