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Foreword

Psoriasis is a common, chronic, noncommunicable skin disease, with no clear cause or cure. The negative
impact of this condition on people’s lives can be immense. Psoriasis affects people of all ages, and in all
countries. The reported prevalence of psoriasis in countries ranges between 0.09% and 11.43%, making
psoriasis a serious global problem with at least 100 million individuals affected worldwide. Psoriasis has an
unpredictable course of symptoms, a number of external triggers and significant comorbidities, including
arthritis, cardiovascular diseases, metabolic syndrome, inflammatory bowel disease and depression.

In 2014, Member States recognized psoriasis as a serious noncommunicable disease (NCD) in the World
Health Assembly resolution WHA67.9. The resolution highlighted that many people in the world suffer
needlessly from psoriasis due to incorrect or delayed diagnosis, inadequate treatment options and
insufficient access to care, and because of social stigmatization.

This WHO Global report on psoriasis brings the public health impact of psoriasis into focus. The report is
written to help raise awareness of the range of ways that psoriasis can affect peoples’ lives. It intends to
empower policy-makers with practical solutions to improve the health care and social inclusion of people
living with psoriasis in their populations.

The report highlights that much of the suffering caused by this common and complex disease can be
avoided. Improving access to early diagnosis and appropriate treatment for psoriasis requires universally
accessible health-care systems that provide people-centred care for patients with complex, lifelong
conditions. Governments and other partners have a key role to play in addressing the unnecessary social
consequences of psoriasis by the challenging the myths and behaviours that lead to the exclusion of
patients from health-care settings and daily life.

Dr Oleg Chestnov

Assistant Director-General
Noncommunicable Diseases and Mental Health
World Health Organization
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Introduction

What is psoriasis?

Psoriasis is a chronic, noncommunicable, painful, disfiguring and disabling disease for which there is no
cure and with great negative impact on patients’ quality of life (QoL). It can occur at any age, and is most
common in the age group 5069 (1). The reported prevalence of psoriasis in countries ranges between
0.09% (2) and 11.4% (3), making psoriasis a serious global problem.

The etiology of psoriasis remains unclear, although there is evidence for genetic predisposition (4). The
role of the immune system in psoriasis causation is also a major topic of research. Although there is a
suggestion that psoriasis could be an autoimmune disease, no autoantigen that could be responsible has
been defined yet. Psoriasis can also be provoked by external and internal triggers, including mild trauma,
sunburn, infections, systemic drugs and stress (5).

Psoriasis involves the skin and nails, and is associated with a number of comorbidities. Skin lesions are
localized or generalized, mostly symmetrical, sharply demarcated, red papules and plaques, and usually
covered with white or silver scales. Lesions cause itching, stinging and pain. Between 1.3% (6) and 34.7%
(7) of individuals with psoriasis develop chronic, inflammatory arthritis (psoriatic arthritis) that leads to
joint deformations and disability. Between 4.2% and 69% of all patients suffering from psoriasis develop
nail changes (8—10). Individuals with psoriasis are reported to be at increased risk of developing other
serious clinical conditions such as cardiovascular and other noncommunicable diseases (NCDs) (5,11,12).

Psoriasis causes great physical, emotional and social burden (13—15). QoL, in general, is often significantly
impaired (16—23). Disfiguration, disability and marked loss of productivity are common challenges for
people with psoriasis. There is also a significant cost to mental well-being, such as higher rates of depression,
leading to negative impact for individuals and society (24,25). Social exclusion, discrimination and stigma
are psychologically devastating for individuals suffering from psoriasis and their families. It is not psoriasis
causing the exclusion — it is largely society’s reaction to it and this can change.

Treatment of psoriasis is still based on controlling the symptoms. Topical and systemic therapies as well
as phototherapy are available. In practice, a combination of these methods is often used. The need for
treatment is usually lifelong and is aimed at remission. So far, there is no therapy that would give hope for
a complete cure of psoriasis. Additionally, care for patients with psoriasis requires not only treating skin
lesions and joint involvement, but it is also very important to identify and manage common comorbidity
that already exists or may develop, including cardiovascular and metabolic diseases as well as psychological
conditions.

In 2015, the notion is that psoriasis is a complex disease leading to numerous consequences for patients’
lives (Figure 1).
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Figure 1. Synopsis on psoriasis as a chronic disease with a high comorbidity
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Source: Mrowietz et al. 2014 (26).

Why a global report on psoriasis?

On 24 May 2014, the Sixty-seventh World Health Assembly of the World Health Organization (WHO)
passed a resolution on psoriasis (WHA 67.9). All Member States recognized the burden of psoriasis and
committed to increase their efforts to fight the stigma and unnecessary exclusion of people living with
psoriasis. They recognized as well that too many people in the world suffer needlessly from psoriasis due to
incorrect or delayed diagnosis, inadequate treatment options and insufficient access to care. The resolution
requested WHO to prepare a global report on psoriasis, drawing attention to the public health impact of
psoriasis. The resolution also encouraged Member States to engage in advocacy efforts, to raise awareness
regarding the disease of psoriasis and fighting off stigmatization suffered by those with psoriasis.

WHO recognizes the urgent need to pursue multilateral efforts to raise awareness regarding the disease
of psoriasis and to fight stigmatization suffered by those with psoriasis. This report is written to help raise
awareness of the range of ways that psoriasis can impact on people’s lives. It aims at empowering policy-
makers with practical solutions to improve the health care and the social inclusion of individuals with
psoriasis — and other NCDs — in society.
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The burden of psoriasis

Psoriasis occurs worldwide. It affects men and women of all ages, regardless of ethnic origin, in all coun-
tries (1). Published data on the prevalence of psoriasis in countries vary between 0.09% (2) and 11.4%
(3). In most developed countries, prevalence is between 1.5 and 5% (27). There is also evidence to sug-
gest that the prevalence of psoriasis may be increasing (3). Many studies have demonstrated that pso-
riasis can impact substantially on QoL, even when a relatively limited body surface area (BSA) is affected
(16,17,22,28-32).

Incidence and prevalence

There are very few studies on the incidence' of psoriasis. Registration of psoriasis cases is not compulsory,
meaning reliable data are difficult to find. A review of published literature revealed only a handful of
credible studies on the incidence of psoriasis. One study showed that the overall sex- and age-adjusted
incidence rate of psoriasis in Minnesota in the United States, between 1980 and 1983, was estimated at
0.60 per 1000 person-years (33). A study of 511 532 individuals in Italy between 2001 and 2005 reported
an incidence of psoriasis (adults receiving a first-ever diagnosis of psoriasis) of 2.30-3.21 cases per 1000
person-years (12). In 2012, a 2-week psoriasis screening study via medical consultation was performed in
three countries simultaneously — Algeria, Tunisia and Morocco, where incidence of psoriasis was estimated
at 10.36, 13.26 and 15.04 per 1000, respectively (34).

Relatively more studies have focused on the prevalence of psoriasis. A review of published literature found
68 full articles and reports estimating prevalence rates for 20 countries (Table 1). It should be noted, how-
ever, that the data they contain are extremely difficult to compare with each other, due to the different
methodologies of the studies and their limitations. The main problems are differences in the definition of
prevalence (point prevalence, cumulative prevalence, period prevalence), case definition of psoriasis (self-
reported, physician diagnosed), the population ages studied (children only, adults only, any age group) and
the sampling techniques (questionnaires, clinical examination, combination of clinical examination and
questionnaire, registry data). This difference in methodology clearly impacted on the prevalence rates. De-
pending on the region, the prevalence studies varied from 0.09% in the United Republic of Tanzania (2) to
11.4% in Norway (3). A very weak correlation between geographic latitude and psoriasis prevalence was
found (35). Psoriasis appears to occur most commonly in populations of northern Europe (3,36) and least
in populations of eastern Asia (37-45) Some studies investigated the ethnic differences in the prevalence
of psoriasis. According to a 2001 study in the United States, people with Caucasian or Black ancestry and
others had a prevalence of 2.5%, 1.3% and 1.0%, respectively (14). In another United States study from
2009-2010, these differences were higher, with the prevalence for Caucasians, Blacks, Hispanics and oth-
ers at 3.6%, 1.9%, 1.6% and 1.4%, respectively (46).

