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Taking care of yourself

Caring for someone facing the end of life is challenging. But it can also be fulfilling. If you have not had
any experience of caring for someone who is seriously ill you may feel overwhelmed, anxious or ill
equipped to deal with their needs. You may be finding it difficult to cope with the changes to your own
life. Even if you have had experience of caring you may not have cared for someone who is seriously ill
or dying. :

This help sheet is about some of the feelings you may have and how you might take care of yourself
during this time. The old saying that you can really only care for others if you care for yourself is
especially true as you care for someone who is seriously ill or dying.

Taking care of yourself

When you are caring for someone who is facing the end of their life you may be confronted by
powerful thoughts and feelings. As the main carer you may feel others are relying on you to ‘be strong’
or ‘to cope’ and so you may try to ignore your own feelings. This is very common but it can have a
harmful effect on your own health and wellbeing. When you take time to manage your own emotional
needs you may find yourself better able to care for someone else and have greater confidence and
clarity.

Building confidence and resilience

It is very important to remember that dying is a natural part of living. Building confidence can help you
appreciate the journey you are sharing with the person you are caring for and help to make it more
rewarding for both of you. '

Feeling distressed, agitated or just plain exhausted is natural when caring for someone who is in the
last few months or weeks of their life. It is challenging and you may have many questions and feelings
of uncertainty. Taking time to clear your mind and find a little peace can help you think more clearly
and can calm the thoughts and feelings you might have from time to time. This will help you be more
resilient and able to maintain your own health and well-being while you focus on the tasks and
responsibilities of caring.

The following relaxation techniques may help. They are just suggestions and you may have other ways
of relaxing and calming yourself. If so think about what works for you and try to find the time and
space to take care of yourself.

e Take a walk, even a short one, each day if you can. Walking can help lift your mood and calm you
down at the same time
e Listen to your favourite music or pick something that suits your mood
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e Take a few moments to write down your thoughts without judging the quality of the writing. This
can help you clear your mind and lift your mood. No one needs to see what you have written; it is
just for you.

e Take some time to breathe quietly and just be in the moment.

o Move to a quiet place, close your eyes and make your body comfortable

o Concentrate on breathing in and out at a comfortable pace

o Try not to think about anything but the rhythm of your breath

o Find a book, story, photo, or something in nature that will help lift your spirits.

Whatever technique you choose, try to do it each day. Taking the time to relax even for a few minutes
each day can help you remain calm and able to care to the best of your ability.

You are not alone

It is important to realise that you are not alone. You may feel completely responsible for everything
and think that you must ‘cope’ without asking for help. However there are community and health
services that are there to support the person you are caring for and you as their carer. These are
detailed in other LifeCircle help sheets.

Give yourself permission to call on family and friends; even though they may have busy lives they are
usually very keen to help. Often you only have to ask. They know that what you are doing is difficult
and for many it relieves their own feelings of helplessness to be able to do something useful for you
and the person you are caring for.

The changing face of love

Your relationship with the person you are caring for will be changing in many ways as you both come to
terms with their illness. You may be feeling uncomfortable about what this means. This is common
and happens to many people at this time. :

It can help to talk about and share what you both value and cherish in your relationship. Together you
are on a journey of transformation and communicating openly can help you both.

Grief starts now

You may be experiencing the beginnings of grief already, a realisation that you have lost the person
you used to know and the life you used to have. You may be grieving for:

The loss of certainty in your own life
The loss of your hopes and dreams
The loss of familiar routines

The loss of your own identity
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e The loss of friendship, fun and laughter.

Whatever is causing you grief at this time give yourself a chance to feel it and to talk to someone about
it. Your caring journey will be enhanced, not diminished, as you pay attention to your own emotional
needs as well as those of your loved one. If you are feeling overwhelmed by grief it can help to speak
with a trusted friend, someone from your community, place of worship or your LifeCircle mentor. Your
GP or health clinic can also put you in touch with a professional counsellor if you need one.

Next steps

trained volunteer mentors are available to give you on-going support and guidance. They
have all had experience of caring. They can answer your questions and provide information about local
services; they can help you access the support you need and help you prepare for the future. Most
importantly they can give you emotional support and be a sounding board for up to a year after the
death of the person you are caring for. If you would like more information about being matched with
a Mentor, call Lif« on 1300 364 673.

There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.

If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our
Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. Olse{:‘éls

- was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and thew famllles and friends and
mentoring for people caring for someone who is at life’s end. e also holds Life Matters
educational events that help people prepare for the later stages of Ilfe. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Personal Care for Someone who is Seriously or Terminally Il

If you have not had any experience of caring you may feel less equipped to deal with the needs of
someone who is seriously ill. If you have had experience of caring you may not have ever cared for
someone who is approaching the end of life.

Even without training you will be able to do a lot of personal care tasks and with practice you will
develop a routine and a way of managing that is practical and suits your needs and needs of the person
you are caring for.

What is personal care?

Personal care consists of tasks that someone would normally do for themselves but because of illness,
disability or frailty they need another person to help them or to do them. Personal care tasks include:

e Help (or supervision) with bathing, showering, or washing

e Help with dressing and undressing

e Help with shaving, hair care and grooming

e Nail care

e Help with getting in bed and out of bed, sitting up, turning, standing and walking, sitting,
transferring to the toilet or commode, wheelchair, regular chair or vehicle

Help with eating and drinking including cooking and preparation of food and special diets
Help with going to the toilet

Help with doing exercises or therapy programs

Help with hearing aids and communication devices

Monitoring and sometimes giving medication.

This help sheet gives you tips to safely manage a number of personal care tasks for
someone who can no longer do them for themselves.

Bathing

Safety is the priority when you are helping someone to bath, shower or wash. Getting a nurse or
Occupational Therapist (OT) to help you set up the bathroom or sink area is the best way to ensure
that it is safe and practical. You might need non-slip mats, a bench over the bath or handrails installed.

Bathing in bed - If you are bathing a person in bed, make sure you have all the equipment you need
before you start: a bowl of warm water, soap, cloths, a couple of towels and some moisturising lotion.
Make sure the bed is as high as it goes; this will reduce the strain on your back. Starting at the top of
their body, work your way down, keeping the parts you aren’t washing covered, perhaps with a sheet
or towel. Wash genitals and bottom last from front to back between the legs.

. ’ : 1
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This is a good time to check for any redness on the bony areas and gently massage the skin with some
lotion. There is a section that explains more about skin care below. Waterproof creams are the best as
they help protect skin that might be exposed to incontinence or moisture. This might be a good time
for a gentle back rub or to massage the hands or feet.

Don’t forget the finishing touches a person specifically prefers or asks for: shaving, cleaning nails,
brushing hair and applying make-up. Or, if the person is quite tired after the bed bath, you might want
to do this later on.

Hair care

For many people keeping their hair clean and well groomed can make a big difference to how they feel.

If the person you are caring for can’t wash their own hair in the shower or bath, washing hair in bed
can be challenging but it can be done. Some people use a plastic basin or an inflatable basin with a
drain hose that is especially useful for long hair. Others use plastic liners and jugs of water. A visiting
nurse can show you the best way and perhaps help you the first time.

Dry shampoo sprays or powders and special products such as a cap containing shampoo and
conditioner that can be heated in the microwave and doesn’t need rinsing are also available and you
may be able to get the from a pharmacy or chemist shop.

A haircut might lift the spirits of the person you are caring for. You could ask their regular hairdresser if
they provide an in-home service. If not, try the phone book or you could ask a hospice for a contact
number.

