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Preface

Psoriatic disease is a systemic condition affect-
ing multiple body sites, predominately the skin,
the joints, or both. In addition to skin and joint
symptoms, psoriatic disease is characterized by
increased risk of developing related noncommu-
nicable diseases. The number of people affect-
ed and the risk of developing life-threatening co-
morbidities calls for urgent action. But despite
the numbers, psoriatic disease is not a priority
for health systems.

In 2014, World Health Organization (WHO) mem-
ber states adopted the resolution on psoriasis
(WHA 67.9). This resolution officially recogniz-

N

es psoriatic disease as a serious honcommunicable disease that can lead to immense,
needless suffering due to insufficient access to healthcare. Two years later, recommen-
dations were laid out in the WHO Global Report on Psoriasis, and empowered policymak-
ers with practical solutions to improve the health care and social inclusion of people liv-

ing with psoriatic disease.

Ten years later, the psoriatic disease community unites to celebrate the achievements of
the past ten years, and to set the agenda for the next decade. To that end, it is paramount
to know what changed in the past ten years of efforts from diverse stakeholders in im-
proving the lives of people living with psoriatic disease, and what instead did not change.
This report provides an overview of these changes, and the challenges that people still
face despite the milestones achieved, to set priorities for the years to come.

Frida Dunger
Executive director
IFPA



Executive summary

Psoriatic disease is a chronic disease that affects the skin (psoriasis), joints (psoriatic ar-
thritis), and sometimes other organs of the body (1). The prevalence of psoriatic disease
varies around the world, with recent estimates ranging from 0.14% in East Asia to 1.99% in
Australasia, and greater prevalence in higher-income countries with older populations (2).
Those living with psoriatic disease often experience significant economic and quality-of-life
(Qol) burden throughout their lifetimes.

In 2014, the World Health Assembly (WHA) put forth a resolution to address the current
major concerns and risk factors for people with psoriatic disease and encourage further
advocacy efforts by member states (3).
The resolution was then succeeded by
the 2016 Global Report on Psoriasis (4),
intended to “empower policy-makers with

practical SO|U'FIOH.S to @prove the hea!th A majority of those Surveyed
care and social inclusion of people liv-

ing with psoriasis in their populations.” found that the disease
IFPA decided to conduct a review of ev- and treatment information
idence assessing psoriatic disease care they received from their

and awareness progress across the globe health id
in the last 10 years since the 2014 resolu- €althcare provider was

tion, using the context of the metrics in- Iacking.
cluded in the resolution.

Methods

The review of progress consisted of three data collection approaches: a literature review,
a patient survey and a series of expert interviews with key opinion leaders (KOLs). Each
approach was structured to focus on the main metrics included in the WHA resolution.
The literature review included published records, grey literature and any relevant materi-
als provided by IFPA. The interviewers followed a discussion guide to keep data collection
consistent across KOL interviews. The patient survey was sent to all IFPA member organi-
zations, with the goal of at least one patient per member organization providing their per-
spective based on a set of pre-specified questions. Endpoints for each metric were estab-
lished the protocol phase, and a narrative synthesis of the collected data was conducted.

Results

A total of 138 out of 757 collected records were included in the review. The most com-
mon regional categories for the included records were the European region, the Ameri-
cas, or did not have a specific region. In addition, 3 KOLs were interviewed and 31 people
with psoriatic disease responded to the voluntary patient survey (1 respondent per orga-
nization and country).

The most evidence was found for the first metric. A majority of those surveyed
found that the disease and treatment information they received from their health-
care provider was lacking. The evidence collected suggested that many countries
around the world are still lacking up-to-date guidelines. Even in high-income coun-
tries, there is evidence of clinicians still using older guidelines in spite of newer
ones, which lack the latest recommendations for treating psoriatic disease. In ad-
dition, for people with the disease, there is a risk of being subjected to misinfor-
mation through social media and other online sources. However, there is evidence
that progress has been made in some areas over the past decade.
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The evidence collected suggested
that many countries around the world
are still lacking up-to-date guidelines.

There is still a limited understanding of the disease, and its features in the gener-
al public, regardless of region. Providers are being educated more and more in
regions with more developed systems but may lack the time or resources to act
on the new information, while in less developed areas, there are higher risks for
misdiagnosis or delays to treatment. Thus, the interviewed KOLs recommended
additional education for primary care providers and specialists, to allow them to
maximize their impact, while referring to other providers for aspects outside their
focus areas. Patient advocacy groups can also partner with celebrities who live
with the disease to help spread awareness.



Most people around the world who live with psoriatic disease still experience stig-

ma, which impacts mental health, relationships and even employment opportu- This metric covered three major aspects of unmet need in the care of psoriatic
nities. According to KOLs and collected evi- disease, which are all interlinked. The delay between the time people present to
dence, stigmatization is slowly improving, but healthcare with their symptoms and when they are given a diagnosis is considered
itis still a major issue. Most of those surveyed ‘ ‘ far too long by all accounts. This delay can be impacted by structural issues (lack
experienced negative reactions from people of available specialists, long wait times, etc.), lack of knowledge (e.g., misdiagno-
i;:?onndam,’e:r;;V‘i\tzs,f;?tif_?tcé trJee;\;vri?e‘:;: It is recommended that fiessby providers), affordability of care, and other issqes. All KOI._s and many survey

. pondents agreed that access to treatment has improved in the last 10 years,
ed that psychological assessments be car- psychological assessments particularly with the availability of biosimilars. But there are still parts of the world
ried out by providers to minimize the mental be carried out by providers with limited access to treatments that are widely available elsewhere, or financial
heglth impacts of the disease and encourage to minimize the mental health barriers to care. Access to specialist care. is also a major is.,sge, particularly in some
patients to seek help when needed. less developed or rural systems. For settings where specialists have too many pa-

impacts of the disease.

tients to manage, one KOL recommended the use of ‘task-sharing’, to free up time.

Much of the evidence collected for this metric revealed that comorbid conditions
are common in those living with psoriatic disease. All KOLs agreed that awareness
of the risks of comorbidities in psoriatic disease has spread somewhat over the
past 10 years. However, it is clear from the evidence that awareness is still poor,
and that there are many systems who do not have consistent practices or guide-
lines in place to detect and treat comorbid conditions in people living with the dis-
ease, resulting in unnecessary burden for those who go untreated. Screening for
comorbidities is vital; simple screening practices and referral processes are rec-
ommended to control for comorbidities.

Only eight of the 31 survey respondents were made aware of the risk of develop-
ing psoriatic arthritis (PsA) by their providers. The KOLs and the collected evidence
both indicated that little progress has been made to improve screening practices
or time to diagnosis for PsA. Moreover, longer lifespans globally are leading to a
higher risk for people with psoriasis to develop PsA. However, more widespread
use of biologic systemic treatments has the potential to delay or even reduce the
risk of developing PsA, according to both literature and KOL experience. There
were also examples of good practice in multiple regions around the world, encour-
aging further improvements to screening and diagnosis.
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Psoriatic disease advocacy efforts have been steadily increasing and collectiviz-
ing over the past decade. The KOLs interviewed felt that public awareness had
somewhat improved, which has in part been supported by pharmaceutical compa-
nies; pharma has a vested interest in spreading awareness of the disease, which
in turn helps people living with the disease in a variety of ways. As of today, IFPA
has member organizations in five of the six WHO regions (none so far in the East-
ern Mediterranean Region), with most members concentrated in the Americas, Eu-
rope and the Western Pacific.

