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Name:

Address:

Phone number/s

Date of Birth:

NHI Number:

Date of diagnosis:

Diagnosis (whanau/patient words)

Clinical Nurse Specialist (CNS)
Name:

Alternative email address:

Phone Number:

Email:

Email:

GP Name:

Phone Number:

NOTE: Your GP is an important member of your healthcare team who will receive regular
updates on your treatment and post-treatment care provided by the DHB. GPs can provide
additional support to you throughout your cancer journey.
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This Guide is intended to be used for informational purposes for
patients diagnosed with head and neck cancer and their whanau.

2 K| 1 K&l R biSYORI y O 8 BBzA RS K
The purpose of this Guide is to help patients and whanau to
understand and navigate their way through their Head and Neck
Cancer journey and to record important information. It compliments

more personalised information you will receive from your healthcare
team related to your specific care. The guide highlights:

The Head and Neck Cancer pathway from diagnosis,

treatment to follow up, and approximate timeframes
to the next step;

Involvement of different healthcare teams and their
role throughout the head and neck cancer pathway;

Available support services and information and how
these can be accesses; and

Provides a place to record your appointment dates,
notes and questions.

Every person’s cancer experience is different, so parts of the booklet
may not apply to you.

C2ZNINS LYF2NXNIFGA2Y

Contact your Clinical Nurse Specialist (CNS) if you would like further

information on the content and reference materials presented in this
Guide.
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The CNSs are nurses with specialist knowledge about head and neck
cancer. They assist with the coordination of your care and they can
help you access psychological, social, and supportive care and
rehabilitation services to support your recovery. They also provide
clinical expertise, information and support for you and your whanau.

If you have any questions or have concerns about your health,
particularly after discharge from hospital you can contact your CNS.
There is space on page 2 to record your CNS’s name, phone number
and email address. There is also space to record a monitored
“alternative CNS email address” at your local DHB, in the event that
you can not contact your CNS.

You may meet more than one CNS as there are CNSs within different
specialties to support you throughout the care pathway.

Outside of normal working hours (Monday — Friday 8am — 5pm) if you
have serious concerns about your health, please call an ambulance or
present directly to your local hospital Emergency Department. If the
matter can wait, please feel free to either email your CNS, who will
respond on the next working day, or call your CNS after 8am Monday
— Friday.
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In addition to the specialist doctors and nurses you will meet at
hospital, you will also likely be referred to a number of other
healthcare professionals who can support you in different ways. They

are based both in the hospital and in the community.

DISTRICT NURSES = =

P
Working in the community, District Nurses provide nursing care and support to patients in
their home after discharge from hospital. They work closely with your CNS and with the
community based allied health professionals listed below.

GETTING TO KNOW THE
ALLIED HEALTH

PROFESSIONALS

DIETITIANS
Provide expert nutritional
advice to patients during
and|for after treatment to

improve their health status,
rehabilitation and recovery.

PSYCHOLOGISTS PHYSIOTHERAPISTS
Help patients to manage Aszist patients to restore
their mental and emetional and masimise their quality

reaction during andyor after of life, function and
tregtment and in the movemsnt potential by
recowery phase providing assessment,
diagnosis, trestment and
rehabilitation advice and
care
LYMPHOEDEMA RADIATION
THERAPISTS THERAPISTS
Help patients to manage Plzm and delrver radiation
therapy treatment

Lymiphoedama (swelling
causad by a build up of

hyrmiph fluid im body tissues).
This is commonly caused
from CanCcer sUrgery or
radiation therapy

SOCIAL WORKERS

Provide emotional and
practical support. They @n
assist with navigating the
health system, getting
practical support (finance,

hoasing etc) and making
SUre evenyone in the famihy
is =fe

SPEECH LANGUAGE
THERAPISTS

Provide assessment,

diagnosis, treatment,
education and support to

people with swallcwing
and,'or communication
difficulties

You can also ask your CNS if you would like to meet with any of these
health professionals. Your CNS will help you to access them and

coordinate appointments.
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I Cancer Support Team

This is a hospital based team of psychologists and social workers.
The team provides psychology and social support for patients and
their whanau from diagnosis through to the end of hospital
treatment.

