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Knowledge needs in palliative care
• Population health considerations 
• Symptom and care issues
• Service models and care settings
• Professional/Methods of working 
• Family as unit of care
• Care gaps, needed evidence 
• Technical and process skills 
• Progressing palliative care 

Presenter
Presentation Notes
Population issues: Trajectories, diseases, specific needs

Technical skills relating to Research, evaluation, critical appraisal, effectiveness 

Progressing palliative care”: Translating knowledge, managing change



Is there an evidence base?



Growth in palliative care literature
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In 5 years between 1981-1985, there, 4809 articles and of these 141 reported clinical trials. In the 5 year period 2001-2005, there were 16,180 articles of which 1,168 were clinical trials. So people are publishing more and they are more likely to be publishing clinical trials. 

But not all published literature is captured in Ovid Medline.





Material not on Medline
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So next study looked at was there material that wasn’t retrieved if you only looked at Medline.  So we used the same search string (Palliat$ or hospice$ or “terminal care”).af. Then we looked at the databses one at a time and took out the articles that were already found on Medline. You see the pattern that other databases have material that isn’t been tracked by Medline. So if you looked at only Medline you could be missing quite significant amounts of material. 





Increase in journals and citations

0
1,000
2,000
3,000
4,000
5,000
6,000
7,000
8,000

1995 2000 2005

No. of journals No. of citations

Presenter
Presentation Notes
3 term search strategy� (palliat$ or hospice$ or “terminal care”).af. 

9 databases searched �(Ovid Medline, EMBASE, PsycINFO,  Biological Abstracts, CINAHL, Ageline, Econlit, Eric, AustHealth)

3 source years�(1995, 2000, 2005) 

Excel database, all duplicates removed 

Journal ranking order�No. of palliative citations by journal by year



Increase in journal with regular content 

No of journals with 10 more citations per year
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Conversion rates: conference to journal
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Using CareSearch conference abstracts (1980-1999), found only 16% were published 





Palliative care: Evidence considerations

• Nature of evidence base needed 
– Complex, referral based, comorbidity, 

multidisciplinary
• Best available evidence

– Strength of the evidence
– Generalisability, applicability

• Expanding, not comprehensive
– Identifying gaps
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If something is validated in advanced breast cancer would it apply for those dying of heart failure.

Would a carer intervention developed for those with advanced cancer be helpful for those with motor neurone disease



Palliative care: Evidence retrieval

• Growing, evolving, evidence base
• Multiple disciplines doing research
• Complex search basis

– Many constructs
• Not all in one place
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Expectations about search skills of health professionals need to be realistic. 



Palliative care: Evidence generation

• Sample size concerns
– Multisite studies

• Clinical researchers, skill development
• Project/trial management infrastructure
• Priority topics for research
• Research funding needs



Palliative care: Evidence use

• Use by:
– Health professionals, Services and 

organisations, Consumers, Discipline or 
profession, System

• Barriers
– Awareness
– Efficiency, relevance, quality
– Interest in, commitment to



What is CareSearch’s role in the 
palliative care evidence cycle?

•Generating, 
•Finding,
•Encouraging use
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Evidence generation

Research regarding the evidence base

Capacity to support clinical and service research

RDMS

Research resources

Grants



Evidence retrieval 

Finding evidence section



Evidence use

Synthesized resources – Clinical Practice











What is CareSearch?
• Funded by the Australian Government as part 

of National Palliative Care Program 

…provide a one stop shop of information and 
practical resources that serves the needs of all 
providing palliative care or affected by palliative 
care…supporting the development of evidence, 
disseminating information that will support the 
translation of this evidence into practice and 
prevent duplication of effort around Australia.
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Audience (those providing care and those receiving care), Evidence, Online





More than just a website

Content pages: 
Topics for specific users

News and updates
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When we talk about CareSearch, most people think of the webpages. A  website is just an address on the internet. Our address is www.caresearch.com.au 

When you reach the CareSearch website, you will find a webpage. A webpage can be a number of things. It can be like the page of a book and provide information you can read. It can be like a door. If you have a password, you can open the door to access specific resources. It can also be an interface to a program so that you can look for something through a search program or you can use it to run a program or to move to other resources held on the web. 

Through the CareSearch website, users can access many different resources. 

Content pages are the most familiar resource. There are over 200 specially written pages on many different topics. Some are written for patients and their families while other are written for doctors, nurses and other health professionals.

Within many content pages there are links to other pages within CareSearch or on other websites. Some pages are only weblinks. They provide summaries of web resources relevant to an aspect of palliative care. Whether within a page or as a weblink page, these links have been evaluated by Australian health professionals for their quality and relevance.

Education options provide users with information and links to different types of learning possibilities. They include information on short courses, conference and formal training within Australia. There is also a section that links suers to online training options. These web-based packages have been found and checked.

