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This information pack has been
designed and written by the
IOM Cancer Services User Forum,
In conjunction with the
Macmillan Cancer Information
& Support Service
and IOM AntCancer Association.
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We would like to thank
RonStrathdee Sylvia Constantine,
& Graeme Easton
for allowing us to use their photographs of
the Isle of Man.

Thank you also to
Macmillan Cancer Support
for allowing us to use their organiser as
a template for this information pack




About this information pack @3&
This information pack is designed to help you keep all
the information you may need about your cancer,

treatment and the support services available on the Isl

of Man, all in one place.

This information pack includes:

A Space to make your own notes

A A place for the health professionals looking after yo
to record down essential information for you to refer
back to.

A A place to store all the information you are given

Use this as a diary, use it to write down all

the questions you want to ask at your next
appointment, use it to keep everything in
one place T whatever works best for you.

Remember to bring this information pack

along to all your appointments.
In the unlikely event that you need to go to the Accidel
& Emergency Department or MEDS (Out of Hours
Emergency Doctor Service), please bring this informat
pack with you to show the medical staff, as the
iInformation may be useful to them.

Whilst we know it can be stressful and
sometimes frightening, there are many
people willing to help and support you and
your family T you should never feel alone.
Never be afraid to ask for help.



Contentc¢ information pack — & “&ii

Section 1¢ Your Important Information
Key contact detalls for the team looking after you,
emergency contact details.

Section 2¢ Your Notes for the Week Ahead
Diary section, with space for appointments, notes,
Information from the team looking after you.

Section 3 A Cancer Diagnosis
What to expect at diagnosis, including practical tips frc
those who have been through the experience.

Section 4¢ Cancer Treatment
Information on travelling oftsland for treatment.

Section 5¢ Looking After Yourself & Those Around Yol
Support with emotional concerns, financial concerns,
and general tips on well being.

Section 6¢ Feedback About the Service You Receive
IOM Cancer Services User Forum and also contact de
for feedback to the Department of Health & Social Car

Section 7¢ Life After Cancer Treatment
Information & support available once treatment has
finished.

Section 8 Useful Contacts
List of organisations on the IOM who can be of suppor
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Your name:
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Clatterbridgepatient number:

GP name: Telephone/Email:
Consultant name: Telephone/Email:
Oncologisthame: Telephone/Email:

Clinical Nurse Specialists nam¢ Telephone/Email:
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Other useful contact you may have:
(e.g. district nurse, social worker, care worker)

Name Telephone/Email:

Role:

b20Say o6So®3Id 6FasSR Fu b

Name Telephone/Email:
Role:

Notes:

Name Telephone/Email:
Role:

Notes:
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Support outside of usual hours:

There may be occasions where you need advice abou
your cancer treatment when your GP surgery or the
chemotherapy suite is closed:

24 Hour Chemotherapy Telephone Helpline
Tel: 0151 334 1155, then ask for Bleep 5555

Support and advice from experienced Chemotherapy
Nurses on the management of chemotherapy side
effects.

(Provided by The Clatterbridge Cancer Centre in
conjunction with Macmillan Cancer Support.)

MEDS (Manx Emergency Doctor Service)
Telephone your own GP surgery number to contact
MEDS, the Out of Hours Emergency Doctor Service, f
advice or treatment.

Please show this information pack to the medical staff
the information may be useful to them.



@ (Cancer Services

The Team Looking After You €. e

When you receive a cancer diagnosis, treatment, and
after treatment has finished, you will meet different
people whose role is to support you during this time.
They are the team looking after you.

The team looking after you is sometimes referred to as
the MDT (Mul#Disciplinary Team).

Each member of the team has a specific role. Here are
some of the people you may meet:

A Consultant Surgeons Surgeons treat cancer with
surgery and operate on specific parts of the body. F
example, a gastrointestinal surgeon specialises in
surgery on the digestive system and bowel.

