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Introduction 

The Food and Drug Administration (FDA) selected psoriasis as the focus of a public meeting 
held on March 17, 2016 under the Patient-Focused Drug Development (PFDD) initiative to 
obtain a better understanding of patients' perspectives on the severity of the disease and the 
available therapies for the condition. 
PatientsLikeMe (www.patientslikeme.com; PLM) is an online patient powered research network 
with over 400,000 members representing over 2,500 different conditions. As of January 1, 2016 
PLM had data shared by 5,331 members who report living with psoriasis. 

PLM members can create personal health profiles using a range of data collection tools that 
gather demographic information, as well as information about diagnosis history, symptom 
severity, and treatment experience. In addition to sharing details of their health experiences, 
PLM members engage with and learn from each other in various ways, including moderated 
forum discussions, journal feeds and comments, and private messages. 

PLM has participated in previous FDA PFDD meetings for chronic fatigue syndrome and 
myalgic encephalomyelitis, fibromyalgia, pulmonary arterial hypertension, idiopathic pulmonary 
fibrosis and Parkinson’s disease. We have developed a replicable data collection process and 
engagement strategy to ensure the voices of our members are well represented to the FDA at 
the public meeting and in the public comment docket.  

This following report provides qualitative and quantitative data about the daily lives of PLM 
members who are living with psoriasis. It includes data aggregated from the broader PLM 
psoriasis community and data collected in a survey tool designed to answer the specific 
questions of interest to the FDA. The report provides: 

• Executive Summary 

• Overview of the PatientsLikeMe psoriasis community as of January 1, 2016 

• Results from a PFDD survey titled “FDA Patient-Focused Drug Development Survey” 
deployed in the PatientsLikeMe psoriasis community in February 2016 

• Selected quotes from psoriasis community forum discussions and the PLM PFDD survey  

PLM offers a well-tested research infrastructure and patient network to scale the FDA PFDD 
initiative beyond its current capacity, allowing a better understanding of the daily lives of people 
living with many more conditions than the current model can accommodate. 

Respectfully submitted, 

Emil Chiauzzi, Ph.D., Director of Research 
Sally Okun, R.N., M.M.H.S., VP of Advocacy, Policy & Patient Safety 
Shani Aharon, Project Manager 
Stephanie Eaneff, M.S.P., Data Scientist 
Kristina Simacek, M.A., Research Scientist 
Nicole Buechler, Research Assistant 
Julia Braverman, Ph.D., Research Scientist 
Marcy Fitz-Randolph, D.O., M.P.H., Research Operations 
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Executive Summary 
For the purposes of this report, PLM researchers conducted three main activities relevant to 
understanding daily life with psoriasis: 

1. A database analysis of the PLM psoriasis community and data relevant to key FDA 
PFDD questions. 

2. An analysis of qualitative and quantitative survey responses from PLM members with 
psoriasis highlighting questions of interest to the FDA about daily life with psoriasis. 

3. A review of relevant narrative comments made by members in the PLM psoriasis forum 
posts, patient biographies, and condition reports.  

By combining these data types, we provide a well-rounded picture of the experience of psoriasis 
from the patient perspective. 

Key Themes and Findings 
The report is organized by the key areas of inquiry defined by questions for public discussion in 
the PFDD Initiative on psoriasis. When available, a sampling of structured, survey, and/or free-
text forum data findings are included for each question. Based on the combined data from the 
PLM psoriasis community, the survey and narrative text, key themes and findings emerged:    

• In addition to itching and skin pain caused by psoriasis, many members also report high 
levels of fatigue and insomnia. Approximately half of members report moderate to 
severe fatigue, and over a third report moderate to severe insomnia. 

• People find certain symptoms more bothersome even if they are less frequent. For 
example, headaches and muscle aches are considered most bothersome even though 
thinning skin is the most frequent symptom. 

• Members describe a number of ways that psoriasis impacts their social interactions and 
self-confidence. Nearly 60% of members report that their physical health limits their 
levels of social activity, and 46% of members report that they are embarrassed or self-
conscious about their skin “a lot” or “very much”.  

• More than half of members report that their illness or treatment interferes with their sex 
life at least some of the time. 

• For some members, psoriasis makes it difficult to work. Approximately 12% of patients 
state that their psoriasis prevented them from working or studying in the week prior to 
their most recent Dermatology Quality of Life Index (DLQI) report. Of patients who were 
able to work, 43% reported that their skin caused some level of problem while working or 
studying. 

• Patients are concerned about the ineffectiveness of treatments. 
• Patients report that biologics result in higher levels of fatigue and muscle pain than other 

treatments, but that they are more satisfied with these treatments. However, patients 
report issues in accessing these medications (e.g., Embril), resulting in a high degree of 
stress. 

• Some patients report that the FDA can be a barrier due to slowness of new medication 
approvals and requirements for accessing certain medications. 
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PatientsLikeMe Community Overview 
PatientsLikeMe (PLM) is a patient-powered research platform that enables patients to report 
and share their personal health data. Members of the PLM community can connect with others 
who have the same condition and can track and share their own experiences.  

The primary activities of our members are illustrated in Figure 1. These activities fall into three 
main categories that reflect how members use the various features available. 

Figure 1.  How Members Use PLM 

 
In the process, members generate quantitative data about the real-world nature of their 
conditions (e.g., primary and comorbid), disease symptoms (e.g., duration, severity), treatments 
(e.g., indication, medication, non-medication, perceived effectiveness), and quality of life (e.g., 
interference with daily activities). All data are generated at the discretion of patients, who are 
free to share as little or as much as they prefer.  

Through their biographies and interactions with other members on forums, patients also 
contribute free-text data. Supplemental data may be obtained through protocol driven surveys 
targeting particular patient populations. 

Characteristics of PLM Membership as of January 1, 2016. 
As of January 1, 2016 there were 393,371 registered members in the PLM community. Overall, 
the PLM community tends to skew younger; more educated; and more female than the general 
population; however, this may vary by condition. 
Figure 2. PatientsLikeMe Community Sex Distribution (n=294,499 reporting sex) 
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Figure 3. PatientsLikeMe Community Age Distribution (n=289,374 reporting age) 
 

 

 

 

 

 

From 2005 - 2011 PLM was organized around segregated disease communities. In 2011, with 
feedback from PLM members, the platform was opened to any condition allowing members to 
connect with others across any condition and interest area. Patients can add as much or as little 
of their health history as they want on their profile. They are asked to designate one health 
condition as their primary, which tailors the site experience and helps members find other 
patients like them. Figure 4 reflects the top 25 conditions represented on PLM with the darker 
color variation indicating those who report that condition as their primary condition. 
Figure 4. PatientsLikeMe Community Top 25 Conditions as of 05/01/16 
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Psoriasis Patient-Focused Drug Development Report:  

Data Sources & Methodology   

Three PLM data sources were used in the construction of this report including (1) structured 
data from the PLM psoriasis community; (2) quantitative and qualitative data from the PLM 
Psoriasis Patient-Focused Drug Development survey; and (3) free-text data from the PLM 
psoriasis forum.  
1. Structured Data from PLM Psoriasis Community  

Structured data collected via the PLM platform were used to support a retrospective, 
exploratory analysis of patient contributed data in the psoriasis community. The study cohort 
consists of patients who report psoriasis as a condition on their profiles, and includes data 
reported on or before January 1, 2016. Descriptive statistics are used to describe patient 
characteristics with respect to demographic and clinical variables of interest. When 
proportions are reported, results will be determined based on those patients who have 
chosen to report a specific data element. Levels of data density (percent of patients 
choosing to report a given piece of data) vary depending on question type. Following an 
initial data cleaning step in which only “impossible” data were removed (e.g. year of birth 
1800), all available data were used for analysis. No measures were taken to impute missing 
values from incomplete patient profiles.  

