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Data for Consumers & Patients

Eugene C. Nelson, DSc, MPH: Professor, The Dartmouth Institute, Director, Population Health, 
Dartmouth-Hitchcock. NCVHS Presentation, 10/18/2010

Q: "What data & measures will consumers need
to be successful patients & purchasers of care?”

A: Triple aim compass with feed forward & feedback data

Presenter
Presentation Notes
I hope this answer will make sense to you in 10 minutes after I finish with my opening remarks!



What do we really want?

• Q:  How is a kilowatt-hour 
of electricity like a day in 
the hospital?

• A: Nobody wants either

• Hot showers & cold beer
• Better health, better care & 

lower costs

Amory Lovins: End use, least costs
Negawatts and Negabeds: Berwick, Lovins, Fisher
Huffington Post, December  29,2008

Presenter
Presentation Notes
Here’s a second question. What do we really want? Amory Lovins says it usually has something to do with end use and least cost. 
Here’s Amory’s riddle … Q: How is a kilowatt hour of electriciy like a day in the hospital?  A: Nobody wants either. What they want from electricity is hot showers and cold beer. What they want from health care is better health, better are and lower costs.  AKA, the IHI triple aim.



Consumers need data to 
answer critical questions

1. Can I get the care I want and need exactly 
when I want and need it?

2. Am I getting the best value care for me 
given who I am and what health care can 
do? 

3. How can I get the data I need as care is 
provided, to make good decisions and to 
review the success of the care that I have 
gotten?

Presenter
Presentation Notes
Consumers .. As pts and purchasers need to have data to answer their critical questions as their health needs evolve over time. Here’s 3 critical questions that I will address in the next few minutes.



Can I get the care I want and 
need exactly when I want and 

need it?

Meet Amy … 38 years  old, 
single, new to area, school 
teacher, found a lump … 
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Meet Amy!



Biopsy on 
10.27

Breast Care 
Coordinator 

(BCC)
MRI #1

Shared 
Decision 

Making (SDM)
MRI #210.31 10.31 11.9 11.9 Surgeon11.9 Med. 

Oncologist11.9 Bone 
Scan

CT Scan Lab work

11.11

Med. 
OncologistWig

11.23

11.23 Infusion #111.2511.23 11.25 Wig and 
stylist

Wig- 
stylist Lab work

12.9

12.12

12.16 Lab work12.16

Breast 
imaging 

study

Breast 
imaging 

study

11.23

11:30—lab 
work MRI echocardio

gram

Lab 
work Lab work

Lab work Med. 
Oncologist

1:29—infusion 
#1 (scheduled 

for 1:00)

1.27.06

2.16.06 2.17.06 2.17 2.17

2.17

2.24.06 2.24.06 Infusion 
#33.10.06

1.6Med. 
Oncologist 12.16 Infusion 

#2 12.21 Infusion #3Med. 
Oncologist 1.6.06

1.27.06

Med. 
Oncologist 2.16.06

Infusion #4 
(end chemo 

trx 1)
2.16.06

Infusion #2 3.3.06 Med. 
Oncologist

Infusion #4

3.10.06

3.10.06

echocardio
gram 11.25

Lab work 3.10.06

Pharmacy Genetic 
Testing

12:15-Lab 
work

Breast 
imaging 

study

2:30-
Infusion #5- 

check in
Infusion #53.17.06 3.17.06 3.17.06 3.17.06 3.17.06 Lab 

work

Infusion #6

3.24.06 3.24.06

3.24.06

1:45- Med. 
Oncologist

12:45-Lab 
work

3:00-
Infusion #73.31.06 3.31.06 3.31.06 12:10-Lab 

work
SDM- p/u 

video
1:15-

Infusion #84.7.06 4.7.06 4.7.06

6 months, 14 different microsystems, 21 visits 

Presenter
Presentation Notes
53 steps, 16 different microsystems … next Will enter plastic surgery, general surgery, and radiation oncology in the up coming weeks before her operation … good news is 4 years later Amy is alive and well but she will tell you at times her care experiences were a delight, Margie Cole & SDM, wig lady, her oncologist Pam Ely but sometimes dreadful such as 1st meeting with her surgeon (she chose to put it off) … her stat labs pre-infusions that were not stat … 
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Population of 
Patients