A Medical Oncologist, These are doctors who
specialise in chemotherapy and other drug
treatments. Chemotherapy is the use of aoéincer
drugs to destroy the cancer cells. Other drug
treatments for cancer may include hormonal or
biological therapies.

A Clinical Oncologist, These are doctors who
specialise in radiotherapy, chemotherapy and other
drug treatments. Radiotherapy treats cancer by usit
high-energy xrays to destroy cancer cells.

A Clinical Nurse SpecialistsThese nurses have
specialist knowledge of particular types of cancer a
give information and support during treatment.
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Radiographersg; Radiographers either takerays or
give radiotherapy treatments. Treatment
radiographers also give advice on skin care.
Dieticiansc Dieticians give advice about eating and
nutrition. They help people with cancer to maintain .
healthy, well balanced diet.

Physiotherapists; Physiotherapists help to build
LIS2 LJ SQa LIKeaAOolrt FAGYS
energy, strength, joint range, eardination and
balance.

Occupational Therapistg Occupational therapists
give advice about home adaptations or extra
equipment that may make it easier for people with
cancer to manage everyday tasks.

Social Workerg Social workers can arrange person:
care at home for people living with cancer. This may
Include help with washing, dressing or meals. They
can also offer advice on finances and benefits.
District Nurses; These are nurses who work within
the community and visit people in their homes. The
provide help, advice and support with all the practic
aspects of cancer care. This may include dressing
wounds, giving injections and helping manage
stomas, catheters and feeding tubes.
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The Team Looking After You ®._vez

Not sure who to ask?

Macmillan Cancer Information & Support Service
Main Entrance, Noble's Hospital
Telephone: 01624 650735
Email: MacmillanCancerinformationCentre.Nobles@gov.ir
Open: MondayFriday, 9.00ang 4.00pm

(excluding bank holidays)

The Macmillan Cancer Information & Support Service

provides a confidential, drem service for anyone

affected by cancer. They provide:

A literature on all aspects of living with cancer

A internet access to guide people to the most
appropriate information resources

A opportunities to discuss treatments, side effects anc
other cancer related issues in a comfortable area

A help with financial and practical matters (benefits,
travel insurance etc.)

A over the phone information and support for those
not able to access the service in person.

A Information on the LookAhead service, to support
people affected by medical hamss.
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This section is like a diary, with a sheet for each week.
It can be used to write down:

A Your appointments for the week

A Reminders

A Your thoughts for the week

A Any questions you may want to ask at your

appointments.
There Is also a section for the team looking after you ti

record the key information they have discussed with
you. By asking for health professionals to write in this
section, you will have a record of all the key points

discussed to refer back to.
At some clinics, you may be given a form about your
concerns to fill in, and your health professionals may
write their notes on this.

Sometimes its hard to repeat back what has

been discussed at an appointment to family

members 1 it may be easier to let them
read what your Consultant or
Clinical Nurse Speci al

This section only contains a few week by week sheets
You can get more sheets by contacting the Macmillan
Cancer Information & Support Service (in the main
SYUNyOS 2F b20of SQa | 2aL]
Write the date on the top of each new weekly
sheet in advance; then you can note down any

appointment dates given to you on the

right sheet



Your notes for the week aheadt “s:

Week commencing:28 " September

Appointments:
Mon 28 ™ i blood test 10.30am

Thurs 1 st Oct T appointment
Dr Ibrahim 11am
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Info from the team looking after you:
Patient now on 4th treatment of 6 and is
feeling well, they have no pain.

\_

Suggested a visit to dieticians for personalised
diet tips and to Macmillan Centre to obtain the
recipe book and building up diet booklets.

