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Context Existing measurements of patient preferences cover only a
limited range of health information and participation in decision
making. A broader approach is necessary to understand the
breadth and variations in patient preferences.

Objective To explore the breadth and variances in patient prefer-
ences for health information and participation in decision making
and to understand the relationship between age and each type of
preference.

Design The Health Information Wants Questionnaire (HIWQ)
was administered during May—December 2010 to gather data
about the information and corresponding decision-making auton-
omy participants would want in seven areas: diagnosis, treatment,
laboratory tests, self-care, complementary and alternative medicine
(CAM), psychosocial factors and health-care providers.

Setting A large state university, public libraries and senior centres
in Maryland, USA.

Participants A convenience sample of 438 individuals, including
226 undergraduates (mean age = 20; SD = 2.15) and 212 commu-
nity-dwelling older adults (mean age = 72; SD = 9.00).

Main Outcome Measures Ratings on the information and
decision-making items of the HIWQ.

Results Participants expressed higher levels of preference for infor-
mation than for participation in decision making on six of seven
subscales. On the psychosocial subscale, they expressed stronger
desire for participation in decision making than for information.
Age had no predictive effect on the overall preferences or specific
preferences for information and participation in decision making
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about standard treatments and CAM. The predictive effect of age
on the other types of preferences varied significantly.

Conclusions Physicians should take into account the breadth
and variations in patient preferences. The predictive effect of
age on patient preferences varied depending on the specific area

of preferences.

Introduction

Until the late 1970s, the dominant health-care
decision-making model had been the paternal-
istic model where patients were expected to
play a passive role in their own health-care
decision making while physicians made the
important decisions on behalf of their
patients.! Since then, there has been a major
paradigm shift in the literature to the shared
decision-making model where patients are now
expected to stay informed and work with their
physicians to collaboratively make decisions.” ™
Some even argue for a stronger patient-centred
approach, the informed decision-making
model, where physicians are to merely present
the information to patients and patients would
then (independently or in consultation with
family/friends) make the final decisions.>®

Despite this increasing interest in patient par-
ticipation in health-care decision making, there
is little consensus regarding exactly what
patient participation entails ’ or how it should
be measured.® Not surprisingly, multiple review
articles have come to the same conclusion that
patient preferences are ‘highly variable’ across
studies.” '® Patient preferences or desires for
health information and participation in decision
making are commonly used as two major indi-
cators of patient participation,” despite their
indirect connection with actual participation.
Prior instruments only cover a limited range of
patient information and decision-making pref-
erences that reflect what physicians think their
patients would need,"*?* despite evidence
showing poor correlation between what physi-
cians think their patients would need and what
patients really want.>>>> As such, the validity
of prior instruments is questionable.*

To begin to address these gaps in the litera-
ture, we developed a theory-driven patient-
oriented instrument, the Health Information
Wants Questionnaire (HIWQ), through a
multi-stage, multi-year process.”>*"*® Com-
pared with prior instruments, the HIWQ has
two unique features. First, it encompasses a
broad range of the types of health information
and decision making that patients typically
encounter (i.e. diagnosis, treatment, laboratory
tests, self-care, complementary and alternative
medicine, psychosocial factors and health-care
providers), promoting a  patient-centred
approach to patient participation in their own
health care. Second, the HIWQ features paral-
lel items in the information and decision-mak-
ing scales, making it possible to investigate
nuances in the relationship between potential
predictive factors (e.g. age) and each type of
information and decision-making preferences.?’
Reported in this paper are key findings from
the first large sample study using the HIWQ.

Preferences for health information and
participation in decision making

Accompanying the recent paradigm shift in
health-care decision-making is an increasing
interest, largely driven by more practice-
minded researchers, in patients’ preferences for
health information and participation in deci-
sion making, that is, whether patients would
actually want to be informed of the health
information and, subsequently, use the infor-
mation to participate in decision making about
their own health care.”’ A common assumption
is that, in general, patients would like to have
detailed health information; however, they
have less desire to participate in decision
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making, suggesting a discrepancy between pref-
erences for health information and participa-
tion in decision making.?*3%-3*

Existing instruments typically only measure
a limited range of preferences,'* *? reflecting a
physician-centred approach to patient prefer-
ences.”” Commonly used instruments for mea-
suring information preferences do not include
aspects such as information about CAM and
the credentials of health-care providers.'*?! In
contrast, commonly used instruments for mea-
suring preferences for participation in decision
making all measure primarily preference for
participation in (standard) treatment decision
making.'*'" 122 These types of measurements
of information and decision-making prefer-
ences are summarized in Table 1.