Results include both descriptive statistics and data visualizations generated as part of the 
exploratory data analysis (EDA) process. Analysis of platform data is intended to be 
hypothesis-generating, rather than hypothesis-testing. Based on the exploratory nature of 
this report, formal hypothesis testing was not conducted on the structured data. 
Characteristics of the Psoriasis Community as of January 1, 2016.  As of January 1, 
2016 there were 5,331 members in the psoriasis community. 76% (n=3,301) of the members 
were female and 33% (n=1,626) were male. 

At the time of their most recent site login, the median age of psoriasis members was 
approximately 44 years (IQR 34-54 years, n=4,894).  At the time of their first psoriasis 
diagnosis, median age was approximately 25 years (IQR 16-38 years, n=1,891) (Table 1). 
Table 1. PLM Psoriasis Disease Community Characteristics 

Sex (n %) n % 
     Male 1,626 33% 
     Female 3,301 67% 
     Not reported 404 n/a 
   
Age at most recent site login Median IQR 
      Median years (IQR) 4,894 44 (34−54) 
 

  Age at psoriasis diagnosis Median IQR 
      Median years (IQR) 1,891 25 (16−38) 
   
Diagnosis status  (n %) n % 
      Currently diagnosed 1,618 98% 
      Not currently diagnosed 35 2% 
      Unreported diagnosis status 3,678 n/a 
   
Treatment experience  (n %) n % 
      Reported any treatment on profile 3,952 74% 
      Reported psoriasis-specific treatment on profile 3,320 62% 
Psoriasis Subtype1  n 

2,381       Plaque psoriasis 
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      Guttate psoriasis 554 
374 
268 
241 
115 

2,514 

      Seborrheic psoriasis 
      Pustular psoriasis 
      Inverse psoriasis 
      Erythrodermic psoriasis 
      No subtype reported 

1 As members may report one or more psoriasis subtype, percentages are not reported 

Data Types and Structure   
Symptoms: All members on the PLM platform are prompted to assess five core symptoms 
considered common to the experience of chronic illness: pain, fatigue, insomnia, anxious 
mood, and depressed mood. In addition, members who report psoriasis as a condition have 
four additional symptoms added to their symptom battery that are considered commonly 
experienced symptoms for people living with psoriasis, including itching, rashes (redness, 
swelling), skin pain, and psoriatic plaques (scaly patches). These additional symptoms were 
curated by our internal team of clinicians and research scientists. 

Symptom severity each symptom is tracked based on a four point ordinal scale (None, Mild, 
Moderate, Severe). Of the 5,331 psoriasis members included in the platform study cohort, 
approximately 33% (n=1,738) have reported the severity of one or more of the symptoms 
identified above at least once. Figure 5 shows the symptom severity ratings for the psoriasis 
community and the most frequently reported interventions members use to manage specific 
symptoms. 

Figure 5. Sample PLM Psoriasis Community Symptom Report (captured May 11,2016)1 

1Data may reflect ratings taken over different time periods  
 

 

 

Legend: 
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Treatments: Members also have the option of reporting, tracking, and evaluating their 
treatments. Treatments can include prescription, over-the-counter drugs, supplements, 
complimentary and alternative modalities as well as non-drug interventions (Figure 6). 
Figure 6. Sample PLM Psoriasis Community Treatment Report (captured May 11, 2016) 

 

 

 

Legend: 
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DLQI (Dermatology Life Quality Index):  The Dermatology Life Quality Index or DLQI was 
the first dermatology-specific Quality of Life instrument. It is a simple 10-question validated 
questionnaire that has been used in over 40 different skin conditions. The DLQI is the most 
frequently used instrument in studies of randomized controlled trials in dermatology. On the 
PLM site, the DLQI is available for psoriasis patients to complete and track the impact of 
their skin symptoms on different areas affecting their quality of life (Figure 7).  
Figure 7. Sample Dermatology Life Quality Index Profile Visualization  

 

Free-Text Fields. 3,020 free-text fields from 1,567 members were used in order to generate 
a summary of topics discussed by members of the PatientsLikeMe psoriasis community. 
Fields included were patient biographies, forum posts, and condition reports. After removal 
of capitalization, white space, numeric characters, punctuation and English stop words, 
words were stemmed and the term frequencies were tabulated. This list informed discussion 
topic groupings, see Appendix 2 for the term lists.  

Psoriasis community members discuss body parts, treatments, provider interactions, 
relationships, work. Diet, weather, clothing and allergy-related terms were noticeable in the 
list of frequent terms. 

2. PLM Psoriasis Community Patient-Focused Drug Development Survey 
PLM developed a survey relevant to the FDA PFDD questions of interest about daily life with 
psoriasis. The survey was open from February 2, 2016 to February 9, 2016 to members of 
the PLM psoriasis community. The complete survey is provided in Appendix 1. 
Methodology. The survey was designed based on the FDA discussion questions for the 
psoriasis PFDD public meeting as described in the Federal Register on July 17, 2015. The 
survey consists of 27 questions that include multiple choice and free-text responses for a 
variety of questions regarding symptoms, treatment, and impact of psoriasis on daily life. 
Seven open-ended questions were asked in the survey. Participants could answer with as 
much or as little detail as they wanted. The question topics included: what makes psoriasis 
symptoms worse, what makes psoriasis symptoms better, how psoriasis affects daily 
activities, what they wished they’d be asked about their daily life with psoriasis, how 
psoriasis affects relationships, and what worries patients most about their psoriasis. 

The research protocol was reviewed and received exempt status from the New England 
Institutional Review Board (NEIRB) on February 1, 2016. The survey was deployed to 
participants on February 2 and was closed on February 9, 2016.  

PLM members who reported psoriasis in their PLM profile were invited to participate in the 
psoriasis PFDD survey by private email message. PLM invited 4,017 members reporting 
psoriasis as a condition to take the survey.  

The email invitation contained a brief explanation of patient-focused drug development and 
an electronic link to the survey. Users who did not complete the survey within 3 days were 
sent an email reminder to encourage participation. The email invitation was opened by 32 
invitees. Subsequently, 31 started the survey and 27 members completed the survey for a 
completion rate of 87.0%. The response rate was .7% (n=31) among members of the PLM 
psoriasis community (n=4017). 
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Statistical Analysis. The analyzable population included all survey respondents (completes 
and partial completes). Total counts or denominators may differ from question to question 
due to incomplete surveys and missing data.  
Descriptive statistics were calculated for demographics and individual survey items. 
Summary statistics for continuous variables include the number of respondents, median, 
and interquartile range for variables. Categorical variables were summarized as frequencies 
and percentages. No specific measures were taken to impute missing survey values. Data 
analyses will be performed by PLM using SAS 9.4. 

Free-text responses were coded using a conventional content analysis. Two coders 
independently read through all responses and created a coding scheme that was merged 
and iterated upon until consensus was reached. In some cases, if a large number of codes 
were generated they were categorized into broader themes (e.g. depression and anxiety 
would fit into a mental health theme). The final coding scheme was used by one coder to 
code all of the open-text survey responses. Caution should be used with regard to 
interpretation of the relative frequencies of themes. In particular, themes with few mentions 
are not necessarily less important to patients. Unlike in multiple choice questions where 
participants are given a list from which to choose, spontaneously reported items such as 
these are not necessarily exhaustive for each patient. Therefore, low-frequency themes still 
need to be considered as representative of a potentially larger portion of psoriasis patients 
whose experience is reflected in that item. 

Survey Participant Demographic and Disease Characteristics. The survey population 
consisted of more women (71%) than men, which is also reflected in the full PLM psoriasis 
community (Table 2).  