Evidence from around the world has shown the negative impact of psoriatic dis-
ease on peoples’ quality of life, with survey data showing small improvements in
the past decade. Studies recommend that

timely management of symptoms is the key

to reducing the impact, given that patients ‘ ‘

who receive adequate and early treatment

report better quality of life. As access to treat-

ment and care expands worldwide, quality
of life can improve for those living with pso-
riatic disease.

As access to treatment and
care expands worldwide,
quality of life can improve
for those living with psoriatic

disease.

Psoriatic disease is burdensome for both those living with the disease and their
loved ones. The collected evidence shows that this burden can take many forms,
such as the inability to work, high costs for care, mental health issues and so on.
Health systems are encouraged to reduce the economic burden by subsidizing care
for patients, particularly for new systemics. Also, as above, well managed symp-
toms will reduce the burden on people living with the disease and their families.

Over two thirds of the survey respondents felt that it has become easier in the
last decade for people with psoriatic disease to get a job or stay in the job they
have. KOLs have reported that their patients anecdotally have felt more comfort-
able being in public with their disease, and that they have had an easier time go-
ing to work. However, a recent global survey has indicated that 35% of all people
with the disease could not work or study the week prior to the survey as a result of
their symptoms. People who do not have their disease adequately managed have
a harder time regaining employment, so timely diagnosis and treatment are key.

The multi-faceted nature of psoriatic disease poses a heavy socio-economic bur-
den on society, affecting individuals physically and mentally. It is therefore important
that patients are treated holistically. A paucity of data was found for this measure,
but little was identified suggested that many patients are not managed holistical-
ly, which leads to poorly managed comorbidities and other issues.

System-wide efforts to promote access to and quality of psoriatic disease care
are one way of improving patient outcomes across a population. There are some
recent examples of laws and regulations passed in countries like the Philippines
and Panama, which are promising. Continued advocacy efforts by stakeholders
can encourage further systemic improvements.

1



Conclusions

A total of 138 out of 757 collected records were included in the re-
view. In the 10 years since the WHA resolution, the average person
living with the disease has likely experienced improvement in their
access to treatments, specialized care, quality of life, and greater
knowledge of the disease within stakeholders and the general public.

However, there are still major unmet needs in all metrics, in every
region of the world. In particular, time to diagnosis, access to treat-
ment and knowledge of the disease are paramount to improving out-
comes for patients, both physically and emotionally. Each of these el-
ements are interlinked, and require unified efforts by stakeholders to
raise awareness, standardize provision practices, and improve both
access and affordability for those with the disease. Timely, target-
ed and holistic management of peoples’ symptoms is the key to re-
ducing the burden on both individuals and the systems they live in.
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Rationale & objectives

Psoriatic disease is a chronic disease that affects the skin (psoriasis), joints (psoriatic ar-
thritis), and sometimes other organs of the body (1). Skin symptoms are typically character-
ized by scaly, red, and itchy plaques, while joint symptoms consist of joint pain, swelling,
and stiffness. The exact cause of psoriatic disease is not yet fully understood, but it is be-
lieved to be a combination of genetic and environmental factors leading to a dysregulated
immune response, resulting in signs and symptoms of chronic inflammation that manifest
primarily in the skin and joints. Due to the systemic nature of psoriatic disease, affected
individuals often also suffer from comorbidities, such as cardiovascular disease, metabol-
ic syndrome, obesity, inflammatory bowel disease, and psychiatric iliness (5-8).

The prevalence of psoriatic disease varies around the world, with recent estimates ranging
from 0.14% in East Asia to 1.99% in Australasia, and greater prevalence in higher-income
countries with older populations (2). However, while prevalence rate can vary by country,
larger populations still include many affected individuals.

Those living with psoriatic disease often experience significant economic and quality-of-life
(QoL) burden throughout their lifetimes. A 2017 systematic review of the QoL and eco-
nomic burden across the Asia-Pa-

cific region found that annual direct

costs per person living with the dis- ‘ ‘

ease ranged between $365 - $2289

(2022 USD) (9). The same study esti- Th livi ith iati
mated high to very high impairment ose living Wi psoriatic

of QoL in Asian-Pacific countries, as disease often experience
measured by the Dermatology Life significant economic and

Quality Index (DLQ| ngre 6.-30). A quality‘Of‘life (QOL) burden
2022 study of people living with pso- Lo .
riasis in Sweden found that those throughOUt their lifetimes.

with plaque psoriasis had total direct

healthcare costs that were an aver-

age of 1.8 times higher than the general population, and that those with generalized pus-
tular psoriasis were 3.3 times higher (10). People with moderate to severe plaque psoria-
sis in Brazil were estimated to pay $4034 USD (2019) on average for treatment (11). It has
also been found that people living with psoriatic disease in the Asia-Pacific region suffer
from challenges relating to social life, regular activities, lower productivity, anxiety, stress,
and depression (12).
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In 2014, efforts from the international patient community led to the adoption of a resolu-
tion on Psoriasis by the World Health Assembly (WHA 67.9), addressing the current major
concerns and risk factors for people with psoriatic disease and encouraging further ad-
vocacy efforts by member states (3). The Resolution underscores that “too many people
in the world suffer needlessly from psoriasis” and mandates the publication of a report
on the public health impact of psoriasis. The following metrics were included in the 2014
WHA resolution:

Recognizing the urgent need to pursue multilateral efforts to promote and
improve human health, providing access to treatment and health care ed-
ucation

Recognizing also that psoriasis (PsO) is a chronic, noncommunicable, pain-
ful, disfiguring, and disabling disease for which there is no cure

Recognizing further that in addition to the pain, itching and bleeding caused
by psoriasis, many affected individuals around the world experience social
and work-related stigma and discrimination

Underscoring that those with psoriasis are at an elevated risk for a number
of co-morbid conditions, namely, cardiovascular diseases, diabetes, obe-
sity, Crohn disease, heart attack, ulcerative colitis, metabolic syndrome,
stroke, and liver disease

Also underscoring that up to 42% of those with psoriasis also develop pso-
riatic arthritis (PsA), which causes pain, stiffness and swelling at the joints
and can lead to permanent disfigurement and disability

Underscoring that too many people in the world suffer needlessly from
psoriasis due to incorrect or delayed diagnosis, inadequate treatment op-
tions and insufficient access to care

Recognizing the advocacy efforts of stakeholders, in particular through ac-
tivities held every year on 29 October in many countries, to raise aware-
ness regarding the disease of psoriasis, including awareness of the stig-
matization suffered by those with psoriasis

15



The year 2024 marks the 10th anniversary of the WHA resolution on psoriasis. IFPA has
therefore decided to produce a review of progress made across the globe since the res-
olution was published, based on the metrics contained within the resolution. The goal in
conducting this review is not to attribute any progress made to the resolution itself, but
rather to assess where efforts to improve care and awareness of psoriatic disease have
been successful, and where there is still progress to be made.