' Incidence and prevalence are related terms. Prevalence refers to the proportion in a population found to have a condition out of the total number of
people studied, while incidence refers to new cases within a specified period (usually one year) divided by the size of the population.
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Table 1. Summary of studies on the prevalence of psoriasis

Geographiclocation Year(s) of thestudy =~ Sample size Estimate Female Male Ages of subjects
(years)
Children
China, Taiwan (39) 2004 4067 0.00% 6-11
China, Taiwan (38) 2005 3273 0.00% 6-11
Egypt (47) 2008-2009 219 0.05% <18
Egypt (48) 2011-2012 6162 0.06% 6-12
Germany (49) 2005 306020 0.71% 0.76% | 0.66% <18
Germany (50) 2007 1215684 0.40% 0.44% | 0.35% <18
Germany (11,51) 2009 293181 0.45% <18
Germany (52) . 16500 1.37% 0-17
Italy (53) 2006 145233 0.09% 0-14
Italy (54) 2012 145233 0.2% 0-14
Sweden (55) 1975-1976 8298 0.30% 0.50% | 0.10% 12-17
A

Australia (56) . 1037 2.30% ...
Australia (57) 1996 416 4.5% >18
Australia (58) 1997-1998 1457 6.6% 4.5% 8.9% >20
Brazil (13) 2011 12000 1.3% >18
Croatia (59) 1987 6711 1.21% >18
Denmark (60) 1978 3892 3.73% 3.29% | 4.18% 16-99
France (61) 2005 6887 5.17% >15
Germany (62) 2004-2009 90880 2.03% 1.78% | 2.24% 16-70
Germany (63) 2001-2005 48 665 2.10% 1.9% 2.3% 16-70
Italy (64) 2003 3660 3.10% >45
Norway (3) 2008 10302 11.43% 10.8% | 12.1% 20-79
Norway (65) 1979-1980 14 667 4.82% 4.85% | 4.79% 20-54
Norway (36) 2000-2001 18747 6.1% 30-75
Norway (66) 1998 8045 4.2% 19-31
Sweden (67) 2004-2005 4875 3.9% 18-84
United Kingdom (68) o 58257 1.3% 18-64
United States of America (14) 2001 27220 2.21% 2.5% 1.9% >18
United States of America (46) 2009-2010 6216 3.2% 3.1% 3.6% 20-59
United States of America (69) 2003-2004 2984 3.15% 3.18% | 3.11% 20-59
United States of America (70) 1998-2010 121701 1.32% 30-55
United States of America (70) 1991-2005 116 686 1.37% 25-42
United States of America (70) 1986-2010 51529 1.25% 40-75
United States of America (71) 2011 799 607 0.51%-1.13% >65
United States of America (72) 2003-2006, 2009-2010 10676 3.10% 30% | 3.1% 20-59
United States of America (73) 2001 2443 1.3% >18
United States of America (73) 2001 21921 2.5% >18
United States of America (74) 2001-2002 2619719 0.91%
United States of America (74) 2001-2002 2872333 1.06% .
United States of America (75) 1991-2005 84039 2.58% 41-58

All ages

China (37) 1984 6617917 0.123% 0.124 | 0.168 0-65+
China (40) . 30935 1.49% all ages
China, Taiwan (41) 2000-2006 5864 0.19% 0.16% | 0.23% all ages
China, Taiwan (76) 2006 23000000 0.235% all ages
China (42) 1974-1981 670000 0.35%
China (43) 17 345 0.47% all ages
China (44) .. 7747 2.14% 12-20
Denmark, Faroe Islands (77) 1947-1948 10984 2.84% all ages
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Egypt (78) 1994-1996 8008 0.19% all ages
Germany (79) 2005 1344071 253% | 257% | 2.79% all ages
Germany (80) 2003 2238000 2.0% all ages
Italy (81) 2006 4109 2.9% all ages
Japan (45) 2010-2011 128 000 000 0.44% all ages
Norway (82) 1985 10576 1.41% 1.45% | 1.37% all ages
Norway (83) 1991 2508 1.40% all ages
Norway (83) 1991 442 1.10% all ages
Poland (84) 2005-2009 2161832 1.45% 1.46% | 1.43% all ages
Portugal (85) 1994 1037 1.9% all ages
Spain (86) 1998 12938 1.43% 1.40% | 1.46% all ages
Spain (87) 2013 12711 2.31% 19% | 2.7% all ages
Sri Lanka (88) 1997 1806 0.44% all ages
Sweden (89) 2001-2007 e 1.35% all ages
Sweden (90) 1998-2010 . 1.95% all ages
Tanzania, United Republic of (2) 1994 1114 0.09% all ages
Tunisia (91) e 5778 0.57% all ages
United Kingdom (92) 2009 7520293 1.87% 19% | 1.8% all ages
United Kingdom (93) e 4390 1.71% all ages
United Kingdom (94) 1987-2002 7533475 1.52% all ages
United Kingdom (95) e 29348 2.60% all ages
United Kingdom (96) 2002-2003 789335 0.8% all ages
United Kingdom (97) 1999 252538 0.73% all ages
United States of America (98) 1971-1974 20749 1.43% 1-74
United States of America (99) 2009 2573 5.1% all ages

Note: ... = no data.

Psoriasis is considered equally prevalent in both sexes (5). However, out of all studies that reported
prevalence by sex (Figure 2), some studies indicated that psoriasis is more common in men. Quoted values
are not statistically significant. This issue needs further investigation, in particular, the differentiation of
genetic and behavioural factors.

Figure 2. Prevalence of psoriasis by sex (year of data survey given; not of publication)
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= fin e wi we A

0.00%
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Psoriasis can occur at any age. While some studies indicated the average age of onset for psoriasis was
33 years of age, and 75% of cases occurred before 46 years of age (93), others suggested that the onset
of psoriasis was bimodal with two peaks of the disease — the first between 16 and 22 and the second
between 57 and 60 years of age (100).

Psoriasis also occurs in children. However, there are few studies on the incidence or prevalence
of psoriasis in children, and those that do exist reveal variations between almost absence of juvenile
psoriasis in Taiwan, China (38,39) and 1.37% lifetime prevalence in 0—17-year-old children in
Germany (52). The largest study on prevalence among children was carried out in Germany in 2007
(49). Data collected from a health insurance company database of about 1.3 million individuals
showed the prevalence of psoriasis in children younger than 18 years of age was 0.40%, and
increased roughly linearly over the life course. In 2008-2009, a study of 2194 children in Egypt
(47) found that the prevalence of psoriasis among people 18 years of age and younger was 0.05%.

s psoriasis becoming more or less common?

Tracking trends in incidence and prevalence of psoriasis is difficult, due to the different methodologies of
research on this issue. However, an apparent upward trend is observed in several countries. The prevalence
of psoriasis in China in 1984 was 0.17%, while 25 years later, another study found it to be 0.59% (37,43).
The prevalence in Spain in 1998 was 1.43%, while 15 years later it was reported as 2.31% (86,87).
Data on the prevalence in the United States from the National Health and Nutrition Examination Survey
indicated an increase in prevalence from 1.62% to 3.10% from 2004 to 2010 (46,69). However, different
methodologies of conducting these studies, especially in view of the various case definitions of psoriasis,
do not allow for a clear assessment of the increasing trend.

The most instructive study of trends in prevalence is a 30-year follow-up of a population-based
cohort in Tromsg, Norway (3). Analyses of trends in prevalence during 1979-2008 indicate that self-
reported lifetime prevalence of psoriasis (in the same cohort) has increased from 4.8% to 11.4%.

Global disability burden from psoriasis

The Global Burden of Disease Study in 2010 (1) was an attempt at measuring the extent of disability or
loss of health due to different diseases. One of the metrics commonly used for this measurement is the
disability-adjusted life year (DALY). DALY equals the sum of years lived with disability (YLDs) and years of
life lost (YLLs). One DALY equals one lost year of a healthy life.

DALY =YLD + YLL 1 DALY = 1 lost year of healthy life

The analyses of the Global Burden of Disease Study suggested that the burden of psoriasis is high (1).
Global average DALY for psoriasis for 2010 was estimated at 1 050 660, which is twice as much as for
acute hepatitis C. The global burden of disease estimates for individual countries are presented on the map
in Figure 3.
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Figure 3. World map showing the DALYs for psoriasis per 100 000, rates for all ages and both
sexes

DALYs per 100 000

12109 19 428

Source: Adapted from IHME GBD 2010 (1).

The DALYs for both sexes increased linearly with increasing age up to 60 years. The study showed the
greatest burden of disease occurred in the 50—-69 years of age group and that psoriasis caused slightly
higher DALYs burden in adult males than in adult women up to 75 years of age (Figure 4).

