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BACKGROUND

This report presents findings from a survey of adults with chronic conditions conducted in
Maine' from April 3, 2008 and July 11, 2008. The survey was carried out as part of an evaluation
of the Robert Wood Johnson Foundation’s Aligning Forces for Quality (AF4Q) Initiative. AF4Q is
a national program designed to help communities dramatically improve the quality of the
health care they provide for chronic diseases in ambulatory settings.

The AF4Q Initiative specifically aims to align three key drivers of quality improvement:

e Performance measurement and public reporting

e Capacity to help physicians in the community improve the quality of ambulatory, chronic
illness care

e Consumer engagement

This baseline consumer survey was administered in the first year of the program to provide
information on the current level of consumer engagement in the 14 AF4Q communities as well
as a national sample; the information may assist the communities in planning and intervention
activities. The Foundation also will consider funding a follow-up survey three or more years
into the Aligning Forces program in order to provide a pre-post comparison.

Details about the survey methodology and the construction of the graphs and tables are
contained in Appendix A.

' RDD (random digit dialing) sample was purchased from Survey Sampling International. The sample was targeted
to include the state of Maine. Geographic targeting was based on Federal Information Processing Standard (FIPS)
codes predicted by area code and prefix exchanges.



SCREENER QUESTIONS TO IDENTIFY RESPONDENTS WITH CHRONIC CONDITIONS

In order to identify individuals with chronic conditions who were eligible for the full survey, “screener”
questions were asked of all people contacted. The first graph illustrates the estimates from the survey of the
prevalence of the five chronic conditions in the population. This is based on all persons eligible for the short
screener survey. The second graph illustrates the proportion of the population with one of the five chronic
conditions that has seen a physician or health care professional within the last two years for that condition.
(Whenever the term “health care professional” is used, we mean doctors, nurses, nurse practitioners,
physician assistants, therapists, pharmacists and others who help manage the patient’s condition.) The third

and fourth graphs are similar to the first two, except include only those persons identified in the screener

interview with one or more chronic conditions. These represent the respondents in the full survey.

Has a doctor or health professional
ever told you that you had....

Diabetes/High blood sugar

Hypertension/High blood pressure

Heart disease

Asthma

Depression

total sample size = 1503

10.7

6.3

12,0

21.5

30.4

10

T
20
% respondents
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ever told you that you had....
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Given your past diagnosis: During the past two years
have you seen a doctor or other health care professional for....

Diabetes/High blood sugar 81.7
Hypertension/High blood pressure 75.1
Heart disease 89.2
Asthma 50.5
Depression 60.8
T T T T T
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total sample size = 1503

Given your past diagnosis: During the past two years
have you seen a doctor or health professional for....

Diabetes/High blood sugar 87.6
Hypertension/High blood pressure 86.4
Heart disease 97.0
Asthma 80.4
Depression 87.4
T T T T T
0 20 40 60 80 100

% respondents
# respondents = 408



SERVICE USE AND ASSESSMENT OF CARE

The sets of figures on pages 3-11 contain information from respondents on limitations in activities, use of medical
services, assessments of the care they received, and their personal actions as the patient/consumer. The figures on
pages 12-16 summarize condition-specific medical experiences among those individuals who said they had one or more
of the five chronic conditions (diabetes, hypertension, heart disease, asthma, and depression).

Limitations in Activities

During the past 4 weeks...

How much did physical health problems limit your usual How much difficulty did you have doing your daily
physical activities such as walking or climbing stairs? work, both at home and away from home,
because of your physical health?
Not at all 48.6
Not at all 50.8
A little bit 19.
fttie bt 9.5 Alittle bit 155
Some 125 . 12.7
Quite a lot 16.7 Quite a lot 18.0
Could not do physical activities J 2.7 Could not do daily work J 3.0
0O 10 20 30 40 50 0 10 2 30 40 50
% respondents % respondents
# respondents = 409 # respondents = 407

How much did your health problems limit your
usual social activities with family or friends?

Not at all 62.2
Alittle bit 12.7
Some 8.8
Quite a lot 14.3
Could not do social activities J 2.0
T T T
0 20 40 60

% respondents
# respondents = 407



Sources of Obtaining Health Care Services

Do you have a regular doctor or other health care
professional you usually go to when you
are sick or need health care?

Where do you usually go when you
are sick or need health care?

Doctor's offices or private clinics 79.9

Community health center or other public clinic 9.1
Hospital outpatient department | | 3.8
Urgent care clinic | 0.1
Hospital emergency room | | 4.8
Some other place || 2.2

Dialysis Center | 0.0

No regular place of care | 0.0

92.9%

0 20 40 60 80
% respondents “:l Yes [____] No [ More than 1 regular doctor
# respondents = 409 # respondents = 409
Use of Health Services
In the past 12 months you have seen someone for.... In the past 12 months, how many times
9 did you go to the emergency
17.3 room to get care for yourself?

09 14.5
c
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# respondents = 409 # respondents = 408



Use of Health Services (continued)

In the past 12 months, have you changed the health

I 0 L2 AR, N [T SEREREE care provider(s) you see to care for your condition(s)?

times were you hospitalized for
an overnight stay or longer?

81.4

60 80
Il Il

% respondents
40

20
Il

16
>2 C v O]

# respondents = 409

o -

# respondents = 409

Do you currently smoke tobacco or

About how long has it been since you had a flu shot? have you in the past smoked tobacco?

60

53.3

% respondents
40
Il

20
Il

36.6%

:| Yes, currently :| Yes, in the past
T o

# respondents = 407
# respondents = 409

In the past 3 months, how many visits have you
made to health care providers to treat your condition(s)?

36.1

% respondents
20

0 1 2 3 >3
# respondents = 406



Coordination among Health Care Professionals

Do you think that coordination among all of the different Do you think that coordination among your

health care professionals that you see is....? health care professional(s) and alternative
health care practitioner(s) is...?