A Health System Outcomes
& Costs

Initial Health
Status

Healthcare
Delivery

New Health
Status

Dx Rx

Let’s step back and look at Amy’s care from a distance

Presenter
Presentation Notes
We start with Amy a patient at a point in time, newly dx breast cancer & she is part of a population of similar people … enter into h c system where there are tests and dx’s & decisions about rx’s and treatments and follow up … and then we can look to see how Amy (or the population is doing over time … at 6 months 1, 2 and 5 years .. What are the outcomes & what are the costs



Amy & people like her want data to 
answer key questions as care 

progresses over time
• What are my chances of surviving?
• What are the risks of different treatments?
• How will I feel physically & mentally?
• How fast will I be able to get back to work & back 

to my life?
• What can I do to help myself to get the best 

results?
• Will I be treated the way I would like to be? 
• Can I afford the best treatments that I want and 

need?

Presenter
Presentation Notes
Questions that Amy had early in her breast cancer care journey were things like … 

Data on outcomes, care experience & cost -- if it is available -- can help people like Amy answer their critical questions …  a basic value compass is shown next
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• Physical

• Role

• Risk Status***
• Vitality

Function & Risk Status

Experience
vs. Need

•  Health Care Delivery
•  Perceived Health Benefit

Disease Status
• Mortality***
• Morbidity

Costs
•  Direct Medical
•  Indirect Social

Amy’s Early Compass Points

• Mental

• Complications

Value = O + E / $

•  Health Activation***

Presenter
Presentation Notes
West …Mortality …Amy needed to know for her different treatment options what her chances were for her disease to be successfully treated Morb & Comps … North and what risk of recurrence is & how would she feel like (functional status) -- phys, mental, work …. East and what she could do to help herself (health activation) And how people who went before her evaluated the goodness of their care experience … (timely, efficient, caring, personalized) and how much they felt they were helped … South … Amy had great insurance, she was not concerned about paying for her medical care but she was concerned about how much time she would be out of the class room and away from her special needs students (indirect social costs)



Am I getting the best value 
care given who I am and what 

health care can do?

Meet Brian & Betty… New to the 
Dartmouth Spine Center

• Brian 45 years old with herniated disk & good insurance
• Betty 64 years old with spinal stenosis & no insurance
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Dartmouth Spine Center
• Motto

– back to work back to play 1 person at a time
• Methods

– one stop shopping, interdisciplinary, shared 
decision making, outcomes tracking, 
collaborative learning & research

• Founder
– Jim Weinstein, DO, MS & President D-HC
– An innovative green fields program of care
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Spine Center: feed forward data for developing/monitoring 
care plan, coordinating care, & feedback data for improving 
care & measuring & researching value of care

© 2000, Trustees of Dartmouth College, Batalden, Nelson, Wasson

Enrollment
or Entry Orientation

Initial
Work Up

Plan of Care

Preventive
Care

Management

Chronic Care
Management

Acute
Care 

Management

Clinical
Biological

Status
Expectations

Costs

Functional &
Risk Status

Clinical
Biological

Status

Experiences
Vs.

need

Costs

Functional &
Risk Status

Palliative 
Care
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healthcare needs

People w ith
healthcare
needs met 

Feed Forward

Feedback



Brian & Betty & people like them want 
data to answer key questions as care 

progresses over time
• What are my chances of becoming pain free?
• What are the risks & benefits of different treatments?
• How will I feel physically & mentally?
• How fast will I be able to get back to work & back to my life?
• What can I do to help myself to get the best results?
• Will I be treated the way I would like to be? 
• Can I afford the best treatments that I want and need?