In the Global Burden of Disease Study, the specific patient burden of chronic skin diseases such as psoriasis
may have been underestimated since the underlying disease weights were not derived from the affected
patients. Several studies have shown that chronic skin diseases with high stigmatization are perceived in
a significantly more negative manner by the patients than by the public. Thus, the limitations of the Global
Burden of Disease Study reflect a major psychosocial problem for patients with psoriasis in general: the
lack of awareness of their specific burden by others. Recent publications on the global burden of disease of
psoriasis and skin diseases have outlined this discrepancy accordingly (101,102). For this, any comparative
analysis of disease burden between conditions needs to better balance between objective and subjective
burden.
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Figure 4. Distribution of DALYs for psoriasis per 100 000, by gender and age group
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Gaps in data

Good epidemiological data are essential for disease control and appropriate health-care planning. This
chapter illustrates the many gaps in psoriasis data, and dermatology remains one of the most neglected
fields of epidemiological study. There is a need for better quality data on incidence and prevalence of
psoriasis to understand better the size and distribution of the problem. The available prevalence data come
from only 20 countries, meaning there are huge geographic gaps in knowledge, especially from low- and
middle-income settings. In order to compare the incidence and prevalence of psoriasis between regions
and to track their trends over time, data must be obtained in the same way in different places, reproducibly.
Standardized measurements are needed, including uniform diagnostic assessment, definition of adulthood
and case-finding methods, in order to provide further insight into dermatological problems such as psoriasis.
The estimation of disease burden from psoriasis such as the 2010 Global Burden of Disease Study should
be based on improved, more patient-centred methods. This includes the consideration of disease-specific
rather than generic measures.
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Chapter 3. How does psoriasis affect peoples’

lives?

Introduction

Psoriasis is a chronic, noncommunicable, painful, disfiguring
and disabling disease for which there is no cure, presenting
without a single, typical clinical picture. It can manifest in
many different forms. In addition to the involvement of skin
and nails, inflammatory arthritis (psoriatic arthritis) may
develop. Patients suffering from psoriasis are at higher risk of
developing cardiovascular and other NCDs (103). Moreover,
psoriasis affects mental health and people suffering from the
disease experience significant social stigma.

In assessing the severity of psoriasis, more than 40 different
tools are being used (104). Commonly used measures for
scoring the severity of psoriasis include the Psoriasis Area and
Severity Index (PASI), and the Physician Global Assessment.
Clinicians assess the severity of the disease, taking into
account the degree of scaling, redness, thickness of the skin
lesions or the size of the BSA occupied by psoriasis. QoL
measures are also important.

Skin and nails

Female, South Africa: “I have had psoriasis from
the age of 26 and | am now 54. At first | thought
it was dandruff as it started on my scalp.

My colleagues at work will suggest all sorts of
shampoos as it was visible (‘the dandruff’). Then
it started on my body and | went to a dermato-
logist and | was told it was psoriasis.

[ got ointments that | felt did not help. | hid my
skin from everyone and started wearing a scarf
at work. | felt like an outcast cause in most work
environments you were not allowed to wear a
scarf at that time. At the time | felt like psoriasis
was the unspoken disease as people were
ignorant and pulled their faces or asked stupid
questions or looked at you funny. It still happens
today.”

Source: South Africa Psoriasis Association.

Based on the type of skin lesions, location, the age of onset and course of disease, several clinical

classifications of psoriasis are used (Table 2).

The most frequently reported symptoms connected to psoriasis are (105):

= scaling of the skin in 92%

m itchingin 72%

m  erythemain 69%

m fatigue in 27%

m  swelling in 23%

= burning in 20%

m  bleeding in 20% of individuals.

According to another study, flaking or scaling in the non-scalp area occurred in 89% and flaking or scaling
of scalp areas in 62% of patients. ltching or scratching were observed in 87%, rash in 74%, skin pain in
62%, bleeding in 58%, redness in 57%, flare-ups in 49%, joint pain in 42%, skin cracking in 39%, dry skin
in 34%, physical discomfort in 32%, burning in 28% and nail problems in 22% (7).
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Based on a review of the literature, the prevalence of nail psoriasis ranges between 4.2% (8) and 69%
(9) of all patients suffering from psoriasis. Nail psoriasis may occur with the involvement of the skin or it
may occur alone, being the only symptom of psoriasis. Nail psoriasis is not only a problem of an aesthetic
nature, but can also restrict manual dexterity. The nail disease may be acute or chronic, with varied severity.
There may be involvement of only a single nail or of all nails associated with severe nail destruction or loss
(Figure 5).

Figure 5. Nail psoriasis

©Matthias Augustin, University Medical Center Hamburg.

Nail psoriasis may be a predisposing factor for fungal or bacterial infections, which occur in 4.6% to 30%
of cases of nail psoriasis (107).

Patients suffering from nail psoriasis have significantly worse psoriasis severity scores, compared to patients
without nail involvement (108). In addition, they report poorer QoL and a greater number of days unfit for
work (108). These patients were also more likely to be admitted to the hospital and more often suffered
from psoriatic arthritis.

Psoriatic arthritis

In addition to the skin, psoriasis can be associated with an inflammatory arthritis known as psoriatic
arthritis, which involves the joints of the spine and other joints. This occurs without presence of specific
antibodies in the blood (seronegative spondyloarthropathy). The rheumatoid factor (antibody occurring in
rheumatoid arthritis) is also negative.

A review of the literature showed that psoriatic arthritis affects between 1.3% (6) and 34.7% (7) of
patients diagnosed with psoriasis. There are no data on sex predilection. In a United States population, it
was observed that psoriatic arthritis occurred more frequently in Caucasian patients than in other ethnic
groups (109). Two large consecutive German studies from dermatological practices that assessed the
prevalence of arthritis from examinations by rheumatologists in 2005 and 2007 was 20.6% (10) and
19.6% (110), respectively.

The clinical symptoms are variable, however, peripheral arthritis, spondylitis, enthesitis (inflammation of
the sites where tendons insert into the bone), arthritis in the fingers and dactylitis (profuse swelling of the
fingers or toes) are considered to be most common (Figure 6). Psoriatic arthritis can lead to chronic pain
and change in physical appearance. Patients suffering from psoriatic arthritis have reduced physical fitness,
compared to psoriasis patients without it (22). Typically, psoriatic arthritis occurs in conjunction with long-
standing skin lesions, although rarely it occurs alone, in the absence of psoriasis.
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Psoriasis arthritis

©Matthias Augustin, University Medical Center Hamburg.

Associated diseases

Numerous studies have reported the coexistence of psoriasis and other serious systemic diseases, most
often mentioned are cardiovascular diseases, metabolic syndrome, including hypertension, dyslipidemia
and diabetes mellitus, and Crohn’s disease. Even children show increased rates of comorbidity compared
to unaffected infants, or those with atopic eczema (11,49).

Most publications discuss the association between cardiovascular disease and psoriasis. Patients diagnosed
with psoriasis have an increased burden of subclinical atherosclerosis and vascular inflammation (111).
They also have significantly higher levels of serum lipids, including triglycerides and total cholesterol,
compared to healthy individuals (112). Moreover, psoriasis is associated with atrial fibrillation and stroke,
which may be aggravated in young patients (113). However, it should be noted that at present it is not
known whether psoriasis is an independent risk factor for the development of cardiovascular disease.

Obesity or weight gain has been shown to be an independent risk factor for psoriasis. Tobacco smoking is
another risk factor (114). Frequency of metabolic syndrome, depression and erectile dysfunction has also
been found to be significantly higher in patients diagnosed with psoriasis (115). In some diseases and
subgroups of patients, psoriasis has been shown to be an independent risk factor for non-alcoholic fatty
liver disease (116). In spite of a high number of studies on the association of psoriasis with comorbidity,
the causality and independence on some associated diseases remain unclear and need further research
(117,118).

Psychological and mental health

Psoriasis is not only a disease that causes painful, debilitating, highly visible physical symptoms. It is also
associated with a multitude of psychological impairments. For many reasons, psoriasis can be psychologically
devastating. Patients’ lives become especially difficult when psoriasis is present in highly visible areas of
the skin such as the face and hands. Related psychological problems can affect every day social activities
and work. It causes embarrassment, lack of self-esteem, anxiety and increased prevalence of depression
(24,25). Patients with psoriasis report experiencing anger or helplessness, and they disclose a higher rate
of suicidal ideations than other patients. In a study of 127 patients with psoriasis, 9.7% reported a wish to
be dead and 5.5% reported active suicidal ideation at the time of study (119).
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Influences from the workplace

In the workplace, psoriasis may be triggered or aggravated by mechanical or other physical impact on
unprotected body locations (120). In patients who claimed occupational hand dermatitis, psoriasis was
found to be the cause of the disease in 3.8% (121)-6.5% (122) of cases. Special gloves and other personal
protective equipment may reduce lesions and enable the person to continue working, which otherwise may
be jeopardized (121,123).

