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Support systems for consumers

« Early forms: home library reference databases,
body atlases, pamphlets of patient advice

« 1990s: online content and decision support aids
for healthcare consumers started to emerge

 Now: e-health, social and Web 2.0 technologies
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onne patie e v Join Now (it free!)
LUl | | Mood MsS | M :
¢ Z i | R e e =
lﬁ Patients | 'U‘Treatments [ :ﬁ Symptoms | é Research Search this site \mw Help | Crisis
The PatientsLikeMe Mood Conditions Community Home > Mood Conditions Community
Whether you're depressed, bipolar, anxious, obsessive-compulsive, or simply want to monitor your mood fluctuations, this is the online community An Irjrjovatwe ApproaCh Dgslgned
for you. By sharing your symptoms, treatments and mood charts, you can gain insight into what affects your mood while helping others learn from SD9C|f|C8||V for Mood Conditions
your experiences. Create a profile today to begin taking control of your health. Imagine knowing every medication, supplement, or device used to
treat your disease. Imagine knowing what treatments work for people just like you — and having the ability to easily connect with those people. T L ..-_
That’s what makes PatientsLikeMe different. Patients share their treatments and outcomes not just to help themselves, but to help others. Become H L s LA H e U
part of making a difference for everyone with mood conditions today. v s e | o e [ [ 4
N
Our Mood Conditions Community —
Patient updates this week s

Using PatientsLikeMe, people with mood conditions share detailed information about their syrmptoms,

treatments, overall progress, and more.
g PrOgFas=; Relevant Outcomes

New patients this month Answer simple questions every week about your
PatientsLikeMe members can find other patients like them experiencing similar symptoms and taking the Function, Distress, External Stress, Life Activities,
same treatments. and Symptoms to create your Mood Map--a
Riood Gonditions:patisnts:invour-community El:oasglc representation of what factors affect your
Today, 5126 people with mood conditions are learning from each other on PatientsLikeMe. See more '
mood conditions patients...
m Abilify
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Top mood conditions Treatments :ﬁ Top mood conditions Symptoms Geod:
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Individual Therapy (804 patients) Problems concentrating {2033 patients) : v 1500 madail Walh

Bupropion {305 patients) Muscle tension (1745 patients) o — S Lithiul

Clonazepam (255 patients) Headaches (1589 patients) Cymt

Lamotrigine (250 patients) Back pain (1424 patients)

Fluoxetine {210 patients) Stomach pain (1144 patients) Relevant Treatments

Escitalopram (200 patients) Dizziness (1070 patients) Enter your treatments and share your regimen

Venlafaxine (195 patients) Mausea (1018 patients) with others. Stay abreast of the latest treatment

Sertraline {184 patients) Hyperventilation (557 patients) options for your condition through our Treatment

Pets (166 patients) Fatigue {455 patients) Reports.

Omega 3 {155 patients) Anxiety (408 patients)

See all 1242 treatments... See all 721 symptoms... o | || Back Pain
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SmoothS's PatientsLikeMe ALS Profile

SmoothS

Male, 39 years
Marictta, GA

[ ey
1

L 132& Wl WG # ALS Public Registry

Jul 07

FRS: 24 &
{latest: 03/07/08)

Pragressian mte 4
percantile .

o ALS: 2 yrs

Member sence: 10006
Last updated: 63719,/08

Jul O

Diagnosis Summary
Onset: &rms

First symptam: 05/05
Magnosis: 10/06

Farum Activity

9LE posts o | 1182 helpful

marks

Aboul M

My name is Steve, 1 am 39, and 1 was D
fairly atypical im that [ moved on to acoe
0o, 1 would rather not have AL5, Dut 1
does any good and 1 choose not bo waste
lamenting what [ no longer can do. On t
chalenges and ake a great deal of satis
lpsses. [ am disturbed that 50 few palS

efforts to create a residential palLS co-of
efwiranment such that pALS chacse life




FRS: 28
(latest: 01/22/08)

Progression rate
percentile
[ ] s-10th (rapid)
[ 10-25th

25-75th (average)
I 7s-soth
[ ] 90-95th (slow)

