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Hello

I am someone you know. | am an ordinary person who has had my share of ups and
downs over my busy lifetime. | have a few aches and pains now and maybe I’'m
slowing down a bit too. Recently it seems | have also developed dementia and this is
creating some new issues for both my family and 1.

We have shared many special times together and although | may not be able to recall
your name you are still a part of me and who | am.

Perhaps you haven’t known me for long. We may have just met and it takes me a
while to learn who you are. Likewise you may not know how | have lived my life, what
I value and what makes me laugh or cry.

You might sometimes get frustrated with me as | can no longer think as clearly as |
used to and | have difficulty telling you how I feel. But I’m still a person; 1 still need
you to treat me with respect and dignity. I can still feel pain, discomfort, loneliness
and embarrassment. All | ask is that you stand beside me and try to look at my world
from my perspective.

There are many questions you may have, so to help you help me, this resource guide
has been developed to assist us both on this journey we are on.

About this Guide

This Guide has been developed to help people care for those who have dementia. The
Guide supports a holistic approach that considers the social, emotional, physical and
spiritual needs of the person with dementia and those around them.

Perhaps your employment involves working with people who have dementia. You
will find many topics that will be relevant. You may also find it useful for locating
information to give to family members and friends caring for someone who has
dementia.

Perhaps you are a relative or friend of someone who has dementia. Particular sections
you may find helpful are Caring for families and carers and Support services. If you
have difficulty using this Guide it might be worth discussing it with your doctor, a
community service provider or someone at a residential care facility.

Rather than reading from cover to cover, this Guide is a resource that can be referred
to when you sense a new issue emerging. It has a section on how to use the Guide as
well as a contents page and glossary. There is also a website where you can directly
access many of the resources that are available on the Internet:
www.health.gov.au/dementia
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Welcome

In 2006 approximately 190,000 people in Australia had dementia with 81% of these
over the age of 75 years'. The impact of dementia on the community prompted the
Australian Government to make dementia a National Health Priority, and the
Australian Government Department of Health and Ageing funded the development of
the Dementia Resource Guide.

The Guide aims to improve care and quality of life for people with dementia by
recommending resources, tools, guidelines and best practice principles. A research
team at the National Ageing Research Institute (NARI) developed the Guide and
reviewed over 700 resources to determine the best available.

The target audience includes people with dementia, family members and carers and
staff and volunteers in residential care, community care and hospital settings.

The Guide was developed in consultation with people with dementia, their carers and
families, the peak bodies that represent them, service providers and dementia experts.

! Australian Institute of Health and Welfare. (2007). Dementia in Australia: a national data analysis
and development. Canberra.
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Is this Guide for me?

The Dementia Resource Guide is intended for a broad audience. The Guide should be
useful for anyone providing care for a person with dementia. The Guide may also be
useful for those seeking information about memory problems and dementia. For more
information on the process of evaluating the resources included in the Guide, please
refer to the Appendices.

The Guide promotes a partnership approach to caring for people with dementia. While
it may be suitable to target a specific audience such as people living with dementia or
staff in a particular work environment, this Guide aims to remove such distinctions
and can be used by anyone involved in the care of a person with dementia. Everyone
involved in dementia care will have different needs and should therefore have access
to a broad range of information. Although the Guide contains a lot of information it is
designed for use as a resource to refer to as needed, rather than read from front to
back.

A small number of sections are for specific audiences. Caring for families and carers
outlines recommendations and resources specifically for families and carers. Caring
for service providers outlines those specifically for service providers. Practice
guidelines focuses on a broad range of dementia topics to assist service providers
provide care and develop policies within their service.

vii
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How to use

The Guide includes 17 sections covering different dementia topics. For each there is a
summary page of text covering the main issues and key recommendations on that
topic. Following the text is a list of recommended resources for further reading.

For each recommended resource a description of the resource and details for
accessing the resource are provided. A series of symbols have been used to indicate
the depth of information in the resource, whether the resource is available in different
languages, and the target setting of the resource (Refer to Explanation of symbols).

The Guide is intended to be utilised as a reference as particular issues arise, rather
than to be read from front to back.

Use by service providers

Service providers may choose to use the Dementia Resource Guide

e As atraining supplement

e For quality improvement purposes

e For involving clients, families and carers in promoting quality dementia care.

Identifying areas of dementia care to focus on is best achieved through group
discussions involving staff and volunteers as well as clients, families and carers.
Gaining insight from the users of a service is important for identifying areas in need
of improvement.

Once key issues have been identified group brainstorming is a useful strategy. At this
stage the Dementia Resource Guide could be a reference tool for identifying new
strategies for improving care. When a specific topic has been identified, the summary
page and list of resources recommended on that topic could be printed and distributed
to staff to review. Staff could discuss strategies and suggestions to reflect on their own
practice and identify areas where they may need to improve.