This comparison of existing instruments
also reveals that measurements of the types of
decisions cover a narrower range than those
of information. This sheds new light on the
widely reported discrepancy between prefer-
ences for information and participation in
decision making: It is possible that the widely
reported discrepancy between information and

decision-making preferences is at least in part
due to measurement differences. There may
be important types of decision making that
patients would like to participate; yet, these
other types of decisions are insufficiently cap-
tured by existing instruments, which led to
the findings of lower level of desire for partic-
ipation in decision making than that for
information.?’

Recently, there has been a trend in the litera-
ture promoting a broader view of patient par-
ticipation that includes but is not limited to
(standard) treatment decision making. These
additional types of decision making include,
for instance, setting the agenda for a medical
consultation,®® asking questions and expressing
concerns in the consultation *® and establishing
partnership between the patient and the physi-
cian.’’ A broader view of cancer patients’
information needs proposes to include informa-
tion along the ‘cancer care continuum’ of diag-
nosis, treatment, post-treatment/survivorship,
relapse/recurrence and end of life.*® It has also
been suggested that breast cancer patients’
involvement in treatment decision making

Table 1 Types of health information and decision making measured in existing instruments

Type of health information/decision making measured

Disease- Lab test/ Physical/ Psycho-social
Treatment specific medical exam self-care aspects
Instrument (information)

API-Information Preference Subscale® X X X

KHOS-Information Subscale®” X X X

1SQ-Information Needs Subscale® X X

Patient Information Needs X X X X
Questionnaire (PINQ)*®

Toronto Informational Needs X X X
Questionnaire-Breast Cancer?°

Information and Support Needs X X X X X
Questionnaire (ISNQ)*®

Desire for Medical Information X X X X
Scale (DMIS)™*

Information Needs Questionnaire (INQ)?* X X X

Instrument (decision making)

Control Preferences Scale?? X

KHOS-Behavioural Involvement Subscale!” X X

Participation preference items in ISQ'® X

API-Decision-making Preference Subscale®® X X X

Locus of Authority Scale (LAS)™* X X X

© 2012 John Wiley & Sons Ltd
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should include decision making about indige-
nous medical knowledge and CAM.*

A grounded theory-driven study identified the
concept of Health Information Wants (HIW),
or ‘health information that one would like to
have and use to make important health decisions
that may or may not be directly related to diag-
nosis or standard treatment’®> ® 3% This con-
cept incorporates a broad range of health
information and decision-making autonomy
that patients might want (which may differ from
what their physicians think they would need),
thus promoting an understanding of patient
preferences from the perspective of the patient,
rather than the physician.”> The subsequently
developed HIW theoretical framework entails
four types of HIW:

1 Type 1 (Basic HIW): generic, basic informa-
tion about specific diseases and treatments,
used to make decisions about how to cope
with psychosocial feelings/concerns;

2 Type 2 (Advanced HIW): detailed informa-
tion about specific diseases and standard
treatments, used to make decisions about
how to interact with health-care providers to
understand and monitor a diagnostic or
treatment decision;

3 Type 3 (Complementary HIW): information
about complementary/alternative treatments
used to make decisions about a complemen-
tary/alternative treatment and

4 Type 4 (Provider-related HIW): information
about health-care providers, used to make
decisions regarding whether to use a particu-
lar health-care provider.”

The HIW framework? provides a fresh
approach to explaining the widely circulated
(but previously largely unexplained) discrep-
ancy between preferences for health informa-
tion and participation in decision making. This
fresh approach rests on the key assumption
that, from the patient’s perspective, both infor-
mation and decision making involve a broader
range of information and decision making than
previously measured in existing instruments. By
identifying different types of health information
and decision making, the HIW framework also
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helps reveal the possibility that there might be
variability among preferences for different types
of information and decision making (e.g. indi-
viduals may have a stronger desire for some
types of health information and/or decision-
making autonomy than for other types of infor-
mation and/or decision-making autonomy).