Prescription Drug
Reasons Taken

i siow my ALS progress
[l general health

B specific symptom

W

Primary Symptoms

Severity of Symptoms
[| none

| miid

B moderate

W scvere

FRS

Onset

48

40

32

24

16

Onset

Jan 0S5

Jan 06

Diagnosis

Diagnosis

Jan 07

200 mg daily

10 fng daily

H
|

Last Update

Last Update

10 mag as needed

20 myg daily
10 mg as neaded

220 mi daily

ll 1\

0.5 ml

250 mg

Diazepam

Wellbutrin (bupropion’
Lexapro (escitalopram
Ambien (zolpidem)
Celebrex

Albuterol

Ceftin (cefuroxamine)
Asthmanex

Zetia

Anxiety

Constipation
Depression

Emotional lability
Excess saliva
Excessive yawning
Fasciculations

Fatigue

Insomnia

Pain

Stiffness/spasticity



Filter Patienis By...

| Filter Patients | pzzet

Type of Onset

Any (including unknown)
| Bulbar

] Limb

(] Breathing

Time Since Onset

Any (including unknown)
[C] Less than 2 years

D 2-5 years

[ More than 5 years

Severity

Any (including unknown)
[ FRS more than 36

] FrRsS 36-18

"] FRS less than 18

Age Range

Any (including unknown)
[] under 40

[[] 40-49

[C] s0-59

] s0-69

[] 70 or older

Summary Individuals Graph Side-Effects Map

Timeframe Limit Patients to
18 manths before lithium 3 FRS points before lithium

Update Graph
5] months after lithium 1 FRS points after lithium

Printable Version Print a copy of this graph.

ALSFRS-R Scores of Patients on Lithium
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Patient ” this is our NHS...
lets make it better

Login |

Your story can change the NHS National award winner
Tell people what happened NEWMEDIAAWARDS

. MNew Statesman

See what others are sayin ey |
- ying o/ :
Find out how patients are changing the NHS WINNER

Latest Patient Opinions Your opinion

Patients, semnvice users, carers,

| wasn't told my mum was in Wigan A&E ** relatives, friends, staff This is

17 hours ago for everyone._.

Davec on Royal Albert Edward Infirmary (Accident and emergency) _
@ share your story

¢ Concern over Balint Groups' use of patient information

i

*” -

yesterday Services near you
susanne on NHS senvices across the board, especially London region Find stories about health

services near your postcode

¢ Amazed at the speed of Southend blood clinic ** Your postcode

2 days ago | |
Julia Alana on Southend Hospital (General surgery) Find services for...[optional)
¢ Very good experience at Guernsey House so far?’ e.g. diabetes or eyes

2 days ago

Centre for Health Informatic



Patient ” this is our NHS... 9
lets make it better

Login |

Home | Find opinions ‘ Find services ‘ Your opinion ‘ Languages | Help | About ‘ Blog |

Ophthalmology at Rotherham Other services at this
District General Hospital

site

36 opinions This service is provided at

Rotherham District General
Hospital

How other people rated this service & ¢ & ¢ ¢ (irom 58 ratings)

Standard of medical care SOOO0

Standard of nursing care SOOOD

Cleanliness SOOO

Parking OLeLeleLe

Treated with respect and dignity QOO0

Infarmation and decision making shared appropriately S OO

Senice punctuality/timeliness SOTOTOT T

Tell us what you think: - Share your story

Patient Advice and Liaison Semvices (PALS)

tel: 01709 307646 or

email:  pals@rothgen nhs uk

You can talk to PALS who provide confidential advice and support to patients, families
and their carers, and can provide information on the NHS and health related matters.

Centre for.Health Informatict




What do we know about the impact of
accessing health information on the web?

« Does accessing information improve the
guality of decision making?

« How does the 'crowd' or 'social media’
Influence decision making?

 How well can consumers make judgments
about what they find on the web?

