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NARRATIVE DESCRIPTION

1.

Executive summary. Please provide a brief, one-paragraph narrative summarizing major
accomplishments made during the quarter.

Dr. Beaudoin presented a poster describing study findings at the 2009 annual meeting of the
American Medical Informatics Association in San Francisco in November (please see
Appendix). She has prepared a draft manuscript and received comments and suggestions for
improvement from study co-authors. Dr. Beaudoin plans to submit a revised manuscript to
the JMLA for publication consideration.

Description of Progress toward the Project's Major Objectives:

a.
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Administrative/Planning Activities: The no-cost extension period for this project
ended on November 30, 2009. A final project report was submitted on December
22,2009.

Collaborations/Partnerships: Ongoing with Drs. Longo and Jones.
Publicity/Marketing Activities: Not applicable.

Product/Resource Development Activities: Not applicable.

Site Visits: None at this time.

Outreach activities: None at this time.

Web site development activities: Not applicable.

Exhibits: Not applicable.

Loansome Doc/Document Delivery Activities: Not applicable.

Evaluation Activities: Please see final project report.

Problems/Corrective Actions (including significant changes made in implementation of
the project): None to report.

Lessons Learned/Significant Feedback: Please see final project report.

Projected Activities for Next Quarter: Not applicable.

Reports of Training/Demonstration Sessions and/or Exhibit Reports: Not applicable.
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Introduction: An Information Prescription (IP) is the provision of
specific information to patients to help them manage health
problems! Physicians typically use IPs to direct patients to
trustworthy Web sites 2 Parents may be more likely to sesk
information online about their child's condition when this
approach is suggested by a health professional® The GHR
(Figure 1) was developed by the Mational Library of Medicine
(MLM) to offer consumers and providers reliable  health
information about genetic and metabolic conditions *

Objectives: To determine reaction to a physician-directed IP to
visit GHR, and perceived ufility of retrieved information.

Methods:
® Prospective pilot study

® Convenience sample of adult patients and parents of children
with metabolic conditions seen at University of Utah Metabalic
Service Clinic between April and Movemnber 2008

Protocol

(a) Distribution of IP | invitation to enroll, informed consent
() Completion of 28-item pre-intervention, paper survey

(c) Wisit to GHR during six weeks post clinic visit
(d) E-mail and letter "reminders" at three and sixweeks
(e)

e) Completion of 31-item post-intervention, online survey
(haosted on secure Weh site managed by NLM)

Demographic data and reaction to P from pre-intervention
survey, all other results from postintervention survey

Reported results based on completion of both surveys

Figure 1. Screenshot of GHR home page at http:faww.ghr.nim.nih.gov/
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Results:

B 5382 study enrollees complated both surveys, for an overall
response rate of 64 4%

" Survey respondents (M = 53) tended to be parents, female and
highly educated (Table 1)

= ATS3 respondents (837%) either “strongly” (585%) or
"somewhat’ (30.2%) agreed that receiving an IP to visit GHR was
a“good idea”

® 32/53 respondents (604%) reported they had an improved
understanding of an iliness or health condition

® A high proportion of respondents agreed that information on
GHR was trustworthy and of high quality (Table 2)

® 2253 respondents (415%) reported that they looked for
orwould consider leoking for more health information

® Overall, 43/50 respondents (86 0%) reported that they were
satisfied with the health information found on GHR, and 40/50
(80.0%) would recommend the site to others

Table 1: Selected demographics of survey respondents (N = 53)

&l %
Role Parentiguardian a0 94 3%
Adult patient z: 57%
Gender Male 14| 264%
Fermnale 39| 736%
Age inyears | Median 33 (range 20— 46)
Raceiethnicity | White, not of Hispanic afgin 48 92.5%
Cther g, Hipare, iinessian, WieMEpa 4 76%
Education High school graduatefequivalent 2 3.8%
Some collegefrocational school 21 39.6%
College graduate 13 24.5%
Some GEIGraduate/professional degree ks 32.1%

Table 2: Respondent level of agreement with statements about GHR

Statement Strongly

disagree

Somewhat Neither Somewhat Strongly
disagree  agree nor  agree ayree

disagree

Itrust the information on the GHR Weh site because

myfmy child's doctar prescribed it (0%) (0%) (4.0%:) (34.0%) (62.0%)
A high-quality source of health infarnation helps me il B0 3180 1450 33/50
talk to myfmy child's doctor. (0%) (0%) (B.0%) (26.0%) (BE.0%)
The health information that [ find on the GHR Weh site 00 1750 8ra0 20660 21750
wiill help me make better health decisions for 0% (2.0%) (16.0%) (40.0%) (42.0%)
myselfimy child

The information | received an the GHR Web site 0r4a 1149 9149 17148 22149
added to what doctors told me about rymy child's (0% (2.0%) (18.4%) (34.7%) (44.9%)
condition

Conclusions:
® Use of a physician-directed IP to wisit GHR was well received
by pilot study participants at a metabolic clinic
® Respondents expressed a high level of satisfaction with GHR
® Retrieved information was perceived as useful in key areas
® Referral to GHR may enhance medical management by
» improving understanding of health conditions
» encouraging communication with providers
P prompting further information-seeking behaviors

Sample comments from users of GHR
“This web site was very informative and easy to understand.”

I work with families who have children with special needs. | plan to ghve this site information to those families
that this applies to. [ feel that it may help them understand their child’s condition. Especially those who, for
whatever reason, didn’t get enough infarmation from their child's physician.”

“I realiy think 1t is & great site and will help a ot of people. | only wish we wowld have had something like this
when [ was bom so0 my parents cowid have read and tallied to others who have experienced my condition.”
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