
Death Literacy Index Community User Guide 
The Death Literacy Index (DLI)17 is a 29-question survey that can be used to measure a 
group or community’s death literacy. The index consists of four scales of measurement:

Taking this survey as a group will give you a sense of your collective death literacy and 
where you sit in terms of the Australian national average. It is a way to communicate and 
understand the elements that combine to bring about death literacy, the group’s areas 
of strength and what areas could be further developed. 

The survey can be used once, to take a snapshot in time, or it can be applied before and 
after you trial an initiative to measure changes. First and foremost, it is a community 
development tool, built on the principles of a public health approach to palliative care. 
This means you will get more out of the index if you do it and discuss it as a purpose-
driven community. 

Step 1. SURVEY. In a community meeting if possible, plan how you will use the DLI. 
Consider the Dos and Don’ts below. Invite as many people as you can to take the survey. 
It will only take them three to five minutes to fill in and add up their answers. 

Step 2 and 3. SCORE. Have someone transfer all of these results onto the Step 2 score 
sheet for all the participants and add up the totals. The Step 3 score sheet will help you to 
calculate the averages for the four scales and subscales and the full DLI. It will also assist 
you to scale your averages so that the scores for your group can then be compared to 
the Australian averages to see if your group is higher or lower. The score sheets can be 
accessed here.

Step 4. DISCUSS these findings with your community/group and get their response 
and input. Is anything surprising or expected here? What did you learn? Is your group 
higher or lower than the Australian average? How does this make sense of the discussion 
in your community forums? Are there correlations or gaps? 

Step 5. PLAN. How can these results and the conversation inform what we do next? You 
may notice some areas are higher than others and lower scores show areas of knowledge 
or skill that might be strengthened. Whether you are taking an educational approach or 
doing community development, you can use the DLI to guide your plan. 

Step 6. TAKE ACTION. Once you have developed your plan with community members, 
make plans to take action. Keep working alongside your community and checking in 
about what is working or not working. The DLI can be used to inform decision-making 
along the way. See below for an example. 

Step 7. REFLECT AND SHARE. Did your education or intervention make a difference? 
Go back to your community and discuss any changes picked up by the DLI. If things 
didn’t change, why not? Make a plan. Discuss with your community. Repeat.

17 The DLI User’s Guide was prepared by Dr Kerrie Noonan for the Caring at End of Life research team, 
School of Social Sciences, Western Sydney University, and The GroundSwell Project.

https://www.thegroundswellproject.com/death-literacy-index


B
U

IL
D

IN
G

 C
O

M
P

A
SS

IO
N

A
TE

 C
O

M
M

U
N

IT
IE

S 
IN

 A
U

ST
R

A
LI

A
:

4
3

Optional step. The DLI can be used to understand community changes in death literacy 
by using it before, during and after any education or intervention. Not everyone will use 
the DLI this way, but it might be useful for some projects that need to show outcomes 
over time. 

Some do’s and don’ts. 
DO consider what other demographics might be helpful to ask about. We found 
these things were related to death literacy: 

• Talking to neighbours and having someone to contact if you need help.

• Getting older, retirement and being widowed. 

• Having children of any age, adults dependent on you, any religious or spiritual 
practice and a belief in an afterlife, or volunteering, working and training in end of 
life are also predictors of higher death literacy scores. 

DO look for interesting combinations, such as is your group higher than the 
Australian average when it comes to talking about death but lower on the hands on 

care subscale? How can talk transform into action?

DON’T be black and white about how you interpret the scores – it’s not about ‘better’ 
or ‘worse than’ the Australian average. It’s about finding strengths to amplify in 
order to address the gaps. And remember anyone who has joined your group or 

come to your forum is already interested in the topic. They are likely to have higher Death 
Literacy than the Australian average so don’t be surprised if your figures look good.

DON’T make it too complicated. The DLI is designed to be a simple and easy way to 
look at death literacy in your community. It’s meant to be a tool to community build. 

We encourage you to use it in conjunction with and alongside your group. 

There are additional elements that can be added to the 29-scale DLI that can be used to 
take the research further in your populations. There are 18+ Actions and Attitudes scales 
that can give you more detailed information about your community’s death literacy, and 
any number of demographic questions can be added at your own will. These additional 
items are outlined in the DLI report.18 You can implement these yourself or with the help 
of the GroundSwell Project.

18 Leonard, R., Noonan, K., Horsfall, D., Psychogios, H., Kelly, M., Rosenberg, J., Rumbold, B., Grindrod, A., 
Read, N., and Rahn, A. (2020). Death Literacy Index: A Report on its Development and Implementation. 
Sydney: Western Sydney University.



Case study: Using the DLI to take action
In 2020 the DLI was rolled out in the Brisbane South PHN region. An initial 
workshop has been held to discuss the results with community members and 
palliative care sector stakeholders. A snapshot of the results are below:

And here are the GroundSwell initiatives that have been recommended in 
response to the survey:   
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The Death Literacy Index
Please fill in the scale according to how true each statement is for you. Once you have completed the survey, add up 
your score - e.g. perhaps you filled in a: 2, 4, 3 and 0 for one section - your score for that section would equal 9.

