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There is a strong link be-
tween literacy and health,
Mliteracy  affects heaith
when medicines are used incor-
rectly because a patient cannot
read or when instructions are not
followed because the patient can-
not understand them, Surveys and
studies have also shown that peo-
ple with limited literacy are more
likely to smoke and less likely
to engage in regular Physical activ-
ity or 1o have ever had their
blood pressure checked, Wormen
with literacy limitations are less
likely to undergo Papanicolaon
tests,

More than one-third of Cana-
dians — 38% — haye literacy-
related problems and wilf have
serious  difficulty reading and
writing simple messages. For
them, completing a form jn a
dactor’s office or reading instruc-
tions on a bottie of cough syrup is
an arduous task.

Surprisingly, many Canadians
with literacy limitations are under
age 30. The probiem is common
among natives, recent immigrants
and refugees, those whose educa-
Lon was interrupted, and people
with learning disabilities,

Typically, peaple with litera-
¢y limitations are ashamed and
iry to hide the problem, They are
often resourceful and intelligent
when trying to conceal illiteracy
and have Temarkably well-
developed Memories to help them
Gope with it.
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Clues that physicians can |

—_— |

National project to publicize
link between literacy, health

waich for include nervousness
during an interview, difficulty in
following instructions, or a failure
1o ask any questions. IMiterate pa-
tients may try 1o avoid completing
a form by saying: “I'11 complete it
at home.,”

Unfortunately, many healtn
care professionals are not aware of
patients” literacy limitations, That
is why the Canadian Public
Health  Association (CPHA)
launched its National Demonstra-
tion Project on Literacy and
Health in 1992; the Dproject is
supporied by the National Litera-

¢y Secretariat of the Department
of Multiculturalism and Citizen-
ship. The CPHA hopes that in-
creased awareness about illiteracy
will encourage health care workers
to act to ensure that patients un-
derstand the information they re-
ceive. Where 4appropriate, patients
with problems should be referred
10 organizations that can help
them. The CMA and nine other
national health care organizations
Aare participating in the CPHA
project,

Physicians and their office
staff can play an important role in
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THE RELATIONSHIP BETWEEN LITERACY

ANDHEALTH

BARRY D. WEISS, M.D.‘2
GREGORY HART, M.A. :
RONALD E. PUST, M.D.

Abstract: In non-industrialized countries, popu

lations with the lowest

poores tus. In the United States, however,

Hterar:'y mtﬁm};ﬂm ;ﬂh:l:::tﬁ illiteracy, independently of other so-

tcmf_reretsnopu i;s factors, is related to health status. There are numro::s

plmsib!mnisms by which sucha relationship nc;;tzs occur. ané

published reportsindicate that mnst mfommhm:: halms t;omdiﬁ‘icuufor and

terials for patients are written at reading . pientions
ﬁm adults. These and other findings may have important im

in the health care of underserved populations.

: ] ts of impaired literacy
Research is needed to determine the health effec
skills among Americans, and aﬁ: ;evelop non-lgderacy-depe::de::; m};ﬁsn f::;
idi 1 tion, obtaining i consent,
providing patient educa nform

. Kt;;m: Hlliteracy, health status




NORTHWESTERN UNIVERSITY

HelP

Health Literacy & Learning Program
















® 06 0 p
Y J / «/"/"‘
d ¥/ N/
y S
/7-==,¢;:,7 ;3
ray i 4 4 i 2 A
r & | 8 4 {4 \ 5 /8
4q ¥ I Y | / / ‘Y /%
“'x\‘\ | y ¥ < [ W
A Yy & / 6,’ e |
q 4 4 | ;«ﬁ:u‘ / huﬂ A /7 w

revereeeceies GHAZ‘E > 500 health literacy projects

M E R@I > $500 million investment
6 0 %0 L%W o000

GMME What Have We
+ o you're swell Accomplished?




{ x{( s o e ot et oot e
National Action Plan to Improve Health Literacy

Section 3: Vision and Goals for the FUBUIE v iieiieeiiescseressssersssssssssnssassssnsssssrsnssssssssssasnssnnsasnssnse 16

Goal 1—Develop and Disseminate Health and Safety Information That Is Accurate,
Accessible, and Actionable ... e 18

Goal 2—Promote Changes in the Health Care Delivery System That Improve Health
Information, Communication, Informed Decisionmaking, and Access to Health Services ........... 25

Goal 3—Incorporate Accurate, Standards-Based, and Developmentally Appropriate Health
and Science Information and Curricula in Child Care and Education Through the
LT =T = == PO PSSR 32

Goal 4—Support and Expand Local Efforts To Provide Adult Education, English Language
Instruction, and Culturally and Linguistically Appropriate Health Information Services in
thE COMMUNITY oo e rr s s s e s e e s saa e s e e e seann s seseeasann e e s essean s aneessnnsnnnsans 35

Goal 5—Build Partnerships, Develop Guidance, and Change Policies........ccccoivviiiiiiiiiiiiiiiiieie e 39

Goal 6—Increase Basic Research and the Development, Implementation, and Evaluation of
Practices and Interventions To Improve Health Literacy........ccocciiiiiiiiiiiiiiii i 43

Goal 7—Increase the Dissemination and Use of Evidence-Based Health Literacy Practices and
L= Y= ) o = PP PO PP 45



Stagnation 1n...