The majority of participants were white (87%), non-Hispanic (92%), and insured (100%). 
Medicare benefits (40%) and private insurance (60%) were the most common insurance 
types. Similar to the PLM psoriasis community, the survey respondents were highly 
educated with 68% holding at least a college degree. Our participants completed the survey 
online either by computer (65%), tablet (13%) or mobile phone device (23%). 
 Table 2. PLM Psoriasis Disease Community and Survey Participant Characteristics  

 
PLM Psoriasis 

Community 
 

Survey Participants 
  n %1  n %1 

Age2    
  < 30 years 797 16%  2 6% 

30-49 years 2,358 48%  10 32% 

50-79 years 1,723 35%  19 61% 

80+ years 16 < 1%  0 0% 

Sex3    
  

Female 3,301 67%  22 71% 

Male 1,626 33% 
 9 29% 

Race4    
  

White 1,820 88%  26 87% 

Non-White 254 12%  4 13% 

Ethnicity5          

Hispanic 142 8%  2 8% 

Non-Hispanic 1,660 92%  23 92% 

Insurance6          
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PLM Psoriasis 

Community 
 

Survey Participants 
  n %1  n %1 

Private Insurance 567 35%  15 60% 

Medicare 146 9%  8 32% 

Medicaid 90 6%  2 8% 
National Health Service 339 21%  0 0% 

None 279 17%  0 0% 

Other (e.g. Military/VA) 177 11% 
 0 0% 

Education7          

< High School 114 8%  0 0% 

High School Graduate 233 15%  0 0% 
Some College 554 37%  9 32% 

Undergraduate Degree 385 26%  10 45% 

Postgraduate Degree 219 15%  5 23% 

Device Used to Complete Survey8        

Computer n/a n/a  20 65% 

Tablet (e.g. iPad) n/a n/a 
 4 13% 

Mobile Phone n/a n/a  7 23% 
1Frequencies based on total number of survey participants/PLM members contributing data (excluding “prefer not to report”) 
Total data (platform | survey): 2age n= 4,894 | 31; 3sex n=4,927|31;  4race n= 2,074|30; 5ethnicity n=1,802|25; 6insurance n=1,598|25; 
7education n=1,505|24; 8device n=31 

The majority of survey participants were diagnosed with plaque psoriasis disease (Table 3) 
with the age of diagnosis ranging from 8 to 72, with a median of 25 years (16−40). More 
than half patients (54%) were diagnosed during the same year as symptom onset, 13% 
more during the next year. The median time from first symptom to diagnosis was less than 
1 year (0–2). The duration of disease ranged from recent (< 1 year) to 59 years with a 
median duration of 22 years (7−37). Eighteen patients (59%) named psoriasis or psoriatic 
arthritis as their primary condition. The majority of survey participants reported at least one 
comorbid condition (74%). Of those, multiple sclerosis and fibromyalgia were most 
frequent. 

Table 3. PLM Psoriasis Survey Additional Participants Characteristics 
Characteristic Total Sample 

Psoriasis diagnosis1,* n % 
Plaque 27 93% 
Guttate 7 24% 
Erythrodermic 2 1% 
Inverse 4 3% 
Pustular 1  

Work status2   
I am able to work full-time 11 41% 
I am able to work part-time 0 0% 
Retired 7 26% 
Disabled 9 33% 
Unemployed 0 0% 

Have any of your blood relatives been diagnosed with 
psoriasis?3 

  Yes 16 57% 
No 12 43% 

When diagnosed after first symptoms?4   
Same year 13 54% 
1 year after the symptoms 3 13% 
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2 – 10 years after the symptoms 3 13% 
10 -30 years after the symptoms 3 13% 
> 30 years after the symptoms 2 8% 

Length of diagnosis5 Median IQR 
      Median years (IQR) 22 (7−37) 

 

* Options are not mutually exclusive.  
** Frequencies based on total number of survey participants/PLM members contributing data (excluding “prefer not to report”) 
Total data : 1psoriasis diagnosis n= 29;  2work status  n=27;  3relatives n= 28; 4when diagnosed after first symptoms n=24; 5length of diagnosis 
n=29 

FDA Psoriasis Discussion Questions 
DISCUSSION TOPIC 1: IMPACT ON DAILY LIFE  
Q1: Of all the symptoms that you experience because of your condition, which 1-3 
symptoms have the most significant impact on your life? (Examples may include 
difficulty moving, pain, constipation, difficulty concentrating or remembering, daytime 
sleepiness, etc.) 
Data Source: PLM Psoriasis Community Structured Data 
Most Recent Symptom Severity Report. In their most recent symptom severity report, over 60% 
of psoriasis members reported experiencing psoriatic plaques that they considered moderate to 
severe. Additionally, itching and rashes were each evaluated as moderate to severe by 
approximately half of members. Over a third of members reported that they experienced 
moderate to severe insomnia, and over half reported moderate to severe fatigue (Figure 8). 
Figure 8. Most Recently Reported Symptom Severity 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Skin pain

Anxious mood
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Insomnia

Rashes (redness, swelling)

Itching
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patches)
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34.5%

35%

36.1%

37.6%

50.6%
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Q2. Are there specific activities that are important to you but that you cannot do at all or 
as fully as you would like because of your condition? (Examples of activities may include 
daily hygiene, feeding, dressing, etc.)  
Data Source: PLM Psoriasis Community Structured Data 
In Dermatology Quality of Life Index (DLQI) reports, many members with psoriasis report the 
ways in which their condition has impacted their confidence and clothing choices within the past 
week. A total of 2,300 members of the psoriasis community have taken one or more DLQI 
report(s) (Table 4). In their most recent DLQI report, 46% of members reported that they were 
embarrassed or self-conscious about their skin either “very much” or “a lot” in the past week, 
and 44% of members reported that their skin influenced the clothes they wore a “a lot” or “very 
much” within the past week.  

Members also reported interpersonal and social impacts of psoriasis. In the week before taking 
their most recent DLQI report, 28% of members reported that their skin affected their social or 
leisure activities “a lot” or “very much.” Moreover, 18% of members reported that their skin 
caused sexual difficulties “a lot” or “very much”, and 16% reported that their skin created 
problems with their partner, close friends, or relatives either “very much” or “a lot “in the week 
before taking their most recent DQLI. 

In addition to reporting the ways in which psoriasis impacts social interactions, members also 
described the ways in which psoriasis impacted their ability to work or study. Approximately 
12% of members reported that their skin prevented them from working or studying in the week 
preceding their most recent DLQI report. An additional 27% of patients reported that, while they 
were not completely prevented from working due to their psoriasis, their skin was a problem at 
work or studying at least “a little.” 
Table 4. Most Recently Reported DLQI Report1 

Over the last week, how itchy, sore, painful, or stinging has your skin been? n %2 

    Very Much 561 24% 
    A Lot 688 30% 
    A Little 835 36% 
    Not At All 216 9% 
Over the last week, how embarrassed or self-conscious have you been because of your skin?   
    Very Much 529 23% 
    A Lot 532 23% 
    A Little 782 34% 
    Not At All 457 20% 
Over the last week, how much has your skin interfered with you going shopping or looking after 
your home or garden?   
    Very Much 191 8% 
    A Little 280 12% 
    A Lot 552 24% 
    Not At All 1,089 47% 
    Not Relevant 188 8% 
Over the last week, how much has your skin influenced the clothes you wear?   
    Very Much 576 25% 
    A Little 441 19% 
    A Lot 556 24% 
    Not At All 638 28% 
    Not Relevant 89 4% 
Over the last week, how much has your skin affected any social or leisure activities?   
    Very Much 332 14% 
    A Little 323 14% 
    A Lot 591 26% 
    Not At All 941 41% 



16 
 

   
 

