


Each Primary Care Trust (PCT) has an annual
budget which they can spend on healthcare
provision for the population within their
geographical area. Those managing the budget
of the PCT have to make decisions on:

e Which treatments and drugs they will
make available to their patients

e Which treatments and drugs benefit the
highest number of people

e Which treatments will provide best ‘value
for money’

To help the PCTs make these decisions, NICE
gives advice to the PCTs (within the NHS) on
which new drugs and treatments should be
available for NHS patients. If NICE decides not
to approve certain cancer drugs and
treatments, the PCT cannot make these
routinely available to patients within their
geographical area. Therefore, patients seeking
drugs or treatments which are not routinely
available have to examine their options for
accessing what they need, via another method.

Accessing the treatment
via a clinical trial

Clinical trials are carefully designed and
regulated research studies that investigate a
new treatment, and/or method of
administering the treatment in patients. For
patients with advanced bowel cancer, it is
worth talking to your oncologist about whether
you are clinically appropriate to be considered
for a clinical trial as a means of accessing the
treatment you need.

If you are clinically appropriate, you will be
told about the trial and also the standard
treatment available if you do not enter the
trial. You will be provided with information on
both treatment options and then will arrange
to meet with your oncologist at a separate
appointment to discuss your choice. At this
appointment you will provide written consent if
you have opted to participate in the trial. You
may have to undergo blood tests/scans to
confirm your eligibility and then you will be
‘randomised’ into the trial.
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For further details on clinical trials, request the
Beating Bowel Cancer ‘Clinical Trials’
factsheet.

Apply to your PCT for

funding for the treatment
you need

All PCTs should have a clear policy stating how
patients, working in conjunction with their
doctor, can apply to obtain treatment that is
not currently available to NHS patients.

1 Some PCTs have a local policy to fund the
treatment, perhaps based on a
collaboration with other PCTs or the cancer
network they are a member of. If this policy
is in place in your PCT, the treatment can
be accessed via the NHS.

2 |If the method described in point 1 is not
available within your PCT, you will need to
make an Individual Funding Request (IFR).
This is also known as an Individual Funding
Case (IFC) or an application on the grounds
of ‘exceptionality’.

Your Options

If you decide to apply to your PCT in this way,
you may choose to appoint a relative or friend
as your representative to take the direct
pressure off you. PCTs recognise that this
takes place and are usually happpy to work
within this arrangement, so long as you
provide written confirmation of the person
acting on your behalf.

It is not going to be easy; it would be
inappropriate to say that applying for
‘exceptional case’ funding to your PCT is
simple and stress-free — it is not. It will take
time, effort and resolve, and there will be highs
and lows as you go through the application
process. This is an important reason why you
may wish to enlist the support of your family,
friends and/or Beating Bowel Cancer as you
embark on the next stage of your treatment.
This is not stated to put you off applying and
seeking further treatment, but to highlight to
you, and be realistic with you, about what is
ahead.

For further details on this option, please refer
to our factsheet, Funding Application Process.
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Pay privately for the treatment
that you are seeking

Following a change in government policy in November
2008, it is now possible for patients to privately
purchase the treatment they require, as ‘additional
private care’ to the care they are receiving via the
NHS.

What does this mean in practice? Essentially, doctors
must exhaust all reasonable avenues for getting the
treatment you need via the NHS before suggesting to
you that your only option is to pay for treatment
privately.

If your doctor raises this as an option, you should be
provided with:

e High quality written information about the
proposed treatment, to supplement the meetings
you have with them

e Full information about the potential benefits, risks,
burdens and side effects of any treatment before
being asked to consent to treatment

e A consent form to sign, confirming you have been
provided with this information

e [nformation regarding likely costs; your agreement
to the costs should be sought in advance of any
private treatment being offered. Make sure you
know that there are no ‘hidden’ costs or surprises.

When the treatment is started, your oncologist will be
unable to tell you how long you will continue to benefit
from the treatment; be aware that you could be
paying for this treatment for a few months, or 12
months or more. This decision will have considerable
financial implications, for both you and your family.
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Continue with best available
NHS care

Whilst not an easy decision to make, there is also the
option of continuing with the best available NHS care.
If your oncologist has informed you that there are
treatments available that are not funded by the NHS
from which you might benefit, this will be a decision
that involves careful consideration, including
discussions with your family.
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This factsheet has been written to help you
understand the new terms and phrases that
you will hear during conversations with your
doctors and nurses, and see in written
information. All words highlighted in bold
within the factsheets in this pack are
explained in this factsheet. Please also feel
free to contact Beating Bowel Cancer if you
need any further help or explanation.

