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A DAY IN THE LIFE WITH CYSTIC FIBROSIS




My21000 Goals & Objectives

To create connections between adults living with cystic fibrosis (CF) and new audiences while
broadening awareness around the challenges of living with CF and promoting the overall mission
of curing the disease.

Increasing awareness of CF and growing engagement beyond the “inner circle” is challenging and
will require innovative thinking, particularly to reach the Millennial generation—young adults
between the ages of 18 and 34 years old.

Capturing the attention of Millennials is especially difficult, as they tend to be more socially and
digitally connected than other demographics. They receive numerous new messages across
multiple platforms every minute, which makes breaking through all of that online clutter
challenging...but not impossible. By providing a robust digital platform that enables people

living with CF to create authentic, rich, and immersive storyscapes, the My21000 initiative can
bring their compelling stories of inspiration, grace, humor, courage and compassion to the rest of
the world and generate new conversations, connections, friends, and engagement.

While Millennials are not the only audience, they are the primary targets for this initiative.
Working closely with the Cystic Fibrosis Foundation’s (CFF) cadre of CF adults who are willing
to share their stories and dialogue with new audiences, we believe these Millennials are
positioned to become powerful ambassadors for the cause of curing CF and “adding tomorrows”
through stories that celebrate the shared human experience of 21,000 breaths every day.

MILLENNIAL FACTS

Millennials are more
health-conscious than
older generations

81% have donated money,
goods or services

Millennials are more
tech-savvy than older generations

Millennials love social media

61% of Millennials are worried
about the state of the world and
feel personally responsible for
making a difference

Millennials are the children of the
Baby Boomers, and there are
about 95 million of them,
comprising 30% of the population

Millennials are better educated
than prior generations
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My21000 Goals & Objectives

While it matters how difhcult those 21,000 breaths might be, it's much more important to know what each of us is

doing with them. The My21000 campaign will generate new friends through the natural expansion of social media.

These friends will care about CF because it affects someone they now know. They will no longer take each day of
21,000 breaths for granted and they will be excited to share this experience with other friends, communities, and
networks.

In the pages that follow we have outlined our preliminary thinking and proposed approach to this incredibly
important and exciting initiative.
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Going Beyond the Inner Circle

NEW FRIENDS GENERATED BY THE MY21000
SOCIAL MEDIA CAMPAIGN

FRIENDS OF FRIENDS & FAMILY
(All Ages)

THEIR FAMILY & FRIENDS

(Primarily Millennials +
Extended Audiences)

PEOPLE LIVING
WITH CF

(Primarily Millennials)

August 27,2014 | 4



IT'S NOT A BAD IDEA TO OCCASIONALLY
SPEND A LITTLE TIME THINKING ABOUT
THINGS YOU TAKE FOR GRANTED. PLAIN
EVERYDAY THINGS...LIKE BREATHING.



Executive Summary

Fostering a Community & Building Awareness

Most people not closely connected with someone living with CF are unfamiliar with the daily
challenges of living with CE They likely dont have an appreciation for the obstacles that have to be
overcome in order to participate in society.

CFF has developed the My21000 concept to serve as the organizing idea behind a groundbreaking
initiative to connect adults living with CF with others, broaden the public’s awareness of what it
means to live with CF and give them a personal reason to care. In order to bring the My21000
concept to life, CFF will create a robust social media platform where people living with CF can
share their stories, create meaningful connections with new friends, and in the process build greater
awareness of what it really means to live with CF every day. It’s about real people, with real stories,
who really want to share their experiences with the world, to become friends with people who care
about their experiences, to become ambassadors for their common cause, and to define how they
use their 21,000 breaths every day.

The intention of the My21000 campaign is to create an immersive experience, a “world” that invites
CF adults and other people (“outer circle”) to “jump in” and become part of the narrative. The
concept of “storyscape” is to build a platform across all social media platforms that enables
participants to become evangelists by telling their own stories, sharing stories of others that touch
them within their own social media and other networks, and extending the impact of this valued—
and valuable—conversation far beyond what expensive brand advertising could accomplish.

ORGANIZING IDEA
My21000

Each person takes 15 breaths per
minute, or 21,000 breaths per day,
without thinking about it.

