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Background to the consultation

One of Macmillan’s current influencing priorities is to improve the way that cancer patients
access Employment and Support Allowance (ESA). Under the current rules, there are some
people who are exempt from having to go for the medical assessment, and are automatically
placed in the Support Group (where there are no conditions attached to receiving the
benefit). Those are people who are:

® terminally ill (i.e., their death can reasonably be expected within six months);
® receiving, or recovering from, intravenous, intraperitoneal or intrathecal chemotherapy;

However, cancer patients receiving oral chemotherapy are not exempt, and have to go
through the medical assessment, even though their condition may be just as debilitating as
someone receiving non-oral chemotherapy. Similarly, those receiving radiotherapy are also
not exempt. Macmillan believes this differentiation between cancer treatments is unfair,
and does not have a clinical justification.

In 2010 an independent review of the Work Capability Assessment (WCA), the assessment
process for determining eligibility for ESA, was carried out, led by Professor Malcolm
Harrington. As part of this review Macmillan recommended that existing ESA cancer
exemptions should be extended to oral chemotherapy and radiotherapy patients.

Professor Harrington accepted Macmillan’s general point that the existing exemptions
needed to be improved and in order to inform the 2nd annual independent review of the
WCA , has specifically asked Macmillan to make recommendations about how the
assessment process could be improved. Professor Harrington will then make
recommendations to the Government.

In order to gain a clinical perspective on the approach of differentiating between patients on
the basis of their treatment regime, Macmillan need to consult with and obtain the views of
senior cancer clinicians. The aim is to provide the independent review with a strong,
authoritative, and consensual medical opinion about how the exemptions can be improved.

In order to meet this objective, an Expert Consultation was held to enable a range of
clinicians from various specialisms to participate.
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Methodology

The approach for the Expert Consultation was based on the core principle that there would
need to be dialogue and debate between senior clinicians in order to arrive at a consensus in
terms of the definition for exemptions.

Beyond that a number of practical considerations dictated the final approach selected:

® Senior clinicians are exceptionally busy, with a large number of demands on their time. The
impossibility of coordinating, at relatively short notice, the schedules of those interested in
participating precluded a focus group approach

® \We wished to ensure that clinicians from across the UK were able to participate

7

® The timing of the consultation phase fell immediately after the extended Easter and ‘bank holiday
period which inevitably reduced the availability of clinicians.

For these reasons, we selected an online approach that would allow clinicians to participate
in their own time, over an extended period of days. This enabled all those interested to
participate in the consultation.

In order to further increase the flexibility of participating, a three phase approach was
selected:

1. RS Consulting’s bespoke online portal was used to pose a series of questions for senior
clinicians to complete individually, in their own time. These questions did not require
interaction or discussion but formed the basis of understanding about various
treatments and their relative impact in terms of debilitation which would form the basis
of the main phase of the consultation. At this stage, all responses remained confidential.
RS Consulting and Macmillan were able to monitor responses on a daily basis with a view
to seeking clarification or additional information as necessary.

2. An online ‘bulletin board’ in the week following the completion of the individual
guestions. An online bulletin board enables respondents to interact with each other and
see the responses posted by everyone to a series of questions. This phase was used to
summarise the responses provided in phase 1 and to iteratively work towards exemption
definitions based on a number of criteria. RS Consulting and Macmillan responded the
information and opinions shared on the bulletin board on a daily basis to seek further
clarification and refine the proposed exemption definitions

3. Agreement with the final proposed definition — Following the closure of the online
bulletin board, Macmillan developed the final proposed exemption definition based on
all the information obtained throughout the consultation. This definition was then
emailed to all those who had participated (and two interested clinicians who had not
been able to participate) for final confirmation of their support and agreement with it.

The consultation was conducted over two weeks in May 2011. The online portal was open
3rd — 8th May inclusive and the bulletin board discussion was live from 9th - 15th May.

All research was conducted in compliance with 1SO020252:2006.
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3. The panel of experts

Macmillan invited a number of senior clinicians and cancer care professionals to participate
in the consultation.
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Overview of the debate

Chemotherapy

Currently, patients undergoing awaiting, receiving or recovering from treatment by way of
intravenous, intraperitoneal or intrathecal chemotherapy are exempt from the Workplace

Capability Assessment whilst those waiting, receiving or recovering from treatment by way
of oral chemotherapy are not.

In order to explore whether or not this distinction based on the treatment mode is justified,
the consultation explored the side-effects and debilitating impacts of oral chemotherapy and
sought views on whether or not the distinction has a clinical basis.

4.1.1 The debilitating side-effects of oral chemotherapy

5

A wide range of debilitating side-effects is caused by oral chemotherapy and it is not the
intention of this report to produce a comprehensive overview of these as there is a large
body of literature that covers this in far more detail and depth than is possible here.
Nonetheless, it is worth highlighting the main debilitating side-effects and these are listed
below, roughly in order of the number of mentions by the expert participants.

® Fatigue — identified by almost all as a very common side-effect that can frequently last for months
(or years) beyond the end of treatment. Fatigue is also cumulative and a patient is likely to be
increasingly fatigued as they progress through successive treatment cycles. A related side-effect
is lack of concentration/lack of mental stamina/difficulty in making decisions. Weight-loss can
further contribute to this.

® Sickness (nausea and/or vomiting) - as with fatigue, this is a very common side-effect but one
which typically resolves more rapidly (within a few days) of treatment finishing.

® Diarrhoea — can mean that many patients feel unable to go far from home as they need to be near
appropriate facilities

® Oral sensitivity/ mucositis — The effects of mucositis can vary considerably, ranging from mild
soreness of the mouth to extreme break down/ulceration of the mouth and gastric mucosa and
severe discomfort/pain.

® | oss of appetite — this often occurs as a result of taste changes, nausea, diarrhoea and mucositis.
This can result in weight loss.

® Neuropathy - Nerve end damage that typically affects hands, feet and lower legs that can make it
difficult to hold small objects such as a pen. As with many other side-effects, neuropathy often
worsens as treatment progresses.

® Plantar Palmar Erythema (hand- foot syndrome) — This side effect is graded 1-3 and ranges from
mild tingling, skin redness & dryness of the just the hands, which does not affect the patient’s
ability to perform activities of daily living, to that of severe moist desquamation, ulceration,
blistering and pain affecting hands and feet resulting in an inability to walk or perform activities of
daily living.

® Sensitivity to cold which make it difficult to go outside & breathe in cold air, hold metal objects,
clean teeth and open the fridge.

® Hair loss — This can make patients self-conscious and less confident.

® Risk of infection. This can be profound in some regimens and can be debilitating as patients are
advised to avoid contact with people with infections and crowded areas.
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Overall, the general consensus is that almost all patients will experience at least one of these
symptoms to some extent.

However, the experts note that the likelihood of experiencing a specific side-effects, and the
extent to which that side-effect would be severely debilitating, vary according to a number
of factors:

® The specific drug prescribed, specifically with reference to:
+ The toxicity of the drug
+ The dosage

® The duration of treatment — almost all experts note that side-effect typically become more
debilitating as treatment progresses due to the cumulative toxicity building up in a patient

® The underlying health status of the patient (co-morbidities, age etc.)

With this in mind, the majority of experts agree that oral chemotherapy is generally a good
proxy for debilitation. The one exception to using oral chemotherapy as a proxy for
debilitation is where it is being administered as a long-term maintenance therapy, for
example imatinib in chronic lymphocytic leukaemia.

The route of administration as a proxy for debilitation

There is a clear consensus that the route of chemotherapy administration is not a good
proxy for determining likely debilitation and clinicians can provide a number of examples
where an oral chemotherapy drug is more toxic (and hence typically more debilitating) than
its IV equivalent or where the same drug can be administered through either route with the
same impacts. The exception to this is where oral chemotherapy is administered as a long-
term maintenance therapy, as noted in Section 4.1.1.

Expert support for statements relating to chemotherapy

Based on the opinions expressed in Phase 1 of the research, as summarised in Sections 4.1.1
and 4.1.2, a number of statements were proposed and the expert participants were asked to
indicate whether or not they agree with each.

Statement 1

"The route of administration for chemotherapy (i.e. oral vs. non-oral) is not a good proxy for
the level of debilitation that a patient will experience."

Ten participants responded to and agree with this statement.

Statement 2

"The severity of debilitation experienced as a result of chemotherapy is primarily driven by
four main factors:

- The toxicity of the specific chemotherapy drug

- The length of time that the drug is administered for

- The dosage

- The underlying health status of the individual patient"

Ten participants responded to and agreed with this statement.

In addition, participants wished to highlight that other, less clinical or tangible factors can
also impact on the severity of side-effects experienced and a patient’s ability to cope with
treatment. These include their emotional status, their social and emotional support
network, their personal/ domestic situation (i.e. living alone vs. with family; caring
responsibilities etc.) and their financial situation.
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4.1.4 Developing an exemption definition for patients undergoing chemotherapy
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The experts participating in Phase 2 of the consultation were challenged to develop an
exemption definition for patients undergoing chemotherapy that is both an appropriate
proxy for debilitation and workable in practice. A number of potential criteria were
proposed and ideas progressively evolved based on feedback shared between professionals
and on input provided by RS Consulting and Macmillan.

A summary of the main ideas, and the reasons for their rejection, is below:

® “Any patient receiving courses of chemotherapy and / or immunotherapy which carry a more than
10% risk of febrile neutropenia.” — This idea was considered to not be sufficiently workable in
practice because:

+ Patients are extremely unlikely to know this information

+ This information may not be readily available for all drugs, and the list of drugs is
constantly evolving

® "Treatment that in the opinion of the treating physician is likely to cause significant debility." —
This idea was rejected as the objective is for patients to avoid physician assessment at this stage
of the application process

® “Any treatment that includes/requires additional supportive therapies, i.e. if anti-emetics and/or
GCSF orimmodium are needed then the treatment is sufficiently toxic to qualify.” - This idea was
considered to not be sufficiently workable in practice because of the difficulty for patients in
identifying whether drugs they are taking are considered to be “additional supportive therapies”.

® “All patients” — This idea was rejected as the majority of experts participating felt that the
definition should exclude those undergoing long-term maintenance therapy

From this final point, the definition evolved on the basis of seeking a way to include all
patients except those undergoing long-term maintenance therapies. After some discussion
around the ability of patients to differentiate between long-term treatments and
maintenance therapies, a consensus emerged that the most workable definition would be
around the duration of treatment, with more than six months considered to be an
appropriate proxy.

This discussion formed the basis of the final exemption definition developed for patients
undergoing chemotherapy.

A patient should be automatically exempt from going through an assessment if they are:

® Awaiting, receiving or recovering from treatment by way of intravenous, intraperitoneal or
intrathecal chemotherapy; or

® Awaiting, receiving or recovering from treatment by way of oral chemotherapy, except when the
therapy is continuous for a period of more than six months
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Radiotherapy

Currently, patients undergoing awaiting, receiving or recovering from treatment by way of
radiotherapy are not automatically exempt from the Workplace Capability Assessment.

As with oral chemotherapy, Macmillan wished to explore whether or not the side-effects of
radiotherapy are sufficiently debilitating to justify an automatic exemption as well.
The debilitating side-effects of radiotherapy

As with chemotherapy, there is wide range of debilitating side-effects caused by
radiotherapy but it is not the intention of this report to produce a comprehensive overview
of these. When exploring the issue of debilitation as a result of radiotherapy with the
experts, it immediately became apparent that the extent of debilitation is dependent on a
number of factors:

® The tumour site being treated — this was spontaneously mentioned by all experts as a
determinant in the level of debilitation that could be expected. A number of specific tumour sites
were mentioned:

+ Head and neck
+ Gastro-intestinal
+ Pelvic
+ Colo-rectal
+ Total body irradiation
+ Lung
® The duration and dosage of treatment
® The underlying health status of the patient (co-morbities, age etc.)

® The ‘intent’ behind the treatment — it was suggested that treatments given with curative and
palliative intent tend to vary in duration and ‘dosage’ and hence more aggressive courses of
treatment for curative intent tend to result in more (and more debilitating) side-effects.

Notwithstanding the huge variation possible in side-effects as a result of the factors
identified above, there are a number of side-effects that warrant highlighting:

® Fatigue/ somnolence — identified by almost all as a very common side-effect that can frequently
last for months (or years) beyond the end of treatment, regardless of tumour site. This is likely to
affect the vast majority of patients, although the extent to which is severely debilitating will vary
between individual patients.

® Bowel/ urinary problems (associated with pelvic cancer) — the majority of patients will experience
diarrhoea during treatment and for some weeks after; a small minority will experience chronic
(possibly permanent) radiation proctitis

® (ystitis/ thrush — associated with gynaecological cancers

® Dysphagia — mainly associated with head and neck, and gastro-intestinal cancers. This can result
in loss of appetite and physical inability to eat, leading to weight loss and potentially malnutrition.
A minority of patients may not regain the ability to eat and will require long-term tube feeding.

® Nausea — mainly associated with gastro-intestinal and pelvic cancers and, as with dysphagia, can
result in a loss of appetite and reduced food intake

® Oral problems —such as change in taste, mouth ulcers, mucositis and soreness. Dependent on the
precise area being treated, radiation therapy can also result in damage to teeth, muscles or jaw
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bone, causing difficulties chewing and eating. This can have similar effects to dysphagia and
nausea in terms of food intake.

® Sore skin/ blistering/ burns — this may affect any patient, regardless of tumour site, and is likely to
continue for a few weeks post-treatment. In certain cancers (for example colo-rectal or pelvic
cancers) this can be particularly debilitating as it can mean that even sitting or having clothing in
contact with the affected area can be extremely painful.

® Breathlessness and pneumonitis — specific to lung cancer patients, typically peaking around six
weeks post-treatment

As with chemotherapy, the effects of radiotherapy are cumulative, with side-effects typically
becoming more severe as treatment progresses.

In addition, and as with chemotherapy, some experts wished to highlight that other factors
can also impact on the severity of side-effects experienced and a patient’s ability to cope
with treatment. These include their emotional status, their social and emotional support
network, their personal/ domestic situation (i.e. living alone vs. with family; caring
responsibilities etc.) and their financial situation. The time required for travel to and
attendance at daily appointments was also highlighted as a factor that has a major impact on
a patient’s ability to continue a normal daily life.

The relative debilitation of radiotherapy compared with chemotherapy

Given the complex range of factors that affect the level of debilitation from both
radiotherapy and chemotherapy, experts unsurprisingly struggle to draw general
comparisons between the two types of treatment.

At an overall level, however, no expert believes there is an argument for suggesting that one
type of treatment is more debilitating than another and consider that there are
circumstances under which chemotherapy will be more debilitating than radiotherapy (for
example breast cancer) and vice-versa (for example head and neck or pelvic cancer). Broadly
speaking, the two types of treatment are considered to be comparable in terms of level of
debilitation, if not in terms of the specific side-effects experienced.

For those patients undergoing treatment for the cancer types identified in Section 4.2.1,
radiotherapy is identified as often more debilitating than chemotherapy for the same
tumour site. It was also noted by some experts that increasingly the two treatment modes
are used in conjunction for many tumour sites and so it becomes ‘academic’ to try and
separate out the side-effects of each modality.

Expert support for statements relating to radiotherapy

Based on the opinions expressed in Phase 1 of the research, as summarised in Sections 4.2.1
and 4.2.2, a number of statements were proposed and the expert participants were asked to
indicate whether or not they agree with each.

Statement 1

"Not all radiotherapy treatment is necessarily particularly debilitating but it can be severely
debilitating in certain circumstances."