Centre for Health Informatic'_; -



Study 1: Impact of information access on

consumers

?
QuickClinical

Search Results Profile Manager

Feedback Help Contact Us

Select a Profile

A-Diagnosis
A-Drug Info
A-Eticlogy
A-Patient Edu
A-Treatment x|

Enter Keywords

Disease |asthma

Builder

Crug |

Builder

Syrmptoms |

Builder

Others  |children

Builder

Save &s
(Dptional)

Centre for Health Informatics*"

(Clear all] [ Go |




On-line evidence and decision making

« STUDY 1: 75 clinicians - 26 hospital doctors, 18 GPs, 31 clinical

nurse consultants) J Am Med Inform Assoc 2005; 12: 315-321
 Answer 8 medical problems
« Decision accuracy: 21% improvement

e Pre-search: 29% correct
e Post-search: 50% correct

« STUDY 2: 227 consumers J Med Internet Res 2008;10(1):e2
* Answer 6 consumer health questions
« Decision accuracy: 20.8 % improvement

e Pre-search: 61.2% correct
e Post-search: 82% correct

Centre for Health Informatic" N




Errors and confidence

Consumers’ responses % (95% CI) Increased
confidence post
search
Pre-test Post-test

Wrong Wrong 13.3% 51.9%
(11.2-15.6) (42.5-61.0)

Wrong Right 25.5% 54.0%
(22.8-28.4) (46.3-61.6)

Right Wrong 4.7% 40.4%
(3.6-6.3) (27.6-54.7)

Right Right 56.5% 71.1%
(53.3-59.6) (67.4-74.6)

Centre for Health Informatict

| Med Internet Res 2008,10(1):e2




Study 2: Impact of the crowd on
consumer decisions

b
QuickClinical

Scenario 5.4: What did others think?

What did others think?

Consumers who were not as

Total number of peopla; 167

o G peonle confident in their post-search
Dot e o 3 neopiay CEoPIe) answers ...
YOour answers are:
Before searching: Donft know were 28.5% more likely to
arching: Yes .
You have a chance to answer the question again.. change their answer after
feedback ...

We hear of people going on low carbohydrate and high pratein diets, such
as the Atking diet, to loge weight.

1. Is there evidence to support that low carbohydrate, high protein diets
result in greater long-term weight loss than conventional low energy,

than those who were confident

low fat diets? . )
O ves or very confident with other
Ono subjects answers (P <0.001)/
g Conflicting evidence
Don't know

Mext

J Med Internet Res 2008;10(1):e2

Centre for Health Informati ‘ 5 "’m




30%

20%

10%

% changed answer

0%

50%
40%
30%
20%

% changed answer

10%
0%

~
/.

— I T
<3 3-9 10-15 >15
No. subjects with different
answer
/\
/ !

/

" %Jgr/I\ l //"

0 10-20% 30-40% 50-60%

T

70-80%

% Subjects with a different answer

90-100%

Opinion volume
people are more
likely to change
views the more
people hold a
different view

Opinion density
people are more
likely to change
views the greater the
proportion of a group
hold a different view

Medinfo 2010 (to appear)

Centre for Health Informati



Where can we act to improve decision
making?

Decision ormulate Rate Complete

Task | Query — Search —{document — Task
relevance

»
QuickClinical

Search | Results  Profile Manager | Feedback | Helj Contact Us
Select a Profile Enter Keywords

[asthma
A-0rug info
A-Etiology = [
A-pabent Edu " —
ATreatment =] symptoms [
Others  [adrer]
—

(@l (o)

(Optional)

>
QuickClinical

Search | Results | Feedback | Help | ContactUs Logout

Search Results for "A-Treatment!, burns, pain, child
Comment on this search? .m e

™
Source categories: Mix(13)| Journals(11)| Textbooks(15)| Guidelines(15)| Healthinsite(13)
. . Source: Therapeutic
1. Management of burn pain in hospital Guidelines
Full Text

Seen this? Bum pain: introduction After stabilisation of the pain with belus dases, marphine infusions remain the
mainstay for the relief of severe pain. Use morphine 30 to 40 microgram/kg/hour by intravenous ...

" Source: Therapeutic
2. Paracetamol index page Guidelines
Full Text

Drug index pages aid navigation within the Guidelines. The drug information provided is anly that which appears in
the Guidelines and is not intended to be comprehensive. adverse effects drug ...