Someone with CF works very hard
every day for those 21,000
breaths...what have you done with
your 21,000 breaths today?
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Executive Summary (continued)

People don’t just want to be told a story; they want to be part of a story. There is more power in starting our story from
an “organizing idea”—an active expression meant to inspire experiences. The My21000 concept can drive participation
because it connects with people who don’t have or even know about CEF, yet these people can become part of the story
or contribute to it based on their own 21,000 breaths. And once they are part of the story, it becomes an important
personal experience, one that could compel sharing with others.

Enabled by advancements in technology, this natural storytelling dynamic can reach many more people, so athnity and
community can be established more easily and faster than ever before.
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My21000 & Social Media

Creating a website alone simply would not accomplish the goals or objectives established by CFF
for the My21000 initiative; it will require a much more robust approach. After having thoroughly
considered CFF’s goals and objectives, we recommend creating a dynamic, immersive, socially
connected community platform where adults living with CF can create personal profiles, share their
My21000 stories through a variety of mechanisms, and connect their favorite social media networks
to the community thus sharing their stories with the larger world as ambassadors for the CF
community to the “outer circle.”

Those who elect to share their experiences can have their stories published on branded “My21000”
social media networks including Facebook, Twitter, Pinterest, YouTube, and other (TBD) channels,
in addition to their own social media networks. By creating a socially connected community
platform, CFF can empower adults living with CF to broaden awareness for their cause in a way
that was never before possible.

To be effective in the social media environment, we must understand that consumers are in control
of what they pay attention to—and what they ignore. We hone in on only the information we care
about. The challenge is not so much about getting your message to an audience, as it is about
getting consumers to let you in and getting them to care. Social media consumers filter messages by
asking themselves, “Why should I let you be part of my world?” Rather than pushing ads at
consumers, social media works because people are compelled to send impactful content to their
friends with, “Did you see this?”

EXPERIENCE SCAPES

My21000 & Social Media

My21000 will take a hub and spoke
approach to broadening the
conversation around what it means to
live with CF. As a stand-alone website
My21000 will be at the hub and users
will define their spokes, that being
their preferred social media networks.
When users connect their social
media networks to My21000 they are
able to share their stories across a
variety of networks.
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My21000 & Social Media (continued)

One of the most important resources of CFF is the power of the personal stories of people with CF and their families.
A personal relationship with someone with CF has been the most powerful driver of the incredible financial support

raised to fight CE

A CF adult story is a story that “matters”—it is authentic, personal, meaningful and human. It is the story of someone
who has faced long odds, dealt with important issues of survival, learned to accept support graciously, and faces the
future with courage. But a CF adult story is also the story of each of us, except that this person lives with CE They
have the same values and human aspirations as others, but to someone who has outlived their life expectancy, life seems
a bit more precious. The intended audience of the My21000 campaign consists of those people who want to hear this

story and make it part of theirs.
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Sharing their Stories with the World

Every user will have the chance to create their own storyscape around how they use their 21,000
breaths every day...to share their stories, daily challenges, dreams and aspirations with the world
through a robust, socially connected community platform.

@ c ﬂ/'
MY2100

It's All About Personal Stories

@ ‘ Each person takes 15 breaths per
minute, or 21,000 breaths per day,
without thinking about it.

Someone with CF works very hard
every day for those 21,000
breaths...what have you done with

your 21,000 breaths today?

@ Q Share your story.
/

\

©
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FEELING
ISOLATED IS
MY REALITY.

| can’t share space with people
like me...and it hurts.




CREATING




Creating My21000

. VISION & STRATEGY
AUGUST 18, 2014

Establish strategic goals and
objectives

Define key performance indicators

(KPIs)
Hold half-day workshop focused

on information architecture, user
experience, design/ creative, and
platform functional requirements

Develop brand strategy for
My21000

Develop project plan

Select Open Source social media
software platform

2.

DESIGN

Develop information architecture/
sitemap

Develop wireframes

Develop brand/visual identity for
My21000

Develop design concepts
Revise selected design concept

Finalize design templates

Develop visual design assets for site

. DEVELOPMENT

Develop HTML, CSS, and
jQuery/JavaScript for site

Develop technical specification
for platform based on the selected
Open Source social media
software platform

Create theme for Open Source
social media software platform

Develop any required software
functionality/integrations based
on functional requirements
document

Integrate and configure any
required third-party software
modules

Conduct user acceptance testing
and provide super user/admin
training

4. MARKETING
DECEMBER 15, 2014

* Develop digital marketing
strategy and playbook

* Develop branded assets for social
media platforms

Develop campaign assets
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Vision & Strategy

The goal for the vision and strategy phase is to develop a comprehensive strategic plan
for My21000 including brand and platform, and to ensure that all key stakeholders have
a shared vision of what will be designed, developed, and launched.