Access Schemes

Access schemes can also be called risk
sharing, dose capping or cost capping
schemes. An example of such a scheme
could include an agreement between your
PCT and the pharmaceutical company (who
manufactures the treatment you require)
agreeing to share the cost of your treatment,
and therefore the risk. For example, the
pharmaceutical company could agree to pay
for 6 weeks’ worth of treatment which would
be followed by a CT scan; if you have
responded to the treatment during these 6
weeks the PCT would reimburse the
pharmaceutical company and continue to
pay for the treatment for as long as you were
responding well to it. This is only offered in
certain circumstances and would involve
agreement between you, your oncologist, the
PCT and the pharmaceutical company.

All Wales Medicines Strategy
Group (AWMSG)

All Wales Medicines Strategy Group (AWMSG)
provides advice to the NHS within Wales.
AWMSG makes guidance similar to NICE in
the absence of NICE guidance or when NICE
guidance is not expected for at least 18
months. Any guidance issued by NICE
automatically overrides AWMSG guidance on
the same topic.

Appeal Process

In circumstances when an initial application
is turned down by the PCT, the patient can
ask for their case to be re-considered via the
PCT’s appeal process.

Beating Bowel Cancer

Additional Private Care

Additional Private Care refers to a patient
paying for private treatment in addition to
what is provided on the NHS (i.e. outside the
NHS system). Also known as top-ups or co-
payments.

Barrister

A barrister is a legal professional who
specialises in the representation of clients in
a court or a tribunal. Additionally they can
support clients in the preparation of legal
documentation (such as applications,
appeals and judicial review).

Cancer Network

Cancer networks bring together organisations
to work collaboratively to plan and deliver
cancer services for a population. A network
covers a large geographical area and includes
hospitals, PCTs and hospices, and in some
networks, healthcare providers from the
private sector.

Chemotherapy

A drug, or combination of drugs, used to kill
cancer cells.

Clinical Trial

Carefully designed and regulated research
studies that investigate a new treatment,
and/or method of administering the
treatment in patients.

Constituency

Geographical areas are divided into areas
called constituencies, whose residents vote in
a General Election for a Member of
Parliament (MP) to represent them and their
views in the House of Commons.

Co-payments

Please see top-ups and additional private
care.
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Exceptionality/Exceptional Case
The accepted NHS definition of exceptionality:

e That the patient is significantly different to the
general population of patients with the condition
in question

e The patient is likely to gain significantly more
benefit from (and/or more likely to respond to)
the intervention than might be normally expected
for patients with that condition

e The fact that a treatment is likely to be effective
for a patient is not, in itself, a basis for
exceptionality.

This description of exceptionality was most recently
published in the Primary Care Trust Network — NHS
Confederation document: Priority Setting:
Managing Individual Funding Requests (Report #3
in the series, 2008).

Additionally:

e |f a patient’s condition matches their ‘accepted
indications’ for a treatment that is not funded,
their circumstances are not, by definition,
exceptional.

e |t is for the requesting doctor (or patient) to make
the case for exceptional status.

Also see special funding within this glossary.

Exceptional Treatment Request

See Individual Funding Request.

Freedom of Information Act (FOI)

The FOI gives individuals the right to ask any public
body for all the information they have on any
subject the individual wishes to know about,
including all the personal information they have
about them (including their medical records).
Unless there is a good reason, the organisation
must provide the information within a month.
Scotland has its own Freedom of Information Act,
which is very similar to the England, Wales and
Northern Ireland Act. If the public authority to
which an individual wants to make a request
operates only in Scotland, then the request will be
handled under the Scottish Act instead.

Beating Bowel Cancer

K-RAS test

K-RAS testing is undertaken to test the likelihood of
response to certain treatment. K-RAS status is
determined by analysis of a sample of tumour
tissue in the laboratory and can either be:

e Wild Type (also called ‘normal’); or
e Mutated

Tumours that are normal/wild type have been
shown to be more responsive to certain treatments.
Therefore, determining the K-RAS status of a
tumour helps oncologists to choose the most
effective treatment for each individual patient.

It is possible to for patients to privately fund the
test to check their K-RAS status.