‘- Major problem I:l Minor problem I:l Not a problem at all ‘- Major problem I:l Minor problem I:l Not a problem at all

# respondents = 405 # respondents = 155

Problems Getting Recommended Care*

During the past 12 months, was there any time If you put off/postponed medical care in the
when you had a medical problem but put off, );)astplz mo?]ths? e

postponed or did not seek medical care when you needed to?
Cost 35.9
Did not have time
Health insurance did not cover
Did not agree with doctor recommendation
Don't know
Some other reason 54.1
T T T
“:| yes [ No‘ 0 20% re5p04n%ents o0

# respondents = 85
# respondents = 408

*See Appendix C for recorded responses in the “some other reason” category for:
If you put off/postponed medical care in the past 12 months, what was the reason?



Problems Getting Recommended Care (continued)*

During the past 12 months, was there r 3 ' L
. | . AL . you did not fill a prescription in the
any time when you did not fill a prescription for medicine? past 12 months, what was the reason?

16.0% Cost

Did not have time

Health insurance did not cover

Did not agree with doctor recommendation
Do not like to take medications

Don't know

84.0% Some other reason

60.4

20 40
“:| Yes [ No‘ % respondents

# respondents = 58

# respondents = 408

*See Appendix C for recorded responses in the “some other reason” category for:
If you did not fill a prescription in the past 12 months, what was the reason?

Interaction with Health Care Professionals

Thinking about the past 6 months, did your health care professional(s)...

Explain things in Treat you with respect and dignity?
a way you could understand? 63.0
° .
3 55.4 o |
©
j2]
2 39.5 5
59 So.
] 2 32.6
= & = 9
# 1.0 3.8 0.6
° & & & & ° & & & &
) ) S S & & S S
Q QP & \g F P
© N \ ©
%\@ S 6‘@ S
o o
# respondents = 408 # respondents = 407



Interaction with Health Care Professionals (continued)

Thinking about the past 6 months, did your health care professional(s)...

Help you set specific goals to improve your diet?
37.6

40
1

29.2

20 30
1 1

% respondents

10
1

# respondents = 409

Teach you how to monitor your condition(s)
so you could tell how you are doing?

36.9 38.3

% respondents
20 30 40
1 1 1

10

& S

# respondents = 405

Help you set specific goals for exercise?

40
1

34.6

32.0

20 30
1 1

% respondents

10
1

# respondents = 408

Spend enough time with you?

49.4

% respondents
30 40 50
1 1 1

20
1

10
1

0
I

%\‘o OQQ

# respondents = 408



Communication with Health Care Professionals

In the past 12 months...

Did you receive a phone call from any of your
health care professionals or your health
insurance company to see how you were
doing without you calling them first?

70.8%

[T ves ]

# respondents = 409

Did you get any materials from your health care
professionals or your health insurance company, like a
newsletter, magazine, email, pamphlet, or videotape
on how to care for your condition(s)?

40.0%

60.0%

[T ves ]

# respondents = 406

Rate your care in the past year
from all health care professionals who
helped you take care of your condition (0-10 scale)

30.5

8 28.0
4
c
(5}
T o |
g(\l
g 15.2
8 10.9

9‘,

59 67
03 01 05 07 13]
° —

0 i, 2 3 4 5 6 7 8 9 10
# respondents = 405

Did you get a letter, a postcard, an email or a call from
any of your health care professionals
or your health insurance company reminding you
that you may be due for an appointment?

[T ves ]

# respondents = 406

Did your doctor or nurse arrange for you to see or attend any
of the following for help to improve your health?

Dietician/Nutritionist ‘ 14.6

Support group ‘ 10.4

Health coach

Social Worker

Smoking cessation program
Exercise consultant

Health related classes
Alternative health practitioners

Something else

10 15
% respondents

# respondents = 409



Discrimination

Have you ever felt that the doctor or medical staff Do you think there was ever a time when you
you saw judged you unfairly or treated you would have gotten better medical care if you...?
with disrespect because of...?
Ability to pay/Type of health insurance 12.3
Belonged to different race/ethnic group 2.7
How you speak English 3.0
Race/Ethnicity 2.3
Were opposite gender 8.0
Gender 5.0
T T T T T T T
0 10 15 0 2 4 6 8
% respondents % respondents
# respondents = 406 # respondents = 403
Patient/Consumer Engagement and Self-Management
When | do not understand, | am persistent in asking | am able to maintain a low fat diet.
a doctor to explain something until | understand it.
31 54.7
8 46.7
12
25| 38.5 597
% < g 304
c So |
g g7
s
29 EESE 17.3
o
5.0 = 5.6
o o
vq&z VQ&Z ,OQ&Z ,OQ&Z vq&z VQ&Z ,OQ&Z ,OQ&Z
@* < o @ & &
& S & S
S %‘@(\ S %\@(\
# respondents = 404 # respondents = 398
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Patient/Consumer Engagement and Self-Management (continued)

the grocery store to see what it contains.

60
1

% respondents
40
1

20
1

# respondents = 405

50

% respondents
30
1

20
1

o -

# respondents = 408

| read the label on food bought at

55.6

Most days of the week | eat at least
5 servings of fruits or vegetables.

45.2

11

| exercise on a regular basis.
37.5

40
1

33.3

20 30
1 1

% respondents

10
1

# respondents = 406

Friends or family members ask me for
advice on health care issues.

43.6

% respondents
30
1

20
1

o -

# respondents = 404



Diabetes/High Blood Sugar

In the past month, how often were you able
to take your diabetes medications as
your doctor has recommended?

ol 777
[s5]
8
58
o
c
o
29
O\co
Ok 9.9

6.4 :

41 00 20 =7 00
o
¥ O ¢ O £ &
\go O N () NS
¥ N ‘\%\Q‘ & 5 0{(\"

& S

&

00

v

# respondents = 90

In the past month, did you check your
blood sugar at least once a week?