3. Morphine index page
Full Text

Drug index pages aid navigation within the Guidelines. The drug information provided is only that which appears in
the Guidelines and is not intended to be comprehensive. adverse effects abdominal pain: ...
4. Burns

Full Text

Source: Therapeutic
Guidelines

Source: Therapeutic
Guidelines




RECORD PILLBOX SCHEDULE DOCUMENTS CARE FOR

[HEALTHY

A —

Know exactly what Keep a record of Monitor all of your:
medication to take all your contacts ‘scheduled tasks and
at certain times of throughout your -appointments quickly
your joumey. medical journey. and easily.

Record and keep
track of all your
medical tesis in
one place.

w
—
=
(=]
Ll
= =
O
(7p
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JOURNEYS MY PERSONAL MY MY MY MY SOCIAL

RECORD PILLBOX SCHEDULE DOCUMENTS MESSAGES SPACE

Logout
HEALTHY [l
Browse thmugh your medications below.
,’ (_ AddPill )
é MEDICATIHIN ROUTE AMCUNT FREGUENCY START DATE STOP DATE COMMENTS USAGE
Folate or Folic Cral As instructed  Once daily s
E A acid 400 ug) { Take
B ———
1 View history
r— Analgesia Cral Follow As required Crientation PFregnancy Fa
o ‘7/3: instructions visit test | Take J
on the ) ".':iE'-u" hi=t-}r§.-?
packaging shERe T
:’} Pregnyl [1300iu) Injection Day 3, 6 &3 e
% fellowing egg & [ Take |
sperm collection B arre—
[Day 0) View history

Centre for Health Informati



JOURNEYS MY PERSONAL

RECORD

MY

MY MY

PILLBOX SCHEDULE DOCUMENTS

MY SOCIAL
MESSAGES SPACE

HEALTHY ISuc

Browse through your procedures below
(Mote: for new procedures, add them from the journey page)

PROCEDURE

Egg Collection
(day surgery)

X

Egg Collection
(day surgery)

PERSONAL
RECORD

.8

Fregnancy test

X

Ultrasound of
foetus

5.9

Post-cycle
discussion

.8

CLINICIAN LOCATION DATE RESULTS
& TIME
WF _ |MA Fertilised Collected Matured Divided
Australia
clinic
IvF . HA Transferred Frozen
Australia
clinic
IVF MA
Australia
clinic
E‘rit i HA Heartbeat: @ #sacs Gestational score
metraiiz i [mm3]
clinic
Your fertility IVF MA
specialist Australia
clinic

Centre for Health Informati

Logout

COMMENTS

Here are my instructions on what to do with
unused fertilised eggs (as stated in the consent

form}:...

Do not take home pregnancy tests




HOME

JOURNEYS MY PERSONAL MY MY MY MY MY SOCIAL

RECORD

HEALTHY liul:

PILLBOX SCHEDULE DOCUMENTS TEAM MESSAGES SPACE

Logout

Edit details for this appointment in your Schedule

SCHEDULEW

DATE

TIME

TASK

LOCATION

REMIMNDER

TODO

[ Save ) Cancel | Delete )

|Around day 1 |

o September 2009 L)

Su Mo Tu We Th Fr Sa

1 2 3 B 5

6 7 8 O/ 1011 12

15 14 15 16 17 18| 19

200 21 22 23 24 25 26
27 28 29 30

|Home |

| | number of hours before

Call IWF Australia to attend an
orientation visit in three weeks time




HOME JOURNEYS MY PERSONAL MY MY MY MY MY SOCIAL
RECORD PILLBOX SCHEDULE DOCUMENTS TEAM MESSAGES SPACE

HEALTHY [ul:

Logout

Browse through your contacts below

“ ( Add Team Member )
E NAME ROLE LOCATION CONTACT DETAILS
E f May Murse IVF Australia (02} Sy 2222
=
f sarzh friend
=

Centre for Health Informati



Example In in-vitro fertilization (IVF)

* IVF cycle: Agonist (Long Down Regulation)

