H.I.N.T.S. of the Future

How can we chart the use of emerging
technologies...

While tracking trends on important items asked
before?

And disseminate important findings to key
potential users?

In short, how can we look both backwards and
forwards?




HINTS SHOULD MAKE A
DIFFERENCE...NOT JUST

BE GREAT DATA.
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H.I.N.T.S. of the Future

Balance the tension between surveillance and
monitoring of trends and understanding the next
big things, between the presentiand the future,
between focusing on the next cycle and reporting
and disseminating on the previous one.




HINTS Must Multi-Task

® Do areally good job of tracking key
cancer-related knowledge, attitudes
and behaviors over time relative to
areas of interest.

»Consider more attention to
environmental causes of cancer.

»Provide insight into
emerging/developing areas, €.9-
proteomics tests.







HINTS Must Multi-Task

® Identify and track new
communication tools, technologies
and styles.

»Get Information on emerging
technologies early enough to provide
useful baselines.

»But recognize that HINTS cannot be'a
new technologies survey.
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Create community website specifically for
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Dear At Home,

Click here to book a flight! It's our not so-so-subtle

way of saying, "go somewhere."”

Book It!

S Technorati’

Top Searches

1
2
3
4
5
2]
T
8
a

10

. ™ joost invite

. ™ youtube

. ™ cho seung-hui
. % bebo

. ™ myspace

.  virginia tech

.  alec baldwin

. 4 web 2.0 expo
. ™ paris hilton

. 4 messi

ore top searches »

™ Claim my blog

» Get updated link counts
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“71 million blogs...
some of them have

to be good.”
~Matt
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The most popular news articles bloggers are linking to right now.

Users force Dell to resurrect XP -
r}ews.hbc.n o.Uk
2373 new links to this article

Pearis Before Breakfast -
washingtonpost.com
L2466 new links to this article

BBC NEWS | World | Middle East |
Timeline: Alan Johnston missing
L2460 new links to this article

Editorial: Gonzales v. Gonzales -
nytimes.com
2457 new links to this article

More popular news »

Pill That Eliminates the Period Gets
Mixed Reviews - nytimes.com
L2968 new links to this article

50% Good News |s the Bad News In
Russian Radio - New York Times
L2464 new links to this article

'Ghost yacht' found off Australia -
news.bbe.co.uk
L2257 new links to this article

U.5. Erects Baghdad Wall to Keep Sects
Apart - nytimes.com
(=852 new links to this article

A popularity engine for blogs

O WTF?

What's hot, and why!

Top Tags
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my-life ne fax payday loans online
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tags: cash
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wordpress youtube




Meebo lets users chat with virtually all instant message

service users from a single web page, with no special
software. It permits users to add free live chat to their blogs or

Web pages.

4 yahoo! meebo

r_-___“_-} msn




HINTS Must Multi-Task

® Identify new sources of cancer
iInformation and how the public,
people at risk, patients and survivors
are using them.

® Dig deeper to understand what drove
users to those channels and how
they are benefiting from them:-




Wikipedia, the Collaborative Encyclopedia
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article discussion edit this page history

2 Sign in T create account

Your continued donations keep Wikipedia unning!
Breast cancer

From Wikipedia, the free encyclopedia

*'lJlA Breast cancer is a cancer of the breast tissue. Worldwide, it is the most commaon form of cancer in Breast cancer

The Free Encyclopedia females - affecting. at some time in their lives, approximately one out of thirty-ninel" to one out of three Classification & external resources

navigation women who reach age ninety in the Western world. According to the United Mations World Health ICD-10 C50. &7

ICD-9 174 175
OMIM 114430 &

Main page Organization, it is the leading cause of cancer deaths among women worldwide.) The number of cases
Contents has significantly increased since the 1970s, a phenomenon partly blamed on modermn lifestyles in the
Featured content Western world.["'*! Because the breast is composed of identical tissues in males and females, breast
Current events cancer also occurs in males, though it is far less common_ 1! DiseasesDB 15098 &

Random article )
MedlinePlus 000913 &

interaction eMedicine med/2808 &
About Wikipedia
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By 2005, nearly a quarter of office based
physicians reported using electronic medical
records. (National Ambulatory Med. Survey)

Figure 1. Percentage of office-based physicians who report
using electronic medical records: United States, 2001-05
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HINTS Must Mult-Task

® HINTS developers should track new
genomics technologies, prevention
strategies, detection methods and
treatments that may be used by public and
patients as well as methods that may no
longer be advised.