Individual Funding Case (IFC)/
Individual Funding Request (IFR)

An IFR is a request to a PCT to fund healthcare for
an individual who falls outside the range of services
and treatment that the PCT has agreed to
commission. Non-NICE approved drugs fall into this
category.

Judicial review

Judicial review is a type of court proceeding in
which a judge reviews the lawfulness of a decision
or action made by a public body. A PCT is a public
body. Judicial reviews are a challenge to the way in
which a decision has been made, rather than the
rights and wrongs of the conclusion reached. You
can only challenge a decision in this way if it was
illegal, the procedure was unfair or the decision
was so unreasonable that no reasonable public
body could have taken it.

Judicial review is not really concerned with the
conclusions of that process and whether the
conclusions were ‘right’, as long as the correct
procedures have been followed. The court will not
substitute what it thinks is the ‘correct’ decision.
This may mean that the public body will be able to
make the same decision again, so long as it does
so in a lawful way.
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NHS Confederation

The independent membership body for the full
range of organisations that make up the NHS.

NICE (The National Institute for
Health and Clinical Excellence)

NICE is an independent organisation
responsible for giving advice to the NHS on
which new drugs and treatments should be
available for NHS patients. NICE compares the
new drug or treatment to what is currently
available (on the NHS) for the condition and
decides whether or not the new treatment/
drug is good value for money.

NICE gives guidance to the NHS in England
and Wales. See SMC (Scottish Medicines
Consortium) for details on what happens in
Scotland and AWMSG (All Wales Medicines
Strategy Group) for additional information on
Wales.

“Non-NICE approved drugs”

This term relates to drugs that have not been
deemed cost effective by the National Institute
for Health and Clinical Excellence (NICE) and
patients, therefore, cannot receive these drugs
via the NHS. To access non-NICE approved
drugs, patients must either:

e Enter into a clinical trial.
e Apply to their PCT as an exceptional case.
e Pay privately from their own funds.

e Have private health insurance (and
therefore receive their treatment outside of
the NHS).

Primary Care Trust (PCT)

A public NHS body that provides all local GP,
community and primary care services and
commissions hospital services from other NHS
trusts. A PCT is also responsible for protecting
and improving the health of its population.

Randomisation

Randomisation is a way that a patient is
assigned within a clinical trial to either receive
the ‘“trial’ treatment (including the drug you
are seeking to obtain) or the standard ‘best
currently available’ treatment. Randomisation
works by chance, is done via a computer, and
means that each patient has an equal chance
of being given the new treatment. If the trial
you are entering into is randomised, it does
mean you may not get access to the treatment
you seek — you may be randomised into the
part of the trial which receives best available
care, as a comparison to the newer treatment
regime.

Scottish Medicines
Consortium (SMC)

The SMC provides advice to the NHS Scotland
regarding all new licensed medicines, and the
use of these medicines within NHS Scotland.
The SMC is the Scottish equivalent of NICE
(England and Wales). In practice, the SMC
could allow drugs to be available in Scotland,
that NICE does not allow to be prescribed in
England and Wales.

Solicitor

A legal practitioner that restricts his or her
practice to the giving of legal advice and does
not normally litigate in the court room (see
barrister)

Special Funding/Exceptional
Funding/Special Circumstances

Special Funding, Exceptional Funding and
Special Circumstances are all terms used by
PCT instead of exceptionality. These terms are
used interchangeably and generally mean the
same thing,




Top-Ups (also known as
co-payments or additional private
care)

A top-up is when a patient pays for private treatment
in addition to what is provided on the NHS (i.e.
outside the NHS system).

FURTHER INFORMATION

About Beating Bowel Cancer

Beating Bowel Cancer is a national charity,
dedicated to raising awareness of the disease and to
providing support and information for those affected
by bowel cancer.

If you are diagnosed with bowel cancer, you may
like to contact the charity to talk to other patients in
a similar situation, speak to a nurse advisor, or
receive further information about any aspect of your
disease.

Information Resources

The charity publishes a range of patient
information, all available to order free of charge
from the charity or to download from
www.beatingbowelcancer.org. Contact us for further
details.

Patient Voices

The charity runs the only UK national patient-to-
patient network for people with bowel cancer, or
relatives of bowel cancer patients. We can put you

in touch, by phone or email, with other bowel cancer
patients. Hearing about their personal experiences
can be incredibly helpful and reassuring. Contact
the charity on 08450 710 300 to find out more.