- research
- practice

- policy




Getting Beyond Semantics

Figure 1
Causal Pathways between Limited Health Literacy
and Health Outcomes
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:PITCH

for healthcare systems

" Health Literacy 1s Necessary tor Quality, Satety, and Equity

= Cost-saving

for industry

= All of the Above
" Health Literacy can Sell Product, Foster Efficiency

* Compliance with Mandate



l ‘Make 1t Simple, but Significant’

A Prescription for Designing Meaningful Health Literacy Interventions
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Lesson 1:
“If you don’t like what’s being said, change
the conversation.”




v print health materials

d web, multimedia

] numeric content
v’ provider counseling

v’ healthcare navigation




‘ Plain ’

Simple
Please

The Patient Education Materials
Assessment Yool (PEMAT) and

User’s Guide
24 Wadrmaed To Assens e Ureder shondaleiity and
Anosabaty of Frot sod Aesovmasal | ducance Matecaiy

Health Literacy Principles: Guidance Aoy
for Making Information
Understandable, Useful, and
Navigable

Kara L. Jacobson and Ruth M. Parker
December 22, 2014
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The Enhanced Rx Label

Do not drink alcoholic Bty | Rx# 1234567 9/8/2009
beverages while taking this You have 11 refills
medicine Glyburide 5mg 180 pills
Discard after 9/8/2010
; Take for Diabetes '
Genorwearmedicel Provider: RUTH PARKER.MD
identification stating you Take Emory Medical Center

are taking this medicine

You should avoid
prolonged or excessive
exposure to direct andfor
artificial sunlight while
taking this medicine

2 pills in the morning
2 pills in the evening

7-0 AM 11-1 P 0-11 P

2

| NDC # 1234567

(414) 123-4587

Pharmacy:NOVA Seripls Cenltral
11445 Sunset Blvd.
Reston. VA
(713) 123-4567

4.625"

2.5"



Disproportionate Benefits

Fewer medication errors with
more complex Rx regimens
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Disproportionate Benefits

T
Standard

=== Once daily k=] <2 times daily

T
PCL

Greater adherence to multi-
daily dosing Rx regimens




Disproportionate Benefits

O

T
Standard

====49 Adequate I ===4 Adequate
] | imited ] |_imited

T
PCL

Greater adherence among
lower literate adults
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What's in a label? An exploratory study of patient-centered

drug instructions
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(GINAL INVESTIGATION

Improving Prescription Drug Warnings
to Promote Patient Comprehension

Michael § Waolf, PhDD, MPH; Terry C. Davis, PhI); Patrick F. Bass, MD, MPH;

Laura M. Curtis, MS; Lee A. Lindguist, MD, MPH; Jennifer A. Webb, MA;
Mary V. Bacchini, BS; Stacy Coaper Bailey, MPH; Ruth M. Parker, MD

Backgrovnd: Prior studies have documented a high
prevalence of patients who misunderstand prescription
drug warning labels, placing them at risk for medica-
tion error. We evaluated whether the use of “enhanced
print” drug warnings could improve patient comprehen-
sion beyond a current standard.

Methods: An evaluation of enhanced print warning la-
bels was conducted at 2 academic and 2 community health
primary care clinics in Chicago, lllinois, and Shreve-
port, Lowisiana. In total, 500 adult patients were con-
secutively recruited and assigned to receive (1) current
standard drug warning labels on prescription contain-
ers (standard), (2) drug warnings with text rewritten in
plain language (simplified text), or (3) plain language and
icons developed with patient feedback (simplified
text+ icon). The primary outcome was correct interpre-
tation of 9 drug warning labels as determined by a blinded
panel review of patients’ verbatim responses.

Results: Overall rates of correct interpretation of drug
warnings varied among standard, simplified text, and sim-
plified text + icon labels (80.3%, 90.6%, and 92.1%, re-
spectively; P .001). Wamnings wil

simplified textand

simplified text + icons were more likely to be correctly
interpreted compared with standard labels (simplified text
-adjusted odds ratio [AOR] =2.64; 95% confidence in-
terval [CI], 2.00-3.49; simplified text + icons- AOR=3.26;
95% CI, 2.46-4.32). Patients’ ability to correctly
pret labels was not significantly different with the inclu-
sion of icons (simplified text+ icons- ADR=1.23; 95%
ClI,0.90-1.67; P=.20). Low literacy was also an indepen-
dent predictor of misinterpretation (AOR, 0.63; 95% CI,
0.44-0.94). Patients with marginal and low literacy were
better able to correctly interpret warning labels with sim-
plified text +icons compared with labels with simpli-
fied text only (marginal literacy- AOR=2.59; 95% CI,
1.24-5.44; P= 01 low literacy - AOR=3.22;95% CI,1.39-
7.50; P=.006).

ter-

Conclusions: Simple, explicit language on warning la-
bels can increase patient understanding; the addition
of appropriate icons is particularly uscful for adults
with lower literacy skills. Evidence-based standards are
needed to promote patient-centered prescription label-
ing practices.