Using the toilet

Safety is a big issue when using the toilet. An OT is the best person to advise on ways of making the
bathroom safe for toileting. They can provide guidance on handrails and other aids as well as arranging
for them to be provided. If significant adaptations need to be made to make the bathroom accessible
and safe it is best to have an OT assessment before making any big changes.

If a person can still get to the toilet by themselves, you may need to install handrails for safety and
make sure they can’t slip on anything. Make sure they can reach the toilet paper easily. If they need
help with wiping, make sure they feel comfortable with whoever is helping them.

If the person can’t get to the bathroom, a commode chair can be useful. It has a toilet seat with a bowl
underneath and is usually on wheels. Check that the brakes are locked on the wheels before use.
Consider the person’s privacy and dignity. It might be more practical to use the commode next to the
bed but it may be more dignified for them to be wheeled to another, more private place.
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If the commode is used in their bedroom, you may want to have sprays or oil burners around to help
mask any unpleasant odours.

Using a bedpan can feel strange and uncomfortable and generally takes some getting used to.
Warming up the pan with hot water can take the chill off a plastic or metal one. Be sure to dry it before
using it. Sprinkling some talcum powder around the rim can help stop the buttocks sticking to the pan.
A ‘slipper pan’ that has a thin edge at the back, is often easier to manoeuvre under larger people. You
might want to place a protective sheet under the buttocks before placing the bedpan under the person
you are caring for.

Ask a nurse to show you how to best position the person and place and remove the bedpan to prevent
spills and ensure as much comfort as possible.

Portable urinal jugs make it more convenient for men to urinate in a chair or in bed. Take care when
removing a full urinal from the bed so that it doesn’t spill. Again a nurse will be able to help you learn
how to do this.

Mouth care

Keeping the mouth clean can help prevent infection and also make eating and drinking more enjoyable.
Cleaning teeth might be one of a few activities a person can manage on their own or with a little help.

Cleaning someone else’s teeth can be a bit awkward. Sitting up is the best position if possible and a
soft toothbrush might be best if there are sore areas in the mouth. Warm water helps soften the
brush. If toothpaste is too strong on the gums, using bicarbonate of soda on the toothbrush may be
much less abrasive.

Special mouth swabs like large cotton buds and mouth-rinsing liquids can be used to clean the mouth.
Take care not to get the swabs too wet, as they could break off inside the mouth. Avoid alcohol-based
mouthwashes as they can dry the mouth. Some people find sucking on small pieces of ice, gauze or
swabs soaked in ice water, sugar free lollies or lozenges, special mouth sprays or chewing special gum
helps relieve a dry mouth. All of these products are available at pharmacies.

Don’t forget the lips. A mild balm like lanolin or pawpaw ointment adds moisture and helps prevent
chapping. '

Skin and pressure care

If someone spends a lot of time in one position lying in bed or sitting in a chair their skin may be at risk
of tearing or deteriorating and forming a pressure sore. Pressure sores may develop wherever the
weight of the body presses the skin onto a surface especially on bony areas. Sores usually start as a
reddened or tender area and can develop into a raw open wound. For people with fragile skin and
those who have lost a lot of weight just moving arms or legs across sheets can sometimes tear the skin.
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Painful pressure sores can be prevented using a few techniques:

e Limit the amount of time in one position. This may mean turning or moving every couple of hours.

e Elevate any bony areas so that it they are not resting on anything for too long. Make sure that this
doesn’t affect the person’s circulation in any way.

e Place sorhething soft under the heels, elbows, buttocks and between the knees. Materials with soft
ripple surfaces such as lambs’ wool are gentler than a sheet or blanket. Special egg crate mattress
overlays placed under sheets lift and protect the area slightly and help the air circulate, reducing
the pressure between the two surfaces. Electric air-filled mattresses ripple waves of air along the
bed under the sheet. ]

e Make sure nothing is pressing against the body and that the body is not leaning or pressing onto
anything like catheter tubing or the hard bed or chair edges.

e Gently massage the limbs, back, hands, fingers and ears with a gentle moisturising lotion to help
keep the blood circulating. Back rubs after bathing are often comforting.

e Keep the sheets as smooth and dry as possible as wrinkles and wetness can affect the skin.

Check the skin regularly, every day if possible. Bath time is often a good time. If the skin is very red or
has broken, great care must be taken to protect the area and you may want to get professional advice.
If you think pressure sores are likely to become a problem it is best to get specialist advice before they
develop. The palliative care team or specialist community nurses can make sure that you are doing
everything you can to prevent them and can treat them if they develop.

Preventing infection

You may need to think about ways to protect the person you are caring for from infection and germs as
it is likely their immune system won’t be working very well. This is especially important if they have lots
of visitors particularly in the cold and flu season. There are a few simple precautions you can take:

e Wash your hands after helping with personal care, especially if you've come into contact with body
fluids. Warm soapy water is best or a disinfecting liquid available in pharmacies and supermarkets
more practical. Keep your nails short as long ones could scratch or get caught.

e Use disposable latex gloves when you’re handling any body fluids. Anything that has been in _
contact with blood or body should be put into two bags before going into the garbage. Disposable
plastic aprons may help to protect your clothing or you might just want to have a supply of old
comfortable clothes that can be quickly and easily washed and dried.

e Some people wear a surgical mask if they have a cold. While practical, this might be uncomfortable
or seem too clinical.

e Reschedule visitors who are not well or coming down with flu or a cold.
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Tips for staying safe around the house

If a person is mobile it’s important to take some basic safety precautions at home to prevent falls and
other injuries. Remember that an OT can assess your home, recommend and in most cases organise
any modifications needed.

Remove throw rugs and scatter mats to prevent slips, especially if the person you care for uses a
walker, cane, or crutches

If rugs interfere with a wheelchair, remove or cover them with plastic runners

Tape rug edges to the floor .

Check floors for raised nails and loose boards or tiles that could cause tripping

Keep electrical cords, furniture, plants, children’s toys, and pet toys out of the person’s path
Make sure that the person’s clothes don’t drag on the floor. Turn up hems on long clothing a few
inches. Avoid or alter long, loose sleeves that can catch on things

Encourage the use of non-skid slippers or shoes for standing or moving about the house

Use bed rails to prevent falls from bed. You may only need them at certain times of the day or at
night depending on the level of alertness of the person you are caring for

Install banisters or gates on stairwells

Use handrails in the bathroom and the toilet. Do not use towel racks, these easily pull out of the
wall

Place non-skid strips or a non-skid bathmat on the floor of the bathtub or shower

Keep a bedpan or commode within reach of the bed. You might want to disguise them with a sheet
or towel when you have visitors.

When helping the person out of bed, let them sit upright for a minute or two to help prevent
dizziness. .

If the person is using a hospital type bed make sure the brakes on the wheels are on before you
help them out of bed to prevent the bed from rolling

Discourage the person from smoking, especially in bed. If they do smoke provide them with safety
lighters and ashtrays and use non-flammable clothing and bedding.

Helpful personal care products

If someone is able to manage some of their own personal care some of these products might help:

HOPELINE® Telephone Counselling & Enquiries 1300 364 673 www. lifecircle.org.au info@lifecircle.com.au

toothbrush or denture brush, comb and hair brush with built-up handles
finger ring brush that slides onto the finger instead of being held

hair brush that slides over the back of the hand instead of being held
toothbrush that slides onto the finger instead of being held

toothpaste tube squeezer

electric razor that slides over the hand instead of being held

goose neck mirror that stands on a table
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long tongs that can be used to pick up items out of reach

skirt aids, pant aids, stocking aids, and sock aids to help with dressing
elastic shoelaces so shoes can be pulled on and off

raised toilet seat or portable commode that can be kept near the bed
bath or shower bench or chair

hand-held shower with a wall mount at hand level

e hand rails near the toilet, sink and bath.