« Duration: 8 weeks from Oct 2009 to Jan 2010
* Region: Urban Australia

« Participants: 17 recruited, 14 completed

Centre for Health Informatic'_; -



JOURNEYS MY PERSONAL MY MY MY SOCIAL
RECORD SCHEDULE DOCUMENTS MESSAGES SPACE

Logout

View Tutorial
HEALTHY sMe Contact us

Click 'Add' to add items into your profile {'- Add -.}

»

Click on a stage to find out more

" 1. Stage 1 - Make appointment o
IVFAustralia

Excallience In focillly can

m

B The first step in the VF treatment journey is making a phone call to book an
appointment with a clinic nurse. Cver the phone, the nurse will ask you guestions and
may make some recommendations for you before you attend the appointment. Up until
the time of your visit you should continue to follow any health or lifestyle guidelines that Qﬁ
might help improve your chances of conception. This information is available through the N
WF Australia website.

AN

@ x3 x3

" 2. Stage 2 - Orientation visit

B At the orientation visit you will be provided with a lot of information about WVF
treatment. It is recommended that both you and your partner attend the orientation. The
amount of information covered in the first visit might be overwhelming at first. Don't worry,
the IVF staff are there to help and can be contacted if you have any gquestions or
concerns throughout the course of your treatment.

® 3. Stage 3 - Treatment starts

UNSW | Centre for Health Informati



JOURNEYS MY PERSONAL MY MY MY MY SOCIAL
RECORD PILLBOX SCHEDULE DOCUMENTS MESSAGES SPACE

Logout

HEALTHY NG

1. At each stage of your IVF cycle, you'll
find the medications you are likely to

Supplements and pain relief take

Folic acid and other supplements
acid, vitamins or other supple

ring the body for a healthy pregnancy. If you are taking folic
0 your pillbox.

’ FOLIC ACID
Folate or Folic acid, a B vitamin helps prevent bith defects of the brain and spinal cord when taken before and very early during
> pregnancy.
O '
o0
| ADOPTED! REDIZATION ROUTE AMOUNT FREQUENCY STARTTIME STOPTIME COMMENTS
=] FECOMMENDED
o e > . , .
olats or Folle acld (400 ug) 2.. - .the appo".‘tments you " need to Folic actd, a .,
keep track of...
' ORIENTATION VISIT
(18] Create a remind@r for your orientation visit
A
8 ACOPTED! TASK LOCATION DATE TIME REMINDER TO DO
RECOMMENDED
w
: Adoptsd Attend WF Aurtralia Aboutday22or AN <né day batorshand Bators the viait ..
O Ceantation vt menstrual ol
w :

Centre for Health Informatic'




sl 3....the people looking after you...

you
overwhelming at first. Dont worry, the IVF
or concerns throughout the course of your treatme

about IVF treatment. it is recommended that both
ion covered in the first visit might be
elp and can be contacted if you have any questions

“ HURSE

An IVF Australia clinician will take you through your initial orientation visit. They will be available to anamer any questions you may

5 have,
w
b— ADOPTED/ NANE ROLE LOCATION CONTACT COMBMENTS
RECOMMENDED DETAILS
Adopted Hurss IF Zustralia clinle

4....aswell as the tests and
procedures you’'llneed to take... you

vels .
personal record. !
1ST BLOOD TEST

The blood test conducted on this day is to determine your progesterone level, which reveals if you have ovulated.

A blood test will be carried out during your orientati
have ovulated. This is the first in a series of blood te:
during the different stages. You can keep track o

ADOPTED/ BLOOD TEST ESTRADIOL (E2) LUTENCING PROGESTERONE FOLLICLE HOG
RECOMMENDED RESULTS (PROLIL) HORMONE(LH) (HMLL) STIMULATING
(MIvaL) HORMONE(FSH)
i MIVML)

Adoptad At tat Ewpected valus: <10 Erpacted valus: > 15
(DDVMmSY )




What will you do with these new systems?

 New journeys . Advance care directives, my
loved one is on a ventilator ...

« Family self-support groups
« Communicate with relatives

* Follow-up long term by accessing longitudinal
record

Centre for Health Informatic"_; -



hank you

e.colera@unsw.edu.au
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