Collecting Clinical Data In
the Cyber Age

The transition from paper to on-line
Clinical Questionnaires for a
Paediatric Pain Service
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Why should Complex Pain
Services Collect Data?
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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 SYDNEY
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= 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
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Traditionally Data Collection is carried
out using pen and paper
guestionnaires.

What are the drawbacks to using
this method?
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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 SYDNEY
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Traditionally, in multi-center studies, guestionnaires 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).
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What can we do to overcome
these limitations?

&

Why iIs the internet our friend?
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" |n 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).
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HTML pivotal in advancing on line data collection

Once the internet had the capabillity 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
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= |deally, 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) SYDNEY
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" 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)
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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
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FIGURE 1.1: HOUSEHOLD COMPUTER OR INTERNET ACCESS,
Proportion of all houssholds—1998 to 200809
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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 Iin?

*How easy Is it to get good analysis of your data?

SYDNEY
CHILDREN'’S

HOSPITAL
(R AN D Wi K]



= There are numerous free, survey companies available e.qg.
WwWw.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
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= 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
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Data Collection at Sydney Children’s
Hospital — Randwick

Our journey into Cyber Space.
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B 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
B 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 SYDNEY
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1. | have trouble
getting along with
other kids

2. Other kids do
not want to be my
friend

3. Other kids
tease me

4. | cannot do
things that other
kids my age can
do

5. Itis hard to
keep up with other
kids



Do you stay home
from school?
Does your Mum or
Dad spend more
time than usual
with you?

Do you sleep later
than usual in the
morning?

Do you get behind
in your
schoolwork?
Does your Mum or
Dad tell you not to
make such a fuss

about your pain?

Do you spend less
time with other
kids?

Do you get special
food or drinks?
Do you sleep or
rest somewhere
special, like in
your parents’
room or on the
couch?

Does your Mum or



How our survey tool works.
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How do you want to build your survey?

4 . <& .. | Quick Survey Builder

e =—- | Looking for a fast and easyway to build a powerful survey?
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Yhen my child is in pain, |

watty all the time ahout

whether the pain will end

Wihien my child is in pain, | feel
| can't go on like this much

[onger

When my child is in pain, it's
terrible and | think it's newer

daing to get better

YWhen my child is in pain, it's

awful and | feel that it
overwhelms me

Witien my child is in pain, |

can't stand it anymore

When my child is in pain, |
hecome afraid that the pain

will getworse

YWhen my child is in pain, |
keep thinking of other painful

events

Witien my child is in pain, |

want the pain to go away

Witien my child is in pain, |
can't keep it out of my mind

Mot at all

r

Mot at all

I

I

PCS-C - Thoughts and feelings during pain

Mildlly

r-\-

Mlilcdly

I

I

We are interested in what you think and how strong the feelings are when your child is in pain.
Below are 2 hlocks of sentences of different thoughts and feelings yvou may have when your child is in pain.
Try to show us as clearly as possible what you think and feel by clicking on how strongly each thought applies to you.

Moderately

r—u

mModerately

I

I

Severely

r—u

Severely

I

I

Extremely

r

Try to show us as clearly as possible what you think and feel by clicking on how strongly each thought applies to you.

Extrermely

I

I
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Recode Values

iakle Baming

Mot &t all hilicdly ately ey Extremely
When my child iz in pain, | rit the pain to o
When my child iz in pain, | can't keep it out of my mind
When my child iz in pain, | keep thinking about hos much they
When my child iz in pain, | keep thinking about hoss much | ewant the pain to
When my child iz in pain, there iz nothing | can do 1 p the pain

When my child iz in pain, | wonder swhethe mething




 Yes

n = Mo

Q8 r Do you have any other children?

H i Yes

n " Mo

Display This Question:
K Dovyou have any other children? ¥es |s Selected Edit

0 1 2 3 4
n ED'}."S
w
Girls
w

<

S Your child’s pain

Q11 r Please give a brief description of how your chilid's pain started

10
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Here are 6 faces that show how much something can hurt. The face on the left shows no pain. The
faces show more and more pain up to the face on the right which shows very much pain.

Click on the button below the face that represents the worst pain your child had during the last week

Mo Pain Wery much pain

e o o . o

What were they doing at the time?

nlaying with sisted

How much of your childs awake time is hothered by pain?

Mo time Every moment

mave slider to select
YOUF answer

4. Lately, haw marny days a week is your child pain-free or NOT bothered by the pain?

i* Mever

P04 Mmoo e e
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Functioning (FDI)

When people are sick or not feeling well, it is sometimes difficult for them to do their regular activities.
In the last few days would your child have had any physical trouble or difficulties doing these activities
Please click oh ohe response to each question

Mo traodhle A little trouble Same trouble Aot of trouhle Inpossible
YWalking to the bathroom e I e e i
YWalking up stairs T i T T i
Doing something with a friend T I T T i
Doing chores at home T i T T i
Eating regular meals e I e e i
Being up all daywithout a nap
or rest O & O O o
Riding the school bus or
travelling inthe car e o e e o
Being at school all day i i i i i
Dioing the activities in gym
class (or plaving sports) e e e e e
Reading or doing homework i T i i i
Watching TV i T i i i
E\é?likmg the lenagth of a foothall -~ -~ -~ -~ -

Running the length of a faathall
field

Going shopping

Getting to sleep at night and
staving asleep
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PCS-C - Thoughts and feelings during pain

We are interested in what you think and how strong the feelings are when your child is in pain.

Below are 2 blocks of sentences of different thoughts and feelings wou may have when your child is in pain.

Try to show us as clearly as possible what you think and feel by clicking on how strongly each thought applies to
oLl

Mat at all Pl Iy Maoderately Severaly Extremely

YWhen my child is in pain, |
wiorty all the tirne about e i i . i
whether the pain will end

When my child is in pain, | feel
| can't go on like this much
longer

YWhen my child is in pain, it's
terrible and | think it's never
gaing to get better

When my child is in pain, it's
awful and | feel that it
overwhelms me

When my child is in pain, |
can't stand it anymore

YWhen my child is in pain, |
hecome afraid that the pain will
getworse

When my child is in pain, |
keep thinking of other painful
events

Try to show us a3 clearly 25 possible what you think and feel by clicking on how strongly each thought applies to

I a1l
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In Conclusion
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B 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 SYDNEY
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B The data should be available in a variety of formats
depending on need

B Data stored on server must be secure

M Data should be easy to share with other centres
using the same questionnaires to increase the
power of any research or analysis

M Incorporate benchmarking with other services to
Improve on best practice
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