To find out more about what’s available you can ask pharmacies, suppliers of specialist equipment, an
OT, physiotherapist, palliative care service or a community nurse.

Next steps

A LifeCircle Mentor can help you find ways of learning the skills and managing the personal care of a
person dying at home. If you would like more information about being matched with a Mentor, call
*on 1300 364 673.

There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.

If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our
Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
qdw‘ce, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. O[serls

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Services for People Caring for Someone at the End of Life

You may have been caring for someone for a long time or you might have been thrown into the caring

role quite suddenly. Either way it can be helpful to know about the services designed to support you in
your caring role. These include palliative care, respite care and a range of other options detailed in this
help sheet.

Palliative Care

Palliative care is the specialised, multi-disciplinary and holistic care of someone living with a terminal
iliness and their family. The aim is to make sure that the person who is ill or dying receives the best
care possible. This is done by coordinating and delivering a range of specialist services to meet their
needs and the needs of their family.

If the person you are caring for is in hospital and you are planning to bring them home it is important
that a referral is made to the local palliative care service before they are discharged; this can be done
by either the hospital doctor or the person’s GP.

Palliative care can be provided by a number of different health professionals, who often work together
in teams. These include:

specialist palliative care doctors and nurses

general practitioners (GPs)

other medical specialists such as oncologists, cardiologists, neurologists, respiratory physicians
allied health professionals such as pharmacists, occupational therapists physiotherapists, speech
pathologists, dieticians etc

social workers

grief and bereavement counsellors

pastoral care workers

volunteers.

Palliative care services vary from area to area. However, services can offer:

e expertise in managing pain and other symptoms

e help with financial, employment, parenting and other issues which arise as a consequence of being
diagnosed with a terminal iliness
emotional support for patients, families and carers
care in hospital or a specialist palliative care unit

e bereavement counselling for family and
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e referral to local community services such as home care, delivered meals, community transport and
home-based respite care.

If you are caring for someone at home, community palliative care services can provide support through
home visits. If the person you are caring for is well enough to get around on their own they may also
visit specialist palliative care clinics.

Many palliative care services have volunteer programs where trained volunteers offer support to
families affected by terminal iliness. In the home, the role of the volunteer can include:

e providing companionship and support to both the patient and their carers
e respite for the carers while they attend to other matters or take a break or help with simple tasks
such as shopping or transport for medical appointments.

A range of fact sheets and other information is available from Palliative Care Australia at:
www.palliativecare.org.au or by calling 02 6232 4433.

Respite Care
Respite care gives you and the person you care for a break. This can be:

in your own home with care ranging from a few hours a week to overnight care
in a Day Centre which provides full or half day care

in a residential aged care facility for a few days to one or two weeks

in a palliative care in-patient unit.

Under the National Respite for Carers Program, a network of Commonwealth Respite and Carelink
Centres has been established around Australia. These Centres can assist carers to take a break through
short-term and emergency respite services. They can also provide advice on and coordinate access to a
range of services in a carer’s local area. You can contact your nearest Commonwealth Respite and
Carelink Centre on 1800 052 222.

Home and Community Care (HACC) Programs

The Home and Community Care (HACC) Program is a joint Australian, State and Territory Government
initiative which provides a range of basic maintenance and support services for frail older people,
people with a disability and their carers. HACC services help people to live independently in their own
home and the community for as long as possible. The range of services varies from place to place.

Information about what services are available in your area can be found in the local telephone
directory or by phoning the Commonwealth Respite and Carelink Centre on 1800 052 222. Services
provided through the HACC Program include:
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e Home modifications or maintenance — assistance to maintain a person’s home, garden or yard to

make it safe

Social support — assistance to meet a person’s need for social contact and

participation in community life

Transport — practical assistance with group or individual transport needs

Domestic assistance and personal care — help with cooking, cleaning, washing,

ironing, bathing and dressing _

Nursing care — support in the management of health problems such as incontinence

Case management — a process for managing support to people with chronic, ongoing or complex

conditions or situations

Meals and other food services — the preparation and delivery of meals

Centre-based day care — group activities and regular respite

Respite care — support to carers through the provision of respite care

Linen services — the provision and laundering of lihen

Goods and equipment — loan or purchase of goods and equipment that help the person with their

mobility, communication, personal or health care

e Allied health services — such as podiatry, physiotherapy, occupational therapy, speech pathology
and nutrition

e Assessment —to establish eligibility needs and gain access to services

e (Client care coordination — professional coordination of HACC services.

Local Government, community and voluntary organisations, religious and charitable organisations,
commercial organisation as well as State and Territory Government agencies may provide HACC
services. Sometimes charges are made for HACC services but any fees will be discussed with the person
and carer before services are provided. A person will never be refused access to services due to an
inability to pay.

HACC Case Management

The Home and Community Care Program (HACC) provides funding for Case Management services to be
delivered in the community. Case management is a process designed to assess and manage the
support, care and social health needs of frail aged people or people with a disability with chronic or
complex conditions or situations, and their carers. A Case Manager helps to coordinate what can be a
confusing range of different service providers. HACC funded Case Management services specifically
support the following people:

e those who have a range of interacting physical/medical, social and emotional needs, usually
regarded as complex needs, and who require comprehensive assessment and formal case
management

e those who need short term, ongoing or periodic assistance from a Case Manager to organise and
co-ordinate community care services
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LifeCircle
Next steps
A LifeCircle Mentor can help you navigate the services you need and encourage you in your caring role.
If you would like more information about being matched with a Mentor, call LifeCircle on 1300 364
673.
There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.
If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our

Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. Otsenﬁ

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious iliness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircie.org.au or call 1300 364 673.
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How to talk about dying and death

This help sheet supports family and friends of someone who has been diagnosed with a terminal iliness
or whose health has deteriorated to the point that there is no more curative treatment available. Once
the initial shock of the news has passed, it can be difficult to think clearly about the future and what
will happen next to both you and them. You may feel too overwhelmed to put your feelings into words
or your thoughts into actions.

This help sheet offers suggestions to help you overcome the fear, reluctance or uncertainty that you
may feel about talking about dying and death. It encourages you to consider the idea that having that
conversation may be the first step in a journey that can be as rewarding as it is difficult. It suggests
that talking about dying and death could possibly ease some of difficulties you now face.

Who do you want to talk to?

The person who is dying

Your partner, husband or wife

Your parents, children, brothers, sisters or other close family members and relatives
Close friends

Work colleagues

Spiritual or religious colleagues.

What concerns you about dying and death?

Are you frightened about caring for or being with someone who is dying

Are you frightened of losing them

How will you cope with the changes in your life after they are gone

How are you supposed to behave now

How are you supposed to feel now

What are you supposed to know about now _

e Should you talk about what’s happening or carry on as though they aren’t dying? As though they
are going to get better

e Will you be able to cope with the grief

e |sit okay to feel as though grieving has already started.

What might concern your loved one about dying and death?

e Fear of dying or death
e Place of death if choice is possible
e Whether donation of organs or tissues is possible
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Options for a celebration or ceremony

Choices about their body after death such as burial or cremation

Where to place remains: cemetery, under a tree, scattered on a beach, in a garden

What would they like people to remember about them: their family’s story, their own life story,
their work, their house, garden or a special interest, passion or hobby.

How do you start talking about dying and death?

If you’ve thought about some of the things you want to talk about or feel you need to talk about and
you have someone in mind that you would like to talk to, the next step is to make the time to have this.
important conversation.

A conversation with your loved one might be about personal things like how you might cope, or details
such as their arrangements, what they want to have happen as death approaches, (Will, Advanced Care
Directive, Power of Attorney, etc) and how they want to be remembered after their death (such as
funeral or other ceremony).

