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Proprietary and Confidential

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?
In 2014, PatientsLikeMe formed its first-ever, patient-only Team of Advisors with support from the Robert Wood Johnson
Foundation. The Team of Advisors developed the following guide that outlines new standards for how researchers can
meaningfully engage patients in a virtual way throughout the research process. Better, together!
If research is to be truly patient-centered, we believe that patients like us must be involved in every step of the research
process — from defining the question to designing and carrying out the study and perhaps most often forgotten, to
sharing the results and state of research with the broader world. This guide outlines standards for how researchers can
best engage us with special consideration for how to achieve this virtually using online platforms such as PatientsLikeMe.
The following guidelines approach how researchers can partner with patients from the beginning to the end, not just as
participants, but as collaborators, reviewers, interpreters, translators, and disseminators! We want to work with — not
against — traditional research so we use some standard research terminology (albeit not the most approachable
language) and present this guide in steps that reflect the current research process.
As both patients and people, we bring a range of perspectives to the team and to this guide. We are veterans, nurses,
mental health professionals, academics, and advocates. Above all else — we are people and we want to be included in
work that truly affects our lives. Better understanding of disease and improved treatments are critical to the health of all of
us and the ones we love around us. Your mission as researchers is to figure out critical solutions for our problems. That’s
why it is exciting for us to be partners in research to get to better solutions, faster.
To patient-centeredness!
Letitia Browne-James, Emilie Burr, Lisa Cone-Swartz, Charles DeRosa, Amy Fees, Geof Hill, Dana Hunter,
Rebecca Lorraine, Kitty O’Steen, Steve Reznick, Karla Rush, and Deborah Shuman
— PatientsLikeMe Team of Advisors 2014 - 2015

Dedicated to Bryan Kincaid (1947 — 2014), who passed away from IPF while serving on the team. While he left us during
the brainstorming phase of this project, his fighting spirit is represented throughout.
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I.

IN THE BEGINNING: STUDY CONCEPTUALIZATION

To build a trusting relationship so that we are more likely to participate in your current (and future) projects, researchers
and patient partners should work together from the beginning — identifying what to study. Here are ways to define a clear
and applicable project.
A research project should have clear real-world benefits — think of “What does this mean for patients?”
Learn the landscape of what’s already going on by joining open forums and message boards. Identify commonly
asked questions and unmet needs in current research.
Actively reach out where we already are and come to us (as
opposed to passively putting a call out in a limited space). You
can ask providers who specialize in the condition you’re studying
or contact condition-specific associations.
You can identify partners online — support group leaders may
have a short list of interested people — to have more casual
conversations with or to establish a more formal advisory board.
Collaboration is easy to do, even remotely, with online platforms.
•

Facebook pages are easily identifiable but may be closed
or private. Be upfront with the administrator and disclose
that you are a researcher looking to form a partnership
and you’ll likely be invited in with open arms.

Get to know us as people, which will help uncover issues that inform research. Asking a question will only get you an
answer — having a conversation and developing a relationship will help bring forth understanding about our population.
•

Ask us to speak to the research team about what it’s like to be a person with the study condition. This should be
an open conversation where researchers can ask anything they may be curious about, whether or not it’s
specifically relevant to their project. Speak in-person, if feasible, but a web-enabled session can be just as
valuable.

•

An open-ended question could be sent to patients prior to question design to collect our responses to “what does
this idea/concept/goal mean to you”. By giving me the freedom to write the narrative, you are encouraging my
honest response.
o

If you ask yes or no questions, we might answer “yes, we would like to use a device” — but further
conversation could illuminate more interesting questions and add context

Bring us into the process to ask those of us living with this condition what we want to see studied. We have topics of
interest and unanswered questions. As patient partners we can balance our priorities and your research goals. Consider
other ways you can include patient representatives in the process, such as being part of an Institutional Review Board,
joining a Data Safety Monitoring Board or having a patient as co-investigator.
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II.

NEXT UP: DESIGN THE STUDY

Although we’re not experts in methodology, we are experts of our own experiences. We know what resonates and how
we talk about things. You know how to get published — we know what it takes to get through a study.
Speak human to get the most accurate and meaningful responses. If you’ve ever
shared a difficult concept with your spouse or friend, you have likely found that you
have to use more simple terms to get your point across.
•

Add context about the study. If we know why we’re being asked
something, we can be reassured we are responding to what you really
want to know. Make sure the answer set includes all interpretations—
examples help. “Do you take any sleep aids?” vs “We’re looking to find out
more about what helps you fall asleep — is there anything you do (a
routine) or take (meds, foods)?” will lead to different answers.

Keep it manageable. Ask me the fewest questions you need to reach the research goal and minimize mouseclicks/pages. Partner with us to assess the burden. There may be barriers such as health implications (on mobility or
cognitive function), triggers (PTSD etc.), or distrust of doctors/medications that impact what you’re asking us to do as
participants.
•

Be sure I know how much of the survey I’ve completed. This helps me decide whether to finish now, save and
come back later, or to drop out completely. (Maybe even give us an opportunity to share why we didn’t finish.)

Invite us to review for clarity, appropriateness, and completeness of response options and encourage open and critical
dialogue. If patients were engaged during the beginning of a research project, consider involving a naive group. Ask us
“What does the question mean to me?” and “Am I given a response option that I can use?”
•

Confirm we interpret ideas and terms the way you intend. Questions and answers need clear parameters. For
example, when a question does not offer an alternative that fits my own experience should I skip (and is that a
choice) or use a Not Applicable option? Without guidance, I may alternate between these two options in the same
study or may give up.