Beating Bowel Cancer

Virtual Meeting

Meetings, assisted by technology (computer or
telephone), to enable the attendees to take part in the
meeting whilst not being physically in the same place
as all other attendees.

Nurse Advisory Helpline

The charity also provides a Nurse Helpline, to
answer any of your questions if you are diagnosed
with bowel cancer or simply worried about the
disease.

Call 08450 719 301.

Booklets:

e Prevent and detect: your guide

e Bowel cancer surgery: your operation

e Bowel cancer screening: your choices

e Treating bowel cancer: your pathway

e Diet and nutrition: your recipe for recovery
e Advanced bowel cancer: liver treatment

Factsheets:

e Emotional support

e Practical support

e Employment support

e Financial support

e Understanding clinical trials

e Returning home after an operation

e Staging investigations for bowel cancer

Harlequin House | 7High Street | Teddington | Middlesex | TW11 8EE

T 08450 719 300

patients@beatingbowelcancer.org
www.beatingbowelcancer.org

Registered Charity Number 1063614
Registered Company Number 3377182 (England & Wales)

© Beating Bowel Cancer
This factsheet was first published in March 2009
Supported by an educational grant from Amgen

Beating Bowel Cancer maintains editorial control over contents within this factsheet.




It is important that you have access to
information on clinical trials to help
you make an informed decision about
whether or not you wish to take part.

What is a clinical trial?
Clinical trials are carefully designed and
regulated research studies.

“Clinical trials are important in order to extend
knowledge and improve care and treatments
for current and future patients”
Wendy Wade, Research Practitioner,
Velindre NHS Trust

Treatment Trials

What are the different phases of
treatment trials?
Treatment trials go through a series of

Investigating the convenience of different
treatments (e.g. oral tablets versus
intravenous injections)

Studying whether treatment (for example,
chemotherapy) should be given before or
after surgery.

‘phases’ to test whether they are safe and if
they work. All new cancer drugs are tested in
the laboratory before they are given to people

Are there different types of trials?

o Diagnosing trials evaluate ways of
detecting certain types of disease.

e Prevention trials can either be ‘action
studies’ e.g.: does exercising three times a
week reduce your risk of cancer, or ‘agent
studies’ e.g.: does taking a certain vitamin
reduce your risk of cancer.

e Quality of life trials can measure an
individual’s sense of well-being and quality
of life during treatment.

e Screening trials can find new methods of
screening for cancer which would mean
that more cases could be diagnosed at an
earlier stage.

o Treatment trials look at new ways of
treating and managing a specific condition.

Why are clinical trials needed in cancer?

Carrying out clinical trials is the only way to
find out if a new approach is better than the
approach currently being used and can include:

e Testing new treatments, e.g. new drugs or
ways of giving treatment

e Examining new combinations of
treatments, or when/how they are given

e Looking at the effect of different
treatments, such as psychological or
complementary therapy

e Discovering which treatments cause which
side effects, and how these can be managed

Beating Bowel Cancer

in trials.

Phase 1 trials involve a small number of
people, in a specialist research unit, and
aim to discover appropriate doses, the
effect the drugs have on the body, side
effects etc. Researchers start with very
small doses and only increase the amount
given if the participants experience no or
minor side effects. If the drug is effective
and a safe dose is found following a
number of phase 1 trials, it will progress
to phase 2 trials.

Phase 2 trials, still involving a small
number of patients, aim to discover on
what types of cancer the treatment is
most effective, the side effects, the best
dose and if larger, more extensive phase 3
studies would be appropriate. Throughout
these studies patients are very closely
monitored. Sometimes phase 2 trials may
include testing the best way to give a
treatment, for example by tablet or
injection.

Phase 3 trials aim to compare the
effectiveness of the new treatment with
current, standard treatment and only start
when the treatment has successfully
passed through phase 1 and 2 trials. This
phase provides more information on
outcomes and side effects. These trials
often last a year or more, and can include
hundreds or thousands of patients, from
different hospitals, often across several
countries. Phase 3 trials always involve
randomisation (see over for details).
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e Phase 4 trials are carried out after a drug has
received a license (meaning doctors can prescribe
it outside of trials) and has been demonstrated to
be effective. The studies further investigate long
term risks/side effects and how the treatment
works outside of clinical trial environments. Phase
4 studies are not required for every medicine.

What is randomisation?