Follow up appointment booked for 4 weeks in

Isle of Man and a scan will be booked for 3

mont hsoé time 1 n Al ntree
has finished .

wl h
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Your notes for the week aheadt “sz

Week commencing28 th September

My thoughts for the week:

Questions for Dr lbrahim
A How long will radiotherapy take?
A Where can | find out about places to

stay?

| feel that there have been some ups &

downs this week 1 looking ahead to
treatment is posmve\but also a bit
scaryé.’ ‘- ™

\

Need to remember to make
arrangement for looking after the dog

If going away for treatment
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Week commencing:

Appointments:

Info from the team looking after you:
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Week commencing:

My thoughts for the week:
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Week commencing:

Appointments:

Info from the team looking after you:
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Week commencing:

My thoughts for the week:
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Week commencing:

Appointments:

Info from the team looking after you:
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Your notes for the week ahead s

Week commencing:

My thoughts for the week:




<
Your notes for the week aheae “s:s

Week commencing:

Appointments:

Info from the team looking after you:
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Being told that you have cancer can leave you feeling
variety of emotiong,d K2 O] SRX y dzYo =

Your Consultant, Clinical Nurse Specialist and GP can
explain more about your cancer diagnosis, and answe
any gquestions you may have.

The Macmillan Cancer Information & Support Service
0KS YIFIAY SYUNyOS 2F b20
get further information about your particular cancer
type.

Often there are loads of medical terms
used when talking about cancer
I 1 f you donot know what

You may feel overwhelmed by the amount of
AYVIF2NYIGA2Y &2dz NSOSAOS

Ask the health professionals looking after you to write
down the key points in this diaryYou can read this
again after your appointment and it can help when
talking to others about your diagnosis.

Receiving a cancer diagnosis can lead to
a rollercoaster of emotions.
Use the support available to you
i dondot feel you have ¢t
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Here are some practical tips to consider when talking
about your cancer diagnosis:

A Use this pack to write down any questions you wan
toaskcU KA & gl @& é&2dz 62y Qi

A Bring a family member or friend along to your
appointments. They can help with asking questions
providing support, and be an extra pair of ears to
recall what was said.

ALT e2dz R2y QU dzy RSNARUIl YR
professional to explaigrR2y Qi ©6S SYol
ask.

A Encourage your health professional to write down k
Information discussed for you to refer back to later.

A Think about what matters most to yayshare any
concerns or worries with your healthcare team, ther
they will understand what is important to you.

Some people find it helps to write down
their feelings about what is happening
I you can use this diary in
whatever way helps you best
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Below are some common questions that are asked:

A What does my diagnosis mean?

A What happens next?

A Will my cancer spread?

A What tests and treatments will | have?

A What choices will | have about my treatment?
A Where will | have my treatment?

A How long will treatment take?

A How successful is the treatment likely to be?
A Will I still be able to work?

A s there any support for my family?

Remember, your healthcare team may not know all the
answers to your questions immediately.

Often, definite answers are not possible.
With cancer treatment, there is often
a lot of uncertainty.
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Sometimes you will not remember
everything you want to ask. Sometimes you
will think of more questions after your
appoint ment . D oyauowill gep a n i
more than one chance to ask questions!

Use the support available from the team looking after
you. You have the right to receive as much or as little
Information as you wang they are there to help you
understand about your cancer diagnosis and treatmen
options.

There are many organisations that support people
affected by cancer, their families and their friends. You
can find more information about the range of support
avallable in the Useful Contacts section of this
Information pack. Alternatively, the Macmillan Cancer
Information & Support Service can help guide you to
sources of support.
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Cancer Treatment & 5

After diagnosis, the team looking after you will talk to
you about the types of treatment that are considered
best for you.

Your treatment plan should be discussed by a multi
disciplinary team (MDT) of health professionals, and
then the different options should be discussed with yo

The most common forms of treatment are:

A Surgery- an operation to cut out the cancer cells.
CKAAd YIé@ 0S R2YS |0 b2o
cancer centre in the UK.

A Radiotherapyc using radiation to destroy cancer
cells. This is usually given at The Clatterbridge Car
Centre.