During group discussions an action plan could be written outlining

e The issue to be addressed

e Actions to address the issue

e Resources needed to assist implementing the action (information from the Guide
may be relevant here)

o People responsible for carrying out action

e Anticipated timelines.

Further meetings will be required to reflect on the action plan and its effectiveness. If
the actions have not been useful in addressing the issue this can be discussed and new
actions developed for implementation.

viii
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Explanation of symbols

As the Dementia Resource Guide includes a large range of resources, a set of symbols
has been used to highlight some of the features of resources. This should make it
easier to find resources that might be shorter or provide more detail, or for resources
designed for a particular setting or group.

Symbols

Light reading

One book indicates light reading such as a resource that
provides a brief/general overview of a topic. Fact sheets, Q
brochures and posters would usually be included in this

category of resources.

Medium level resource
Two books indicate a medium level resource. These resources

will usually be more in-depth than fact sheets and posters, but QQ
less in-depth than books or reports. They may include

audiovisual materials such as DVDs and cassettes.

In depth, detailed resource
Three books indicate a heavy resource in terms of the depth of

information. These resources will usually provide a fairly in- QQ@
depth amount of information in the form of a comprehensive

resource, book or report.

Community ‘
The ‘C” symbol represents resources that have been designed
for people living in their own home and for community
services provided in the home or in a community venue. These
resources may or may not be applicable to other settings.

Hospital ‘
The “H’ symbol represents resources that have been designed
specifically for health care settings (hospitals). These resources
may or may not be applicable to other settings.
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Residential Care

The ‘R’ represents resources that have been designed
specifically for residential aged care services, such as high and
low level residential care facilities (also known as nursing
homes and hostels). These resources may or may not be
applicable to other settings.

General

The ‘G’ represents resources that were not designed for any
specific setting, but may be applicable across community,
health care, and residential care settings.

Aboriginal and Torres Strait Islander

Resources primarily designed for Aboriginal or Torres Strait
Islander people, or for providing information to care for people
with dementia from Aboriginal and Torres Strait Islander
communities.

Culturally and Linguistically Diverse (CALD)

Resources primarily designed for people from one or more
Culturally and Linguistically Diverse (CALD) backgrounds.
This indicates that the resource is either targeted to a specific
CALD group, or is aimed at providing information for people
with dementia from a CALD background, or is available in a
language other than English.

R
3
o
&

Glossary terms

Key terms defined in the glossary are underlined throughout
the Guide.

Underlined text
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Disclaimer

Provision of Education and Research Information Only - Always Seek Professional
Advice

This Dementia Resource Guide was developed for the Australian Government
Department of Health and Ageing to disseminate dementia care information free of
charge for the benefit of the public. This Guide is not a substitute for independent
professional advice. Nothing contained in this Guide is intended to be used as medical
or legal advice and is not intended to be used to diagnose, treat, cure or prevent any
disease, nor should it be used for therapeutic purposes or as a substitute for your own
health professional's advice. The Australian Government Department of Health and
Ageing does not accept any liability for any injury, loss or damage incurred by use of
or reliance on the information contained in this Guide.

Quiality of Information - Always Check the Information

The Australian Government Department of Health and Ageing makes every effort to
ensure the quality of the information available in this Guide. However the Australian
Government Department of Health and Ageing cannot guarantee and assumes no legal
liability or responsibility for the accuracy, currency or completeness of the
information.

Recommended Resources and Web Sites

This Guide contains information for accessing resources developed by agencies
external to the Australian Government Department of Health and Ageing. The
Australian Government Department of Health and Ageing takes reasonable care in
selecting these resources.

Web sites have been included for your convenience and do not constitute endorsement
of material at those sites, or any associated organisation, product or service. We make
every effort to ensure that links on this site are kept up to date.

It is the responsibility of the user to make their own decisions about the accuracy,
currency, reliability and correctness of information contained in external resources
and web sites. The Australian Government Department of Health and Ageing does not
accept responsibility for information on any external resource or web site.

Resources and web sites in this Guide should not be taken to be an endorsement or a
recommendation of any third party products or services offered by virtue of any
information, material or content linked from or to this resource or site. Users of web
sites provided by this Guide are responsible for being aware of which organisation is
hosting the site they visit.
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Views or recommendations provided in external resources or web sites do not
necessarily reflect those of the Australian Government.

Security of the Dementia Resource Guide

Users should be aware that the World Wide Web is an insecure public network that
gives rise to a potential risk that a user's transactions are viewed, intercepted or
modified by third parties or that files which the user downloads may contain computer
viruses or other defects.

The Australian Government accepts no liability for any interference with or damage
to a user's computer system, software or data occurring in connection with this Guide.
Users are encouraged to take appropriate and adequate precautions to ensure that any
web sites accessed are free of viruses or other contamination that may interfere with
or damage the user's computer system, software or data.

Images
Models used for illustration purposes only.
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