
Introduction
The Patient Voice is a report designed to share the wisdom, 
sentiments and experiences of patients like you. This edition 
focuses on psoriasis, the most common autoimmune disease.

According to The National Psoriasis Foundation, psoriasis 
affects as many as 7.5 million people in the United States 
alone. To date, there are more than 2,000 of you on 
PatientsLikeMe, sharing your experience and lending great 
support to others with the condition.

In a new seasonal survey aimed at uncovering psoriasis, about 
300 of you answered a mix of fun questions and important 
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. So, let’s do a 
little seasonal check in and see how summer affects patients 
just like you.
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The Patient Voice

Uncovering Psoriasis

How Does Summer Affect Psoriasis?
For many across the U.S. and in other areas around the world, summer can bring endless days of hot sun and 
high humidity. It’s the time of year when it’s hardest for those who like to conceal their psoriasis to stay fully 
covered. Yet our survey found that most of you (62%) said you’d show some skin this summer. Still, that 
leaves 38% who are staying covered up.

What might exacerbate psoriasis flare-ups at this time of year? Nearly half, or 49% of you said bug spray was 
the thing that irritated your skin most. About 30% said sunlight itself was an irritant, and a similar proportion 
(22%) said sticky sun cream was your biggest psoriasis trigger in the summer time.

With all the irritants, and the added pressure of showing some skin in public, we asked you to describe how the 
summer made you feel. These aren’t our typical 
research questions designed to evaluate health 
outcomes. But we thought we’d have a bit of fun to put 
your experiences in context with others. So we asked if 
summer made you feel “cranky as a crab,” “happy as a 
clam,” or “a little of both.” Around 14% of you said it 
made you cranky as a crab, and 32% felt the opposite 
and said the summer made you happy as a clam. More 
than half of you (54%) said it was a little of both.

About The Patient Voice:
Uncovering Psoriasis

Who Responded?

This is the first of a series of psoriasis- 
focused reports that put the focus on 
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’s Your Quality of Life?
Our survey also quantified the impact of psoriasis on a person’s life. 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 someone’s lifestyle, like embarrassment, social activities and personal relation-
ships.

How self-conscious are you because of your skin? How much has psoriasis interfered with your personal 
activities, such as shopping, or even sex? Does your skin condition affect your ability to do sports? These are 
all questions that can affect skinpact.

We found that while most of you are suffering symptoms and feeling embarrassed or self-conscious, the 
majority of you (65%) don’t let your feelings interfere with your social, leisure or daily activities, or your 
personal relationships. That’s good news, and an indication that members of the PatientsLikeMe psoriasis 
community aren’t letting their condition get in the way of having a higher quality of life.

Here’s how our 303 survey respondents answered the skinpact questions. How do you compare? 

25% 28% 36% 11% 0%

0%

3%

4%

Over the last week...

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

27% 20% 31% 22%How embarrassed or self-conscious have 
you been because of your skin?

9% 10% 24% 50%
How much has your skin interfered with 
your going shopping or looking after your 
home or garden?

27% 17% 24% 28%

8%

How much has your skin influenced the 
clothes you wear?

17% 14% 25% 40%How much has your skin affected any social 
or leisure activities?

Very much A lot A little Not relevantNot at all

11% 9% 13% 40%How much has your skin made it difficult to 
do any sport? 27%

11% 9% 21% 49% 12%

12% 7% 16% 42% 24%

13% 16% 36% 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”
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Not surprisingly, we also found that the skinpact of 

your psoriasis had a definite impact on how much 

you said you enjoyed the summer. On a scale 

ranging from 0 (no impact) to 30 (maximum 

impact), the happy clams scored a 6, cranky crabs 

scored a 14, and the little of both group scored 11. 

The average score for the whole group was 10. 

What’s your Body Surface Area?
Our survey looked at another important measure, 

which is how much of a person’s body is covered by 

psoriasis. A trained dermatologist might tell you, but 

you can also use a validated technique to find out for 

yourself.

The trick is to take the flat palm of your hand, illus-

trated to the right, and work out how many whole 

palms the psoriasis covers. One whole palm (including 

fingers) is roughly 1% of the surface of your skin. 

This measurement is called “Body Surface Area,” or 
BSA%. 

Not surprisingly, we found that your BSA% tended to 

influence how you answered some of the seasonal 

questions. For instance, the mean BSA% for all of you 

willing to “show some skin” this summer was 16%, 

but for those looking to cover up, it was 25%. The 

average score was 19%.

Calculating Your BSA

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. 
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Skinpact and Summer

Happy as 
a clam

Cranky 
as a crab

A little of 
both

Average

0no impact max impact 30
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Patient Tips for Hot Weather
Some of the tips patients offered in the survey illustrate the best ways to take full advantage of summer, or 

make the best of summer-like weather any time of year. Whether you’re cranky as a crab, happy as a clam, or 

a little of both, here are some of the top tips:

“I drink lots of water. I haven't been swimming in two 
summer seasons, but I am going bathing suit shopping 
and hitting the pools! Yay!!”

“Don't 
let it get 
you 
down.”

“Sunlight helps the healing process, but 
don't forget the sunscreen. I suggest wear-
ing a sheer shirt with another one under it. 
Also opt for a light breezy skirt or dress.”

“Avoid 
staying 
in 
sweaty 
clothes.”

“Embrace it. Wear whatever the heck you 
want. Make strangers deal with the fact that 
we're ALL imperfect and some of us DO 
wear it on our sleeves- or wherever our 
sleeves don't cover.”

http://www.patientslikeme.com
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The PatientsLikeMe Psoriasis Community
PatientsLikeMe has an active community of psoriasis patients, where more than 2,000 people share data 
and stories to reveal what it’s like to have the disease, and what they do to treat it. Health profiles, like 
Catscratch’s here, forum postings and journal entries highlight their experiences and help patients improve 
their outcomes.

PatientsLikeMe (www.patientslikeme.com) is the leading online health community for patients with 
life-changing conditions. PatientsLikeMe creates new knowledge by charting the real-world course of disease 
through the shared experiences of patients. While patients interact to help improve their outcomes, the data 
they provide helps researchers learn how these diseases act in the real world. PatientsLikeMe endeavors to 
create the largest repository of real-world disease information to help accelerate the discovery of new, more 
effective treatments.

A Sample Profile Of A Psoriasis Patient on 
PatientsLikeMe.com

Male, 51
Boston, MA

Condition:
 

Psoriasis
1st Symptom: Feb 22, 2007

Diagnosis: Apr 12, 2007

Psoriasis

Light therapy

Clobetasol topical

Triamcinolone top

Treatments

Jan 08 Jan 09 Jan 10 Jan 11 Jan 12

Quality 
Of Life

14
Last score

Psoriasis

Itching (pruritus)

Psoriatic plaques 

Rashes

Symptoms

Psoriasis Male, 51
BSA%40

good

QOL14
Catscratch

ForumFind PatientsMy Profile

1. Overall “Skinpact”

2. Percentage of body                          
surface area covered by                   
psoriasis

3. Number of body regions affected

4. Psoriasis on your feet

5. Psoriasis on your face & neck

What Affects Psoriasis Patients in the 
Summer
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