Eight participants responded to and broadly agree with this statement. However, it should
be noted that “certain circumstances” was open to interpretation and two experts feel that
radiotherapy is only ‘not particularly debilitating’ in a minority of cases.
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Statement 2

"The severity of debilitation experienced as a result of radiotherapy is primarily linked to
three main factors:

- The tumour site being treated

- Whether the radiotherapy is with curative or palliative intent

- The length of the treatment period"

Initially, eight participants responded to this statement and all were concerned that that
statement relating to “curative or palliative intent” was not correct, believing that palliative
regimens can be as debilitating as curative regimens. Many experts also feel that “the
underlying health status of the patient is an important factor influencing debilitating and
that it should be included.

The statement was therefore revised to:

"The severity of debilitation experienced as a result of radiotherapy is primarily linked to
three main factors:

- The tumour site being treated

- The length of the treatment period

- The underlying health status of the patient"

Seven participants responded to and broadly agree with this statement. Further comments
relating to concurrent chemo-irradiation therapy and also the emotional status of patients
were also made. Chemo-irradiation is addressed separately in Section 4.3.

Statement 3

"Patients undergoing radiotherapy to treat the following tumour sites should be exempt from
the Work Capability Assessment:

- Head and neck

- Gastro-intestinal

- Pelvic (including gynaecological, prostate, testicular etc.)

- Colorectal”

Initially, eight participants responded to this statement and highlighted that brain and lung
tumours specifically should be added to the list, whilst testicular cancer should be removed.

The statement was therefore revised accordingly:

"Patients undergoing radiotherapy to treat the following tumour sites should be exempt from
the Work Capability Assessment:

- Head and neck (including brain)

- Gastro-intestinal

- Pelvic (including gynaecological, prostate, etc.)

- Colorectal"

This statement is more acceptable to the experts and is deemed to capture those sites which
are most likely to result in debilitation. Nonetheless, experts do not feel it would necessarily
capture “almost all” patients experiencing severe debilitation due to the important influence
of underlying health status and emotional well-being etc. on a patient’s ability to cope with
treatment.

4.2.4 Developing an exemption definition for patients undergoing radiotherapy

Although there was a broad consensus regarding the statements tested (Section 4.2.3),
some debate continued around the workability of such a definition and the likely debilitation
arising from radiotherapy for breast cancer patients in particular.
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Further explanation was provided at this stage to clarify and emphasise that patients not
captured by the automatic exemption would be individually assessed for their capability to
work, and to underline the need for a universal definition that will be relatively easy to put in
to practice.

With this in mind, a new definition was tested with experts:

“Not all radiotherapy patients should automatically be exempt. Radiotherapy patients should
only be automatically exempt when:

- They are undergoing a combined chemotherapy and radiotherapy schedule; and/or
- They are being treated for one of the following:
O Head & neck (including brain tumours)
O Lung cancer
O Gastro-intestinal
0 Pelvic — gynaecological, rectal, prostate
This is based on our understanding from your comments that:

- Those patients undergoing treatment for one of the tumour sites mentioned above are ‘more
likely than not’ to experience severe debilitation. In effect, this means that the criteria serve as a
good enough proxy for debilitation that individual assessment is not necessary.

- Those patients undergoing treatment for other tumour sites are not ‘more likely than not’ to
experience severe debilitation. In effect this means that whether they are severely debilitated
would be best determined through an individual assessment. This assessment would identify
those patients who are experiencing severe debilitation, including due to emotional and
psychosocial factors.”

Eight participants responded to this statement and seven broadly agree with it, given the
constraints of needing to ensure that a definition is workable, and on the proviso that the
individual assessments would remain in place for all other patients undergoing radiotherapy.

Two experts continue to have reservations about whether such a definition is wide enough,
but agree those included in the above statement should be included.

This discussion formed the basis of the final exemption definition developed for patients
undergoing radiotherapy.

A patient should be automatically exempt from going through an assessment if they are:

® Awaiting, receiving or recovering from radiotherapy in the treatment in one or more of the
following cancers:

+ Head and neck (including brain tumours)
+ Lung

+ Gastro-intestinal

+ Pelvic — gynaecological, rectal, prostate

11
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Combined chemo-irradiation therapy

During the discussion and debate about the debilitation of chemotherapy and radiotherapy,
several experts raised the point that one of the most severely debilitating treatment
regimens is when a patient undergoes radiotherapy in combination with chemotherapy.

To ensure that this point was correct and agreed with by other experts, we asked
participants in the consultation to indicate whether or not they agree with the following
statement:

Statement 1

“Would you agree that all patients undergoing radiotherapy in combination with chemotherapy
should be exempt from the ESA Work Capability Assessment? |If not, why not?”

Eight participants responded to and agree with this statement.

This formed the basis of the final exemption definition developed for patients undergoing
combined chemo-irradiation.

A patient should be automatically exempt from going through an assessment if they are:

® Awaiting, receiving or recovering from concurrent chemo-irradiation

It should be noted that the author of this report and Macmillan recognise that patients
undergoing chemo-irradiation would already be covered by the other exemption definitions
already proposed in Sections 4.1 and 4.2. However, as this particular treatment regimen is
considered to be so particularly debilitating, we feel it warrants highlighting separately.
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5. The exemption definition

Based on the outcome of the consultation, as discussed in Section 4, the following
exemption definition was developed:

A patient should be automatically exempt from going through an assessment if they are:
® terminallyill; or

® Awaiting, receiving or recovering from treatment by way of intravenous, intraperitoneal or
intrathecal chemotherapy; or

® Awaiting, receiving or recovering from treatment by way of oral chemotherapy, except when the
therapy is continuous for a period of more than six months; or

® Awaiting, receiving or recovering from concurrent chemo-irradiation; or

® Awaiting, receiving or recovering from radiotherapy in the treatment in one or more of the
following cancers:

+ Head and neck (including brain tumours)
+ Lung
+ Gastro-intestinal

L 4

Pelvic — gynaecological, rectal, prostate

It is worth noting two specific points with respect to this definition:

® The phrasing of “awaiting, receiving or recovering from” has been chosen as it reflects the
wording of the current exemption definitions for patients undergoing intravenous, intraperitoneal
or intrathecal chemotherapy.

® The definition of ‘terminally ill’ remains as it is currently —i.e. a patient is not expected to live
beyond six months and has been issued with a DS1500 by a healthcare professional

An email containing this definition was sent to the twelve experts participating in any stage
of the consultation, and a further two experts who had been unable to participate in the
phases 1 and 2.

Eight experts responded to the email and all concurred that they support the exemption
definition as set out above.
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6. Transcripts of the debate
6.1 Individual questions
The questions asked are set out below:
Chemotherapy
1 To what extent do you agree that all forms of chemotherapy are a reasonable proxy for
likely debilitation? Please give reasons for your answer.
2 What would you say are the most common debilitating side-effects of oral chemotherapy?
- How/in what way are these side-effects debilitating?
And for each of these side-effects ...
- Are there any typical variations in severity during the course of treatment?
- What proportion of patients is affected by this?
- How long do they typically last following treatment?
3 Overall, what proportion of patients under-going oral chemotherapy would be expected to
experience at least one of these side-effects?
4 A key objective of this research is to understand the extent to which oral and non-oral
chemotherapy could be considered to be equally debilitating. What is your view on this
issue and why?
- Are there any caveats to your broad view on this (for example, related to the duration
of treatment or any other issue)?
Radiotherapy
1 Given that radiotherapy is not a systemic treatment, what are the factors that determine
likely debilitation from radiotherapy?
- What are the most debilitating forms of radiotherapy?
- How/ in what way are these particular forms of radiotherapy debilitating?
2 What side-effects of radiotherapy in particular are debilitating?
And for each of these side-effects ...
- Are there any typical variations in severity?
- What proportion of patients is affected by this?
- How long do they typically last following treatment?
3 How do the debilitating effects of radiotherapy compare to the effects of chemotherapy?
Are there situations when the effects of radiotherapy could be considered to be as
debilitating as or more so than the effects of chemotherapy? If so, when/ why?
New & Emerging treatments
1 If you have experience of new or emerging treatments (for example biological treatments),
which, if any, of these new treatments can result in high levels of debilitation?
- What are the main side-effects?
- What proportion of patients is affected by debilitating side-effects?
2 How do these treatments compare to chemotherapy and radiotherapy in terms of being
debilitating for patients?
14
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Supporting evidence

1 Macmillan is interested in any published studies or research in this area. Therefore, if you
are familiar with any studies (for example, comparative studies of the side-effects of
different treatments) and are able to provide us with the details, we would appreciate it.

2 If there is anything else that you would like to say on this subject at this stage, which has
not been covered above, please use the box below.

Personal profile

Please can you explain in a few sentences your main area(s) of expertise and the area(s) in
which you mainly work?

Please can you also tell us how long you have been working in cancer care?
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iR At Scbd by T Bl 5] L
A s SIS,
Pasted On OR:N8/231 % Q4.47
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Some drugs and some combinetions of chamotherapy are associated with mora fatigue than
othm,butfumthomfmlowdnndlumhmmﬂmwhmhm
chematherapy. it is not just the physical fatigue = its the ments! fatigue/lack of
ooimnmwuekofmm!mmlmldlﬁkdty In making decislons, Even simple less toxic oral
drugs tke capecitabing if defivered for mora than 2 months seem to have the same effact, The

Imkofhﬂgqnmhhmmmw.butlnMvmuﬁtmmphmﬁum
more than older people,

Posted On: 07/05/2011 32.01.88

[ don't bellnva thet all chematherapy leads to debifitation and spend a considerabla time with
patients who have been scared by the lay perception of chemotherapy ss an ardous trestment.
1 hava no daubt thet chemotherapy can be en axceptionally dificult trestment to endurs and
that for many patients and In certain circumstances It will be a trestment which prevents work.
| worey howaver that a blankst policy relnforces an Ignorance about the tolerabliity of modern
chemotherapies and angenders unreasonable faae about cancer treatmant,
Mthoushlhivpﬁmmmslmldqmwalﬁchmthmplawm have some sids
uﬁnmbutﬁennnof&mwﬂlmmomﬂylmn populstion,

Bl 7 L : 5 '
A @jﬁ% ot [cropy - AR g

Fested On 06/03/2031 1402'37

Ifully ogrea with this statement. Thare are 2 oral chamotherapautic agents which may ba used
a5 monotherapies In the treatmant of breast cancer, both are used In secondary breast cancer,
Thay shore the same side effect profila as their IV aquivalents snd other common
chemotherspy sgents used in the trastment of breast cancar, all of which can bs dabilitating
ond occasionally complicated, requiring intervetion and monitoring and can sffect the
Individuals physicsl, psychologicat and emational quality of life.

Posea Cn 26/05/201 09 38 5

| agrea with this statemant that all forms of chemo sre & reasonable proxy for likely debilitation,
‘I'Iumloofmwgtngnmmdnﬁﬂumwnndupnmfomdmﬂdombnudmpm
rapidly developed, Standard chamtherspy protocols are deblfitating and due to the systemic
affects can cause severe side effacts for the patient.

"i H:ﬂ;. ﬂ"‘ :j"’% il L‘mg
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Portad On: 04/05/2011 09 3029

Patlents also respand diffarently to cancer disgnoses and the psychological effacts of cancer
and ts treatmaent con oftan over-ride effects of drug treatment

Pared On: 25/08/2011 21 4331

I partially agree. Chemotharapy is @ spectrum which ranges from) vary Intensive chemotherapy
raquiring fong stays In hosphtal (e.g. CODox-M for Burkitt lymphoma) end is commonly
anoda&dwlﬂamslduﬂnbmdduﬂﬂhﬁon.towwwﬂuhmﬂmmshmum
outpetiant which has little impact on a petient's life (e.g. low dose chiorambuctl for low grade
non-Hodgkin Lymphoma), The maln factor that determines where inthe spectruma
chamotherapy regiman lies, howaver, is NOT route of administration, but what the
chamatherapy drugs Involved are. For example aral fludarabine and cyclophosphamida Is
medium strength chemotherapy which frequently leads to more significant debliity than
cyclophosphamida, vincristine snd prednisolone (CVP) chemotherapy which is Intrsvencus.

Cagythe, { Sl | Groug: | | Rependen |

Posted n: 08/08/2011 1719:32

Fm finding this reslly difficuit to snswar! I'm elways conscious of “Iabelling” people as being
eligible for benafits If In actual fact they could be working, as it can be quite destructive to
peopia's psychological ways of coping. However, for people who sra recalving oral
chemotherapy and do have significant side-effects {or who have impalrments relsting to thelr
disease), having 1o go through the stress and trsuma of going to a medical Is samathing thay
really often can't copa with, and I've supported various young peopla who hava not falt
psychologically able to g0 to the medical for SA jon top of baing In and out of hospital for
appointmants) so have not finished the application process and therefore not been awarded
the money. {And then subsequently found themsalves in a sticky financlal situstion becsuse of
k).

Many of the oral chemotheraples do have significant side-effects though, and Justbecausa
they're oral, it doasn't necassarity masn that they should be viewed a3 the “easy option®,

I'm not awsre of the percentages of people using orsl chemo nationstly and, of those, how
many would ba seen as unsble to work dua to thalr cancer or the chemo side-affects. 1think to
make & fair dacision, that Information would ba really useful, But, It would certainfy raduce a
huge amount of stress and emotional / psychological warry for  lot of pecple Ifalt
chematheraples wara considersd to ba debllitating, Parhaps there could be some way of
reviewing aardier for people having oral chemo? (I'va not thought thraugh the implcations to
that though...!]

|l I omemin] crompil 2] {nepansemcial
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Itkwmemﬁmdammmmnﬂmmmmt
dmndslduMmdusuudnmltabohuwhmsldundtlwmwrlmddmuof
tha patiants dissase when starting oral chamotherapy, la ls it baing uted for curative intent or
mluaﬂmuﬂﬂswmmﬂmodnmmMﬂleondmﬂnmdMumommdm
chemotherapy drugs on the patlent’s genaral wall belng

The Inharent risks to haalth and wellbeing associsted with chemotherapy In all its forms sre
well documented, and include increased risk of potentially life threstening Infactions, severe
reactions to sudden alterstions In environmant temperature, exposure to cold and to sunlight,
It can compormmise skin integrity; balenca and proprieception causing significantly Increased
risks of fells and other sccidents, . '
We advise patients taking chamotherapy to rest, so that they have the optimum chance of 8
geod cutcoma from their chemotherapy regime, without having to compromise dosages to
offsat tirednass or Infection, caused by stress and lukofﬂmm_nnwhmﬂnv&dﬂiwm
to continue to work to matntain sn Income and provide for thale families and dependants
during treatment for a life thradtening disesse.

| would suggest that Chamotherapy treatment should come with 8 statutory requirement for
the patient to abstaln from working, to svald becoming 5o debilitated that they end up back in
hospital a3 en unplanned emargency admission.

Tiredness and sickness (nauses and/or vomiting] are the most Nidey side-effects. The risk and
saverity of these problams varles enormously sccording to the drug being given and the dose
schedule employed. Someona taking oral mathotrexata in the maintenscne phase of treatmant
for leuksemia would be fikely to have little or nothing in the way of upset wheress someone
taking orsl capecitabine os part of trastment for bowel or breast cancar might experience
considerablu distress, Once trestment finishes sickness rasolves rapidly, In 8 faw days, but
tiradness may persist, and Interfare with dally living, for many months and In some cases
(usually older peopla] several years,

Pested On: 06/D5/2041 17 38.52

< pragts b
e v e s e vy B e T A

Peated Or:05/05/2011 09 00:28

PoyedOn 07,08/2011 3281 88
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From a nutritions! perspactive | would report that the- mast debilitating side effacts of oral
chemotharapy ara loss of sppatite, neuses and fatigus, Some patients may ba more ftkely to
expetience symptoms with same drugs and it Is mportant to nota that some drugs are given st
increasing doses to asseas tolarance and the highest acceptable dose ag. Glive,

As | do not trest alf patients, only those referred with symptoms, | am unable to answer what
propartion of patients ar affacted by this.