Hopefully this will be the first of many conversations and each one will get easier as you become more
comfortable with this inescapable part of living and with the emotions that arise when you talk about
dying and death.

Try not to be afraid or embarrassed by your emotions when you plan a conversation about dying and
death. This is a difficult time for all of you and it is important that you try to make the time to talk
before it is too late. You may want to talk to someone close to you before you first talk with the
person dying and you may want to keep talking with them as the person moves closer and closer to
death.

If you are talking with the person dying you both may get emotional and though that may feel
distressing try to keep going, even if you need to take your time or get some tissues and a glass of
water. It may be best to have several short conversations talking about one thing at a time. Pick a
time when you are both well rested and a place where you are both comfortable. Consider asking
someone to be with you if you need extra support.

Here are some suggestions for starting a conversation with a person dying or someone else affected by
the iliness or prospective death of someone:

e Could we make a time to talk about what is happening to [you / person]? | feel really
uncomfortable, but | think it’s time to start thinking about what’s going to happen.

e | know that no one wants to talk about what is happening or that [you / person] is dying, but | so
much want to talk about how I’'m feeling and I'd really appreciate just getting some things off my
chest.
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e |know that we are all going along as if this isn’t happening, but [you are] / [person is] going to die
and | would feel so much better if we can accept that and start talking about it.

Some of your questions will need to be asked of medical or other professionals who are caring for the
person dying. Don’t be afraid to make a list of questions or ask for information to be repeated or
written down. Remember that no question is the wrong or a silly question.

Next Steps

A LifeCircle Mentor is trained to talk with carers about any aspect of dying and death. They have
experience of caring for someone and can help you feel more comfortable about these conversations.
A mentor can support you before or after these conversations. If you would like more information

about being matched with a Mentor, call LifeCircle on 1300 364 673.
There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.
If you need emotional support or a listening ear, call LifeCircie on 1300 364 673 to talk to one of our

Telephone Counsellors.

This help §heet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. Otserlg

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Fear and how to deal with it

Dying and death are frightening and final concepts and most of us struggle with them. When you are
caring for a family member or friend who is dying, fear may be a constant companion or it may be an
unexpected or sudden visitor from time to time.

Why are you afraid?

Being with someone or actively caring for someone at the end of life is an experience most of us will
have at some stage but these days we don’t know much about dying or what is normal. We are
familiar with images from TV and movies but they often give us unhelpful ideas about what actually
happens when someone dies. We hear stories from friends and families about how difficult and
emotionally painful death can be. So many of us are afraid and reluctant to talk or even think about
dying and death.

The reality is that death is a normal part of life and it happens to all of us. By learning about what
happens when someone is in the final days or weeks of life we can become more comfortable with it.

You may be afraid because

e You are confused by some of the things that have been said or not said by doctors, nurses or others.
Do you have questions or are there words that you don’t understand? Make a list and take them to
your doctor for an explanation. Sometimes it can help to take a friend or family member with you to
be an extra “ear”, take notes or to write down what the doctor says. Don’t be afraid to ask the doctor
to clarify anything you don’t understand.

® You may feel that you can’t talk to anyone about how frightened you are.

Think about someone you could tell and then make the time to tell them how you are feeling.

e You may feel that you need to be strong because others around you are frightened.

Your fears are valid too so consider who you can talk to about what frightens you. Voicing your own

fears may actually be helpful for those close to you as well as you allow yourself to be more open
about what is happening.

How does fear affect you?

e You may feel guilty about being frightened.
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Dying well at home
Information for people caring for someone who is dying

Someone close to you is living through their final months, weeks or days. This may be an experience
you have never encountered before.

This help sheet will help you to be aware of some of the changes which may take place as the dying
person moves through the final stages of living. Being aware of what happens in these stages can help
you and your family and friends live each day more fully with the person who is dying; it can relieve
some of your fears and give you comfort when you know that the person you are caring for is
progressing in a normal way towards their final moment. Finally this awareness can give you some
ideas about how to respond to the changes that are taking place in the person you are caring for.

People die well in hospitals, hospices and in their own.homes. Wherever the person you are caring for
is dying, we hope this help sheet will make it possible for you and your family to surround the dying
person with time, conversation, laughter, tears and love. It is written with dying at home in mind but
we hope it will help you wherever you and the person you are caring for is living.

The final couple of months

The effects of dying on both the mental and physical state of each person are unique as they live their
last few months, weeks and days. However there are some typical changes that might take place.

e Withdrawing: A person may start to withdraw from the wider world and become more
preoccupied with personal and family matters, including reflections and memories. For example, a
person who had been very interested in current affairs may no longer be interested in the daily
news.

¢ Finding busy activity or a group of people no longer easy to manage: For example a large family
gathering may be overwhelming despite evident pleasure in the event.

e [rritability over daily busyness: A person may feel that they need to take more time over each step
in the day rather than rushing through a list of what used to be manageable tasks.

e Anxiety and agitation: A person may feel that they are running out of time to complete whatever
has become important to them or they are fearful about what is ahead of them.

e Sleepiness: As the body’s mental and physical functions deteriorate a person may need or may
want to spend more time dozing or sleeping. Talking and being with others as well as eating and
drinking may be exhausting.

e Eating and Drinking: The body’s gentle process of shutting down means that a person may want
less to eat and drink. '

. . 1
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What can you do at this time?

For yourself

Try not to respond to or be upset by unexpected irritability or frustration on the part of the person
dying. You may have done nothing to cause it.
Plan each day at the pace that is comfortable for the person dying and for you. It might be a very
different schedule than you are all used to so give yourself permission to go with what seems to be
important now rather than what you are used to achieving or expecting to happen.
Be ready to abandon your daily plan and just enjoy the moment with the other person and all the
important people in your life. :
Say “Yes!” to every offer of help from people who can support you at this time and enable you to
prioritise what has become important in these final months. You will have plenty of time later to
say thank you and to reciprocate. If you are having difficulty saying “Yes” it might help to reflect on
how good you feel when someone lets you help them! Allow the people around you to enjoy that
good feeling too.
Find time to talk to whoever can help you if you are feeling unsure about how to cope from day to
day or how to manage overwhelming emotions. A family member or friend, a LifeCircle mentor, a
counsellor, religious leader or your GP can all support you on this journey.
Don’t be afraid of talking about dying and death with whoever you need to including the person
dying. It's time to talk freely about what is happening and it feels good to allow laughter as well as
tears. Don’t be afraid to include children—they need to understand and to feel that they are part
of these momentous events.
Do whatever you need to do to ensure that you are getting some sleep

o Get help in overnight or respite care

o Get help with the early morning routine of children and daily transport to day care, school,

sport etc
o Prepare a thermos, small snacks or lay out whatever you might need to find in the night so it
is accessible and minimises disruption for you and your household.

For the person you are caring for

Manage visitors (or allocate that task to someone else) at a pace which isn’t too tiring or too many
at once. A visit may now consist of sitting and chatting around the bed while the person dozes and
enjoys the companionship without participating very much in the conversation.

Ensure that the person is able to sleep as much as they want to and prioritise other activities
according to what each day brings.

Small snacks and sips of liquid throughout the day may be more palatable than set meals at the
usual times. Tastes may change or some foods may be easier to eat and preferred now.
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Reading to the person rather than expecting them to find the energy to hold a book or a magazine
might become an important part of their day. They might prefer to listen to music. Bring
household activities such as meal times into the person’s room or move them into a living room
even if they don’t want to sit up and eat with the family.