Arch Intern Med. 2010;170(1):50-56

Author Affilations: Health

Liicracy and Learning Program,

Diviston of General Internal
Medicine, Feinberg School of
Medicine, Chicago (Drs Wolf
and Lindgquist and Mss Curtis,
Webb, and Balley ), and
Department of Learning
Sciences, School of Education
and Soctal Policy (Dr Wolf),
Northwestemn University,
Evanston, [linois; Depanment
of Medicine-Pediatrics,
Louisiana State University
Health Sclences Center at
Shreveport (Drs Davis and Bass
and Ms Bocchini); and
Department of General
Medicine, Emory University
School of Medicine, Atlanta,
Grorgla (Dr Parker).

(REFRINTEIY) ARCH INTERN MEDVVOL 170 (NO. 1), JAN 11, 20010
50

CURRENT AND WELL-PURLI-
cized body of research has
focused on the ability of pa-
tients to read, understand,
and demonstrale instruc-

tions on pn:s:riplion medication con-

tainer labels."* In particular, recent stud-
ies* have dncunmmu:l ahigh pn:\'a]i:m:t ud'

patients
auxiliary warnings and instructions prn

vided on the labels of medication contain-

ers. Mare than half of adults (54%) misun-
derstood 1 or more common prescription
warnings and precautions. Older patients
and thase with limited literacy skills had the
greatest difficulty interpreting the wextmes-
sagesand icons used on the labels. Two In-
stitute of Medicine (10M) reports, Prevent-
ing Medication Errer (2006)* and

Standardizing Medication Labels (2008) *
have concluded thar drug labeling itself is
not patient centered and is a root cause of a
large proportion of medication errors.
The US Food and Drug Administra-
tion (FDA), along with numerous medi-
cal, pharmacy, and public health organi-
zations, is directing greater attention to the
quality of prescription drug labeling *%
More than a decade ago, the Keystone Dia-
logue was initiated by the Department of
Health and Human Services and the 10M
and FDA to develop an action plan for im-
proving medication labeling. ' One of the
recommendations was to involve consum-
ers in the development of prescription drug
information, including drug warning la-
bels, to gain assurances that content would
be properly understood by patients across
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Effect of Standardized, Patient-Centered Label Instructions to
Improve Comprehension of Prescription Drug Use

ORIGINAL ARTICLE

Comparative Effectiveness of Patient-centered Strategies
to Improve FDA Medication Cuides

Michael 5. Wolf PhD, MPH*} Stacy C.

Meredith Smith, PhD§ Terry C. Davis, PhD || Allison L. Russell BA,* Beenish 8. Manzoor, BAY
Lisa Belter MPH* Ruth M. Parker, MD # and Bruce Lambert, PhDY

Background: Med Guides are the only Food and Drug Admin-
istration-regulated source of writen patient information distributed
with prescriptons drugs Despite their potential vahie, studies have
found them o have limited utility.

Objective: To evaluate the effectiveness ofpmmt{um:md strat

Bailey, PhD, MPH, } Marina Serper, MD,*

followed health literacy best practices using a simple table format iy
{Health Literacy prototype).

Tailored i of content from 3
representative Med Guides.

Results: Comprehension was significantly greater for all 3 proto-
types with the cument sandard {all P<0.001). The

egies for the design of Med Guides to improve
Design: A cross-sectional, randomized trial

Setting: Two primary care clinics in Chicago, [linois; one based in
a public university hospital and the other within a private academic
medical center.

Patients: A total of 1003 adults aged 18-85 years.

Intervention: The format and layout of content from 3 typical Med
Guides (by mading difficulty, length, exposure) were modified
several ways to promote information accessibility. Working with
patients, the 3 most preferred versions were evaluated. The first
used 2 columns to organize content (Column), a second mimicked
over-the-counter “Drug Facts” labeling (Drug Facts), and the third

From the *Health Likracy and Lesming Progam, Division of General In-
temnal Medicine, Feinberg Schoal of Medicine, Norihwesier University,
Chicage; 1 Degariment of Lesrming Sciences, Schaol of Educstion and
Social Policy, Morthwesiern University, Evensiom, L {Divisen of
Pharmaceutical Crlcomes and Policy, Eshelman Schoal of Phammacy,
Universily of Neorth Carolina, Chapel Hill, NC; §Global and Rermarch
Develment, Abbvie Inc., Nerth Chicag, IL; | Department of Medi-
cine-Pedistrics, Louisism State University Health Sciences Cenler,
Shreveperi, LA; Depariment of Phammacy Admimsration, Chicas
Callege of Pharmacy, University of [llinois, Chempaign, 11; and #Dh-
vision of Genersl Medicine, Fmory Umiversty Schoal of Medicine,
Adlants, GA