® Any of these may translate into KAB
relevant to HINTS or topics about-which
people communicate.




HINTS Must Multi-Task

® Track how people are using new
communications technologies to get
iInformation and support.

® In the past, we may have
emphasized communication of
Information over communication
support. Both are important.




CaringBridge lets families share the news
about patlents with all who care.

carmgbrldge

Be There.

. © create s caringeridge site

HOME ABOUT DOMATE VOLUNTEER MNEWSROOM CONTACT O author Sign Ta

CaringBridge offers free, easy-to-create web sites © Visit s carinaeridge site
that help connect friends and family when they
need it most.

N

Reaching out and touching lives. How you can help

Together we can help millions of people
stay connected with friends and family.

- s« strength from the outpouring
" of love and encouragement on _
" Wesley's CaringBridge site. \ﬁ Tell 3 Friend
Read Wesley's story
Read more stories

]}-ﬁ The entire Watt family drew
-.'r I

{ Donate Now
© Distribute CaringBridge Brochures
£ Volunteer

CaringBridge News Healthcare Organizations

L e




HINTS Must Multi-Task

® And—we want to understand how any of
these key trends are influenced by
racial/ethnic group/age/and other relevant
characteristics.

® Are we satisfied with the current
proportion of African Americans?

® Shouldn’'t HINTS be able to include Asians
as a category?




HINTS Must Multi-Task

® Be open to new ways to collect data.

® Recognize trends Iin survey research,
e.g. declining participation in
household surveys.

® How can the internet be used
optimally for HINTS?




HINTS SHOULD BE TIMELY

® Perhaps, it Is time to consider HINTS
real-time modules.

® For example, a news story comes out
about MRI and breast cancer
screening.




HINTS SHOULD BE TIMELY
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Most Americans Do Not Know When or How
Often To Get Cancer Screening Tests

While most Americans know that mammogram p smears, and
colonoscopies are screening exams for caﬁ majorily of Americans

do not know the appropriate age at whic ation of these tests is
recommended, accordlng to th nef from the Health Information

National Trends Surve

HINTS is a nati X‘prese u’&é% phone survey of the general
populatlon first ed in 2002-2003 and repeated in 2005. The

cer Inﬁ CI) part of the National Institutes of Health,
e ed HI aluate how the general public accesses and uses

lcancer and how this information can be delivered most

"We must significantly increase our efforts to inform all Americans of what
cancer screening tests are available so that we can catch cancer in its
earliest stages when it is most treatable,”" said NCI Acting Director John E.
Niederhuber, M.D. "We need to get into communities with a renewed
education effort."




HINTS SHOULD BE TIMELY

® Field a HINTS module to determine
how this Is affecting women'’s beliefs
and intentions re mammography.




“What has changed since [the days of
the Interleuken2 frenzy] is the speed at
which people can find information on
the web, discuss it and take control of
their own treatment by finding

unconventional ways to get hold of
unapproved drugs.”

New Scientist, 31 March 2007,/p. 5




THEY say that a rumour grows as it goes. So it
was when New Scientist broke a story iIn
January about a drug called dichloroacetate, or
DCA, that showed promise in animal studies of
cancer. Within weeks, blogs and web

chatrooms were buzzing with discussions
touting DCA as a new cure for human cancer,
and in their desperation some people with
cancer began to locate DCA for themselves and
take it (see "When all else fails™).

New Scientist, 31 March 2007, p. 5




THE
DCA
SITE

Home

The Michelakls Paper

The Michelakis Patent

DCA and How It
Works

DCA Human Studias

DCA Animal Studies

Summary & Viewpoint
DCA Safaty
DCA Dosage

Tetrathlomolybdate

Aricle & Resaanch
Links

FALHS

DCA Chat Room

Contact Us

UPDATING YOU ON

DCA AND CANCER

Welcome to The DCA Site

This sile is to help inform people of tha exciling research dona on DCA by G |
scientists at the University of Alberta. In January 2007, a team of scientists oogIc
at the University of Alberta published a paper in the scientific journal, Translation
Cancer Cell, describing the discovery that a simple, cheap molecule, DCA, translate this sife
worked o reactivate the apoplosis mechanism of cancer cells, causing Spanish
rapid shrinkage of tumors in rats. Mitochondrial reactivation represants an Franch
entirely new approach to treating cancer.
Haklan
The tumors shrank 75% in three weeks. Portuguese
Garman
DCA iz not patentable. There Is no incentive for privale money (o go into Japanese
developing DCA as a cancer treatment. This is where we need to step in.
We intend to create in one place, all the important information on DCA. Russian
Chinasa (Simp)
This site gives the results of the Michelakis research, a look at the Chingse (Trad)

possibie side effects of DUA and the prospects of it being used by YOU.
See also the commentary and conclusions we have reached about DA,
Questions ane answened and a chal room |s provided. Please hadp contribute
to this site.

