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http://www.mymcpl.org/genealogy/resources-genealogy-family-history

PART ONE:  
BACKGROUND

Participatory Process and Presentations
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Genealogy is the 
fastest-growing 

hobby in 
N th A iNorth America
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60% of Americans
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are interested 
in their family history
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“Best genetics test”
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 E The Clinical Content of Preconception Care, OSU High Risk Clinic

“Cheapest genetics test”

“Gold Standard”
American Society of Human Genetics 
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The importance of family 
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U.S. Surgeon General 
– Thanksgiving, Family History Day

U.S. Senate
- October, Family History Monthbl
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g What DO we know?

Our discussions with family historians, genealogists 
and genealogy librarians revealed that

de
rs

ta
n they were not familiar with 

National Library of Medicine resources or 
Surgeon General’s “My Family Health Portrait” tool.

• Increasing awareness of these resources would 
enhance the personal research of genealogists

U
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• These resources could assist genealogists 
identify family history “red flags”

• Genealogists could share valuable resources 
with family members and other family historians



8/29/2011

5

ec
tiv

es 1. Determine relevant health/genetic 
resources for genealogists and family 
historians

je
ct

 O
bj

e sto a s

2. Provide resources to librarians and 
patrons

3 Develop a participatory model to

Pr
oj 3. Develop a participatory model to 

engage genealogists in every phase of 
the website development

Li
st Enhance OUR UNDERSTANDING

DISCOVER how genealogists conceptualize genetics 
i f ti

r T
o 

D
o information

Understand WHY genealogists want health information 

Understand  WHEN, WHERE and HOW they 
want to use health information

O
ur

want to use health information

INVOLVE genealogists in every stage of development
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? We discovered the barriers genealogists 
identified to using the  U.S. Surgeon General’s 
“My Family Health Portrait”
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We developed tools designed to enhance 
genealogists  ability to use “My Family Health 
Portrait”

W
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PART TWO:
METHODS & OBSERVATIONS

Presentations & Activities
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Overview of the Medical Genealogy
Participatory Model

The Model was designed to be:
• Interdisciplinary
•Iterative
•User Centered
Di
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e •Diverse

Multiple interactions with: 
•Professional genealogists
•Family historians
•Genealogy librarians 

Numerous opportunities for:
•Meaningful and ongoing interactions

To
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 w •Meaningful and ongoing interactions

•Rich discussions
•Deeper, more complete understanding of the tasks, goals, 
concerns of family historians
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Communication Research 
and Sense-making 

Sense-Making is an approach to thinking 
about and implementing communication
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research.  

It is also an approach to the practice and the 
design of communication-based systems and 
activities .
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 w The goal of Sense-Making Methodology is this 

is to  “find out what users –”really” think, feel, 
want, dream.”

Overview of the  Process used in our Model 
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Diverse 
Methods

Multiple and diverse methods to learn about 
the health information needs of genealogists

Structured activities
Focus Group
Survey

Information 
Gathering

Questionnaire
Educational presentation
Project updates/presentations
Work groups
Email
Proto-type reviews

Gathering 
Informal Communication
In Person and Online

Information 
Gathering

Diverse Interactions
Educational Presentations
Project updates
Sharing family storiesGathering g y
Providing feedback on site design
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Iterative Process

Paper proto-types
Online proto-types

Iterative process supports information 
gathering 

Proto-type development contributes 
to information gathering and the 
creation of shared knowledge

Diagram of the Medical Genealogy Participatory Model
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Setting for Presentations

Most meetings were conducted at Mid 
West Genealogy Center.  

Participants appeared to be particularly

What 
worked Participants appeared to be particularly 

comfortable and at home at the library.  

Meetings were primarily conducted 
during weekdays.

Facilitators gained knowledge about 
genealogy resources, staff displayed g gy , p y
genetics books.

One participant has a blog, wrote about 
meetings

Resources at the Midwest Genealogy Center on Display
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User Centered Process

User Centered Design incorporates user-centered activities 
throughout the entire development process

- Maloney-Krichmar

End-users influence how a design takes shape in order to 
increase ultimate usability 

-Lee

“User Centered Design is widely accepted best practice for 
developing usable products. It involves iterative design based 
on a deep understanding of the users, their tasks, and the 

.

o a deep u de sta d g o t e use s, t e tas s, a d t e
context in which they work”

Gould
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PART THREE:
MEDICAL GENEALOGY TOOL KIT

The Medical Genealogy Tool Kit

• The Medical Genealogy Tool Kit helps genealogist plan and 
gather their family health history before, during and after a 
family reunion

• The Medical Genealogy Tool Kit helps genealogist plan and 
gather their family health history before, during and after a 
family reunion

Tool Kit Overview

• Step by step instructions
• A planning guide to
• Checklists
• Forms to customize and print
• Other resources you might need include, pens and paper, 

USB drives, etc.

• Step by step instructions
• A planning guide to
• Checklists
• Forms to customize and print
• Other resources you might need include, pens and paper, 

USB drives, etc.

Navigating the Tool Kit

USB drives, etc.USB drives, etc.

• The FAQ provides links to genetics resources for 
genealogists

• Share your thoughts with us on our website in the Discus 
Section

• The FAQ provides links to genetics resources for 
genealogists

• Share your thoughts with us on our website in the Discus 
Section

Additional Resources
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The purpose of the Medical Genealogy Tool Kit 

Provide an online resource to assist genealogists and 
family historians:
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1. Gather family health histories at family reunions

2. Input information into the US Surgeon General’s “My  
Family Portrait”

3. Share information with their health care providers and 
family members

To
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o family members

The Tool Kit provides:

• A timeline and reunion planning guide
• Documents to customize and print

• Family Letter
H lth Q ti i

ga
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• Health Questionnaire
• Information about privacy and security

• Links to genetics resources
• Guidelines on sharing health information
• Frequently Asked Questions and more
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http://www.kansashealthonline.org/topic/medical-genealogy-tool-kit-librarians
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https://familyhistory.hhs.gov/fhh-web/home.action
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More Information

The Medical Genealogy Tool Kit additional 
resources genetics resources:

io
na
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ou • Genetics Home Reference Resource
• Genetic Alliance Guide to Family Health History
• Surgeon General’s “My Family Portrait”
• Frequently Asked Questions
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it
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Thank you


