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CareSearch palliative care knowledge network

e A website that enables access to
Information and resources

 For health professionals involved with
palliative care as their major role, or as part
of their health care role

 AND for patients, families and community
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Palliative Care

« Palliative care is an approach that improves the
guality of life of patients and their families facing the
problem associated with life-threatening iliness,
through the prevention and relief of suffering by
means of early identification and impeccable
assessment and treatment of pain and other
problems, physical, psychosocial and spiritual.

« Palliative care encompasses not only the patient but
the carer and family as well.

World Health Organisation, 2006
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Palliative Care

« Palliative care will affect most people at some
stage whether as a patient, carer, family
member, neighbour or friend

e Patients and carers are often unprepared for
living with illness or for the care giving
experience

e Extended family and communities also have
guestions and require information
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Patient and carer needs

“Families described not knowing what their
Information needs were until a crisis
occurred. Lack of information on a range of
areas, from practical resources to providing
physical care, and managing medications,
was problematic.” (Wilkes et al 2000)

Wilkes L, White K and O’Riordan L. Empowerment through information: supporting rural families of oncology patients in
palliative care (2000) Aust J Rural Health 8, 41-6
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Palliative Care

 The ‘For patients and Families’ section was
developed to help empower and inform
consumers, helping them to understand what
IS happening and to be aware of care
considerations and choices.
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Online Resources

 |n this age of technology, the internet is
Increasingly becoming an important source
of information for patients (Penson et al,

2002)

 We need to be ready for this

Penson RT, Benson RC, Parles K, Chabner BA, Lynch TJ (2002) Virtual Connections: Internet Health Care The
Oncologist 7: 555-568
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For Patients and Families

e Good guality information can help with
decision making

 Why CareSearch and not Google?
— Palliative Care = 10.9 million results
— Pages from Australia = 685,000
— What will you find? Of what quality?
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Quality processes

« All materials on the website are developed
and peer reviewed by Australian health
professionals to ensure:

— that they relate to palliative care

— that they are trustworthy and reflect the best
available evidence

— That, where possible, the evidence relates to
rigorous research work
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All content pages are reviewed informally and formally, as well as being written for the target audience (eg, readability scores)
All pages where possible are based on research evidence
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For Patients and Families

e |nformation in this section has been sourced
and written differently to the other pages

— This section has been built upon evidence from
the published literature

— But also based on searches for relevant tools and
resources accessible through the web

— Readability scores have been recorded on all
pages to ensure they are targeted at the right level
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National Advisory Group

 The CareSearch National Advisory Group
oversees the development of resources such
as these:

— Carers Australia
— Consumer Health Forum

— Cochrane Consumer Network
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Welcome to CareSearch. careSearch is an online resource of palliative care information and evidence.
All materials included in this website are reviewed for quality and relevance.

For Patients
and Families

What's New...

on CareSearch?
in_the community?
in the literature?

What is
Palliative Ce

l’ Finding
\A Services

This site complies
with the HONcode
standard for

’ Clinical Finding .
: : Practice Evidence Education
Quick Links ra
PubMed Searches
GP Hub - — , —~
Research o Professional G About
Conferences Resources Groups =3 CareSearch
Nurses[HUB]
FProudly linked to:
VPCNPC i

trustworthy health

HEALTH [nsite CERTIFIE information:
11.::11:1 verify hera.
CareSearch is funded by the Australian Goyemment Department of Healtl d Ageing as part of the
Mational Palliative Care Pro
Thiz page was crested on w 2008, Thiz website was laef update 1 19 November 2010
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Main Menu

‘Whatis Paliaive Care?

Finding Services

Chinical Pracics
Finding Evidence
Educabion

Research Resources
Professional Groups
About CareSearch
Centact CareSearch

Home

For Patients and
Families

About Paliafive Care

Living Wit liness

How To Care

At The End

Bereavement Gnef and Loss
Spectic Groups

Finding Out More

Print Resources

DOYOU NEED HELP
NOW?

For Patients and Families

Palliative care will affect all of us at some stage in our lives whether as a
patient, carer, family member, neighbour or friend. The sections below will take
you to detailed information and resources.

About Palliative Care

What is palliative care
and why is it
important?

At the End
What happens when

someone is nearing
the end of life?

Finding Out More

Learn more about how
to search for quality
information.

Living with Illness

Information on living
with illness, and
changes over time.

Bereavement, Grief,
Loss

Information on how to
manage after someone
has died.

Do you need help now?

Contact numbers if you
need help now.

How to Care

Information on the
practical things that
can help daily life.

