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What a website could potentially do  (a wish list!)

* Awareness raising about palliative care issues – death and dying, 
advance care planning, what to expect at the end of life, 
normalising these experiences

* Providing information to people wherever and whenever they 
need it

* Always accessible – always up to date???

* Communication and interaction - between patients and clinicians, 
amongst clinicians, patient to patient

* Web-based functionality

* A giant library of information and tools 

* Education and training – a flexible and efficient way to do it

Welcome to the 21st century            

Palliative care goes online…



From wish list to reality

.. And some of the steps in between



So you want to have a website! 

What do you need to consider?
* Your purpose – what makes you tick, your main focus

* Your audience – who you are speaking to

* Your voice – the style and feel of the site

* Your content – what goes in, what doesn’t

* Architecture - how the information in the site is structured

* Navigation – how users find their way around the site

* Accessibility – how your audience find their way to the website and use it

* Quality assurance – how you will make sure content is of good quality

* Maintaining currency – how you will make sure content is up to date

* Functionality – any web-based functions you want to use



Two different websites – two 

different solutions…

CareSearch
& 

Canadian Virtual Hospice

In these two talks you will be able to explore the implications of 
some of these choices for the development of each website, and 

identify the strengths and the challenges inherent in each 
approach



Introducing CareSearch

Funded by the Australian Government to…

Provide a one-stop shop of information and practical 
resources that serves the needs of all providing palliative 
care or affected by palliative care through allowing and 
supporting dynamic interactions between networks of people 
so that they can develop, share and apply their knowledge to 
improve palliative care in Australia … supporting the 
development of evidence, disseminating information that will 
support the translation of this evidence into practice and 
prevent duplication of effort around Australia.







Research Data 

Management System

More than just a website

Content pages: 

Topics for specific users

Databases and

 information repositories

MICROSOFT CORPORATION

Education Options:

Links and online

Finding evidence: 

Brokered resources

& How to guides

Virtual team resources

Evaluated resources and links

News and updates



CareSearch: what makes us tick

Our framing philosophy is

Promoting evidence-based palliative 

care

Everything else flows from this.



CareSearch: what makes us tick

SO….

• We select our content according to the “best available evidence” 
criterion

• We collect the “missing palliative care evidence”

• We help people find and access palliative care evidence 

• We help people understand and use palliative care evidence

• We use evidence to improve useability and design of the site

• We use what is freely available online – and don’t duplicate –
but also specifically write content if it is needed





CareSearch – our audience

Researchers in palliative care

Palliative care clinicians (all the members of the multidisciplinary 
team employed specifically in palliative care)

Non-specialist clinicians (all the health care professionals 
who need to be able to care for palliative care patients)

Palliative care patients

Caregivers – families – friends of patients

Policy makers, managers of services

General community

Overall – those providing care and those receiving care





CareSearch – our voice

• We use best available evidence about how 

to present online information 

• Different voices for different audiences

• Different authors – but a team approach for 

consistency

• Style guides for each section of the site

• Predefined reading levels – different for the 

Clinical Practice pages and the Patient and 

Family pages



The GP pages were 

developed following a 

consultation – they told us 

they wanted “two click 

access” to information

Specific concerns of non-

specialist palliative care 

providers were identified

Links take users who want 

to know more to deeper 

levels of information, and to 

the evidence that informs 

the pages



Patient and Family 

pages have a different 

readability level to 

Clinical pages.

Short DVDs present 

information in 

audiovisual formats. 

Information has been 

translated into three 

community languages.



CareSearch – our content

Challenges

• How to shape the content of this huge field – so that 
we and others can actually find stuff!

• Boundaries – deciding where palliative care begins 
and ends

• Covers many disciplines, many conditions and 
problems, many settings of care

• How to determine specifically what is and is not 
included – quality control, relevance, transparent 
processes 



CareSearch – our content
Strategies

• First of all design your site …Structure comes before 
content!  