Social participation

Psoriasis can affect relationships at home, school or work
as well as sexual relationships and thus reduce QoL and
cause psychological strain (15,17-19,32,124-128). Patients
are frequently stigmatized and excluded from normal social
environments, including schools, workplaces and swimming
pools. As a result, they often avoid social activities and
commonly report experiencing loneliness, isolation, feelings

Gary, with a genuine passion for swimming, has
been a chronic patient of psoriasis since 23. Gary
was not admitted to public swimming pools

as swimmers made complaints to lifeguards.
Even though the lifeguards know that psoriasis
isn't contagious and won't be transmitted
through water, they couldn't help but settle the

of being unattractive and frustration.

A study conducted in the United States evaluated which
spheres of patients’ lives suffered most (7). Seven impact
areas were considered: emotional (mood, feelings); social
(friends, activities); the family (activities, responsibilities);

situation by asking him to leave. ... Moderate
sunbathing can benefit psoriasis. Gary headed
to a public park for sunbathing on a Sunday
morning. When Gary revealed his skin, with red
patches on the upper trunk, the mother of a
little girl walked away with her daughter. Gary

tried to explain to her that one couldn't catch
psoriasis or spread it to others, yet the young
lady turned a deaf ear to what he said and

refused to believe it.

professional (work, career); physical functioning; sexual
intimacy; and educational life. The results showed that 98% of
patients reported that psoriasis impacted on their emotional
life, 94% on their social life, 70% on family life, 68% on
their professional career, 38% on physical functioning, 17%
on sexual intimacy, and 21% on their educational life. These
values were all higher for patients with psoriatic arthritis.

The lost opportunities and the burden from disease over a
significant portion of a lifetime can be cumulative and in
many cases are irreversible.

Source: © Hong Kong Psoriasis Patients Association.

Socioeconomic burden

In patients with psoriasis, functional impairment, lost opportunities in professional life and elevated
economic burden for treatment expenses can add to significant socioeconomic burden on an individual
level (129—-131). The costs of psoriasis are significant for both patients and the health-care system. The
annual cost of psoriasis in the United States was estimated at US$ 11.5 billion in 2008, with patient out-
of-pocket costs accounting for 55% of the total direct costs of the disease (132,133). Survey data from
the United States indicate that psoriasis patients pay on average US$ 2528 out-of-pocket each year on
psoriasis care, 34% of which is on prescription and over-the-counter medicines (134). In Switzerland, out-
of-pocket expenses for ambulatory care per patient in 2005 ranged from CHF 600—1100 per year for mild
psoriasis to CHF 2400-9900 for severe psoriasis (135).
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Jimmy, United States of America, suffers from
severe psoriasis affecting 90% of his body. He

is currently homeless, after losing his ability to
work from his painful psoriatic plaques affecting
his hands. He has been denied a bed in a shelter
because the staff were concerned his skin
lesions were contagious. Jimmy currently lacks
any effective treatment and struggles daily to
not only provide for himself, but treat his painful
skin.

Source: National Psoriasis Foundation, United States.

Measuring the

impact

Inability to work due to psoriasis increases with psoriasis
severity. In one German study, employed patients lost a mean
of 4.9 working days per year due to psoriasis (23). For severe
psoriasis, the incidence of hospitalization is almost twofold
higher than for mild psoriasis (136). In addition, patients
suffering from severe disease report a greater number of days
absent from work or school due to psoriasis (136).

On the societal level, psoriasis, due to its high prevalence and
marked direct and indirect costs, can result in considerable
economic burden for tax payers, patients and society in general
(129,131,137,138).

of

psoriasis on quality of life

In addition to the evaluation of clinical
manifestations, a health-related quality of life
(HRQol) measure is an important element in
assessing the advancement of the disease and
its impact on patients’ health and well-being.
QoL tools estimate the impact of the disease on
the physical, mental, functional and social well-
being from the patients’ own perspectives. The
Dermatology Life Quality Index (DLQI), despite
methodological limitations, is currently the most
frequently used method of evaluating QoL for
patients with different skin conditions.

HRQoL is significantly impaired in patients with
psoriasis. Factors such as disease severity, gender,
age, anatomical sites of lesion, involvement of
comorbidity (e.g. arthritis) and psychological
distress can all be associated with reduced HRQoL
in people with psoriasis. Burden from treatment
and time needed for daily treatment are also
major predictors of reduced HRQoL (139). Several
studies showed evidence of a higher impact on
QoL for females (139), whereas other studies
have not found this difference. By contrast, an
Iranian study on psoriasis patients showed that
the negative impact on patients’ QoL was higher
for men than women (DLQI 11.0 versus 7.0) (21).
The study also noted that the impact on Qol
increased with the number of areas involved by
the disease. The highest negative impact on QoL

Astrid, female, 57, Netherlands: “Having a serious skin disease
atayoung age is very difficult. Having psoriasis means that in
the classroom no one wants to sit next to you. Having psoriasis
means never to be invited to a birthday party and nobody
wants to come to your birthday party. Having psoriasis means
not being allowed to join the swimming lessons. Having
psoriasis means not to be able to join a sports club etcetera. ... |
fell in love with a nice man. He knew about psoriasis, because of
his whole family suffered from psoriasis. After we married, we
decided not to have children. We both have a sincere psoriasis
and we don't want to give this to a child. We didn’t want risk

a child having a terrible life. This was very difficult to decide.
Having no children means that you never have children in your
house. No friends coming by, no children in law, no grand-
children. We have no people around the house and are just
two people sitting at the Christmas dinner. Finding a job was
very difficult. People suffering from psoriasis are not wanted.
Another problem was finding a house. We wanted to buy a
house, but because of the chronic disease, we were not able to
get a mortgage. Now we have to pay a very high rental price,
which means we are not able to go on holidays etc. ... There
are also practical difficulties. When | want to go to a hairdresser
it always gives big problems. Hairdressers don't like people with
psoriasis. When | go shopping for clothes, | am not allowed to
try some. When you go to the fitting room, you are not allowed
to give the clothes back if they don't fit. You have to buy them,
even if they don'tfit. ... If I had no psoriasis, my life was
probably complete different: Maybe we lived in a nice house.
Probably we had a family: children and grandchildren. Maybe |
had the job that | was educated for. Without psoriasis we could
have a normal life.”

Source: Psoriasis Vereniging Nederland.
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was observed when the neck/décolletage region or hands were involved, and the lowest when the groin
was involved.

A study conducted on a large population of European psoriasis patients showed that the overall impact
of psoriasis increased in combination with the severity of the disease (105). Psoriasis was a significant
problem for 15% of patients with mild psoriasis, 23% with moderate psoriasis and 51% with severe
psoriasis. In addition, 48% of patients reported that their disability due to psoriasis had a modest impact
on activities of daily living. To a lesser extent, disability also influenced career, school and relationships
with friends. Several daily activities were adversely affected by psoriasis, including clothing choice (54%),
the need for more baths (45%), washing/changing clothes more often (40%), sport activities (38%), sleep
disorders (34%) inhibiting work/school activities (27%), sexual difficulties (27%) and social relations
(26%). A study conducted in Malaysia showed similar results, with only 5.6% of patients reporting that
psoriasis had no effect on their QoL (22). A study conducted
in Germany also found that psoriasis had a negative impact
on QoL for the majority of patients. Only 15.2% reported that
psoriasis had no effect on their QoL (23).

Dai, 26, China, suffers from erythrodermic
psoriasis and pustular psoriasis. Dai has never
entered any formal employment. He now sells
honey online, but still has to rely on financial

assistance from his parents for living and oL . .
treatment. In 2015 when his mother took him to | HHOWeVer, it is important to note that in many studies, the

hospital, they were turned away by taxi drivers | Correlation of impaired QoL scores with current clinical severity
on their way and also by innkeepers. is low, indicating the impact of psoriasis on the individual goes
beyond the apparent severity of skin lesions (141). Additionally,
stigmatization and QoL burden associated with psoriasis can
have a sustained effect over the course of a patient’s lifetime.
The chronic disability caused by psoriasis is referred to as the
“cumulative life course impairment of psoriasis” (CLCI) (20).
CLCl is a key concept of psoriasis care because it indicates
that this chronic disease, which can stretch over the period
from childhood to old age, can lead to irreversible burden and
lost opportunities. Thus, even in the absence of life-threating
conditions or physical scarring, there is an urgent need for
early intervention and evidence-based psoriasis treatment in
order to avoid long-term suffering, disease progression and
escalation of CLCI. In practice, indicators for patients at risk
of CLCI can be detected, patients treated and potential CLCI
prevented (142).