Supperied by an unnedricied gran from Abbotl Labs (principel invesigsior:
MLS.W_). Neither Abbott Labsnor any other fmding hodies had any rale
. study design, daa collection and amalyss, decisin (o publish, ar
preparstion of the mamseri

Health Likeracy prototype consistently demonstrated the highest
comprehension scores, and in multivariable analyses, outperfomed
hoth the Drug Fack [i=—4.43, 95% confidence inierval (CT),
—621 to —2.66] and Column (fi=—404, 95% C1, —5.82 to
—2.26) prototypes. Bofh older age {older than 60 y: fi= —10.54,
95% ClL —15.12 © —5.96), low and marginal literacy skills were
independently asociated with poorer comprehension (low:
B=-3192,95% CL —35.72 to —28.12; marginal: f=-1291,
5% CIL, —16.01 © —9.82).

C The ication of evidence-based practices to the
redesign of Med Guides significantly improved patient compre-
hension. Although some age and librcy disparitics were reduced
with the Health Literacy format in particular, both older age and
low literacy remained independently associated with poorer com-
prehension. More agg ressive strategies will likely be needed to gain
azsurances that all patients are informed shout their prescribed
medications.

Trial Registration: Clinical Trials Gov #NCTO1731405

Key Waords: prescription, medi
FDA, Medication Guide, Health Litemcy, clinical trial

(Med Care 2014;52: T81-TE9)

he Food and Drug Administration (FDA) requires the

pharmaceutical mlu-;tr} to develop and disseminate
fri

MSW., S.CH. md BL. have previowly provided research
services o Abbot Lats. T.C.I. huss stock ownership n Abbeti Labs. The
remsining aufhors declbire no conflict af inkrest

Reprints: Micheel 5. Wolf, PhD, MPH, Health Litmacy and Leaming
Program, Division of General Intemal Medicine, Femberg Schoal of
Medicine, Northwestern University, 750 N. Lake Shore Drive, 106
Floar, Chicaga, IL 6061 1. E-masil: i ey

dly, tangible ion information materi-
als, known as Medu.dhun Guides” (Med Guides) for pre-
scription drugs that are deemed m;m-w-a “serious and
significant public health concerns. Med Guides are an
essential part of the FDAs “risk evaluation and mitigation
ies” (ak.a. REMS) and one of the very few mandated

Supplemental Digital Conlent & availzble for his article. Direct URL cila-
tioms appear in the prined text and are provided i the HTML and PDF
versions af this arlick on the jourmal's Welsite, www lww-medical
care.com.

Copyright © 2014 by Lippincott Willisms & Wilkins

ISSN: 0025-079/1 452090781

Medical Care * Volume 52, Number 9, September 2014

assurances that patients receive a prescribed drug's safety
information before use, potentially preventing serious ad-
verse effects ™ These materials also convey the importance
of proper medication adherence to achieve optimal health
benefits. The value of Med Guides is further underscored by

wwew.Iww-medicalcare.com | 781




Lesson 2:

“You are the product. You feeling
something.”




d improve selt-etficacy, activation

J demonstrate behavior change

[ achieve optimal health outcomes




* Improving health literacy alone 1s
insutficient for meaningtul behavior
change

" Addressing motivational, emotional
aspects equally important

OPEN @ ACCESS Freely available online

Skill Set or Mind Set? Associations between Health
Literacy, Patient Activation and Health

Samuel G. Smith™®, Laura M. Curtis®, Jane Wardle’,

Christian von Wagner', Michael 5. Wolf*?

1 Heaith Behowinur Reseanch Centre, Depastmentof Epdeminbogy and Pulblic Meakth, Univerdty College London, London, United Kingdam, 2 Health Litency and Leaming
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Abstract

Obgective: There is ongoing debate on whether health literacy represents a skilkbased construct for health self-
management. or if it also maore broadly captures personal ‘activation’ or maotivation to manage health. This research
examines 1) the association between patient activation and health literacy as they are most commonly measured and 2) the
independent and combined assodations of patient activation and health literacy skills with physical and mental health.

Methods: A secondary analysis of baseline cross-sectional data from the LitCog cohort of older adults was used. Participants
{n=697) were recruited from multiple US-based health centers. During structured face-to-face interviews, partidpants
completed the Test of Functional Health Literacy in Adults (TOFHLA], the Patient Activation Measure (PAM), the SF-356
physical health summary subscale, and Patient Reported Outcomes Measurement Information Service (PROMIS) short form
subscales for depression and ansdety.

Resuits: The relationship between health literacy and patient activation was weak, but significant [r=0.11, p=<0.01). In
maodels adjusted for participant characteristics, lower health literacy was assodiated with worse physical health (=013,
p<0001) and depression [f=—0.16 p-="0.001). Lower patient activation was assodated with worse physical health
(f=0.19, p=20.001), depression (f=—027, p=<0001) and anxiety (f-0.24, p=<0.001).