Over the last week, how itchy, sore, painful, or stinging has your skin been? n %2 

    Not Relevant 113 5% 
Over the last week, how much has your skin made it difficult for you to do any sport?   
    Very Much 219 10% 
    A Little 222 10% 
    A Lot 324 14% 
    Not At All 902 39% 
    Not Relevant 633 28% 
Over the last week, has your skin prevented you from working or studying?   
    Yes 278 12% 
    No 1,418 62% 
    Not Relevant 604 26% 
If “No”, over the last week, how much has your skin been a problem at work or studying?2   
    A Lot 99 7% 
    A Little 516 36% 
    Not At All 803 57% 
Over the last week, how much has your skin created problems with your partner or any of your 
close friends or relatives?   
    Very Much 178 8% 
    A Little 193 8% 
    A Lot 525 23% 
    Not At All 1,139 50% 
    Not Relevant 265 12% 
Over the last week, how much has your skin caused any sexual difficulties?   
    Very Much 228 10% 
    A Little 177 8% 
    A Lot 366 16% 
    Not At All 989 43% 
    Not Relevant 540 23% 
Over the last week, how much of a problem has the treatment for your skin been, for example, by 
making your home messy, or by taking up time?   
    Very Much 266 12% 
    A Little 387 17% 
    A Lot 824 36% 
    Not At All 638 28% 
    Not Relevant 185 8% 

1Structured data n=2,300 members; percentages may add up to greater than or less than 100% due to rounding approximation. 
2 Question presented to the 1,418 members who responded "No" when asked if their skin had prevented them from working or studying. 
Percentage reported as percent of those 1,418 members to whom the question was presented. 
Data Source: PLM Psoriasis PFDD Survey 
Qualitative. Participants in the survey describe four broad areas where psoriasis affects their 
daily life (Table 5). These include their level of activity, social impacts, time burden, and skin-
related problems. 
Psoriasis is time-consuming to self-manage. For example, one patient summarizes the impact 
that psoriasis has on their time and energy: 

“I have to wash my hair almost daily in the winter when the air is drier. This wears me 
out to take a shower every day. … It takes awhile to apply topicals , moisturizers, and 
scalp spray every day when areas get inflamed. More fatigue. … Daily psoriasis routine 
cuts into my recreational and relaxing time.” 

Psoriasis patients are fatigued (n=3), mobility-limited due to joint pain (n=3), and limited in the 
range of activities in which they can participate (n=2). One patient describes how psoriasis-
related joint pain limits their ability to participate fully in a social life: 
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“The joint pain has limited some of my ability to get around and therefore my social life.  
When my joints hurt, I don't feel like doing anything besides going to work.” 

Participants also mentioned specific symptoms that make daily life challenging. These include, 
itching (n=2), pain (n=2), skin thinning (n=2), and skin sensitivity (n=2). Several psoriasis 
patients report they feel dependent on others or tend to avoid public places.  
Table 5. Effects of Psoriasis on Daily Life from PLM Psoriasis PFDD Survey1 

Activity level n 
    Fatigue 3 
    Limited mobility from joint pain 3 
    Activity range limited 2 
    Messy to treat 1 
Social  
    Avoid public places 1 
    Dependent on others 1 
Time  
    Everything takes more time 4 
    Hygiene takes more time 4 
    Time-consuming to treat 1 
Skin  
    Thin skin 2 
    Itching 2 
    Things irritate skin 2 
    Skin pain 2 
    Flakes fall off 1 
    Sensitive to touch 1 
    Painful hand washing 1 

1Survey data; N=29 
 
 
Q3. How do your symptoms affect your daily life on the best days? On the worst days? 
Data Source: PLM Psoriasis Community Structured Data 

Lowest Reported Symptom Severity. Of the 1,738 psoriasis members who have completed a 
symptom severity report on the PLM platform, 678 members have completed two or more 
symptom severity reports for at least one symptom. For these patients and symptoms, it is 
possible to consider best vs. worst reported symptom severities. Though these responses do 
not necessarily reflect each patient's best and worst ever-experienced symptom severities, they 
represent the distribution of outcomes observed at the points in time each patient chose to track 
their symptoms on the PLM platform. The following data is presented as an exploratory glimpse 
into the full range of daily symptom experiences of patients living with psoriasis. 

When considering these best reported symptom severities, it is noteworthy that, even on the 
best days, over a third of psoriasis members still report moderate to severe fatigue (Figure 9). 
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Figure 9. Lowest Reported Symptom Severity 

 
 
Highest Reported Symptom Severity. Many PLM psoriasis members have reported high levels 
of fatigue and insomnia. Of patients who have completed at least two symptom severity reports 
for a given symptom, over 75% have reported moderate to severe fatigue, and over 60% have 
reported moderate to severe insomnia. In addition, 72% of patients have reported moderate to 
severe itching and over half have reported moderate to severe skin pain (Figure 10). 
Figure 10. Highest Reported Symptom Severity 
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Q4. How has your ability to cope with symptoms changed over time? Do your symptoms 
come and go? If so, do you know of anything that makes your symptoms better? Worse? 

Data Source: PLM Psoriasis PFDD Survey 
Qualitative. When asked what improves their symptoms, psoriasis patients cite environmental, 
lifestyle, skin-care, and treatment-related factors. The most frequently mentioned environmental 
factors include sunlight (n=11), or warm weather (n=2). Skin care factors most frequently 
reported included lotions, ointments, or shampoo (n=7), and salt water swim or bath (n=2). For 
example, one patient lists three specific methods that improve their symptoms: 

"1) Applying the Dovonex consistently  2) leaving the areas alone otherwise  3) sunshine 
on the areas." 

Another patient reports that "Sun exposure use to, but not as much over last few years", 
illustrating that treatments that worked in the past may not continue to work in the future as the 
disease progresses. 
Patients who mentioned symptom improvement from treatments included in their description 
biologic medications (n=6) and adhering to treatment (n=3). Finally, several patients mentioned 
that lifestyle factors improved their symptoms, with diet (n=5) and stress-reduction (n=4) topping 
the list (Table 6). 
Table 6. Patient-Reported Factors that Improve Symptoms1 

Environmental n 
    Sunlight 11 
    Warm weather 2 
    Tanning 1 
    Cold weather 1 
Lifestyle 
    Diet 5 
    Stress-reduction 4 
    Vacation 2 
    Sex 1 
Skin care 
    Lotion/Ointment/Shampoo 7 
    Saltwater swim/bath 2 
    Not touching areas 1 
    Oatmeal bath 1 
Treatment-related 
    Biologic drug 6 
    Treatment adherence 3 
    OTC med 1 
1Survey data; N=29 

 
Patients with psoriasis reported that their symptoms were worsened by factors covering four 
broad areas: environmental, lifestyle, mental health, and physical symptoms (Table 7). Mental 
health was the most frequently reported worsening factor and included stress (n=11) and 
anxiety (n=2). One patient summarizes their stress by linking it to changes in treatment 
coverage: 

"Extreme stress/anxiety:  Worrying about how I will pay for Enbrel when I go on 
Medicare in 9 months. I don't qualify for the "low income" Medicare help. Right now I'm 
eligible for the Enbrel co-pay assist program which has enabled me to stay on Enbrel for 
over 10 years." 
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Other factors that patients noted as worsening symptoms included weather (n=8), diet (n=4), 
scratching (n=4) and not using lotion or ointment (n=3) worsened symptoms. Another patient 
notes that "Eating dairy, sugar, wheat, beef, or nightshades" worsens their psoriasis symptoms. 