[T ves T

# respondents = 90

12

% respondents
40

In the past month, how often were you able to take your
cholesterol and/or triglyceride (lipid) lowering medications
as your doctor has recommended?

62.2
8,
28.3
8,
29 41 gp 20 0.0
o
oY » & S & \z &
& Rey S N & < Y
V\\$ Ni \®Q\ & N 0{\\‘"
& S
&
QO
&

# respondents = 90

Do you know what your recommended
cholesterol level should be?

38.6%

61.4%

[Cdve ]

# respondents = 90



Diabetes/High Blood Sugar (continued)

In the past 12 months...

About how many times has a doctor,
nurse, or other health care professional checked
your cholesterol level?

63.7
o
©
[2]
=
3
29
g 27.4
Ko |
N
6.6
0 24
o
e 3 S
N & & \é\°$
s® & & &
& <& & <
K oo‘
e <

# respondents = 90

Have you had an eye screening or eye exam
by an eye care professional (optometrist or ophthalmologist)?

20.4%

79.6%

[Cdve ]

# respondents = 90

If you currently smoke, did you get information about
quitting smoking from your doctor or other
health professional in the past 12 months?

19.0%

81.0%

[T ves T

# respondents = 12
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About how many times
has a doctor, nurse, or other health care
professional checked you for A1C?

" 69.8
<
83
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=X
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<O
SN 112 4.6 6.5 7.9
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N ¥ & & O
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# respondents = 90

Have you had a foot exam by a health care professional
to look for circulation problems?

[Cdve ]

# respondents = 89



Hypertension/High Blood Pressure

In the past month, how often were you able to take your blood
pressure medications as your doctor has recommended?

81.8
@
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2o
sl_)ﬂ’
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i 8.7
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# respondents = 249

Do you know what blood pressure your doctor would
like to see you have?

28.3%

[Cves ]

# respondents = 249

14

In the past month, did you check your blood pressure
at least once a week?

[ ] Yes [ ] No |

| N/A‘

# respondents = 249

If you currently smoke, did you get information about
quitting smoking from your doctor or other
health professional in the past 12 months?

78.8%

[Cdve ]

# respondents = 26



Heart Disease

In the past month, how often were you able to take your heart

medication(s) as your doctor has recommended?

86.1
2
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i 4.2 9.6
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# respondents = 72

Do you know what your recommended
cholesterol level should be?

[ ] Yes | ] No | | NA

# respondents = 50

In the past month, how often were you able to take your
cholesterol and/or triglyceride (lipid) lowering
medications as your doctor has recommended?

5| 596
@
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N
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# respondents = 50

Do you have your blood pressure checked
at least once a year?

100.0%

[T ves ]

# respondents = 72
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Asthma

In the past month, how often were you able to take your
asthma medications, including inhalers, as your doctor
has recommended?

52.1
o |
wLO
So.l
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&8 12.3 10.3 11.1
= — 69 —° 72 ’—‘
o | | \ | 0.0
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# respondents = 68

If you currently smoke, did you get information about
quitting smoking from your doctor or other
health professional in the past 12 months?

68.3%

[T ves T

# respondents=7

Depression

In the past month, how often were you
able to take your depression medications
as your doctor has recommended?

= 58.4
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# respondents = 128

In the past month, did you avoid things
that make your asthma worse?

43.5

o |
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In the past three months, how often were you able to attend
counseling sessions for your depression exactly as your
doctor recommended?
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# respondents = 128



PATIENT ACTIVATION

The Patient Activation Measure© (PAM-13)%is a 13-item survey instrument that produces a uni-dimensional
scale reflecting “a developmental model of patient activation” (Hibbard et al., 2004).? During the phone
interviews, respondents are asked to state whether they “strongly agree, agree, disagree, or strongly
disagree” on each of the 13 items included as part of this scale [e.g., “When all is said and done, | am the
person who is responsible for managing my health condition(s).”] Each item is then assigned a numerical value
based on the response (“strongly agree” receives the highest value; “strongly disagree” receives the lowest).
All the values are then aggregated to obtain a single “raw score,” which, in turn, is converted to each
respondent’s “activation level” based on an algorithm developed by Hibbard et al. The respondents are then
further classified under four activation “stages” based on their activation levels.

Patient Activation Measure Stages - All Respondents Patient Activation Measure Stages - Non-Whites

6.8%), %

:l Starting to take a role
[ suilding knowledge and confidence [ suilding knowledge and confidence
_ Taking action :' Taking action
- Maintaining behaviors - Maintaining behaviors
# respondents = 371 # respondents = 11

Patient Activation Measure Stages - Whites

[ Sstarting to take a role

:l Building knowledge and confidence
[ Taking action

I Vaintaining behaviors

# respondents = 360

’ The Patient Activation Measure is copyrighted by Insignia Health. For licensee use only. All rights reserved.
3 Hibbard, J. Judith, Jean Stockard, Eldon R. Mahoney, and Martin Tusler. 2004. “Development of the Patient Activation Measure
(PAM): Conceptualizing and Measuring Activation in Patients and Consumers,” Health Services Research 39(4): 1005-1026.
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COMPARATIVE INFORMATION ABOUT DOCTORS, HOSPITALS, PLANS AND QUALITY

This next set of figures addresses respondent knowledge of, and attitudes towards, variation in quality of care
and sources of information regarding quality. Factors that are important in selecting care providers also are

addressed.
Doctors in the community are all pretty much | would consider going to a different doctor
the same in terms of the quality than the one | normally see if the
of the care they provide. new physician's quality was higher and
my costs were about the same.
. 42.2 S 36.4 35.5
a™] 33.1
5 ’ 28
2 So 18.1
i‘"’:g g 16.8 g“‘
S < 10.1
. 7.9 ®9-
© 2 2 2 2 © 2 2 2 2
& & & & & & & &
@@ & &ﬁ Sﬁ §ﬁ & &ﬁ Sﬁ
%‘@ é@ 9(\0 QQQ
2 2
# respondents = 380 # respondents = 392

| would consider going to a different
doctor than the one | normally
see if the new doctor's performance in treating
people with my condition was about the same
and my costs were lower.