Typically the symptoms may last for s week or longer after oral chemotherapy sithough it Iy
Important to note that some chemotherapy Is givan continuously, without s braak,

Posted One O4/U5/2011 13:20,20

Sansitivity to cold which makae It difficult to go outside & bresthe In cold air, hald metal objatts,
clean teeth and open the fridge. Condition progressive with treatment. This afffects about 80%
but fuil recovery 1s quick once treatment has finished,

Neuropathy in hands that make It difficiit to hold smali objects such a3 a pan, Condition
progressive with treatmant. This sffacts sbout 70% but full recovery is usus! once traatment
has finished.

Fatigue affects sl patiants snd Is prograssive with trastment, fucoveary time varies,

Peamed O 03/03£2011 13 3506

my pravious answer was not saved. brief rewrite, fatigue is cumulstive worse sfter cycle § then
cycle 2. will persist for many moaths {up to a yesrin some cases). disrupted eating, sleeping
and vdﬂmaddhth.pmﬂmiﬂkanmh-andand&%mlnﬁmd.km
pattams es thure ara chamatherapy regimens - tharafore generalisation is crude,

Posied On 08.05/201100:28 32 att

The most common debilitating side effect of the oral drugs that | use mest
ie oral capecitabing,
Is lack of stamine/ physical fatigue —also the mental fatigue/lack of concentration/fack of

mental stamine/difficulty In making decisions. Pstients say thay “go from full to empty In 20
minutes” and Just hava to sit down wharevar they are,

Nauses or a low grade parsistent quassiness also makes it difficult to concentrate.

The hand- foot syndrome makes your hands sore and clumsy so fine movements precision are
made very difficuhr,

Oiarthoea means you want to be near a tollat - sometime In the workplace that simply isn't
possible

Taste changes and oral sensitivity tend to make patients est less and sometimes lose welght

10
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contributing to the weekness/fatigue il S ' o
Imiﬁddvihhmmofiiﬁuhhhmwadcyﬁiwblchllﬂmud\onlv“inm
impacts on dally life In virtuatly 100%

Typlcally thase symptoms tand to bulld up so texicity sccumulates the longer you go on taking
the tablets

The fatigue end menta! fatigus may extend for 6-12 months oceasionally évan longer
oral etopaside
hair loss can make patients seif conscious and less confident , Nauses s also often s problam

glivac
some people tolarate this TK! remarkably well - others hava nsusee and fatigus,

Apart from tha tendency to get worse as treatment continues thars Is little pattern to toxicity,
Thlnasunbnﬂnoforimmuwdthmtumywllhsmlnmapm.

ENEREC L L | Sl i) | Group: (In
1 i t :-'::-'l'...,l!:'b,'._.',.! » = H . |

Pasved On -D"M&ﬂ a1y

The most common oral chamotheraples | prescribe are Capecitsbine and Vinoralbine - | use
bothoftimnu\mwumamdmndlwbm*umrandm!lymv!ndmtbnfor
prascribing the deug s that the patient Is symptomatic - tharefore the patient may alreasy hava
serious lit-hasith and debillty bafore starting the therapy.

The main side effects are disrrhoes, nauses, plantar paimiar erythems PPE (this can be savere
enough to make walking or using hands painful)

and indigestion,

The majority of patients will not be saverely offacted [l would estimata less than 20% having
sevare side effacts) and in the majority side effects will be controllable through the use of other
madications,

If a patiant were to heve severe side effects thess would usually ba apparant within the first 2-3
weeks of tharopy.

The difficult snd sometimaes troublesome side effect of PPE can be of long duration and cen be
debilitating for some patients end ba persistent throughout e coursa of therapy.

With the blological theraples that wa occastonally use the side effacts are skin rash and
diasrhoes,

All of thase side effects should usually resolve faldy quickly { & faw weeks] from the end of
chemotherapy

Posted On D9/08/7011.%4 5918

Uisted sre the most common debliftating sida affects of the 2 oral chemotheraples used in
breast cancer, sl patients would be expected to experience one or more of these side effects.
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DIARRHORA, NAUSEA 6 VOMITTING: thesa side effects may occur and last for 8 specific
numbar of deys during snd following esch cycle of trestment. Howaver they may also ba
unpredictable, as may be the efficacy of sny trestment Intended to minimise the side affects in
sny one Individual, Tha effects may mean that the individual finds i difficult to lasve home for

awmmuumu&qmdﬁmvmthammwu
They may also dfn_ctdnplms’al:lmvwmmddrlnkuthwmuld normally,

Mucosrrls-muffuuofmmmsunnrvccﬂhnblv. ranging from mild soreness of the
mouth and to extreme breek down/ulceration of the mouth and gastric mucosa snd savere
discomfort/pain. This In tum would Impact on the individusls’ ability to eet and drink normally
and in some clricumstancas even make it difficult to carry out the besic funciion of talking. :

PALMAR PLANTAR SYNDROME - This side effect s graded 1-3 and ranges from mild tingling, skin
redness & dryness of the just the hands, whkhdoumtoffutﬂnpmubllllvw pesform
activitles of delly lving, to that of sevare molst desquamation, ulcerstion, bilstering and pain
affecting hands and fest resulting In an inabifity to walk or perform activitles of dally living

FATIGUE - axtreme tiredness or exhaustion all or most of the time that will vary from individual
to individual but sffects sround 75% of cancer patients end makes even simple every dey tasks
difficult to undertake,

Bacsusa thase trestments ara given In the treatment of sacondary breast cancer they may be
@iven for as long a5 tha diseasa remains under contrel, Time frames for trestment can therefora
be vagus and wmwhddmonwﬂuhutmmmmmwmna
differant intervals. Capecitabine in particuler can be given for unusuaily lang periods of time
and therefore the side effects experienced for prolonged perlods,

Fasun On 08/03/1011 0944 17

stometitis, skin disorders, gestrolntestinal symptoens, infection
Varisbla effacts

G viiel  Remondme.

" ¥ i Mt ) fariiepes
Wi LS rs e .W‘B’Tﬂ‘. ;
b e e [t AAEE T,

Posted (W 05/03/2011 28 S4;41

Side effects:,
= Fatigue very common. Debilitsting es leads to becoming tired very sasily on even Fairly
minimal work or exercise. Initially often worse 2-3 weeks sfter the chemotharapy, improving
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befare the next course, However s the cycles progreis the fatigua tan become on-going
throughout the cyclas, Affacts probably 20-50%6 of patients on oral chemo for heematoiogical
cancers. Commonly fasts months after the end of trestment. Comman regimens causing this sre
thalidomide and lenstidomide contalning regimens for mysloma and fudarabine containing

« Risk of Infaction, This can be prefound In some regimens such a3 fludersbine-containing
wmsmb-dnbﬂlmumnnmmdudbmld contact with people
with Infections and to avold crowded sress. 50-60% of patients ara affected by this and the
Immune suppression lests spproximately 3-4 months sfisr the and. in 5-10% patients oral
chemotherapy can lesd to prelonged matrow suppression leading to prolanged infection risk
{sgain, aspecially with fludarablne-contalning regimens).
- Nausas daspite antiemetic use. This is usustly In the first faw days into the cycle. In 5-10% of
patients this can ba debifitating es constant nauses makes it impoassible to éancentrate and
Interact with others In » constructive way.

P_* M g L T

Pottes On: 05/05/ 2011, 34.00:19

ldon'tfnluawclalwuh!‘mbostquullﬂcdtumarthlsquuﬂonl In my axperiancs, the
hmmpﬁoﬂmdmﬁmmmmmlm(u
ummlomldcorPC\nluthomhthommdmnmm Howaver, some people who
sra taking oral chamotherapy for Chronie Myslold Leukesmia, for exsmple, sre sbie to carry on
with their employmant fairly eesily. Unfortunately, in my experience, it saems to depend which
onlchcmommlshwlmutohowmuhuwouwknpalrﬂndublnwmwkwhldi
doesn't help in making overall statements sbout orgl chamo.,

L B
S
ticedness, fatique

this can be depandent on the pstient's genaral condition, if they have other co-merbidittes end
dependent on the intent of the treatment { or the stage of the patients disasse)

The duration is hard to predict but the shove issues need to ba considered In assessing the
patient

Posted On 06/45/2011 11,9308

Posred On_ (3/08/2011 0901 8%

Again highly dependant on the drug and dose schedule but taken as global view then probably
75%

iﬂkﬁnﬁmﬁm SRR B TS
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Pastes Cn: 07/05/2012 2232:10
lmm.umm.mmmpnmuwhnmmmmmmms/mmm
with sating,

Pested On: 04105,2012 1309:11

Al petients experince side affects 1o some degree.

Posted On: 05/08/2011 28.36 58

Sl g N

Petted On. 07/05/201100.24:32

80-50% will experiance fatigue to a level which impacts on dally life and for 20% the fatigue is
savare. [ cant think of any patlents who have no side-sffects with 3 coursa of oral capecitabing
lasting longer than 3 months,

Paved ON 07/05/2011 222928

20-30% to a degree that it was debilitating.
Ahuhunmw-mhmwaadmmumlmmhm

Most patients would be expacted to hava some GIT symptoms and oral Inflammation

Poitea On 06/05/2011 09 48 22
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Twould expect 60-70% of patients with haematological concers cn oral chemotherapy to be
afiacted by one of these side effacts.

Postad On* 08/05/1011 21.53.98

ms&mwm.nuu‘uumunmmwmmmwmumm

Fostas On' 97/05/3C141 71 36 58

| constder that oral and non-oral chemotharspy can be
chemotherapy is used In combine

equally debilitating, Increasingly orel
tion with radlotherapy which can also create symptoms,
Symptoms cen still occur with oral chamotherapy and for some patients they sre used
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continously eg, Giivec. "igi;ii@gti@umhd_dmpmﬁprémm ptoms then others but this

* dowsvary bity Sy

Posted On- 04/03/2011 13:08:30

Now oral chemo is more debilitsiing as It Is moea toxie, however soma patient are given oral
chamo s they will not manags Intavanous and tbaquupoﬂqmthuldad‘fﬂuuutdv.
This siso depand on other factors such as tha patient health (other disease that they may have
eg disbates), side effects of radiotherapy, nutrition. :

Tha longer 8 patiant Is on trestment the more dabliitating they may find It.

Perted On 05052041 11 02:04

1508 no point {for the underlying
discriminete batween oral &

Do : | E

Pastes O 03/08/201100-28.17

biological ressons outlined above) in sttempting to
nd Intravenaus chemotherapy (n this respect.

Drugs ke oxalipiatin are notorious for giving rise to severs fatigue/ mentsl fatigua/ chamo
brain most pattents with combinations

of capacitabine and oxalipiatin probably score 7 to 8 out
of ten in terms of fatigue. With Just orel capacitabine this Jt mare like 4 to S for cut of tan for
most patients,

Posted Or 07052012 21.28°27

As yat there are no orsl chemotheraples licensed for the adfuvant trestmant of esrly breast
cancer (le given to fit heaithy women a5 an 'Insurance’ form of treatmant) 5o all of these

trastments ara used In sicker patients with sdvanced disease and this changes the comparison
somewhat.

The orsl chamotheroples | use i tend to use precisaly because they are less toxic (and
coavienient] than there IV countarparts, Gabarally spesking | would consider oral
chemotherapies to be lass debifitating with the Important exception of those patinets who get
sevare PPE (about 5-10%) on Capecitabine

£ttt CAyentolion (Lo 1he e e plron definkon for the EsA Wors Cap:biity 2ssert.nent
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1 would say that oral and Intravenous chemotheraples could cartainly be considered to ba
equally debifitating when usad in the treatment of bresst cancer, Oral chemotherapy may be
seen as ‘convenient’, however thesa drugs hiva the samg (commony side effects, only tha
route of adminlstration Is differant, Oral traatment may negete the fraquency and Imensity of
hospital visits, but this is aot nacessarily an sdvantege or s help to patients coping with such
trastmant as this may reduce some of thelr routine contact time/suppart opportunitias with
thelr specialist team which has the patential to impact on thelr psychological health snd abilhy
to function. Additionally for some, belng responsible for administering their own trestment can

be very challenging.
Growp ] Rﬁ- - .

A difficult question. The effects of trestment with sny modality needs to medically assessed for
each Individus! patient, The drug modslities svallable also are rapldly evolving so 1t is not wise
to gendralise here.

My view here (s that patients need to assessed madicatly and psychaloglcatly for an adequate
opinion of their degres of debilitation,

Forted Gn: 09/DS/2011 08 3504

Posted On: 06/05/2011 30.58.48

Fosed On, 03705/2011 22 04 07

My opinlon Is that the kay issue Is what the mldmgls.whatﬂnduols,mdhow!ongltls

being given for - not the route of sdministrstion. The route of adminlitration is largely
irralavant,

For mxample, fludarabine can be given as an oral or Intravencus preparation., it Is aqually sctive
onally snd consequently assoclsted with equally severa side effacts.

Anathar example is orsl chiorambucil, Although In low doses this Is extremely wall tolersted, in

higher doses patiants can gat mouth ulcers, fatigue and can become very susceptible to
Infaction.

The most extreme example | can think of is oral busuiphan which can be given orally In high
doses s part of s bone marrow transplant conditioning regimen, which is probably considered
to be the strongest chemotherapy which is ever administered to patients!
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Paroed On: 05/08/2011 141258

My experience of oral chematherapy in TYA patiants, Is malnly relating to people who have
brain tumours (Temozolomids ar PCV), My feelings would be that they can both cause extreme
fatigue, and often some nauses, meaning tharefore that it could easity be argued to be equally
a1 debllitating es many IV chamos. However, | also know that cther oral chemos feuch as for

mufmmph.mmupﬁ!mwnotlookform«wmwﬂhIh.whcnlnmfuct
thay could safaly be working. Thlsmnld.lﬂmbqfoﬂhefaﬂthntthaydm‘twkhumrh. but
slso for some peopla, It could also giva the picturs that It's not safe for them to be working,
svan if that's incorrect. But | am aware that my swareness of oral chemotherapy is falrly
specific and limited,

In my opinion orel chemctherspy can bejust as dabilitating a3 IV chemo dua to the foliowing:
Thamwcutmtoftlupwmudlsm ‘

the intent of trestment ia Is it curative or psllaltve

Any exisling co-morbidities

Cumulative affect/ effect of ongoing trestments

28

Pasted On 05/05/1011 1708

Redlotherapy s givan with sither curative or palliative Intent. Palljative traatments in general
ora llkely to use low doses of radistion, short courses of trestmant, and cause few side effects,
For curstive trestments debfitation fs much mora likely o3 these usually Involva prolonged
cwmofnﬂhmymanumdwmm&mmmhmuﬁdmﬂm is
mmhvﬁcﬂhofhuhnemnﬂuunwtﬂhcmdandnukwlllbtfarmon
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I would consider the most debllitsting forms of radistherapy affected the gastrointesting! tract
eg. oasophagesd, stomach, gastrointestinal and palvic cancers, This s bacause they cause
symptoms such es dysphega, nauses snd dlarrhaes. Radlotherapy can slso ceuse fatigus which
Is difficult to manage snd I very debilitating for pstients.