Finding evidence and literature to support practice in palliative care is very important. To help health professionals, there is a large section of tools, links and information. Part of this is a series of PubMed searches that allow real time automatically updating searches on palliative care topics. 

As well there are a series of databases that compile hard to find Australia literature and evidence relating to palliative care and information of current research projects.

One of the programs that only registered users can access is the Research Data Management System. This is an online survey system enabling data entry around the world. It is being used to improve the evidence base for palliative care. 

There are also virtual team resources that registered groups can use such as intranet pages, forums, and online audio conferencing. 

Finally the system is designed to be dynamic with new content being added. Users can register for newsletters and updates or access what’s new pages. 









CareSearch: Generating evidence
• CareSearch research
• Research Resources

– Conducting research pages
– Finding grants

• RDMS
– Online data management

• Professional Connect



CareSearch Research Areas 

• Filter development
– Palliative Care Filter
– Heart Failure Filter

• Knowledge translation in online environment
– eHealth literacy
– Barriers to web use



http://www.ncbi.nlm.nih.gov/sites/entrez?cmd=search&db=pubmed&t 
erm=(advance+care+planning[mh]+OR+attitude+to+death[mh]+O 
R+bereavement[mh]+OR+terminal+care[mh]+OR+hospices[mh]+ 
OR+life+support+care[mh]+OR+palliative+care[mh]+OR+terminall 
y+ill[mh]+OR+death[mh:noexp]+OR+palliat*[Text+Word]+OR+hos 
pice*[Text+Word]+OR+terminal+care[Text+Word]+OR+1049- 
9091[journal]+OR+1472-684X[journal]+OR+1357- 
6321[journal]+OR+1536-0539[journal]+OR+0825- 
8597[journal]+OR+1557-7740[journal]+OR+1552- 
4264[journal]+OR+1478-9523[journal]+OR+1477- 
030X[journal]+OR+0749-1565[journal]+OR+0742- 
969X[journal]+OR+1544-6794[journal]+OR+0941- 
4355[journal]+OR+1873-6513[journal]+OR+0145- 
7624[journal]+OR+1091-7683[journal]+OR+0030- 
2228[journal])+AND+english[lang]

Filter development: From this…
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Basic and applied bibliometric research 



Run the palliative care filter now

To this……



To this……



Research Data Management System
• Online survey system allowing data entry from 

multiple sites anywhere in the world
• Web and print version compatible 
• Variable rights and security roles
• In built data analysis tool with filters, graph, 

percentages, tables, etc
• Capacity to export data to programs 

such as Excel, SPSS
• Audit trails and email alerts
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Flexible online research survey tool enabling the design and development of data collection forms that can have data entered onto the system from anywhere in the world. Supports multisite research which enables larger trial numbers

Capacity to match print and online versions

Sophisticated allocations of rights and roles controls access and activity of different users in the system. Enables research participants to enter data directly via open surveys, password/registered and by invitation. Can also be set up to have entry of collected data into online compatible versions of the form for centralised analysis of results.

Variety of formats for questions and styles with the ability to customise to the look of the project. Can collect text and numeric data. 

Basic analysis tools form part of the system with the capacity to filter by variables and create tables and graphs. Data can be exported for analysis in Excel or SPSS.

Can create security features such as audit trails of data changes and email alerts when form are submitted.





Contributes to evidence generation: Current examples
1. Multisite clinical trials (e.g. PaCCSC) 
2. Service and organisation audits and surveys (e.g. PCQ consumer survey) 
3. National Standards Assessment Program self assessment
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Tool to support generation of evidence. Online data collection system (or RDMS) Address the issue of single site studies often small sample sizes and underpowered as a result. Not only evidence generation but research capacity. 



Professional Connect

• Forums for communication and exchange
– Private, registered, open
– Registered pages for project/research shared 

resources 
– Shared project tools 

• Calendar, polls, alerts

• Examples of current user groups
– PaCCSC 
– Victorian Nurse Practitioner Project



CareSearch: Finding evidence

• Evidence Summaries
• PubMed Topic Searches
• Repository of hard-to-find evidence
• CareSearch Review Collection



Clinical Practice: Evidence Summaries

• Clinical Practice pages
– Based on review of systematic reviews 
– 17 clinical pages
– Related PubMed Topic Search
– Quality and currency processes

• Specific Populations pages
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This is Clinical Practice page. Currently 17 topics. Based on reviews of systematic reviews of relevant evidence derived from structured searches of four bibliographic databases. Written by Australian health professionals, with internal commentary and formal external peer review. Extend the evidence synthesis back to the evidence base through associated PubMed Topic Search and Review Collection topic. If you scrolled down the page you would find links to the references, associated guidelines and prescribing, free full text article and associated CareSearch pages





Finding Evidence section 

• How-to guide on finding evidence
– Sources and databases
– How to create searches
– Downloadable guide

• Evidence resources
– PubMed Topic Searches
– CareSearch Review Collection
– CareSearch Grey Literature

Presenter
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PubMed Topic Searches are:



PubMed literature search strategies that are saved as weblinks in the CareSearch website.