28 45.1
To
2¥ 32.0
Lo
SN 9.9 13.0
o
-
° & & & &
) & S S
N e e
S Q Q
& Q$
& G}@

# respondents = 388
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Choosing a Doctor

The next time you choose a doctor to treat your condition(s), how important might you consider...

Recommendations from family and friends?

% respondents
20 30 40
Il Il

10

X
&
a‘(&
\\0

# respondents = 404

The general reputation of the doctor?

51.8

% respondents
20 30 40 50
Il Il Il Il

10
Il

0
i

& \@Qo

Q©

# respondents = 407

A report that shows which doctors follow
recommended approaches to treat your condition(s)?

51.7

% respondents
10 20 30 40 50
Il

0
i

# respondents = 393

Recommendations from a doctor, nurse,
or other health professional?

60
Il

53.9

% respondents
40
Il

20
Il

X
&
a‘(&
\\0

# respondents = 401

The convenience of seeing the doctor,
such as travel, scheduling, etc.?

50

44.4

37.6

% respondents
20 30 40
Il Il Il

10
Il

0
i

A A
<z°@\ Q°{\§
N & D
& &
N &Q:x\

o

# respondents = 403

A report that shows the outcomes for patients (with
conditions similar to yours) treated by different doctors?
o

0 45.1

% respondents
20 30 40
Il Il Il

10
Il

0
i

# respondents = 387



Choosing a Doctor (continued)*

The next time you choose a doctor to treat your condition(s), how important might you consider...

A report that compares how satisfied other patients
are with their doctor or medical group?

40.5

o
n <
<]
[}
281 26.1
g 21.2
L~
L 12.1

o

—

o

& & & &
0&0 0&0 O<®' O<®'
L L L L
N & & &
') 3 &
2$© Ry <>
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# respondents = 405

Are there other things you might consider next time

you choose a doctor to treat your condition(s)?

Nothing else

| 723

Doctor's ability to communicate/listen to me 57
5.6
4.3
0.1
0.9
0.5

0.0

Personal relationship with doctor is important
Doctor's experiences or time in practice

The hospitals that the doctor works with
Doctor is open to alternative therapies

Cost

Evenings/weekend hours

Other

Don't know

# respondents = 409

*See Appendix C for recorded responses in the “other” category for:

T T
40 60
% respondents

80

% respondents

10 20 30 40

0

Your share of the costs of
the medical services or procedures?

| 39.4 39.7
95 11.4
0{{0&& 0{\0(\& 0{{2§\\ 0{\0(\&
<« <« S S
S & &
© @{‘Q <
e"é\

# respondents = 400

Are there other things you might consider next time you choose a doctor to treat your condition(s)?

20




Quality Reports*

In the past 12 months, do you remember seeing
any information comparing different doctors,
hospitals or health plans?

[T ves ]

# respondents = 407

If you saw any information comparing quality among
different doctors, did you personally use it
in making any decisions about doctors?

20.0%

80.0%

[Cves ]

# respondents = 28

Did you talk with your doctor about the report?

68.5%

[T ves ]

# respondents = 27

21

Did you see any information comparing the quality
among different doctors in the past 12 months?

[T ves ]

# respondents = 140

If you did not use the information you saw, why not?

Satisfied with current doctor 49.7

Insurance or other restrictions | 0.0
Did not need medical care 20.7
Different doctor would have cost more | 0.0
Report did not apply to doctors in my area ] 4.6
Did not understand the information | Q.

Unsure how accurate/trustworthy the information was | 0.0

Other 23.1
T

T T T

0 10 20 30 40 50
% respondents

# respondents = 22

If you did not talk to your doctor about the report, why n

Information provided not important to discuss

Do not believe | understand the reports well enough | 0.0

Would feel uncomfortable talking about this information | 0.0

| trust my doctor to do what is best for me 11.6
Other 31.0
Don't know 9.0
Refuse to say 4.9

ot?

435

T T T
0 10 20 30 40
% respondents
# respondents = 17



Quality Reports (continued)

Did you talk with your friends and family Did you see any information comparing the quality
about the information in the report? among different hospitals in the past 12 months?
48.0%
[T ves ] [T ves ]
# respondents = 27 # respondents = 142

Did you personally use the information you saw comparing
quality among hospitals in making
any decisions about hospitals?

If you did not use the information you saw, why not?

Satisfied with current hospital 47.6
Did not need to use a hospital 30.6
Cannot change hospital because of insurance/other restrictions || 1.5
Different hospital would have cost more | 0.0
Report did not apply to hospitals in my area ] 6.4

Did not understand the information | 0.0

Other 19.2

T T T T T
0O 10 20 30 40 50
“:| Yes [ 1 No‘ % respondents

# respondents = 53

# respondents = 70

Did you see any information comparing the quality If you saw any information comparing quality among
among different health insurance companies in the different health insurance companies, did you use it in
past 12 months ? making any decisions about health insurance plans?
48.9%
| ] Yes | ] No [C_dves o]
# respondents = 140 # respondents = 77

22



Quality Reports (continued)

If you did not use the information you saw, why not?

Satisfied with current health plan 52.3

Cannot choose different health plan 271

Different health plan would have cost more 6.0
Report did not apply to health plans available to me 2.3
Did not understand the information | 0.0

Other 7.4

T T T T T
0 10 20 30 40 50
% respondents

# respondents = 53

*See Appendix C for recorded responses in the “other” category for:
If you did not use the information you saw (comparing the quality among doctors/hospitals/health plans), why not?
If you did not talk with your doctor about the report, why not?