Groups with Specific
Needs

Some groups have
specific needs such
as older or homeless
people.
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This is the ‘For patients and Families’ home page showing the different areas that can be accessed
There are seven main sections providing information, resources and links
Each section has a short online video that presents information about the section in an audiovisual format
The information has been translated into three community languages (Greek, Italian, Cantonese)
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About Palliative care

e Includes :

— What palliative care is and how to access it

— That it is not just for those with a cancer
diagnosis

— That having information can help to make
better decisions
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K/ palliative care knowledge network

Main Menu For Patients and -
Families Palliative Care

‘Whatis Paliatve Care? About Paliafive Care

> Whatis Paliafve Care ou are here: For Pat

Finding Services * Referring fo Paliafve Care Font size: [A] A A Brint page: 1P

About Palliative Care
Climcal Prachice = Its Not.Just Cancer

Palliative care is provided when an illness cannot be cured.
Finding Evidence > Who Provides Palisfve _— ) . .

SLUFULLLLESIRE B0t Palliative care is appropriate even in the early stages of an
o illness when someone is having active treatment. It is about

Educafion

supporting people to live well while they manage their iliness.

Research Resources It is not just about cancer.

Living With liness

Professional Groups Many health professionals help with palliative care. Falliative
How To Care care can be provided at home, in residential aged care facilities
About CareSearch and in hospitals and hospices.
o At The End
Gontact GareSearch Patients, family carers and friends can find information on many topics in this section
Home Bereavement, Grief and Loss including:

Specific Groups

Finding Out More

Print Resources
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DO YOU NEED HELP Return to For Patie
NOW?
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Living with lliness

e |t takes into account some of the Issues that
those who have a life limiting illness have to
face, such as:

— Finances
— Work

— Difficult emotional challenges



$% 4t | &) Living With Tiness

K/ palliative care knowledge network

Main Menu For Patients and
Families
Whatis Paliaive Care? About Paliafve Care

o
f

Living Wik lliness

Finding Services > Planning For The Fulure Fontsize: [A] A A Print page: &
Living With Iliness

Chinical Pracice > Financial M.
Ending Evid When someone has a serious illness there are things to
naing Ewdence = Connuing Te Work consider. This could be for the person who has the illness or for
p
Educaton o those around them.
Research Resources ) _ This could mean thinking about quality of life and what is
> Emobonal Challenges important now. Whether someone continues to work, how things
Professional Groups are likely to change and how to prepare for them is important.
# Why Is Gommunicaion There is information here that can help in making informed
About GareSearch t choices.

Confact GareSearch Topics in this section look at:

Home

How To Care

At The End

Bereavement, Gnef and Loss

Specific Groups

Finding Out More
Print Resources This page

DO YOU NEED HELP

b viman
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How to Care

 People can find themselves in a situation

where they are involved in looking after
someone

 People do not often identify themselves as a
‘carer’ but rather — ‘his wife’ ‘her neighbour’

« Not many people know what is involved or
how to go about it
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Carers

A carer is an individual who provides personal
care, support and assistance to another
iIndividual who needs it because that other
individual:

(a) has a disability; or

(b) has a medical condition (including a terminal or
chronic illness); or

(c) has a mental iliness; or
(d) is frail and aged.

Carers Recognition Act 2010



W "1".%' € | How To Care

Main Menu

‘What is Paliafve Care?

i
n

Finding Services
Clinical Prachce
Finding Evidence
Educaon

Research Resources
Professional Groups
About CareSearch
Contact CareSearch

Home

For Patients and
Families

About Paliafive Care

Living Wih [liness

How To Cars

At The End

Bereavement, Grief and Loss

Specific Groups
Finding Out More
Print Resources

DO YOU NEED HELP
NOW?

K/ palliative care knowledge network

How To Care

Many people have never looked after someone who is
seriously ill. It can be a bit overwhelming. They describe
needing information and resources to help in managing daily
life.This could be in relation to managing medications or
accessing transport. It could be sorting out finances or
getting support for themselves.

There is information here that can help with the caring role.
Topics covered include:

@]
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Information here includes:
Getting help
Managing daily life
Managing medications
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At the End

e As the end of a person’s iliness approaches,
some patients will want to know what Is
ahead and the majority of carers certainly will

* This information can be confronting and some

people will never read it, but it useful to know
it is there
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Main Menu

‘Whatis Paliafve Care?
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Finding Services
Chinical Praclice
Finding Evidence
Educalion

Research Resources
Professional Groups
About CareSearch
Contact CareSearch

Home

For Patients and
Families

About Paliafive Care
Living Wit lliness
How To Care

At The End

Bereavement Gnefand Loss
Specific Groups

Finding Out More

Print Rescurces

DO ¥OU NEED HELP
NOW?