In addition to the above metrics, IFPA is also interested in describing any evidence tied to
the above metrics, which answer the following questions about the last 10 years:

Has the burden
on people living
with psoriasis and
their families
lessened?

Is a holistic
approach to care
increasingly used in
psoriatic disease?

Has quality of life
(Qol) improved for
people living with
psoriasis?

Have there
been any laws or
regulations to
promote psoriatic
disease care since
the resolution?

Are people
living with psoriasis
more easily
able to regain
employment?

Objectives

The objectives are to conduct a review of evidence assessing care and awareness prog-
ress for psoriatic disease across the globe in the last 10 years since the 2014 resolution,
based on the metrics put forward in the resolution. This process included:

- Employing a combination of literature reviews, interviews, and sur-
veys to collect data on the progress within each of these metrics, in
countries around the world

« Summarizing the collected evidence in a report, which details the
knowledge, care, policies, and awareness of psoriatic disease since
the resolution, by region, where possible. The report would provide
examples of good practices within each of the metrics, and highlight
where progress still needs to be made

16

WHO global regions

USA, Argentina, Brazil
Ghana, South Africa, Kenya

Pakistan, Iran, Egypt

O O O

Germany, Turkey, UK

Indonesia, Bangladesh, Vietnam

China, Japan, Australia

To provide a more precise context for esti-
mates of the progress made in each metric,
the collected evidence has been grouped
into global regions defined by the WHO
for the purposes of reporting and analysis:
Africa, the Americas, the Eastern Mediter-
ranean, Europe, South-East Asia, and the
Western Pacific.

To help with identifying evidence within
each region, a set of sample countries were
included in the search process, enabling the
inclusion of country-specific records in ad-
dition to the region-specific records.

17



Methods

In order to assess progress since the WHA resolution, three tactics were employed for
data collection: a targeted literature review, a series of interviews with key opinion leaders
(KOLs) in the field, and a voluntary patient survey sent to all IFPA member organizations
(13). The scope and approach for each tactic were pre-specified in a study protocol that
was followed throughout the course of the work.

The literature review collected records from bibliographic
databases, ad-hoc google searches and materials provided
within IFPA, which met a set of eligibility criteria for inclusion.
The collected records were screened in two steps, check-
ing for relevancy to one or more of the chosen metrics, and
then included for extraction. Relevant data for each indicator
was then extracted into a grid for the data synthesis process.

In tandem with the literature review, a series of key opinion
leader (KOL) interviews were conducted to provide the per-
spective of providers. A voluntary patient survey was also
sent out to all IFPA member organizations, with the goal of
interviewing one person living with the disease from each
participating country.

The methods for each tactic are described in more detail
below.

Literature review

A targeted literature review identified academically published literature and grey literature
(defined as information not formally published in scholarly journals, such as guidelines or
reports) to identify relevant evidence. The eligibility criteria for inclusion were pre-speci-
fied in the protocol and based upon the resolution metrics. For more details about the el-
igibility criteria please see Appendix B, Table 2.

Records were collected from the following sources:

« A structured search of academic literature in PubMed

« Complementary Google searches to identify grey literature
- Additional material provided by IFPA

18

The PubMed search used a set of Medline search facets specified beforehand in the study
protocol. The facets were based on the eligibility criteria. For details about the search fac-
ets, please see Appendix B, Table 3. To complement this search, Google searches were
run, which utilized a set of syntax-driven, keyword searches based on the eligibility criteria,
for each of the metrics, with teams for each region and the accompanying sample coun-
tries. For details about the ad hoc search terms, please see Appendix B, Table 4.

After the searches were conducted, all records were collected, and duplicates were re-
moved before starting the review process. A single reviewer screened each record’s title
and abstract (or equivalent summary text) for relevance. Relevant records were retained,
and their full text reviewed. Information relevant to the metrics was extracted from each
article into a data grid to facilitate the data synthesis process. Multiple outcomes of inter-
est were established in the protocol for each metric, to be used as measures of progress
made. For details about the included outcomes, see appendix B, Table 5.

KOL interviews

To complement the literature review, a series of live interviews with international experts
in the field of psoriatic disease care were conducted. The goal of these interviews was to
better understand perceived progress since 2014 from the perspective of providers. The
KOL interviews took about 1 hour to complete and were conducted in English. The collect-
ed data was added to the internal data grid for synthesis in the report. The questions used
in the interview were established in the protocol phase, using the resolution metrics as a
framework, and sent to the interviewees ahead of time.

The following international experts in psoriatic disease care were interviewed:

« Paolo Gisondi, MD - Dermatologist, University of Verona, Verona, Italy

« Alice B Gottlieb, MD, PhD Dermatology, Rheumatology - Icahn School of Medicine at
Mt Sinai, New York, New York

«  Christopher Griffiths, OBE, MD, FMedSci - Emeritus Professor of Dermatology, King’s
College London, London, United Kingdom

19



Voluntary patient surveys

In addition to the interviews, a voluntary patient survey was prepared and sent out to all
IFPA member organizations, with a request for those organizations to interview a single
person living with the disease. The survey was expected to take about 5 minutes to com-
plete. The questions were written in straightforward English, with the perspective of the
patient in mind, so that a team member from the IFPA member organization could con-
duct the interview in their local language and receive the numerical responses from the
respondent. The collected data was added to the internal data grid for synthesis in the re-
port. Data collected from these voluntary interviews was kept anonymous, with only the
country of origin included as context for the response.

The questions used in the survey are provided in Appendix B, Table 6.

Data synthesis

Data collected through the aforementioned methods were collated and synthesized nar-
ratively, by metric and region. Available estimates and evidence pertaining to each of the
outcomes were summarized, combining published sources with the opinions of people liv-
ing with the disease in the respective regions, and supported by the opinions of the KOLs.
As the context and circumstances vary significantly both within and between each of the
regions, it was deemed best not to draw direct comparisons, instead presenting data side
by side. Examples of good practice for furthering progress were highlighted where avail-
able. Furthermore, the report aimed to highlight the needs of people with psoriatic dis-
ease are still unmet.

This review constitutes a narrative synthesis of the collected data; no meta-analysis, pooled
estimates, or other quantitative syntheses were performed.
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Results

Summary statistics of the review

In total, 757 records were collected from PubMed and over 200 records from Ad Hoc
searches. After the selection process, 138 records were included in the review. Most (62%)
had been identified in the ad hoc searches. About 36% of the included records were ob-
servational studies, while 29% were reviews. Figure 1 presents a histogram of the num-
ber of studies by year of publication. There appears to be an increasing trend of publica-
tions assessing aspects related to the WHA resolution metrics in the published literature.

