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We’ve encouraged complacency



Do you think there are big 
differences in the quality of care 
among:
– Family doctors
– Specialists
– Hospitals
– Nursing homes
– Health plans

How concerned about a serious 
error leading to injury or harm?
– Commercial airlines
– Food from supermarket
– Doctor’s office
– Hospital
– Medicine from pharmacy

10/00 9/96

40% 37%
42% 28%
47% 38%
45% n/a
55% 47%

% Very 
Concerned

32%
30%
40%
47%
34%

But attitudes are changing ...



… and people are more 
questioning

If you had to pick a surgeon...
– Seen before not well rated
– Not seen before, rated higher
– Don’t know

10/00 9/1996
50% (76%)
38% (20%)

11% ( 4%)



FACCT/Porter-Novelli segmentation model

• Independent active (31%)
• Doctor-dependent active (31%)
• Doctor-dependent passive (27%)
• Independent passive (10%)

It's important to me to be informed 
about health issues

0% 20% 40% 60% 80% 100%

Independent

MD Active

MD Passive

Uninvolved

People vary in how they use  
information ... 



Key Decisions:
Should I see a 
doctor?

Info Needs:
What should I 
know about basic 
breast anatomy?
When should I 
start BSE?
How often should I 
perform a BSE?
How do I perform a 
BSE?
How do I notice 
changes?
What changes are 
important to 
notice/discuss with 
my doctor?

Key Decisions:
How do I choose a 
doctor?

Info Needs:
What kind of doctor 
should I look for?
What should I ask 
my doctor?
What will the exam 
be like?
How often should I 
have a clinical 
exam?

Key Decisions:
How do I choose  a mamm 
center?
What do I do with my 
results?
Should I get a 2nd opinion? 

Info Needs:
What is a mamm?
What is a biopsy?
What is ultrasound?
When will I get the results?
What will the procedure tell 
me?
How do I interpret the 
results of my tests?
How accurate are these 
tests?
What should my dr./care 
team tell me about my 
cancer?
What else could my 
condition be if it is not 
cancer?
What other doctors should I 
consult?

Key Decisions:

How do I choose a 
treatment?
What type of doctor/care 
team should I see? 
How do I choose a hospital?

Info Needs:
What stage of BC do I have?
What are my treatment options?
Do I need radiation? 
Do I need chemo?
Do I need hormonal treat?
What are the pros and cons  of 
each option?
What are my risks?
What happens during treatment?
What are the side effects of 
treatment?
Where is the latest rsrch?
Are there any clinical trials?
Are there any alternative treatments 
available?
Which Drs./ care team members 
are best? 
Which hosp is best?
How do I prepare for treatment?
Is there supportive counseling?

Key Decisions:
Should I have 
reconstructive surgery?

Should I use 
support services?

Info Needs:
What is the recovery 
process like?
Do I need to change my 
diet?
How do other people 
feel at this stage of BC?
What are my reconstr. 
options?
What other svcs can 
help with my recovery 
process (yoga, herbs, 
etc.)?
Where can my 
fam/friends get support?

Key Decisions:

How do I know 
if I am 
better/cured?
Should I join/remain 
in a support group?

Info Needs:
How often should I 
see a doctor/care 
team member?
How is my life going 
to be different?
How will I deal with 
these changes?
How do I cope?
How might my body 
feel?
How might my 
relationships 
change?
What might happen 
to my image of 
myself?

Getting 
Treatment

Medium:
Verbal (phone/in person/education programs), Internet, e-mail, print, video/web cast

Possible Connectors:
Nurse (company or office-based), Doctor (company or office-based), letter from healthcare plan, corporate intranet, union, peer/survivor, community groups, special interest 

groups, syndicated news.

Prevention/
Early Detection

Diagnosis &
Treatment

Recovery &
Follow-Up

Key Decisions:
Should I be 
screened for 
BC?

Info. Needs:
What are the 
risks assoc. 
with BC?
Can I prevent 
breast cancer?
Am I at risk for 
BC? 
Should I get 
genetic testing?
What are the 
warning signs 
of BC?
What will my 
insurance 
cover?

Diagnosis:
Mammography

Biopsy
Recovery

Long-Term 
Follow-up

Clinical 
Exam

Self Exam
Risk 

Assessment
Screening 

Mammogram

Key Decisions:
When should I start 
getting a screening 
mammogram?
How do I choose  a 
mamm center?

Info Needs:
What is a mamm?
How often should I get 
one?
How do I prepare for a 
mamm?
Is it painful?
What will the 
procedure tell me?
How do I interpret the 
results of my tests?
How accurate are 
these tests?
Do I need ultrasound?
What should the 
dr./care team  tell me 
about my cancer?
What other Drs. should 
I consult?