Source: National Psoriasis Foundation, United States.

Studies on the impact of psoriasis on QoL differ so dramatically
in terms of methodology, that it is not possible to compare them accurately. QoL assessment is carried
out using different scales and data are obtained using different tools (for example, self-administered
questionnaires, telephone interviews, physician completed questionnaires) in various age and ethnic
groups. Nevertheless, regardless of the methods used, there is considerable and uniform agreement in the
literature that psoriasis leads to impairment of HRQoL. Moreover, in almost all clinical studies, HRQoL has
improved with effective therapy (31). HRQol is also associated with the patient satisfaction of treatment
(143).

Of course, factors affecting psoriasis-associated disability may differ from patient to patient. Furthermore,
the impact of psoriasis on an individual can vary over time. Population studies, nevertheless, offer a general
insight into the factors that affect the QoL of people with psoriasis.
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Chapter 4. Improving the quality of care for
people with psoriasis

Principles of psoriasis management

Psoriasis is by nature a chronic, incurable disease with an unpredictable course of symptoms and triggers.
The consequence is often life-long treatment, therefore, all treatments must meet high quality criteria that
are not only efficacious, but also safe over long periods. As the cause of psoriasis is still unknown, treatment
is only available to control symptoms. Treatments include a range of topical and systemic therapies as
well as phototherapy. It also involves treatment for reducing pain and disability from arthritis and other
manifestations.

Care for patients with psoriasis requires more than management of the skin lesions and joint involvement.
The complexity of psoriasis means that prescribing drugs in isolation is insufficient to control the disease
and a holistic, whole person approach to care is needed. Management of psoriasis also includes screening
for associated diseases such as hypertension, dyslipidemia, diabetes mellitus and cardiovascular disorders
as well as their complications such as myocardial infarction and stroke (Figure 7). Psoriasis patients are
more likely to suffer from depression and anxiety disorders and have an increased rate of suicidal ideation.
Screening at regular intervals for these associated diseases and for co-medication to prevent drug-drug
interactions or drug-triggered psoriasis as well as recognition of trigger factors and their treatment are an
essential part of psoriasis management.

Management algorithms (such as shown in Figure 7) for countries with a developed social and health-care
system can be adapted to the needs of local health-care environments. Psychosocial interventions may
be needed such as psychological treatment, patient education and psychotherapy (144,145). One-to-one
sessions, group therapy, nursing intervention (26) and support by phone or telemedicine (146) may also
be helpful. Patient empowerment is a central component of successful programmes (147), as has been
demonstrated in other chronic skin diseases (123).

Figure 7. Psoriasis management algorithm

o T Pos }—N Specialist I
screening Neg }—N Annual re-screening I
Pos I—N Rheumatologist
Psoriatic arthritis d |
screening Neg l—N Annual re-screening |
Comedlc_atlon Interactions/ Change
screening Problems
Obesity Weight loss intervention
Trigger factor Smoking Smoking cessation programme
screening Stress Psychological Intervention
Infections Adequate therapy

Mild HI Topicals +/- UV lﬁ
Treatment HI Scoring wegtmlent Combination therapy
oals
Moderate-to-severe HI Systemic therapy 14

Pos, positive; Neg, negative; UV, ultraviolet
Source: Mrowietz et al. 2014 (26).
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Treating the skin manifestations

There are three major forms of therapy — topical therapy; phototherapy; and systemic therapy (Table 3).
Treatment is based on psoriasis severity at the time of presentation. Mild psoriasis usually is treated with
topical therapy, progressing to phototherapy in the case of insufficient response. Moderate to severe psoriasis
requires systemic therapy. Commonly used first-line drugs include methotrexate, ciclosporin, acitretin and
etretinate. In some countries, other systemic therapies such as biologic agents and fumaric acid esters
are available (148). All treatments for psoriasis, apart from retinoids, are primarily anti-inflammatory, and
subsequently lead to slowed epidermal keratinocyte turnover and a flattening of plaques. In many countries,
other treatments may play a prominent role, including traditional Chinese medicine, self-treatment with
over-the-counter products (non-prescription drugs) and climatotherapy.

Table 3. Treatment options for psoriasis

Topical therapies (ointments, creams,
lotions, gels, or foams applied to the skin)

Vitamin D, analogues

Corticosteroids
e.g. betamethasone and hydrocortisone

Anthralin/dithranol

Topical retinoids

Phototherapy (UV-light therapy)

Systemic therapies (tablets or
injections/infusion)

Methotrexate

Ciclosporin

Acitretin

Biologic agents

Oral small molecules

The WHO Model List of Essential Medicines (149) includes a small number of topical and systemic treatments
that could be useful for patients with psoriasis, which should be considered as a minimum requirement for

all health systems (Table 4).

Table 4. Psoriasis treatment options included on the WHO Model List of Essential Medicines

Anti-inflammatory and antipruritic medicines

betamethasone

cream or ointment: 0.1% (as valerate)

hydrocortisone

cream or ointment: 1% (acetate)

Medicines affecting skin differentiation and proliferation

coal tar solution: 5%
fluorouracil ointment: 5%
salicylic acid solution: 5%
urea cream or ointment: 5%; 10%
Complementary list?
Systemic therapies®
methotrexate tablet: 2.5mq (as sodium salt) (for joint diseases)
ciclosporin capsule: 25mg (for immunosuppression)

! Minimum medicine needs for a basic health-care system.

2 Medicines for which specialized diagnostic, monitoring, training or care may be needed.
3These medicines are not specifically included in the WHO Model List of Essential Medicines for dermatological conditions, but for the indications specified

above.
Source: WHO 2015 (149).
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To ensure efficacious and safe treatment, the recommendations of the guidelines for safety monitoring
should be followed. Patients — particularly if on newly registered drugs — should have long-term follow-up
through enrolment in pharmacovigilance registries. A number of clinical guidelines for the treatment of
psoriasis have been developed, including the European psoriasis guidelines and NICE guidelines (150-152).

Treating the whole person: beyond the skin manifestations

Treating the skin symptoms is not sufficient to control this
complex disease, which has unpredictable and varied
manifestations and associated diseases.

As outlined in Chapter 3, many people with psoriasis
experience psoriatic arthritis thus patients with psoriasis
should be screened for the presence of early joint symptoms
and if diagnosed with psoriatic arthritis should start
appropriate treatment to prevent disease progression and
joint destruction. As psoriatic arthritis can develop over time,
such screening must be repeated at reqular intervals. Several
tools have been developed to help detect early signs of
psoriatic arthritis (153).

Female, Scotland: “l was diagnosed with scalp
psoriasis at age 13, having to use sticky messy
ointments almost every night was bad enough,
as a young teenager. ... | was diagnosed with
psoriatic arthritis at age 26. ... | was given anti-
inflammatories, but had continuing flares in
my hands, feet, knees, ankles, wrists over many
years, swelling and much pain. The attitude
then, was it won't be serious’— it was and is.

... | now have deformed feet and ankles, and
cannot walk far. | have had to have extensive
foot surgery.”

Source: Psoriasis Scotland Arthritis Link Volunteers.

Understanding triggers

Several triggering factors have been identified leading to the first manifestation of psoriasis or flares of a
stable chronic disease. Understanding and minimizing these triggers can be an important part of managing
psoriasis.

In a number of studies from different countries, obesity/weight gain has been identified as a significant
trigger for psoriasis (114). Studies have shown that obese psoriasis patients undergoing bariatric surgery
with subsequent significant weight loss show improvement of skin lesions (154—156). Obesity is also
associated with reduced efficacy of psoriasis treatment (157,158) and is an independent risk factor for
cardiovascular disease. Thus, weight loss intervention programmes should be part of psoriasis management.

Tobacco smoking is another important risk factor for psoriasis (114). Counselling for smoking cessation
should be included in caregiving. Certain infections can also serve as triggers for psoriasis. Streptococcal
throat infection is one important aggravating or initiating factor (159). Periodontitis has also been
associated with an increased risk for psoriasis (160). Tonsillectomy in adult patients with recurrent tonsillitis
can improve the course of psoriasis and reduce the need for therapy (159). Stress represents a strong
aggravating factor for psoriasis in both adults and children, regardless of the nature of the stressor (161).