• The “Hub” concept – grouping together content for 
specific audiences (eg for GPs & nurses)

• Crosslinks between different sections and layering of 
content allow users to choose - they can either  “go 
deep” or get a quick summary

• Transitions – give patients / families some warning 
about what will be covered





CareSearch – our content
• One stop shop:

CONTENT RESOURCES  TOOLS  … are all 
linked

• We avoided the “disease by disease” approach –
instead…
– Clinical Practice pages: are structured around a list of 

symptoms used to routinely assess palliative care patients 
(the SAS Symptom Assessment Scale - like the ESAS)
Patient and Family pages: are structured around the 
experience of the disease trajectory

• National Advisory Group (NAG) helps make “big 
picture” decisions about structure and content



CareSearch – our architecture

Granular
Each page can stand alone

Connected
Each page sits within a logical set of content

Links to other relevant parts of the website are on each page

User-driven
Users can jump between pages, or in and out of the site to 

explore external links







CareSearch – our navigation

Multiple navigation strategies

• Double menu

• Search boxes

• Quick links

• Site map

• And of course – many people just use …   

Google …!



CareSearch - accessibility
• Open to all

– No password-protected areas apart from private forums and 
research databases

• Offline promotion

– Direct - to professionals

– Brokered - to patients and non-professionals

– Printed resources – our own pages, other information 

• Search engine optimisation

• WWW3C standards

• Multilingual and multimedia resources



Picture





CareSearch – our quality 

assurance processes
• Content map overviewed and approved by 

National Advisory Group

• Internal and external reviews of all content 
before uploading

• Review cycles – 2 years, but more frequent in 
rapidly changing clinical areas

• Research projects

• Evaluation (formative and summative) including 
useability studies



CareSearch – maintaining 

currency
• Updating content – the two year cycle requires 

dedicated staffing and resources

• Search boxes on each page which link to PubMed 
searches using the palliative care filter 

Users can stay up to date with a single click

• Collection of systematic reviews – continually being 
added to

• News from the field … “What’s New”







CareSearch – our functionalities

• Research Data Management System

• Databases

• Palliative care filter – which drives the 
PubMed topic searches and can also be used 
independently

• Professional Connect

… and more coming



The 

Research 

Data 

Management 

System

Supports 

multisite clinical 

trials, audits, 

and palliative 

care research



Some of the things we decided 

not to do
• Online chat 

– Duty of care, follow up, provision of clinical advice online

– Staffing of the website not adequate to support this function

• Provide a formulary or make direct clinical 
recommendations

– Duplication of existing resources

– Medicolegal concerns

– Different local practices and clinical settings of care

– Evidence gaps

 Alternative: we provide links to online guidelines or other high quality 
resources 

• “Disease by disease” approach to content
– Unable to be “encyclopaedic”



Some of the things that have 

worked well…

• Specifically building sections of the site for GPs, and for 
patients and families 

• The online newsletter for nurses – focuses on “how to 
use CareSearch”

• Intensively promoting the use of the search capacity by 
clinicians, students, researchers (“Caresearching…”)

• Collecting web-based educational resources

• The branding and identifiability of the site (credible –
reliable – accessible information)



So – how are we doing?



Usage Patterns

Item June 2006 May 2009

Web Metrics

Visits 4,991 38,270

Page views 35,526 199,252

Hits 97,926 2,052,558

RDMS

No of users 2 201

No of studies 1 103



What lies ahead: 

knowledge translation research areas

• Filters: Palliative care, heart failure

• Online communication: eHealth literacy, 
consumer search, readability 

• ICT evaluation: Formative, summative

• Translational tools: Carer toolkit, 

• Online learning
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The Knowledge Challenge

The application of what we know already will have a 

bigger impact on health and disease than any drug or 

technology likely to be introduced in the next decade

Muir Gray 2005



And now…

… its over to the Canadians!