Table 7. Patient-Reported Factors that Worsen Symptoms1 

Environmental n 
    Weather 8 
    Cold 4 
    Heat 1 
    Lack of sunlight 1 
    Moon phases 1 
    Pressure changes 1 
    Sun 1 
    Time of year 1 
Lifestyle 
    Diet 4 
    Alcohol 1 
    Laundry detergent 1 
    Smoking 1 
    Swimming in Pool 1 
    Travel 1 
Mental Health 
    Stress 11 
    Anxiety 2 
Physical Symptoms 
    Scratching/Picking 4 
    Being sick 2 
    Menstruation 1 
    Pain 1 
    Skin irritation 1 
    Stomach problems 1 
Treatment-related 
    Not using Lotion/Ointment/Shampoo 3 
    Medication stops working 1 
    Non-adherence 1 
1Survey data; N=29 

  
Q5. What worries you most about your condition? 
Data Source: PLM Psoriasis PFDD Survey 
Qualitative. When describing their worries about their condition, patients’ worries fell into four 
categories: worries about access to treatment, worries about their skin, worries about non-skin 
parts of their body, and family-related worries (Table 8). 

The most frequently mentioned skin worry for patients was the progression or worsening of their 
psoriasis (n=10). As one patient described, their psoriasis “spreads where it wants when it 
wants.” Skin flaking/shedding (n=2) and changes to appearance (n=2) also worried patients. 
 
Some patients fear the impact that their psoriasis medications will have on other parts or 
systems of their body. Side effects in general (n=3), specifically immune system suppression 
(n=2), and the impact of psoriasis treatment on overall health (n=2) are on patients’ minds. One 
patient notes: “I am concerned about medications suppressing my immune system and 
damaging my liver.” Another patient summarizes their fear in this way: “The inflammation in my 
body is not good for my overall health.” Other specific side-effects that worry psoriasis patients 
include cancer, joint damage, and liver damage. One respondent’s words sums up this fear: 
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“For as long as psoriasis has been identified, there's not enough being done to address 
the causes and solutions for a non-harming treatment plan.” 

The fear of not having enough new or alternative treatments (n=4) when their current regimen 
begins to fail also concerns some patients. Access to medications (n=5) is another worry for 
psoriasis patients. One patient describes changes to their insurance plan as a contributing 
factor: 

“[I worry about] How to pay for the medication that's working well for me (biologics-
Enbrel) when I get on Medicare at the end of this year.  I'm not at the poverty level to get 
any financial help. I can't afford to stay on Enbrel with the exorbitant co-pay (My 33% 
copay is about $1400 a month)) that's required for me to pay with the Medicare Part D or 
Medicare Advantage program. Amgen has said it's against the law to give financial help 
to anyone once they get on Medicare, only the ones who are low income can get help 
through Medicare Assist, Medicaid, or a private foundation.” 

Some patients fear the impact that their psoriasis medications will have on other parts of their 
body. Side effects (n=3), specifically immune system suppression (n=2), and the impact that 
their psoriasis has on overall health (n=2) are on patients’ minds. One patient notes: 

“I am concerned about medications suppressing my immune system and damaging my 
liver.” 

Another patient summarizes their fear in this way: 

“The inflammation in my body is not good for my overall health.” 

Other specific side-effects that worry psoriasis patients include cancer (n=1), joint damage (n=1) 
and liver damage (n=1). 
 
Table 8. Patient-Reported Worries1 

Access n 
    Treatment access 5 
    Not enough treatment 4 
Family 
    Passing to children 1 
Other Body Parts 
    Side effects 3 
    Immune system 2 
    Overall health 2 
    Cancer 1 
    Co-morbidities 1 
    Joint damage 1 
    Liver damage 1 
    Something is off in my body 1 
Skin 
    Getting worse/spreading 10 
    Embarrassing flaking/shedding 2 
    Appearance 2 
    Bald patches from scaly patches 1 
    Infection in open sore 1 
    Scarring 1 
    Skin pain 1 

1Survey data; N=29 
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Q6. How has your condition affected your social interactions, including relationships 
with family and friends? 

Data Source: PLM Psoriasis Community Structured Data 

In their most recent PLM Quality of Life Report, 68% of psoriasis members reported that their 
health has limited their scope of possible activities at least some of the time. Many patients also 
report that their health limits both their social activities and their ability to work. Over half of 
psoriasis members report that their illness or treatment interferes with their sex life at least some 
of the time.  

In addition, some members reported a desire for more emotional support from their family (53%) 
or friends (46%) some, most, or all of the time (Figure 11). 

Figure 11. Most Recent Quality of Life Report (Selected Items) 

 
Data Source: PLM Psoriasis Community Structured Data 
  
Qualitative. Psoriasis impacts patient’s personal relationships (Table 9) and work life (Table 10).  

The impacts on relationship, as described by patients with psoriasis, fall into three broad 
categories: patients’ reactions to others, others’ reactions to the patient, and impacts on 
physical interaction.  

Patients note that they tend to isolate themselves due to their symptoms (n=5). For example, 
one patient’s psoriasis keeps them from activities they enjoy: 

“It keeps me very private. I love to swim, but avoid doing so in public.  If I do, I wear a 
shirt.” 

Embarrassment and discomfort (n=4) are relationship barriers as well. Many patients feel 
comfortable interacting with others if they wear clothes to cover their psoriasis (n=2).  
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Patients with psoriasis also indicated they feel a sense of stigma around their condition. Several 
reported they feel as though others think that their condition is contagious (n=1) or that others 
are unsympathetic (n=1). One patient considers themselves lucky to have found a supportive 
partner: 

“I have been lucky here, because my boyfriend is a great man and is very supportive of 
me.” 

Physical touching is also an area where patients with psoriasis are impacted. Patients report 
avoiding physical touch, including shaking hands (n=2) and intimacy with partners (n=2) due to 
their psoriasis. 

 
Table 9. Patient-Reported Impact on Relationships1 

My reactions n 

    Self-isolation 5 
    Embarrassed or uncomfortable 4 
    Wear clothes to hide 2 
    Relationship cause flare 1 
    Too fatigued 1 
Others’ reactions 
    Others think it’s contagious 1 
    Others unsympathetic 1 
    Supportive partner 1 
Touching 
    Don’t shake hands 2 
    Intimacy avoided 2 

1Survey data; N=29 
 
Psoriasis impacts patients’ work life by shaping their social interactions, directly impacting their 
ability to perform work functions, and attempting to manage their symptoms and their time-
consuming and burdensome regimens while working.  

Survey respondents mentioned that they feel embarrassed at work due to their symptoms (n=3), 
nothing that others appear to be frightened by them (n=1), or that others stare (n=1). 

The impact of psoriasis on work can also be direct, with two patients stating they cannot work 
due to their symptoms, one reporting reduced work hours, and one reporting having lost a job 
due to psoriasis. The experience of job loss drove this patient to learn how to push back on 
discriminating employers: 

“I have lost one job due to it, now I am older and wiser so I know my rights and have 
only had to I have to say the word threaten lawsuit, but that when discriminated against 
when I was flaking and shedding bad.” 

Patients find it difficult to follow their regimens while working, due to the unpredictability of 
psoriasis flares (n=1) and difficulty of using treatments at work (n=2).  One patient described 
how both their symptoms and treatments impact work: 

“My psoriatic arthritis presented many challenge to my high physical demand job; never 
quite knowing when a flare was going to appear, or when it would subside. Many 
medications had effects so severe corporate policies prevented me from taking much 
more than aspirin during a 16 hour work day. Certainly not anyway to treat one that is 
under care...and contraindicated for effective pain relief.”   
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Table 10. Patient-Reported Impact on Work1 
Interpersonal n 

    Embarrassed 3 
    Others frightened 1 
    People stare 1 
Work function 
    Can’t work 2 
    Job loss 1 
    Reduced hours 1 
Treatment/Medical 
    Psoriatic arthritis 2 
    Messy 1 
    Unable to treat at work 1 
    Unpredictability of flares 1 

1Survey data; N=29 
 
DISCUSSION TOPIC 2: PATIENT PERSPECTIVE ON TREATING PSORIASIS  
Q1. What are you currently doing to help treat your condition or its symptoms? 
(Examples may include prescription medicines, over-the-counter products, and other 
therapies including non-drug therapies such as diet modification, exercise.) 
Topical creams were the most frequently reported type of treatment in the psoriasis community, 
followed by oral systemic therapies (Table 11). Approximately 74% of patients who have 
reported a treatment report the use of one or more topical cream, and 35% of patients who have 
reported a treatment report the use of one or more oral systemic therapies.   