Barriers to quality care

Patients suffering from psoriasis face many barriers when dealing with health professionals and health
systems. Patients with skin diseases often encounter these barriers, which include a low level of knowledge
about skin diseases among non-dermatology trained health professionals, high costs of treatment and
limited access to health care. Many low- and middle-income countries have no skin specialists and referral
is difficult due to geographic distance and availability of travel funds. There are also barriers specific to
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patients with psoriasis, such as the persistent belief about the alleged contagiousness of the condition,
which results from a lack of public awareness and misunderstanding. Adherence to psoriasis treatment is a
challenge, and a lack of adherence by many psoriasis patients can be a reason for suboptimal management

(162,163).

Inadequate access to health care

Dale, a man in his fifties in North Carolina,
United States of America, struggles daily with
his severe plaque psoriasis. As a skilled construc-
tion worker, he has had to give up working due
to the severe pain affecting his swollen hands.
He now lives in his brother’s back yard and does
odd jobs to make ends meet. He has applied for
disability several times, and has been denied.
While many effective treatments exist, he lacks
access to them because he is uninsured.

Source: National Psoriasis Foundation, United States.

According to the WHO World health statistics 2015, access to
health care is still limited in many countries (164). The density
of physicians per 10 000 population is <1 in 21 Member
States, and <10 in 65 Member States. It should be noted that
the data on the density of physicians are not available in 77
Member States, meaning that access to health care could
be even lower. Furthermore, the data on access to essential
medicines are poor in most low-resource settings.

Another major problem faced by many patients suffering
from NCDs, including psoriasis, is inadequate public funding
for health care and high out-of-pocket costs. Funds allocated

by many countries for providing basic health care to their citizens are still insufficient. According to the
WHO Global health expenditure atlas, a minimum of US$ 44 is required per person per year to provide
basic, life-saving health services (165). According to the World health statistics 2015, 25 WHO Member

States spent less than this in 2012 (164).

The above data reflect perfectly a fundamental problem faced by patients suffering from psoriasis. Lack
of adequate access to health professionals means no diagnosis, no treatment, uncontrolled development
of the disease and disability. Lack of a sufficient number of health professionals to some extent also
contributes to low public awareness of psoriasis and the exclusion and discrimination of patients diagnosed

with the disease.

Lack of awareness of health professionals

An insufficient number of health professionals results in a lack of specialist support to general practitioners,
who are the lone providers of health care. Lack of adequate training of general practitioners and other
health-care providers results in a low awareness of psoriasis (166). Ultimately, lack of awareness about
psoriasis and its associated co-morbidities results in under-diagnosis and ineffective therapy, inappropriate
to the needs of the patient. The need for increased awareness has been emphasized by the European White

Paper on Psoriasis Care (167).

In circumstances where there is limited access to health professionals, the lack of access to medical
specialists, including dermatologists, rheumatologists, psychiatrists, cardiologists and paediatricians, is even
more likely. In an ideal situation, contact with such specialists is needed to ensure the optimal treatment
of psoriasis and prevention and management of attendant co-morbidities.
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Lack of guidelines and tools, which are necessary for a prompt diagnosis of psoriasis and providing
appropriate treatment, is another issue faced by patients. It results in unnecessary suffering, uncontrolled
disease and irreversible deformities of the joints and disability. Furthermore, patients are often deprived of
comprehensive, individually adapted or personalized care. Even in countries where guidelines exists, their
uptake is low (167). However, there is evidence that when health-care providers are aware of guidelines
and implement them in daily practice, the quality of care for psoriasis patients is increased (171,172).

The treatments used for various skin disorders, including
psoriasis, can be expensive, life-long and often not financed by | Male South Africa:"I think the main problem
universal health coverage schemes. Self-funding of treatment | {14t/ faced was that the medical aid did not pay
is often ruinous for the patients and their household budget, DG t,reatments’and,that became 2 very
particularly as many people suffering from psoriasis cannot COStll)t’ efmse ]EO git my.Skmt;O c(;earu':'lTh'?t
undertake professional work for health reasons or because ;eﬁzﬂsaEmtirp;]yo:gngecaem:;r:mO:dgigl
of discrimination. According to the WHO Global health aid stopped funding my t'reatmem o
expenditure atlas, 100 million people are pushed into poverty informing us in time). Eventually, | threw up my
every year because they have to pay directly for their health | 1,345 in despair, and basically, | gave up on my
care (165). In many countries, most treatments for psoriasis | skin treatment. As a result of this, | think about
are either unavailable or are not reimbursed, even those on 65-75% of my body is covered in scales.”

the WHO Model List of Essential Medicines (166).

Source: South Africa Psoriasis Association.

The prices of psoriasis medications vary considerably — from the relatively inexpensive topical corticosteroids
to the more costly biologic therapies (168). Recent advances in biologic agents have considerably expanded
the treatment options for patients with psoriasis, however, the prices of these newer treatments are higher
than traditional systemic medications and phototherapy (169,170). A cost analysis of systemic therapies
conducted between 2000 and 2008 revealed that medication prices are increasing at a rate greater than
that of general inflation (170).

Given the chronicity of psoriasis, these expenses compound over the duration of treatment. Whether the
cost is born by the patients themselves or by governments and insurance funds, the high cost of therapies
for chronic conditions like psoriasis adds a huge burden to overall health expenditure. Manufacturers need
to work with purchasers and regulators to provide these therapies at lower prices, especially for newer
systemic therapies. Even the costs of generic topical therapies and cheaper systemic treatments such as
methotrexate and cyclosporine can be barriers to the optimal management of psoriasis in lower-resource
settings (166).

Non-adherence to treatment is a barrier to quality care for people with psoriasis. Multiple recurrences,
side-effects and cost of treatment can dishearten patients. This can lead to poor adherence to therapy and
prevent patients from achieving the best possible results from treatment (162,163). Patient adherence
is also negatively associated with dissatisfaction with treatment and psychiatric morbidity (143). Poor
adherence is highest with topical therapy, but it is also a problem with systemic treatment that includes
biologic agents (30). Low adherence is partly due to insufficient communication regarding instructions on
how to use the drug, misperception of possible adverse events and mistaken expectations about the speed
and degree of improvement.
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Discrimination against patients with psoriasis can directly affect their ability to access appropriate health
care. In many communities, the belief that psoriasis is contagious can cause problems for patients in public
places, including health-care facilities and pharmacies. Exclusion from work reduces the ability to pay for
the requisite health care and inhibits full participation in society in a way that promotes their general
well-being and a healthy lifestyle. Public misconceptions about psoriasis, for example, the myth that it is a
contagious disease, results in exclusion of patients from the everyday life of their communities and fosters
low self-esteem, depression and even suicide.

What can be done?

The negative impact of psoriasis on patients' lives can be reduced in a number of key areas. These include:
(i) ensuring that the treatment of skin diseases is included in universal health coverage schemes; (ii)
carrying out campaigns and training aimed at increasing knowledge and awareness of psoriasis among
health-care providers and society; (iii) increasing research into the etiology of psoriasis; and (iv) developing
new therapies targeting the causes of the disease.

The most important step is to implement global commitments to achieve universal health coverage.
Universal health coverage has been specifically included in the Sustainable Development Goals for 2030,
approved by all United Nations Member States at a High-level Plenary Meeting of the General Assembly
in New York on 25-27 September 2015. Member States agreed that they will achieve universal health
coverage, including financial risk protection, access to quality essential health-care services and access to
safe, effective, quality and affordable essential medicines and vaccines for all by 2030. They also agreed to
support research and development of vaccines and medicines for the communicable diseases and NCDs
that primarily affect low- and middle-income countries and provide access to medicines for all. Furthermore,
they agreed to increase substantially health financing and the recruitment, development, training and
retention of the health workforce in low-resource settings, especially in least developed countries and small
island developing states.

Meeting the global commitments to provide universal health coverage would have a significant impact
on improving the lives of people, especially those with chronic conditions such as psoriasis. Having access
to affordable basic health care, having their psoriasis diagnosed and receiving early and appropriate
treatment as well as affordable long-term supply of medicines and treatments would significantly reduce
the unnecessary burden of psoriasis. Strengthening the health workforce means more general practitioners
who have appropriate training in the management of skin diseases.