Condusions: The most common measures of health literacy and patient activation are weakly comrelated with each other,
but also independently comelated with health outcomes. This suggests health literacy represents a distinct =kill-based
construct, supporting the Institute of Medicine’s definition. Deficits in either construct could be useful targets for be havioral
intervention.

Citation: Smith 3G, Curts LM, Waedle §, von Wagner C, Waolf MS (2013) Sl Set or Mind Set? Ascocbtions between Health Utency, Patient Actwaton and
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Introduction

The fiekd of health lieracy has expanded over the last two
decades [1,2]. In a recent search of medical and pulilic health

literatane, there we sady 500 articdes linking enade measunes of

litemey amd mnome
inchading physical and mental health and moralivy [3-6].

This rapid growth has Jed wnew delinitiomns and interpreiations
af the: v el [2, 7). In 2004, the Instinae of Medicine accepled
an eadier definition fom Ratean and Parker, clarifying bealth
Titermey to be “Fir dagee Io which andiidunds Ame e copacity fo ablaia,
process, and sdersinnd basic heolfh inforoa i and serices seeded do anabe
approprinie helth dedsions’ [B]. The Waodd Health Organization
(WH ) expanded on this perspective, defining it a: e symitoe and
social dills ek detere the motivation and abillty o indinidual b gan
et b, senderytiied aiad e Egiveative G s ek oty did bt
goud heaith’ [9]. Perhaps most notable & that the WHO de

broadens the concept by induding not only an individual's bealth

oy skilk to a range of health outcomes

ition

FLOS OME | wewwoplosone_ ong

] healtheare *kill set”, ut also their motivation or ‘mind set’ o

engage in health promoting behaviors [9].
People who are motivated and confident in their ability 1o use

their knowledge and skilk are more likely to be active parti

w and impmoving bealih, The term “pa
e b represent this, and is specifically
defined as those who *.hae e motvation, dnowledse, dills and
amfidene b make effective decinions b mangge feir healih’ [10]. While

mesures such as oo of control and sdFelicacy lave been

consumer activation’ las

developed 1o measure aspects of activation, they tend o Bbax on
one particular belavior, This led Hibbard and colleagues o
develop a comprehemsive mesure of patient activation known as
the Patient Activation Measure (PAM] [11]. This & considened to
be a broader measure of activation that aseses general levels of
svanl acros A

activation for health sel-management that is
wide mnge of health contexts, The PAM has been linked to several
health processes and outconmes [12-15]. For example, in 2 sample
of over 25000 adull patiens, Greene and Hiblard [(2012)

1 September 2013 | Volume 8 | lsswe 9 | 74373




Lesson 3:
, “When a man walks into a room, he brings
B his whole life with him. He has a million

reasons for being anywhere. Just ask him.”




Better, Smarter Patient Engagement

» Map patient concerns,
problems in order to apply [} <
appropriate solutions N0

2V
- Cognitive  Psychological ~ Medical  Regimen  Social Economic

Educational Tools | Motivational Interviewing | Nurse Outreach PharmD Consult Involve Caregiver Social Work Referral

" This requires more data,
and more time RSEE:EA:SI{{,‘S:%%::%QE{) MD Visit MD Visit Social Work Referral Program enrollment

Synchronize Refills




= Extending Encounters

EHR Care Alert
generated for any Pt
at risk, as determined

: by MedCheck
Rx includes Pt prompted (email, phone) to
request for

demonstrate Rx understanding
PharmD to & use via Pt portal (2-3 days)
counsel Pt

PHARMACY
HE N

EHR alert notifies MD
that Rx requires Pt
counseling before order

1-page Med Guide
Summary + Med Guide
printed with AVS

EHR displays MD
counseling support
guide



Lesson 4:

“Is that what you want, or 1s that what
people expect of you?”




Inviting Patients to the

Conversation

BM]

RESEARCH

A decision aid to support informed choices about bowel
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Abstract

Background: Effective use of a patient decksion ald (PtDA) can be affected by the user's health literacy and the
PiDA's characteristics. Systematic reviews of the relevant literature can guide PtDA developers to attend to the
health literacy needs of patients. The reviews reported here aimed to assess:

1.a) the effects of health literacy / numeragy on selected decklon-making outcornes, and b) the effects of interventions
designed to mitigate the influence of lower health literacy on decklon-making outcomes, and