Data Source: PLM Psoriasis Community Structured Data 

Table 11. Most Frequently Reported Treatments by Treatment Category* 

*Options are not mutually exclusive                                                                
 
Data Source: PLM Psoriasis PFDD Survey 
Of patients who have responded to the survey, more patients report using pills in the past than 
currently (Figure 12). 
 
 
 
 

Topical Creams n 
    Coal tar topical 1,147 
    Betamethasone topical 1,079 
    Hydrocortisone topical 999 
Light therapy  
    Ultraviolet B (UVB) Light Therapy 453 
    Ultraviolet A (UVA) Light Therapy 232 
    Ultraviolet B (UVB) Narrow Band Light Therapy 166 
Oral systemic therapies  
    Methotrexate 1,050 
    Acitretin 222 
    Cyclosporine 175 
Biologics  
    Etanercept 498 
    Adalimumab 464 
    Infliximab 170 
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Figure 12. Types of Medication Treatment Reported1 

 
1 N=30 

Data Source: PLM Psoriasis PFDD Survey 
Patients who have responded to the survey name diet changes, exercise and light therapy (with 
no medication) to be the most common alternative treatments for their psoriasis (Figure 13). 

Figure 13. Types of Non-Medication Treatment Reported1 

1 

 N=29 
 

Q2. Which non-medication interventions have you found most helpful? Least helpful? 
Data Source: PLM Psoriasis PFDD Survey 
Lifestyle factors, mental factors, topical remedies, and light-related remedies improve psoriasis 
symptoms (Table 12.) Diet (n=4), exercise (n=4), and maintaining a low stress level (n=2) are 
ways that psoriasis patients manage their symptoms. Moisturizers (n=3) and Salt/mineral baths 
(n=2) help as well. Some patients note that light treatments (n=4) and being in the sun (n=3) 
can help improve symptoms. 
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Table 12. Patient-Reported Most Helpful Symptom Management1 

Lifestyle n 
    Exercise 4 
    Diet 4 
    Drinking water 1 
    Sex 1 
    Supplements 1 
    Weight loss 1 
Mental 
    Low stress 2 
    Mindfulness 1 
    Therapy 1 
Topical 
    Moisturizer 3 
    Salt/mineral bath 2 
    Saran wrap 1 
    Vinegar 1 
Light-related 
    Light treatment 4 
    Sun 3 
    Tanning bed 1 

1Survey data; N=29 

Psoriasis patients have tried various unsuccessful methods for symptom management, they fall 
into four categories: alternative medicine, lifestyle changes, topical remedies, and treatments 
(Table 13).  

Just as diet changes can be helpful, they can also be unhelpful (n=4) in managing symptoms. 
Many patients note topical remedies as a helpful symptom-management tactic, but one patient 
does not find moisturizing helpful. While a symptom-management tactic might help for a time, 
patients note that efficacy can be inconsistent (n=5). For example, one patient describes their 
experience with psoriasis management this way: 

“none really - destressing.. it can help but ALL TREATMENTS whether medical/non - is 
sporadic or coin toss if it helps r not - NOTHING is consistent for any length of time.” 

 
Table 13. Patient-Reported Least Helpful Symptom Management1 

Alternative Medicine n 

    Acupuncture 1 
    Aromatherapy 1 
    Massage 1 
    Supplements 1 
Lifestyle 
    Diet 4 
    Exercise 1 
Topical 
    Moisturizer 1 
    OTC creams 1 
    Tar 1 
Treatment 
    All inconsistent 5 
    Light Treatment 1 
    Rx meds 1 

1Survey data; N=29 
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Q3. What specific symptoms do your treatments address (for example; depression, 
constipation, memory difficulty, sleepiness, ability to move)? 

Data Source: PLM Psoriasis Community Structured Data 

Of the 3,952 psoriasis members who have reported a treatment on PLM, approximately 84% 
have reported one or more treatment(s) for the purpose of their psoriasis or an associated 
symptom. The symptom-related treatment purposes reported most frequently include pain 
(3.7%), depressed mood (2.5%), fatigue (2%), and insomnia (2%) (Table 14). 
Table 14. Selected Treatment Purposes in Psoriasis Community 

 Treatment purpose n %1 

Psoriasis 3,320 84% 
Pain 146 3.7% 
Depressed mood 98 2.5% 
General health 96 2.4% 
Anxious mood 81 2.0% 
Insomnia 75 1.9% 

1Of patients reporting one or more treatment, N=3,952 

Data Source: PLM Psoriasis PFDD Survey 
Most patients who have answered the survey feel their current psoriasis treatment is at least 
somewhat effective (Table 15). However, most patients do not feel confident that they can 
control and manage their psoriasis (Table 16). Overall most patients are dissatisfied with their 
current psoriasis treatment (Table 17).  
Table 15.  Treatment Plan Effectiveness1 

How effective are your current psoriasis treatments? n % 
Not at all effective 2 7% 
A little effective  9 31% 
Somewhat effective  12 41% 
Very effective  5 17% 
Extremely effective   1 3% 

1Total N=29 
 
Table 16.  Confidence in Ability to Control/Manage Psoriasis with Current Treatment Options1 

Considering the treatments, including medications, 
exercise, and therapy, that you use to manage your 
psoriasis, how confident are you that you can control and 
manage your disease? 

n % 

Not at all confident 2 7% 
Not very confident 15 54% 
Confident 10 36% 
Very confident 1 4% 

1Total N=28 
 

Table 17.  Treatment Satisfaction1 

How effective are your current psoriasis treatments? n % 
Extremely dissatisfied 5 19% 
Very dissatisfied  3 11% 
Somewhat dissatisfied  9 33% 
Somewhat satisfied  5 19% 
Very satisfied  4 15% 
Extremely satisfied 1 4% 

1Total N=27 
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Q4. What are the most significant downsides to your current treatments, and how do they 
affect your daily life? (Examples of downsides may include bothersome side effects, 
need to visit your doctor or take medications frequently, cause sleepiness, etc.)  
Data Source: PLM Psoriasis Community Structured Data 

Of psoriasis members who have evaluated one or more treatments (n=489), 40% have reported 
at least one treatment that they describe as somewhat or very difficult to take as prescribed. 
Among patients who have evaluated a treatment, 67% have reported at least one side effect 
and 48% have reported a side effect that they consider to be moderate to severe. 

Data Source: PLM Psoriasis PFDD Survey  
 
Most patients who responded to the survey report thinning skin to be a side effect of their 
psoriasis treatment. Only 5 patients (20%) report no side effects. The most bothersome side 
effects for those who experience them are headache and muscle pain (Table 18).  
 
Table 18. Most Bothersome and Most Frequent Medication Side Effects1  
 

 

Which of the following side 
effects have you experienced 
due to your psoriasis treatment?  