Globally, there is a high need of psoriasis patients for remission of skin lesions and for relief from the
psychosocial burden of disease (139). However, besides the disappearance of visible disease, a variety
of other needs were observed, including healing of nonvisible lesions such as in the genital area, relief
from itch and pain, more participation in social activities and improvement of functioning in professional
and private life (Figure 8). Treatments also should be evaluated for their potential to improve associated
conditions. These needs provide hints of the benefits that could be gained from treatment and could thus
be used as evaluation criteria for optimizing therapy (173). It is evident that the results of clinical studies
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do not sufficiently reflect the therapeutic benefits from psoriasis treatment since they mostly focus on a few
primary and secondary endpoints. Instead, extended outcomes research based on patient-relevant benefit
endpoints of psoriasis would better reflect the patients’ perspective — that is, patient reported outcomes.

Figure 8. Importance of patient needs related to treatment of psoriasis

Patient needs in psoriasis treatment (% responses)

... GET BETTER SKIN QUICKLY 94,2
...RECOVER FROM ALL SKIN LESIONS 93,3
...HAVE CONFIDENCE IN THE THERAPY 90,3

...REGAIN CONTROL OF THE DISEASE 88,1
...FIND A CLEAR DIAGNOSIS AND THERAPY 85,8

...HAVE NO FEAR THAT THE DISEASE WILL BECOME WORSE 83,2
...BE LESS DEPENDENT ON DOCTOR AND CLINIC VISITS 78,4
...BE FREE OF ITCHING 76,4

...NEED LESS TIME FOR DAILY TREATMENT 75,7

...BE ABLE TO LEAD A NORMAL EVERYDAY LIFE 74,1

...BE COMFORTABLE SHOWING MORE IN PUBLIC 7,2

...EXPERIENCE A GREATER ENJOYMENT OF LIFE 71,0
...HAVE FEWER OUT-OF-POCKET TREATMENT EXPENSES 68,9
...BE ABLE TO ENGAGE IN NORMAL LEISURE ACTIVITIES 67,9

...HAVE FEWER SIDE EFFECTS FROM TREATMENT
...NO LONGER HAVE A BURNING SENSATION ON THE SKIN

64,7
61,3
55,8
54,0
53,2
52,5
51,7
48,6
47,4

...FEEL LESS DEPRESSED
...BE MORE PRODUCTIVE IN EVERYDAY LIFE

...BE LESS BURDENED IN YOUR PARTNERSHIP

...BE FREE OF PAIN

...BE LESS OF A BURDEN TO RELATIVES AND FRIENDS
...BE ABLE TO HAVE A NORMAL SEX LIFE

... BE ABLE TO HAVE MORE CONTACT WITH OTHER PEOPLE
...BE ABLE TO SLEEP BETTER 46,3,9

...BE ABLE TO LEAD A NORMAL WORKING LIFE 40,9

0,0 10,0 20,0 30,0 40,0 500 600 700 80,0 900 1000

Source: Blome et al. 2011 (139). From German national health-care studies 2007 and 2008 (n = 4458).
A people-centred model of care

People with chronic and complex conditions, including psoriasis, require a health-care system that responds
to their needs as a complete person. This is more difficult to achieve in health systems that are designed
for acute episodic care, often for very specific conditions such as maternal and child health, or acute
infectious diseases. Health systems in all countries must undergo a fundamental paradigm shift in the
model of health-care delivery to respond to the rising burden of chronic complex conditions, and multiple
comorbidities, such as psoriasis and other major NCDs.

The WHO global strategy on people-centred and integrated health services is a call for precisely this type of
paradigm shift in the way health services are funded, managed and delivered (174). The strategy presents
a compelling vision of a future in which all people have access to health services that are provided in a
way that responds to their preferences, are coordinated around their needs and are safe, effective, timely,
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efficient and of an acceptable quality. This includes a vision where the services available to people are better
able to provide a continuum of care that meets all their health needs, in an integrated way, throughout their
life course. People-centred health services are an approach to care that consciously adopts the perspectives
of individuals, families and communities, and sees them as participants as well as beneficiaries of trusted
health systems that respond to their needs and preferences in humane and holistic ways. It requires that
people have the education and support they need to make decisions and participate in their own care.
Achieving people-centred and integrated health services can generate significant benefits in all countries,
whether low-, middle- or high-income, including conflict afflicted and fragile states, small-island states and
large federal states.

For patients with psoriasis, people-centred care could mean that the general practitioner assesses and
considers the full spectrum of the person’s needs, including the issues related to their psoriasis, but also the
other issues related to their health and well-being. The general health-care provider would also have access
to refer the patient to a specialist dermatologist for a consultation (or use teledermatology consultations
to seek the essential specialist input). The primary care provider, based on consultation with the patient,
would seamlessly coordinate the inputs from various specialists, including dermatologists, rheumatologists,
cardiologists and psychologists. Furthermore, if a dermatologist is not available, a general practitioner
should monitor the progress of treatment, and in the case of relapse refer the patient to the appropriate
specialists.

Model for improving psoriasis care on a national basis: the German experience

One example of a large-scale programme to improve health care for psoriasis is the German experience. The approach
forimproving psoriasis care in Germany started in 2005 with a systematic analysis of the quality, outcomes and potential
barriers of health care for psoriasis (172). A series of national health-care studies revealed severe deficits in both the
access to modern drugs and the lack of a national guidance, and a large number of patients with high disease severity.
Following the development of a psoriasis guideline as a matrix of care in 2006, this was systematically implemented in
regional psoriasis networks and evaluated in national trials (172). After making only minor initial improvements, natio-
nal goals on psoriasis care for 2010—2015 were released in a broad national consensus by dermatology societies, patient
groups and decision-makers. These goals are: (i) better QoL for the patients; (ii) earlier detection and better treatment of
psoriatic arthritis; (iii) other comorbidity; and (iv) better health care for children with psoriasis.

About 28 regional psoriasis networks were established throughout the country to coordinate high-level health care for
psoriasis patients by dermatological experts. In doing so, the latest follow-up data from 2014, which were randomly col-
lected countrywide, revealed significant improvements both on the clinical level of severity and QoL as well as for indi-
rect costs and days of work lost (172). This shows that once health-care providers and patients have reached a consensus,
systematic programmes based on standardization, goal orientation and communication at the patient level as well as
on the health system level can be successful. This national programme has served as a model for the European Psoriasis
White Paper (167) and could be considered by other countries, including for the management of other chronic (skin)
diseases.

Health-care providers and dermatologists should use standardized tools to assess the severity of psoriasis
and the impact of the disease on QolL. It is important that the medical community reaches a consensus on
using a standardized classification of psoriasis and uniform tools for its evaluation. This includes developing
standard criteria and guidelines for the diagnosis of psoriasis, which have been developed in a number
of countries, including, for example, in the United Kingdom of Great Britain and Northern Ireland (152)
and South Africa (176). In addition, guidelines on the treatment of psoriasis are required, including clinical
protocols that can be implemented realistically in resource-poor primary care settings.
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There is a need to increase the skills and capacity of primary health-care providers for psoriasis diagnosis
and management. Specialist dermatologists are unavailable for the majority of people living with psoriasis,
especially in low- and middle-income countries. The umbrella organizations of health-care providers should
take the initiative to conduct education and training for physicians and other health-care providers such as
nurses and community health workers in low- and middle-income countries. The development of solutions
such as teledermatology also can contribute to faster dermatological diagnosis in countries where there
is a lack of skin care specialists. An example of an initiative aimed at training health workers is described
in Box 2.

Regional Dermatology Training Centre in the United Republic of Tanzania

One of the institutions that carries out training for physicians from low-resource settings is the International Foundation
for Dermatology (IFD), which was created in 1987 as an arm of the International League of Dermatological Societies
(ILDS). The IFD established the Regional Dermatology Training Centre (RDTC) in the United Republic of Tanzania and has
been training non-doctor skin care providers for the entire continent since 1992.

Source: The International Foundation for Dermatology 2015 (777).

Patients’ organizations and civil society also have an important role in improving the situation of people
with psoriasis. This includes ongoing advocacy on behalf of patients, and government and policy-maker
monitoring of the progress of the implementation of resolution WHA67.9 on psoriasis and this report’s
recommendations. The role of patients’ organizations in the creation of peer support groups and social
campaigns to increase awareness among society is significant.

For other NCDs, patients’ organizations have shown that self-care interventions delivered through
community action can be complementary to conventional health care or standalone programmes (175).
Community support and family involvement are opportunities to strengthen knowledge and self-efficacy
and to build capacity to deliver self-management across a range of chronic diseases.