Based on the HIW framework,” the HIW
Questionnaire (HIWQ) was subsequently devel-
oped through a comprehensive multi-stage,
multi-year process.”’?® The first step was to
determine what types of health information
and decision making should be included in the
HIWQ. As discussed earlier (Table 1), prior
instruments measure five major types of health
information. Two of these types are missing
from prior decision-making measurements:
decision making about the diagnosis and psy-
chosocial coping. Because the Xie study? and
other studies** ™ indicate that these two types
of decision making are also important, they are
included in the HIW Questionnaire (note that
the psychosocial type corresponds well with the
Type 1 HIW category, and the other four types
all fall in the Type 2 HIW category as reported
in the Xie* study). Two other major types are
also revealed in recent research: information
and decision making about CAM and health-
care providers,***”* which are identified in
the HIW framework as Type 3 and Type 4
HIW, respectively. Thus, the HIWQ included
these seven types of information and decision
making: diagnosis; treatment; laboratory tests;
self-care; CAM; psychosocial factors and
health-care providers.?’

Next, items were created to represent the
construct domain in each of the seven sub-
scales within both the information dimension
and the decision-making dimension. Bound-
aries of the construct domain were specified
with direct connection to the literature and the
exploratory study.”> Third, content validity
testing was conducted,?’ followed by the cogni-
tive testing procedure®’ to ensure the point of
view of the participant, a technique commonly
used in the health science and psychology fields
to validate questionnaires.*>® The resulting
HIWQ was then pilot-tested, with the results

© 2012 John Wiley & Sons Ltd
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suggesting that it has strong reliability and
validity.”®

This paper reports key findings from the first
large sample study using the HIWQ. Study
objectives were to explore the breadth and vari-
ances in preferences for health information and
participation in decision making and to under-
stand the relationship between age and each
type of preference. Our focus on the comparison
between the younger and older age groups was
motivated by prior literature where younger age
is reportedly ‘the most important positive corre-
late’ of preferences for health information and
participation in decision making.'® P 27 Studies
across populations and health conditions find
older adults expressing lower levels of desire for
both health information and decision-making
autonomy than younger adults,!820-2%-30:31.52
possibly due to age-related declines in cognition
and motivation.’'>*3* Still, a review article,
after examining relevant studies, concludes that
evidence about the relationship between age and
preferences is ‘inconclusive’ because of contra-
dictory evidence from studies using different
measurements.”® The present study, by distin-
guishing between and measuring a wider range
of preferences using the same instrument, the
HIWQ, may shed light on prior inconclusive,
contradictory findings to develop a better
understanding of the relationship between age
and preferences for health information and par-
ticipation in decision making.

Research questions

RQ1: How much interest is there in having a
broad range of health information and partici-
pation in decision making including informa-
tion and decision making regarding diagnosis,
treatment, laboratory tests, self-care, CAM,
psychosocial factors and health-care providers?
RQ2: Is there any significant difference
between older and younger adults’ overall pref-
erences for health information and between
their overall preferences for participation in
decision making?

RQ3: How might the significant differences
between older and younger adults’ preferences

© 2012 John Wiley & Sons Ltd
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for health information and participation in
decision making differ with respect to differ-
ent aspects of the medical encounter (i.e. diag-
nosis, treatment, laboratory tests, self-care,
CAM, psychosocial factors and health-care
providers)?

Methods

Study participants

A convenience sample of 438 individuals par-
ticipated in this study during May-December
2010. This included 226 undergraduate students
in a variety of disciplines at a large state uni-
versity and 212 community-dwelling older
adults in Maryland, United States. Participants
were recruited using standard recruitment tech-
niques. These included posting recruitment fly-
ers in various buildings of the university (for
the younger adult group) and senior-oriented
local organizations such as senior centres, com-
munity centres and public libraries (for the
older adult group) and recruiting through word
of mouth.

The average age for the younger adult group
was 20 (SD = 2.15) and for the older adult
group was 72 (SD = 9.00). Other demographic
characteristics are summarized in Table 2
below.

Materials

Data reported in this paper were derived from
the 21-item HIWQ, a psychometrically further-
improved version of the original 40-item
HIWQ.>” This self-administered instrument
includes two scales: the Information Preference
Scale and the Decision-making Preference
Scale. Each contains seven subscales with par-
allel items in the following areas: diagnosis
(four items); treatment (three items); laboratory
tests (three items); self-care (three items); CAM
(three items); psychosocial factors (three items)
and health-care providers (two items).