;."_ Aicpbrdentiis

Ukely debifitation from Radiotherspy treatment Is wher It Is given In combination with
chamotherapy, side effacts era normally worse and more pronouneed,
Mast debliitating is Total Body Ircadiation, hesd 8 neck, colo-rectal and Upper Gl treatment,

These patiants are likely to experince fatigus, esting difficulties, nausas, diarthoas, thrush, sore
skin, refluwt and mouth ulcers, .

Fosted On D5/93/2011 134398

All radiotherapy tragtmants produce fatigua and Its degres is not necessarlly related 1o site of
diseasu or trestment volume. Hesd and neck trestments and trestments for pelvic cancer are
particularly debilitating because of their additional affects upon nutrition, bowet habit and
urinary symptoms. A patient with haad and neck cancer will typleally lose 10% of body weight
over # coursa of trestmant - the debilitating effects of this are obvious and sre compounded by
the fact that It may take saveral yuars before o patient reguins tha waight they have lost.

Poztag On: 37405/ 2018 2243 a2

Radiotherapy {in contrast to chamotherspy) is a targetod treatmant and as such it's side effects

aneonwﬂnodbydmpwtofthebody&ntbbﬂngmd-bywwofmmplebtust
radiotherapy Is generslly wall toleratad with minimal side sffects - it cautes some miner

fatigue. Head and Neck radiotherapy by contrast Is exceptionally debilitating causing difficulty
swallowing , eating and severa pain.

Allndhﬁmmum|Itlnua¢tlms(whmthuldnmavamdbﬂmd and the degres
of this skin reaction varles fomr person to parson based on differant genetic factors that have
notyet baen fully slucidated
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Whan used for the trestment of breast cancer, radictherapy may not ba the most debilitsting
of theraples whan compared to Its uses in othar cancers. | am not suffictently informed sbout

the use of radiotherapy In a broader sense to slow me to comment as to the most debllitating
forms of radiotherapy,

Howaevar radiotharapy for Primary bresst cancer will vary on the individual; the ares trested,
the persons’ prior state of health and the amount snd type of other trestment they have
siready received and its duration, Varlations in severity of side effects are axceptionatly
Individual, Trestment is often defivered following e course of chemotherapy when patients
may ba still recovering from Its short term mwmmu.m.mmmmm

effects. This situation mey then be compounded by undergoing radiotharapy so that s period
of time axists where there Is @ ‘cluster’ of side affects.

: A s : i _ i
Potted On: 0S/05/2001. 18 19:57 >

The cumulativa effects of RT in the hesd snd neck are debilitating, Dryness of the mouth, teste
Toss, skin and mucasa changes and damage to testh and Jewbane also. Muscle
contraction produces trismus snd there can be difficulty in chewing, esting and swallowing

T i !ﬂ"""(
. e I s g i
Siathevanyl LA Clinkias:
- ~ . - T itk .

Portes On: 05/03/1081 14,2593

Agaln, a3 8 Socist Werker, § fes it's not really appropriste for me to answar this question, but in
my non-medically trained profession, my experience would suggest that those young people
having radiotherapy to the brain sxperiance the most debiliteting side-affects due to the
somnolence / fatigue which often accurs several weeks sfter the trestment has stopped.
Theoat / jaw / neck radiatherapy can siso couse substantial throat pain / very psinful mouths
too. But as you say, it varies grestly upon the site snd duration of tha radiotherspy.

30
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Postad On: 050872011 14°35:33

Annﬂmpmhlmwlﬂlﬂnudbthmwmﬂnsmphwbommmmmdnoh
ulatcdtothodlstmuihwmudhnmlwrmmmmn.wunum.

“dabllitsting side-effect of treatment," it Is a very legitimate reason for many people a3 for why
they couldn‘t ba working whilst recelving radiotherapy trastment. For someone who haste

u_'welnnhwandlhnlfeodtwaypluslnulngmtlmotoﬂndp-rldnsmntln hospital,
plus the time taken to st waiting for that days trestment etc.,, it can, for some, ba » huge chunk

of the day gons. Atour al, some patlents need to traval by bus, ferry and
.mmmmmuwmmm«wm uneble to work, but
not strictly for » but pracyical, sida-sffacts of requiring the treatment,

head and neck: peivic flaor: full head : radical prostate

thesa types of radiotharpy can have axtensive and long lasting side effects which significantly
Impact on the petients sbifity to carry out thelr sctivittes of dally living

. e q!

Pasted On; 05/08/2011 14:32:53

EG
waskness, diarhoea} nauses, vomiting, fatique, axtremely tiredness

o e o o] (D
Posted O 08/08/2012 17 38:01 |

patients receiving radintherapy often talk about how tired they become as the trestment
programma continues. This is sssoctated with tha stress of actually attending the hospltal on a
daily basis for saveral waeks st a time, often, in crder to complata the trestment. This tiradness

can In turn compromise thelr general haaith and wallbelng snd increase the rsk of sacondary
Infections and side effects arsoclated with the trestment and their ability to cops, genarally.

Potted On:08/08/2011.09 24116

Tirednass (fatigue) is the most common and most deblfitating sice-affact. It will affact 75% or
more of pecpla undergoing curative radiotherapy. It varies enermously in saverity and can be
quite debliltating, individual variation s the big factor hara rather then spacific treatment sites
or schadules, similar people recaiving Identical treatments can suffer widely differant levals of
fatigue. Fatigue Ismore likely, though by no mesns confined to, older paople, and can persist
for months if not years after treatment (agsin tha older the person the longer they era fikely to
take to recover. Othar side effects ara more site spacific and ogin thera s encrmous varlation In
their sevarity and duration. For axample for men undergoing radical radlotharapy for prostate
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mh&nwﬂwqmumqmmw@-mmm.mum
Sﬁﬂﬂpébh%&ﬁnﬁn&ﬂéum&eﬁk%’%ﬂmﬁwﬁnm
debliitating bowel problems. So wheress most people having curative radiotherupy will have
mudmnmlmmmpkulyuﬂthlmlxmnﬂuthlnwﬂlbumlmrlty(pubnplupto
5%) who will have chronlc, possibly permanent, dability following treatment,

Posed On: 07 08/ 2011 2326:18

Typas of radiotherapy that sre perticularly debilitating are these to the head, neck, oasophagus
ond stomach. They cause dysphagls, lmofnmﬂp.wnmuﬂn,mduudfoodhuhond
malnutrition. For patiants In thesa groups It Is bkaly that s patients will ba affacted by thess

—

Disrrhaea, severity varies for esch patient, offects most pitients having thair pelvis trested,
should settle & faw waeks post trestmant,

Sore mouth & throat, sffects all pattents having that are having ares treatad, severity varles for
each patient, should start to settle a fcwmelsponmmmtdtllmh rasulting weight loss

Posted On, 09/05/2015 18.44:18

Sora skin, maffutawpmlwlngnaothmw. saverity varias for each pstlent, should
unlaa&wmdapmmmmd:hoqhmavhh permenent change In colour and texture.
Fwaue.maytffuttnvmﬂmt.mmyumsferndwmm.mmummdufuuda

p‘ﬂmto
Cmkphiene. | : P G i , Rta'bmmt: ‘ii
FoRea On: 03 05/2011 18 4547 for

Debility cumulates during trestment. the burden of travalling evary day for trestment for 6 to 8
weaks is & factor but the biclagical effects of radistion upon dividing cells of normal tissues is

the dabllity can persist for months after the complation of trastmaent, Side qffects will depend
upon the ares that is trestad but can Includa - mucositls, distrhoes, snoraxla, skin reaction
(burns), cystitts, nauseas, vomiting, headache, somnolence and so on,

12
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Pasted On: 08/05/2011 00 37:47

Typlcally these symptoms from radiotherapy sizo tend to build up so toxicty accumulates the
longer you go on with traatment. The fatigue and mantal fatigus may extand for 6-12 months
occaslonaily even longer. 1fyou have recently had major surgery as welt priar to radlatherapy,
or dus surgery sfter radiotherapy things cam ba much worse.

Racﬂoﬂunpyﬂnhmtcmtrunmtvpluﬂyh&edlnuluhmwmn-w
Network - thesa can aften be a lang distance from 8 patient's home and an Important factor to
consider 15 the traval lnvolvad in attending for treatment.

t Is not uncommon for ma to have patients from Hastings who have to maka a 70 mils round
trip alang a slow coastal road avery day for 7 wasks - this would make ttimpossibie for them to
work even If they ware fit enough ta do se,

Iladlotlm-awwﬂuliudlndnodcandouophqwmummmmmwthmﬁ}
which Is painful and prevents normal esting and drinking. As a consequance of this s majority of
these patiants require morphine based analgesta during trestmant and nearly all wifl require
dbmmodtﬂuﬂonmdadmmqmdﬁnaml.zmmﬂnudmfomdmfudhgm
tube pleced direcly Into the stomach} and 10% witl be admitted to hospital at some stage
during the therapy for support.

Rediotherapy to tha bowal or pelvis (Including prostste) can cause nauses, bowel upset,
bladder Instability. Treatment for diasrhoes is often nacessary. Hospitillsatian Is rare,
Radiotherapy to the brain ceuses total alopecis and oRen cause extreme slaepiness
{somnolence syndrome) althouhg note that this often Is at fts' worst seversl waeks sfter the
sadlotherapy has finished, :

Lung trastmant can {Ironicelly) worsen bresthlessness due to a tamporsry inflammation of the
lungs {pneumonitis) resching & peak sbout 6 wesks after trestmant.

There s population varlation In the degrae of thase side eflacts and we still don't know why
soma are more sevarsly affected than others - cigsrette smoking, obesity, high blood pressure
and dlabates all seem to predict for mora difficult side affects but the responsereamis
unpradictable,

Pesved On, 10/03/2011 07:3%:49

Typically sida effects will reach a peak a faw waeks sfter trastmaent and then improve on a dally
basis such that usually aff scute affeets of traatment have resolvad by 3 months,

Fosted On: 0805/2011 03:%6:38
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ml;ohﬂomﬂhMMmddcd&mafrdbﬁmpyprquummm S
affacts on the skin & fatigus.

SKIN/NORMAL TISSUE DAMAGE: Ranging from mild soraness/redness to moist desquamation
ond break down of tlssues.

FATIGUE: {as described above) which may be cumulativa throughout the duration of treatment,
and potentially lasting for weaks/months following regardiess of prior sdjuvent trestments,

Bothoftlmuldncﬁnmmmnﬂ-llyaﬁmmlpmmmmvtommmmofdaw
living and quality of ife. Tha majority of patiants will expertence thess commen side effects in
varying Intensities.

Rodlaﬂunwmabohmdlnllnmﬂmbn of symptoms In secandery breast cancer and

commonty result in fetigue/increased fetigue ot & time when the patient may slready be
suffering many other problams as a corsaquenca of thelr disease progress,

Guexmens . |

Gioup | {hepinder gt T ]

Paneo On. 04/0%/3011 05 31:27

Mucositfs, pain, tasteloss during RT snd upto 1yr after trestment. Tha mucosttls usually satties
post treatment,

The dentition ks also at risk as Is the faw bone and effacts of RT at a lata stage such as jaw
necrosis can be sevarely debilitetsing.

Ory mouth Is the most common complaint and saverity of this Impsirs eating, swallowling snd
spaach, A univarsel camplsint but most patients tolerats @ few years inta follow up.

In my non-medically trained exparience, tha fatigue / somnclence from cadiotherapy to the
brain can be espacially deblfitating, both during, and for saveral weeks after treatmaent. This can
often occur 4 to 6 weaks after tha trestmant has endad, which, !f someone has had 6 weeks of
radiotherapy, is » sunstantlsl period of time when they may be unable to work, Howaever, again
thara are exceptions, snd same young paopls have menaged to contiune with work / education

Posted On. 03/08/201 34.23:14
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......

around radictherapy appolntments (even forriurd oncology), anl oy readed e few diyss

lt'sltr‘lponlbnltomm:hmmoudehlmm

the savelty may be dependent on the patients genaral hesith and age

Alos the Intent of the treatmant, eg patients having fult head radiotherapy for braln metastasis
will slready be unwall prior to the trestment

the patients soclal suport netwrok, abiiity to manage to cook and get food willa sio determine

how they ara affected
ettty ,' SuprOuestions) | Groug : {8 St

FPested On' 0605/2011 17.42,98

Bowasl cancar patients talk about uncontrofied and unpredicatable bowsl function, faecel
Incontinence, disrrhoea snd severe axcaristion of the skin around the anus and buttocks, or
around dusihofﬁl«ﬂnmulmuhofamnmwmumauﬁuﬁlﬁof
radiotherapy. This In turn slso sffacts snergy levals, their sbility to malntain adequate hydration
and nutritional status, and Increases thele risk of general deterioratian and Infection - aspeciolly
sincq the radlation and chemotherapy are often given tn combination - especlally for rectal
cancer patients,
mmmmmwmmemmmdummmmmwhkhmm
thet it cannot ba risk assessed and maneged In the same way as might be possible for patients
receiving chamotherapy.

in addition, the bunﬂmofﬂwshlmndduplrmnw.bupfhmﬂonmdmw
secondsry to nerve of other local structures can sfso couse difficulties with urinsry incontinence
and Infaction, :
Burnlnloftlu_sldnlnmt«nmonddnffoct.mdwtlmﬂalw«pdﬂemmd
buttock are affectad, this can moke any activity that involves sitting Intalerably painful, end
ogain, there bnowwofpuwﬁngﬂﬂsddem-umonlvbemundhmof
palliating symptoms and reducing risk of infection from broken skin until such times es It iz able
to hesl on Its oum, During this time, dmndhgmthnmnﬂtvofmluawm.umwnﬂbo
possibla to wear any clothing In direct contact with the skin, making it Impossible for people to
malntain dignity and what would be considerad a normal standard of drass for any publie
environment,

o I '

Partes On 0S/05/201109 28 19
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Stte of trastmeant snd Individus! varlstion are key hare. People having curative rediatherapy for

ly to expurienca dabilitating stde-effects, that may
or chast lrradiation, Equally soma women having
radiotharapy for braast cancer will actually suy wwfwndudluhmwhudubmwith
thmdumotimm,dﬂ'wghﬂmwlllbtlnuﬂnoﬂm

Posted O 07/05/2001 2242:08
Radictherapy Is comparable to chemothers

symptoms, pacticulary as the side effects
may ba In patiants such as those with

py 3nd In some clreumstances may create more
continue for # long period of time. The circumstsnces
head and neck cancer, cesophageat cancar, gastric cancer
and some of the pefvic cancars. The side affacts can continue for many weeks, even months,
and be vary

Sunemmwllmhuwmnwmommmhumof
entarsl tube feading after radictherepy, particulsrly to the heed snd neck.

Postad On: 54/05'2011 15 52:27

Debilitating efffacts of reciotherapy ara comparable to the effects of chamotharspy depending
on the eraq being trestad,
. Patiants hwtngudbﬂwylnmmd&n«kmsﬂdupelvhuuﬂb.eonﬂdundtobc
dealing with side effects a3 debllitating as those of chemotherapy. Side effects have been
discussed In question abave.

ererioee i Mnﬂm

once again the system falled to save my snswer, briefly: XRT snd chemotherapy simiterly

dabilitating (rests on the blologics! effacts on normal tissuas); chemorediation Increasingly
used - anus, gynaecological cancer, lung cancer, bowsl cancer, head and neck tancer, brain
tumours therefore it becomes academie to try to separate out the effects of esch modality

Pasted On 0£/05/2011, 30-40.01

{tIs simply nat possible hewnpanthuhntmenls-thw lead to very different and very
individuelly different resctions

26
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Parted On* 10/04/2011 072100

Seu snswaers above,

Cartalnly § bellave that radical {Curative) traatments for cancer with radlotherspy which sra
md»dmmbmwmdmmmmmhmdmnhm‘.luourl:anm
Cm-mdlulmoftmmtfwlndmdmkmwkwmmthemutdlﬁleult
of any of the treatments wa offer.