2 the extent to which existing PtDAs a) account for hedth literacy, and b) are tested in lower health [ieracy populations.
Methods: We reviewed lterature for evidence relevant to these two aims. When high-quality systematic reviews
exsted, we summarnized their evidence. When reviews were unavailable, we conducted our own systematic reviews.
Results: Al 1: In an exsting systematic review of PtDA trials, lower health literacy was assoclated with lower
patient health knowledge (14 of 16 eligible studies). Fourteen studies reparted practical design strategies 1o
improve knowledge for lower health literacy patients. In our own systematic review, no stedies reported on values
clarity per se, but in 2 lower health literacy was related to higher deckional uncertainty and regret. Lower health
literacy was associated with less desire for involvement in 3 studies, less question-asking In 2, and less patient:
centered communication in 4 studles; its effects on other measures of patient Involvernent were mixed. Only ane
study assessed the effects of a health literacy Intervention on outcomes; it showed that wsing video to improve the
salience of health states reduced deckional uncertainty. Aim 2 In our review of 97 triaks, only 3 PtDAs overtly
addressed the needs of lower health literacy users. In 90% of triaks, user health literacy and readability of the PIDA
were not reported. However, increases in knowledge and informed choice were reported in those studies in which
heatlth literacy needs were addressed.

Conclusion: Lower health literacy affects key decklonr-making outcomes, but few existing PtDAs have addressed
the needs of lower health literacy users. The specific effects of PtDAs designed to mitigate the influence of low
health literacy are unknown. More attentlon to the needs of patients with lower health literacy ks indicated, to
ensure that PtDAs are appropriate for lower as well as higher health literacy patients.

Background systematic examination of the effects of health literacy
A person’s health literacy status affects their ability to  on cutcomes relevant to PtDA development or of inter-
utilise health information and services, and their health  ventions that might mitigate potential adverse effects of

outcomes [1]. It is therefore an important potential con-  low health lteracy in the decision-making context.

sideration in patient decision aid (PtDA) development Health literacy can be conceptualized in different ways.
and shared decision making [2,3]. There has been no A simple and common definition is “the capacity to

obtain, process, and understand basic health information
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BSTRACT

pbjective To determine whether a decision aid designed
br adults with low education and literacy can support
formed choice and involvement in decisions about
[ereening for bowel cancer

pesign Randomised controlled trial.

fetting Areas in New South Wales, Australia identified as
oci ically di (low i
Jttzinment, high unemployment, and unskilled
fcupations).

farticipants 57 2 adults aged between 55 and &4 with low
pdu cational attainment, eligible for bowel cancer
ereening.

ptervention Patient decision aid comprising a paper
fased intera ctive booklet (with and without a question

tancer screening among adults with low education:

bian K Smith, postdoctoral research fellow, ' Lyndal Trevena, associate professor,Judy M Simpson, professor
b biostatistics, Alexandra Bamatt, associate professor in epidemiology.’ Don Nutbeam, professor of public

the decision aid group (22% difference, 15% to 299%;
Fe0.001). More participants in the decision aid group had
no decisional conflict zbout the screening decision
compared with the controls (31% v 38%; P=0.02). The
groups did not differ for general anxiety or womy about
bowel cancer.

Conclusions Tailored decision support information can be
effective in sup porting informed choices and greater
involvement in decisions about faecal occult blood
testing a mong adults with low levels of education,
without inc reasing anxiety or worry about develo ping
bowel cancer. Using a decision aid to make an informed
choice may, however, lead to lower uptake of screening.
Trial registration ClinicalTrials gov NCTOO7 65869 and
Bustralian New Zealand Clinical Trials Registry

1 1381

fompt list) and a DVD, i iverisk
hformation on the possible outcomes of screening using
Becal occult blood testing compared with no testing. The
e rtrol group received standard information developed
pr the Australian national bowel screening programme.
Ml materials and a faecal ocoult bloo d test kit were posted
rectlyto people’s homes.

Pain outcome measures Informed choice (adequate
Inowledge and consistency between attitudes and
[ereening behaviour) and preferences forinvohement in
fcreening decisions

fesults Participa nts who received the decision aid
fhowed higher levels of knowledge than the controls; the
pean score (maximum score 12) for the decision aid
froup was 6.50 (95% confidence interval .15 to 6.84)
Ind for the control groupwas 4.10 (3.85 to 4.36;

o0 001). Aftitud es towards screening were less positive
the decision sid group, with 51% of the participants
Bpressing favourable attitudes compared with 65% of
farticipants in the control group (14% difference, 95%
pnfidence interval 5% to 23%; P=0.002). The
Jerticipation rate for screening was reduced inthe
fecision aid group: completion of faecal occult blood
Bsting was 50% v 75% in the control group (16%
fifference, 8% to 24%; P=0.001). The decision aid
hcreasedthe proportion of participants who made an
formed choice, from 12% in the control group to 34% in

