
Introduction

The Patient Voice report shares the wisdom, sentiments and 
experiences of patients like you. This edition focuses on 
psoriasis, which the National Psoriasis Foundation says 
affects 2-3 percent of the world’s population. Today there are 
2,600 of you on PatientsLikeMe, sharing your experiences, 
lending support and contributing to psoriasis research. 

Our seasonal surveys aim to uncover psoriasis, and you 
helped kick off the fall survey with a bang! Close to 400 
psoriasis patients answered a mix of fun questions and impor-
tant research questions. The results give a patient-focused 
view of the condition and highlight how psoriasis affects you 
not just physically, but mentally and emotionally, too.
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Uncovering Psoriasis

There’s a Chill in the Air! 
Fall is here, and the holiday season is about to hit full swing. 
But it’s not the happiest of seasons for everyone. The dry air 
and cold winds can be a problem for people with skin conditions. 
We wanted to know how the season affects you, and what you do about it. 

Our survey started just as fall began, and the results include the 383 members that initially took part. We 
received responses from more women (74%) than men (26%), and the average age was 43 years. First we 
asked how you handled the drier air, and where you preferred to catch some extra UV rays as the sun fades. We 
also asked about your plans to get the flu shot. 

The majority of respondents (71%) agreed that the secret to dealing with the drier fall air was to “moisturize, 
moisturize, moisturize!” The second most popular choice was to drink more water and keep your whole body 
more hydrated (27% agreed). But there wasn’t a lot of 
love for those humidifiers. Just  2% of respondents said 
they helped with the dry climate. 

As the days get shorter and the sunlight diminishes, 
many people suffer from a reduction in Vitamin D. We 
asked for your preferred way to catch more ultraviolet 
(UV) rays.  About 15% of you said you like photo-
therapy sessions with your doctor, and 18% prefer a 
tanning bed. But the winner by a long shot (67%) was 
the brightest idea of all: taking a tropical vacation 
under the sun.

About The Patient Voice:
Uncovering Psoriasis

Who Responded? 

What’s the secret to dealing with dry fall air? 

This is the second in a series of 
psoriasis-focused reports that highlight 
the patient voice. Every season, 
PatientsLikeMe will deliver information 
and tips from patients like you that 
can uncover how psoriasis affects you 
season to season, day to day. Members 
can look for our next survey to add 
your voice to research and help 
uncover psoriasis.

What Will I Learn in This Report?
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•  How patients like you handle the drier, 
cooler air

•  Tips on holiday foods and what to   
consider regarding the flu shot

•  What psoriasis patients report on their 
quality of life

http://www.psoriasis.org/
http://www.patientslikeme.com/uncovering_psoriasis
http://www.patientslikeme.com/join/psoriasis
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Influenza is more common in winter and can cause high temperature, headache, sore throat, and aches and 
pain. The immune modulating therapies that some psoriasis patients take can affect their ability to fight off an 
infection. The National Psoriasis Foundation reminds us that as long as your psoriasis is not actively flaring, 
and the vaccine contains only dead virus, it’s perfectly fine to get your shot 
(http://www.psoriasis.org/about-psoriasis/faqs/weather). In fact almost 40% of you do get the flu 
shot. If you’re in the other 60%, consider speaking to your doctor or dermatologist about whether a flu shot is 
right for you.

Holiday Tips for Treats
Did you know that some foods and drinks may cause psoriasis flare-ups? Patients in our survey offered their 
best tips to keep the joy in the season, and the flare-ups to a minimum:

“I find my skin tends to get drier 
when I eat too much refined carbs. 
Increase the flaxseed oil and eat as 
much fish as you can.”

“I eat gluten 
free, have 
for six weeks. 
Seems to 
help me!”

“So far, I haven't found that food or 
drinks impact my psoriasis. This 
colder weather does and so I'm trying 
to keep my skin moisturized!”

“Stay 
away 
from 
vodka.”

“I didn't realize my 
psoriasis is linked to my 
food intake. I guess I 
needed this website more 
than I thought.”

“I try to stay 
away from 
all ‘white’ 
products...
sugar, white 
bread, flour, 
potatoes, 
rice, etc.”

How’s Your Quality of Life?
Our surveys seek to uncover the full picture of psoriasis and its 
effect on the mental, physical and emotional areas of patients’ 
lives. In our first survey this summer, we put forth a scientifically 
validated measurement of psoriasis severity referred to as the 
“Dermatological Life Quality Index” (DLQI). Internally, 
PatientsLikeMe refers to the DLQI as a person’s “skinpact,” 
because it quantifies how much of an impact psoriasis can have 
on a person’s whole life. 

How self-conscious are you because of your skin? How much has 
psoriasis interfered with your personal activities, or with your 
professional life? Does your skin condition affect your ability to 
play sports? These are all DLQI questions that can give insights 
into a person’s skinpact. 

The Patient Voice: Uncovering Psoriasis

http://www.patientslikeme.com/join/psoriasis
http://www.patientslikeme.com/join/psoriasis
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With this second seasonal survey, we can now get an even better picture of how your psoriasis impacts you 
over time. Nearly 70 of you took both our summer and fall survey. Those of you who took both surveys were 
slightly older (average age: 48 years old), and we had a few more men (30%) than in the fall sample alone.

What changes did we see over time? Let’s talk first about which body regions were affected by psoriasis. One 
interesting difference was that there seemed to be a reduction in the proportion of patients reporting that 
psoriasis affected their scalp (from 70% in the summer to 59% in the fall), their face (from 39% to 29%), 
and their back (from 48% to 41%). There was no noticeable change for other regions that psoriasis can 
affect such as the neck, chest, arms, hands, stomach, legs, feet, skinfolds, genitals, or buttocks.

Next let’s look at the DLQI results. You may remember from last time that our DLQI scale runs from 0 (no 
impact) to 30 (extremely large impact). The total skinpact in our longitudinal survey reduced from an aver-
age of 8/30 in the summer to 6/30 in the fall. 
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5%

Over the last week...

How itchy, sore, painful, or stinging has 
your skin been?

How embarrassed or self-conscious have 
you been because of your skin?

How much has your skin interfered with 
your going shopping or looking after your 
home or garden?

26% 22% 23% 24%

8% 15% 23% 46% 8%

How much has your skin influenced the 
clothes you wear?

15% 13% 28% 38%
How much has your skin affected any social 
or leisure activities?

Very much A lot A little Not relevantNot at all

How much has your skin made it difficult to 
play any sport? 11% 9% 12% 36% 32%

28% 30% 36% 6% 0%

0%24% 29% 31% 17%

7% 9% 26% 47% 12%

9% 9% 17% 45% 20%

12% 22% 32% 27% 8%

How much has your skin created problems 
with your partner or any of your close 
friends or relatives?

How much has your skin caused any sexual 
difficulties?

How much of a problem has the treatment 
for your skin been, for example by making 
your home messy, or by taking your time?

Table 1: Dermatologic quality of life (DLQI), known internally at PatientsLikeMe as “skinpact”

Here’s how our 383 survey respondents answered the skinpact questions. How do you compare?

PatientsLikeMe is conducting a series of seasonal surveys to get you information and tips from others 
with psoriasis. So no matter what the season, you can make the most of it! Keep a look out for our 
upcoming winter survey so you can add your voice and help others uncover psoriasis.

6%

http://www.patientslikeme.com/uncovering_psoriasis
http://www.patientslikeme.com/join/psoriasis