Provide extra pillows wherever the person is sitting or lying to ease sore or stiff spots. Pillows may
also enable the person to enjoy watching the daily round without having to sit upright.

The final few weeks

As the body and brain prepare for death, more changes may be observed during the final weeks.

Withdrawing: Social activity may now be impossible as the person dying is too exhausted or
drowsy to participate in any social activities. They may still enjoy the sense of movement and
chatter around them as they drift in and out so don’t feel you should leave them alone or keep the
house quiet. Ensure that they have a sense of movement and normality in the household
remembering that the ebb and flow of daily routine is the reason you and your person want to be
at home during these remarkable days.

Activity: As the body and brain steadily shut down, the person may not be active in any way. There
is information below about how to maintain comfort and hygiene at this time.

Anxiety, agitation and restlessness: Chemical changes in the brain can affect thinking, awareness
and emotion. The person might be confused and disoriented at this time. They may be unable to
recognise their surroundings or familiar faces. This can be frightening for the person and upsetting
for family and friends. They may also be restless or agitated at this time.

Sleep and consciousness: The person may now be drifting in and out of consciousness and
gradually becoming unable to respond even though they can probably hear what you are saying.
They may dream vividly or be incoherent in what they say. Your presence can be of great comfort
to them.

Eating and Drinking: Your loved one may now refuse most or all food and drink. This is a natural
change, as the body no longer needs nutrients. However the mouth and throat might be
uncomfortably dry so sips of water or juice, sucking ice or gently moist mouth swabs can relieve
those feelings. Cream for dry or cracked lips might also be very soothing.

Incontinence: Sometimes people who are dying lose control of bladder and bowel because the
muscles in those areas relax and no longer function normally. This can be both embarrassing and
uncomfortable but can be managed with advice and perhaps equipment from a community or
palliative care nurse. As less fluid is drunk, urine becomes stronger and darker in colour and there
may be little faeces in these final few weeks as very little food is eaten.

Breathing: Breathing patterns change as death approaches. Breathing may become rapid at times,
or irregular with pauses between breaths. Moaning noises may sound disturbing but can simply be
caused by air moving across weak vocal cords.
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Skin and circulation; As the body’s circulation slows down the face, hands and feet in particular
usually become cooler and sometimes more sensitive when touched. They may look bluish. A
person’s back may become mottled, as blood flow moves away from non-vital areas to protect vital
organs for as long as necessary. Temperature may fluctuate between being too cold or too warm.

What can you do at this time?

For yourself

Do whatever you need to do to ensure that you are getting some sleep
o Get help in overnight so you can sleep knowing you will miss nothing momentous
o Get help with the early morning routine of children and daily transport to day care,
school, sport etc
o Prepare a thermos, small snacks or lay out whatever you might need to find in the night
so it is accessible and disruption for you and your loved one is minimised.
Plan for what an emergency will look like for you and the dying person and think through the
necessary steps and the implications of any emergency medical emergency intervention such as
calling an ambulance and being moved to hospital. Take into account the dying person’s wishes if
you know what they are. _
Get all the information you need to help allay your fears and give you a feeling of control and calm
in the face of the profound events awaiting you.
Say everything you need to say to everyone important to you at this time and listen to whatever
they need to say to you.
Provide opportunities for all the important people to be involved to whatever extent is comfortable
and appropriate.
Don’t feel guilty or neglectful about the person eating and drinking little or nothing at this stage.
While providing food is a very powerful way to show love and concern, the refusal to eat and drink
is a natural part of the dying process and is not uncomfortable for a dying person.

For the person you are caring for

Comfort and rest will be priorities now, so plan visits and any activity, however small, according to
what the person wants and needs.

Settle agitation or distress with familiar surroundings, calm reassurance and stroking or gentle
touch or massage. You may need to remind the person of your own name and assure them of your
presence.

Keep talking with the person, even if they appear to be sleeping or drifting in and out of
consciousness. Assume they can hear you even if they can’t respond. Bedside chat with family and
friends can be comforting for everyone.
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Even though the person may be eating and drinking little or nothing now, make sure that cracked
lips are soothed with lip cream and mouth is kept moist and fresh. Mouth care can be very
important to the comfort of the person now.

If incontinence is a problem, there are bed and personal products available to help you manage
this. A community or palliative nurse or a pharmacist will be able to advise you. However, as food
and fluid intake reduces this may now become less of a problem.

Breathing may be increasingly erratic and noisy. This might sound alarming but once again this is
probably normal and caused either by slack vocal cords or secretions collecting at the back of the
throat that the dying person is no longer able to cough away. Propping up the bed head with
pillows or laying a person on their side can help to drain secretions. A cool mist humidifier in the
room may also help. Snoring and snuffling may also increase as jaw and throat muscles weaken
and the tongue drops further back. In general the person is not lacking oxygen but just going
through a natural process as the lungs and breathing shut down.

Breathing distress (which may be due to confusion or agitation) is uncommon but can be aided by
slow steady breathing together with the person in a rhythmic and calm way. A fan or airflow can
also help as long as it doesn’t make the person cold or shiver.

The final few days

What can you do at this time?

For yourself

You, your family and friend may want to be constantly near the person dying now. This might
mean enlisting help with anything and everything to keep the household running. It might also
mean letting go of all other daily priorities or having alternate arrangements in place.

Give yourself permission to radically change your priorities and your focus so that you can make the
most of this precious time with and for whoever is now part of this journey towards death.

Ask for the help you need so you can be free to do, feel and say exactly what is right for you at this
time.

Plan to sit with the dying person in shifts, if possible, so that everyone can both be involved and get
some rest. Alternatively, rest or get some sleep near the dying person’s bed.

Be bold in saying what you want to say and doing what you want to do with and for the person
dying. This is a time when powerful memories can be created which will form a cornerstone of the
legacy that is being built for you and yours.

Assume that what is said to and near the person can still be heard even if they are barely conscious
or apparently unconscious.
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For the person you are caring for

e There may be brief surges of energy with requests for particular meals or to get up and dressed.
There may be a feeling of contentment as soon as the request is acknowledged without it having to
be acted upon.

e Restlessness may increase and can be addressed in the same way as discussed earlier. It may be
due to lack of oxygen or it may be due to confusion and disorientation. Calming reassurance and
gentle stroking may work equally well to settle the person irrespective of what is causing the
restlessness. _

e There may a sense that the person is waiting to complete unfinished business or for the arrival of
someone special in their lives. You may be able to provide closure and encourage the person to let
go when they are ready without having to wait unnecessarily. _

e The skin may feel quite cold now and may be very sensitive to even the gentlest touch.

e Speak with the person as though they can hear and understand all that is said.

e Eyes may be partially closed and mouth may be open as muscles completely relax just before
death.

The final breath

The final breaths a person takes can be intermittent with seemingly endless gaps between them. They
can be surprisingly loud if fluid has been accumulating in the lungs. This is sometimes known as the
death rattle. Do not be alarmed; this is often a normal part of the process.

Eventually the person will stop breathing altogether. There will be no pulse as the heart also stops
beating. There may be a few muscle twitches, but that will stop quite quickly. The face will relax and
the pupils will be large and still.

After death, the body goes through some more changes. As muscles are completely relaxed, body
fluids may be expelled from the rectum, bladder or mouth, which can be upsetting if not expected.

What can you do at this time?
For yourself

e Remember that there is no hurry to do anything at all.

e Take the time you need to say goodbye, share this moment with the people around you and
complete the journey of caring on which you embarked with the person who has just died.

e You may want to touch or hold the person or you may prefer not to. Make your own decisions
about how you would like to spend this time and let others also make their own choices without
impacting on each other.
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For the person you are caring for

e You have just completed the enormous task of doing everything possible for the person who has
just died. Allow yourself and your family to become the focus of concern and connectedness now.
e There is nothing more you need to do.