INTRODUCTION
Engaging patientsin decisionsabout their healthcareis
promoted by leading health organisations,™ with
growing importance placed on providing patients
with the best available evidence and encouraging
them to express their preferencesin the dedsion mak-
ing process.** This has led to a demand for toolks to
fadilitate patients” involvement in decision making
about their health care. Patient decision aids are inter-
ventions designed to help people make informed deci-
zions about their health by providing information on
the options and possible outcomes relevant to their
own health. Typically decision aids contain rmmerical
and graphical risk information about the possible out-
comes of each choice, and exerdses to hdp people
arrive at decisions that reflect their personal valuesand
preferences.” Cochrane reviews suggest that, com-
pared with usual care, decision aids improve knowl-
edge about dinical options, ceate more realistic
expectations about outcomes, and incease active
involvement in the decison making process”
However, despite a substantial increase in the avail-
ability of decision aids [over 270 are currently listed on
the Cochrane decision aid registry at www.decisionaid
caf AZlisthtml, few attempts have been made to
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Lesson 5:

“Well, technology 1s a glittering lure. But
there's the rare occasion when the public
can be engaged on a level beyond tlash, it
they have a sentimental bond with the
product.”
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ABSTRACT

Objective To systematically review mobile
curently avallable to patlents to support oul
medication seff-management.

Methods Thiee anline stones ware seanchel
2013 using nine distinct seasch terms. Appl)
selecied if they suppoted generl outpatien
self-management for adults; they were exch
forused on only one medication o condition
only a medication Ikt or reference, anly ordd
ware written in a non-Englidh |anguage, or
local pharmacy/heaspital patients only. A mul
review process was ulilized by two independ
reviewers to identify eligible applications. A
form was used to sbstmct data. Lker review]
compiled from a subsample of applicaions

qualitatively coded to identiy @mmon ariti
Results 14 893 applications were initially

Afer the multi-<ep review proess, 424 apg
ware doamed eligible for inclusion by mvien]
{k=0.85). On average, applicaions wem raty
fout of 5} from 107 reviews. Almost all proy
medication remindess (91.0%), half enabled|
create a medication history ar log {51.5%),

could email the log to a thind party. Few hel
organize thelr mgimen §6.2%), dreck for dn
interactions (2.8%), or identify pils {.0%).
{N=1091) from the subsample of 26 applic
revealed common criticiems, inchuding techn
malfunctions, poor ompatibility with @rtai
medications, and absence of desied featus
Conclusions Hundreds of applications exig
marketplace © support medication self-man
However, their quality, content, and functios
highly varlable. Research ks needed to deten)
capabilities, evaluate utility, and detenmiine
benafit.

INTRODUCTION
Mare than %0% of US adults own a cell
the majority of these adulis (56%) reg
smartphone.! The rise and widespread
this technology has created new avenu
municating and searching for heakh §
delivering health messages and provi
needed support for health behaviors.®
more than half of smartphone ow
report using their mobile phones w
medical information and nearly one in|
phone users report downloading a molf
tion to help manage their health.”
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Disparities in registration and use of an
online patient portal among older adults:
findings from the LitCog cohort
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ABSTRACT

Objective To document disparities in registration and use of an online patient portzl among older adults.
Materials and methods Data from 534 older adults were finked with information from the Northwestem Medicine Electronic Data
Warehouse on patient portal registrafion and use of ions (secure ing, p ipfion rezuthorizations, checking test re-
sults, and monitoring vital statistics). Age, gender, race, education, self-reported chronic conditions, and the Mewest Vital Sign
heslth literacy measure were available from cohort data.

Results Most pafients (93.4%) had a patient portal access code generated for them, and among these 57.5% registered their ac-
counts. In multivarizble anzlyses, White patients (P- .001) and college graduates were more likely to have registered their patient
portal {P= 015). Patients with marginal (P= .034) or adequate (P .001) health literacy were also more likely b have registered
their patient portal. Among those registering their accounts, most had messaged their physician (90%), checked a fest result (95%),
and ordered & reauthorization (55%), but few their vital statistics (11%). heslth literacy patients were more
likely to have used the messaging function (P = 003) and White patients were more likely to have accessed test results (P= .004).
Higher education was consistenfly associated with prescription reauthorization requests (all P .05).

Discussion Among older American adults, there are stark health literacy, educationsl, and racial disparities in the registration, and
subsequent use of an online patient portal. These population sub-group differences may exacerbale existing health disparities.
Conclusions If patient portals are implemented, intervention strategies are needed to monitor and reduce dispanifies in their use.

Original Investigation | HEALTH CARE REFORM

Comparative Effectiveness of a Multifaceted Intervention
to Improve Adherence to Annual Colorectal Cancer Screening

in Community Health Centers
A Randomized Clinical Trial

Dewid W. Bakar, MID, MPH; Tiffany Brown, MPH; David R. Buchanan, MO, M5; Jordan Weil, BA; Kate Balsley, MPH:
Lauren Ranali, MPH: Ji Young Lee, MS; Kenzie A. Cameron, PhD, MPH; M. Rosario Feraira, MO:
‘Quinn Stephens, BA; Shira M. Goldman, MPH; Alred Rademaker, PhD: Michaal 5. Wolf. PhD

IMPORTAMNCE Colorectal cancer (CRC) screening rates are lower among Latings and people
Iving In poverty. Fecal occult blood testing (FOBT) Is one recommended screening modality
that may overcome cost and access barriers. However, theability of FOBT to reduce CRC
mrtality depends on high rates of adherence to annual screening.