Trust

Would you trust information about the quality of health care provided by doctors if the information came

from...
Family, friends, or coworkers? Your doctor?
o
g |
44.0 42.6 = 90.9

o | o |

< @
2 2
5 g3
S8 $3
o o
Q. Q.
7] 7]
[ [
2o | = o |
X N X <

135
S &1
8.8
0.4
o o
& @ N & @ N
v & & S & &
S S

# respondents = 408 # respondents = 407
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Trust (continued)

Would you trust information about the quality of health care provided by doctors if the information came
from...

Your hospital? Your health insurance company?
o
@
o 39.6 38.3
o | <
©
@ @
5 23
2 27
891 g
g 2o ]
8 |
o
N o
-
o - o
# respondents = 402 # respondents = 397
Your employer? A federal, state or local government agency?
50.6
o | o
n n
22 2o
(73 (73
° °
s ]
§97 £
] ]
Ko | So |
N N
o | o
- -
o - o -
# respondents = 327 # respondents = 393
A newspaper or magazine? An Internet website?
o | o
© n
55.3 45.5 44.3
o
<
Lo 2
&Y So
2 27
o o
Q. Q.
7] 7]
g 2o
Lo |
S
o
-
o - o
# respondents = 401 # respondents = 377
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Trust (continued)

Would you trust information about the quality of health care provided by doctors if the information came

from...

Quality Counts?

49.3

% respondents
30 40
1 1

20
1

o -

N <
O N
Y‘V \;\6'

v éé‘&
# respondents = 207
Do you know of any other local non-profit If K f her local _profi At
organizations that provide information about you know of another local non-profit organization
the health care quality provided by doctors? that provides information about the health care quality
q P y : provided by doctors, would you trust this information?

61.2

60
1 1

% respondents
40

20
1

C v O

# respondents = 27
# respondents = 405
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RESPONDENT CHARACTERISTICS

The final set of figures contains information about the demographic characteristics of the survey respondents. Like the
responses displayed in the figures up to this point, the responses in these figures are "weighted" to more closely reflect
the demographic characteristics of the site population (Appendix A discusses the weighting process of the data).
Unweighted figures are available upon request.

Respondent Gender How old were you on your last birthday?
20.7
o |
N 18.2 17.7
12
=
47.0% 91 13.4
o
@ 111
J
o=k 8.6
6.2
07 3.5
0.0 0.5
° .
‘l ] Male [ ] Female 0-9 10-19 20-29 30-39 40-49 50-59 60-69 70-79 80-89 90-99
# respondents = 408
# respondents = 409
In general, would you say your health is... What race or races do you consider yourself to be?
White 94.7
S T 377 Black or African American || 1.2
§2} Asian || 1.7
Sol
g « 25 5 American Indian/Alaska Native | 0.8
§ 23.3
Q@ o Native Hawaiian/Other Pacific Islander | 0.0
RN
Hispanic || 1.4
8 i 72 6 3 Other | 0.3
T T T T T
o 0 20 40 60 80 100
Poor Fair Good Very good  Excellent % respondents
# respondents = 406 # respondents = 409
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Respondent Characteristics (continued)

Are you of Hispanic or Latino origin or descent?

¢

T v

# respondents = 407

How many years of schooling have you completed?

41.3

30 40
1 1

% respondents
20
1

<12 12 13-15 16 >16
# respondents = 402

If <12 years of schooling:
Do you have a high school diploma or GED Certificate?

[T v o

# respondents = 25

Percent of sample with total household income (2006)
above/below poverty threshold

ll:l Greater than poverty level - Less than poverty level I

# respondents = 381

Counting yourself, how many people
live in your household?

39.8

40

% respondents
30
1

20
1

1 2 3 4 >4
# respondents = 409

Last week were you employed full-time,
part-time, going to school, retired, keeping
house, or something else?

Full-time job (>=30 hours) 343
Part-time job(s)

Unemployed/Laid off/Looking for work
Retired

In school

Keeping house

Disabled

Other

T T
0 10 20 30 40
% respondents

# respondents = 407
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Respondent Characteristics (continued)

Do you currently have health insurance?

88.8%

[T ves ]

# respondents = 409

If you currently do not have health insurance,
at any time during the last 12 months,
were you covered by a health insurance plan?

68.1%

[Cves ]

# respondents = 32
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If you currently have health insurance, are you
covered by any of these health insurance plans?

‘ 52.1

Employer/union plan (household member) ‘ 48.0
Purchased plan (household member) ‘ 30.8
Medicare
Medicaid 18.7
Other gov't assistance programs 20.1

Indian Health Service | 0.4

Other insurance plan 12.2

T T T T
0 10 20 30 40 50
% respondents
# respondents = 377



APPENDIX A

Overview of Methods

The sampling design for this study was a random digit dialing (RDD) telephone sample. The telephone interviews were
conducted from April 3, 2008 and July 11, 2008. The design was created to yield a sample of 350 respondents 18 years of
age and older with a chronic illness. After the completion of the surveys, we were able to complete 59 additional
surveys, resulting in a total sample size of 409. The respondents were selected in a short screener interview from a
representative sample of persons in households with telephones (land lines) in the designated market areas. Weights
were computed to adjust for any differences between the sample and the population in terms of two factors:
demographic characteristics and presence of chronic conditions. First, because those who agreed to participate in the
telephone survey may be systematically different from those who refused, the weights reflect different probabilities of
the respondents being drawn into the sample from the population based on their demographic characteristics. Second,
among those who were identified as having one or more chronic conditions, those who completed the survey may be
systematically different from those who failed to do so, particularly by the types of chronic conditions they have.
Therefore, statistical adjustments were made to the weights to reflect different probabilities of survey completion.

Caution: The figures are representative of the target population of this survey (i.e., individuals who are 18 years of age
and older with one or more of the following chronic conditions: diabetes, hypertension, heart disease, asthma, and
depression); not of the site’s general population. Accordingly, the distributions of the demographic characteristics
shown in this report may be significantly different in comparison to those obtained via other population-based survey
data, such as the US Census.