N Cultural Support Teams

The District Health Boards have Maori, Pasifika and Asian cultural
support services available for patients and their whanau to ensure
your cultural and spiritual needs are met.
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9 Palliative Care Team
Specialist palliative care teams provide active holistic (physical,
emotional, spiritual and psychosocial) care with the aim of
improving quality of life. They support people to make choices
about the types of care they would like to have. Conversations
about Goals of Care and Advance Care Plans can be used to
document these wishes and preferences.

Palliative care is provided in the community, in hospices and in
hospitals. In addition to the specialist teams, it can be provided by
other health professionals, including GPs and can be accessed at
any stage of the care pathway according to patient need. It can be
especially helpful to those with complex symptoms, or where
there are no further oncology treatments available.

Please contact your CNS if you would like to access any of these
services.
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Cancer Society
The Cancer Society has a range of cancer-related resources and

volunteers to support your cancer journey.
Website: https://auckland-northland.cancernz.org.nz
Cancer Information Helpline: 0800 CANCER (226 237)
Auckland

Phone: 09 308 0168

Email: info@akcansoc.org.nz ‘ Can.cer
Northland \\/ SOC]ety

Phone: 09 437 5593
Email: northland@akcansoc.org.nz

Te Kahui Matepukupuku
o Aotearoa

Beyond Five

Beyond Five is dedicated to improving the quality of life of everyone
affected by head and neck cancer through education and access to
support. It has a doctor run informational website; some of the
Auckland Regional Head and Neck

surgeons are expert advisors. BEYON DVFIV E

Website: https://www.beyondfive.org.au/ The Face of Head & Neck Cancer
Email: contact@beyondfive.org.au

In addition to the Cancer Society and Beyond Five, there are two
active consumer-led support groups based in the Auckland region.
Both groups have members who are Head & Neck Cancer
patients/survivors.

1 Head and Neck Cancer Support Aotearoa
Facebook: https://www.facebook.com/groups/HNCSupport.Aotearoa
Website: https://headneckcancernz.org/
Email: hncaotearoa@gmail.com

9 Head and Neck Cancer Support Network
Facebook: https://www.facebook.com/headnecknz
Website: http://headandneck.org.nz
Email: headandnecknetwork@gmail.com

9

Auckland Regional Head and Neck Care Roadmap. A Patient and Whanau Guide


https://auckland-northland.cancernz.org.nz/
mailto:info@akcansoc.org.nz
mailto:northland@akcansoc.org.nz
https://www.beyondfive.org.au/
mailto:contact@beyondfive.org.au
https://www.facebook.com/groups/HNCSupport.Aotearoa
https://headneckcancernz.org/
mailto:hncaotearoa@gmail.com
https://www.facebook.com/headnecknz
http://headandneck.org.nz/
mailto:headandnecknetwork@gmail.com

2 dzZNIMB | Y

You can record the names of your care team on this table, noting that
you may not need to see all these health professionals

Carer Name:

Surgeon/s

Dentist/s

Dental Hygienist

Radiation
Oncologist

Radiation
Therapist/s

Oncology CNS

Medical
Oncologist

Chemotherapy
Nurses

Speech Language
Therapist/s

Dietitian/s
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Carer Name:

Physiotherapist/s

Lymphoedema
Therapist/s

Social Worker/s

Psychologist/s

Gastroenterologist

Audiologist

Palliative Care
Team - Specialist /
Nurse/s

Cultural Support
Worker/s

District Nurse/s
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The Head and Neck Cancer Care Pathway is a series of W O I NB whid® dkeyfhié Be\(blaces where patients and

healthcare services interact. These are clustered into key phases, which broadly describe the care points at a
particular stage of the care pathway. Please note that not all patients will follow every step of this pathway.