‘Randomisation’ is a way that a patient is assigned
within the trial to either receive the ‘trial’ treatment or
the standard ‘best currently available’ treatment.
Randomisation works by chance, is done via a
computer, and means that each patient has an equal
chance of being given the new treatment. If the trial
you are entering into is randomised, it does mean you
may not get access to the treatment being tested.

Should you take part in a clinical trial?
There are a number of reasons why you may wish to
take part in a clinical trial. These include:

e Access to new treatments before they become
widely available

e Contributing to medical knowledge and the
research of cancer

e The potential to be the first to benefit from new
methods of treating cancer

e Receiving healthcare provided by leading clinicians
in the field of cancer research

e Close monitoring of your health during the trial.

If you wish to do so, discuss the trial with friends,
family and your clinician. It is important that you
know that you can leave the trial at any time, without
giving a reason. If, however, you are receiving new
treatment as part of the trial, you may not be able to
continue to have this treatment if you leave the trial.

What is informed consent?

Informed consent is a process in which you will
receive information, either from your doctor or a
dedicated research nurse, before you decide whether
or not to take part. You will be told:

e About the trial, why it is taking place and why you
have been asked to take part

e How the trial is going to work (you may or may not
get the treatment being trialled)

Beating Bowel Cancer

e The standard treatment available if you do not
enter the trial

e [nformation on the treatment options, possible
risks/benefits and tests.

You will then arrange to meet with your oncologist at
a separate appointment to discuss your choice. At
this appointment you will provide written informed
consent if you have opted to participate in the trial.
You may have to undergo blood tests/scans to
confirm your eligibility and will then be ‘randomised’
into the trial.

You should only agree to take part in a trial if you
are completely happy with what you are being asked
to do.

Are there any risks of taking part?

Clinical trials involving patients are the end of a long
and careful research process. Potential risks, however,
can include:

e Side effects or risks that are as yet unknown to
doctors

e The treatment may be less effective than current
approaches

e Benefits to some patients, but it may not work for
you.

How do you get involved in a clinical trial?

Some people are offered to take part in a clinical trial
by the medical team treating them, whilst others
actively seek to enter a clinical trial to potentially get
access to treatment that is not currently available on
the NHS.

If you want to find out more about current UK clinical
trials, speak to your speak to your Clinical Nurse
Specialist or contact Cancer Research UK
(www.cancerresearchuk.org)
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The NHS Confederation gives guidance to PCTs on the best practice for
managing the ‘application for funding’ process. Whilst each PCT develops
its own specific policy, the following is a summary of the ‘best practice’
guidelines from which most PCTs develop their processes.

So what do you need to do?

Within this factsheet is a summary of actions which you may wish to consider using as the basis
for starting and managing your application. It can all be a bit daunting, so perhaps the best place
to start is with a diagram illustrating the process. This is followed by more detailed information on
what you will need to think about as you make a funding application to your PCT.

( Application ) 4
A 4

} C PCT ‘Exceptionality’ Panel > }
v

Negative Outcome

Positive Outcome
Treatment Funded

Treatment Denied

Funding Application Process

S
v g
A C Submission of Appeal > .§
c
v 3
( PCT Appeals Panel >
v v

Positive Outcome Negative Outcome
Appeal Allowed Appeal Denied

v

( Examine other options )

(see ‘Your Options’ factsheet and details overleaf)
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Action Date Actioned

Talk to your oncologist about your suitability for the treatment and whether they think you
would benefit from it. Your suitability for the treatment would include the stage of your
cancer, your previous treatment and potential side effects.

Agree between yourself and your oncologist that you wish to apply to the PCT for
exceptionality funding. Sometimes a PCT will call this a different name such as special
funding, special circumstances, an Individual Funding Case or Individual Funding
Requests’

Immediately contact your PCT and obtain the contact details of the individuals within the
PCT responsible for managing Individual Funding Requests (IFR)/Exceptional Treatment
Request (ETR). Ask to be sent (by both post and email) a copy of the Trust’s IFR policy.

There is no ‘one policy’ for all PCTs, and each PCT operates its own procedure in relation to
managing IFR. On receipt of the IFR policy, familiarise yourself with the:

e PCT’s exceptionality criteria

e Timescales to which the PCT works in relation to making their initial decision
e Timeframe you have to submit an appeal (if necessary)

e Timeframe in which they have to review your appeal

e PCT’s policy on allowing you to attend the panel hearing

Agree with your doctor your best method of communication during the coming weeks, and if
you don’t have them already, obtain the contact details of their secretary/assistant.