•

Ask in the medium that the questions will be asked — if it’s an online study, give us the questions online. Asking
over the phone adds intonation that is lost online.

Confirm our voice has been heard — even if the ultimate decision is not to use it. We wonder if our input is useful or
appreciated and this is a great learning opportunity to better understand the perspectives of both researchers and patient
partners.
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III.

TESTING IN SESSION: IMPLEMENTING THE STUDY

We can shed light on if the research team is engaging, communicating clearly, and following up over time.
Encourage participation with openness on how to get involved and any benefits. Emails, flyers, or pamphlets help us
get familiar with your study and determine if we’re eligible and what we’ll be expected to do. Being transparent and open
will help us trust you (i.e., don’t bury scary things in the fine print.) Treat us as adults and let us choose if we want to
participate. Proactively communicating risks, privacy laws, how our data is being protected/used, and our rights to
withdraw fosters respect and lets us know you are being ethical.
•

Include us in crafting the informed consent so we can help identify language that clearly outlines what patients
are being asked to do.

•

Be clear about any incentive structure to avoid a bait and switch. If a study reports to offer $200 to complete the
study, let us know how the compensation will be ($20 for every visit of 10, or $200 after all visits are completed).

•

Help us know what you, us, or others will gain from our participation — data after the study is complete? Access
to other information or researchers? Will you learn something that changes the understanding of our disease or
illuminates new treatment options for the community? Stress to us the significant role that we play in advancing
medicine for all patients!

Stay engaged and available throughout with a designated
research team member. Check in to assess any barriers.
•

Be responsive and thoughtful about answering questions.
Don’t use canned responses if you can help it!

•

Clearly communicate what we can expect once the study
is completed and if there’s going to be any follow-up. If we
were promised the results or our own data after we finish
the study let us know when we can expect to see them.

Let us know when we’re finished and thank us for our time!
This reminds us of our significant role in the process and if we had
a positive experience we’ll be more likely to participate again in the
future.
We also asked the community on PatientsLikeMe what kinds of
things moved them to participate — and here are some of the
reasons other patients say they’re willing to share their data.
These statistics are drawn from the resulting Discussion Paper:
“Social Networking Sites and the Continuously Learning Health
System: A Survey”.
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IV.

WRAPPING UP: SHARING THE RESULTS

Sharing research results with participants unfortunately isn’t standard practice.
Education and context increases understanding of our disease and encourages our
ongoing participation.
While reviewing the results, look for the unexpected! Your study may have value
beyond what you initially planned. Present patients with two or three different ways of
looking at the results to emphasize different points.
•

Get our feedback on which emphasis would have the greatest impact for us.
Ask us: What does this information tell you? How do you see these results
affecting your life?

Add context. As a researcher, you know the significance of the results — does it support current research? Refute it?
Show us how your study fits into what’s already been done, so we can better understand its meaning and context. Tell us
why we should care by highlighting how much money we could save, how much longer we could live, that we could have
less sleepiness or better memories…
(Again) speak human! Too often results are watered down by lay media outlets — or if we go directly to the source,
they’re too complicated. Using health terminology is okay (if we’re living with a condition, we are probably pretty educated
about it) but avoid scientific jargon. It’s “insider speak” that excludes us. We want to know the details — we just want
them presented in a clear, easy to understand way.
When disseminating the results, create new ways to convey research information to us. Be creative in sharing your
findings with us!
•

Include a regular feature in peer-reviewed print and/or online scientific/clinical journals that is written by and for
patients, summarizing the meaning and importance of research results.

•

Create or use popular online forums for patients (e.g., PatientsLikeMe) where the results of recent research
are discussed.

•

Use websites and social media to convey research results like Twitter, Facebook, and communities like
PatientsLikeMe.

•

Develop peer-reviewed print and/or online journals for patients, with articles written by and for patients and
possibly also reviewed by an editorial board made up of patients, using the same type of process used by
scientific research journals.

•

Open access please. We don’t have subscriptions!

•

Invite patient partners to attend and give presentations at scientific meetings and conferences. Use webcasting
to reach a larger audience.

•

Empower us to share information with our health care providers by telling them about our partnerships with you
and what we have learned.
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CHECKLIST FOR RESEARCHERS

In the Beginning: Conceptualizing the Study
•

Learn the landscape of what’s already going on

•

Reach out to patients where they are and bring them into the process

•

Look to patients and their proxies when picking what to study

•

Ask patients for help in prioritizing what’s most important to them in research

Next up: Designing the Study
•

Use patient language in creating research questions

•

Design study questions with patients in mind - consider their experiences, strengths and limitations, and what
you’re asking them to do

•

Check in with patients for feedback to make sure questions get at their experiences

•

Keep studies manageable for patients

Testing in Session: Implementing the Study
•

Engage patients and make them want to participate

•

Let patients know the benefits of taking part in a study

•

Stay engaged throughout the study and be clear about any follow-up

•

Thank patients for their time once their participation is complete

Wrapping up: Sharing the Results
•

Look for unexpected conclusions in your research that may have emerged

•

Consider what’s important to patients when analyzing and interpreting your findings

•

Keep patients in mind when translating research findings

•

Be creative about sharing back results and findings
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