Palliativa trestments by contrast are usually delivarad ina very small number of treatment
sessions {fractians) and as such are generally betier tolerated.

On their own and In ganaral, the short term side effects for radiotherspy for bresst cancer are
often viawed a3 baing less debilltating than the effects of chemotherapy. Howeversome
individuals wiil suffer sevare affects of radiotherapy having had faw effects fram theis
chematherspy. This mekes identifying situations/cavests whers radiotherspy is as/mare
debiiitsting than chemotherapy axceptionatly difficult to Wentify,

Pasted One 08/08/2013 78:33:51

Monofmypoﬂcnuhmadlmmdnmmaw glven to enhanca tha function s of
Radiotherapy and surgery for cancar call desth. Thsi is In the form of 2 courses during AT and
patients symptoms vary from lassitude to sevars toxiclty snd neutropenls. By 6months of
succassful treatment these effects are not considerable but the effects of trestment couk be
upto 18months or longer for some

el i Fuo-fwenon:

Pasted On. 06703/2021 09,35 53

Head abd neck cancers sre more rasponsive to Radiotherapy than chemctharapy, Chemo is
vsed as an adjunct and In trisls newer therapies ara being used also,

When chemo is used for sarcoma of the head and neck the affects are systemic and more
dabllitsting for the petient. Tha cancer is usually more aggressive and requires surgary In
.ddltbn.
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Poited On 05/05/2011 14:42:39

Aacln,l‘mnotthclmt—qusllﬂadpcwtolmﬂ\bquwmlndamoalv&mllmm the
mbstenmmonunmhrlswumrnlds,whldnhndtohﬂwdlﬂ'lmltfumthmoﬂh
older population. However, I'd say thet some radiotherapy is definitaly es debilitating ss some
chemotherapies, as people can exparience nauses, axtramae fatigue, pain and swalling ete. |
don‘tfultlmnllmplemdﬂngudloﬂmwtmmmauwbh ta work though, and [t
Mmmﬂ:pmdmﬂ:aunofwm.mwdlﬂuMMbmllmholw
state of the patient ani thelr ablilty to cope with the stress / damands, but slso the practical
considerations of coming to hospital an a dally basts, indluding financial and time implications.
lvmfortl\mw_homlvoudloﬂnmwto-ﬂhwhuo&o“anlmlmmoﬂm
considerations naad to be talan Into accaunt, including emotional state and time taken to
traval to actually receiva the treatment,

T s L R T

Sea the answer above

Posted On, 56/09/2011 17°51:40

I think each alemant of cancer traatment comes with its own risks and side effects end are
depandant upon the individus! abllity to toferata trestment and the managemant and palliation
of expected snd unexpected side effects and lstrogenic disease. it s aftan Impassible to pradict
who will mnnmommusmlﬁm“ddmmdlpnlmlhluhonlnmua
with over the yesrs have sald thet they could not balleve how tired this kind of treastment had
mada them, and how unprepared they wera to cope with the effects of the trestment they hed
u«lwd.lnuputlvufmodam.Iwwdsmmﬂimfonthatlﬂsmamufmwm
worse than the other, but rather that they are both equally demanding and debilitating in thelr
own right and shauld ba cons!dered as such.

Pusted Qv 05/08/1011 0989 29

38 i
Expart Consuitutmn into e exemption deindion Jor the ESA Wors Copotuiity Assessiment
Doe Losi Ec.ted: 06.1ne 201 Checked By, Dot © hecke gy




¢

_d r 9
nsulting Tk

e-lominate - Advanced Search Page 24 of 33

Mvmondwulmuhmkmndhulnﬂtcmlmhmyvmmwuhthe
dwdmmandmuﬂhnbldogldmmm Like othar blological theraples this has
o&cnbnnmldmdlmﬂcﬂ;m:humﬂnnpibutﬂuhhmmunﬂuﬂonofthﬁqm
ﬂmndoumthwolmmedmtﬂf&ﬂwqmumwdw.hﬂumﬂmmdmpdq
ond dmnuhmdumolwddm[lmmudlm)ww. But many people taking
!maﬁwafumthmafcwwuhbmdltpwprdydoblﬂnﬂnswd.w.m
troublesome than many conventional chamatherspy regimens. Once again it comes down to
questions about the drug and regimen emplayad and individusl varistion,

Pouteq On* 07/05/2011 32 4240

Im;n natmrmtlvmpoﬁent:on new or emerging trestmants,

Pasted On- 03/05/2011 10.3030
Cetuximeb is & monacional antibady thet Is being used for some Head & neck patients.
Thare s a skin resction side effact with this drug that affects all patients snd can be so sevare

thattrutmentmhmbhh&nmudunmmwnﬁuchm.mwmm-fuﬂ
recovery aftar trestment,

Pored On- 050312011 13,5548

my axpariance with Imatinib and sunitinib Is that the fatigue and mustle pain and fu like
symptoms ara very bit as debilitating as corventianal chemotherapy. The majority {over 70%)
will experience significant problams.

Cuabstipn: i

Postad On. 0805/ 2011 00 45°47

All the oral tyrosine kinasa Inhibitors as 8 class cause fatigua - slthough same srerecagnised to
be worse then others, For soma It Is profound and the patient may sttand the clinlc In s
wheelchair. However, unlike chemo/RT my expasience is the symptoms Improva rapidiy wheri
You stop - maybe a3 little as 7 days and potients say they feel well,
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Generalising, the biological treaments tand to b wall tolarated and with less side affects.
Trastuzumab (Harcaptin) for exsmple hes littie to no side effacts with soma mild flu like
symptoms affecting some patients and most of my patients complaining only of the
Incavignience.

Cetuximab can cause mild disrrhoea and an unsightly scne-like skin rash,

Lapatinib Is not dissimilar to Cetuximab in side effecte profle.

Posted On' 10/05/2011 07 28.91

Most of thesa are wall tolarited and sre not debilitating but do please note thet most of these
are given in combination with other treatments and as such ore adding their smeil burden of .
ﬁnultnoanalfudyNd:bmdmofmuy.nvwwufmphthadmcmmkmhbohm
racommended to ba added to radiotharapy in the trestment of head and neck cancer. This
racommmandation was made on the basis of a trisl which raported additional benefit to this
wmmmmmmwmnummm:umm.mm thisis true, closer
reading of the trial that shows thatin 18 ofdnzamlﬂammﬂumamham&c
cmmmmmallulebnwmﬂmufmmmw:dmwwﬁamu
howmhomupoﬂmuwhmfomdthltﬂm-ddﬂonﬂsmﬂmdmumuauumbnrd
dlffmmdomm(!mmhmum)mmmuum»awlwhmmd\m
difficule, - :

Petted On-09/05/2041 08 58:28

One newar oral biological trestment used In secandary brasst cancer — Lopatintb - whilst not
widely used has soma side effects which may be pasticulacly dablitating that sre worth
meantioning:

Approx 30% of people hmdlmhmwhlcﬁmhm

30% Skin changes. Somcofwhldimybummulhwlffutmmuofdnﬂylmm
Eatigue '

Posied On, %5/05,2021 2204 59

«Imatinih / dasatinib for chronic myelold leuksemia, This s generally vary well tolerated,
Patient can experience ankie swalling, palpitations and mitd fatigue Initiatly but generally thesa
symptoms improve with time
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~ lonaidomice for myelome, Thi ts more problemalic 30-40% of patients expesience significant
fatigue. mdmﬂmupldnmbommmmppnﬁonwhlehmmlﬂikof
infection.

Foited On 05/03/2011 14 43:83

ldon'tfedquaﬂﬂ.dhamwﬂ\lsquuﬂon!

Posten On £8,05/2041 175315

For Radiofrequency Ablation and Cyberknifa traatments, the side effects can manifest as mild

symptoms of a flu like Hiness thet pmhn&wdayahufuﬂblovmsynﬁumﬂmmm
several waaks to recover from,
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debifitsting a3 conventional cytotoxie trestmants.

Posted O+ 03/05/2011 10.38.24

The sida effects of catwdmab are comparable to s ssvers rediotherepy skin resction.
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Iittle different
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Tend to boloudublnumbut(unbon)ltlsuuﬂlatﬁmaudollwmluu&mlcmodom
of trestment and are ususlly sdded Into axisting trestment psradigms, ‘

Pested On; 03/05/2011 2205:31

in genere! they do eppesr to be better tolerated, However esch drug needs to b evalusted on
a case by case basis,
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Posved On:05/05/2011 16 0820

The following s st ofsalected referencesthat | think might be relevant:

Hofiman M et sl, Cancar-relstad fatigue: the scale of the prablem, Tha Oncologist, 2007; 12
(supplement 1): 4.7, This supplement includes a number of Intaresting pspers on cancer-
related fatigue

Stust R et al, Concar-related fatigue, Cancer, 2003; 98: 1786-1801

Minton O at al, A systemetic raview and meta-snslysis of the pharmacological treatment of
cancer-related fatigue. Journal of tha National Cancer Institute, 20085 100: 1556-66

Bruera E at al. Challenge of managing cancer-related fatigue. Journa! of Clinleal Oncology, 2010;
28t 3671-3672

Andreyev ). Gestrointestinel complications of pelvie radlotherapy: sre they of any impartance?
Gut, 200S; 54: 1051-1054

Danten AS et al, Systamatic raview of non-surgical intervantions for the management of late
sadistion prectitis. British Journal of Cancer, 2002; 87: 134-143

Miller NL et af Heatth-related quality of life sfter prostate brachytherapy. British Journs! of
Urology intemations! 2004; 94:487-491
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Feilowfiel ""_'cii'.i';t'ai.l'sydwloﬂ;h hological outcomes "" 103 of differant '__h_ '__'mmm'_ u policies in women wlthndv )
breast cancar outside a clinicel trial. British Madics! joumal, 1990; 301: 575-880

Hodgiinson K et ol. Long-term surviva! from gynecologic cancen: psychesoclsl cutcomas,
suppertive cara neads snd paaltive outcomes. Gynecologic Oncology, 2007; 104: 381-389

Mmmnzlset;l.me psychosocial and mﬂonalf-ﬂoutduncsmd fts treatmeant. The
Cancer Journal, 20085 14: 410-413

Pastad Om, 05/08/2011, 14 28.03

Chan, C., Richardsan, A, & Richardson, J, {2011). Managing symptoms In patients with
“advanced lung cancer during radiotherapy: results of a psychoeducationa! randomized
controlled trial. Journal of pain and symptem managament , 41 (2), 347-57.
Fransson, P, (2010), Fatigue In prostats cancer patients trasted with uxternal beam
radiotherapy: a prospective S-yesr long-term patient-reportad avalustion. Journe! of cancer
rasearch end therspautics, 6 (4), 516-20,
Kyrdalen, A, Dahi, A., Hernes, E,, Hem, E., & Fossd, S, {2010). Fatigua in prostate cancer
' survivors treated with definitive sadiotherapy and LHRH snalogs, The Prostate , 70 {13}, 1480-9,
Noal, S., Levy, C., Hardouln, A., Rieux, C., Heutte, N., Ségurs, C., at al. (2010, Sep 30). One-Yesr
wmmdmdmmmmm and Quality of Life Aftar Adjuvant
Radictherapy for Breast Cancer. Int J Radlat Oncol Bic} Phys.
Phillips, K., §im, M., Donovan, K., Pinder-Schenck, M., & Jacobsen, P, {2011, Feb 11).
Characteristics and correlates of slaep disturbances In cancer patiems. Supportive care in
cancer : officis! journgl of the Multinational Asscclation of Suppertive Care in Cancer .
Purcell, A, Fleming, 1., Burmaistar, 8., Bennett, 5., & Hoines, T, {2010, Aug 8), Is education an
effectiva managemant strategy for reducing cancar-related fatigue? Supportive care In cancar :
official journal of the Multinatlonal Association of Supportiva Cara in Cancer ,
Teunk, N., Haffty, B, Chen, S., Khen, A, Nelson, C., Plerce, D., st al. {2011, Mar 1), Comparison
of radistion-induced fatigue scross 3 different radiotherapautic mathads for esrly stage breast
cancer. Cancer.

Awpo ndere Ay

I8 it only a quastion of will power? Fectors associsted with job resumption after primary breast
cancer trestmant - Stads, Palumbo. POster P2-14-05 st San Antonio Breast cancer Confarence
mo

A prospaective langitudinal study of over 300 women in a single cancer centre In Italy locking st
factors pudicllnsanmmtomm.tumonﬂummnm&%dﬁdmmmw&
73% of thesa reportud that thay were ‘physicslly exhausted afte Hiness snd treatmants'

43
Lipes: Cansuftaton .nite the weenption safnlan for the FSA Work Lapubility Atessment
Oote st Ed :ad 06 lu-» 2011 Checkd 'y Dote Chacivn:



44

" Inmultivariabe snalysis the followtng ware identifieds

e-lominate - Advanced Search | ' Page 29 of 33

Traetment relsted toxdeity 0.64 {0.26-1.54) - not tatistically significant
Disesse duration >60 days 2.96 (1.25-7.03)
NAtura of work {physical vs intallectus) intallectusl 3.93 (1.57.9.82)

Other factors such as occupationts Intarvention snd full tine vs pert tima showed non
significart diffsrences.

A simllar{but retrospactive) Americen study of >3000 patients was reported st the ssme
conference:

Predictors of amployment outcome in bresst cancer patients Tevasrweok P2-14-07 SBCS 2010
Thay sppasred to show that patients who recelved an Increasing number of treatment
madslities WERE NOT more (Tkely to suffer o change In employment (factors predicitve of
change In employment were matastatic disease, black race, PErformanca status warse than 0 or
ongoing therapy) '

mmuam.ndnmnammmwmum reciplents were
more Nkely to have change in em,gloyment than non chema raciplents :
' ] I s ekt

Pasted Ore 10/08/2011 07.58:55

My persons! observation is thet whilst many of aur therapies have acute toxicity the three
biggest chstacles praventing patlents belng at work are:

1, Fatigue '

2. Peychologieal / Emotianat

3, {Faer of) Stigmatisation

Of these three fatigua Is the most Important and profound in depth and duration, Fatigue is
multifactortal but can often be very prolonged after trestment. My expesiance (end my raading
of the [iteraturs) Jesd me to belleve thet continued work {at some level) help mintmise both tha
Impact and duration of fatigue. ! frequently ancourage patiants to have an open discussion with
thelr employers around a flexible werking srrangements which sliow the patientto maintaln
some lavel of (contact with) work throughout trastment. | belleve that this Is halpful physical
and emotionally and speeds rehabilitation st the end of trestment. | worry that more
permissive sicknass (egisiation may disincentivise patients from being at work wian this can be
# halpful thing for tham,

Please accept thet these are situations which ara clearly not universal,

Given the ublquity of cancer | struggle a fitde with the concept of it baing sforded 'speciel’
status with respect to sickness regulstions and as my enswers to the prior questions Hlustrate
tha disasses and trastments vary so greatly wrt toxicity profifes | find itchallanging to
generalise, Is thare avidence thet the current situation makes it porticulalry difficult for
pauonts?-lfso,mlsism&odbadlhmhadfmmmmwnmp.

