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The Research Journey: Key Components

Customization

* On Ofev or Esbriet

* Not on either treatment, but aware of them

* Not on either treatment, and not aware of them
T ,, Concierge

“Hi, ’'m Dave!”
data for Give back
gOO . Give data, get data philosophy

-4

patie nts I.I ke me* Proprietary & Confidential

Give a face to the experience, make it human
One point of contact

» Create cyclical engagement, not one time action
* Everyone learns, no one is left behind



Device Study Journey Map
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Team of Advisors
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Jill Biden Visit
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Team of Advisors Best Practices Guide

patientslikeme

BEST PRACTICES GUIDE FOR
onNLNE) RESEARCHERS

At PatientsLikeMe we believe patients should be at the center of healthcare — in how we
learn about disease, in treatment and care decisions, and integrated throughout the
research process. The growth of online communities (like PatientsLikeMe) has introduced
new ways to partner with patients in meaningful ways. How, though, do researchers and
the organizations that support research actually do this?

http://patientslikeme mkting.s3.amazonaws.com/Best%20Practices%20Guide.pdf
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Give Data, Get Data

INSC MNIA: pegeigiii e coornons

"HAVE YOU BEEN DIAGNOSEL
WITH INSOMNIR?

10% 13%
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Give Back

MARIJUANA
As MEDICINE

Dry Mouth
= 39% wild
O,
Increased Appetite 12% Moderate
2% Ssevere
8,
Sleepiness

As repaorted on PatientslLikeMe as of June 2015

. . .
patlents l'lkeme In conjunction with Dr. David Casarett: “Stoned: A Doctor’s Case for Medical Marijuana”



http://blog.patientslikeme.com/2015/07/22/q-a-with-dr-david-casarett-author-of-stoned-a-doctors-case-for-medical-marijuana/

Event-Related Blogs

Migraine & Headache Awareness Month: New insights from a recent
study

h, 2016 by pauentsiikeme

It's National Migraine and Headache Awareness Month, so let's help spread that awareness by sharing the results of a recent survey that 300
members from the migraine community on PatientsLikeMe took.

For this study, we defined chronic migraine as having had 15 or more headaches in the past month. Here's what members helped uncover:
High level takeaways:

Some of these high level results might seem obvious, but we first wanted to set a baseline for what the community was experiencing.

« The more they experience migraines, the more types of symptoms they report and the worse those symptoms are.

¢ Also the more they experience migraines, the worse their overall quality of life becomes for things like their ability to be active and their emotional
experiences.

e Those who experience chronic migraines more often report also living with anxiety disorders.
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Photos

Reviews

~e PatientsLikeMe
4hrs- @&

Are you living with #Crohns disease? How do your symptoms compare to
those reported by PatientLikeMe members?
http://bddy.me/2aT1bQu"

C ymp ported by people with Crohn’s Disease

Commen symptoms How bed itis What people are taking for it

Abdominal pain B W omedol, Fentany! Transderma’ Patch, Gallb'adder removal (cho'ecystectomy)
8:00d 1n 3100 B EE Ao ofammatory Det, iron supploment, Predasone
Fatgue ] Modafinil, Vieamin B12 Injection, Vitamin B Complex
Diarrhes B B oocrarde, Diphenoxyate and Atropine, Rdasenin
nsomaia HEE Bl 2o0dem Trazodone, Amanptyiine

Pain EEE B >medo. Hydrocodone Acetaminophen, Pregadalin
Annious mood B E  Conerepam, Alprarclam, Locarepam

Vomaing | B Coonobs Cycrne

Mucus in 5200 B Bl veoorne

Bowel urgency B B sofensan, Colesevelam
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Twitter

PatientsLikeMe

‘K @patientslikeme FOLLOWS YOU

patientslikeme’

TWEETS

7,721

«

FOLLOWING

9,931

FOLLOWERS

29.2K

http://www.patientslikeme.com

1 <4
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LIKES
1,314
==
* i the last 12 months
fareyousleeping
¥ s sos

sueniere  PAtientsLikeMe (@ patientslikeme - Jul 31
-‘I Are you living with post-traumatic stress? Who helped you seek
treatment? bddy.me/2aGjlzw #PTSD #PTS

«

Living with post-traumatic stress

Seeking treatment

As reported by 697 members of PatientslikeMe's post-traumatic stress (PTS) community

Who helped you seek treatment?