PRESENTATIQ CARE AFTER
INITIAL TESTING TREATMENT INITIAL
INVESTIGATIO DIAGNOSIS PLANNING URIZ UL SNLE TREATMEN& SONSSSUISKSCRR L AR
& REFERRA RECOVERY
Phases _| SUPPORTIVE CARE AND REHABILITATHDRE of supportive care and rehabilitation services are available throughout the HNC care
pathway to help you to cope with physical symptoms and side effects, emotion and social effects. Services are available leading up to diagnosis,
prior to and after treatment
PALLIATIVE CARE SERVFKzHStive care supports people to live fully as possible, and helps to improve quality of life
through holistic assessment of a personQ physical, emotional, spiritual and psychosocial needs. Palliative care is provided
- in the community, in hospices and in hospitals. It can be accessed at any stage of the care pathway
First S.PeCia"St Diagnosis Pre-Treatment Post-Treatment
Care — Appointment Assessments Care Planning
Points
Presentation & Testing Multidisciplinary Treatment Longer Term Support Care
— Referral Team Meeting
12
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PRESENTATION, CARE AFTER

INITIAL TESTING & TREATMENT INITIAL
INVESTIGATION DIAGNOSIS PLANNING TREATMENT TREATMENT & LONGER TERM SUFPORT & CARE

& REFERRAL RECOVERY

PALLIATIVE CARE SERVICES

PresRir;‘:?ar::::n & Testing Mul‘tidiscipl]l.'\ary Treatment Longer Term Support and Care
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What to expect

Patients with head & neck cancer present in many

different ways. You may have been seen and referred

by your GP or Dentist or you may have presented

directly to hospital, where doctors with expertise in
head and neck cancer will have investigated your

- ; - condition and may have requested additional tests to

TRt detect the presence (diagnosis) and growth (staging)
of cancer cells.

Pre-Treatment Post-Treatment

Assessments

After your first specialist assessment, your CNS will
help to coordinate your appointments so additional
test results are available for discussion at a clinic
appointment to discuss your diagnosis.

YourPresentation and DiagnosiSare Teanmay
include

GP, Dentist, Doctors with an interest in head and neck
cancer, Clinical Nurse Specialist, +/- Health
Psychologist, Pathologist, Radiologist and Radiology
staff who take x-rays and scans.

Key Resources

H 1 Multidisciplinary Team Meeting (MDM) Head &
' Neck Cancer Booklet

13
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PRESENTATION, CARE AFTER
INITIAL TESTING & TREATMENT INITIAL
INVESTIGATION DIAGNOSIS PLANNING TREATMENT TREATMENT & ECHGERITERNISTPRORTIZICARE

& REFERRAL RECOVERY

PALLIATIVE CARE SERVICES

First Specialist Diagnosis
Appointment

Pre-Treatment
Assessments

adzZZ GARAAGOALI AyWlaNBa 0¢CSIY aSSOAYS3
What to expect

The MDM is a clinic held at Auckland City Hospital. The
wider healthcare team will review and discuss
treatment options with you including likely outcomes,
_IQI_ expected timeframes, possible side-effects, risks and

benefits; to develop a personalised treatment plan
based on your preferences and needs.

Post-Treatment
Care Planning

Presentation &

Testin
Referral g

Treatment Longer Term Support and Care

Some patients are required to attend the MDM in
person. If so, you are encouraged to bring a support
person. Your CNS will guide and prepare you.

YourMDM Care Teanmay include

Surgeons, Clinical Nurse Specialists, Radiation and
Medical Oncologists, Dentists, Radiologists,
Pathologists, Palliative Care Specialists and Allied Health
Professionals

KeyResources

: T MDM treatment plan summary
f\ N Specific written resources relevant to your treatment
will be provided to you. If not, please ask.

14
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Date:
Time:

NOTES from MDM Meeting:

Questions:

15
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PRESENTATION, CARE AFTER

INITIAL TESTING & TREATMENT INITIAL
INVESTIGATION DIAGNOSIS PLANNING TREATMENT TREATMENT & LONCERPERNISUPRORTIECARE

& REFERRAL RECOVERY

PALLIATIVE CARE SERVICES

First Specialist Diagnosis
Appointment

Post-Treatment
Care Planning

Pre-Treatment
Assessmen

Testing Multidisciplinary Treatment Longer Term Support and Care
Team Meeting

Presentation &
Referral

t NONB I G YSyY

What to expect

Depending on your treatment plan, you may need to
complete health assessments prior to starting
treatment e.g. pre-op surgical appointment, anaesthetic
review and assessment of your hearing, nutrition, body
1Qr weight, oral health and/or radiotherapy planning.