In the Information Preference Scale, participants
were asked to indicate how much information
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Table 2 Participant characteristics

Variable

Younger (n = 226) Older (n = 212) Total (n = 438)

Age, mean (SD), years
Gender
Female, no. (%)
Marital status
Married, no. (%)
Single, no. (%)
Separated, no. (%)
Divorced, no. (%)
Widowed, no. (%)
Living as married, no. (%)
Highest level of education
Less than high school graduate, no. (%)
High school graduate/GED, no. (%)
Vocational training, no. (%)
Some college/associate’s degree, no. (%)
Bachelor’s degree, no. (%)
Master’s degree or other post-graduate training, no. (%)
Doctoral degree, no. (%)
Ethnic group
Asian, no. (%)
African American, no. (%)
Latino/Hispanic, no. (%)
Native American/American Indian/Alaska Native, no. (%)
Native Hawaiian/Pacifica Islander, no. (%)
White, no. (%)
Household income
Less than $20 000, no. (%)
$20 000-$29 999, no. (%)
$30 000-$39 999, no. (%)
$40 000-$49 999, no. (%)
$50 000-$59 999, no. (%)
$60 000-$69 999, no. (%)
$70 000-$99 999, no. (%)
$100 000 or more, no. (%)
Health condition
Major, no. (%)
Minor, no. (%)
Time of condition
Had in the past, no. (%)
Currently have, no. (%)

20 (2.15) 72 (9.00) 44 (26.50)
165 (73.01) 139 (65.57) 304 (69.41)
2 (0.88) 72 (33.96) 74 (16.90)
217 (96.02) 30 (14.15) 247 (56.39)
2 (0.88) 4 (1.89) 6 (1.37)

1 (0.44) 32 (15.09) 33 (7.53)

3 (1.33) 74 (34.91) 77(17.58)

1 (0.44) 0 (0) 1 (0.23)

0 (0) 8 (3.77) 8 (1.83)
72 (31.86) 63 (29.72) 135 (30.82)
1 (0.44) 13 (6.13) 14 (3.20)
135 (59.73) 58 (27.36) 193 (44.06)
17 (7.52) 35 (16.51) 52 (11.87)
1 (0.44) 29 (13.68) 30 (6.85)

0 (0) 6 (2.83) 6 (1.37)
22 (9.73) 11 (5.19) 33 (7.53)
117 (51.77) 105 (49.53) 222 (50.698)
8 (3.54) 8 3.77) 16 (3.65)

1 (0.44) 2 (0.94) 3 (0.68)

0 (0) 2 (0.94) 2 (0.46)
78 (34.51) 84 (39.62) 162 (36.99)
56 (24.78) 45 (21.23) 101 (23.06)
7 (3.10) 32 (15.09) 39 (8.90)

7 (3.10) 42 (19.81) 49 (11.19)

7 (3.10) 29 (13.68) 36 (8.22)

9 (3.99) 26 (12.26) 35 (7.99)
17 (7.52) 14 (6.60) 31 (7.08)
23 (10.18) 14 (6.60) 37 (8.45)
100 (44.25) 10 (4.72) 110 (25.11)
36 (15.93) 134 (63.21) 170 (38.81)
190 (84.07) 78 (36.79) 268 (61.19)
114 (50.44) 63 (29.72) 177 (40.41)
112 (49.56) 149 (70.28) 261 (59.59)

they prefer to have regarding each health-
related area on a five-point Likert scale (1:
None; 2: A little; 3: Some; 4: Most and 5: All).
In the Decision-making Preference Scale, par-
ticipants were asked to indicate their prefer-
ences for participation in each type of health
decision making on a five-point Likert scale.
Adapted from Ende er al.,'® response choices
were the doctor alone (1), mostly the doctor

(2), the doctor and myself equally (3), mostly
myself (4) and myself alone (5). A portion of
the HIWQ is illustrated in Tables 3 and 4
below.