ﬁnallvphuamptnpolo;iuforwtvm-twlngﬁnm my fortel
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Posted On: 09/08/2011 08'59:00

8isphosphonates - The bones are the commonest site for matastotic spread of breast cancer.
Blsphosphonstes are used In thosa with secondary breast cancer of the bone and therafoce this
trastrnent Is widely used, The trestment Is ongoing until disesse progression, There Is a strict
protocol in taking oral bisphesphonstes interfaring with the patlents start to thelr dey~the
dmgmustbotakanasmdﬂclw;ﬂufﬂmohbnuﬂu‘. and the patient must remaln upright
for 60 minutes after taking the drug.

Clinleal telals ~ Clinical telals festure heavily in tha treatrment of secondary breast cancer. These
trials may ba demanding, with treatment regimas carrying varying side effect profiles which
may be experienced In varyingintensitias, and with extrs hospital visits for follow up and
{nvestigations,

Pomed On 03/03/201% 04.47:40

I heve been a Tharapy Redlographer for 15 years, | have spec!

undaergoing bone marrow transplants. In 2003 ) became &
supporting all patients with Informed consent, informatio
and cere in the departnment. In 2010, | gtactad
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Petrad On 07/05/2011 23 57,40

I deliver radiotharapy and chemotherapy to patients with gastrointesting, colorscte] cancer
andumnu.lammudlnthemﬂnddulveopowlmumt.lhawhmmldm
in thyls fiald for 20 years.

| am a Consultant Cliniics! Oncologist at ¢
2004. | work full tima and trest braast and NE
am the Lesd Clinician for Head & Neck Canc

am currently leading locully as o piot site for ¢
On support fro Braast cancer pstients pest tra.

forted On, 08/05/2011 090713

inical Nurse Spacalist (Pimary Breast Cancer} working for,
*ﬁwﬂolsmmmoaaulmmfwd
ar public on

Posted On* 08/08;10)4 12 0011

This obviously means | am answering these questions from my specialist knewledge base on
Cs
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Posied On: 09/05/2011 16.2703

l-m.mmdmwmmmmmmmﬂmmmmnmwhm -
but have tralned extensively In the mansgemaent of hesd and neck cancar,

{ st oo, Y
1 el

Pasted On. 08/0S/2011 09.15:09

I have heen actively involvad with work clocely with my Cancer
Natworks and Hospl work affectively. | am Head

Posted On. 05/0%/2014 213791

1 am a consultant haematologist with » special Interest In lymphema and ather

tymphoprolifarstive conditions,
lworl:lnam:hlnghospltdﬁdmp«\\mk.anda_dlwictumulhosplhlldlvwmk
where | sea genaral haematology patlents,
lhmbmlmmdumlntlmmﬁwsmonth:butwuupuulmmuhhnmlwlon
for 4 yeers.

Pered On OS/US/2011 29.47:57 -

Fve bean working es Worker for threa end s half years. |
work as partof s M ung Adult Cancer service, providing practical
and emotienal outreach sunport to all 16 to 24 vr olds 18 the pacplg impo

disgnosed within the

fmmﬂ'.polmd LTOEE TITTOUETE C0 IOy SO O TRE T n'b.ckto"f‘m
cancar, or being alongside during paliiative care, and providing ongoing beresvement support
to families aftar 8 young parsen hus died,

Poiied On' 08/48/30i1 M4 4956 i

As ragards this research, I'm sware that the cancers which are most common in tha TYA sge
range, are not the sama as the most common cancers In gither childhood, or older adults, so my
snswars are blesad In that respect! However, the patients I'm supporting often don't have
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and speed of sccass to ESA snd other benefits isvitall e T

is (lisltve care clinical nurse spacialsit mmM”
m.whdhmkmmformm. with peop

ties sinca 1985,
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6.2 Bulletin Board discussion

Section: About this discussion
Question: Welcome

Firstly, thank you for your time and help with the first phase of this research. We really appreciate
your contribution and support. We have reviewed all your responses to our initial questions and
would now like to get your thoughts on our understanding of those issues and how Macmillan can
apply that information in the context of exemptions from the Employment and Support Allowance
‘Work Capability Assessment’.

At the top of the screen you will see a number of different buttons:

Navigation - this will let you skip directly to the question you want to answer.

Forward and back arrows - this will let you move through the questions in order

'‘Unanswered questions' - this will tell you how many questions you have left to answer. But you
can ignore "1" as this page is not really a question!!

Under 'navigation' you will see that there are two different 'discussion topics' - chemotherapy and
radiotherapy. Under each topic are a number of questions - each of these questions is a new
discussion thread. You will be able to reply to the question directly, and also respond to the
answers left by other participants.

Over the next few days we would like to work with you all to come up with a proposed wording for
the exemption from the ‘Work Capability Assessment’ that will extend it beyond the current criteria
of:

e terminally ill (i.e., their death can reasonably be expected within six months)

* awaiting, receiving, or recovering from, intravenous, intraperitoneal or intrathecal
chemotherapy

Please bear in mind that any definition Macmillan proposes to the Government must be ‘workable’
in practice — that is to say:

e that the exemptions should apply to a clear-cut group of patients or under clear circumstances
e the exemption cannot be based on a list of specific drugs, due to the ever-changing nature of
available treatments

We would really appreciate it if you could make some time to log on to the discussion board every
day this week and share your thoughts with each other. Please see this board as a ‘conversation’
between us all.

Thank you for your time!
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Exemption criteria:

Has ongoing debilitating side effects as a result of cancer treatment ( surgery, radiotherpy or
chemotherapy) resulting in the person being unable to undertake regular work

E.g. Radiation enteritis, psychological trauma post diagnosis, lymphodeama

Posted on 11/05/2011 12:36:27

Section: Chemotherapy
Question: 1.1
Based on the responses we received, our understanding is that:

"The route of administration for chemotherapy (i.e. oral vs. non-oral) is not a good proxy for the
level of debilitation that a patient will experience"

Do you agree with this statement? If not, why not?

Yes
Posted on 09/05/2011 18:34:46

| agree. It is the type of drug, the dose and the frequency that are important, NOT the route of
administration.
Posted on 09/05/2011 20:01:54

| agree - patients can get side effects from oral medication as they can from non-oral
Posted on 10/05/2011 08:21:04

Yes, | agree. It's a combination of drug type, dose, duration but also often co-morbidities etc. too
(which is less straight-forward for an overall general statement).
Posted on 10/05/2011 10:34:19

Yes - as above!
Posted on 10/05/2011 12:01:08
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| completely agree. It's the drug, dose frequency of administration and side effect profile that are
debilitating not it's route of administration.
Posted on 10/05/2011 17:51:40

| agree as the impact/ effect of chemotherpy is dependent on the patient's general well being, the
extent of their disease and | also believe the patients individual social, emotional

and psychological status and support network impacts on their ability to cope.

Posted on 11/05/2011 12:40:42

| agree.
Posted on 11/05/2011 15:07:58

Thanks for your responses everyone. It looks like there is general agreement on this and it’s really
useful to get a consensus! If you are new to the discussion after this post, it would be helpful if you
could still confirm for us whether or not you agree.

Posted on 11/05/2011 15:32:09

| would agree with the statement and the comments made so far. One point that has not really
been mentioned is the huge degree of indvidual variation with apparently similar people receiving
identical treatment experiencing very different level of distress.

Posted on 12/05/2011 07:51:30

| agree
Posted on 12/05/2011 12:25:33

Question: 1.2.
Based on the responses we received, our understanding is that:

"The severity of debilitation experienced as a result of chemotherapy is primarily driven by four
main factors:

- The toxicity of the specific chemotherapy drug

- The length of time that the drug is administered for

- The dosage

- The underlying health status of the individual patient"

Do you agree with this statement? If not, why not?
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Yes
Posted on 09/05/2011 18:35:16

Absolutely.
Posted on 09/05/2011 20:02:43

Yes | agree
Posted on 10/05/2011 08:22:07

Agree completely (with the "underlying health status" including emotional / psychological ability
to cope too).
Posted on 10/05/2011 10:36:10

Yes.
Posted on 10/05/2011 12:02:54

| agree, and also concur that the underlying health status of the individual patient also includes
their psychological health.
Posted on 10/05/2011 17:55:04

| agree to a certain extent as this can be predicted

However | believe that the following aspects can also impact on the severity of side effects;
patients geneal condition, ie co-morbidites

their emotional status

their social support network

their emotional support network

if they live alone or have family/ friends to cook et for them

any pressures of family life, ie children, eldery parents to care for, partner/ spouse who needs
care, relationship difficulties.

how the person reponnds physically and emoitonally to their disease and the subsequent
treatments will often determine how they cope with what may seem to be either major or minor
side effects

Posted on 11/05/2011 12:46:39

| agree.
However, the type and form of 'debilitation' will differ from patient to patient as illustatrated by
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earlier responses.
Posted on 11/05/2011 15:13:24

Thanks! Again, it looks like we have broad agreement here too. But we’re interested the points
about a patients emotional status and their social/ emotional support networks. Do others agree
that this can have an impact on the severity of the side-effects a patient will experience? In what
way?

Posted on 11/05/2011 15:32:50

| would agree that other factors, emotional well being, domestic/financial problems etc can impact
on the people's ability to tolerate treatment. Quality of life studies have shown that depression or
life events completely unrelated to the individuals cancer or its treatment can impact on their
ability to cope with their illness and the side-effects of treatment. | am not sure, however, how
one could factor this into the definition we are looking for.

Posted on 12/05/2011 07:58:31

Yes | agree with responses completely.
Posted on 12/05/2011 14:19:28

Yes, | agree. Or at least it can affect someone's ability to cope with the side-effects of the
treatment. And how debilitating something is comes down to how an individual can cope with that
particular treatment.

Posted on 13/05/2011 15:59:40

| would agree with this statement but would also, as in the previous answer, make the pint about
the unpredictability of individual responses to treatment.
Posted on 12/05/2011 07:53:45

Yes
Posted on 12/05/2011 12:25:57

replacing "health status" in the original statement with "health and well-being" might cover these
points without becoming too bogged down in detail.
Posted on 12/05/2011 18:30:07

good point - | agree
Posted on 14/05/2011 10:29:41
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Question: 1.3.

Given that so many factors influence the severity of debilitation which a patient might experience,
we recognise that it is hugely complex and difficult to draw generalisations.

Nonetheless, Macmillan does need to produce a ‘universal statement’ which could be applied to all
patients with a view to ensuring that those who will experience severe debilitation will be exempt
from the Work Capability Assessment.

How would you word such an exemption statement? What definition would you use, bearing in
mind that it must be ‘workable’ in practice?

We would like you to provide your own definition and also comment on or adapt those suggested
by others.

Any patient receiving treatment for cancer with chemotherapy, radiotherapy, biological therapy or
any combination thereof should be exempt from the Work Capability Assessment. This exemption
should continue for 6 months after the last dose of treatment.

Posted on 09/05/2011 18:38:30

| do not agree that all cancer treatment should be exempt. For example, people on maintenance
rituximab for low grade lymphoma, on imatinib for CML and on low dose chlorambucil usually
experience minimal effects from their treatment.

| cannot comment on radiotherapy. With chemotherapy, debility is often associated with degree
of myelosuppression. Myelosuppression might therefore act as a useful surrogate for type of drug,
dose and frequency. My suggestion is:

'Any patient receiving courses of chemotherapy and / or immunotherapy which carry a more than
10% risk of febrile neutropenia'

Workability of this definition may be an issue although febrile neutropenia risk is available for
most chemotherapy drugs and combinations.
Posted on 09/05/2011 20:15:16

| also wouldn't agree that all treatments should identify someone as exempt, as some oral chemo
for CML etc. means someone is still perfectly able to continue with working.

I'd also perhaps suggest that someone could be reviewed just a couple of months after their
treatment had finished (with it being flexible though, and easy to respond to, ideally by phone, so
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that if their treatment hadn't finished or had taken longer / complications / change of
circumstances etc., the review could be delayed). A lot of people are able to continue with work
after a relatively short period of time following chemo, and we don't want to discourage that - it's
important for a lot of people to "move on" from cancer, and re-engage with life post-treatment,
but with the felxibilty that some will take longer, and that's fine too...

As for the actual definition, I'm stuck! It can't be down to a list of drugs, we're saying it shouldn't
be by how it's adminisitered... neutropenia is a good suggestion, but it can often also be down to
the fatigue, but then perhaps people only generally experience that amount of fatigue if it's a
stronger chemo? (I'm a Social Worker, so can't really answer that!)

But is it workable for the staff reading ESA forms to know about risks if neutropenia? That again
would need changing with new drugs emerging... I'm afraid I'm struggling here!

Posted on 10/05/2011 10:49:53

Are we prevented from referring it back to the treating Physician? | know that I'm potentially
giving myself more work here but couldn't the cover-all be:

"Treatment that in the opinion of the treating physician is likely to cause significant debility".
If not then any treatment that includes/requires additional supportive therapies might be a
workable cover -all, i.e. if anti-emetics and/or GCSF or immodium are needed then it's toxic
enough to qualify

Like others | am somewhat agin the concept of including all chemo as it will be cleraly
inappropraite for some patients and risks stigmatising chemo patients in the workplace and may

delay useful reintroduction to the workplace.

Posted on 10/05/2011 12:13:26

Whilst many patients continue to work through their chemotherapy and radiotherapy, in the
breast cancer arena, these treatments in isolation and of course sequentially often bring about the
MOST debilitating effects (often clustered) of the treatment modalities used (this

includes endocrine and biological therapies too). | am unsure how any other biological therapies
are used/side effects of in other tumour groups so | have difficulty commenting on this in a
general sense.

So - my suggestion to start with would be:

Any patient receiving treatment for cancer with chemotherapy or radiotherapy as monotherapy or
in combination should be exempt from the Work Capability assessment. This automatic
exemption should continue for 2 months after the end of these treatments when

appropriate assessment can then clarify the persons capability for work at this time. This

should take into consideration the individuals physical and psychological recovery and also that
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they could be on longer term or maintenance therapies which may or may not impact on their
ability to return to work.
Posted on 11/05/2011 10:51:39

| think is very good, but | would suggest 3mths rather than 2
Posted on 11/05/2011 13:06:42

It looks like we have a little more debate on this subject and that one definition is hard to come
by. To address some of your comments and queries, I'd just like to explain a little more about how
the ESA Work Capability Assessment process works.

In simple terms, what we are talking about is producing a ‘tick-list” of criteria that would exempt
people from having to undergo a formal assessment of their ability to work. This is done normally
over the phone at the point when a person rings up to claim ESA, so needs to be very simple —if a
person says they are terminally ill, or they are undergoing IV chemotherapy, they are
automatically given the benefit and do not have to through the formal face-to-face medical
assessment.

This is, essentially, the pre-assessment stage. All those who meet the list of exemptions will
automatically get the benefit but it does not necessarily mean that all other patients will not.
Patients who are not on the list of exemptions (i.e. all cancer patients not receiving IV
chemotherapy or with a DS1500) are then put forward for a physical/ clinical assessment. I’'m
afraid physician referral at this stage is not an option, but medical assessment does serve at the
next stage to ‘catch’ those who do not get automatic exemption but are too debilitated to work.

It is important to say here as well that this is just about those people who are applying for ‘out of
work’ benefits because they do not feel able to stay in/ return to work. It is not designed to stop
those patients who do want to work from doing so.

Once the benefit is awarded it automatically applies for a period of recovery as well — the length of
this is discretionary.

For these reasons we want to develop an exemption definition that will serve as a good proxy for
debilitation — for example “all chemotherapy patients” or “all chemotherapy patients excluding
certain categories”.