Is it possible to enter into an Access Scheme involving your PCT and the pharmaceutical
company that manufactures the treatment you require? Talk to your doctor and discuss this
option. Contact Beating Bowel Cancer for further information if you require.

Do you wish to instruct a solicitor or barrister who has experience of cases such as this?
Many will support you for free (pro bono) as they have a particular interest in helping people
with bowel cancer. Talk this over with your family; Beating Bowel Cancer can also put you in
touch with solicitors/barristers if you would like to explore this option.

Submit your application to the PCT for exceptional funding. This application will include a
statement from you (or an advocate to whom you have given written permission to act on
your behalf) with a copy of this sent to the PCT addressing all of the criteria the PCT states
for funding, and your doctor stating their reasons why they believe you to be clinically
appropriate for the treatment; it is beneficial if you can include a statement/letter from your
GP at this stage.

Do you wish to involve the media and your MP? If so, refer to our factsheets ‘Involving the
Media’ and ‘Involving your MP’. You may choose to do this now, or wait and see if you have
to appeal your PCT’s decision and contact the media/your MP at that stage.
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Action Date Actioned

Taking guidance from your doctor, who may have been through this process
before with other patients, start collating information for the appeal. This
may be disheartening to do when you have not received the initial decision,
but will speed things up if the initial application is turned down. If you have
been collating information for the appeal in the meantime, you will submit a
more prepared appeal document.

Obtain the date of your funding request panel meeting from the PCT. Ask
whether the panel will meet, or whether it will be a ‘virtual’ meeting. Confirm
when and how the panel’s decision will be communicated to you and your
doctor.

Prepare an application for the following via the Freedom of Information Act:
e The PCT’s full minutes of the meeting
e The written reasons for the refusal of the application
e The names (and job titles) of those who attended
e Copies of all the information they collated prior to the meeting

e Copies of your medical records/notes in relation to this application.

Await decision of PCT to application for funding as an ‘exceptional’ case;
prepare a request for information.

POSITIVE OUTCOME: PCT agrees to fund treatment;

arrange with your doctor to start treatment.

v NEGATIVE OUTCOME:
Application for funding turned down.

Submit your request for information from the panel meeting via the Freedom
of Information Act

Funding Application Process

Refresh your memory regarding the timeframes you now have to submit your
appeal.

Appeals Process: It is generally considered good practice to establish an
appeals panel. The NHS Confederation states that in ‘best practice’ the
appeals panel is limited to inquiries about whether the original IFR panel:

e Followed the PCT’s own procedures and policies

e Considered all relevant factors and did not take into account immaterial
factors

o Made a decision that was not so unreasonable that it could be
considered irrational or perverse in the light of the evidence.

What are your PCT’s appeal criteria?




Action Date Actioned

Do you now wish to instruct a solicitor or barrister if you have not done so previously?

If you submit an appeal, and the appeals panel acknowledges that the grounds for appeal
are reasonable, they will refer your case back to the original IFR committee for
reconsideration. The patient or their clinician is not usually permitted to introduce
additional evidence at the appeal stage. If, however, there is now new evidence to support
your case (for example, you have had a K-RAS test and are deemed K-RAS ‘wild type’) your
PCT should have a policy that states whether this new information has to be considered as
part of the appeal or whether your application goes back to the beginning of the process
and you start a fresh exceptionality application.

Submit your appeal to the PCT for exceptional funding, appealing against the IFR decision.

Obtain the date of your appeal panel meeting from the PCT. Ask whether the panel will
meet in person, or whether it will be a virtual meeting. Confirm when and how the panel’s
decision will be communicated to you and your doctor.

Prepare an application for the following via the Freedom of Information Act
e The PCT’s full minutes of the meeting
e The written reasons for the refusal of the application
e The names (and job titles) of those who attended
e Copies of all the information they collated prior to the appeal

e Copies of your medical records/notes in relation to this application.

Await decision of PCT to funding appeal

POSITIVE OUTCOME: PCT agrees to fund treatment;

arrange with your doctor to start treatment.

NEGATIVE OUTCOME:
' Application for funding turned down.