Before completing the HIWQ, participants
were asked to first think about a specific health
condition they had in the past or currently
have, and continue thinking about this health
condition while filling out the rest of the

© 2012 John Wiley & Sons Ltd
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Table 3 Excerpt of the Information Preference Scale of the HIW Questionnaire

Instruction:
Place an ‘X’ in the appropriate cell of each row to indicate how much information you would like to have about each of the
following areas related to this specific health condition:

How much information would you like to have?
None Alittle Some  Most All
1 2 3 4 5

1. Information about what areas should be covered in the medical appointment to
help to diagnose this health condition

2. Information about the stage of this health condition (e.g. how advanced it is,
how far it has spread)

3. Information about how severe this health condition is

These three sample items are from the Diagnosis Subscale of the Information Preference Scale.

Table 4 Excerpt of the Decision-making Preference Scale of the HIW Questionnaire

Instructions:
Place an ‘X’ in the appropriate cell of each row to indicate who you think should make the decision in each of the following
areas:

Who do you think should make the decision?
The doctor ~ Mostly the  The doctor and  Mostly — Myself
alone doctor myself equally myself  alone

1. Decision regarding what areas to cover in the medical
appointment to help to diagnose this health condition

2. Decision regarding what stage of this condition it is
(e.g. how advanced it is, how far it has spread)

3. Decision regarding how severe this health condition is

These three sample items are from the Diagnosis Subscale of the Decision-making Preference Scale; these decision-making items correspond
with the information items shown in Table 3 above.

questionnaire. Preliminary evidence in the liter- Results
ature suggests that there is a relationship
between preferences and demographic, person- Reliability

ality and other factors.” Thus, the following
variables were also measured and controlled
for as covariates in all relevant analyses: gen-
der, general health status, health condition,
whether the condition was current or past, how
long the condition lasted, perception of severity
of the condition, how knowledgeable about the
condition, marital status, education level, eth-
nicity, income level and the Big-five personality
traits.*

In the younger adult group, the Cronbach’s o
coefficients were 0.93 and 0.79 for the overall
information and decision-making dimension,
respectively. For the subscales within the infor-
mation dimension, the range of Cronbach’s as
was 0.80-0.95 (mean = 0.87). For the subscales
within the decision-making dimension, the
range of Cronbach’s as was 0.71-0.84
(mean = 0.77). In the older adult group, the
Cronbach’s o coefficients were 0.97 and 0.92
for the overall information and decision-mak-
*Coding for health condition followed the Health and ing dimension, respectively. For the subscale
Retirement St.udy55 where .high blood pressure, d-iabetes, within information dimension, the range of
cancer, lung disease, heart disease, stroke, psychiatric prob- Cronbach’s os was 0.89-0.98 (mean = 0.93).

lems and arthritis were coded as major health conditions
and others were coded as minor health conditions. For the subscales within the decision-making

© 2012 John Wiley & Sons Ltd
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dimension, the range of Cronbach’s aos was
0.78-0.92 (mean = 0.87). These results indicate
that both overall scales and subscales were reli-
able and internally consistent for both the
younger and older adult groups.

Construct validity

Confirmatory factor analyses were conducted
to test the construct validity of the HIWQ.
Specifically, these analyses tested whether the
items within each dimension (information vs.
decision making) reflected the seven distinctive
factors measured by the subscales. The hypoth-
esized seven-factor model was specified by
loading items on their respective latent factors
and freely estimating the correlations between
latent factors. Results showed that in the youn-
ger adult group, the seven-factor model fit the
data well for both the information dimension
[x* (d.f. =168) = 325.06, Comparative Fit
Index (CFI) = 0.96, Standardized Root Mean
Square Residual (SRMR) = 0.07 and Root
Mean Square Error of Approximation
(RMSEA) = 0.06] and the decision-making
dimension [y? (d.f. = 168) =229.49, CFI =
0.92, SRMR =0.07 and RMSEA = 0.06]. In
the older adult group, the seven-factor model
also fit the data well for both the information
dimension [y*> (d.f. = 168) = 307.28, CFI =
0.97, SRMR = 0.03 and RMSEA = 0.06] and
the decision-making dimension [x> (d.f. = 168)
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RMSEA = 0.06]. These results supported the
hypothesized seven-factor structure of the
HIWQ among both the younger and older age
groups.