OBJECTIVE Todetermine whether amultifaceted Intervention Increases adherence to annual
FOBT compared with usual care.

DESIGN, SETTING. AND PARTICIPANTS Patient-level randomized controfled trial conducted Ina
network of community health centers. Included were 450 patients who had previously
completed a home FOBT from March 20 through February 2012 and had a negative test
result: 72% of participants were women; 87% were Lating; 83% stated that Spanish was their
preferred language: and 77% wers uninsured.

INTERVENTIONS Usual care at participating health centers Included computarizad remindars,
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BACKGROUND AND SIGNIFICANCE
The adaption of electronic health records (EHRs) by hospitals and pro-
viders in he United States is rising." This trend is likely 1o continue ol-
lowing the Health information Technology for Economic and Clinical
Health act, which authorized incentive payments to increase provider
adoption and meaninghul use of EMAs” Patient portals are secure
vexlsites for patients, tpically maintained by provider practioes, that
affer access i a variety of functions linked to a physician's BiRs.*
Mot patient portals offer similar basic functions, including the ability
1 view protected health information (e.g., lab results, medication lists,
i izati refill prescripti i schedule appoint-
ments, and send secure messages to pm'inus.‘ Evidence fom ran-
domized Fials supgests patient portals can improve health outcomes
and petient satiskaction. > but data have been inconsistent *

Federal inoentives for health systems and providers may not ransiate
i increased, equitible adoption of patient portals by patents. Reporis
suggest ~30-70% of elighle patients accept te offer of a patient par-
. ™ The differential acceptance of this tecnology between population
sib-gmups may eaceiat dispatties in health outomes. initial reparts
sugest bw levels of use amang sock-demographic sub-groups such as
mcial and ethnic minorites,' ™ hose wilh less educaton ™™ and obler
patents"*"3* 1t is important 1o document hese disparities as a frst
siep toward preventing downstream effects on health and health care.

(uder patients may be a parfcularty important group to study, as
they are more likely 1 have chronic conditions, a facior which has
been shown to increase uptake of patent poris* However, the us-
ability of patient portals is a significant barrier* "% and this may be
a particular problem for older adulls less familiar with information
technology . National data suggests older adults are less likely to make
use of onling health information, inchuding treatment and quality com-
parison boks, and advice about chronic conditons and dsease pre-
vention. ™ Older adulls are likely to be the most fequent wers of
healthcare, but bjective portal usage data among this population
group are lacking.

Health literacy is an additonal risk factor that may expiain lower
uptake and use of patient portats. The institute of Medicine defines the
construct as the “the degree 1 which indviduats have the capacity 1
obtain, process, and understand basic health information and services
needed 1o make appropriate heath decisins”™ A study of diabete
patients reporied no relationship between self-reporied health iteracy
and accessing a patent portal,*' athough a targer and more compre-
hensive report linked low sl f-reported health literacy with lower levels
of patient portal registation, logins, and use of patient porlal func-
tians.” However, people are typically poor judges of their own abili-
ties, and self-report literacy measures do not assess the same itent
conshuct as abjectve hesith literacy assessments™ This is supported
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standing orders for medical assistants to give patients home facal Immunochemical tests
(FIT}, and clinician feedback on CRC screening rates. The Intervention group also received

(1) a malled reminder letter, a free FIT with low-literacy Instructions, and a postage-pald
retumn envelope; {2) an automated telephone and text message reminding them that thay
were due for screening and that a FIT was being malled to them; (3) an automated telephone
and text reminder 2 weeks later for those who did not return the FIT: and (4) personal
telephone outreach by a CRC scresning navigator after 3 months.

MAIN OUTCOMES AND MEASURES Completion of FOBT within &€ months of the date the
patient was due for annuwal screening.

RESULTS Intervention patients wers much more likely than those In usual care to complete
FOBT (82 2% vs 373%; P < .001). Of the 185 Interventicn patients completing screening,
10.2% completed pricr to their due date (Intervention was not given), 35.6% within 2 weeks
(after Initial Intervention), 24.0% within 2 to 13 weeks (after automated call/text reminder).
and 2.4% between 12 and 2& weeks (after personal call).

CONCLUISIONS AND RELEVANCE This Intervention greatly iIncreased adherence toannual CRC
SCresning; most screenings were achieved without persanal calls. It 1s possible to Improve
annual CRC screaning for vulnerable populations with relatively low-cost strategles that are
faclitated by health Information techinclogles.
Author Affillations. Author

affiiationsara listed at the end of this
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Lesson 2:

“I keep going to a lot of places and ending
up somewhere I've already been.”




= Consolidate evidence
= Fill knowledge gaps
* Reduce variability

* Demonstrate value
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Find the right health literacy measurement
tool for your research.

Find Measures »

The Health Literacy Tool Shed is an online database of health literacy measures. The
site contains information about measures, including their psychometric properties, based
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