Immediately after death

There is no hurry to have the person’s body taken out of the home. If the weather is very warm, keep
the room as cool as possible. Muscles won’t start to stiffen for some hours, so take your time. You
might want to arrange the person’s body straight on the bed and tidy any fluids away or place towels
or pads underneath the body. If the person’s mouth is slack and open, roll a small towel under their
chin.

You may want to wash the person’s body, comb or tidy hair or change their clothes. You may want to
do nothing but sit or you may need to be outside or in the fresh air. Choose what is right for you and
give yourself permission to do just that. Family, friends and especially children may want to be near
the person, touching, stroking and holding them in order to make death and the nature of this farewell
meaningful for them as well.

When you are ready, a doctor who has seen the person within the last 3 months can arrange a death
certificate. You will need to advise them of the time of death. If a funeral director is taking the
person’s body, they will be able to remove the person’s body after the death certificate is available.
You can look at one of our other help sheets about planning a funeral if you are unsure about what
happens next.

Once the person who has died has been taken out of the home, emotions may flood and overwhelm
you and yours. You may be both exhausted and unable to sleep. Give yourself permission to feel
proud of the ways in which you have accomplished a unique task. You have shared the gift of living
well and dying well with the person who has just died and with everyone who has been a part of that
person’s life and death.
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Next Steps

A LifeCircle Mentor has experience of caring for someone at the end of life. They help carers through
these final months, weeks and days by staying in contact as a supportive listener with ideas to help
carers on their journey of caring for someone who is dying. . If you would like more information about

being matched with a Mentor, call LifeCircle on 1300 364 673.
There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.
If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our

Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. o{seégéls

Lif e was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and thetr families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of Iife. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Adapting Your Home Environment

Managing change at home and in the community

If you are caring for someone with a serious illness some aspects of life may have become more
challenging to manage. These might include showering, getting in and out of bed, moving around the
house or picking things up from the floor. These changes can have an impact on you and the person
you are caring for.

Changes may happen suddenly, such as after an admission to hospital or a fall, or gradually. Sometimes
changes happen so gradually that you might not be aware that you’ve both adapted or you may begin
to struggle with managing everyday life. It’s important that you and the person you are caring for
continue to do as many of the activities you need and would like to do safely and for as long as
possible.

This help sheet outlines practical tips to help you and the person you are caring for manage the
changes and ensure that you both can live safely at home maintaining your independence for as long
as you can.

Occupational Therapists — help with advice and equipment

An Occupational therapist (OT) is trained to help you care for someone ill or disabled safely at home
and make it possible for you and the person you are caring for to keep doing the things you like to do.

OT’s can be involved before someone comes home from hospital as part of the discharge planning
process. They can do an assessment of your home and will be able to advise on equipment such as
up/down beds, commodes and how to do things safely.

A home assessment can be organised before discharge from hospital or through your local community
health service if the person you are caring for hasn’t been in hospital. You can also engage an OT
privately and you do not need a doctor’s referral to hire one yourself.

What does the Occupational Therapy assessment involve?
The OT will come to your home and have a look at and advise on:

e the tasks you need to do

e the layout of your house

e any equipment you might need to make things easier and safer
e advice about other activities like getting in/out of the car.
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After the assessment the OT will give you information about where to get the aids, equipment and
home modifications that they have recommended. These can often be obtained at a subsidised rate,
through such services as a hospital equipment loan pool, community health centres, the Program of
Appliances for Disabled People (PADP), disease specific organisations such as the Motor Neurone
Disease Association and local government funded home modification and maintenance services.

If you hired a private OT you can hire or purchase appropriate aids and equipment from retail outlets
like pharmacies and specialist disability equipment suppliers. You can also privately engage the services
of a qualified tradesman (including builders) to modify your home.

You do not need a doctor’s referral to contact an OT, but you should always seek the advice of a
professional before modifying your home, and before buying specialised equipment.

Aids and equipment

Ideally access to aids and equipment should be arranged prior to discharge from hospital so that you
can set up a safe home environment. These may include:

e mobility aids to help with getting about

e personal care aids to help with activities such as showering and dressing

e personal safety devices to let someone know if your loved one is in trouble

e home safety aids to help with day-to-day activities in and around the home

e bedding, seating and lifting equipment to minimise pressure sores, skin problems and help
with lifting

e communication aids to help people who find it difficult to talk or communicate their needs.

Safety

The OT will also give you advice about how to eliminate potential safety hazards in your home. They
may suggest that you re-arrange your furniture and get rid of excess clutter and/or remove loose rugs
and seal carpet edges. Lifting and transferring a person for example from a chair to bed can be a
complex task. Talk to the OT about the safest ways to do this without hurting yourself.

Home modifications

Home and Community Care (HACC) funded Home Modification and Maintenance services are there to
make the changes and repairs to the homes, gardens and yards of frail older people, younger people
with a disability or their carers to help them live independently and safely in their own home. These
range from replacing cabinet doorknobs with pull handles to installing wheelchair ramps, widening
doorways or bathroom modifications.
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Your OT can provide you with details of your local Home Modification and Maintenance service.
Commonwealth Respite & Carelink Centre on 1800 052 222 is the best source of information about
local community services of all kinds including the HACC funded Home Modification and Maintenance
service.

Next steps

A LifeCircle Mentor can support you to find what you need to know and who you need to be in touch
with when you are making decisions about caring for someone at home. If you would like more
information about being matched with a Mentor, call LifeCircle on 1300 364 673.

There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.

If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our
Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. OEsefmng!s
LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the

community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Creating memories and legacy

Talking about the future

The prospect of losing someone you love can sometimes feel unbearable. Especially if you know they
are dying. So many emotions threaten to overwhelm you that it can be difficult and painful to think
clearly ahead to a time without them. However, if you can find some quiet space to think about that
future time it can be a good way to:

Spend time together right now

Make memories which will be a comfort for you after the person you love has gone
Provide a wealth of information and learning for you and your family

Create tangible mementos of the person you love and your times together

Resolve conflict or confusion about past events

Strengthen ties with family and friends

Provide opportunities for people to come to terms with death in a helpful way
Help those left behind to manage feelings of grief and loss.

Sharing and gathering memories

The hardest part of making records, notes, memories or mementos can be getting tarting. In order to
start taking stock of life and deciding what parts you want to preserve, you may need to acknowledge
that death is going to come soon. '

You and your family and friends may be struggling to come to terms with the idea of dying and death,
but try not to let that get in the way of having those important conversations. And don’t forget to
include and involve children. Participating in sharing memories can help children come to terms with
what they see happening around them.

Once you’ve had that first conversation, it becomes easier to talk about your memories of both the
good and the not so good times and to share the laughter and the tears that come as you remember
the past.

| Gathering memories

You might talk about what is important to remember, what needs resolving and what should be set
aside. You might want to find ways to capture and preserve your time together as well as the
memories you have shared.
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Here are some ideas for recording memories and legacy:

e Make notes and/or a scrapbook

e Record conversations on film or tape

e Go through old photographs and share stories about them

e Choose jewellery, books, recipes, menus, plants, jokes, furniture, pictures or ornaments to give
to particular people as mementos

e Record and share the stories which go with each of these gifts

e Choose a favourite prayer, spiritual reading or religious occasion by which to be remembered

e Make a note of favourite novels, movies, celebrities, momentous occasions, family stories and
characters

e Scan photos and documents to create a powerpoint presentation, printed photo book or
internet site

e Make a film of and with your loved one.