Findings regarding research question 1

The original subscale scores and overall dimen-
sion scores were calculated as means across
relevant items. Following Ende er al.,'® these
original scores were rescaled to have a mean
of 50 and ranges from 0 to 100, where 100
indicates the strongest desire for information
or decision-making autonomy and 0 indicates
no desire. The findings suggest that there is
interest in a broad range of health information
and participation in decision making, including
information and decision making regarding
diagnosis, treatment, laboratory tests, self-care,
CAM, psychosocial factors and health-care
providers, although the levels of interest vary
across these seven subscales. Descriptive find-
ings (means and standard deviations of the
preference ratings for each subscale and the
overall ratings) are reported in Table 5
below (significance levels from the analysis of
variance are reported in the following two
subsections).

Findings regarding research question 2

A 2 (age group: younger vs. older adults) x 2

= 300.30, CFI=0.96, SRMR =0.06 and (rating dimension: information vs. decision
Table 5 Subscale and overall ratings as a function of age group and rating dimension

Information Decision making

Younger Older Younger Older
Subscale Mean  SD o Mean  SD o Mean  SD ol Mean  SD ol
Diagnosis 76.42 2429 0.80 66.59 31.58 0.89 16.39 1338 0.71 32.32 21.32 0.84
Treatment 81.06 22.40 0.83 76,50 30.06 0.91 3493 1792 0.73 32.74 22.09 0.90
Laboratory tests 67.64 2753 0.88 73.96 31.73 096 16.89 16.61 0.81 25.66 20.55 0.91
Self-care 79.02 25.75 0.80 69.58 34.20 0.89 5530 20.61 0.74 50.88 20.86 0.78
CAM 68.15 29.41 095 69.84 36.42 0.98 4556 21,55 0.80 47.91 23.34 0.92
Psychosocial Factors 47.56 33.29 0.88 59.28 36.61 0.93 80.67 16.22 0.78 67.08 21.42 0.89
Health-care providers 67.56 35.14 0.95 71.19 3571 093 61.67 2210 0.84 5461 23.63 0.87
Overall 70.40  20.61 0.93 69.60 28.09 0.97 4234 9.59 0.79  43.27 15.82 0.92

oz Cronbach’s a coefficient.

© 2012 John Wiley & Sons Ltd
Health Expectations, 17, pp.795-808



Older and younger adults’ health information wants, B Xie et al.

making) mixed analysis of covariance (ANCOVA)
with rating dimension as the within-subject fac-
tor was performed to test the main effect of
age group and the interaction effect between
age and rating dimension on the overall prefer-
ence rating. Neither the main effect of age
group (F=0.29, P> 0.10) nor the interaction
between age group and rating dimension
(F = 2.33, P> 0.10) was significant.

Findings regarding research question 3

A 2 (age group: younger vs. older adults) x 2
(rating dimension: information vs. decision
making) x 7 (subscale: diagnosis, treatment,
laboratory tests, self-care, CAM, psychosocial
and health-care providers) mixed ancova with
repeated measures on the last two factors was
performed. This analysis revealed a significant
three-way interaction among age group, rating
dimension and subscale [F (6, 2202) = 9.31,
P <0.01, n*> = 0.03].

To understand this three-way interaction,
seven 2 (age group: younger vs. older) x 2
(rating dimension: information vs. decision
making) mixed ANcovas were performed to
analyse the simple two-way interaction for each
subscale. For diagnosis, the main effects of age
group [F(1, 391)=7.50, P <0.01, n*=0.02]
and rating dimension [F(1, 391)= 683.78,
P < 0.01, n* = 0.64] were both significant. The
interaction between age group and rating
dimension was also significant [F(1, 391) =
43.10, P < 0.01, n*> = 0.10]. These results sug-
gested that for information and decision mak-
ing about diagnosis, in general, both younger
and older adults preferred having more infor-
mation than decision making. However, the
difference in preferences was larger for younger
than older adults. Younger adults preferred
having more information than older adults,
whereas older adults preferred having more
decision making than younger adults (Fig. 1).

For treatment, only the main effect of rating
dimension (F(1, 391) = 658.38, P < 0.01, n*=
0.63) was significant, suggesting that for infor-
mation and decision making about treatment,
in general, regardless of age, all participants

© 2012 John Wiley & Sons Ltd
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Figure 1 Interaction between age group and rating dimen-
sion for diagnosis subscale.

preferred having more information than deci-
sion making.