Practical Knowledge

Talk about death, dying or grieving to:
A close friend

A child

Talk to a newly bereaved person about their loss

Talk to a GP about support at home or in their place of care for a 
dying person

0 1 2 3 4

Not at  
all able

Very  
able

TALKING SUPPORT - SUBSCALE #1
Please rate how difficult or easy you would find the 
following talking support.

enter your total:

#1

enter your total:

#2

Undertake the following care duties for the dying:

Feeding a person or assisting them to eat

Bathing a person

Lifting a person or assisting to transfer them

Administering injections

0 1 2 3 4

Not at  
all able

Very  
able

HANDS ON SUPPORT - SUBSCALE #2
Please rate how difficult or easy you would find the 
following hands on support. 

#

STEP 1: Complete this survey and add up your total for each section

Experiential Knowledge
Please rate how much each of the below statements sound 
like you.

My previous experience of grief, loss or other significant life 
events has: 
Increased my emotional strength to help others with death and 
dying processes

Led me to re-evaluate what is important and not important in life

Developed my wisdom and understanding

Made me more compassionate toward myself

Provided me with skills and strategies when facing similar 
challenges in the future

0 1 2 3 4

Very untrue 
of me

Very true 
of me

enter your total:
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Community Knowledge

If I were to provide end of life care for someone, I know people 
who could help me:

Access community support

Provide day to day care for the dying person

Access equipment required for care

Access culturally appropriate support

Access emotional support for myself

0 1 2 3 4

Strongly 
disagree

Strongly 
agree

ACCESSING HELP - SUBSCALE #1
Please rate your level of agreement with the following 
statements. 

enter your total:

#1

There are support groups in my community for:

People with life threatening illnesses

People who are dying

Carers for people who are dying

People who are grieving

0 1 2 3 4

Strongly 
disagree

Strongly 
agree

COMMUNITY SUPPORT GROUPS - SUBSCALE #2
Please rate your level of agreement with the following 
statements.  

enter your total:

#2

enter your total:

Factual Knowledge

I know the law regarding dying at home

I feel confident in knowing what documents you need to complete in 
planning for death

I know how to navigate the health care system to support a dying 
person to receive care

I know how to navigate funeral services and options

I know how to access palliative care in my area

I have sufficient understanding of illness trajectories to make 
informed decisions around medical treatments available and how 
that will shape quality of end of life

I know about the contribution cemetery staff can make at end of life

0 1 2 3 4

Strongly 
disagree

Strongly 
agree

Please rate how much each of the below 
statements sound like you.



Death Literacy Index: Score Sheet

Survey ID #
 

Practical Factual
 

Community
TALKING 
SUPPORT

HANDS ON 
SUPPORT

ACCESSING  
HELP

SUPPORT  
GROUPS

TOTAL OF  
EACH 

SUBSCALE:

1 2 1 2

Add Practical subscales together 
and enter total below

Add Community subscales together 
and enter total below

TOTAL  
FOR EACH 

SCALE:

STEP 2: Enter the totals from the surveys, then add up each column 
Note: To help you keep track, it’s a good idea to add a number in the box provided at the top of each survey sheet.

Experiential



The Death Literacy Index: 
scoring your results

How many 
people did 
the DLI?

Place the totals from the 
score sheet below:

Calculate your averages - divide each number in step 2 (above) by the number in 
step 1 (above). Round your calculations to 1 decimal point.
For example, let’s say you had 20 people take the DLI, and the total score for Factual 
Knowledge was 380. Divide 380 by 20 to get an average score of 19.

Now flip this page to compare your 
scores with the national averages ...

Now you need to convert these averages to a score out of 10. Use the averages from 
step 3 (above) and follow the formula below. Round your calculations to 1 decimal point.

Average 
Full DLI

=

Don’t add the subscales 
again, only the four totals

STEP 3: Calculate the averages and final scores

TOTAL DLI

x 10 / 116 =

Experiential FactualPractical

TOTALSUBSCALES

Community

TOTALSUBSCALES

1
2

1
2

Average  
Experiential

Average  
Factual

Average  
Practical

TOTALSUBSCALES

Average  
Community

TOTALSUBSCALES

1
2

1
2

Experiential

x 10 / 20 =

Factual

x 10 / 28 =

Practical

x 10 / 16 =

x 10 / 16 =

x 10 / 32 =

SUBSCALES

TOTAL

1

2

Community

x 10 / 20 =

x 10 / 16 =

x 10 / 36 =

SUBSCALES

TOTAL

1

2

1 2

3

4



How does your group compare to the  
2019 Australian national average?

National Average 
2019 (n = 1200)

Your scores Your scores are ... 
(higher / lower)

Practical 
Knowledge

4.9

TALKING SUPPORT 5.5

HANDS-ON SUPPORT 4.4

Experiential 
Knowledge

5.9

Factual 
Knowledge

3.1

Community 
Knowledge

4.6

ACCESSING HELP 4.2

COMMUNITY SUPPORT 
GROUPS 5.0

Total DLI 4.7

A note about scoring the DLI
Please note the DLI was designed to be used with populations or groups of people - it has not been yet 
been validated for use with individuals.

Enter the final total scores below

1

2

1

2

5
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