A time to be with loved ones

Think about who can be involved and how to spend the time available.

e Get family and friends together to share good memories and resolve anything outstanding or
let go of past disagreements

e Do one of those things which you or the person dying has always wanted to do and take film or
photos to record the outing or the event

e Even if a person is too weak to join in social occasions, they may want to listen to what’s going
on from their bed, or lie comfortably somewhere and soak up the atmosphere

e Talk about funeral plans and what they dying person would like.

Creating legacy

We tend to think that legacy is what we leave behind after we are gone. But creating legacy is
something that can be started at any time and before the person you love dies. Taking time to think
about how or what you both want to be remembered can help you prepare for death and can relieve
some of the fear of what lies ahead.
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Next steps

A LifeCircle Mentor can encourage a family to create wonderful memories and legacies when someone
they love is dying. . If you would like more information about being matched with a Mentor, call
'e on 1300 364 673.

There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.

If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our
Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Thank you to Olsens Funerals for their support in producing this help sheet. OISeDém

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Qur dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Funeral services and Ceremonies

A funeral is for those who are living. It is a celebration and thanksgiving of the life of the person who
has died. Consequently it is important that everyone who has been touched by the person has the
opportunity to share in a celebration of their life.

Four basic needs fulfilled by the funeral or ceremony

Physical The disposal of the deceased’s body is controlled by State Laws and is usually by way of
burial or cremation.

Emotional A funeral allows family and friends to share their memories of a loved one, to grieve
and cry together and to provide vital support to each other in facing their loss.

Social It is a social event shared with family and friends that acknowledges the life of the person
who has died and gives comfort to those left behind in the weeks and months following the death.
Spiritual For those with a spiritual or religious belief it enables the life and death of an individual to
be recognised within that context.

The funeral service or ceremony

The funeral service or ceremony can be a key part of the grieving process that helps people on the road
to working through their loss. In order to fulfil that role, it must meet the needs of the family and
friends and their community. The following aspects help to meet these needs:

HOPELINE® Telephone Counselling & Enquiries 1300 364 673 www. lifecircle.org.au info@lifecircle.com.au

Some sort of service or ceremony in which all mourners can share. Some people choose not to have
a service or ceremony and this is an option too. It can be held in a church, a funeral home or
chapel, at the graveside or the crematorium or any other place that was special to the deceased.

People are encouraged to select their own venue, their own music, readings or poetry. They can
choose to have a religious or non-religious ceremony.

The order, content and style of service can all be varied to suit the family’s needs. A personal
tribute from a family member or close friend or perhaps the inclusion of appropriate cultural
traditions may make the service more meaningful.

The presence of the body of the person who has died at the funeral or ceremony can be an
important way of helping family and friends through their grief. It may be painful to witness the
removal of the body at the end of the ceremony but including this step may help those left behind
to accept the reality of their loved one’s death.
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Arranging a funeral service or ceremony

Most people have little or no experience of organising a funeral or ceremony following the death of a
loved one. If there has been time to talk about what the person who died wanted, some of the
planning may have already been done.

All reputable funeral directors can provide a wide range of services to suit the needs of the family. They
can help make the funeral simple or elaborate and the cost will be reflected accordingly. The funeral
director is there to guide and advise on the many matters that may need to be considered.

Initial interviews with the funeral director can be at their offices or in the home. While some people
may have fairly clear plan for the arrangements they want to make, others may want to consider a
variety of alternatives before making any final decisions.

The choices to be made -

When and where the funeral or ceremony is to be held

What type of service or ceremony is appropriate

Who is to be involved in the service or ceremony

Will burial or cremation follow the service (for many people this decision may reflect religious or
ethnic attitudes and family traditions)

Which coffin or casket and clothing is appropriate

Details about any viewing of the deceased

What floral arrangements are preferred

What motor vehicles would be appropriate

Who is to conduct the service or ceremony :
Preparation of an order of service with readings and/or poems of special meaning
What type of music will be played

Any audio visual presentation, preparation and planning

Is there a favourite charity for donations in memory of the deceased

Mementos to be displayed at the service or placed in the coffin

Booking and planning a reception after the service, including catering

The wording of press notices

e Are there any special requests or needs.
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Next steps

A LifeCircle Mentor can help you find the information you need to make decisions about the funeral
service or ceremony you or the person you are caring for would like to have. They will continue to
support you for up to one year after the person you have been caring for has died. If you would like

more information about being matched with a Mentor, call LifeCircle on 1300 364 673.
_There are other help sheets in this series. They are all on the LifeCircle website www..lifecircle.org.au.
If you need emotional support or a listening ear, call LifeCircle on 1300 364 673 to talk to one of our

Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment. '
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Thank you to Olsens Funerals for their support in producing this help sheet.

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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LifeCircle
Hospital to Home

Coming home from hospital after a hospital admission can be a relief but also a little
daunting, with changes and adjustments often to be made. The information contained
in this fact sheet will support you and your loved one in the planning process when
coming home from hospital.

Discharge Planning

The aim of discharge planning is to ensure a safe and smooth transition from hospital for
those who wish to return home and who still need care and support. Planning should
always involve the patient, their carer, family and any professional staff involved in the
patient’s care to make sure that their care and support needs will be met once they are
back home.

Typically, the professional staff involved include, the doctor in charge of the treatment
of the person you are caring for, the Nurse Unit Manager (NUM), occupational therapist,
social worker, physiotherapist and pharmacist. Be sure to ask about discharge planning
as soon as mention is made of the patient returning home.

Palliative Care

Palliative care is specialist care for people living with, and often dying from, a serious
illness. The main goal of palliative care is to ensure a good quality of life for the person
who is ill and their family.

Seeking palliative care isn’t about admitting defeat or giving up. Palliative care aims to
provide access to expert support to alleviate pain and suffering and to integrate medical
with spiritual, emotional and psychological aspects of care. It may begin at any time.
Early (and even late) involvement of the palliative care team can greatly improve how a
person lives with and ultimately dies from serious illness.

If your loved one is coming to the end of their life it is important that a referral is made
to the local palliative care service before they are discharged from hospital; this can be
done by either the hospital doctor or the person’s GP.

All Enquiries 1800 132 229 - HOPELINE® Counselling 1300 364 673 www.lifecircle.org.au ABN 95 267 224 727
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Palliative care services vary from area to area. Most services offer help with pain and
symptom management. They can also provide emotional support for patients, families
and carers, inpatient and respite care, referral to local community services such as home
care, delivered meals, community transport and home-based respite care.

GP Care

You and the person you are caring for need to have a GP who is available after hours,
and who is prepared to conduct home visits.

Ensure that you have the GP’s surgery and after-hours contact details. When the person
is discharged from hospital, the person in charge of their discharge should send the GP a
discharge summary recording the reason for the hospital admission, any investigations
done, the treatment provided, any new medications prescribed and monitoring
requirements. It may be useful to organise a follow-up visit with the GP in the week or
two after discharge particularly if things have changed significantly.

Community Care Services

Be sure to ask the hospital discharge planner or social worker to provide you with
information about local support services, and if necessary ask them to make referrals on
your behalf. It can sometimes be easier to put these services in place while still in
hospital. However, most community care services accept self-referrals, so contact
services directly if you aren’t sure a referral has been made.

To find out about community care services in your local area, contact the
Commonwealth Respite & Carelink Centre on 1800 052 222.

Aged Care Assessment Team

Aged Care Assessment Teams (ACAT) help older people and their carers work out what
kind of care will best meet their needs when they are no longer able to manage at home
without assistance. The hospital discharge planner can make a referral but if you aren’t
sure they have contact the Commonwealth Respite & Carelink Centre on 1800 052 222
to get the contacts for your local ACAT and make the referral yourself.