Number of studies by year of publication

2014 2015 2016 2017

Figure 1

2019 2020 2021 2022 2023 2024

Of the included records, the majority (62%) contained evidence associated with the first met-
ric (access to treatment and healthcare education), with 33% providing evidence associat-

ed with awareness of comorbidities
in psoriatic disease. Some records
contained evidence for multiple met-
rics. There was only one published
record providing evidence associ-
ated with advocacy efforts. Figure 2
provides a breakdown of the number
of records with evidence for each of
the WHO regions. As expected, evi-
dence for Europe and the Americas
were the most abundant. There were
also a few records with relevant in-
formation that did not have a partic-
ular setting.
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Number of studies by WHO region

35
9
19 ‘
53
Figure 2
B Africa B East Mediterranean [ West Pacific
B Americas South East Asia Not Reported

[ Europe

There were a number of associations,
pharmaceutical companies, academ-
ic institutions, and other organizations
who were responsible for sponsoring
some of the research collected in this
review. Certain organizations were re-
sponsible for sponsoring two or more
collected records. Table 1 provides a
breakdown of the organizations recog-
nized for sponsorship, and the number
of records they sponsored.

Patient survey responses

Number of countries with survey responses
by WHO region

2
6
5
15
W Africa I Europe [ South East Asia
B Americas [ West Pacific
Figure 3

Sponsor Studies
Novartis Pharma 12
Celgene Corporation 8
Pfizer | 6
Abbvie 5
EULAR | 4
Medical University of Bialystok, Poland. 4
NIHR | 4
Boehringer Ingelheim 2

EuroGuiDerm Centre for Guideline
Development The European 2
Dermatology Forum

GRAPPA 2

National Natural Science Foundation of China | 2

Projekt DEAL 2

UCB Pharma | Z
Table 1

People living with psoriatic dis-
ease from 31 countries responded
to the IFPA voluntary patient sur-
vey. Figure 3 breaks down the num-
ber of country responses by WHO
region. Respondents from the fol-
lowing countries participated in the
survey: Peru, Italy, Finland, Iceland,
Georgia, Sweden, Estonia, Spain,
Kenya, China, South Africa, Sin-
gapore, Japan, Philippines, Czech
Rep., Ghana, Denmark, Colombia,
Switzerland, Indonesia, Argentina,
Netherlands, Germany, Puerto Rico,

Greece, France, Bangladesh, Taiwan, Dominican Republic, Romania, Australia. None were

available for the Eastern Mediterranean region.
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Metric 1

° ° The survey responses regarding treatment and healthcare education varied both within
P rOVI d I n to and between regions. Figure 4 below provides an overview of the responses to how help-

g ful those people with psoriatic disease found the information they received from their pro-
vider at first diagnosis. The majority of answers lean towards a negative opinion of helpful-
ness. Furthermore, only nine of 31 respondents had received information about the risks

t rea t m e n t a n d h ea It h Ca re of comorbidities, and only eight had received information about the risk of PsA; the major-

ity of those informed of those respective risks were based in Europe.

education S

very helpful

helpful
somehwat helpful

only a little helpful

overVieW not helpful

Access to treatment and healthcare education for both people with psoriatic disease and
providers is integral to improving the outcomes of people with psoriatic disease. This met-
ric had the most amount of evidence gathered from the identified literature, most of which
described guidelines and real-world use of systemic and/or topical treatments. Through-
out the collected literature, there were certain guidelines that were regularly referenced,
both as examples of good practice and as inspiration for countries’ individual guidelines,
but also used as comparisons to real-world treatment practice: GRAPPA and EULAR guide-
lines for PsA (14, 15), and the AAD-NPF and EuroGuiDerm guidelines for PsO (16, 17). Each
of these guidelines provides up to date information for providers, helping to improve the Regional perspectives
quality of care for people with psoriatic disease. From the patient side, we found limited
published data on the quality of information provided to people with psoriatic disease by
providers, with some reviews focusing on the quality of patient and provider education in
specific regions.

| Africa
While all of the KOLs agree that treatment and healthcare edu-

cation has improved in the past ten years, they all felt that there « Thereis limited attention paid to noncommunicable diseases by healthcare authorities
are still major shortcomings in the knowledge of providers and People living with in many of the countries in the African region. A 2021 study on PsA care in the African
people with psoriatic disease around the world. In many low- the disease are also region described the difficulties in implementing international recommendations on the
to-middle income countries, psoriatic disease is still not rec- African continent, including the following: lack of trained personnel, lack of relevant
ognized, and people often do not get appropriate treatment not knOWIedgeable data, the cost of advanced therapies, and validated questionnaires for screening (18).
because of a lack of diagnosis. Therefore, KOLs felt that it’s about their options,
important to improve the diagnostic capabilities in developing and therefore run the « Thereis a lack of consensus regarding biologic use in clinical practice. Al Hammadi et
countries. People living with the disease are also not knowl- . . al 2017 recommended the development of specific local guidelines for the treatment
edgeable about their options, and therefore run the risk of be- risk of belng under- of both psoriasis and PsA to move towards understanding the distinct patient profiles
ing under-treated without their knowledge. treated without their in these regions (19).

knowledge.

(@]
N
N
()]
(o]

10  Figure 4

24 25




« A 2021study of skin disease management in an All-Africa Leprosy, Tuberculosis and Re-
habilitation Training (ALERT) center in Ethiopia found that about 80% of psoriasis cases
were managed by topical corticosteroids and only 14.5% were managed with methotrex-
ate, suggesting a lack of options for systemic treatments or use in clinical practice (20).

« PsAis poorly understood in Africa and the Middle East due to a paucity of quality re-
search, and under-recognized based on the available data. A 2019 study recommend-
ed establishing requirements for regional PsA guidelines to define the standard-of-care
required. The study also discussed the possibility of introducing specialized clinics
with multiple disciplines to aid early diagnosis and appropriate treatment manage-

ment, encouraging patient and
physician education of PsA, and
‘ ‘ increased cooperation between
governments and private sectors

to improve access to new thera-

PsA'is poorly understood in pies. Furthermore, the burden of

Africa and the Middle East PsA should be listed on the re-
due to a paucity of qua”ty re- search agenda of African and Mid-
search, and under-recognized dle Eastern countries to provide

. much needed data that can be
based on the available data. used in the future to obtain health
funders’ support for this chronic
disease (21).

- Recent South African guidelines on biologic treatment recommended that biologics
be prescribed by rheumatologists experienced in the diagnosis and treatment of
these diseases as well as the use of these therapies and knowledge of their possible
adverse events (22).

The Americas

From the perspective of the US, one of the KOLs felt that the current complexities of the
system make it critical to ensure that the right providers are given the right information
about how to best support people living with psoriatic disease from within their role. For
example, they felt that dermatologists and rheumatologists need to be more comfortable
about diagnosing PsA and PsO, respectively, and then referring them as soon as possi-
ble. Primary care providers (PCPs) should act as a hub for referral depending on comor-
bid symptoms but shouldn’t be responsible for diagnosis and treatment. The existence of
advanced care practitioners and nurse practitioners provides an opportunity for speedier
diagnosis and help with treatment.
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They also felt that people living with psoriatic disease in the US are relatively uninformed
of both the disease and treatment options, and thus don’t know if and when doctors are
under-treating them. On top of this, there is a risk for misinformation from social media.