L If applicable, you will have a dental examination and
receive any urgent dental treatment.

If you are having chemotherapy you may need a hearing
assessment.

You may need a feeding tube inserted to support your
nutrition during treatment.

Estimate timeframes
Timeframes will be discussed with you as part of the
MDM discussion and pre-treatment planning.

YourPre-TreatmentCare Team
Depending on your treatment you may see:

Surgeons, Clinical Nurse Specialists, Anaesthetists,
Radiation Oncologists, Radiation Therapists, Medical
Oncologists, Dentists, Gastroenterologist, Audiologist,
and the Allied Health Teams.
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Preparing for your treatment

Make a note on the next page of any questions you
have about treatment, so you can discuss them with
your doctor.

Some medications can be harmful to take when you are
having anti-cancer treatment. Remember to advise
your doctor of any medications you are taking, including
those not prescribed by a doctor (e.g. aspirin, vitamin
tablets, herbal or homeopathic remedies).

KeyResources
ﬂf\ 1 Specific written resources relevant to your treatment
' will be provided to you. If not, please ask.

t NONB I 0 YSy O !3JIB22A0ySiaY Soy GvadzS a 0 A 2y
Date Time Pre-Treatment Appointment with

Pre-Treatment Notes/Questions
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PRESENTATION,
INITIAL
INVESTIGATION
& REFERRAL

First Specialist
Appointment

Presentation &
Referral

CARE AFTER
TESTING & TREATMENT INITIAL
DIAGNOSIS PLANNING TREATMENT TREATMENT & LONGER TERM SUPPORT & CARE

RECOVERY

PALLIATIVE CARE SERVICES

Diagnosis Pre-Treatment Post-Treatment
Assessments Care Planning

Testing Multidisciplinary Longer Term Support and Care
Team Meeting

¢NBFGYSyd

What to expect

Your treatment may include:

- Surgery

- Radiation Therapy (use of x-ray beams)
- Chemotherapy (use of medication)

Treatment options vary between patients and some
may be combined.

You will be supported to manage any side effects from
treatment e.g. oral health support to manage mucositis
(inflammation in your mouth during and after radiation
therapy).

Estimate timeframes
Timeframes will be discussed with you as part of your
pre-treatment planning.

Treatment duration may vary between patients.

YourTreatmentCare Teanmay include

Surgeons, Medical Oncologists, Radiation Oncologists,
Radiation Therapists, Dentists, Allied Health Teams,
Palliative Care and the Clinical Nurse Specialist

18
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Preparing for your medical assessment/s during
treatment

Remember to make a note of any concerns or changes
you have noticed since you last saw your doctor.

Key Resources
1 At the start of treatment you will be given specific
written resources relevant to your treatment.

T When you finish treatment you will be given a written
summary of your treatment.

H 1 The Cancer Society provides a range of programs
including: “Coping with emotions and
communication” / “ Stress management and sleeping
easy” and “Strategies for supporters”

T “Look Good Feel Better” is available at any time
along the pathway

CNBFOYSY (G 38220y SjaYy Soy GvadzSa G A 2 v &

NOTE: For patients receiving Radiotherapy, you will be asked about
your preferred appointment time and provided with a print-out each
Friday of appointment times for the following week

Dates | Time | Treatment TreatmentNotes / Questions
with

19
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Dates

Time

Treatment
with

TreatmentNotes / Questions
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PRESENTATION,
INITIAL
INVESTIGATION
& REFERRAL

First Specialist
Appointment

Presentation &
Referral

CARE AFTER
TESTING & TREATMENT INITIAL
DIAGNOSIS PLANNING TREATMENT TREATMENT & LONGER TERM SUPPORT & CARE

RECOVERY

PALLIATIVE CARE SERVICES

Diagnosis Pre-Treatment

Assessments

Post-Treatment
Care Planning

Testing Multidisciplinary Treatment Longer Term Support and Care
Team Meeting
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What to expect

Once your treatment has finished, your healthcare team

will:

1 develop an ongoing care plan with you to monitor
your health and well-being

1 undertake a follow up assessment and possibly
scans / x-rays to review your condition

Preparing for youmpost-treatment follow-up
appointment

Remember to make a note of any concerns or changes
you have noticed since your last appointment to tell
your doctor (you can write them in the table below).