Currently includes 50+ different topics of interest to palliative care.

Search results are restricted to English, palliative care related literature 

5 search options per topic are available – the first choice is whether or not to limit to free full text articles, and the second is the type of articles required, ie, strongest evidence (systematic reviews or RCTS) or all type of articles.

quick, real time searches (ie, always current) 

Their outward simplicity belies the underlying sophistication of these searches.

They are based on rigorous, published research funded by CareSearch to identify how to best search for palliative care content.

They utilise rigorous published research by non CareSearch researchers, designed to find the highest levels of research evidence of randomised controlled trials

They were developed by an experienced medical librarian in consultation with other researchers for application in the CareSearch website.

They therefore effectively embed evidence and expertise into one click for the users, helping users to quickly and effectively access relevant literature. 



PubMed Topic Searches

• Hyperlinks to topic based searches run in 
PubMed based on Palliative care filter
– 60 topic searches
– Immediate, real time
– 5 options based on

• Strength of evidence
• Free full text only
• Most recent 
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PubMed Topic Searches are:



PubMed literature search strategies that are saved as weblinks in the CareSearch website.

Currently includes 50+ different topics of interest to palliative care.

Search results are restricted to English, palliative care related literature 

5 search options per topic are available – the first choice is whether or not to limit to free full text articles, and the second is the type of articles required, ie, strongest evidence (systematic reviews or RCTS) or all type of articles.

quick, real time searches (ie, always current) 

Their outward simplicity belies the underlying sophistication of these searches.

They are based on rigorous, published research funded by CareSearch to identify how to best search for palliative care content.

They utilise rigorous published research by non CareSearch researchers, designed to find the highest levels of research evidence of randomised controlled trials

They were developed by an experienced medical librarian in consultation with other researchers for application in the CareSearch website.

They therefore effectively embed evidence and expertise into one click for the users, helping users to quickly and effectively access relevant literature. 



CareSearch Databases

• CareSearch Grey Literature
– Conference Abstracts
– Non-indexed Articles
– Theses
– Research Studies Register
– National Palliative Care Program 
– Other Grey

• CareSearch Review Collection



CareSearch: Encouraging evidence use

• Audience specific content formats
• Continuing Professional Development
• Partnerships and integration
• Alerts and reminders

Presenter
Presentation Notes
Based on change and knowledge translation frameworks





Audience Specific Content

• Audience specific content pages
– Clinical Practice = evidence syntheses
– Nurses hub/GP hub = practice interpreted
– Patients/carers = consumer oriented

• Extensions to further resources
– Quality appraised



Partnerships with Projects/Organisations
• Quality Improvement

– NSAP/PCOC
• ANZSPM

– Clinical Indicators
• AGPN

– Rural Palliative Care Program
• PCNA

– Nurses Hub



News and Updates

• What’s new on CareSearch
• What’s new in the community
• What’s new in literature
• @CARESEARCH
• Alerts 



Summary: Evidence and CareSearch

• Identifies systematically palliative care evidence
• Facilitates access to this evidence
• Uses evidence in designing and developing 

resources
• Contributes to the evidence base by 

researching specific project areas 
• Supports those generating and using evidence 

by providing tools, resources, information 
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An evidence based approach is one that looks to evidence to answer clinical and service related questions and uses the best available evidence to do so. 

Within CareSearch access to evidence is incorporated in many different ways. Content pages follow a described search method to find the strongest evidence relevant to that topic. There is a special section on Finding Evidence. This includes specially written real time PubMed searches that are designed to enable immediate access to the literature and evidence. Users can also access two databases specifically designed to make palliative care research evidence more available. The CareSearch Systematic Review Collection provides immediate references to systematic reviews which have met some preliminary quality criteria. CareSearch Grey Literature provides access to relevant literature, such as theses and unindexed journal literature, otherwise unavailable

As well as helping people get to the evidence, CareSearch looked to what evidence was available to help design the best quality resource. Research work from informatics, education and psychology was used to help design the pages. Research evidence from the field of Information Technology informed various elements of the physical design of the CareSearch website. As an example, consider the positioning of information on a screen. We know that when people scan a webpage their eyes follow the lines of the letter F. This influenced the order of icons on the homepage, where the premium top 3 positions were allocated to help patients and families. For patients and families, research evidence from the field of education and information technology informed how the pages were worded and presented. As an example, all patients and family content pages were evaluated for acceptable readability levels using an established scale prior to inclusion to ensure pages would be readily understood by most of the population.

CareSearch has actively researched key areas to inform the website’s development and use. The PubMed searches, for example, are based on an ongoing programme of research investigating palliative care literature: where it is published, the quality and quantity of literature, and how to search effectively for palliative care literature.





www.caresearch.com.au
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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.

www.caresearch.com.au
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