K/ palliative care knowledge network

At The End

There are many things that can be done in preparation as
someone approaches the last few weeks and days of their life.
Access to accurate information can be very helpful at this time.

People vary in their knowledge, understanding and beliefs in
regard to death and dying. They also differ in what they want to
knows. Each individual should be as informed, or not, as they want
to be. For many, knowing what to expect can help take some of
the fear and anxiety away. For others, having too much
information provides more things to worry about.

Information can be found here on:
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These pages include:
	Preparing for the end and end of life decisions
	Caring issues at this time
	Changes around the time of death
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Bereavement, Grief and Loss

e |[nformation can be found here for the carers,
families and communities left behind when
someone dies
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K/ palliative care knowledge network

Main Menu For Patients and
Families
What s Paliafve Care? About Paliafve Care
L FEEEE I Living Wi liness o . .
b " Enms aime A A Drint neo
Finding Services Elow o Gare ont sze: [A] A A &

Bereavement, Grief and Loss
Chinical Praciice
At The End
It is often quite a shock when someone dies, even when it is an
expected death after a long illness. The death of that person can

change things forever.

Finding Evidence
Bercavement, Griefand Loss

Educabon > Griefand Sadness

Research Resources e Thaose who are bereaved will react differently to the loss. For
T e some it can take a long time to recover. Each individual will react
Professional Groups ) ) differently when someane dies and there is no right or wrang

way to grieve.

About GareSearch
boss ahE L There is information and resources on these pages that may be of help during this time.

Contact CareSearch Topics include:

Home

Specific Groups

Finding Out More

Print Resources

DO YOU NEED HELP
NOW? This
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Specific Groups

« A population health approach has been taken
to these pages with information provided for

those who may not have equitable access to
services and to care.

« Particular groups such as the homeless,

prisoners and the intellectually disabled have
different care needs

 |Information is provided here that may help
them



Main Menu

What is Paliafve Care?

o

Finding Services
Clinical Prachcs
Finding Evidence
Educsbon

Research Resources
Professional Groups
About CareSearch
Contact CareSearch

Home

For Patients and
Families

About Paliafve Care

Living Wik liness

How To Care

At The End

Bereavement, Gnef and Loss

Specific Groups

K/ palliative care knowledge network

Specific Groups

Australia is made up of people with many different
backgrounds. One in four Australians were born overseas.
Indigenous Australians make up 2.4% of Australia's population
and 1.5% of Australians are 85 years or older.

When someone in the family or your community has a serious
life limiting illness, they will need support and care. The
amount and type of support needed varies from person to
person. People living with a terminal illness may require
different types of care and support depending on their disease,
where they live, or other characteristics such as age or culture.

These pages provide information on resources and issues for
particular groups within Australia. There is specific information
for health professionals on the needs of these groups in the
clinical practice pages.
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Finding out More

 These pages provide information on how
consumers can be more informed

|t includes facts on how to judge the quality of
Information and how to use it in decision
making

e There Is also information on how research
contributes



Main Menu

Whatis Paliafve Care?

Finding Services
Clinical Prachice
Finding Evidence
Educalion

Research Resources
Professional Groups
About CarzSearch
Contact CGareSearch

Home

For Patients and
Families

About Paliafve Care

Living Wi liness

How To Care

At The End

Bereavement, Grief and Loss
Specific Groups

Finding Out More

> Sources of Informaiion

Print Resources

DO YOU NEED HELP
NOW?

K/ palliative care knowledge network

Finding Out More

It is always helpful to become more informed about what is
happening to you. There are many good quality resources that
can help you find out more. The CareSearch Finding Services
section has links to quality websites related to specific conditions
and diseases and to many groups and organisations.

However, you may also want to find more detailed information on
a specific topic or issue. The following pages can help you:

" Find good information sources and databases

" Assess the quality of information and sites on the web
" Think about how to use this information

* Learn more about research.
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Print Resources

 There are many resources available within
the ‘For patients and Families’ section and
here many of them are in a print-ready format
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‘What is Paliaive Care?

For Pafients and Fam
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5
Finding Services

Chinical Pracice

Finding Ewvidence
Educalion

Research Resources
Professional Groups
About CareSearch
Contact CareSearch

Home

For Patients and
Families

About Paliaive Care
Living With liness
How To Care

At The End

Bereavement, Gnef and Loss

Specific Groups
Finding Cut Mare
Print Resources

DO YOU NEED HELP
NOW?

Print Resources

Login Search

You are here: For P

Print Resources

Sometimes it can be helpful to have some information that can be read later or given to
friends and family members. All pages in the For Patients and Families section are print
ready. By clicking on the printer icon, the webpage will be formatted for printing.