Adjuvant
therapy

Key Decisions:
Should I use 
adjuvant therapy?

Info Needs:
What is 
radiation?
What is chemo?
What is hormonal 
treatment?
What are the side 
effects?
How long will the 
treatment last?

P
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… and have specific information 
needs
Breast cancer decision map



Key decisions
• Which treatment should I have?
• What type of doctor should I see?
• Which doctor or surgeon should I see?
• Which hospital for surgery?

Information needs
• What stage of breast cancer do I have?
• What are my treatment options?
• What happens during treatment?
• What the side effects of each treatment? 
• What are likely outcomes? 
• What the pros and cons of each option?
• What does the latest research say?
• Are there any clinical trials for me?
• Are there any alternative treatments available?
• Which doctors are best at this?
• Which hospital is best?
• How do I prepare for treatment?
• Are counseling or support groups available?
• What will it cost - what do I have to pay? 

Getting 
Treatment

Diagnosis &
Treatment

Specific Information Needs
Breast cancer decision map



• To choose providers and treatments 
with good outcomes 

• To communicate effectively with 
doctors 

• To know what the doctor should do 
• To know why things happen

What information do consumers 
want?



To choose providers and treatments 
with good outcomes ...

Hospital
No. of 
Cases Hospital

No. of 
Cases

BELLEVUE HOSPITAL CENTER-NEW YORK  4 METROPOLITAN HOSPITAL CENTER-
  

3
BETH ISRAEL MEDICAL CENTER-NEW YORK  23 MOUNT SINAI HOSPITAL-NEW 

 
45

BETH ISRL MED CTR/KINGS HWY DIV-BROOKLYN  2 NEW YORK & PRESBYTERIAN 
   

69
BROOKDALE HOSPITAL MEDICAL CTR-

 
10 NEW YORK & PRESBYTERIAN 

 
57

BROOKLYN HOSPITAL/DOWNTOWN-BROOKLYN  2 NEW YORK DOWNTOWN HOSPITAL-
  

7
CABRINI MEDICAL CENTER-NEW YORK  11 NEW YORK METHODIST HOSPITAL-

 
11

CONEY ISLAND HOSPITAL-BROOKLYN  7 NORTH GENERAL HOSPITAL-NEW 
 

4
INTERFAITH MED CTR/JEWISH HOSP-BROOKLYN  1 NY UNIVERSITY MEDICAL CENTER-

  
50

KINGS COUNTY HOSPITAL CENTER-BROOKLYN  1 ST LUKES ROOSEVELT/ROOSVLT 
  

9
KINGSBROOK JEWISH MEDICAL CTR-

 
1 ST LUKES ROOSEVELT/ST LUKES 

  
6

LENOX HILL HOSPITAL-NEW YORK  22 ST MARYS HOSPITAL-BROOKLYN  2
LONG ISLAND COLLEGE HOSPITAL-BROOKLYN  8 ST VINCENTS HOSPITAL & MED 

  
6

LUTHERAN MEDICAL CENTER-BROOKLYN  6 UNIVERSITY HOSPITAL OF 
 

3
MAIMONIDES MEDICAL CENTER-BROOKLYN  10 WOODHULL MEDICAL CENTER-

 
2

MEMORIAL HOSPITAL FOR CANCER-NEW YORK  316 WYCKOFF HEIGHTS MEDICAL CTR-
 

2

Mortality for hospitals > 169 cases:  0.87%
<   37 cases:  3.05%

Lobectomy procedures:  Manhattan & Brooklyn 1999



To communicate effectively with 
doctors ...

Breast-conserving surgery vs. mastectomy for early stage 
breast cancer

 BCS Rate Seen by Medical 
Oncologist 

Never told 
about BCS 

Massachusetts 74% 52% 15% 

Minnesota 48% 28% 27% 

 
 



To know what the doctor should do ...



To know why things happen ...

• The hospital’s incentive
–Medicare payment for lung cancer 

surgery:  $34,000
• The surgeon’s incentive

–Medicare payment for lobectomy: 
$2,831



• Personalization
– Meet each patient and family member where 

they’re at
•Specific health need
• Interactions with health care system
•Language, literacy, culture
• Information seeking & use

• Infrastructure
– Acquire information people want
– Distribute it when and where they need it

How e-health solutions can help











Need a public utility infrastructure that 
supports private initiatives
– Information priorities determined by 

patient & consumer values
– Process fully engages public
– Data standards enforced by policy, 

purchasing 
– Portability of information
– Mandatory disclosure of quality, outcomes

Driven by public education, awareness 
campaign to build demand

Some implications of a
patient-centered view
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