Which of the following side 
effects are most bothersome for 
you? (please select up to 3) 

 
 
Side effect 

Number of patients who 
reported side-effect 

% patients who found this side 
effect the most bothersome (of 

those who experienced it) 
Thinning skin 14 57% 
Stinging or burning sensation 5 40% 
Nausea 5 40% 
Muscle, bone or joint pain 7 86% 
Injection-site reactions (i.e. swelling, itch or rash) 2 50% 
Headache 5 100% 
Hair loss 5 20% 
Fatigue 7 57% 
Elevated liver enzymes 4 25% 
Difficulty sleeping 6 33% 
Diarrhea 3 33% 
Depression2 3 100% 
Bruising 7 43% 
Sensitivity to sunlight 4 0% 
Flu-like symptoms 3 67% 
Fever 0 N/A 
I have never experienced side effects 5 N/A 
Other (hair breakage, social rejection, cold 
sweats, difficulty sleeping) 

3 N/A 

1 Options are not mutually exclusive. N=27. 
2 The N includes a patient who reported depression to be one of the most bothersome side effects, but failed to mark it as an experienced 
symptom.  

 
Survey respondents who have reported treating their psoriasis with biologics (N=10, 38%) 
experience thinning skin less frequently and fatigue and muscle pain more frequently than those 
who have reported using topical or oral treatments (N=16, 62%) (Figure 14). 
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Figure 14. Frequency of Most Bothersome Side Effects by Treatment Type1. 

 
1 N=26 
Among patients who have answered the survey, those who report treating their psoriasis with 
biologics are more frequently satisfied with their treatment (N=5, 50%) than patients who have 
reported using other types of treatment (N=4, 25%) (Table 19). 
 
Table 19. Treatment Satisfaction by Type of Treatment1  
 
How satisfied or dissatisfied are you with 
your current treatment plan? 

Biologics 
(N=10) 

                     n          % 

Non Biologics 
(N=16) 

                 n         % 
Extremely dissatisfied 0          0% 5      31% 
Very dissatisfied 0          0% 3      19% 
Somewhat dissatisfied 5        50% 4      25% 
Somewhat satisfied 2        20% 2      13% 
Very satisfied 3        30% 1        6% 
Extremely satisfied 0          0% 1        6% 

1N=26. 
Data Source: PLM Psoriasis PFDD Survey1More than half of psoriasis members who have 
responded to the survey name scaly patches and itching among the three symptoms they would 
like researchers to study. Over a third of members name skin redness and depression among 
such symptoms (Figure 15). 
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Figure 15. Most Important Symptoms for Researchers to Study 

1 

 N=29 
* Data derived from free-text rather than multiple-choice responses   

Other treatment related perspectives gathered from narrative comments 

Q5. What specific features would be most important to you in new treatments for 
psoriasis? 
Data Source: PLM Psoriasis PFDD Survey 
Patients report wanting treatment options that are economic and effective, and have minimal 
side effects (Table 20).  Affordability (n=5) and side effect reduction (n=7), along with no 
immune suppression (n=5) were key factors for patients. Patients prefer pills (n=4), and want 
treatment options that do not limit life functionality (n=3) by being quick (n=2), easy (n=2) and 
more effective (n=1). Patients noted that they consider the FDA as a barrier (n=2) to effective 
medications that they believe have been discovered but are not available. 

 
Table 20. Patient-Reported Treatment Qualities of Interest1 

Economic n 
    Affordable 5 
    >25% coverage 1 
Efficacy 
    Doesn’t limit life functionality 3 
    Easy 2 
    More effective 2 
    Quick 1 
Side effects/Safety 
    Reduced side effects 7 
    No immune suppression 5 
    Pill not injection 4 
    Doesn’t cause cancer 2 
    Allows sun exposure 1 
    Stops breakouts 1 
Other 
    FDA is barrier 2 
    Chilling ointment 1 

1Survey data; N=29 
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Q6. The question I would like to be asked about my daily life with psoriasis is? 
Data Source: PLM Psoriasis PFDD Survey 
Patients would like their voice to be heard in three areas: law and policy, social impacts, and 
clinical/treatment-related (Table 21). In terms of policy, access to medication (n=2) and 
perceptions about the FDA (n=2) are concerns voiced by patients with psoriasis. Coping with 
their condition (n=5) and perceived social stigma (n=2) are also concerns about which patients 
would like to be asked. In addition, patients would like researchers to understand the link 
between psoriasis and depression and anxiety (n=3). 

One patient describes the complex impact of psoriasis on their daily life in several domains, 
including the extra layer of burden that comes with having additional comorbidities: 

“How does the social isolation and accompanying anxiety and depression affect your life 
and health.  What are the most effective ways you have found to deal with it, as 
depression will inhibit all other proactive social and health behaviors.  How do you 
explain your condition and its restrictions to family and friends so that they may best 
understand it to provide support?  How do you prioritize how you will use your energy 
and set boundaries when dealing with chronic fatigue to still participate as much as 
possible in life?” 

Two patients view the FDA as a barrier to their treatment, and would like researchers to study 
its role in getting effective and safe drugs to patients. One patient summarizes their concern 
relating to safety of psoriasis products: 

"Not everyone wants a drug to address something not many seem to thoroughly 
understand. If the FDA spent more time/energy making certain the drugs that are 
currently on the market are GENUINELY SAFE for HUMAN use, with NO/ to MINIMAL 
known to be "bad" effects..."  

Another patient views the FDA as a barrier to new and effective treatments: 

"The FDA should be aware that their existence violates the 9th amendment of the 
Constitution and that they are an immoral barrier to the innovation of new therapy 
development.  They should be ashamed. " 

These concerns echo those voiced about treatments in an earlier question about worries 
relating to psoriasis, where psoriasis patients’ worries centered around side effects of long-term 
use of treatments and perception that novel treatments may not be available soon enough.  
Table 21. Patient-Reported Questions of Interest1 

Law and Policy n 
    Cost/access 2 
    Is FDA creating barrier to cure 2 
Social 
    Coping 5 
    Stigma 2 
    Explaining condition to others 1 
Clinical/Treatment-related 
    Link with depression/anxiety 3 
    Co-morbidity 1 
    Finger nails 1 
    Improved control 1 
    Life-threatening 1 
    Suicidality 1 
    Time burden of treatment 1 
    What treatment works? 1 

1Survey data; n=29 
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Conclusions  
Based on the findings of this study, it is clear that psoriasis patients are challenged by a wide 
variety of symptoms directly and indirectly attributable to their disease. Symptoms such as 
itching and skin pain are accompanied by more generalized symptoms such as insomnia and 
fatigue. Psychosocial complications arise from difficulties in social interactions, problems 
working, and limitations in social activity. Intimate relationships may be affected by interference 
with sexual functioning. These profound effects may result in social isolation and an immense 
expenditure of personal time and effort in managing the disease. The palliative effect of 
treatment is inconsistent, as only one in five patients view their treatment as very or extremely 
effective, and most experience side effects. 
 
Because these difficulties present not only treatment, but also research challenges, it is 
important to identify data sources that offer sufficient access to patients. We believe that online 
research networks such as PatientsLikeMe can aid the PFDD effort in a variety of ways:  
 

• Quick access to the viewpoints of hundreds and even thousands of patients 
• Integration of patient-reported quantitative and qualitative data sources   
• Provide a longitudinal perspective on the patient disease journeys 
• An ability to track patient reactions to new medications and other treatments  
• An ability to query patients with timely research questions in real- time   
• Access to patients who are highly engaged and activated  
• Capture of the patient experience in their language 
• Potential engagement of patients in the review and dissemination of data 
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Appendix 1: PLM Psoriasis PFDD Survey 
 
To get started, we’re going to ask you about the physical symptoms of your condition. 
It’s okay if you don’t know some of this information, or can’t remember exact dates; just 
answer the best that you can. 
 