TOTAL POPULATION

Sought treatment
eir own

%

MILITARY VS. NON-MILITARY

Helped by family or relatives

4% s

NON-MILITARY

27%

(@

Military = people who indicated they have served in the military.
Non-military = people who indicated they have not served in the military and people who have not
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Open Access

The Patient - Patient-Centered Qutcomes Research

The Patient

Factors in Patient Empowerment: A Survey of an
Online Patient Research Network

Emil Chiauzzi , Pronabesh DasMahapatra, Elisenda Cochin, Mikele Bunce, Raya Khoury, Purav Dave

Open Access | Original Research Cite this article as: )
1
Article Chiauzzi, E., DasMahapatra, P., Cochin, E. et

First Online: 07 May 2016 al. Patient (2016). doi:10.1007/s40271-016- Shares Views

0171-2
DOI: 10.1007/s40271-016-0171-2

http://link.springer.com/article/10.1007/s40271-016-0171-2
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Full bibliography with links to articles:
https://www.patientslikeme.com/research/publications
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Value of Open Access

d

BMC Medicine

ABOUT ARTICLES SUBMISSION GUIDELINES

OPINION OPEN ACCESS

Patient-centered activity monitoring in the self-management
of chronic health conditions

Emil Chiauzzi 2, Carlos Rodarte and Pronabesh DasMahapatra

BMC Medicine 2015 13:77 | DOI: 10.1186/512916-015-0318-2 | @ Chiauzzi et al,; licensee BioMed Central. 2015

Received: 23 Movember 2014 | Accepted: 10 March 2015 | Published: 9 April 2015

%) Open Peer Review reports

Abstract

Background

As activity tracking devices become smaller, cheaper, and more consumer-accessible, they will be used
more extensively across a wide varlety of contexts. The expansion of activity tracking and personal data
collection offers the potential for patient engagement in the management of chrenic diseases. Consumer
wearable devices for activity tracking have shown promise in post-surgery recavery in cardiac patients,
pulmonary rehabilitation, and activity counseling in diabetic patients, among others. Unfortunately, the data
generated by wearable devices is seldom integrated into programmatic self-management chronic disease
regimens. In addition, there is lack of evidence supporting sustained use or effects on health outcomes, as
studies have primarily focused on establishing the feasibility of monitoring activity and the association of
measured activity with short-term benefits.

Discussion

Monitoring devices can make a direct and real-time impact on self-management, but the validity and

patientslikeme’
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Expanding Your Readership

Patient-centered activity monitoring in the self-management of chronic health conditions

Overview of attention for article published in BMC Medicine, April 2015

SUMMARY Blogs Twitter Facebook Google+

You are seeing a free-to-access but limited selection of the activity Altmetric has collected about this research output. Click here to find out more.

Title Patient-centered activity monitaring in the self-management of chronic health conditions
7
Published in BMC Medicine, April 2015 ' view on pul T site

Dol 10.1186/512916-015-0319-2
Pubmed ID 25889593 (&
ueme Alert me about new m
Authors Emil Chiauzzi, Carlos Redarte, Pronabesh DashMahapatra
© About this Attention Score Abstract As activity tracking devices become smaller, cheaper, and mare consumer-accessible, they will be... [show]

In the top 5% of all research outputs
. TWITTER DEMOGRAPHICS
scored by Altmetric

W
MORE...
Mentioned by The data shown below were collected from the profiles of 133 tweeters who shared this research output. Click here to find out more about how the information was compiled.
. 1blog
Wl 133 tvceters Geographical breakdown
. 4 Facebook pages
. 1 Google+ user Country Count AS %
United States 40 30%
Readers on United Kingdom 24 18%
W oo vendeley - ) Spain 7 5%
B § Canada 4 3%
i Australia 2 2%
What is this page? w Netherlands 2 2%
France 2 2%
N Colombia 2 2%
Greece 1 1%

https://www.altmetric.com/details/3890414
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Patient Profiles in Publications

318 16. CROWDSOURCING ADVANCEMENTS [N HEALTH CARE RESEARCH: APFLICATIONS FOR CANCER TREATMENT DISCOVERIES
% Meural MNapkinNotesDad Primary condition: Ranal Cal Cancer and * 1 mare
Male a5y . Male, 45 years
Pl €l Camcar (] Glen Allan, VA First symptom: 2011
Disgresis: Mav 2011
Stage at disgrosis: 7

Inmrasts: Advicacy, Faah and ¥ 4 mom
b Seemore|  Lsar Admin

View | Lastymsr ~ | 2|2 14 ¢ | Chan Settings

Showing May 1, 2014 - May 1, 2015

= Quality of Life Lot updated Fab 1, 2015
e . . . . . .
Maral . . ® . . .
- . . o . . .
Best L] L Warst
- Symploms

