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Why should Complex Pain 

Services Collect Data?



Collecting clinically significant patient data has a number of 

benefits for Complex Pain Services:

 Pre-assessment Questionnaires can provide clinically 

significant data scores for numerous domains of chronic 

pain;

• Psychosocial stressors 

• Level of function

• Psychological factors

• Opioid usage

 This information can be used to triage referrals 

 Can be used as a guide for clinical interviews



 Sending out follow up Questionnaires can be 

used to measure patient progress

 Include a feedback section in follow up to collect 

Quality Improvement data 

 Benchmarking against other Pain Services to 

improve outcomes

• Guide best practice 

 Data can be used for clinical research projects



Traditionally Data Collection is carried 

out using pen and paper 

questionnaires.

What are the drawbacks to using 

this method?



 Printing and Postage (+ return) of the Questionnaires

 Poor patient compliance and data often missing

 Labour intensive local data entry of the returned 

Questionnaires to get any clinical scoring or significance

 Often only have a local database in Excel or Access 

formats with limited ability to do in-depth data analysis 

 Very difficult to share data with other centres

 Difficult to use to guide best practice

 Poor follow up



Traditionally, in multi-center studies, questionnaires in paper

format are forwarded from patients and centres to central 

database hosting facilities, where data are manually 

transformed into electronic databases. This multi-step 

process is time and labour-consuming and prone to errors 

(Wolters, et al., 2005).



What can we do to overcome 

these limitations? 

&

Why is the internet our friend?



 In May 1991, Tim Berners-Lee and Robert Cailliau, two 

physicists working at the CERN laboratory in Switzerland, 

released a new document format called Hyper-Text Markup 

Language (HTML) and an accompanying document 

retrieval protocol called Hyper-Text Transfer Protocol 

(HTTP)

 Following its introduction, the HTML standard rapidly 

incorporated extensions that allowed programmers to add 

multimedia capabilities, searching, purchasing and other 

complex interactions between the Internet user and a web 

site (Mowery & Simcoe, 2002).



 HTML pivotal in advancing on line data collection

 Once the internet had the capability to allow forms to be 

filled in… then companies could make money 

 This led to rapid and substantial improvements in the 

software that was available for non computer experts to 

create web sites to sell their products

 Which was quickly followed by the market research industry 

creating on line survey utilities



 Ideally, HTML survey forms enhance data collection, 

compared with conventional surveys, because of their use 

of colour, innovative screen designs, question formatting, 

and other features not available with paper questionnaires.

 They can prohibit multiple or blank responses by not 

allowing the participant to continue on or to submit the 

survey without first correcting the response error. (Schleyer 

& Forrest, 2000)

 In 2000, the cost of administering the same questionnaire  

via the normal printing and posting when compared to 

online was reported to be 38% cheaper using online forms. 

(HTML expert employed to create forms)



 The Internet is at once a world-wide broadcasting 

capability, a mechanism for information dissemination, and 

a medium for collaboration and interaction between 

individuals and their computers without regard for 

geographic location (Leiner,et al., 2003).

 The advantages of using the world wide web to collect 

behavioural data include rapid access to numerous 

potential respondents and previously hidden populations, 

respondent openness and full participation, opportunities for 

student research, and reduced research costs. (Rhodes, 

Bowie & Hergenrather 2003)



 The Australian Bureau of Statistics have been collecting 

data on access to computer and internet resources since 

1988 

 Over the 20 years to the last survey in 2009 there has been 

a steady and sustained increase in household access to 

computers and the internet. 

 Over 75% of households have access to a computer

 With nearly 70% having internet connections the majority of 

which are broadband connections





GOING DIGITAL

How can we as Pain Services use 

this technology to collect data?

•Which survey company to use?

•What are the limitations of that  company?

•How secure is your data?

•What format does the data come in?

•How easy is it to get good analysis of your data?



 There are numerous free, survey companies available e.g. 

www.surveypirate.com, www.surveymonkey.com, 

www.kwiksurveys.com.

• No knowledge of HTML needed

• Good for simple anonymous surveys

• Lack sophistication needed for quality clinical data

• ? Security of sensitive patient data

• Often restrict the number of responses 



 Wide variety of commercial survey companies: 

www.keysurvey.com, www.creativedatasolutions.com.au, 

www.qualtrics.com

 More sophisticated and suitable for clinical data collection

 Expert backup from tech-support

 Secure data servers to protect sensitive data

 No restrictions on returns or numbers

 Professional looking and able to incorporate company/Health 

Service “Branding”

 Wide choice of data download formats

 SPSS/PASW, EXCEL, HTML



Data Collection at Sydney Children’s 

Hospital – Randwick 

Our journey into Cyber Space.



 Child/Adolescent Baseline: 9 pages of questions covering a wide variety 

of domains:

• Pain location, Intensity, Duration

• Sleep disturbance, Tiredness

• Catastrophising, Social Interactions, Family Stress

• Functional Disability, Social Consequences, Depression

 Parent Baseline: 20 pages of questions

• All of the above, Plus

• Parental Responses, Marital & Financial stressors

• Expectations, Knowledge of Chronic Pain 

• Level of Child’s Self Efficacy in Managing Pain



How I get along 

with others      

(problems with...)

Never Almost 

never

Sometimes Often Almost 

Always

1. I have trouble 

getting along with 

other kids

0 1 2 3 4

2. Other kids do 

not want to be my 

friend

0 1 2 3 4

3. Other kids 

tease me

0 1 2 3 4

4. I cannot do 

things that other 

kids my age can 

do

0 1 2 3 4

5. It is hard to 

keep up with other 

kids

0 1 2 3 4



Never Once in a while Some-times Often Always

1. Do you stay home 

from school?

0 1 2 3 4

2. Does your Mum or 

Dad spend more 

time than usual 

with you?

0 1 2 3 4

3. Do you sleep later 

than usual in the 

morning?

0 1 2 3 4

4. Do you get behind 

in your 

schoolwork?

0 1 2 3 4

5. Does your Mum or 

Dad tell you not to 

make such a fuss 

about your pain?

0 1 2 3 4

6. Do you spend less 

time with other 

kids?

0 1 2 3 4

7. Do you get special 

food or drinks?

0 1 2 3 4

8. Do you sleep or 

rest somewhere 

special, like in 

your parents’

room or on the 

couch?

0 1 2 3 4

9. Does your Mum or 

Dad get made or 

0 1 2 3 4



How our survey tool works.













































In Conclusion



On line data collection should be:

• Clinically relevant 

• Cost effective – no postage or printing 

• Green - No trees killed in the process

• Labour saving- (download and score takes 5 mins V’s 

2 people up to 45 mins)

• Quick and easy access to the data

• Easy to track who has been sent Questionnaires

• Easy to schedule follow up Questionnaires



The data should be available in a variety of formats 

depending on need

Data stored on server must be secure

Data should be easy to share with other centres 

using the same questionnaires to increase the 

power of any research or analysis

Incorporate benchmarking with other services to 

improve on best practice 


