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“Things | Wish | Knew"”: Understanding Information Needs,
Sources, and Gaps for People with Polycystic Ovary Syndrome

Holly J. Hudson

Introduction

* Polycystic Ovary Syndrome (PCOS) is an endocrine disorder
impacting an estimated 4-21% of the female population
worldwide'

+ PCOS includes a host of health limiting symptoms |nc|udm?
significantly increased risk of diabetes, cancer, cardiovascular
issues, and infertility'®*

*  While this group experiences significant health impacts from
PCOS, they do not receive adequate counselling, support, or
information about those impacts®®

+ To fill in the gaps, many people turn to the internet,
specuﬁcallr , support groups, where they find connection,
emotional support, and perhaps most importantly,
information

(&

esearch Aims

» The project aims to identify the information gaps that exists
for people with PCOS, where they go to fill the gaps and what
type of information is most common to fill gaps

Methods

A 37 question survey (including demographics and consent
questions) was developed by the author

* The survey was administered for 30 days (Mar 15t — Apr 14th
2024) on Facebook and Reddit (large social media platforms)

+ Participants were made up of 4 Facebook groups (3 private, 1
public) and 2 Reddit groups (both public)

« Permission was obtained from the private groups before
posting

« Initial posts were created March 15t and 3 additional posts
were sent throughout the survey period
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Information seeking for
people with PCOS is
and

How many days have you spent at least 15 minutes searching for
PCOS information since being diagnosed?

21+ Days ™ 11-20 Days 6-10 Days 1-5 Days

Was there information you
were UNABLE to find?

* 137/204 (67%) said yes
* 67/204 (33%) said no

\

/Conclusions/Future Directions

+ Continue data analysis, particularly for open ended
questions
+ Significant numbers of survey respondents left
qualitative comments needing to be coded
» Additional question asked outside of this survey about
interest in focus groups/individual interviews
45 respondents indicated interest in one or the other
+ Potential for additional qualitative study into lived
experiences in information seeking for this population
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Transgender Patients’ Use of Information Embodiment within
Healthcare Settings: A Dissertation Proposal

Jordan Dias Correia, MLIS, AHIP

School of Communication and Information, Rutgers University, New Jersey

Background Frameworks and Theories

Describe how transgender, or trans, people use embodied
information that conforms to cisgender understandings of
gender during interactions with healthcare providers

Extend our understanding of embodied information practices
through the application of gender theory and Goffman’s
Presentation of the Self in Everyday Life

Interrogate how power dynamics shape information
practices

Discuss the application aand uses of embodied information
in medical education competency courses and workshops

Trans people face numerous barriers when
accessing healthcare as well as numerous health
disparities

Prior research on the use of information
embodiment by trans patients shows that they
present themselves differently to their provider
than in their everyday lives (Lehmann et al, 2021;
Taylor et al, 2019; Lykens at al, 2018; Fraser et al,
2021)

Information sharing with healthcare providers
entails presenting “deeply meaningful information”,
as defined by Huttunen and Kortelainen (2021)

Proposed Methodologies

Methodology
This research uses focus groups

Using participatory methods, participants will give
feedback throughout each session about the
process, including research questions they

are interested in investigating
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Participants will be able to build answers
from each other when answering questions

Focus groups allow participants to connect with
each other and meet other community members

Participants will have to opportunity to talk about
this research through a means of their choosing

Focus groups will include interactive prompts,
such as sharing photos and creating drawings

Inclusion Criteria
There will be two groups of participants:
those who self-identify as able-bodied
and do not see a specialist long-term and
those who self-identify as disabled and
have a continuing relationship with a
specialist

Participants must be 18+ and self identify
as transgender, gender diverse, nonbinary,
and/or not cisgender; be an
English-speaker; and be located within the
tri-state area

Participants do NOT need to have
medically transitioned in order to be
eligible

Information Embodiment
The body as a unique form and
source of information (Bates,
2018)

Information embodiment is
experienced, enacted, and
expressed (Bates, 2018)

Gender experiences and
performances influence
information practices (Huttunen,
2022)