A Chemotherapyc using anticancer drugs to destroy
OF yOSNJ OSftftaod ¢KAA YI &
at a specialist cancer centre in the UK.

You may have one type of treatment or a series of

different treatments combined. The team looking after

you will explain why they are recommending a particul
treatment to you.

| f you dondot under st ar
pl ease donot be afr a
|l t 6s I mportant that you
associated with your treatment options, so
you can make an informed choice



Cancer Treatment &«

Below are some common questions that are asked:

A Where will I have to go for my treatment?

A What are the risks and side effects of this treatmen
A How long will the treatment last?

A Will | be able to work whilst | am having treatment?
A How can you tell if the treatment is working?

A What happens after the treatment finishes?

A What can | do to help myself during treatment?

Travelling Offlsland for Treatment?

If your treatment needs to take place dffland, the
team looking after you should explain how this will
happen. You will be issued withtransport certificate

You will need to contact thBatient Transfers
Department who will book your travel for you:
Patient Transfers
{dzA0S 5 DNRdzy R CBradfadk
Telephone: 01624 642673
Website:www.qgov.im/categories/healttand
wellbeing/patienttransfers/

Patient Transfers are there to support you through the
process of booking your travel, what you need to do,
and will be your contact for subsequent travel
arrangements.


http://www.gov.im/categories/health-and-wellbeing/patient-transfers/

A
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Travelling Offlsland for Treatment?

You should be given information on what costs you cat
claim back when you travel for treatment.

If you are going to the Clatterbridge Cancer Centre for
your treatment, you may choose to stay outside the
Hospital as an outpatient. If so, you will need to book
your accommodation yourself.

For information about accommodation close to The
Clatterbridge Cancer Centre, please contact the
Macmillan Cancer Information & Support Service (in th
YFAY SYiUNlIyOS 2F b2of SQa

If you are concerned about the cost of travelling across
for treatment, please discuss this with the team lookinc
after you or the Macmillan Cancer Information &
Support Service.

Donot forget to take vyo
with you at all times. It can act as a useful
reference as to your treatment so far, and

can also be completed by the health
professionals you see in the specialist centre

When you return to the Island after your treatment, we
would suggest that you contact the team looking after
you and your GP to let them know you are back. You ¢
discuss with them any questions you may have after
treatment.
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Your treatment is very individual and personal, and no:
every treatment is the same. You may speak to people
who have experienced cancer treatment and they will

give you their own personal advice. Whilst this can be
useful and thoughtful, it is quite often not accurate for

your own treatment. If you have any concerns over yol
treatment, please speak to one of the team looking aft
you.

This can be a testing time for you physically,
mentally and possibly financially.
Do not be afraid to ask questions
about assistance

Side Effects of Treatment

Cancer treatments can often come with side effects.
Please talk through with the team looking after you the
possible side effects that you may experience with yoL
choice of treatment.

There is support available to assist with the side effect
you are experiencing. Talk to the team looking after yo
or contact the Macmillan Cancer Information & Suppot
Service for more information on the support available.
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Looking after yourself and those g e
around you

A diagnosis of cancer can impact on all aspects of yol
life ¢ you may have concerns not only about your
treatment, but also money matters, work, relationships
82dzNJ FSStAy3Iaxo

Sometimes during treatment, things can
seem out of your control.

Taking positive steps to help you to look after yourself
can help you to feel more in control, and there are
organisations who can help.

Emotional Concerns:

A cancer diagnosis can feel like a rollercoaster of
emotions, and everyone responds differently to the up
and downs.

Some people find it helpful to talk to friends or family;
or someone who has had a personal experience of
cancer themselves local support groups are listed in
the Useful Contacts section.

There is also help available from:

PsycheOncology Service (Manx Cancer Help)
Counselling and psychological support. Manx Cancer
Help offer a range of activities to support wellbeing.
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Scholl Wellbeing Centre (Hospice IOM)

Counselling support.