1. What type of psoriasis do you have? Please select all that apply. (randomized) 
a. Plaque psoriasis (dry, raised, red skin patches (plaques) covered with white or silvery 

scales that are often itchy and can occur anywhere on the body)  
b. Guttate psoriasis (small, pink or red spots that often appear on the torso, arms, 

legs and scalp)  
c. Inverse psoriasis (smooth or shiny red skin areas that are usually found behind the 

knee, under the arm or in the groin area)  
d. Pustular psoriasis (white, pus-filled bumps surrounded by red skin that may show up on 

hands, feet or other parts of the body) 
e. Erythrodermic psoriasis (large areas of red skin that may shed in sheets with severe 

pain and itching) 
 

2. Where does your psoriasis show up? Please select all that apply. (randomized) 
a. Scalp 
b. Face 
c. Hands, feet and nails 
d. Genitals 
e. Skin folds (i.e., armpits, under the knees, breasts, etc.) 
f. Other [please specify __________] 

 
3. When did you experience the first symptom of your condition? Your best guess is fine. 

 
4. When were you diagnosed with your condition? Your best guess is fine. 

 
5. Have any of your blood relatives been diagnosed with psoriasis? 

a. Yes 
b. No 

 
6. What are the top 3 symptoms of your condition or side effects of your treatment that 

you want researchers to study so they can develop more effective treatments? Please 
select up to 3. (randomized) 

a. Scaly patches 
b. Itching 
c. Skin thinning 
d. Skin dryness 
e. Skin pain 
f. Rashes 
g. Skin redness 
h. Hair loss 
i. Hair breakage 
j. Anxiety 
k. Depression 
l. Other (please specify ___________) 
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7. What makes your psoriasis symptoms worse? 
 

8. What makes your psoriasis symptoms better? 
 
 
Next up, we’d like to ask you about your treatment history and satisfaction with your 
treatments. 
 

9. What type of treatment are you currently using for your psoriasis? Please select all that 
apply. (randomized) 

a. Infusions into your vein 
b. Injections under your skin or into your muscle 
c. Pills 
d. Topicals (e.g., cream or ointment) 
e. Other [please specify __________) 

 
10. What type of treatment have you used in the past for your psoriasis? Please select all 

that apply. (randomized) 
a. Infusions into your vein 
b. Injections under your skin or into your muscle 
c. Pills 
d. Topicals (e.g., cream or ointment) 
e. Other [please specify __________) 

 
[for those who selected Injection for 11 b OR 12 b] 
 

11. You told us that you used or are currently using injections under your skin or into your 
muscle for your psoriasis. Please write down the medication name given as an injection. 
If you don’t remember the name, please write “I don’t remember”. ___________ 
 

12. How effective are your current psoriasis treatments? 
a. Not at all effective 
b. A little effective 
c. Somewhat effective 
d. Very effective 
e. Extremely effective 

13. Which of the following side effects have you experienced due to your psoriasis 
treatment?  

a. Thinning skin 
b. Stinging or burning sensation 
c. Sensitivity to sunlight 
d. Bruising 
e. Fatigue 
f. Nausea 
g. Diarrhea 
h. Hair loss 
i. Headache 
j. Flu-like symptoms 
k. Fever  
l. Muscle, bone or joint pain 
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m. Difficulty sleeping 
n. Depression 
o. Elevated liver enzymes 
p. Injection-site reactions (such as swelling, itch or rash) for injected medications 
q. I have never experienced side effects 
r. Other (please specify_____________) 

 
[only if 15 is anything but “I have never experienced side effects’] 
 

14. You told us you have experienced some side effects due to your psoriasis treatment. 
Which of the following side effects are most bothersome for you? please select up to 3.  

a. Thinning skin 
b. Stinging or burning sensation 
c. Sensitivity to sunlight 
d. Bruising 
e. Fatigue 
f. Nausea 
g. Diarrhea 
h. Hair loss 
i. Headache 
j. Flu-like symptoms 
k. Fever  
l. Muscle, bone or joint pain 
m. Difficulty sleeping 
n. Depression 
o. Elevated liver enzymes 
p. Injection-site reactions (such as swelling, itch or rash) for injected medications 
q. None of these side effects is bothersome 
r. Other (please specify_____________) 

 
15. Which of the following non-medication interventions have you tried? Please select all 

that apply. 
a. Light therapy (without medications) 
b. Tanning bed 
c. Diet changes 
d. Herbs or supplements 
e. Yoga 
f. Aromatherapy (i.e. therapy with natural plant oil) 
g. Exercise 
h. Acupuncture 
i. Tai chi 
j. Does not apply 
k. Other (please specify ___________) 

 
16. Which non-medication interventions have you found most helpful? 

 
17. Which non-medication interventions have you found least helpful? 
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18. Considering the treatments, including medications, exercise, and therapy, that you use 
to manage your psoriasis, how confident are you that you can control and manage 
your disease? 

a. Not at all confident 
b. Not very confident 
c. Confident 
d. Very confident 

 
19. Taking all things into account, how satisfied or dissatisfied are you with your current 

treatment plan? 
a. Extremely dissatisfied 
b. Very dissatisfied 
c. Somewhat dissatisfied 
d. Somewhat satisfied 
e. Very satisfied 
f. Extremely satisfied 

  
Ideally, new drug development for psoriasis will lead to a cure that would stop breakouts AND 
eliminate symptoms. Until such time, what specific features would be most important to you in 
new treatments for psoriasis that you’d like the FDA to be aware of?   
 
You’re almost done! Just 6 questions to go. We’d like to learn more about how your 
psoriasis impacts your day-to-day life, things like your social and emotional well-being, 
and how it impacts your relationships activities, and work. 
 

20. What is your current work status? (randomized) 
a. I am able to work full-time 
b. I am able to work part-time 
c. I am retired 
d. I am disabled 
e. I am unemployed 

 
21. How has your psoriasis affected your job? Please write none if it does not.  _____ (does 

not apply option) 
 

22. How has your psoriasis affected your relationships with others? Please, write none if it 
does not.  _____ 

 
23. How has your psoriasis affected your daily activities (maintaining personal hygiene, 

cleaning, cooking, getting around, etc.)? Please, write none if it does not.  _____ _____ 
 

24. What worries you the most about your psoriasis? _____ 
 

25. Please take a moment to think about anything we didn't ask, or that you wish doctors or 
researchers studying psoriasis would ask about life with your condition., then finish this 
sentence: “The question I wish would be asked about daily life with my psoriasis is”:  
_____ 
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Appendix 2: Additional Qualitative Data 
  

PLATFORM FREE-TEXT THEME GROUPS 
Group	 Terms	 Group	 Terms	 Group	 Terms	
Relationship	 Love	 Treatment	 Oil	 Body-part	 Body	

Friend	 Cream	 Elbow	
Daughter	 Shampoo	 Leg	
Kid	 Bath	 Hand	
Son	 Shower	 Ear	
Children	 Wash	 Face	
Mother	 Soap	 Head	
Mom	 Ointment	 Knee	
Husband	 Powder	 Finger	
Child	 Lotion	 Neck	
Pregnant	 Inject	 Throat	
Wife	 Shot	 Stomach	
Brother	 Moisturizer	 Breast	
Marry	 Product	 Palm	
Father	 Diet	 Food	 Nail	
Parent	 Eat	 Provider	 Clinic	
Sister	 Diet	 Physician	
Birth	 Fish	 Doctor	
Pregnancy	 Meat	 Hospital	
Teenage	 Fruit	 Rheumatologist	

Work	 Work	 Kidney	 Dermatologist	
School	 Milk	 Clothing	 Wear	
Job	 Alcohol	 Sock	
Quit	 Boil	 Glove	
Intern	 Weather	 Weather	 Sleeve	
Money	 Winter	 Shirt	

Allergy	 Allergy	 Summer	 Skirt	
 