Governments must take deliberate steps to combat the important issue of public myths about psoriasis,
as many affected individuals around the world experience social and work-related stigmatization and
discrimination. This could include conducting an extensive social campaign, aimed at increasing awareness
about psoriasis. The use of all available mass media, social media and other means of communication
in the local community will aid this purpose. These campaigns should increase public awareness that
psoriasis is an NCD, and that it is not a contagious disease. Introducing appropriate legislation to prevent
discrimination against people suffering from diseases, such as psoriasis that cause visible body changes,
rests with Member States. Boxes 3 and 4 provide examples of campaigns aimed at increasing awareness
about psoriasis.
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Box 3. Campaign "Focus on me, not my skin”
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©C(roatian Psoriasis Association.

An example of a campaign to address stigma is “Focus on me, not my skin” carried out in 2012 by the Croatian

Psoriasis Association. Its purpose was to increase awareness about the everyday challenges of people with
psoriasis.
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Box 4. Campaign “Swim for psoriasis”

Another example of a campaign for raising awareness of psoriasis is the action “Swim for psoriasis’, carried out by the
European Academy of Dermatology and Venereology (EADV) in 2014 at the Ixelles swimming pool in Brussels, Belgium.
It aimed to fight the prevalent prejudices about psoriasis. Famous Belgians, politicians, dermatologists and patients’
associations came together as #teampsoriasis at the local swimming pool to swim in support of people with psoriasis.
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Recommendations

In 2014, WHO Member States recognized psoriasis as a serious NCD in resolution WHA67.9. The resolution
underscored that too many people in the world suffer needlessly from psoriasis due to incorrect or delayed
diagnosis, inadequate treatment options and insufficient access to care. This Global report on psoriasis
brings the public health impact of psoriasis into focus. The report helps raise awareness of the variety
of ways that psoriasis can impact people’s lives and empowers policy-makers with practical solutions to
improve the health care and social inclusion of people in their populations living with this disease.

The control of psoriasis and prevention of its complications require action by governments and policy-
makers. Furthermore, scientists, health professionals and the associations uniting them have an important
role to play in improving the QoL of people suffering from psoriasis. Patients’ organizations, civil society
and the media are crucial in advocating for change and helping fight stigma and ignorance.

Member States should ensure that people suffering from psoriasis have access to professional medical
care. It is essential that psoriasis is diagnosed as early as possible. Early diagnosis and appropriate
therapy gives the best chance to prevent patients from unnecessary suffering, uncontrolled disease,
irreversible deformities of the joints and disability. Optimum therapy also reduces mental health and
societal costs of the disease.

Patients suffering from psoriasis should have access to comprehensive, individually adapted treatment.
At a minimum, public and private facilities should provide the drugs included on the WHO Model List
of Essential Medicines, including systemic therapies. Universal health coverage schemes should cover
the costs of these treatments For newer biological therapies, more needs to be done to reduce the
price of these medicines, if they are to present a sustainable and affordable treatment option for
patients with psoriasis. The development of biosimilars may help in this regard. Governments should
take cost-effectiveness of treatment options into account when developing national guidelines.

Optimum treatment of psoriasis, and its comorbidities, require shifting to a model of people-centred
and integrated health services, as outlined in the WHO global strategy on people-centred and
integrated health services. All people with psoriasis should have access to health services that are
provided in a way that responds to their preferences, are coordinated around their needs and are safe,
effective, timely, efficient and of an acceptable quality. This is essential not just to improve the lives of
people with psoriasis, but also for all other chronic complex conditions.

Governments and nongovernmental organizations should provideeducation on common chronic skin
conditions to health-care professionals, including undergraduate medical and nursing curricula and in-
service training for physicians in primary care. There is a great need to raise awareness and knowledge
about psoriasis among general practitioners to increase early diagnosis and prevent disability.
Governments also have a role in supporting psoriasis research.

Governments have a key role in reducing stigma and discrimination. Society, not psoriasis, causes the
exclusion and discrimination faced by people with this disease. This situation can change through
campaigns to raise awareness of psoriasis among the population and by condemning discrimination
of patients who suffer from it. Active steps by Member States include anti-discrimination legislation
and enforcement of existing legislation.
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All health professionals, especially clinicians working in primary health care, should be aware of
psoriasis, its management and its co-morbidities. Health care professionals’ associations should
provide training, for example, via the Internet for physicians from low- and middle-income countries,
regarding prompt diagnosis and effective treatment of psoriasis. Patients with psoriasis need access
to primary health care that responds to their individual needs and coordinates with any additional
specialist care.

In settings with adequate resources, health-care professionals and health systems must strive to provide
patients with comprehensive care from multidisciplinary teams of specialists, including dermatologists,
rheumatologists, psychologists, psychiatrists, paediatricians, cardiologists and others. Clinicians must
inform patients about the possible consequences of the disease and collaborate with them to identify
barriers to adherence and help address these barriers to achieve optimal management.

Associations of medical specialists have a role in seeking consensus on the classification of psoriasis
and standardization of the collection of epidemiological data using a unified methodology.

There is a great need to develop guidelines regarding the diagnosis of psoriasis and its treatment.
Furthermore, certain standards relating to medical care such as adequate assessment of progress
of therapy, using uniform tools to assess the severity of the disease and patient QoL should be
implemented. Doctors should establish objectives of care and plan therapy in collaboration with their
patients.

Patients’ organizations must continue advocating for the rights of individuals suffering from psoriasis.
They should be involved in raising awareness of psoriasis among the population in collaboration with
governments and policy-makers.

Patients’ organizations have a key role in providing support to people suffering from psoriasis and in
creating networks to foster mutual support and exchange of experiences.

Patients’ organizations have a responsibility to encourage the formation of patients’ associations
where currently none exists.

Patients’ organizations and civil society have a key role in holding governments and policy-makers to
account on global commitments, and in fighting discrimination of people with psoriasis.

There are many unmet needs for psoriasis, including epidemiology, etiology, treatment and ways to
improve health care. Researchers should investigate the etiology of psoriasis and therapies to prevent
as well as to manage the symptoms of the disease. It is vital to create low-cost effective treatment
options that can be made widely available.

Research on new treatments should focus on options which can be applicable globally, on a large
scale. New treatments need to be affordable, effective and safe in the long term, stable in hot and
humid climates and require minimal monitoring.

Prospective, controlled studies are needed to further clarify the association between psoriasis and
cardiovascular disorders on a pathogenic level and to substantiate the beneficial effect of treatment
for skin/joints and associated disorders.
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In clinical research, there is a need for comparative effectiveness research in order to identify the
benefits and efficiency of treatments.

For research outcomes that are more reliable, the currently used clinical outcome parameters, including
PASI and patient-reported outcomes such as DLQI, need to be improved.

Health services research needs to be better used in identifying specific needs of health care, unmet
patient needs and barriers of guideline-compliant treatment. Health services research should monitor
and provide feedback on the actions taken to improve quality of care and investigate efficiency of care.
Psoriasis care could thus become a model for the management of other chronic (skin) diseases.

A key area of health-care research is the epidemiology of psoriasis and its incidence and prevalence on
the global level. Research methods need to be harmonized and reflect cultural as well as geographical
differences.

After years of unbearable psoriasis misery... why would | be so
angry that my skin is now clear, unblemished and beautiful?

Because | suffered 14 years of
unnecessary itchy, inflamed,
unsightly skin - yet beat it in just
days by addressing psoriasis’
underlying triggers!

Don't suffer as | did - years of skin problems is NOT inevitable
and CAN be remedied more quickly than you realize

Case study: Sam Johnson

| had psoriasis for a long time.

14 years long. to be precise.

By any measure, 14 years of anything is a lot.
But itchy, flared-up. sometimes bleeding skin?

Unsightly dried scales.. red blotches.. heavy dandruff?
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14 years of that is like a sentence. Like punishment for a crime.
Well. | don't have psoriasis any more.

| got rid of it about a year ago. And it hasn't come back.

My skin is now clear, evenly colored.. It looks healthy and fresh.
Like it used to when | was much younger.

| am over the moon. of course. Absolutely overjoyed. I'm sure you
would be too.

But at the same.. when my psoriasis first went | was just so hacked
off!

I'd used a program that tackled the condition's underlying triggers.

And | realised as the last traces of my horrible psoriasis finally
disappeared that I'd basically been through 14 years of absolute
misery for nothing.

| could have done this 14 years ago!

And saved myself years of discomfort, misery, embarrassment.
Today. I'm one of thousands of happy people who can say,
| used to have psoriasis but | don't have it anymore!

Watch this video and see if you'd like to join us.

| should have been very happy


https://cutt.ly/PsoriasisStrategy