» Geneial Sygauns
Ansicus mesd
Dwpressed moed

Fatigue [ ] LN ] L] L] q

Insomnia

Pain

Mane Mild @ Modirste @ Severa @ On treatmant
» Additional Symptoms

= Traatimerits

Adrungcary

Rackcal swphractary
R E I

FIGURE 16.1 A profile of a PLM renal cell cancer patient.
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Patients as Coauthors

VALUE IN HEALTH 1 (2016) nnu-nnn

|

ELSEVIER

journal homepage: www.elsevier.com/locate/jval

Available online at www.sciencedirect.com Value

ScienceDirect

Increasing Patient Involvement in Drug Development

Maria M. Lowe, PharmD, BCPS™*, David A. Blaser, PharmD?, Lisa Cone, BA, Steve Arcona, PhD?,

John Ko, PharmD, MS?, Rahul Sasane, PhD?, Paul Wicks, PhD"

patientsLikeMe, Cambridge, MA, USA; *Novartis Pharmaceuticals Corporation, East Hanover, NJ, USA

ABSTRACT

Background: To ensure the creation of treatments that maximize
value at the lowest cost, all aspects of the health care system need to
align with patient needs and preferences. Despite growing efforts to
engage patients in research and regulatory activities, the pharma-
ceutical industry has yet to maximize patient involvement in the drug
development process. Objective: To gain a better understanding of
the present state of patient involvement in drug development.
Methods: Through a semistructured interview methodology, we
sought to identify opportunities, barriers, and examples of patient
involvement in the drug development process. Telephone interviews
were conducted with six senior leaders of evidence generation within
the pharmaceutical industry and four patients. These interviews were
supplemented with interviews with a research funder, a regulator, a
patient advocacy group, and a caregiver. Results: Although our
interviewees spoke of the potential benefits of aligning research
around the needs of patients, there were few examples they could
share to suggest this was occurring at scale. A number of barriers were
identified including the added burden associated with adverse event

reporting, concerns about patient representativeness or their ability to
participate in drug development conversations, and the costs in time
and resources involved relative to returns on investment. Conclu-
sions: As health care systems continue to evolve and establish
patients as the primary stakeholder in their health care decision
making, the pharmaceutical industry will need to be innovative to
demonstrate the value of their products relative to the outcomes
experienced by patients. Pharmaceutical companies should recognize
the value of involving patients across the entire product life cycle and
work to transform present perceptions and practices throughout their
organizations.

Keywords: decision making, drug development, methodology, patient-
centered.

Copyright © 2016, International Society for Pharmacoeconomics and
Outcomes Research (ISPOR). Published by Elsevier Inc. This is an open
access article under the CC BY-NC-ND license
(http://creativecommons.org/licenses/by-nc-nd/4.0/).
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Tam Builds a New Health Measure
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https://www.youtube.com/watch?v=JrWOOQiixr9o
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ALS Functional Rating Scale

With her help as a co-investigator, we
developed an extension that included three
new items which conformed to the existing
factor structure of the ALFRS-R. These relate
to the ability to use fingers to manipulate
devices, ability to show emotional expression
in the face, and ability to get around inside
the home.

patientslikeme’

One of our ALS patients, Cathy Wolf, expressed dissatisfaction in
our forum that the ALSFRS-R (ALS Functional Rating Scale), the
“gold standard” measure of ALS function, was insensitive at
lower levels. Patients like her, or Stephen Hawking, could be
rated a zero in terms of function, despite the fact they could still
work, use the computer, and manage their affairs.

patientslikeme’ newsroom I Y

Advanced Search

Newsroom Home About PatientsLikeMe What's New Media Kit Social Media Contact

European Journal of Neurology: Measuring function in advanced ALS: Validation
of the ALSFRS-R extension items

By Paul Wicks, Michael Massagli, Cathy Wolf, James Heywood
Publish Date:

Wednesday, May 20, 2009 3:00 am EDT

Category:

More Research

News Organization:

European Journal of Neurology
Source URL:
http://www.ncbi.nlm.nih.gov/pubmed/19364363

@220

One of our ALS patients, Cathy Wolf, has had ALS for 10+ years and has been a psychologist engaged in research for 30+ years. She expressed dissatisfaction
in our forum that the ALSFRS-R, the "gold standard” measure of ALS function, was insensitive at lower levels. Patients like her, or Stephen Hawking, could be
rated a zero in terms of function, despite the fact they could still work, use the computer, and manage their affairs. With her help as a co-investigator, we
developed an extension to the ALSFRS-R that is in use today in clinical research

http://www.brownalumnimagazine.com/content/view/2218/40/
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Participation in Conferences (AMIA)
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