Activities: Deliverables:
Project kickoft meeting to establish strategic goals and objectives for » UX storyboard
My21000 and define key performance indicators (KPIs) * Functional requirements document
Hold half-day workshop for brand strategy * Creative brief
Hold half-day workshop focused on information architecture, user * Project brief
experience, design/creative, and platform functional requirements - Brand strategy deck for My21000
Develop brand strategy for My21000 * Project plan and timeline
Develop project plan

Select Open Source social media software platform
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Design

During the design phase the user experience for My21000 will come to life. The activities in
this phase are focused around information architecture, user experience design, and brand
identity development.

Activities: Deliverables:

Develop information architecture/sitemap * Information architecture/sitemap

Develop wireframes « Wireframes

Develop brand/visual identity for My21000 » Final site designs
* Brand identity/visual identity for My21000

Develop design concepts
Revise selected design concept

Finalize design templates

Develop visual design assets for site
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Development

As the user experience has yet to be fleshed out along with the functional requirements for
My21000, it is impossible at this juncture to provide detailed and/or fixed pricing. With that said,
based on past experience it is more than feasible to estimate low-end and upper-end range for

this development initiative.

Activities:
Develop HTML, CSS, and jQuery/JavaScript for site

Develop technical specification for platform based on the selected Open
Source social media software platform

Create theme for Open Source social media software platform

Develop any required software functionality/integrations based on
functional requirements document

Integrate and configure any required third-party software modules
Conduct user acceptance testing
Provide super user/admin training

Ready and release platform

Deliverables:
« Final HTML/CSS package

 Theme package for Open Source social media platform
 Custom code for functionality (package)
* Any third-party software modules/plugins

o Final package with all assets
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Marketing

The team will develop a marketing strategy and playbook for CFF to use in order to promote
My21000, and achieve the goals and objectives outlined in the vision and strategy phase of
the engagement. We will also deliver the assets necessary to implement the launch
campaign for My21000.

Activities: Deliverables:

Develop digital marketing strategy and playbook - Digital marketing strategy and playbook

Develop branded assets for social media platforms » Assets for branded social media channels

 Marketing campaign assets (final TBD)

Develop campaign assets
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ENABLING

1eS

Technolog



15 BREATHS
EVERY 60

SECONDS...

Each one is a little victory for me.




Enabling Technologies

Open Source Simplicity
There are a number of existing Open Source software platforms that can be leveraged to
create My21000 including JomSocial, BuddyPress, Dolphin, Elgg, Anahita, and PHPfox,

just to name a few. All of these Open Source social media platforms offer all of the

requisite functionality to enable and create a robust and engaging experience for
My21000. Each platform offers deep integration with a wide variety of social media
networks including Facebook, Twitter, Instagram, YouTube, and others. Most of these
platforms offer a powerful application program interface that can be leveraged to write

additional integrations if needed.

OPEN SOURCE SM PLATFORMS

9

JomSocial
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Site Samples

We searched and searched for a one-to-one example of the type of website envisioned
for the My21000 initiative, but unfortunately none exist. With that said, we were able to
identify a handful of websites that contain elements of what is imagined for the My21000
initiative. In the pages that follow you will find examples of some of the more robust,
innovative online communities launched in recent years.

While these examples are some of the more progressive, community-oriented websites
online today they (some of which are cause-oriented) lack the dynamic, rich, immersive,
and visually compelling user experience that is visualized for the My21000 initiative.

We feel that the My21000 initiative not only has the ability to help adults living with CF
create meaningful connections, share their stories, and in the process broaden
understanding of what it means to live with CF, we believe it is an opportunity for CFF to
set the benchmark when it comes to creating a cause-based community.

August 27, 2014 | 23



dosomething.org

DO
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e The visual representation of
Join 2.6 million young people. content through visual tiles is
visual engaging and will appeal
to the millennial demographic

* The navigation is simple and
easy to use

Birthday Maill
Make a birthday card for a child experiencing Share tips with friends on how 10 fight texting
8 homelessness. and driving.