All figures reflect weighted percentages whereas the “numbers of respondents” represent the unweighted numbers of
individuals in the sample who gave a valid response to the respective questions. As a result, a calculation based on the
total sample size of 409 and any of the shown percentage figures does not necessarily lead to the numbers of
respondents reported.

Response and Cooperation Rate Calculations

The response and cooperation rate calculations are based on the American Association for Public Opinion
Research (AAPOR) standard definitions. Response rates were calculated for the screener survey as well as the
full survey. The response, refusal and cooperation rates for the full survey use a screened eligibility and/or a
working household eligibility percentage to estimate the eligibility of unknown cases.

The table below shows the final outcome for all call attempts made within the selected sample.

Screened Eligibility Percentage 40.88%
Working Household Eligibility Percentage 52.30%
Response Rate: Full Survey 22.81%
Response Rate: Screener Survey 24.86%
Cooperation Rate: Full Survey 29.80%
Cooperation Rate: Screener Survey 37.67%
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APPENDIX B

There is no new information in Appendix B. However, to facilitate comparison of findings, we bring together
responses to different questions from the main report and present the data in the following tables and graphs.

Note: All tables and figures are shown as percentages.

During the Past Four Weeks Did You Experience: (All Respondents n=409)

Limit on Usual Difficulty in Limit on Usual

Physical Activity Daily Work Social Activity
Not at all 48.6 50.8 62.2
A little bit 19.5 15.5 12.7
Some 12.5 12.7 8.8
Quite a lot 16.7 18.0 14.3
Could not engage 2.7 3.0 2.0

During the Past Four Weeks Did You
Experience:
(All Respondents n=409)

70.0%
60.0%
50.0% W Notat all
0,
gg-g;? = Alittle bit
- (]
20.0% Some
0,
188;? W Quite a lot
- (]
Limiton Usual Difficulty in Daily  Limiton Usual Social ™ Could not engage
Physical Activity Work Activity
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During the Past Four Weeks Did You Experience: (Among Those with Diabetes n=104)

Limit on Usual Difficulty in Limit on Usual

Physical Activity Daily Work Social Activity
Not at all 49.5 55.6 67.1
A little bit 10.5 6.4 8.3
Some 13.3 11.6 8.0
Quite a lot 23.5 22.1 15.8
Could not engage 33 4.4 0.8

During the Past Four Weeks Did You

H Notat all
| A little bit
Some

H Quite alot

Experience:
(Among Those with Diabetes n=104)
80.0%
60.0%
40.0%
20.0%
0.0%

Limiton Usual Difficulty in Daily Limiton Usual
Social Activity

Physical Activity

Work

m Could not engage
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During the Past Four Weeks Did You Experience: (Among those with Hypertension n=271)

Limit on Usual Difficulty in Limit on Usual

Physical Activity Daily Work Social Activity
Not at all 45.8 49.5 64.0
A little bit 20.2 16.8 13.0
Some 12.9 10.4 6.5
Quite a lot 17.5 19.6 14.8
Could not engage 3.7 3.7 1.7

During the Past Four Weeks Did You

Experience:

(Among those with Hypertension n=271)

70.0%

60.0%

50.0% H Notat all
0,

40.0% | A little bit

30.0%

20.0% some
0,

133;& H Quite a lot

- (]

Limiton Usual
Physical Activity

Difficulty in Daily  Limiton Usual Social
Activity

Work

® Could not engage
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During the Past Four Weeks Did You Experience:
(Among those with Heart Disease n=76)

Limit on Usual Difficulty in Limit on Usual

Physical Activity Daily Work Social Activity
Not at all 34.2 34.1 55.7
A little bit 19.7 33.2 11.0
Some 15.9 12.1 16.5
Quite a lot 23.7 19.5 15.6
Could not engage 6.5 1.2 1.2

During the Past Four Weeks Did You
Experience: (Among those with Heart

60.0%

Disease n=76)

50.0%

40.0%

30.0%

20.0%
10.0%
0.0%

Limiton Usual Difficulty in Daily Limiton Usual

Physical Activity

Work Social Activity

W Notat all

| Alittle bit
Some

W Quite a lot

m Could not engage
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During the Past Four Weeks Did You Experience: (Among those with Asthma n=84)

Limit on Usual Difficulty in Limit on Usual
Physical Activity Daily Work Social Activity
Not at all 37.7 42.0 57.1
A little bit 25.0 16.2 10.8
Some 15.5 19.0 7.8
Quite a lot 16.7 18.7 15.9
Could not engage 5.1 4.2 8.5
During the Past Four Weeks Did You
Experience:
(Among those with Asthma n=84)
60.0%
50.0%
40.0% H Not at all
30.0% m Alittle bit
20.0% Some
10.0% _
0.0% H Quite a lot
Limiton Usual Difficulty in Daily Limiton Usual ™ Could not engage
Physical Activity Work Social Activity
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During the Past Four Weeks Did You Experience: (Among those with Depression n=150)

Limit on Usual Difficulty in Limit on Usual

Physical Activity Daily Work Social Activity
Not at all 33.8 34.4 42.9
A little bit 22.2 16.1 17.9
Some 16.8 18.5 134
Quite a lot 23.9 27.3 24.0
Could not engage 33 3.7 1.8

During the Past Four Weeks Did You

H Notat all
m A little bit

Some

Experience:
(Among those with Depression
n=150)
50.0%
40.0%
30.0%
20.0%
10.0%
0.0%

Limiton Usual Difficulty in Daily Limiton Usual
Social Activity

Physical Activity

Work

H Quite alot

m Could not engage
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Trusted Source of Health Quality Information

Friends
or Paper /
Family | Doctor | Hospital | Insurance | Employer | Government | Internet | Magazine | Alliance
A Lot 44.0 90.9 67.8 39.6 24.0 27.0 10.1 8.4 35.5
A Little 42.6 8.8 25.6 38.3 50.6 47.8 45.5 55.3 49.3
Not at
all 13.5 0.4 6.6 22.1 25.4 25.3 44.3 36.3 15.2
Trusted Source of Health Quality Information

