
What we uncovered about the 
PatientsLikeMe diabetes community

The first part of the questionnaire asked about overall 
health. Here are some highlights.

Back in September, we launched one of 
PatientsLikeMe’s first-ever Open Research 
Exchange (ORE) questionnaires with our research 
partner William Polonsky, Ph.D., CDE, from the 
Behavioral Diabetes Institute and University of 
California, San Diego. More than 700 of you from 
our type 2 diabetes community added your voices. 
Thanks to everyone that participated! All of your 
answers and the feedback you gave helped shape 
and influence the health measure to make it the 
best it can be.    

The WHYSTOP Scale

In the past four weeks, how would you rate the 
severity of your diabetes?

Overall, how would you rate your health?

About health measures and the 
WHYSTOP Scale

Health measures and patient reported 
outcomes (PROs) are tools that 
researchers use to get a better under-
standing of your experiences with a 
condition and assess quality of life in 
ways that matter to you. The 
WHYSTOP Scale measures how diabe-
tes can impact your appetite, and how 
you decide when you’re done with a 
meal. 

Why use ORE? PatientsLikeMe’s ORE 
platform gives you - the patient - the 
chance to not only check an answer 
box, but also share your feedback on 
each question in a researcher’s health 
measure. You can tell our research 
partners what makes sense, what 
doesn’t, and how relevant the overall 
tool is to your condition. It’s all about 
collaborating with you as partners to 
create the most effective tools for 
measuring disease.

In the past four weeks, how much has 
your diabetes impacted your usual 
activities and quality of life?
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In your own words

It’s about more than just diabetes

Not enough options

There are a lot of things that can impact health outcomes and well-being. Thank you to everyone 
that shared more about what those things might be, such as stress, other conditions, location and 
more. 

We would love to ask about everything, but these questionnaires can get a little lengthy 
sometimes. So how do we get the bigger picture? This is where your health profile on 
PatientsLikeMe comes in. We take your feedback from the questionnaire to help improve the tool, 
but we also combine your answers with the health data you share on your profile. That’s the perfect 
place to report on what else impacts your health, like other conditions you’re living with and 
medications you’re taking. 

These comments, and many others 
like it, made us reconsider the 
response options and change 
them to better match your 
experiences.

After each question in the WHYSTOP Scale and at the end of the survey, we asked you to give 
feedback – in your own words. Here’s some of what you shared.

“Some of the 
options needed a 
middle ground 
option. ”

2

Patients as Partners: The WHYSTOP Scale

“Sometimes location may prevent someone 
from eating well… It also did not address 
exercise…”

“Mood, illness, 
and stress can all 
affect a person’s 
food intake”

“…my situation 
involves more factors 
than eating and 
emotions. ”

“Ask about any 
other medical 
conditions that may 
interact and affect 
diabetes”

“There were not enough 
choices. For instance, the 
word ‘sometimes’ instead 
of ‘mostly true or false.’”



Health insights

More about PatientsLikeMe’s Open Research Exchange 

Some confusion

We heard from a bunch of you that the WHYSTOP Scale made you 
stop and think more about your own health and the way you interact 
with your care teams. That is helpful to hear! Taking part in ORE 
questionnaires isn't just about helping researchers, it's also about 
uncovering new insights into our own health, too.     

With support from the Robert Wood Johnson Foundation, PatientsLikeMe launched the Open 
Research Exchange (ORE) in 2013 so that researchers, clinicians, academics and patients can 
collaborate to put patients at the center of the clinical research process. ORE is the hub where 
we can work together to develop new health outcome measures and increase our collective 
understanding of disease – faster than ever before.

There were a lot of comments about the 
A1C and what it was. We will definitely 
make sure to better explain tests like 
these as we create more ORE 
questionnaires. But right now, we owe 
everyone some clarification.

The A1C is a blood test that checks to 
see how well your diabetes is being 
controlled. It’s a commonly used 
measure because it shows your average 
blood sugar level for the past two or 
three months, rather than a single point 
in time. It could also be known as the 
HbA1C, hemoglobin A1C, or 
glycosylated hemoglobin. 
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“A1C could be explained better to 
make it easier to understand what it 
is.”

“I had to look up 
what an A1C test 
was. ”

“Not sure 
what A1C 
means”

“I don’t know what 
an A1C test is.”

“Is A1C the 
same as 
HB1C???”

“My Dr. and I 
need to set a goal 
for my A1C.”

“Made me stop and think 
about myself. I feel that is 
a good thing”

“I have been less 
than honest with 
my doctor than I 
was on this survey.”


