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Errrr…What if 
we tracked 
data at home? 



The Orchestra 
Project: 
A data 
partnership 

- Drew 



‘“How are you feeling?” is a pretty standard 

conversation starter during a doctor’s visit. 

 

The challenge is that we don’t capture [the 

response] in a way that we can use [like] we 

do for blood pressure.’ 
—Dr Danielle Lavallee 

Univ of Washington 

 

 
 

 

The 
Orchestra 
Project : 
Clinician 
view 

Lavallee D.C. et al (2016) Incorporating Patient-Reported Outcomes into health Care to 

Engagement Patients and Enhance Care. 

http://patientsplaybook.com/news-insights/2016/4/5/dhnpvqrhkoa87qvgmtdoe8047ggl2j 

 



The Orchestra 
Project: 
Patient/family 
perspective 

‘Now we both speak data. I feel 

more confident, and they feel 

like they have the information 

they need to make better 

decisions.’ 

—Erin Moore  

Drew’s mother 

http://patientsplaybook.com/news-

insights/2016/4/5/dhnpvqrhkoa87qvgmtdoe8047ggl2j 



1. Health is a 

partnership 

 

2. What about me? 

• I want to stay well 

• I want to get well 

 

3.  What about you (the 

health service)? 

• Performance 

• Experience 
 

 

The data 
consumers 
want 



Health is a 
partnership: 
Consumers 

‘ 

 

‘The patient and their family are thought 

of as equal partners in their care, whose 

needs as well as their unique skills and 

insight are respected and valued.’  

–Victorian consumer, HIC RACP 

consultations, 2016  

 

 

http://participatorymedicine.org/ 



‘People perform better when they’re informed better.’  

– Dave deBronkart 

Health is a 
partnership: 
E-patient Dave 

http://www.epatientdave.com/2012/10/21/we-perform-better-when-

we%E2%80%99re-informed-better/ 





Health is a 
partnership: 
Embracing the 
e-patient 



‘The first time I had an ECG 

emailed to me by a patient 

with the subject line “I’m in 

atrial fib, now what do I do?”, 

I knew the world had 

changed.’ 

― Eric Topol 

Health is a 
partnership 



• Few consumers know what 
data is available and how it 
might help them to stay/get 
well.  

 
• Not all consumers want the 

same data. 
 
• Not all consumers want the 

same data across their whole 
‘health journey’. 
 

• But…few consumers complain 
of getting too much of their 
own data.  

  

Challenges to 
a data health 
partnership 



 Ask 

Sometimes 
complex 
challenges 
require a 
simple 
solution: 
 



1. Health is a 

partnership 

 

2. What about me? 

• I want to stay well 

• I want to get well 

 

3.  What about you? 

• Performance 

• Experience 
 

 

The data 
consumers 
want 



I want to stay 
well 

* Health data includes blood pressure, heart rate, respiratory 
rate, glucose, physical activity and other key assessments 

http://participatorymedicine.org/ 



Wearable 
health 
technology 

• 78% of consumers would be 

willing to wear technology for 

health-tracking 

• 76% followed doctor’s advice 

to wear health technology to 

track health 

• 90% willing to share wearable 

or app data with doctor 

• Consumers (77%) and doctors 

(85%) agree using wearables 

helps patient engagement 

  —Accenture 2016 Consumer Survey 

on Patient Engagement 



Using patient 
generated data 

Sarah Riggare 



Other 
industries 
have done this 



I want to 
stay well 
 
 
 
 
 

Can consumers see & understand their lab results? 
 



I want to stay 
well: 
My own data 
can help 

Steven Leckart,  

Wired Magazine 

29 November 2010. 



I want to  
get well… 
Hospitals speak a 
data language 
 

“I joke, but I only half joke, that if you come to one of our  

hospitals, missing a limb, no one will believe you until they  

get a CAT scan, MRI, or orthopedic consult.” 

- Abraham Verghese 

Wachter, The Digital Doctor 



I need data to be 
part of the 
conversation 
 

Dave deBronkart, slide share, ‘What epatients want and why they need to be empowered’ 

 



• Respect – co-ownership of care 

 

• Transparency about issues 

 

• Increase individual consumer 

engagement 

 

• Timeliness 

 

• No more labelling – HVP 

 

• Patient safety 
 
 
 
 

Patient portal: 
Benefits 

 
‘From day one, I had 

patients emailing me 

about sexual issues 

that they never would 

talk to me about 

directly.’ 

-Ted Eytan, physician 

Wachter, The Digital Doctor, p. 184. 



• Sensitive results 

 

 

 

 

 

 

 

 

 
 
 
 

Patient portal: 
Challenges 

Wachter, The Digital Doctor, p. 184. 

• Changed work processes 

 

• Interconnectivity between systems  

 

 

• Changed consumer expectations   

 

‘Once you get used to 

checking your lab 

results on your phone 

the day they were 

drawn, you’re never 

going back to, “Come 

in next week and we’ll 

talk about it.”’ 

—Mark Smith, health 

policy guru  



1. Health is a 

partnership 

 

2. What about me? 

• I want to stay well 

• I want to get well 

 

3.  What about you? 

• Performance 

• Experience 
 

 

The data 
consumers 
want 



• In 1910, Codman advocated for 

‘End Results Hospital’ 

 

• Patients outcomes tracked and 

reported 

 

• He believed it would allow 

patients to make informed choices 

about where to receive care 

 

• And help doctors improve their 

care 

 

• He was ‘drummed off’ the staff of 

his hospital in 1914… 

Performance 
data is not a 
new concept 

Ernest Codman 



Clicks required: 

• Research 

• ACFRT 

• Reports 

• ACFDR 2010 – Australian CF 

centre comparisons 

• Lung function (FEV1) 

• BMI 
 

Performance 
data: 
Cystic fibrosis 



Performance 
data: 
Non-health 
tools  

www.choice.com.au:  

‘Save time and money. 

Products and services rigorously 

tested, rated and reviewed. No 

spin.’ 
 

http://www.choice.com.au/


Performance 
data: 
Health tools 



• Hospital safety rates – infection, falls, 
staff ratio, hand hygiene, mortality 
 

• Patient centredness – ability to be 
involved in decisions, listened to, care 
orders followed 
 

• Procedural/specialty performance 
 

• Coordinated care – transitions, 
consistent medical team, timeliness 
 

• Cost 
 

Performance 
data:  
What do 
consumers 
want 



Customer 
experience: 
Non-health 



Consumer 
experience: 
Health 



Consumer 
experience: 
Beth Israel 
Deaconess 

http://www.bidmc.org/Quality-and-Safety/Patient-

Experience-and-Satisfaction.aspx 



• Ask what consumers want 

 

• Understand (and respect) why 

they want it 

 

• If data isn’t clear, make it clear 

 

• Think about tomorrow 
 

 
 
 
 
 

Addressing 
the challenges 
to a data 
partnership 





Thank you 
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