For laboratory tests, the main effects of age
group (F(1, 391) = 22.58, P < 0.01, n* = 0.06)
and rating dimension [F (1, 391) = 736.11,
P <001, n?=0.65] were both significant.
These results suggested that for information
and decision making about laboratory tests, in
general, regardless of age, all participants pre-
ferred having more information than decision
making. In addition, older adults preferred
more information and decision making than
younger adults.

For self-care, the main effects of age group
[F(1, 391)=13.04, P<0.01, n>=0.03] and
rating dimension [F(1, 391) = 124.31, P < 0.01,
n? = 0.24] were both significant. These results
suggested that for information and decision
making about self-care, in general, regardless
of age, all participants preferred having more
information than decision making. In addition,
younger adults preferred more information and
decision making than older adults.

For CAM, only the main effect of rating
dimension [F(1, 391) = 101.64, P < 0.01, n° =
0.21] was significant, suggesting that for infor-
mation and decision making about CAM, in
general, regardless of age, all participants pre-
ferred having more information than decision
making.

For psychosocial factors, both the main
effect of the rating dimension [F(l, 391) =
82.90, P < 0.01, nz = 0.18] and the interaction
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Figure 2 Interaction between age group and rating dimen-
sion for psychosocial subscale.

between age group and rating dimension were
significant [F(1, 391) = 33.53, P<0.01, n° =
0.08]. These results suggested that for psycho-
social aspects of information and decision
making, in general, regardless of age, all partic-
ipants preferred having more decision making
than information. However, the difference in
preferences was larger for younger than older
adults. Older adults prefer having more infor-
mation than younger adults, whereas younger
adults prefer having more decision making
than older adults (Fig. 2).

For health-care providers, both the main
effect of rating dimension [F(1, 391) = 35.46,
P < 0.01, 0> = 0.08] and the interaction between
age group and rating dimension were significant
[F(1, 391) = 10.57, P < 0.01, n*> = 0.03]. These
results suggested that for health-care providers—
related information and decision making, in
general, regardless of age, all participants pre-
ferred having more information than decision
making. However, the difference in preferences
was larger for older than younger adults. Older
adults preferred having more information than
younger adults, whereas younger adults pre-
ferred having more decision making than older
adults (Fig. 3).

Discussion

The HIWQ is designed to explore the breadth
and variances in preferences for health infor-
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Figure 3 Interaction between age group and rating

dimension for health-care provider subscale.

mation and participation in decision making.?’
The findings of this study show that partici-
pants had high levels of desire for information
about several aspects of medical encounters,
including information about CAM and health-
care providers that were previously not
included in prior instruments, as well as infor-
mation about the self-care and psychosocial
aspects that are often understudied in prior
instruments (see Table 1 above). Consistent
with prior studies,”***3* participants of this
study expressed relatively low level of desire
for participation in (standard) treatment deci-
sion making.

Interestingly, compared with their low desire
for participation in standard treatment decision
making, participants had high levels of desire
for participation in several other types of deci-
sion making that were not measured in prior
instruments, including decision making regard-
ing self-care, CAM, psychosocial factors and
health-care providers. Further, on the psycho-
social subscale, participants expressed a stron-
ger desire for participation in decision making
than for information. These new findings
provide strong empirical support for the HIW
theoretical framework that promotes a patient-
centred approach to patient preferences. These
findings suggest the importance of including all
these aspects in understanding patients’ prefer-
ences for health information and participation
in decision making.

© 2012 John Wiley & Sons Ltd
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Prior research suggests that there is a posi-
tive correlation between younger age and
preferences for health information and partici-
pation in decision making,'®!8:20:29-30.31.52
although a review article points out that exist-
ing evidence is ‘inconclusive’ owing to contra-
dictory findings from studies using different
measurements.”® This study finds no predictive
effect of age on the overall preferences for
health information and participation in deci-
sion making, adding to the ‘inconclusiveness’
of available evidence.

Interesting findings emerged for the seven
subscales. For standard treatment and CAM, no
significant difference was found between youn-
ger and older adults’ levels of desire for informa-
tion or participation in decision making. For
laboratory tests, older adults had significantly
higher levels of desire for both information and
participation in decision making than their
younger counterparts. Only for self-care did
younger adults express significantly stronger
desire than older adults for both information
and participation in decision making.