Lived Experiences
“denotes embodied time, space,
social relations, and
socio-culturally constituted
systems of value and meaning”
(Kirkengen & Thornquist, 2012)

Goffman's Work
Impression management: Process
of controlling the impression others
form of them

How people perform in front of
others (frontstage) differs when
they are alone (backstage)

Both the performer and the
audience perform defensive
attributes and protective practices

Gender Studies
West and Zimmerman (1987):
Gender is the product of social
doings

Butler's (2006) concept of “Gender
Performativity” explores how gender
is made and remade
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Preferred Communication Channels for People of Diverse

Cultural Backgrounds Seeking Mental Health Information
Linda Yang, MI, BSc | Librarian, Alberta Health Services

Background

The situation

Medical librarians support the care of culturally-
diverse populations, and different communities
have varying levels of trust in the health care
system. Some people are more receptive to health
information from a particular source, delivered by
a certain method, or presented in a certain
format.

The question

What are best practices for providing evidence-
based and culturally-appropriate mental health
information to people from different cultural
backgrounds in a way that encourages trust and
comprehension of mental health information?

Methods: Survey & Focus Groups

Study participants

People who identify with non-white cultural
backgrounds or are immigrants, and who have
interacted with mental health information in any
form can provide insight on their preferred
communication channels for receiving mental
health information.

Development of questions

Based on HINTS (Health Information National
Trends Survey), a national survey conducted in the
US on use of cancer information by Americans,
questions are modified to ask about mental

health information. Questions are also adapted
based on learnings from HINTS conducted in
different countries, in attempt to determine more
specifically how people from different cultural
backgrounds interact with health information.

Challenges
Research Ethics Board application process
Which REB do | apply to, and what tasks must |

complete to access the REB application?

Recruitment of study participants
Which AHS or external groups can | contact?

requires
requires
Sontasting Obtaining REB
S approval
population Pe

requires

Obtaining AHS

operational
approval

Availability of resources

Am | allowed to use AHS-licensed tools,
equipment, and other resources or services to do
this research?

ML/ Research Training Institute
for Health Sciences Librarians

B Services

l'l Alberta Health
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The Scope of Information Available Online to Consumers

About Diminished Ovarian Reserve in Women: A Content Analysis

Heather Jaglowski | Research Training Institute | University of North Texas Graduate Student

Introduction
Experiencing infertility is an
emotional time for those who
desire to begin a family.
Diminished Ovarian Reserve
(DOR) or Low Ovarian Reserve
(LOR) is a common condition that
causes infertility.

Diminished ovarian reserve is "a
reduced number and quality of

eggs in a woman's ovaries,
leading to decreased fertility"
(Yale Medicine, 2024, para. |).

Objectives
The aim of this content analysis is
to address the following:

I. Readability of the information
available to the consumer on
the internet.

* Reading Level
* Word Count
*  Number of Sentences

2. Kind of information included
for consumers on the internet
about diminished ovarian
reserve.

* Definition
* Testing

* Diagnosis
* Treatment

Methods

Two internet searches were
conducted to reduce bias

* Keywords used: Diminished
Ovarian Reserve and Low
Ovarian Reserve

» Sample size: 25 websites

Websites were analyzed using
CRAARP test.

Information was recorded using
Excel.

Themes were identified.
Content analysis was performed.

R Relevance: How the info fits your needs
A Authority: The source of the info
R e o e

P Purpose: The reason the info exists

(Van Kampen, 2023)

Flesch Kincaid readability test was
used to determine reading level,
word count, number of sentences,
and number of words per
sentence.

How Flesch Reading Ease

Scores Translate to
Reading Difficulty

(Pecanek, 2021)

Results

After conducting two searches
(DOR and LOR), a total of 29
internet sources were recorded.
23 of the sources appeared in
both searches and 3 unique
sources for each DOR and LOR

The two most common types of
internet sources that occurred
were University/Medical

Institutions and Fertility Clinics

The reading levels for the sources
ranged from fairly difficult to very
difficult. None of the internet
sources had the recommended 8t
grade level readability. The lowest
grade level score was 10-12t

Results Cont.