Posted on 11/05/2011 15:36:35

Bearing in mind the above, is “all chemotherapy patients” a good proxy or is it necessary to add a
caveat around low grade lymphoma and CML patients (and any others?)?

What would be a workable definition? By this we mean would (the vast majority of) patients be
able to self-identify the group into which they fall and would it be easy to provide evidence to
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confirm that the patient falls under the exemption criteria?
Posted on 11/05/2011 15:35:47

One possible definition might be to include all people receiving chemotherapy apart from those on
long-term (greater than 6 months duration) oral treatments, or to include all people on
chemotherapy but build in a review at six months.

Posted on 12/05/2011 08:06:09

| am unable to provide a 'universal statement' and appreciate the attempts made so far.

1. Not all patients will experience toxicity related to treatment.

2. Not all patients should be exempt.

3. Most patients on systemic cytotoxic (or concurrent) treatment should be exempt for 2 to 3
months after the completion of all non-maintenance treatment.

4. Some patients may experience side-effects after the completion of treatment - months or years
later (eg. peripheral neuropathy).

5. Are there other non-cancer conditions that are exempt and on what basis? If so, can the
definitions/statements be adapted by Macmillan for this exercise?

6. Perhaps patients (as above) should be exempt based on a 'Yes or No' answer which requires no
further clarification other that a defined period of time at which point it would be re-assessed.
This could be provided by the treating Centre/physician/GP.

Posted on 11/05/2011 15:41:53

Sounds like you could add a 'tick box' for the diagnosis CML which would exclude the patient.

What is the process on the other end of the 'phone line? Does the civil servant filling in the
responses do this on a computer? If so would it be that difficult to keep their database up to date
with the names of the chemotherapy drugs which we thought likely to cause debility? | accept that
this would not be possible on a completely paper based system.

Posted on 11/05/2011 18:09:58

| do not think that all people recieving chemotherapy should be included since (as has already
been pinted out) some people on long-term mainteneance treatments may have little or no upset
and be quite able to work.

Posted on 12/05/2011 08:03:36

It seems that there is general consensus that the vast majority but not all chemotherapy patients
should be excluded from the Work Capability Assessment automatically. The caveat appears to be
around those patients who are undergoing long-term maintenance treatments. With this in mind,
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we’d like to clarify a couple of points:

a) Do patients know they are undergoing a “long-term maintenance treatment”? For example, w
ould they be able to tick a box on a form to confirm this?

b) Does “long-term maintenance treatment” capture CML and the low-grade lymphoma
mentioned above? Are there any other specific cancer types that should be included in this list?

c) Does everyone agree with Terry that long-term should be defined as longer than 6 months?
d) Which would be most workable (assuming that one is broadly a proxy for the other) — “long-

term maintenance” or a specific list of cancer types?
Posted on 12/05/2011 11:17:22

| am unsure as to whether all patients would correctly be able to identify themselves as on long
term therapy - what they interpret that to be may vary, and you rely on the explanation and their
understanding of their treatment schedule/plan. | don't feel able to comment on the CML issue,
but | would agree that longer than six months would generally define long term chemotherapy.
However there will be those of course who will potentially be on long term therapy as their
treatment would be intended to be given until disease progression. This could be seen as
maintenance therapy but of course may not be any less debilitating.

Posted on 12/05/2011 14:29:38

It is getting into a bit of semantics but long-term treatment and maintenance therapy could be
interpreted as two different things: in the one instance one is continuing treatment because there
is a high-risk of relapse if it is stopped (ie CML) in the other its part of a planned programme where
the maintenance phase is intended to consolidate previous therapy (ie acute lymphoblastic
leukaemia). The difference is subtle but could be a source of confusion if one used one or other
definition (long-term or maintenance) and so a simple timescale - such as six months - might be
easier. People would generally know if their treatment is intended to continue for six months or
more - | think.

Posted on 12/05/2011 14:43:18

| agree
Posted on 12/05/2011 12:35:56

| think we may need to consider the expression "except for those on continuous therapy of more
than six months duration". My original draft was intended to avoid large numbers of patients
being summoned for assessment and being subjected to unnecessary stress and harassment.
There is nothing to prevent those who wish to work from working.

Posted on 12/05/2011 18:38:03
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Thanks for all your further input on this. Based on your comments, the exemption definition that
Macmillan is thinking of proposing is as follows:

A patient should be automatically exempt from going through an assessment if they are:

- Awaiting, receiving or recovering from treatment by way of intravenous, intraperitoneal or
intrathecal chemotherapy; or

- Awaiting, receiving or recovering from treatment by way of oral chemotherapy except for those
on continuous therapy of more than six months duration

Please be assured that while we completely accept that you do not think that method of
administration is a valid way of assessing debilitation, we are working with the exemptions
definitions that already exist. The first bullet is what already exists in law, the second is what
Macmillan would propose is added in.

Would you agree with/ support this definition?

Posted on 13/05/2011 11:35:51

I think that looks plausible (although am a social worker, so not sure completely about all cancer
types and treatments!)
Posted on 13/05/2011 16:05:09

Yes - | think so. The logic of the 6 months issue is sound in that we shouldn't be prescribing
treatments for longer than 6 months if they are causing debility and therefore (assuming good
practice) treatments given for longer than this will be well tolerated.

Posted on 13/05/2011 16:36:38

Yes, | think this definition is as specific as it can probably be.
Posted on 14/05/2011 10:34:02

Question: 1.4
Whilst we obviously recognise all the points made so far about the route of administration not
being a good proxy for debilitation, it would be useful for us to understand whether there would be

any groups of patients receiving IV chemo who would be unlikely to experience severe side effects.

If there are any, please can you specify these?
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Not that | can think of within my experience (of TYA cancers)
Posted on 13/05/2011 16:06:57

Important to distinguish between iv chemotherapy and iv biological therapies. Adjuvant breast
patients may receive one year of IV Trastuzumab (Herceptin) with little or no side effects.

Posted on 13/05/2011 16:38:04

Perhaps use the expression "IV cytotoxic chemotherapy"
Posted on 13/05/2011 17:30:36

This is an important point - there needs to be clarity that the 2 therapies are different. Apart from
the point we keep flagging about individual responses to treatment being different, where

one patient might find the FEC bit of a FEC - T regime difficult to tolerate but the taxane easier,
and another vice versa (which our service users voice on many occasions) | can't add any other
circumstances from my perspective.

Posted on 14/05/2011 10:40:06

| would agree with the comment about the (usual) relative lack of toxicity of some long-term
biloigcal/targeted therapies, like Herceptin. The only examply of cytotoxic iv therapy | can think of
that is usually relatively non-toxic is adjuvant carboplatin in seminoma testis (testicular cancer)
which may be as little as a single treatment with little or no side-effects.

Posted on 14/05/2011 09:09:17

Section: Radiotherapy
Question: 2.1
Based on the responses we received, our understanding is that:

"Not all radiotherapy treatment is necessarily particularly debilitating but it can be severely
debilitating in certain circumstances"

Do you agree with this statement? If not, why not?

| disagree because the majority of radiotherapy treatments are debilitating - only a small minority
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of treatments (such as those for skin cancer) can be regarded as causing only minor debility.
Posted on 09/05/2011 18:40:24

I'd agree with this statement (but am aware that as someone who works with 16 - 24 yr olds, it's
not representative of the most common cancer types in the majority of people).

For certain tumour-types, it can be very debilitating (eg. brain / throat), and the side-effects can
last for a couple fo months afterwards, but for many of the young people who have bone tumours,
or some lymphomas, for example, the hardest part of the radiotherapy is the large distance
travelled and the commitment to come in every day. They often find the radiotherapy itself much
easier than the chemotherapy they've had beforehand, and can be off out to work / education
around their radiotherapy.

However, if you think of "debilitating" in terms of the ability to work, it's not easy having to come
to hospital 5 days a week for what can take several hours(depending on how far away they live).
Posted on 10/05/2011 10:59:13

Yes - | agree

For many of my breast patients the only obstacle to work during radiotherapy is the travel but for
my head and neck patients radiotherapy would be almost impossible.

Posted on 10/05/2011 12:15:06

| would agree with this statement. Many of those having radiotherapy for primary breast cancer
do not find it debilitating (although this may be dependant on their prior treatment to date) and
manage to work throughout - logistics allowing. However for those undergoing radiotherapy with
palliative intent it may not be the treatment but rather their disease progression (and therefore
physical and psychological health) which impacts on their capability to work.

Posted on 11/05/2011 14:11:05

| agree.
The wider considerations need to be the patients general well being, co-morbidities et
Posted on 11/05/2011 13:09:23

| agree.
Posted on 11/05/2011 15:43:20

Thanks for your responses everyone. It looks like on one level you all agree with this statement,
although “certain circumstances” represents more patients for some of you than for others.
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If you're new to the discussion, we’d be interested to hear your thoughts!
Posted on 11/05/2011 15:55:24

Yes. Most palliative treatments are short course low dose treatments and relatively well-tolerated
and some curative treatments (like routine post-operative radiotherapy following surgery for
breast cancer - which accounts ofr a huge proportion of the people treated) is generally well-
torlerated. Equally curative radiation to the head and neck, and pelvis can often cause huge
distress.

Posted on 12/05/2011 08:08:31

| agree with this statement.
Posted on 12/05/2011 12:01:21

Question: 2.2
Based on the responses we received, our understanding is that:

"The severity of debilitation experienced as a result of radiotherapy is primarily linked to three
main factors:

- The tumour site being treated

- Whether the radiotherapy is with curative or palliative intent

- The length of the treatment period"

Do you agree with this statement? If not, why not?

| disagree, a protracted course of palliative treatment will be just as debilitating as a similarly
protracted course of radical treatment. It is the fractionation and the dose (as well as the size of
the treated volume) that will dictate the debility and we should not be discriminating by treatment
intent. Palliative regimens tend to be shorter and simpler and this is why, in general, they may be
less debilitating (although the underlying disease may be more debilitating) - in other words
treatment intent is not necessarily an independent predictor of the degree of debility.

Posted on 09/05/2011 18:44:20

| disagree. The severity of debilitation may also be influenced by the patient's underlying health
status and co-morbidities

| think you would also need to qualify which tumour sites would cause more debilitation - | see this
issue has already been raised.

Posted on 10/05/2011 08:25:43
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| agree that the intent is linked in with duration and agree that a palliative treatment given over a
long period would be debilitiating.

Site and fractionation are important
Perhaps the most important predictor of toxicity during treatment is whether or not it is delivered
with chemo. | cannot think of a Chemoradiation schedule which is not debilitating and would

happily agree that all chemoradiation schedules could qualify for exemption.

Posted on 10/05/2011 12:19:14

| agree with the points noted by others that the health status, underlying conditions and if the
patient is also receiving chemo need to be consdired.

The treatment cannot be considered alone, what else is happening to the patient needs to be
looked at to assess their ability to work

Posted on 11/05/2011 13:13:00

| disagree about the curative / palliative intent clause - obviously if someone has a DS1500
because of their prognosis, this would be irrelevant anyway, but for those having palliative
radiotherapy who hopefully have a longer prognosis than 6 months, in my (social work, not
medical!) experience, they may still experence debilitating effects. And it may be that they are
stuggling with other symptoms too. On top of possibly having just been told their cancer is not
cureable...

I'd probably agree that tumour site is most relevant (taking into account any co-morbidities), but
ensuring that it's clear that social / emotional factors and time taken to travel to receive the
treatment can all mean someone is unable to work, (or work their normal hours / maount of
hours) and shouldn't need to have to argue about it!

Whilst it'd be fantastic for the persons's Consultant to make the decision for each individual, |
don't think that'd go down very well as it's an awful lot more paperwork to do on top of already
crazily busy workloads! Benefits need to be sorted quickly for people (as often, with the young
people | support, they don't have any income at all until theor ESA is processed - we can't risk
adding another delay into the process).

Posted on 11/05/2011 13:17:18

| disagree. There are far more variables than the 3 factors noted for each individual undergoing
treatment as to how debilitating they find their treatment. As my knowledge is very specific to
breast cancer | find it difficult to comment on radiotherapy for the different tumour sites but feel
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it would be quite difficult to 'rank' debilitation by tumour site.

Radiotherapy can be as debilitating for both those receiving it for either curative or palliative
intent, and as already mentioned, whilst palliative regimes may be shorter - the underlying disease
at this time may make the treatment all the more difficult to tolerate. So in all circumstances the
severity of debilitation may be affected by the patients underlying physical and psychological
health as well as any prior or concurrent treatment, and logistical reasons such as travel etc.
Posted on 11/05/2011 14:38:49

No. Although | am not a radiation oncologist, | accept the responses of the other participants.
Posted on 11/05/2011 15:46:04

Thanks everyone! It looks like we got it wrong here with the palliative vs. curative intent so please
consider that “removed” from our understanding at the top of this discussion. It also looks like we
need to add “the underlying health status of the patient”.

With those changes, would you all agree with this statement? (Please note that we’ve added a
new question about combined chemo/radiotherapy schedules later in this section)
Posted on 11/05/2011 15:56:18

Given the changes you have suggested | would agree with the statement
Posted on 12/05/2011 08:12:50

With those changes | would almost agree with the statement, but you would need to take into
consideration concurrent treatment (as well as underlying health status - including psychological
health).

Posted on 12/05/2011 14:39:14

| also mostly agree about "underlying health status" to include something more general about
psychosocial / emotional wellbeing too".
Posted on 13/05/2011 16:10:53

| partially agree with this statement.
Another factor is if the patient is having concurrent chemotherapy (such as Head & Neck patients)

Also as others have mentioned underlying health status, co-morbidities etc.
Posted by on 12/05/2011 12:06:31
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I think the revised version will be fine - again the expression "overall health and well-being" might
be more inclusive than "health status"
Posted on 12/05/2011 18:41:57

Agree
Posted on 13/05/2011 16:39:44

Agree
Posted on 14/05/2011 10:42:37

Question: 2.3

Based on the understanding that the tumour site is the best proxy for debilitation, Macmillan has
proposed the following definition for exemption from the Work Capability Assessment:

"Patients undergoing radiotherapy to treat the following tumour sites should be exempt from the
Work Capability Assessment:

- Head and neck

- Gastro-intestinal

- Pelvic (including gynaecological, prostate, testicular etc.)

- Colorectal”

Do you agree with this statement? If not, why not?

Does this definition need any caveats? If so, what?

| disagree, it misses out Lung cancer. Radiotherapy treatment for breast cancer is also well-
recognised as a significant cause of fatigue.
Posted on 09/05/2011 18:45:49

Yes
There may be important omissions - lung and brain.

Whilst | agree that breast radiotherapy is a common cause of fatigue | don't necessarily equate
that with debility. | would argue that activity (including work) is the intervention with best
evidence to improve it and would not include breast in a standard definition.
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Posted on 10/05/2011 12:22:17

| think the definition is good but should include brain and lung radiotherapy as these tend to be
debilitating and would prevent the person being fit for work for a signicificant period of time, if
indeed they ever were fit to hold down a full time job dependent on the long term / survivorship
outcomes

Posted on 11/05/2011 13:16:11

I'd agree with these categories but am not really qualified to comment on others which may have
been omitted (as TYA cancers are different to older persons cancers).

| do think there needs to be something on the form for the decision makers about time taken to
receive the therapy though too. If someone is travelling each day, for example, they may well be
unable to work for those 6 weeks, despite it being radiotherapy to a "less-debilitating" tumour
site. The last thing they need is to then have to fit in a trip to an ESA interview on top of that.