« There is evidence of up to date, PsA guidelines from the American College of Rheu-
matology and the National Psoriasis Foundation in the US. The guidelines discuss co-
morbidities, treat-to-target, systemic therapy use and more (23).

- There is evidence of up to date, PsA guidelines in Colombia. The guidelines discuss
comorbidities, treat-to-target, systemic therapy use and more (24).

« Research of real-world biologic use in the US suggested that the majority of people
with PsA discontinued use of their first biologic treatment within the first 12 months of
treatment (either switching to another biologic or discontinuing altogether). While the
reasons for discontinuing index treatment were not studied here, the study highlights
the importance of dialogue between the person with PsA and provider to find the treat-
ment that best fits their needs (25).

« There is evidence of up to date, PsA guidelines in Brazil. The guidelines discuss co-
morbidities, treat-to-target, systemic therapy use and more (26).

6¢

The current complexities of the [health]
system make it critical to ensure that
the right providers are given the right
information about how to best support
people living with psoriatic disease from
within their role.

Eastern Mediterranean

- Inthe Middle East, there is a lack of consensus regarding biologic use in clinical prac-
tice. Al Hammadi et al 2017 recommends the development of specific local guidelines
for the treatment of both psoriasis and PsA to move towards understanding the dis-
tinct patient profiles in these regions (19).
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PsA is poorly understood in Africa and the Middle East due to a paucity of quality re-
search, and under-recognized based on the available data. Bedaiwi et al 2019 recom-
mended establishing requirements for regional PsA guidelines to define the standard-
of-care required, introducing specialized clinics with multiple disciplines to aid early
diagnosis and appropriate treatment management, encouraging patient and physi-
cian education of PsA, and increased cooperation between governments and private
sectors to improve access to new therapies. Furthermore, the burden of PsA should
be listed on the research agenda of African and Middle Eastern countries to provide
much needed data that can be used in the future to obtain health funders’ support for
this chronic disease (21).

There is evidence of up to date, PsA guidelines in Egypt. The guidelines discuss co-

No relevant data was identified for this region in this metric.

Up to date PsA guidelines are available in Taiwan. The guidelines discuss comorbidi-
ties, treat-to-target, systemic therapy use and more (30).

An observational study of treatment practice involving the Western Japan Psoriasis

morbidities, treat-to-target, systemic therapy use and more (27). Registry showed that systemic treatments were prescribed and taken regularly by pa-

tients, indicating good access to, and understanding of the benefits of systemic treat-
ment in Japan. The registry itself shows that providers have a better understanding of
patient needs in the region (31).

« A systematic review of PsO guidelines in Africa and the Middle East further detailed
the unmet need for clinical guidelines on the management of PsO. Only one clinical
guideline from 2014 on from Saudi Arabia included recommendations for the use of
these biologics in people with plaque psoriasis, with no recommendations for older or
pregnant persons (28).

From a European perspective, two KOLs felt that there were plenty of educational resourc-
es available for providers; congresses, webinars, and classes for providers on the inter-
national, national, and regional level can be found in most parts of Europe, with sponsor-
ship and support from pharmaceutical companies. However, the situation today is much
more complex, in terms of details to consider for both diagnosis, screening for comorbidi-
ties, and treating to target. There is also much more information for people living with the
disease, but also a lot of misinformation online or on social media. Some current issues
are that PCPs have limited information about biologics and

therefore refer patients when they likely should be treated. ‘ ‘

« A 2023 review of individual country guidelines for PsA
in Europe found that only five of the 15 countries that

There is also much
were included had guidelines which were in line with ere Is alsomuc

the most recent EULAR and ASAS-EULAR guidelines more information for
for PsA (29). They also found that the criteria for treat- people living with the
ing patients with biologics and targeted synthetic dis- disease. but also a lot of

ease-modifying antirheumatic drug (tsDMARDS) var-

ied considerably by country. misinformation online or

on social media.
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Examples of good practice

The International League of Associations for Rheumatology (ILAR) created an
adapted set of guidelines for countries in Africa and the Americas. The rec-
ommendation have been derived principally by adapting the GRAPPA recom-
mendations, additionally, EULAR recommendations where appropriate and
supplemented by expert opinion and literature from these regions (32). This is
an example of how the latest international recommendations for care can be
adapted to fit the needs of people living with the disease in different settings.

Key areas of unmet need

It is clear from the evidence that up-to-date clinical guidelines are lacking in
many countries around the world. Even in more developed regions, clinicians
may still be using older guidelines, which lack the latest recommendations
for treating both PsO and PsA. The sparse information about patient knowl-
edge in different regions suggests a consistent issue with people being unin-
formed of both their disease and the treatment options that they have avail-
able to them. Materials should be provided to people living with the disease
in order to support them with finding a managed care path that works best for
them. However, in some low-to-middle income countries, access to both care
and treatments must be secured in order to allow for people living with psori-
atic disease to come into contact with providers that can help educate them.

In addition, all of the KOLs recognized the risks of misinformation spread through
social media, particularly when it comes to treatment. They caution people liv-
ing with psoriatic disease from listening to advice they get from the internet.
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Metric 2

Overview

of the
features of psoriatic
disease

General understanding of the features of the disease have certainly improved over the last
10 years, according to all of the KOLs. This is in no small part due to awareness and edu-
cation initiatives funded by pharmaceutical companies. PCPs are more aware than ever in
countries with developed systems. However, while the features may be more broadly un-
derstood by providers, there is still a lack of knowledge about the disease in the gener-
al public. In addition, diseases affecting primarily the skin are often not considered a high

66

While the features may be
more broadly understood
by providers, there is still
a lack of knowledge about
the disease in the general
public.
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priority in many places, particularly where infectious
diseases are common. This is problematic, as psori-
atic disease association with other diseases should
make it more of a priority. Much of the collected liter-
ature for this section looks at the features of psoriat-
ic disease from the perspective of burden and qual-
ity of life.

There were mixed feelings from those who respond-
ed about whether people’s understanding of psoriat-
ic disease had improved in the past 10 years. Sixteen
of the 31 respondents felt that the public’s awareness
had improved while the rest felt otherwise.

Regional perspectives

Africa

One study in conducted in a teaching hospital in Nigeria found that about 51.5%
(34/66) of patients had severe psoriasis with a mean PASI score 33.2. The annual cost
of treating mild, moderate, and severe psoriasis was N198,900.00, N261,633.00 and
N323,708.00 respectively. This accounted for 1.77% of the national annual healthcare
spending within the years under review, representing considerable burden associat-
ed with this chronic disease (33).

The Americas

No relevant data was identified for this region in this metric.

Eastern Mediterranean

An Egyptian study found that psoriasis exerts a significant, negative effect on quali-
ty of life. Disease disability, severity and its acceptance are independent predictors of
quality of life (34).