After analyzing the information
available across all websites, there
were common phrases and words
that were included in the
information more frequently.
Common themes were recognized
from these words and phrases.

genetic
ordef estradiol
donoreggs (/%

rde
lifestyle

dicqlamh
medical J

age ...fsh

Common Themes:

* Definitions of Ovarian Reserve
and/or DOR/LOR were often
included, however the
definitions varied.

* Age is a major factor in

DOR/LOR.

DOR/LOR makes getting

pregnant difficult.

* Egg quality and egg quantity
matters in relation to
DOR/LOR.

* Most websites included
information on risk factors,
testing, and treatments for
DOR/LOR.

References
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) for Health Sciences Librarians

What is Graphic Medicine?

“The intersection between the medium of
comics and the discourse of healthcare”

Why is this important?

y GRAPHIC HEDICINE SEEKS TO DISRUPT
| THIS WAS TRAD[TIONALLY THE DOMAIN THIS POWER IMBALANCE! WE geLiEVE
| OF THE DOCTOR OR MED|CAL ART|ST THOSE BEST POSIT IONED TO

WHO WIELDED POWER BY CONTROLLING REPRESENT |LLESS AND CARE -

AND STANDARD|ZING THE WAY THAT GIVING ARE THOSE LIVING WITH IT
DISEASES WERE VISVALIZE
/ - )\
@V NE
I' ¢
|
)

Emerging Trends

e Authentic Representation for all categories
have been identified

e Current sample size too small to assess
whether findings are statistically significant

ESPECIALLY BY ARTISTS (OR
| NON-ARTISTS) WHO DO NOT HAVE ANY |
TRAINING [N MEDICAL |LLUSTRATION

Study Parameters

Bibliometric study of Graphic Medicine
materials in the UW Library collection
using 3 tools for assessing representation
in media:

e DuVernay test (BIPOC)

e Vito Russo test (LGBTQIA+)

e Modified Bechdel -Wallace test
(Immigrant/First Generation)

Delays & Obstacles

e Lack of electronic access to collection titles

e Need to narrow the scope of study due to
time and access constraints

e Lack of familiarity with the tagging schema
used within the UW catalog

Medications wouldn't
necessarily moke
you not creotive —-

Well, there's the high svicide rate, ¢
an increased chance of hospitalization,
+ o probability of an Wreasing -
number of gpisodes that are
increasingly

Research Question

Does the current UW library collection
provide authentic representation
for marginalized communities within
its student body?
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Exploring synthetic data
and machine learning
for data-intensive health

researCh A WORK IN PROGRESS
T e e e e e e e e e e e e e e e e e e e e e e e v

Vicky Leona Chung, MLIS Candidate
Western University, Canada

1. What are the issues around sensitive health
data in the Canadian research context?

2. Can synthetic data and machine learning (a)
alleviate privacy concerns that surround the
use of sensitive data, and (b) support data
reusability for health research?

3. What are potential models for
multidisciplinary and/or interdisciplinary
research collaboration, including data
management and data stewardship, for
synthetic health data? What are the potential
implications for medical librarians and
informationists?

Methods

This research project is a narrative
review of both scholarly literature
and grey literature.

Preliminary Findings

The creation, use, and sharing

of synthetic data is a complex
process requiring collaboration
between multidisciplinary teams,
where librarians and informationists
can play a pivotal role. Effective
research data management and
data stewardship practices will
need to be able to (a) speak
specifically to the nuances and
ethics of synthetic data, (b) adapt to
rapid technical developments, and
(c) have mechanisms in place to
assess synthetic data for its fidelity
and sensitivity.

Search Strategies
e Scholarly literature:

Structured searches of medical,
library and information science,
computer science, and
interdisciplinary databases for
the years 2014 to 2024.

* Grey literature:

Combination of structured
searching (preprint servers,
Canadian policy literature),

and serendipitous discovery
(institutional presentations, email
alerts set for new preprints)

Next Steps

Develop policy and practice
scenarios as scholarly inquiry.