To avoid any legal issues, we must state we are not doctors and cannot give medical advice.

DCA has nol been approved by the Food and Dirug Administration for the treatment of cancer. It can
be prescribed "off-label® by your physician.

We want to encourage everyone to use the Chat Room or ask the questions you want answered.
The site is brand new. It was first uploaded late on February Bth. The chal room was added
February 8.




Assess the Soclal Aspects of
Communication.




Collaborative filtering on Amazon.com points the user
to choices made by people with interests like hers.

NetFlix uses similar technology.
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releases in yvour favorite categories, popular pre-orders and trestsellers, exclusive author interviews and podcasts, speclal :

Better Together

Buy this book with Just Get Me Through This!: The Practical Guide to Breast Cancer by Deborah A. Co

SLABCH IO Buy Together Today: $22.08
L IR

Breast e

S+ || Gulubothnowi)
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Customers who bought this item also bought

Just Get Me Through This!: The Practical Guide to Breast Cancer by Deborah A. Cohen
Dr. Susan Love's Breast Book:4th Edition 2005 by Susan M. Love

Take Charge of Your Breast Cancer: A Guide to Getting the Best Possible Treatment by John Link

Breast Cancer Husband: How to Help Your Wife {and Yourself) during Diagnosis, Treatment and Beyond

Uplift : Secrets from the Sisterhood of Breast Cancer Survivors by Barbara Delinsky

¢ Explore similar items : Books (500




How People Use New Media

® HINTS must understand how people
use communication channels and for
what.

® For example, knowing that ACOR list
users seek ACOR mailing lists for
Information and supportis important
In thinking about how to
communicate with patients.




How People Use New Media

frea w ?

- Search ACOR

€2 MAILING LISTS |/ News
@ sSUPPORT & RESOURCES | Why cisplatin kills breast
WELCOME B e | | e
SHEQCIA T o drcer nime ReEsouUrces '
@ TYPES OF CANCER A s
> - : - i  The cancerous cells of some
“OR | b . In :  individuals with breast
ACOR is a unique collection of anline € TREATMENT OPTIONS L Cancar ik sspneesion of
communities designed to provide timely ; URRLnT TREATMENTE ¢ twio cell surface oroteins, the
and accurate information In a supportive ﬁ CLINICAL TRIALS estrogen and progesterone
environment. T EXPERIMEN ATMENT L?GE‘IIJET!DFEEUU?
& PUBLICATIONS i Aprig,
: — ¢ [Full Story]
@2 PARTNERSHIPS ; .
ACOR offers access to mailing lists L
that provide support, information, and a 5
ﬂnmmunthD E\lrer}rnne affected b‘j" HELF ACOR i FlEESELHDt'E: MEFEE.EDD?
cancer and related disorders. i Update: We have started

rebuilding the ACOR site. .



Continue to be accessible

® Provide access to data quickly and
with a low burden of bureaucracy.

® Encourage use of data for
dissertations—possibly with some
small grants to doctoral students.

® Encourage partnerships with other
agencies.




Innovation at dizzying speeds

Hardware

v'Smaller, faster, more versatile
communication devices

v'GPS in everything
v Cameras in everything
v'Unprecedented storage




Innovation at dizzying speeds

Software

v'More personal

v'"More personalized

v'"More social (there is “social software”)

v'"More centralized processing and
storage

v'Less device-dependent (e.g.-Goagle
Maps on everything)




Innovation at dizzying speeds

= Access to the Web
More places

More devices (you can have Web sites
“read” to you over the telephone)

Low-cost or free
More person-to-person
More person-to-persons




It’s not technologies that we need
to track. They change too fast.

What we need to keep on tracking:
*Who are the trusted sources?
*Why are they trusted?

*Why are others not trusted?
*And by whom?




GET HINTS DATA INTO PLAY

Explore findings from previous
cycles, e.g. high proportion of
women who do not know

recommended age to start
mammography

And...Decrease In trust of.Internet-
obtained information from 03-05




GET HINTS DATA INTO PLAY

Draw NCI/NIH attention to the
consistently negative position
occupied by people with less than

HS education.