Submit your request for information from the panel meeting via the Freedom of
Information Act

Talk to your oncologist about next steps. You may wish to consider other options which you
had not previously considered. There is also the option of judicial review; you will need
expert legal advice on this option prior to making any decisions.
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Why would my MP be interested
in hearing from me?

Most Members of Parliament (MPs) are
committed to helping residents living in their
constituency to find their way around the
complex systems of government and public
services. They are elected to serve you and
you should not hesitate to contact your MP for
help. Furthermore, you have a vote at the
general election, and that will have a powerful
influence on your MP.

John Baron, Member of Parliament for
Billericay and District says:

“When the local health bureaucracy refuses to
fund a drug, the MP’s influence can
sometimes be instrumental in getting the ball
rolling and encouraging the Primary Care
Trust to look again at the patient’s
exceptionality. Helping to secure funding for
potentially life-saving treatments, where
possible, is one of the most rewarding aspects
of our work as representatives, and so | would
encourage all patients in this situation to write
to their local MP. You really have nothing to
lose except the price of a stamp.”

What difference can my
MP make?

MPs can put pressure on your local PCT
and ministers regarding your situation.
With your permission, they can help
promote your case in the media and raise it
in the House of Commons.

Whilst they can try and influence the
process, an MP cannot work miracles and is
just one of several tools for you to employ
when fighting your case.

Which MP should | contact?

MPs can only help their own constituents, i.e.
people who live in the constituency that they
are elected to represent.

To find out who your local MP is, go to:
www.writetothem.com or phone the
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information line of your local council (the
number will be in the front section of your
local phone book or Yellow Pages).

If you call your MP’s office to find out their
postal or email address or “surgery” times
(see below), you might find yourself speaking
to one of their staff — these could include a
researcher or intern (typically in the
Westminster office), a Diary Manager/PA
(Westminster or constituency) or a case-
worker (typically in constituency).

You may also wish to write to the Secretary of
State for Health.

How should I contact my MP?

You can write a letter or an email or, better
still, meet them face-to-face.

In writing

It is often best to write to your MP at his or
her constituency office address, rather than at
Westminster. You can usually find details
online or by calling the Westminster office of
your MP. When writing, make sure you include
all the relevant details:

Involving your MP

e Who you are and where you live (so they
can verify you are a constituent)

e Contact details

e A brief outline of your case history and
your efforts to gain access to the bowel
cancer drug recommended by your
clinician

e Copies of key documents from your PCT
and clinician

e What you would like your MP to do for
you.

In person

Many MPs hold “surgeries” in their
constituency. Their office will tell you when
and where these are held and whether you
need to make an appointment. Alternatively,
they might be able to arrange a separate
meeting with you outside surgery.
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As MPs’ time is very limited (they are unlikely to
spend more than ten minutes with you at surgery), it
might be helpful to make a note of the key points you
want to raise with them. Take key documents with
you to the meeting and think beforehand about what
actions you would be happy for the MP to take on
your behalf. These might include:

e Writing to the PCT on your behalf urging them
to re-consider their decision

e Writing to a minister about your case to urge
their intervention and review national policy

e Raising your case publicly in the House of
Commons with a minister or the Prime Minister

e Promoting your case in the press.

Following up with your MP

At the end of the meeting, make sure you feel clear
about any actions your MP has agreed to undertake
and that they will write to update you on them.

Whether you wrote to or visited your MP, it is
important that you keep in touch following contact.
Copy your MP on any significant correspondence from
the PCT regarding your case. Your MP should also
copy you on correspondence they receive about you.
Let them know immediately if your situation changes
for any reason.

I live in Wales, should | contact my
MP or Welsh Assembly Member?

The Welsh Assembly Government (WAG) has
responsibility for health funding in Wales. If you live in
Wales, you have the option of contacting your local
Welsh Assembly Member (AM) as well as or instead of
your local MP who represents you at Westminster.
Each Welsh Assembly constituency has more than one
AM, often of differing political parties. You could
contact all of them or one who represents your
preferred political party. It could also be beneficial to
contact a member who represents the opposition to
the WAG, as they will be able to apply greater political
pressure. You can find your local AMs by searching on
www.assemblywales.org.
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Some useful websites:
Houses of Parliament: www.parliament.uk

Finding your MP, Local Councillor, MEP etc:
www.writetothem.com

Information about your MP’s activity in Parliament
and interests: www.theyworkforyou.com

The National Assembly for Wales:
www.wales.gov.uk

European Parliament: www.europarl.eu.in
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Why involve the media?