A study conducted in Saudi Arabia collected data on self-reported psoriasis severity us-
ing three measures: the self-assessment Simplified Psoriasis Index (sa-SPI-s), measur-
ing peoples’ quality of life using the dermatological life quality index (DLQI), and their
feeling of stigmatization using the six-items stigmatization scale. The average self-as-
sessment Simplified Psoriasis Index-severity was 10.08 (+10.41), which was associated
with patients’ ages, disease duration, obesity, and itchiness. The majority of the patients
had mild psoriasis (60.55%). The average DLQI and six-items stigmatization scale for
psoriasis were 8.95 (+5.77) and 7.61 (+4.5), respectively, which correlated with the Sim-
plified Psoriasis Index-severity. This study showed that psoriasis reduced the quality
of life of those living with the disease and was also associated with social stigma (35).

Europe

A 2020 study reviewing the complexity of German information booklets on PsO and
PsA found that much of the online and paper educational materials for Germans re-
quire, on average, greater than a high school education level to understand. The re-
sults point to a need to tailor the information to a broader audience (36).
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A global study conducted in Europe, America, and Asia in 2020 found that the disease
disrupted the course of people’s life, work, and family roles and could not be controlled.
They feared deterioration of their clinical condition and felt that their concerns and dis-
tresses were trivialized by others. People with the disease felt burdened by treatment
inadequacy, and immunosuppressive medications were regarded as toxic and caus-
ing long-term organ damage (37).

Another study which was conducted in Europe, America and Asia reported a moder-
ate impact on daily activities. Overall, 35% of all people living with psoriatic disease
participating in the study could not work/study the week prior to the survey as a result
of their skin problems. Overall, 14% reported that their work/career choice was influ-
enced by their disease (38).of life of those living with the disease and was also asso-
ciated with social stigma (35).

A 2024 study in India surveyed people with psoriatic disease’ understanding of PsO
and PsA. About 90% understood that psoriatic disease was a systemic disease. Less
than half of the people surveyed were aware of psoriatic disease manifestations and
comorbidities (39).

No relevant data was identified for this region in this metric.
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Examples of good practice

KOLs had a number of recommendations related to fostering a better under-
standing of the disease in the general public and reducing the burden. PCPs
should understand that obesity impacts PsO. In order to spread more general
awareness, discussing visible skin diseases more in the news, or asking ce-
lebrities with the disease to share their experience can bring awareness of
disease features. In high-income countries, psoriatic disease needs to be rec-
ognized as a noncommunicable disease that we already have treatments for.
Moreover, dermatologists and PCPs should understand that there are comor-
bidities associated with psoriatic disease (cardiovascular disease, depression,
etc.), and that it is important to treat individuals as early as possible to limit pro-
gression and burden. Early treatment as a way of mitigating disease progression
and permanent damage has been studied previously in the literature (40, 41).

Key areas of unmet need

When left untreated or undertreated, psoriatic disease represents a consid-
erable burden because of the chronic, incurable, and multi-faceted compo-
nents of the disease. In order to recognize the importance of timely diagnosis
and treatment, providers and people living with psoriatic disease need to be
aware of the features of psoriatic disease.

- High cost of biologics treatment has created clinical unmet needs that dis-
advantage both people with psoriatic disease and healthcare professionals.
These unmet needs include undertreatment, preventing access to treat-
ment earlier in the disease course, which can in turn have a negative im-
pact on the course of disease, the development of comorbidities, and the
ability to sustain treatment responses (42).

« The clinical manifestations and chronic nature of psoriasis impaired peo-
ple’s quality of life and accompanied with social stigma due to skin mani-
festations. These effects need to be addressed for better care (35).
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Metric 3

Social and
work-related

Overview

The Global Psoriatic Disease Survey, conducted in 2022 provided the perspective of peo-
ple with psoriatic disease on a number of different topics. One of these topics was stig-
matization; the survey found that most (84%) of people experienced some form of stigma
and discrimination, which had a negative impact on work, mental health, and relationships.
One-third of all respondents also felt ashamed of their skin (35%) or body (30%) (38).

According to KOLs, stigmatization had generally improved since the resolution, but it is
still common regardless of region, and the progress is difficult to measure from the per-
spective of providers. In more high-income countries, providers may hear stories of peo-
ple being more comfortable revealing their skin or being in public facilities such as pools.
Similar accounts are heard of people with psoriatic disease being able to regain employ-
ment after treatment. However, stigmatization is still
present, particularly in places where awareness of pso-
riatic disease is limited, and often correlating with limit-
ed access to care.

. o Stigmatization is still
The overwhelming majority of survey respondents (30/31)
felt that the general public had between ‘moderate’ and

tive countries. In addition, the majority (17/31) of respon- of psoriatic disease
del?ts felt that they experienced ocFaS|onaI negatlve re- is Iimited, and often
actions from people around them in e.g., public places

or the workplace, while eight respondents felt they ex- correlating with limited
perienced negative reactions ‘frequently’ or ‘very often’. access to care.
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present, particularly in
‘very little’ understanding about psoriasis in their respec- places where awareness

Regional perspectives

Africa

One KOL mentioned that stigmatization was common for people living with psoriatic dis-
ease in Sub-Saharan Africa, where infectious skin conditions like leprosy can carry stigma.
Also, in South Africa, HIV is associated with psoriasis. This can put a considerable mental
health burden on people living with the disease and those conditions.

The Americas

One KOL recommends that special attention should be paid towards the stigmatization
of underaged and young adults in the US, as they are more at risk for bullying, which can
lead to negative mental health outcomes and even risk of suicide (43).

« A study conducted in the USA reported that there is a high prevalence of anticipated
and perceived stigma reported by adults with psoriatic disease. The authors also sug-
gested that objective measures of disease severity documented in routine clinical care
do not reflect a person’s experience of stigma and that additional methods of accu-
rately screening and monitoring stigmatization are needed to understand the impact
of stigma on people with psoriatic disease (44).

Eastern Mediterranean

Saudi Arabia was mentioned among areas where stigmatization is common, according to
one KOL

« A study in the United Arab Emirates reported that the majority of people showed feel-
ings of stigmatization due to psoriasis. The dampening of positive attitudes and a feel-
ing of being flawed were the most bothersome aspects of stigmatization. Involvement
of the face appeared to be the only independent factor influencing the stigmatization
level. In the Feelings of Stigmatization Questionnaire, itching was found to be a major
factor responsible for feelings of stigmatization (45).

- The clinical manifestations and chronicity of psoriatic disease impaired quality of life
and was accompanied with social stigma due to skin disfigurement, according to a re-
cent study in Saudi Arabia. The average six-items stigmatization scale for psoriasis
was 7.61 (£4.5) (35).
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A study of 200 people living with psoriatic disease from multiple Arabic countries de-
tected stigmatization in most respondents including those who are satisfied with the
management of their disease. People with more impaired quality of life experienced
higher level of stigmatization and less satisfaction with life (46).

Eastern European countries were also specified by one KOL as an area where stigmati-
zation is common.
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People with psoriasis participating in a study in Belarus showed moderate levels of ill-
ness acceptance and stigmatization, low level of satisfaction with life, and moderately
deteriorated quality of life. Acceptance of iliness was significantly modulated by gender:
the level of iliness acceptance was significantly higher among men than women (47).