The interaction between age group (younger
vs. older adults) and rating dimension (informa-
tion vs. decision making) was significant for
diagnosis, psychosocial factors and health-care
providers. For diagnosis, younger adults pre-
ferred having more information than older
adults, whereas older adults preferred having
more participation in decision making than
younger adults. A possible reason is that
younger adults in general have had less life-
experience with health conditions (and thus are
less knowledgeable about the conditions) than
older adults. As such, younger adults would
want to focus more on obtaining the informa-
tion while older adults would want to partici-
pate more in decision making using the
knowledge they have developed about the health
conditions. In contrast, for both psychosocial
factors and health-care providers, older adults
preferred having more information than youn-
ger adults, whereas younger adults preferred
having more participation in decision making
than older adults. A possible reason might be
that older adults are more motivated to gather

© 2012 John Wiley & Sons Ltd
Health Expectations, 17, pp.795-808

information about their social relationships and
evaluate them before taking actions whereas
younger adults are more motivated to exert con-
trol on the social environment.>®

These novel findings help reveal nuances in
the relationship between age and each type of
preference. Revealing these nuances may help
make explicit the previously unspoken, implicit
focus on treatment decision making. For
instance, while many studies report patients’
low interest in participation in ‘decision
making’,'*1618:22303% guch a claim should be speci-
fied as being limited to only (standard) treatment
decision making. The findings of this study may
also help health-care providers and educators
provide better opportunities for patient partici-
pation. For instance, in promoting patient
participation in decision making, perhaps
health-care professionals should focus less on
promoting patient participation in treatment
decision making and focus more on other types
of participation opportunities that may be of
more interest to patients of different ages.

These findings also have strong implications
for both health education interventions and
physician—patient interactions. Health educa-
tion interventions and programmes that are
targeted (i.e. reflecting the relevant attitudes
and preferences of specific groups) are more
effective than generalized programmes.’’ In our
study, we found group differences with younger
adults (undergraduates) preferring more infor-
mation and participation in decision making
about seclf-care than older adults, while older
adults preferred having more information and
participation in decision making about labora-
tory tests than younger adults. Therefore,
health education programmes for younger
adults may want to target issues related to
information and decision making about self-
care, while programmes for older adults may
want to target issues related to information
and decision making about laboratory tests.

In terms of physician—patient interaction,
our findings suggest that when addressing
issues related to, for example, diagnosis, medi-
cal professionals should be sensitive to younger
adults’ greater desire for information and older
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adults’ greater desire for a role in decision
making and tailor their communications
accordingly, which should help to customize
the personal level to
address the perceptions and social factors of
the individual.*”®

Importantly, our findings also suggest that
there may be new factors that, once revealed,
can help better predict preferences. Specifically,
by including and measuring a broader range of
preferences and by examining cach type of
preferences both individually and in relation to
other types of preferences, we may be able to
develop a more refined understanding of each
type of preferences and its relationship with
other types of preferences. This may reveal pat-
terns previously not recognized when different
types of preferences were lump-summed
together. For instance, could factors other than
age or gender better predict preferences? Could
some factors better predict some types of pref-
erences while other factors better predict other
types of preferences? By breaking down prefer-
ences into more refined categories, we may be
able to better identify predictive factors of
preferences, and, subsequently, to provide more
specific  information and decision-making
opportunities that better match patients’ spe-
cific preferences.

communications at

Limitations and future directions

This study used a convenience sample. Caution
should be taken in generalizing the findings to
the population. The sample consists of two age
groups. Additional research should address the
middle ages to determine whether these results
could be replicated across the age groups. Also,
the younger and older age groups did not have
similar disease context (the younger partici-
pants were healthier than the older partici-
pants, not surprisingly). Future research may
benefit from testing the constructs in a popula-
tion that has similar disease context (e.g. cur-
rently having the same health condition and
facing similar information and decision-making
choices). A related point is that the HIWQ
provides only a snapshot view of preferences.

806 Older and younger adults’ health information wants, B Xie et al.

However, experiences of illness can span across
months or even years, and preferences for
health information and participation in deci-
sion making may change over time. In future
research, it may be necessary to administer the
HIWQ multiple times to assess and compare if
and how the preferences of patients may evolve
throughout different stages of their conditions.
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