Presenter
Presentation Notes
Questions that Amy had early in her breast cancer care journey were things like … 

Data on outcomes, care experience & cost -- if it is available -- can help people like Amy answer their critical questions …  a basic value compass is shown next
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Touch Pad or Web Technology

Patient provides self-report data when visiting 
provider or at home using web-enabled system
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Patient Summary Report: Dartmouth Spine Center

Used to develop/revise care plan & monitor impact of care for individual patients

Function

Disease
Experience

“I can’t be a good
doctor without this data.”
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MEASURING VALUE: SPORT* trial, patient-reported data combined 
with cost data to compare effectiveness & value of treatments

* NIH-sponsored Spine Patient Outcomes Research Trial; publications in JAMA, NEJM, Spine, etc.

Brian learns 
about this

Betty learns 
about this

Presenter
Presentation Notes
The potential for improving research based on patient-reported data collection in the process of care is enormous.  Based on the pioneering Spine Center work, Dr. Weinstein was awarded a large NIH grant for an RCT (called SPORT) to compare the most commonly used standard surgical and non-surgical treatments for patients with three most common diagnoses for which spine surgery is performed: lumbar intervertebral disc herniation, lumbar spinal stenosis, and degenerative spondylolisthesis. Now in its tenth year, the SPORT trial is being conducted at 13 clinical centers around the United States in 11 states and has captured more than 22,000 patient-reported questionnaires.  The results of this study are providing high-quality scientific evidence-based data to aid clinical providers and patients in decision making and improve treatment outcomes for these common, costly, and in some instances, debilitating conditions.  This research is being "fed back" into the care process and is the basis for the new risk-calculator I described earlier.




Recommendations

What data & measures do 
consumers need as patients & 

as purchasers?
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Need a “compass” to navigate 
the health care system

• People/patients on 
journey to regain or 
maintain health

• Health care needs 
evolve as health 
status changes

• Therefore, patients 
need data to answer 
key questions about 
health, care & costs
as their condition 
changes

• Need data on health status 
(their own & likely 
outcomes given database 
on prior patients like them) 
to:
– Match best care plan to 

health state & monitor 
impact of care on 
outcomes

– Make informed decisions 
about best treatment 
options for “me given my 
preferences”

• Need feed forward & 
feedback data on care 
experiences & costs



“My triple aim” compass will 
evolve over time as my health changes

• Compass points
– Health Outcomes

• Disease status
• Functional status
• Risk status

– Care Experiences
• Activation
• Care (STEEEP)*
• Perceived benefit

– Costs of Care
• Direct medical
• Indirect social

* IOM Chasm Report quality: safe, timely, effective, efficient, equitable, patient-centered
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Person at Risk Onset & 
Initial Care

Follow-up 
Care

NQF Patient-Focused Longitudinal Measures & Triple Aim Compass Points

Risk +++ + +++
Function + + +++
Disease +++ +
Experiences + +++ +
Costs + + +++

e.g., AMI, 
Ca, TJR

e.g.,Cardio-metabolic, 
Ca, Injury

e.g., Rehab,
self-care

Feed forward + Feedback

Presenter
Presentation Notes
The idea is to link the triple aim measures to the consumer’s/patient’s evolving health needs … example Acute MI … start with a person or population at risk for CV disease … (risk status key qstn) … person suffers an AMI, disease status and patient experiences are key early on… then the person post AMI … in rehab and recovery phase … key qstns have to do with RISK of another event, functional status and costs of care



Gretzky: skating where the 
puck is going to be

• Adopt NQF longitudinal 
measures framework 

• Populate with triple aim 
measures

• Feed forward data as care 
is given to patients

• Feedback data on 
outcomes of populations 
of “similar” patients to 
support decision making & 
patient-centered research

Contributors/Acknowledgments: Elliott Fisher, James Weinstein, Karen Adams, Janet Corrigan, Tom Valuck, 
Bonnie Zell, Chris Murray, Don Berwick, Tom Nolan, et. al. (Dartmouth, NQF, IHME, IHI)

Presenter
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Concluding thoughts …
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