100.0%

90.0%

80.0%

70.0%
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Patients' Experience with Providers

Spend Treat Set Set Teach to
Explain | Enough with Diet | Exercise Monitor
Well Time Respect | Goals Goals Own Health
Strongly Agree 55.4 49.4 63.0 29.2 28.9 36.9
Agree 39.5 42.4 32.6 37.6 34.6 38.3
Disagree 4.1 5.9 3.8 26.8 32.0 22.2
Strongly Disagree 1.0 23 0.6 6.4 4.4 2.5
Patients' Experience with Providers

70.0%

60.0%

50.0%

40.0%

30.0%

20.0% _ EStrongly Agree

10.0% - HAgree

0.0%
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Exposure to Public Quality Reporting of Providers by Income Level

Above 125% Below 125%
Exposure to Public Reporting Poverty Line Poverty Line
Have Seen Quality Info 39.0 24.8
Have Not Seen 61.0 75.2

Site A: Exposure to Public Quality
Reporting of Providers by Income
Level

100.0%
80.0%
60.0%
40.0%
20.0%

0.0%

B Have Not Seen

B Have Seen Quality Info

Above 125% Below 125%
Poverty Line Poverty Line
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Patients' Attitudes Towards Doctor Quality

Doctors are all Consider another Consider another
the same in doctor if quality | doctor if quality same
terms of quality | higher & cost same & cost lower
Strongly Disagree 16.8 10.1 13.0
Disagree 42.2 355 45.1
Agree 33.1 36.4 32.0
Strongly Agree 7.9 18.1 9.9

Patients' Attitudes Towards Doctor Quality

50.0%

45.0%

40.0%
35.0%

0,
30.0% B Strongly Disagree

0,
25.0% W Disagree

0,
20.0% I Agree

15.0% B Strongly Agree

10.0%
5.0%

0.0%

Doctors are all the samein Consider another doctor if Consider another doctor if
terms of quality quality higher & costsame quality same & costlower
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Consumer Engagement

lam I can I read leat5 Friends &
persistent | maintain the servings of family ask me
inaskinga | alowfat | food | exercise fruits & for health
doctor diet label regularly veggies advice
Strong|y Disagree 1.8 5.6 4.5 6.7 4.9 6.6
Disagree 5.0 30.4 14.8 333 33.7 334
Agree 54.7 46.7 55.7 37.5 45.2 43.6
Strongly Agree 38.5 17.3 25.1 22.6 16.2 16.4
Consumer Engagement
60.0%
50.0%
40.0% —
30.0% —
20.0% B Strongly Disagree
10.0% M Disagree
0.0% Agree
lam I can Iread the lexercise leat 5 Friends & B Stronely Asree
persistent in maintaina food label regularly  servingsof familyask Bly A8
askinga low fat diet fruits & me for
doctor veggies health
advice
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Patient Perception of Provider Coordination Problems by Chronic Conditions

Diabetes | Hypertension | Heart Disease | Asthma | Depression
Major Problem 9.5 11.3 13.8 15.0 13.7
Minor Problem 16.6 19.9 14.9 11.5 14.9
Not a problem 73.9 68.8 71.3 73.6 71.4

Patient Perception of Provider Coordination Problems
by Chronic Conditions

80.0%
70.0% —
60.0% —
50.0% —
40.0% —
30.0% —
20.0%
10.0%

0.0%

| Major Problem

® Minor Problem

Nota problem
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Distribution of PAM-13 Stages by Chronic Conditions

Diabetes | Hypertension | Heart Disease | Asthma | Depression
Stage 1 3.1 3.8 4.6 5.2 10.8
Stage 2 164 17.8 25.0 14.2 18.9
Stage 3 314 35.3 24.4 43.6 31.1
Stage 4 49.2 43.2 46.0 37.1 39.3
Distribution of PAM-13 Stages by Chronic Conditions
60.0%
50.0%
40.0%
30.0% B Stagel
20.0% M Stage 2
10.0% W Stage 3
0.0% B Staged
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APPENDIX C

The following are recorded responses from survey participants to the “other” category for several questions identified
below; the responses were not depicted in the graphs in the main report but we provide them here for a more detailed
representation of the sample.

(Note: R = Respondent)

If you put off/postponed medical care in the past 12 months, what was the reason? (pg.6)

e Depression

e They couldn't fit her in

o Fuel costs

e Complete lack of coordination - sent to surgeon, no blood work available and he didn't know she had
leukemia

e R’s condition causes constant sprains; has had sprains before and did not feel the need to go see the doctor-
- thought could handle the sprain on R’s own

e Hate my doctor
e Afraid of medications and only goes to the doctor when absolutely has to

e Doctor and specialist never got back - even when they said that they would within 10 days
e Livesin a small town and doesn't really trust the receptionist to not discuss the issue with others in the town

e Not enough time

e Not much they can do

e Lack of transportation and iliness

e Just didn't want to

e "l don't like doctors"

e Doctor was sick himself so appointment was delayed

e Has to see other professional before going to next appointment

e Work schedule and the hospital's scheduling

o Difficulty in locating someone

e R postponed for 18 months due to not much pain then finally went because R had great pain in feet

e Had to drop health insurance

e Too busy

e Because | wanted to be sure that | really needed to go; wait to see if it got better because of the cost
e Stubborn

e Time constraint

e Location and lack of specialists in her area

e Sometimes don't want to know what's wrong

e Doctor was at a seminar and wanted to see him.
o Difficult to get care that is needed through the VA
e No transportation

¢ Wasn't confident that the treatment would work

e Had to cancel appointment for weather

e Not being listened to by doctor
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Most problems get better on their own; just need a little time

Previous bad experiences with surgery

The doctors had limited approaches

Lack of transportation

She didn't think it was that big of a deal at first.