They need special attention by
communicators.




GET HINTS DATA INTO PLAY

Use the data as a basis for dialogue
and discussion.

Move the data into a policy-relevant

role.




DISSEMINATE FINDINGS
AND METHODS

“HINTS monograph iIs a great
resource.

“Keep on disseminating.

“Strengthen partnerships with
public and private sectors.










And yet...

The more things change...

The more we stay in touch with
one another

The more we want to use our
technology for personal
entertainment

The more we rely on the opinions
of others and

The more comfortable we are with
new technology when needed.




Now for some examples...

Hardware is smaller, faster, more
versatile.







The Garmin
Geko, one of
the smallest
GPSs, has
five built-in
exercise

games,
Including a
timed virtual

maze.




More examples...

Software is both more centralized
(services vs. applications) and

more personal/interpersonal/social.




With mobile Google maps, mobile-phone users see satellite
Imagery and maps of their current location, as well as
directions to a destination.

Take the power of Google Maps with you on your mobile phone

Realtime traffic — See where the congestion is, and estimate dalays in over 30 major US
metropolitan areas.

Detailed directions — Whether you plan to walk or drive, your route is displayed on the F Beverly
map itself, together with step-by-step directions. | Hills

Integrated search results — Local business locations and contact information appear all in i Three Hears Pizza

one place, integrated on your map. I2] for options

Easily movable maps — Interactive maps et you zoom in or out, and move in all
directions so you can crient yourself visually.

Satellite imagery — Gel & bird's eye view of your desired location. (It's like you'ra there,
wea swear.)

Looking for other ways to access Google loca' listings from your mobile device? Try text
mossaging Geogle or uging your mobilo wob broweor to got local listinge.

Visit www.gooqgle.com/gmm

on your mobile web browser




Personalization
& information
management

lagging, attention-pased
aggregators, personal
home pages. ldentity 2.0,
personalized search
Rackability,
Greasemonkey

COLLABORATIVE
REMIXABILITY

social bookmarking,
blogging,
wikiis,
map mashups,
Iong tail,
collaborative filtering &

recommender sysiems,

AJAX, Huby on Rails

APls. RSS,
web services,
open slandards,
microfomats
Creatrve Commons

Glocalization &
informaltion
sharing

folksonomy, social news,
media shanng, social
search, trust systems,
YASNs




Established, Tamiliar

Backpack Basecamp
MetVibes, start .com, ’
Protopage, Google e Ih e
persohalized hame hik g&m
Skype, VolP
tagaing VASNS
: &Bay, Amazon,
Idertity 2.0 Blogping reputation systems
Bloglines EE Wikipedia
o delicip.us, )
Individual Mk 2.0 social search
Furl, 3purl, etc. Social
Finclory, SearchFox RS3 podcasting CommonTirme:s
- cli
Fiojo wideoblogding =
Follyo frilk znnnemy
4 3things 43places
Fandora Mefeedia,
Qdeo, vimeno,
Cwrmedia, i
Memearandum Loomia, Flickr
YouTube

Discovery, serendipity
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Doctors View Cancer with Glowing Nanoparticles
F erastile submited 2 vears 7 { e | { Ogspol.com
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Doctors at U of Penn ' and U of Minnesotas invented an imaging system that uses fluorescent fluorophores inserted into
image tissue subcutaneously... More...

Add Comment | Blog It | Emall It | Toplc: Tech Industry Mews | Bury | (3

Pokemon Causes Cancer!
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Scientists at Memorial Sloan-Kettering Cancer Center (MSKCC) have identified a new cellular oncogene essential for the
dysfunctional, lead normal cells to become cancerous. The investigators have named the gene POKEMON. More...

1 comment | Blog It | Email It | Topic: General Sciences | Bury | @

Scientists Name Cancer Gene "Pokemon™

The wacky, fun-loving scientists at the Memorial Sloan-Kettering Cancer Center have identified a gene which causes can
factor — short name, Pokemon. More...

utl

3 comments | Blog it | Email It | Topic: Gaming News | Bury | §

Breast Milk fights Cancer
. Halden submitted £ years 87 days ago (news

A 59-year-old American has been drinking breast milk for the past four years in a bid to fight cancer. More...

dionlt — .. S s o~ o s
com/search/pane377is=cancerfarea=all&tvpe=both&search-buried=0&sort=new&section=news", completed 49 of 50 items
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