Between appointments gu cancontact your CN¥

you notice any new symptoms that you are unsure

about or have any concerns.

Estimate timeframes
After surgery you will have a follow-up clinic
appointment with your surgeon.

Follow-up appointments generally occur 2 weeks after
finishing radiation therapy and 6 weeks after finishing
chemotherapy.

If required, scans and/or x-rays will be requested after

21
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completing treatment for your doctor to review.

YourPostTreatmentCare Teanmay include

Your CNS, Doctors/Dentists and a range of Allied Health
Professionals who will assist your ongoing recovery and
rehabilitation. Your GP will be advised about your
treatment and post-treatment arrangements.

Key Resources

= 1 A written summary of your completed treatment
= 1 Cancer Society programs

t 28 0B | GOrStyHRIAILIZ A VEYB Z U 8 4

3

Date | Time | Follow-
up with

Tests prior to
Appointment

Follow-up concerns /
notes / questions
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PRESENTATION,
INITIAL
INVESTIGATION
& REFERRAL

First Specialist
Appointment

Presentation &
Referral

CARE AFTER
TESTING & TREATMENT INITIAL
DIAGNOSIS PLANNING TREATMENT TREATMENT & LONGER TERM SUPPORT & CARE

RECOVERY

PALLIATIVE CARE SERVICES

Diagnosis Pre-Treatment Post-Treatment
Assessments Care Planning

Testing Multidisciplinary Treatment [Longer Term Support and Care ]
Team Meeting
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What to expect

Regular assessments and checkups will take place as per
your individualised care plan. These checkups may be
with your GP, hospital doctors, dentists and/or allied
health.

Screening tests and scans may continue to allow early
detection of any recurrence and/or change in your
health status.

Supportive care and services are available to help you to
resume your regular routine and assist you to live with,
through and beyond cancer.

Preparing for your regulalongerterm assessmertg
Remember to make a note of any concerns or changes
you have noticed since your last appointment to tell
your doctor.

Some symptoms you experience may be normal.
However, if you have any symptoms that are concerning
you (new, persistent for more than a week, or
unexplained) please speak with your CNS or GP. Your
symptoms may not be related to your previous cancer,
but it is important to have them checked out.

Your CNS is still available for you call if you have an

23

Auckland Regional Head and Neck Care Roadmap. A Patient and Whanau Guide

NS



concerns between appointments

Estimate timeframes

Specialist appointments generally occur every 3 months
for the next 2 years and every 6 months for the next 3
years after treatment completion.

However your doctor may develop a different schedule
of follow-up appointments in discussion with you.

YourLongTerm SupporiCare Teanmay include
Your CNS, Doctors/Dentists and a range of Allied Health
Professionals will assist your ongoing recovery and
rehabilitation.

Survivorship

After treatment is a great time to make some changes
and commit to staying healthy. Simple measures like
regular exercise can help you feel better and recover
more quickly. Small changes can reduce many of the
physical and emotional effects of cancer treatment.
Speak with your GP or treating team about making
healthy living changes.

It is also important that you have annual Flu
vaccinations and regular dental (and for some patients
dental hygienist) reviews.

Key Resources

9 Post-Treatment Care Plan

1 A separate “Survivorship Plan” with additional
information to support patients after they have
finished treatment is still to be developed and will be
provided to patients as soon as it is available.

1 Cancer Society programs including “Finding a new
normal” and a 6 week “Moving forward after
cancer” course
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Date Notes
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Date Notes
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