There does need to be the facility for a certain amount of flexibility in deciding for each person -
patients need to be able to make their case for why they are unable to work, and for that to be
taken into account (whether for emotional or practical reasons). | think staff deciding on ESA
claims need to be trained in what is reasonable / unreasonable, and for patients to be told clearly
what they need to say when applying, if they feel they have extentuating circumstances (and
clearly that would be the case for anyone applying for ESA for any reason, not just cancer).
Posted on 11/05/2011 13:26:50

| can't really agree with this statement. Whilst my wider knowledge of treatment of other cancers
is limited | agree on the omissions of lung and brain as mentioned by others. | have to state the
case for those having radiotherapy for breast cancer which is a common cause of fatigue
experienced by many of our clients and service users. They can find their treatment very
debilitating when it follows chemotherapy, or a protracted recovery from surgery and so any
fatigue already experienced may be compounded. However, whilst the symptoms of fatigue can
be helped by activity such as exercise, | don't necessarily include work within the term 'activity' |
am afraid. | would stand by my previous answer to Q 2.2, in that there are many variables which
will affect debilitative effects of radiotherapy. This means that making any specific caveats
extremely difficult.

Posted on 11/05/2011 14:57:29

No, for all the reasons stated by others.

Yes, but again probably too many for a 'universal' definition. The potential prognosis of the
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individual patient is also important.
Posted on 11/05/2011 15:51:04

It looks like we missed brain tumours and lung cancer from this list so please consider those
added!

Please see question 2.4 for more discussion on an exemption based on tumour site and debate
about other cancer types not included in the list here.
Posted on 11/05/2011 15:56:47

| would agree with the inclusion of brain irradiation.

Being pedantic about the above list: radiotherapy for testicular cancer usually involves the para-
aortic nodes, not the pevlis, and is usually relatively low dose and well-tolerated, so should this be
removed? also colorectal cancer radiotherapy is almost always confined to ractal radiotherapy,
which is pevlic irradiation and so does not need a separate category.

Posted on 12/05/2011 08:16:23

Agree with brain and lung being added

Also should include Total Skin Electron Body Treatment for patients having whole body skin
treatment. It is very difficult for these patients to work due to the side effects of the treatment.
Posted on 12/05/2011 12:11:41

"Abdomino-pelvic" rather than "pelvic" covers the difficulty with testicular cancer, | agree with the
comment concerning total body electrons.
Posted on 12/05/2011 18:44:06

Question: 2.4

Would the exemption definition based on tumour sites capture (almost) all patients for whom
radiotherapy would be severely debilitating?

If not, what other exemption criteria would you add?

| would not discriminate between tumour sites - all patients undergoing radiotherapy should be
exempt from assessment.
Posted on 09/05/2011 18:47:01
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Unfortunately not. The psychological and emotional factors mentioned in previous threads impact
hugely as do the patient's co-morbidities and the health state related to the disease.

| am once again left thinking that these factors are too varied to fit within a single definition and
that physician assessment is the only tool that will capture all of these factors.
Posted on 10/05/2011 12:25:28

| think you cannot make broad statements about site specific treatments without acknowledging
the issues on patients general status, emotional, physical and psychological well being support
network

I would also agree that patients need to be assessed by a member of the healthcare professional
team either doctor, nurse or AHP who is able to consider the whole person and not only the
disease or treatment pathway

Posted on 11/05/2011 13:20:42

| don't believe so and in general agree with all the other answers or suggestions up to now
(although how 'workable' assessment by the treating physician, specialist hcp or general
practitioner would be - is unfortunately questionable).

Posted on 11/05/2011 15:01:49

No. Again it may be easier to include all patients and 'exempt' those who are able to work!
Posted on 11/05/2011 15:54:13

It looks like a definition based on tumour site is tricky here and we’d like to understand a little bit
more about how and why, and what could be a workable exemption definition related to
radiotherapy.

If you haven’t already seen it, please read the explanation under question 1.3 about how the
exemption and assessment process works. As a quick reminder, what we are looking for are
criteria for exemption — all those meeting the criteria would be exempt from assessment as their
condition is considered to be a good proxy for debilitation. Other patients would undergo an
assessment and may then be awarded ESA.

Posted on 11/05/2011 15:58:50

Although radiotherapy is upsetting or many people many others tolerate even radical treatments
with few problems so i would support a list based on those sites where problems are most likely ie
brain, head and neck and pelvic irradiation given that for other sites those people who do suffer
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severe problems will still be able to be considered for benefit.
Posted on 12/05/2011 08:20:43

Some of the issues that you have raised are around fatigue (breast cancer) and emotional/
psychological impacts of undergoing radiation treatment.

Would we be right to say that those tumour sites on our (now extended) list at 2.3 cause more
severe physical debilitation whilst the debilitation from radiation for other tumour sites is more
dependent on the individual’s underlying health/ emotional status and social support networks?
Posted on 11/05/2011 15:58:36

Yes, | would agree with this statement, given that where there are exceptions people will still be
able to apply for the exemption and are not automatically excluded simply becuase they do not
meet these 'screening' criteria.

Posted on 12/05/2011 08:22:20

| think | can agree with this statement.
Posted on 12/05/2011 14:42:54

Yep, | also agree with the new statement
Posted on 13/05/2011 16:15:09

| agree, physician assessment may be the best tool. Some patients continue to work (and want to)
during a course of radiotherapy and cope very well. However, for patients who are having a tough
time emotionally, psychologically, financially and socially it is not such so easy. Radiotherapy may
also be the last treatment after 9 months of surgery and chemo and some patients really start to
show the strain at this point.

Posted on 12/05/2011 12:16:58

Question: 2.5
Is the exemption definition based on tumour sites ‘workable’ in practice?
By this we mean would (the vast majority of) patients be able to self-identify the group into which

they fall or would it be easy to provide evidence to confirm that the patient is being treated for one
of the exempt tumour sites?

69
Expert Consultation into the exemption definition for the ESA Work Capability Assessment
Date Last Edited: 05 January 2012 Checked By: Date Checked:



35

Consulting

The issue should not be allowed to arise - there should be exemption for all tumour sites. | suspect
that - from the government's point of view, it may be cheaper to operate the system in this way.
They would probably waste more money than they might potentially save by having to cross-check
that patients had accurately stated their tumour site.

Posted on 09/05/2011 18:49:40

| don't believe so.

Take breast cancer as an example

Early breast cancer (EBC) treated with hormones alone - low to no debility

EBC treated with radiotherapy - low to moderate debility dependent on patient factors
EBC treated with chemo - moderate to high debility dependent on patient factors

EBC treated with chemo and then radiotherapy - moderate to high to moderate then low debility
as patient passes through treatment phases.

The evidential requirement to demonstrate that the patient was 'within class' would probably be
no easier than asking for some form of more indivisualised certification from the treating unit.
Posted on 10/05/2011 12:30:03

| think patients or their carers are capable of identifying the category they fall into.

However i think organisations such as Macmillan are in the position to help draw up broad
guidelines to identify the exemption groups for patients/ carers to follow.

As with DLA or AA the healthcare professional completing or signing the form will take
responsibility for supporting the patients claim

| think the idea of patients being assessed and re-assessed adds to their burden of stress, has huge
cost implications and would be unworkable.

Posted on 11/05/2011 13:25:28

I think | agree on this one. An exemption definition based on tumour sites whilst desirable is just
not workable in practice.

| am sure that patients would be able to self identify, or the provision of evidence to confirm that
the patient is being treated for one of the exemption tumour sites should be reasonably

simple. However | don't believe that the sensitivity and specificity of using this method of
exemption would really be enough to identify the majority of those who suffer severe debilitating
side effects from radiotherapy.

Posted on 11/05/2011 15:49:24
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No.
Posted on 11/05/2011 15:55:10

| do not think all people receiving radiotherapy should automatically qualify for exemption and |
do think the site-orientated list makes an acceptable, and workable, screening process.
Posted on 12/05/2011 08:24:02

| agree on this one.

For Example a patient receiving 15 fractions of radiotherapy treatment followed by hormone
treatment will not have any debilitating effects form this.

| do think that patients would be able to identify the category that they fall in.
Posted on 12/05/2011 12:24:28

| disagree with the statement about 15f and breast cancer. A published a paper in 1996 - mean
self-reported fatigue scores doubled from 25% of maximum to 50% of maximum in patients with
breast cancer who received 15f of tangential field radiotherapy. There is huge individual variation
here and any recommendations we make should allow for this.

Posted on 12/05/2011 18:54:10

After a rethink - | still believe that exemption by tumour site is difficult, however i do accept that
there needs to be a 'line' drawn somewhere.

| would like to point out however that whilst hormone therapy has not been discussed here -
point about 15 fractions of rads followed by hormone treatment will not bring about any
debilitating effects would be challenged by many of our users!

We speak to many women who (even without going undergoing chemotherapy) struggle with
radiotherapy and also with somewhat debilitating subsequent hormone therapy related side
effects quite soon after starting treatment - particularly with the Al's; eg joint pain which affects
their QOL (a common cause of non compliance). We can say it may not bring about debilitating
effects - but we are back down to individual response. However it would be acceptable to me for
these people to be excluded from the definition and to undergo assessment of their individual
situations.

Posted on 14/05/2011 11:00:21

| think that's a good point. To tell someone that their "radiotherapy's not bad enough" when they
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could actually be really struggling could be very detrimental. It may actually be easier to assume
exemption for all and hope that staff involved chat to individuals about their capability or not to
work (so that they don't think they can't work if they actually could).

Posted on 13/05/2011 16:19:25

Question: 2.6

Based on your comments to the previous questions, we have revised our understanding to the
following:

o Not all radiotherapy patients should automatically be exempt. Radiotherapy patients
should only be automatically exempt when:

o They are undergoing a combined chemotherapy and radiotherapy schedule; and/or
o They are being treated for one of the following:
» Head & neck (including brain tumours)
= Lung cancer
= Gastro-intestinal
= Pelvic — gynaecological, rectal, prostate
This is based on our understanding from your comments that:

e Those patients undergoing treatment for one of the tumour sites mentioned above are
‘more likely than not’ to experience severe debilitation. In effect, this means that the
criteria serve as a good enough proxy for debilitation that individual assessment is not
necessary.

e Those patients undergoing treatment for other tumour sites are not ‘more likely than not’
to experience severe debilitation. In effect this means that whether they are severely
debilitated would be best determined through an individual assessment. This assessment
would identify those patients who are experiencing severe debilitation, including due to
emotional and psychosocial factors.

a) Do you agree with this revised definition? If not, why not?

b) Do you feel this is workable bearing in mind that patients would only need to identify their
tumour site and/ or if they are having a combined chemo-radiotherapy schedule? If not, why not?

A) i would agree with that definition as it would be clear and workable in practice

B)its workable because it allows for patients who do not fall into the exmeption automatically to
be considered to be eligible as a result of other factors, if the second paragraph" those
patients....... "is part of the consensus statement

Posted on 12/05/2011 14:33:25

Yes, for the same reasons as noted. The information that has been given clarified the situation a
little bit more for me and | can see how difficult this issue is and that there will always be people
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who will need to be assessed on an individual basis.
Posted on 12/05/2011 14:52:07

| agree entirely with the spirit of this revised definition but have some (? pedantic) points about
the wording:

1. 'combined chemotherapy and radiotherapy schedule' | think it is important to make it clear that
this applies when the two treatments are given at the same time (as opposed to a combined

schedule that might involve a course of chemotherapy followed at a later date by radiotherapy).

2. The individual criteria are a mix of sites and cancer types and | think this is potentially confusing
and should be either on or the other.

I think it is workable.

Posted on 12/05/2011 14:57:49

Yes, in general the statement is acceptable.

Concurrent chemo-irradiation would include those patients receiving combined treatment.
Combination would also include those on sequential treatment, usually in the radical setting and
therefore likely to be debilitating during the course of the treatment.

Workable - yes with minor adjustments as suggested by others.
Posted on 12/05/2011 15:13:04

| agree with all the points raised and feel that this moving towards a workable soland fair solution
Posted on 12/05/2011 15:25:20

One issue we have not touched on here is the relationship between occupation, debility and
fitness to work. A 55 year old cleaner with a BMI of 35 who has had WLE and axillary sampling plus
XRT to the breast, SCF and axilla is unlikely to fit for work as soon as her radiotherapy is complete.
Posted on 12/05/2011 18:57:50

That is a very good point and | suppose is down to an individuals situation. It therefore should be
taken into consideration when the work based assessment is performed.

However | am concerned about the assessment process for the cohort of people we have been
representing here. Having read some of the questions for these assessments, (and talked to many
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of our service users), because they are generic, they are not helpful in examining the effects of
treatment on QOL and their extent . As a consequence this appears to mean that some are
deemed fit to work (and therefore their ESA withdrawn) on the basis of the assessment when they
clearly do not feel able to return. Is there any suggestion that the assessment process will be
reviewed too?

Posted on 15/05/2011 21:34:50

| think (having not had time to think it through properly!) that this is a workable solution.
Posted on 13/05/2011 16:22:47

Yes | agree with this.
Posted on 13/05/2011 16:44:10

Section: Chemo-radiation schedules
Question: 3.1

Would you agree that all patients undergoing radiotherapy in combination with chemotherapy
should be exempt from the ESA Work Capability Assessment? If not, why not?

Yes.

It's rare that this this therapy would not cause compounded side effect profile with moderate to
severe debility.
Posted on 11/05/2011 18:02:30

Yes, | agree entirely with comment.
Posted on 11/05/2011 18:28:36

Yes absolutely as the effects of the two therapies together is debilitating for patients to cope with
and certainly does impact on their ability to function fully in their daily lives as they did pre-
treatment let alone work

Posted on 12/05/2011 07:41:07

Yes, virtually all chem-radiation carries singificant toxicity
Posted on 12/05/2011 08:24:54
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Yes
Posted on 12/05/2011 12:38:08

Yes
Posted on 12/05/2011 15:13:40

yes
Posted on 12/05/2011 18:58:21

yes
Posted on 13/05/2011 16:23:13

Question: 3.2

Is there any significant difference in the debilitation experienced dependent on whether it is oral or
non-oral chemotherapy being administered in combination with the radiotherapy? If so, what?

Yes in terms of side effect profile but not in terms of overall effect e.g. Cisplatin with radiotherapy
in Head and neck cancer - nausea, severe mucositis, Cetuximab (biological) and RT - skin reaction
++ and mucositis, Capecitabine (oral)and RT - diarrhoea, PPE and mucositis.

Posted on 11/05/2011 18:05:19

| agree with response.

| also think its not approp to begin to classify oral versus non-oral as one being worse than the
other. As many others have said in the previous comments the patients well being, support
network, emotional, physical and psychological status all have an influence on the impact of the
treatment on them

Posted on 12/05/2011 07:43:47

No, | don't believe there is a significant difference in the moribidity between oral and iv
chemotherapy in combination with radiation and this distinction should not be made
Posted on 12/05/2011 08:26:40

Agree
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Colo-rectal patients have oral chemotherapy and radiotherapy and the overall effect is as
debilitating as oral chemo and radiotherapy.
Posted on 12/05/2011 12:43:07

Unless patients receive oral/IV chemotherapy for secondary breast cancer and also have a short
course of palliative radiotherapy for symptom control this situation doesn't arise routinely in my
specialist area, so | am unable to add further comment on this really.

Posted on 12/05/2011 14:58:55

No.

Again likely to be given either in the neoadjuvant or radical setting, and therefore patients with
suffer a degree a toxicity whether oral or iv chemotherapy.
Posted on 12/05/2011 15:16:16

No difference - it is the biological effect that dominates, not the route of administration
Posted on 12/05/2011 18:59:28

| agree with the comments below - delivery method is irrelevant
Posted on 13/05/2011 16:24:10
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