STAFF PICK STAFF PICK

. ~ 4 \ {
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‘ ' Thumb Wars

Hunt Day 4: We Are Able Create an empowering sign to boost a Share Thumb Socks with a friend to remind
Day 4: Discrimination & Bullying friend's self-esteom. them not 10 text and drive.
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| Gauon Challenge Supermarket Stakeout " PR "'“Plneapple Push-Ups

Challenge friends to use only 13 gallons of Collect food outside your supermarket for a Find homes for shelter pets by acting as & Teke down sexism on your team with one
waler in a day. local food bank. pet publicist. word (and 10 push-ups).
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ihadcancer.com

| HAD CANCER. s

DEAR CANCER

COMMUNITY  DISCUSSIONS

BLOG PROFILE

Connect with someqne who ungerstands.
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Join tens of thousands of cancer fighters, survivors, and )
Why Join?

supporters who understand what you're going through.

f Sign up with Facebook OR Username/Screen Name SIGN UP —

Connect. Learn. Share.

These members want to share their experiences with you. Check out their stories.

Has the ability to register with
a platform (Facebook) you are
already active with or create a
unique username/password

Clear call to action

Has the ability to directly
connect with individuals from
the group

Has the ability to search
profiles of the community
(including by location)

Has a general discussion board
where individuals can ask
guestions and offer support
and advice
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openideo.com

New here? f Connect
or 8+ Google

CHALLENGES BLOG COMMUNITY HOW IT WORKS IMPACT

7N ) N N - v . - e » B i ."’.7 i -
OpenlDEO 1s an ¢ peEN INNOvation platrorm.

e i T 1 U IP= . BT = P33 ' : ‘
Join our global community to solve big challenges

Ffor soclal x' £ Up, LO"IH rLearn more

AR

How might we build better employment
opportunities and pathways for young people
around the world?

In the wake of a global economic crisis, rising youth unemployment has reached critical
levels that demand our urgent attention. A startling number of 16 to 24 year-olds are facing

unemployment, part-time employment or insecure, low-wage jobs. This situation increases

instability and cripples economic growth as it limits young people's capacity to contribute to
the economy and society. The Clinton... Read The Challenge Brief

S, B & A ; \ = = ~
Ll o PARTICIPATE NOW

A
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e
=

WOMEN'’ S SAFETY CHALLENGE
CHECK O OUR NDED IDEAS

YOUTH MENTOR CHALLENGE
Pj f "\T" f-.‘._."w

« Offers video content which
typically receives a higher rate of
engagement over static content

* Has the ability to register with a
platform (Facebook and Google+)
you are already active with or
create a unique username and
password

* Has a robust community

August 27, 2014 |


https://openideo.com/

chivecharities.org
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Chive Charities - Making the World 10% Happier 1712 John Cona makes a video for a young

o Offers video content which
typically receives a higher rate of
engagement over static content

. AR AN W * Includes personal stories

| presents p Skl B » Very visual

Chive Charities @ h=dice D
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nwiecoleaders.org
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Sarah Minkin
Ohlo University

This week's Featured Ecol eader is Sarah Minkin, a graduate
student in Environmental Studiesat Ohio University. In 2013
Sarah was awarded an NWF Emerging Leader Fellowship
to support her work of developing and implementing
nature-based and placed-based sustainabllity education
curriculum through the creation of native and edible
plant gardens both on campus an in the surrounding
community. This “Campus WikiMe Project” was an aspect of
a larger project that she is leading called *The Garden
Classroom Project” which aims to increase sustainabiity and
environmental literacy at Ohio University and in the Athens
communy. For her thesis research, Sarah focused on how

- envircnmental place-based education curriculum in
elementary schools can be used 10 address issues of sustainability, dimate change and community resdience.
This fall, Sarah will continue her work at Ohio University as she aiso teaches and introduction o sustainability
course. Congrats Sarah, keep up the great work!

Latest

A
: goodiawn & posted a cet"m;m fork Menberg - | know that 10aay 1s your last day .. Good Luck whon

yOu Paad back 10 school, Lefs keep In uch on in e Ecoleader Commun ty!

ﬂ oChranc and chaisaah are now friends

LOGIN OR REGISTER pONATE

Username

Password
Ry m
Fomgot your Passeond?

Naw 10 Ecoleaders?

(o

This Community Is For
u if...