The majority (74%) of a group of people living with psoriatic disease in Germany sur-
veyed in 2020 believe that people with
psoriasis are disadvantaged. Similarly,
a majority (69%) said that most people
find psoriasis disgusting, do not want to

touch people with psoriasis (59%) and
think that people with psoriasis need Acceptance of iliness was

to take better care of themselves (45%) significa nt|y modulated
(48). by gender: the level of

Two additional studies on stigmatiza- illness acceptance was

tion were conducted in Belarus. One significanﬂy higher among
found.that compargd VYIth women., men men than women.

had higher stigmatization scores in the

“Feeling of being flawed” domain (p =

0.0362), and those up to 30 years of age

scored higher on the “Guilt and shame”

domain than those older than 30 years. Also, persons with visible skin lesions were pre-
sented with higher stigmatization levels in the “Guilt and shame” domain than those
without (p = 0.0028) (49).

In a third Belarus study, higher stigmatization levels were found in men than in wom-
en. Significantly higher levels of stigmatization were observed in countryside dwell-
ers (p = 0.0311) and unmarried persons (p = 0.0321). People with a longer history of the
disease (>15 years) scored significantly higher on the 6-item Stigmatization Scale (p =
0.0217) than those in whom psoriasis lasted less long (50).

« A Turkish study from 2022 found that internalized stigma level was high, their quality of
life was low, and their quality of life decreased as the internalized stigma level increased.
Furthermore, the internalized stigma level of the people who suffered more from pso-
riasis was higher, but their quality of life was lower than those who suffered less (51).

India was also specified by one KOL as an area where stigmatization is common.

« From the literature, Chandrashekar et al 2024 found that 97% of people living with the
disease reported experiencing stigma and discrimination by others (39).

No relevant data was identified for this region in this metric.
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Examples of good practice

All of the collected literature focused on quantifying the problem of stigmati-
zation, and no clear examples of good practice were identified. However, that
does not mean that awareness in the general public has not been improving,
or that people living with psoriatic disease haven’t been experiencing less stig-
matization over time.

All three KOLs felt that it was important that providers spread awareness to
people with psoriatic disease about avoiding online and social-media misin-
formation, and instead listen to the experts. In addition, they recognized the
pressure that social media can put on one’s appearance.

Key areas of unmet need

According to all sources, stigmatization is still a major issue for people living
with psoriatic disease around the world, regardless of how advanced the health-
care system is. Stigmatization creates a substantial mental burden on people
living with psoriatic disease, as detailed in the evidence above.

Additional psychological assessment and multidisciplinary management
should be done when people report a psychological burden due to feel-
ing stigmatized (49).

Stigmatization awareness should be promoted among physicians and peo-
ple with psoriatic disease to improve psoriasis management (50).

Health professionals must make significant contributions to preventing pso-
riasis from worsening, ensuring that the individual is being active and func-
tional, decreasing the psychological effects of the disease, and increasing
the quality of life (51).

One KOL recommends that further education should be provided about dis-
eases affecting the skin and anti-bullying in school.



Metric 4

Understanding
the risk of

Overview

Only recently has the association between psoriatic disease and its various comorbidities
been better documented. However, there is still a lack of awareness in both people with
psoriatic disease and providers around the world, which results in further morbidity for

those living with psoriatic disease.

All KOLs agreed that awareness of the risk
of comorbidities has spread over the past 10
years, with one comparing the spread to a “slow
burn”. Even if providers are made aware, one
KOL felt that there is a sizable risk that provid-
ers still won’t act on it, in part due to lack of
knowledge, time or resources. The KOLs had
differing opinions on whether or not the screen-
ing process should be carried out by derma-
tologists and rheumatologists; one felt patients
should be deferred to the PCPs for screening,
who can then refer the patients for any detect-
ed comorbidities. One KOL felt that screening

14

There is still a lack of awareness
in both people with psoriatic
disease and providers around
the world, which results in
further morbidity for those living
with psoriatic disease.

should be built into the specialist visit, and the screening process should be communicat-
ed to the patient, to increase their awareness, and one felt that in developing countries,
comorbidities are less common, as they are associated but not causal.

As mentioned previously, only nine of 31 survey respondents had received information
about the risks of comorbidities from their providers.
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Regional perspectives

Africa

A review of psoriatic disease in the Middle East and Africa explained that almost all
people with moderate-to-severe psoriasis will have at least one co-morbid condition.
Apart from PsA, the most common co-morbidities in clinical practice are metabolic syn-
drome, obesity, and depression (19).

The Americas

A number of comorbidities (e.g., cardiovascular disease, diabetes, fatty liver disease,
osteoporosis) and non-joint related manifestations (i.e., inflammatory bowel disease
and uveitis) are associated with PsA. The GRAPPA recommendations are the only set
of recommendations to extensively discuss comorbidities related to PsA and the im-
plications for management (52).

The main comorbidities of a group of people with PsA in Brazil were osteoarthritis, low-
er back pain, shoulder injuries, oncological diseases, crystal arthropathies, and oste-
oporosis. (53)

People living with PsA had a high comorbidity burden according to US claims data from
an observational study. Compared with the non-PsA population, people living with PsA
were associated with a higher incidence of cardiovascular comorbidities, autoimmune
diseases, and other PsA-related comorbidities and a higher rate of all-cause and car-
diovascular-related hospitalizations (54).

A second study of comorbidities in Brazil found that a total of 51.9% (N = 54) of people

living with psoriatic disease were diagnosed with metabolic syndrome , hypertension
was found in 51.4% (N = 54) and obesity in 38.1% (N = 40) of the sample (55).
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Eastern Mediterranean

The prevalence of comorbidities (hypertension, diabetes mellitus, obesity, ischemic
heart disease, chronic obstructive pulmonary disease, hepatitis C infection, and malig-
nancy) was compared between people with PsA (60) and without PsA (140) in a 2021
Egyptian study. People with PsA had a significantly increased incidence of diabetes
mellitus (p = 0.039), chronic obstructive pulmonary disease(p = 0.029), obesity (p =
0.04), and metabolic syndrome (p = 0.004) (56).

Europe
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A British register study in 2015 found that in total, 71% of all people living with psoriat-
ic disease had comorbidities and 47% had more than one comorbidity. The most fre-
quent comorbidities were obesity (42.1%), hypertension (25.7%), depression (22.1%) and
psoriatic arthritis (17.1%) (57).

In Germany, data in German employees from various branches, collected before the
resolution, revealed that onychomycosis was the most frequent dermatological comor-
bidity with a prevalence of 7.8% among participants with psoriasis, followed by follicu-
litis (7.1%) and tinea pedis (5.9%). Among the inflammatory skin diseases, rosacea was
most prevalent (3.4%). Hemangioma was the most prevalent skin change (43.7%), fol-
lowed by solar lentigines (40.6%) and fibromas (29.9%) (58).

Rech et al 2020 found that people with
PsO and people with both PsO and PsA
displayed a similar comorbid disease pro-

file, with a high frequency of metabolic

syndrome-associated conditions (obesity, A British register study in
essential arterial hypertension, disorders 2015 found that in total,

of lipoprotein metabolism and other lipid- o .
emias). Although unspecific arthritic symp- 71% of all people I|V|ng

toms (other joint disorders, other soft tissue with psoriatic disease
disorders and somatoform disorders) were had comorbidities and
more frequent in people with both PsO and
PsA, they were also present in people with
psoriasis alone (59).