References &
Supplementary Materials
I

https://
vickyleonachung.com/

mla-rti




Expanding from Excel to X-Paths: Experimenting With No-Code Tools and “Found” Online Data

INTRODUCTION
“Found” or secondary online data may be a useful supplement to libraries’ assessment and planning processes.
However, the quantity and variety of data can make efficient collection and preparation challenging, if not impossible.
RESEARCH QUESTIONS

1.Can no-code web scrapers simplify or streamline data extraction for non-specialists, advanced users, or both?

2.Can data from ephemera like course schedules and textbook assignments lead to practical, actionable insights?
METHODS
Two no-code web scraping tools were used to collect data from a dynamic, public-facing online course schedule.

Variables: course identifiers, topics, times, and required materials.

Process: Extraction targets and processes were adjusted for individual site, including data selection, cleaning, and scheduling.

Results were exported in CSV format, then duplicated and processed for analysis in Excel.

RESULTS

1.No-code tools do have a learning curve, but LIS understandings of metadata and databases can ease some of the challenges.
2.The extracted textbook data led to several practical, targeted ideas for outreach, library access, and larger conversations.

CONCLUSION:
No-code web scraping tools can

support library assessment and
Q strategy by making online data

O easier to collect and prepare for
review or analysis.

Janel Mittelstedt

2023-2024 RTI Fellow Q
jlme67@libraries.rutgers.edu
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Population Health Resources and Services in Medical Libraries:
Question Framing and Survey Instrument Design

Carolann Curry, MLIS, University of Washington; Network of the National Library of Medicine, Region 5
s —

Introduction and Background Methods

Recent scholarly research published over the past 5 years has identified an increase in The objective of this research is to probe library and information professionals working
departments addressing population health in academic medical centers. With their in accredited allopathic and osteopathic medical schools in the United States to examine
proficiency in health literacy resources and expertise in evidence-based medicine their involvement supporting population health curricula. Questions were piloted among
(EBM), medical librarians and health information professionals are ideally positioned to a group of 3 medical librarians; their feedback informed several additions of library

be collaborative partners in furthering population health initiatives within medical services to the survey options. Once approved by the University of Washington’s IRB, the

schools, offering invaluable support to bolster research, education, and practice in this  survey was built in REDcap, utilizing branching logic for several questions. The survey

critical domain. But are they? And if they are, how? will launch in Summer 2024 so be on the lookout for the call for participants!

Identify Audience Standardize Terminology Write Survey Questions Building in REDcap

« Library information professionals « Define population health and « 20 closed questions « Designing the survey instrument

serving U.S. accredited allopathic related terms (determinants of « 2 qualifying questions to screen « Naming conventions for field
or osteopathic medical schools health, health equity, health for eligibility labels and variables (i.e. how the

disparities, etc.) « 9 demographic questions data is stored on the backend)

» Describe library services and » 7 questions about services and + Branching logic for several

[EsaiEes population health engagement questions

Discussion Lessons Learned
When | started this project, | fully intended to include other clinical medicine Reference the institutional IRB form when designing the research project
programs (e.g. nursing, dentistry, etc.). However | quickly realized there are so many Search open repositories for related survey instruments you can borrow from
programs, it wouldn’t be practical to cover them all comprehensively within the scope Name your data files in a meaningful, standardized way
of this project. | also underestimated all the variations of population health-related If offered, attend institutional trainings and/or interest groups related to the tools
concepts; it was important to me to be inclusive of these disciplines. The terms | you’re utilizing for your project (e.g. REDCap, Qualtrics, Tableau, etc.)
decided to associate with “population health” were community medicine, health Recruit a research team and/or accountability partners. Library research isn’t often
disparities, health equity, and social determinants of health; these terms were used a primary responsibility in librarian job descriptions so it’s easy to delay your
most frequently in the medical literature and in curriculum descriptions for the M.D. research to focus on other duties.

and D.O. clinical programs. Make your research a priority!
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Emrys Moreau, MFA, MLIS

Schusterman Library at the University of Oklahoma-Tulsa
Health Sciences Library and Information Management, Graduate College

4 )
Schusterman Library serves the students and faculty of the
University of Oklahoma’s Tulsa campus (OU-Tulsa). Our campus
community members are in a variety of programs, including those
in five health sciences departments.
A literature review provided several examples of site-specific
design considerations. However, OU-Tulsa is unique in providing
information for many types of users. It is a challenge to figure out
how best to organize the site to get our health sciences affiliates
where they need to be in the fewest number of clicks. P
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RESEARCH
QUESTIONS

QUESTION 1

How are the university’s
health sciences students and
faculty using our library’s
website to locate information?