There are a number of reasons why you might
want to involve the media.

1 Media coverage of your case could help put
pressure on your PCT to fund the drug you
need.

2 If you are trying to raise money to fund the
drug yourself, it may help you to secure
further financial support.

3 Your case will also improve awareness
among the public and decision-makers
about the issues faced by those suffering
from bowel cancer and the injustice of the
current system.

Why are journalists interested in
your story?

Journalists are keen to use stories with a
‘human interest’ angle. Within the media,
whether in a written article, on the radio or TV,
a situation is much more easily explained
when the media can use a ‘case study’ to
highlight and explain the story.

Finding your local media

An online search engine can help you find your
local newspapers, radio stations and TV news.
There will also be contact details in the inside
cover of your local paper. Alternatively,
Beating Bowel Cancer’s Public Relations and
Public Affairs Manager has an up-to-date
database of all local and national news
outlets, and you can call our office for help in
finding your local media.

Pitching your story

The best way to get a journalist to notice your
story is by calling them up and giving a short
(30 second!) synopsis of your case over the
phone. Write down the key newsworthy points
before you phone up and make sure you get
them across:

e Say that you are a local person with
bowel cancer and flag up an aspect of
your life that you think will resonate with
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the public, e.g. you have children, you are
a carer, your age, or perhaps the paid or
voluntary work that you do within the
local community.

e Your local PCT has turned you down for a
bowel cancer drug which your doctor
believes is the best chance of extending
your life, giving you quality of life and
time to spend with your family.

e Why you believe you have been unjustly
treated.

If the journalist is interested, they may ask
you some further questions over the phone or
ask if they can call you back or perhaps even
meet you in person. They may want to send
over a photographer to take a picture of you
(and possibly your family). Remember,
anything you say to a journalist could be
quoted verbatim, unless you say “this is off
the record”.

Do be aware that journalists can work to quite
short deadlines, so you may be called to give
your story when you're least expecting it and
within a very short timescale. Be prepared

for this.

A journalist may also ask you to email through
some details about your story. When sending
anything to a journalist in writing, ensure that
you are brief and to the point, and include
‘who, where, why, what and how’ in the first
paragraph.

If you are in touch with and receiving support
from your local MP, his/her staff might be
able to help with securing media coverage, as
they will want to promote the work they are
doing for local residents.

Be prepared to get personal

When considering whether you want to attract
media coverage for your case, you need to
think about whether you and your immediate
family are happy to be photographed or
filmed, possibly in your home. You are likely
to be asked quite personal questions about
your case and your life. Think about whether
you are happy for the general public (and
friends and acquaintances in your area) to
know:
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e Your age
e The area you live in
e What work you do/used to do

e [nformation about your family, e.g. Number of
dependants

e Information about how and when you were
diagnosed

e How much treatment you have had

e How much doctors think the drug will extend
your life by and what is the prognosis if you do
not access the drug

e Whether you can afford to fund the drug
yourself,

Radio/TV interviews

You may be invited to give an interview for broadcast
media over the phone, in a studio or at your home.
Here are some tips to help you:

1 Always check if the interview is going to be live or
pre-recorded.

2 Before the interview begins, ask the
reporter/presenter what their first question is
going to be. This will help you prepare your answer
and avoid feeling ‘lost for words’.

3 Preparation is vital. Before the interview, make a
note of the three main points which you need to
get across. Stick to your message during the
interview and don’t waste time going off the point
(interviews are normally only a couple of minutes

long).

4 Keep your sentences ‘short and sweet’. If it's pre-
recorded, it’s likely that your responses will be
edited down into 10 — 20 second ‘soundbites’.

5 Relax and speak slowly and clearly — don’t be
tempted to rush through the interview to ‘get it
over with’.

6 Don't think of the potential size of your audience —
this can be daunting and make you nervous.
Pretend you're having a one-to-one conversation
with the interviewer.
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7 Keep it simple and jargon free. Don’t try to

remember any catchphrases you're not familiar
with as you might get tongue tied if you can’t
repeat it ‘word for word’.

Don’t be afraid of the interviewer — remember
you're in charge! Don’t let the interviewer lead you
into areas you don’t want to discuss and if you feel
they are saying something that isn’t true, don’t be
afraid to say so.

Finally, practice makes perfect! It will become
easier with every interview and, if you can, try to
rehearse your techniques.
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