Information dropin held on Mondays & Thursdays
10.30am¢ 6.30pm at the Scholl Wellbeing Centre and
on a Wednesday 10.30ag6.30pm at Ramsey Town
Hall.

These organisations also offer support to those who a
caring for you during your cancer treatment, including
support for younger family members.

The Macmillan Cancer Information & Support Service
also have literature on dealing with the emotional
Impact of cancer.

There are people who can listen and
support, donot think th
through this alone.

Emotional Support Out of Hours:

If you need to talk to someone outside of office hours
for emotional support, please contact:

Crisis Response Team (Mental Health Services)
(01624) 642860

Samaritans
(01624) 663399
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Financial Concerns:

Work:

If you are working, you may need to take time off work
for treatment and recovery. You will need to talk to you
employer about what support they can offer during this
time (e.g. reduced hours, flexible working, working fror
home). There is information available from the
Macmillan Cancer Information & Support Service on
work and cancer.

If you are self employed, or your employer does not ps
for sick leave, you may be qualify for incapacity benefi
from the Isle of Man Government.

Benefits:

The Isle of Man Government Social Security Office ha
range of benefits which you may qualify for depending
on your personal situation.

Some of the benefits available are:
A Incapacity Benefit

A Attendance Allowance

A Disability Living Allowance

A Income Support

A Employed Persons Allowance
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Financial Concerns:

Benefits:

The Benefits Information Guide, available from the
Social Security Office or Macmillan Cancer Informatiotl
Support Service, may help you decide which benefits
relevant to your personal circumstances.

Social Security Offices

A Markwell House, Market St, Douglas, IM1 2RZ
Telephone 01624 685685

A CummaMooaz v dzZSSy Qa t NPYZI w
Telephone 01624 812138

Age Isle of Man also provide advice and support with
applying for benefits to those over the age of 50.

Other Financial Support:

If you have financial concerns, it may be beneficial to
speak with an Independent Financial Adviser. Most
Advisers will offer a free first consultation.

If you are in financial difficulty, you may be eligible for
Macmillan Grant or there may be other sources of
financial support, e.g. grants from charitable
organisations, available to you. For more information,
contact theMacmillan Cancer Information & Support
Service.
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Financial Concerns:

Insurance:

After a cancer diagnosis, you may find it harder to get
Insurance. Thé&lacmillan Cancer Information & Suppor
Service has bst of travelinsurancecompaniesvho
provide cover to those with a cancer diagnosis.

Diet and Nutrition:

Following a healthy diet can have a beneficial affect bc
during and after cancer treatment. There is informatior
available from the Macmillan Cancer Information &
Support Service about diet and cancer.

Some cancer treatments may lead to either weight los
or weight gain. You may be referred to a dietician for
advice about diet and weight. If you have concerns,
please talk to the team looking after you.

Physical Activity:

During cancer treatment, you may not feel like you ha
much energy for exercise, but physical activity can hay
a positive impact on how you are feeling. It can help y«
manage fatigue, reduce stress, improve your mood, ar
many other beneficial effects.
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Physical Activity:

Physical activity can range from walking and gardening
to exercise classes at the gym. Talk to the team lookin
after you about what type of activity would be suitable
for you.

The Macmillan Cancer Information & Support Service
has information on physical activity and cancer.

The Isle of Man Sports Development Unit provides
support for those looking to improve their activity:
Website:www.gov.im/cateqories/leisurand-
entertainment/nationalsportscentre/activitiesfor-
adults/

Telephone: 01624 688556

Looking after those who support you:

A cancer diagnosis can impact on everyone around yc
The support available is also accessible to those who
care for you.

There are also specific organisations who provide
support to carers:

A Crossroads Caring for Carers

A Hospice Isle of Man

A Manx Cancer Help

Full contact detalls are in the Useful Contacts section.


http://www.gov.im/categories/leisure-and-entertainment/national-sports-centre/activities-for-adults/

Feedback about
the service you receive