'u are working on a
iservation or environmental
ject on campus

wu are launching a campus
paign

W want to connect with
r poers nationwide on
liifelenvironmental issues

1 want to recelve
agnition for
ir environmental efforts

ASPECTS WE LIKE

* Has the ability to create your own
profile, search users and view your
own personal “dashboard”

* Includes the ability to share across
a wide variety of platforms

August 27, 2014 | 28


http://www.nwfecoleaders.org/home

girlup.org

FENITY W Tweet

— — quick links 236k | | 1.289
join the Email* Zip* m parents  press -~
movement educators shop

YP

9 Uniting Girls to about blog take action clubs donate
Change the World fredantunis e ory oo Get Involved Start Today Give A High Five

0060

Girls Count Act
Introduced in the
Senate

Urge your senators to ensure girls are
registered at birth.

ACT NO

we are

378,200 strong

Girl Up envisions a world where all girls, no
matter where they live, have the opportunity to
become educated, healthy, safe, counted and
positioned to be the next generation of leaders.

get involved!

THE CHALLENGE

ASPECTS WE LIKE

e Has clear calls to action

* Includes a variety of rich, dynamic
content types including video, a
blog and several ways to get
involved
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Latest Notes From the Field

Happy 66th Anniversary to Leo and Helga!

Sixty-six years ago, CARE played matchmaker for one amazing couple! CARE wishes a . |
happy 66 th wedding anniversary to the original CARE Package® couple, Helga and )

Leo Kissell. more..,

PEAKS Sy AT S8 N0 P D et Aug T, 2014 105 A et

IMPACT GETINVOLVED DONATE

A g By RS e * s o~ ”}'('ﬁ—?ﬁlf . Ay -‘\' -
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ADVOCACY

The CARE Action Network helps educate our
nation's leaders about issues of global

poverty. Join us!

POLICY & ADVOCACY ELOG LEARN MORE

| (
Log In or Join Now

Username

Password

| Remember my emall
Forgot your password?

 suamee SESHY

Crisis in West Bank and Gaza: "When they return, they will find nothing”

Haifa Abu Amro, CARE staffer in Gaza, 30 years old talks about how she has lived
through the violence in Gaza and what she sees on the ground more...

F23008 Dy U3 O Noom FrooT e fed Asg 5. 2014 400 PR EDT

If you previously donated to CARE
or receive emails from us, you
already have an account!
Look up your user name.

ASPECTS WE LIKE

* Includes a variety of ways readers
can become engaged from
creating an account, joining a
conversation or group, viewing
video and photo galleries or
reading the blog

 Members can sign up to receive
updates
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designerfeed.com

ngignerfeed Hot New Catogorios Members Deals Froobies

Post Something!

4i6 + 0.25 BLEED
CYMK J000P! PRINT READY

What are you working on? Upfoad a JPG, GIF or
PNG. Image must be 680px wida

Harvesting quaiity content for the design community
Connoct with othar Designers, get Insplration and
post your work 50 we can share it with tha worid!
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;
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Typhon One Page PSD - Website. ., Sonite PSD Theme- One Poge - T

7~ Sign in

& Create Account

ASPECTS WE LIKE

Very visual with strong use of
Imagery

Showecases recent activity within
the platform and pulls in recent
activity from various outside social
platforms

Easy to use user interface

Not only lists members but
creates an incentive for members
to register by having a “New
Members” section and “Hall of
Fame” section

Content can easily be shared
across a variety of social channels
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medium.com

Medium L
Everyone's stories and ideas ® Al |OWS yO U Si g N IN th rou g h

Facebook or Twitter

READING LisY

* Allows you to “Bookmark” stories

 Stories are presented in a highly
visual fashion

Designing the new
Foursquare

Today we released the latest version of Foursquare
to the world. We craftec, det igned and engineered
this version from the ground op, and

SAM ERDWN b i el

You & Me On A’
Sunny Day: “A
"Non-Motion
Picture” Translate Medium

ROCAY MCCORELF r el

‘Why youFtéam *+ 4

needsaweek of " Prohibido
hustle comprar casa

PIT G & P MAMUEL D ARGENCE
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harvard.edu/social-media
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Find and connect with members of our Harvard communaty through the social madia below, See also our

muiimedia page for s curated selaction of video and audio.
FEATURED UPDATE

As #Harvard2018 freshmen move into dorms in
and around the Yard, fellow students, faculty,
and administrators offer tips on how best to

adjust to the Harvard experience.

AUGUST 25, 2014

Harvard University
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* Registration Agreement for the
Forums is quite clear about
conduct and suitable content
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