Family, Friends and Neighbour Support

Planned and regular support from your family and friends can add to the professional
community support services make it easier for you to cope with caring in the long term.
Prior to discharge from hospital, it is a good idea to get your family and friends together
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or if that isn’t possible to find a way to discuss your needs and challenges so that you
can all plan around them.

Practical Tips for Communicating with Family and Friends:

This is a really important part of managing the care of your loved one. If you burn out,
get sick or are injured, it will make caring for them at home much harder.,

e Before meeting with or talking to family and/or friends make a list of the tasks
that need doing. List what you can manage, what you need help with, and what
you can’t manage.

e If you're worried about burdening your family or how the family will respond,
consider asking one of them or a trusted family friend to speak on your behalf.

* Remember, you can’t manage the care of a dying person on our own —it’s a
family and community effort. Your needs are important too. By involving family
and friends you are giving them a precious opportunity to share this special time
with you both. And they often want to do whatever they can to help.

If there is @ family member or a friend who is really good at organising ask them if they
will make a list of practical things people can do to help, when that help is needed and
those who are willing and able to help. They can then draw up a roster of who will do

what and when and make a back-up plan for days when things may go wrong.

Other Practical Tips

* Before your loved one comes home, make sure the grocery shopping is done and
stock up on supplies you will need

* Pre-prepare meals and freeze them prior to the discharge date. Even better — ask
a friend or neighbour to help out with some meals!

* Make sure an initial supply of medication is provided by the hospital pharmacy

* Buy an answering machine or set up voicemail so you don’t have to answer the
phone every time it rings

* |f your loved one is bed-bound, find a way they can communicate with you when
you are out of hearing range. The hospital’s speech therapist or occupational
therapist may be able to help you with this

* Contact LifeCircle to talk about your situation and get linked with a mentor who
can help and support you during this time.
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Next steps

If you need emotional support or a listening ear please call the LifeCircle HOPELINE®
on 1300 364 673 to talk to one of our telephone counsellors.

If you want to want to be know more about being matched with a mentor please caII
our ! 2 enquiry line 1800 132 229.

If you want further information about community education or volunteering please call
our LifeCircle enquiry line 1800 132 229.

Cancer .
Council
OlsenS social ventures australia
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LifeCircle was established through the merger of Home Hospice and Life Goes On. We
provide telephone counseling to people living with a serious iliness and their families
and friends and mentoring for people caring for someone who is at life’s end. Our
dedicated staff and trained volunteer mentors and telephone counselors have
experience and help thousands of Australians every year. LifeCircle also holds Life
Matters educational events that help people prepare for the later stages of life. See

www.lifecircle.org.au.
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Coping with Grief and Bereavement

Grief is both a physical and emotional reaction to a loss. When you lose someone you love or have
been caring for you grieve. The depth of your grief is directly related to the depth of your relationship
with the person, how long you’ve known them, how close you were to them, the nature of your
relationship and sometimes for the manner in which they died.

What is a usual response to the loss of a loved one?

Physical

e Feelings of panic, shortness of breath, tightness in the chest

e Difficulty sleeping, interrupted sleep

e Weeping

e Lack of appetite, nausea, feelings of physical illness

e Tiredness

e Lack of interest in daily life and normal activities such as cooking, cleaning, going to work, seeing
friends or family.

Emotional

Overwhelming feelings of sadness and/or distress

Lack of concentration

Lack of motivation

Uncertainty and difficulty in making decisions

Fear and anxiety

Shock sometimes accompanied by confusion

Anger at yourself or the person who has died or friends and family
Emptiness and extreme loneliness.

Sometimes you may feel that you cannot go on without the person you have lost. You may be afraid
and unsure of how you will be able to face the future especially if the person’s death has been
unexpected.

How long does grief last?

There is an expectation that people will “get on” with their lives and “get over” their loss within a
matter of weeks. Grief is an individual process that sometimes feels chaotic and it can go on for what
can seem like a long time. Each person’s experience and reaction is different and it is important that
you remember that you can take as long as you need to take in coming to terms with your loss.

Everyone’s grief is different depending on your personality, whether you are male or female and
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sometimes on your previous experience of death or loss. It may be helpful to reflect on your previous
experiences in coping with loss to give you some guidance to deal with the current one.

Dealing with grief and loss

You may want to start by asking yourself some questions:

e How have | dealt with loss in the past?
e How do | usually handle a loss or crisis?
e What steps do | usually take to deal with things that occur that are out of my control?

Thinking about the way you have coped in the past can give you some ideas about what strategies
might be useful now.

Take small steps

Don’t make any big life changing decisions in the first 12 months

Give yourself time and space

Consider talking with somebody who may be able to help you if it feels like you are not coping.

When you have lost someone with whom you shared your life or a part of your life you will never be
the same. It is normal to feel that you have lost not only the person and their presence but also
yourself. Building a “new” life takes time. The following may help you in the early stages of grief:

e Finding people who will listen to you without making judgments; people who are comfortable
around you and your grief, respectful of your feelings, constructive and have a sense of humor
Keeping photos of the person who died around you or

Putting the photos away until you feel you can have them around you again

Playing music or watching films or TV programs that you enjoyed together

Keeping those things of theirs that are meaningful to you or

Disposing of their things if you want to and when you are ready to

Doing what is meaningful to you and what YOU need to do to manage your grief.

Do not worry that how you feel now is how you’ll feel forever. Time does not really heal but it does
help you to get used to your loss. You do not get over the loss but you do get through it. Take small
steps and be kind to yourself.
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LiteCircle

Next Steps

A LiteCircle Mentor has experience of caring for someone and dealing with their loss. They are there to
support you for up to a year after the death of your loved one. If you would like more information
about being matched with a Mentor, call LifeCircle on 1300 364 673.

There are other help sheets in this series. They are all on the LifeCircle website www.lifecircle.org.au.

If you need emotional support or a listening ear call LifeCircle on 1300 364 673 to talk to one of our
Telephone Counsellors.

This help sheet may be freely downloaded, copied or distributed on condition no change is made to the
content. The information in this help sheet is not intended as a substitute for professional medical
advice, diagnosis or treatment.

Olsens

unerals

Thank you to Olsens Funerals for their support in producing this help sheet.

Olsens Funerals provides a Bereavement Support Service to all families in our care. A member of the
Bereavement Support Team follows each family up after the funeral and arrangements can be made
for the bereaved person to speak with one of the team individually. They are able to put you in touch
with community organisations that could be of help.

LifeCircle was established through the merger of Home Hospice and Life Goes On. We provide
telephone counselling to people living with a serious illness and their families and friends and
mentoring for people caring for someone who is at life’s end. LifeCircle also holds Life Matters
educational events that help people prepare for the later stages of life. Our dedicated staff and
experienced, trained volunteers help thousands of Australians every year. LifeCircle’s work in the
community is free of charge due the generous support of private and corporate sponsors. For more
information visit our website www.lifecircle.org.au or call 1300 364 673.
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Provides online information and resources for those living with a terminal iliness, carers and their work colleagues.

Working Carers Gateway
www.workingcarers.org.au

Online resource providing information and resources to those who are juggling work and caring roles.

Young Carers
Ph: 1800 242 636
http://lyoungcarers.net.au

Information, resources and support (including camps) for young people, under 25yrs, who help to care for someone with an iliness, a disability, a
mental health issue or who has an alcohol or other drug problem.

Palliative Care Australia
Ph: 1800 660 055
http://www.palliativecare.org.au

Provides information and resources for carers, families and those receiving palliative care.

Care Search
http://www.caresearch.com.au

Online resource of palliative care information and evidence for patients and families provided as part of t