The Patient Voice

Uncovering Psoriasis
Introduction

For the past five seasons, we conducted a regular survey series
to uncover more about your experiences with psoriasis. While
the weather may change, what’s been consistent season after
season is your willingness to share. Thank you! The final survey
was conducted during summer of 2013, receiving responses
from nearly 310 patients. Here are the results:

Who responded?
men
30%

Avg age

48

58%

US
UK

women
70%

11%

Russia
India

2%

Australia

2%

SUMMER
2013

This is the final report in a
5-part series of psoriasisUncovering
focused surveys that
Psoriasis
PatientsLikeMe has conducted since
2012. Every few months, we’ve delivered
information and tips from patients like you
that help you get the most out of the
season, whatever the state of your
psoriasis, or the weather. Thanks to all
those who contributed your voice, your
experiences to uncovering more about
what it is like to have psoriasis.

What will I learn about in
this report?

17%

Canada

About the survey

• More about the PatientsLikeMe
psoriasis community

2%

• How psoriasis impacts clothing and
activity choices

One or two people responded from: Brazil, Germany, Hong
Kong, Ireland, Israel, Jordan, Latvia, Mexico, the Netherlands,
Portugal, Puerto Rico, South Africa, Turkey, Ukraine and Vietnam.

• Differences men and women report
about their psoriasis

How do you deal with psoriasis in the summer?
Summer is usually a time to shed those winter sweaters and spring jackets. And 70% of you said you were out
and about in your shorts and t-shirts. One out of three (30%) of respondents preferred to keep covered up with
pants and long sleeves. Interestingly, more than twice as many women as men say they stay covered up in the
summer months.
With more skin showing, we asked if you’ve ever caught
people staring at your psoriasis. A third of you said yes,
all the time (33%); most people said they occasionally
noticed someone staring at them (42%); and 25% said
they never noticed anyone staring at their skin.
Summer is also when we hang at the beach or chill out
by the pool. What do patients like you prefer? A
majority of members said they swim, with slightly more
people preferring the pool (39%) over the ocean (35%).
Some people, though, never swam (25%).

Are people staring at your psoriasis?

25% No, never
42% Yes,occasionally
33% Yes, all the time
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What’s your skinpact?
The Dermatological Life Quality Index (DLQI) is used to measure the “skinpact” that psoriasis can have on patients. It
asks questions like “How self-conscious are you because of your skin?”, “How much has psoriasis interfered with your
personal activities?” or “Does your skin condition affect your ability to do sports?”
The questionnaire runs from a low score of 0 (no impact) to a maximum of 30 (extremely high impact). This summer
season the average skinpact was around 7.4. Men’s averages were slightly lower than women’s (6.0 versus 8.1,
respectively). Overall, the skinpact of psoriasis has decreased since the spring, when it was 9.0 for women and 8.5
for men. Many people commented that the sun was helping their psoriasis this summer - “I find that if I can be in the
sun daily it really helps my psoriasis” or “sun and sea salt helps better than anything.”
Compared to the spring, psoriasis is having less impact on members’ lives. Specifically, psoriasis is having less of an
impact on sports (“very much” impacted 6% in summer, 10% in spring), and choice of clothing (“very much”
impacted 13% in summer, 23% in spring). The improvement in skinpact score, plus the fact that members are
reporting less area covered, might explain why fewer members reported being embarrassed or self-conscious about
their skin (“very much” impacted 10% summer, 19% spring). Or maybe people are thinking like one member who
says, “It's possible to still enjoy life with psoriasis, no matter what time of year it is.”

Here’s how our 310 survey respondents answered the skinpact questions.
How do you compare?
Over the last week...

Very much

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
going shopping or looking after your home
or garden?
How much has your skin influenced the
clothes you wear?

10%

5%

How much has your skin made it difficult to
do any sport?

6%

5%

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

5%

6%

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

10%

6%

33%

37%

7%

52%

6%

41%

35%

20%

57%

14%

12%

11%

26%

24%

13%

11.0%

54%

17%

11%

Not relevant

40%

23%

13%

7%

Not at all
45%

17%

7%

7%

A little
25%

19%

How much has your skin affected any social
or leisure activities?

How much has your skin caused any sexual
difficulties?

A lot

12%

28%

45%

40%

Table 1: Dermatology Life Quality Index (DLQI), known internally at PatientsLikeMe as “skinpact”

30%

8%
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How much of your body is covered by
psoriasis?
The measurement used to assess how much of a person’s
body is covered by psoriasis is called “Body Surface Area,”
or BSA%. The BSA tool on your PatientsLikeMe profile is
where you can track this score as many times as you like
over time so you can learn more about what influences
your psoriasis. This season the average BSA score was
higher than in the spring, at 19% (spring was 17%). Women
were noticing more area covered, at an average of 21%.
Men, on the other hand, not only noticed less skin affected
than women (15%), they had less area affected this season
compared to men who took the spring survey (spring was
16%)

Calculating Your BSA

1%

One palm of your hand is equal to
about 1% of your body surface
area. If your psoriasis is only
scattered small dots, try to imagine
combining them together into one
patch. Please remember to include
your scalp and back if affected. Do
not include areas in which psoriasis
has faded, leaving only changes in
the color of the skin.

What’s one thing everyone should know about psoriasis in the summer?
“The sun and salt water is
awesome for psoriasis!!!”

“It’s not
contagious”

“Be careful! It is possible to
have too much sun. You still
need a sunscreen.”

“You shouldn't cover up, don't
be embarrassed. I know it's
easier said than done. The sun is
great for Psoriasis.”

“Ignore people when they
stare at you, there is
nothing you can do to
change their behavior.”

“It's possible to still
enjoy life with psoriasis,
no matter what time of
year it is.”

More about PatientsLikeMe
PatientsLikeMe® (www.patientslikeme.com) is a patient network that improves lives and a real-time research
platform that advances medicine. Through the network, patients connect with others who have the same disease
or condition and track and share their own experiences. In the process, they generate data about the real-world
nature of disease that help researchers, pharmaceutical companies, regulators, providers, and nonprofits develop
more effective products, services and care. PatientsLikeMe is a trusted source for real-world disease information
and a clinically robust resource that has published more than 35 peer-reviewed research studies.
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