As well the following resources are available on the web and can be printed off. Think about
what resources could help now. Owver time as needs change, other printed materials may be
helpful. Some of these resources are from other countries. You should always think about
howr useful the information is to your particular needs.

Advance care planning
7 Advance care planning guide (Select State or Territory of interest then download the

guide)

Booklet from Respecting Patients Choices website

Bereavement Grief and Loss

>

Mow what? Understanding grief

Booklet from Palliative Care Australia

Are you needing help after someone has died?

From CentreLink Summary of relevant services and other useful information
Bereavement Allowance Payment Rates

From Centrelink
Carers

Resources for carers

A pamphlet from Palliative Care Victoria

# Rights and responsibilities in caring for a family member
Information sheet for carers from Carers Victoria

# Practical caring: At the end of life

Fact sheet for carers from CareSearch
# Safety at Home
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Other relevant resources

e Also within the website is information that can be
helpful to families

 The ‘Finding Services’ Section contains information
on Palliative Care services, National and Disease-
specific resources, and Indigenous resources

 There Is a page for every State and Territory
containing useful information on local resources

— This includes practical things such as support groups,
financial assistance, resources to support carers, and
where to access equipment and supplies or transport
schemes
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Welcome to CareSearch. caresearch is an online resource of palliative care information and evidence.
All materials included in this website are reviewed for gquality and relevance.

What's New... —
on CareSearch? What is
in the community? Palliative Care

in the literature?
Quick Links

- Clinical
Practice
PubMed Topic Searches

GP Hub —
Research
Resources

COp Proudly linked to:

Conferences
Indigenous resources

Palliative Dementia Care

CareSesrch is funded by the

CareSearch DVDs

Finding

and Familgs Services

Finding
Evidence

Education

Professional Q About
Groups CareSearch

This site complies
with the HONcode
standard for
trustworthy health
ctriipien | information:
1172009 | werify hers.

HEALTH [nsite

Australian Gowernment Department of Health and Ageing as part of the
Mational Palliative Care Program.

Thiz page was creafed on 26 May 2008, Thiz website was lsst updsfed on 16 August 2090

Terms & Condiions | Sie Map



Presenter
Presentation Notes
This main blue button is the ’Finding Services’ area of the website. 
Information on Palliative care services, National and Disease specific resources,  state resources and Indigenous resources can be accessed here
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Main Menu Finding Services

Whatic Paliafve Care? Paliafve Care Services Login Contact CareSearch Email Page: B4 Search
For Paients and Familes Naonal Resources e e s uesnsEn

Finding Services Erm -5,1,'\ Prin

Disease-Specific Resources
Queensland

Cinical Prr State Resources
Ending Evid ) R _ Use these links to find practical support or services in Queensland (QId.), or to put you in
i > Australian Capial Terriory
Mning Evigence touch with support groups.
Educaton > MNew South Wales
Palliative care Palliative Care Qld, Inc. Phone: (07) 3633 0096
Research Resources ) . Fopre
> Morthern Terriory organisations Palliative Care Australia Freecall: 1800 660 055
Professional Groups
= Carers support Carers Queensland
About CareSearch e Young Carers Australia - Queensland
- Q IPPOIT SroUPS Commaonwealth Respite and Carelink Centre
Contact CareSearch Fh: 1800 052 222
= South Ausiralia
Home Health services 13 HEALTH is a 24-hour, seven-day-a-week statewide service
» Tacmana providing access to health information, triazge and referral.
R Phone: 13 432 584
oy i Carers Australia: Information sheets on dealing with hospitals
Queensland Government's Home & Community Care (HACC)
5 Program

Health Quality and Complaints Commission (HQCC)
Freecall: 1800 077 308

Indigenous Resources
Information and Commonwealth Respite and Carelink Centre
advice Ph: 1800 052 222

Disability Information Service Phone: (07) 3224 8444 or
Freecall: 1800 177 120

Legal Aid Queensland

N P T o e T
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This is an example of one of the State Resources pages -  for Queensland.
Information is provided on many useful and often practical things such as support groups, resources to support carers, and where to access equipment and supplies or transport schemes.
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Summary

 The CareSearch website has developed a
section to help patients and their families find
guality information about palliative care

« Clinicians can also safely recommend this
Information, or can print pages to read later or
to help initiate difficult conversations
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For Patients and Families

e Good guality information can help with
decision making

It helps if you know where to access
Information even if you don’t want to read it
right now

e Pages can be printed and shared with others
— to help discuss issues or
— for those without a computer
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CareSearch would like to thank the many people

who contribute their time and expertise to the project including
members of the National Advisory Group and the Knowledge
Network Management Group.

CareSearch is funded by the Australian Government
Department of Health and Ageing as part of the National
Palliative Care Program.
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