QUESTION 2

What are the specific needs of
health sciences students and
faculty in utilizing a library
website?

QUESTION 3

How can our website be
redesigned to provide health
sciences affiliated users with
the best possible experience?

METHODS

SURVEY
A survey will be disseminated in August 2024 to students and
faculty of OU-Tulsa’s health sciences programs.

« Identify our target group users’ needs

« Reveal pain points and issues encountered by users

« Provide information for a data-driven site redesign

PROJECT FRAMEWORK: Plan-do-study-act (PDSA)

A scientific method-based quality improvement cycle for
healthcare improvement that was used in 2020 redesign of the
MD Anderson cardiothoracic surgery fellowship program
website

qualitysafety.bmj.com/content/26/7/572 | doi.org/10.1016/j.athoracsur.2020.05.158
USER EXPERIENCE INTERVIEWS AND USABILITY TESTING

Interviews and heatmapping usability tests will be scheduled

post-redesign to determine effectiveness of changes.

\_ J
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Librarian Involvement in
Medical Student Scholarly or Research Activities: Preliminary Report

Objectives
This research focuses on assessing the format, content, and
extent of librarian-provided research skills training and support
for medical students as part of the scholarly requirements in MD
programs in the United States.

Research Questions

° How are librarians supporting medical student scholarship
requirements?

e  To what extent are librarians involved in supporting
medical students with the research skills required to
complete scholarly/research projects?

e  What are the predominant modes of delivery used to
provide such support?

e  What research skills are librarian-produced or lead
activities supporting?

Methods
A Qualtrics survey was developed and pilot tested. The survey
was distributed to the AAHSL list in Nov. 2023. Reminders
were sent after two weeks and three weeks. The survey was
also sent to the MLA Academic Librarians Discussion list. The
survey was closed on Dec. 18, 2023.

Questions focused on the medical school, scholarly program
requirements, length of the program, and librarian staffing for
the support. Respondents were also asked to describe up to 6
individual activities, services or resources which were
specifically targeted to the scholarly or research projects, and
the related research skills taught.

1. This research protocol was approved by the University of Arizona IRB, STUDY00003726.
2. Liaison Committee on Medical Education (2024, March 5) Accredited MD Programs in the
United States. https://Icme.org/directory/accredited-u-s-programs/

Results

There are 157 LCME accredited MD granting medical programs in the United
States?. Sixty-five total responses were received (41% response rate).

40 responses were included for this analysis.*

*25 responses were not included in this analysis due to incomplete data.

Is the scholarly/research activity
mandatory for all MD students?

mYes m No

45%

55%

Length of Time to Complete
Scholarly/Research Activity

Other

Several Months

2 Years
3 Years

4 Years

1vear NN

14

Top Research Skills reported in librarian-provided
activities**

[
Literature Searching

I 25
Citation management

I 16
Question development

I
Identifying resources

11
Writing/publishing skills

I 0
Creating posters/presentations

** Preliminary results are reported here as raw responses; additional analysis
will be conducted to identify themes.
A Respondents were allowed to enter multiple skills per item/response.

Next Steps
Continue analysis of data, coding for common themes,
elements, and trends using a thematic analysis methods.
Disseminate findings in a published manuscript.
Develop a targeted questionnaire based on themes, trends,
and gaps found through this research.

Interview librarians that provide support for medical student
scholarly/research projects, as well as those at institutions
with scholarly/research projects that do not provide support.

A

THE UNIVERSITY OF ARIZONA

Health Sciences Library