Too many medical problems going on at once

Doesn't like going to the doctor

Cost and travel time

| have to depend on community transportation and have not always been able to be picked up; I've missed
seven appointments. | have to go to take care of my pump and | have MS and I'm paralyzed from the neck
down

R thinks she can take of herself

For arthritis treatment, doesn't think it's worth the trouble sometimes

No transportation

She is 82 and has never been ill or had surgery until this past year; did not need to go before that. She was
hesitant to go the doctor.

Knee problem, for instance. R can't afford treatment now because R doesn’'t have health insurance; when R
does get health insurance, it will be a pre-existing condition
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If you did not fill a prescription in the past 12 months, what was the reason? (pg.7)

e Had to alternate her medicine because the doctors couldn't fit her in

e R got confused on what pharmacy had [the prescription] and couldn't find the bottle
e One expired and her doctor left; had to find a new doctor

e ‘It was vitamins that | take from the doctor”

e She did not think she needed it

e Change in health care made it too expensive

e "l wanted to get samples from doctor"

¢ R felt that the medication was being rejected by her body; she didn't like it

e R asto go to doctor to get a refill; didn't have the chance

e Chose to go with homeopathic medicine instead of prescribed
e Major problem with drug company

¢ Medicine made her sick

e ‘“It's a lot of work to fill prescriptions - doctors call for full blood work, it's a hassle.”

e Felt she was taking too many pills already; pharmacist said it was too many pills as well

e Changed prescription

e The medicines didn't work, and the doctors didn't listen to him.

¢ Did not want to take it

e ‘|l wanted to use alternative prescription; | did not want to use the sleep medicine because it was knocking me out”
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Are there other things you might consider next time you choose a doctor to treat your conditions(s)?

(ps. 20)

Length of time in the community

Academic credentials

“More information about up and coming treatments that are going to be available; maybe in the form of a magazine
or - things that the doctors pay attention to.”

Gender

The ability to communicate and coordinate with [doctors]

Asking doctor for a recommendation for next doctor

Location

The attitude and sincerity of the doctor — R has had very serious problems due to doctor negligence

Traveling

How many times they have done surgery and how experienced they are

When calling a doctor's office, to have the person pick up and be attentive rather than listening to recording. Also,
doctors calling patients in for a reason that is not necessary; that is a waste of time.

“I think you need to think about what's available, where you are, and your ability to go elsewhere if they send you,
which | can do. | suppose maybe a lot of other people may not be able to do.”

Whether provider has malpractice claims or any violation against license

It's important that they are very technical.

Doctor’s involvement in care

R would follow recommendations from family and friends.

Doctor's age — older one are set in their ways.

Feeling heard by them

Ratings online

Specializing in my condition

R would be interested in whether the doctor had a specialty

The practice group the doctor is associated with

Finding a doctor that accepts the Maine Medicare

To form a bond w/ the doctor

Personality/ bedside manner

Research online about doctor/medical group

Expertise

Case Load

Not arrogant, willing to listen, and to try new things

Recommendation from my doctor

They have to be human - have a personality

Personality

Specializing in woman's health

Personal interaction and pro-activeness in the doctor-patient relationship

R wants a doctor that is high quality and just as good as the previous. Would go to family or friends or other patients
and would check him out well.
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R would want the doctor to be as much like my current doctor

Doctors working together in other specialty fields

“My concern is that they know what my condition is and know how to treat it.”

Cost of prescriptions

Good bedside manner

Personality

Success of other procedures performed by that doctor

See doctor and not assistants or others in the group

Doctor that follows up

Travel time

Proximity to work place

More prone to choose a female doctor than a male

Recommendations from family and friends

Whether or not they would take my insurance and allow me to participate in decision making
Available technology

Whether the doctor is a private doctor vs. one that works for a very large practice

Has to be within the insurance that she has

Looking for a doctor that is more willing to work with alternative medicine

Doctor who treats me like a human being, not a number

Prefer female doctor

How close they are to R

The administrative help and how they treat patients. “I've walked out of appointments before because of how |
was treated by the receptionist.”

Also including the staff. “l almost changed my doctor because of one nasty secretary/receptionist.”
“That the doctor spends time with me and I'm not rushed. | left the doctor that just came in, read my chart and
told me | was doing well or not well.”

Doctor’s ability to see patient as an active player in the patient's health care

A doctor that understand men'’s issues

That they encourage
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If you did not use the information you saw comparing the quality among doctors, why not? (pg. 21)

e Was in the service; you take the doctor that was given to you
e Did not pertain to anything | had

e Notin area

e |t was not available to me beforehand

If you did not talk to your doctor about the report, why not? (pg. 21)

e R didn't get information that deals with his doctor

e | had no concerns

e Because they wouldn't listen; they think they know it all

e When | go to the appointment there is only a specific amount of time to talk about why | am there.
e Haven't seen the doctor since

o | feel that | was unhappy about the care received and so | looked it up to see if it was available.

e "l don'tcare"

o Didn't think to talk to the doctor about it

If you did not use the information you saw comparing the quality among hospitals, why not? (pg.22)

¢ No other choices

o different hospitals offered different procedures

e It was more for cardiac and cancer

e | did not require it.

e Already had the information

e R likes the doctors she has at this hospital

e Nationally ranked hospitals

e Didn't use the information because it didn’'t apply to my conditions
e Distance; no need; nothing happened

e (Goes to VA hospital

e The hospital is too far for R

e Haven't really needed a hospital in the past 12 months
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If you did not use the information you saw comparing the quality among health plans, why not? (pg. 23)

e Ris adoctor and he didn't use the information as a patient, but as scholar/professional.
e Hard to understand the differences; some are more expensive than expected.

e Changed insurance

e R was already in a health plan; didn’t need information

e  Stuck with original insurance company

e Did not apply to me.

e R belongs to a group and it was a group decision

e Didn't have to

e Did have to consider what supplemental policy to use with Medicare
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