47% had more than one
comorbidity.

People with psoriatic disease from Spain vs. other European countries reported a low-
er prevalence of depression (6% vs. 12%, P = 0.002) and hypertension (15% vs. 21%, P =
0.007), but the prevalence of diabetes was similar (10% vs. 9%, P = 0.775), as was heart
disease (6% vs. 6%, P = 0.773) (60).

South-East Asia

A recent Indian observational study found that dyslipidemia was the most prevalent
comorbidity, followed by hypertension (HTN) (19.8%) and diabetes (16.6%). About 39%
of people with psoriatic disease had a Body Mass Index (BMI) higher than 25 and 18%
had obesity. Smoking, ischemic heart disease, hypothyroidism, osteoarthritis, depres-
sion, anxiety, and fractures were seen in <5% of the cohort. Increasing age, longer du-
ration of psoriasis, a family history of cardiovascular disease or stroke, smoking, alco-
hol consumption, and higher waist circumference were associated with the presence
of one or more comorbidities (61).

Another recent study in India

estimated that 52.2% of the In-

dians had hypertension, fol-

lowed by dyslipidemia (44.1%),

diabetes mellitus (34%), obe- A Indi b . |

sity (30%), ischemic heart dis- recent Indian observationa

ease (9.7%), cancer (2.4%), and study found that dyslipidemia was

tuberculosis (0.4%) (62). the most prevalent comorbidity,
followed by hypertension (HTN)

(19.8%) and diabetes (16.6%).

Western Pacific

An earlier Japanese study estimated the prevalence of comorbidities in a Japanese co-
hort of people with psoriatic disease. They found that their estimates were also similar
to those in the Western countries but were completely different from that in the nation-
al database; hyperlipidemia (43.9%), diabetes (15.1%), hyperuricemia (20.9%), hyperten-
sion (23.2%) and liver dysfunction (29.2%). Hyperlipidemia was numerically more prev-
alent in the PsA population than in the general population (63).

Tsuruta et al’s 2021 registry study found that most common comorbidity was hyper-
tension (35.0% in the total cohort, 37.7% in males, 281% in females), followed by diabe-
tes (14.1% in the total cohort, 14.8% in males, 12.3% in females), hyperlipidemia (12.2%
in the total cohort, 11.4% in males, 14.1% in females) and fatty liver (11.3% in the total co-
hort, 13.2% in males, 6.6% in females) (31).

A recent survey revealed that approximately 56.3% of people with psoriatic disease in
Japan had past history and comorbidities, such as hypertension (35.9%), dyslipidemia
(20.7%), diabetes mellitus (19.2%), hyperuricemia (13.5%), cardiovascular disease (4.1%),
and cerebrovascular disease (3.9%) (64).
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Examples of good practice

There were a number of KOL recommendations related to recognizing the risk
of comorbidities:

v Screening for mental health comorbidities is vital.

v Specialist providers are already stretched thin and should not be respon-
sible for treating identified comorbidities, and in some cases, should not
even be responsible for screening, instead feeling that patients should be
referred to a PCP or relevant provider for screening and/or treatment of
comorbidities.

v Rapid access clinics should be set up where possible, to see people ear-
ly in disease course, and make comorbidity screening a part of the struc-
ture. These clinics could provide the potential to control the disease ear-
lier and better (65).

46

Key areas of unmet need

The evidence is clear that comorbidities are common and worsen the burden
of the disease for both the person living with it and the healthcare system try-
ing to treat them. Awareness of comorbidities is still poor, and very few sys-
tems have simple screening processes to help catch comorbid conditions in
people living with psoriatic disease, prolonging suffering.

« New screening tools for comorbidities should be developed to optimize
the management of psoriatic disease especially in the Africa and the mid-
dle East region (19).

- A large-scale German study looked at employees between ages 16 and
70, with psoriasis, to assess the unmet need in treating comorbid skin dis-
eases. They found that people with psoriasis needed concomitant treat-
ment for onychomycosis (3.4%), tinea pedis (3.1%), and verruca plantaris
(1.0%) in addition to their psoriasis treatment. Some individuals with pso-
riasis have an unmet treatment need for comorbid skin disease especial-
ly fungal diseases. Treatment of such diseases should be included in the
treatment regimen of psoriasis and PsA (58).

. PsA is diagnosed too late or treated ineffectively in a significant number
of people with skin manifestations of psoriatic disease. This suggests that
there is an unmet need for rheumatological check-up soon after diagno-
sis of psoriasis (59).
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Metric 5

Recognition of

Overview

This metric seeks to establish global recognition that PsA is a common and burdensome
comorbidity for those with PsO. Most of the evidence collected in the literature review pro-
vided region-specific estimates of PsA prevalence.

In a 2019 meta-analysis of the prevalence of PsA in people with PsO, the pooled propor-
tion (95% confidence interval [CI]) of PsA among people with psoriasis was 19.7% (95%
Cl1,18.5%-20.9%). In children and adolescents (<18 years of age), the pooled prevalence

was 3.3% (95% Cl, 2.1%-4.9%) (66). Psoria-

A recent survey in the US found that 66% of those included had to wait more than 6 months
between presenting to healthcare for symptoms and receiving an official diagnosis, and
32% had to wait for more than 5 years (52). In some high-income countries, diagnosis for
PsA can take as long as 12 years from symptom onset, and by the time people receive
treatment, permanent damage may have occurred for some. However, one of the KOLs
was optimistic from the perspective of treatment; more widespread use of systemic thera-
pies and earlier treatment of PsO can help to relieve symptoms, and in some cases, even
prevent PsA (68, 69). Furthermore, a KOL reported that research is currently being done
to identify a biomarker for detecting PsA, facilitating earlier intervention.

As mentioned previously, only eight of the 31 survey respondents received information
about the risk of developing PsA.

Regional perspectives

Africa

« Bedaiwi et al 2019 found that the few available epidemiological studies of PsA in Africa
are very inconsistent and sporadic in terms of available data and methods employed,

sis burden is greatest in countries with high highlighting the need for further research to better quantify the burden (21).

income and high sociodemographic index

(67), which also correlates with geograph- - A 2019 systematic review and meta-analysis tried to estimate the prevalence of PsA in
PsA is still regularly untreated in ic distance from the equator, and the qual- people living with PsO in different regions of the world. The PsA prevalence was 15.5%

low-to-middle income countries
and in high-income countries,
and even when the symptoms
are identified, it is commonly
misdiagnosed.

ity of available data. A recent global survey
also found that 31% of individuals with PsO
reported concomitant PsA, and that 80%
of individuals with both PsO and PsA had
moderately or highly active PsA (38).

On the subject of PsA, two of the KOLs felt
that little progress had been made in im-

proving screening practices or time to diagnosis for PsA. PsA is still regularly untreated in
low-to-middle income countries and in high-income countries, and even when the symp-
toms are identified, it is commonly misdiagnosed.
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(95% Cl, 0.009%-51.5%) (66).

The Americas

« In the global Multinational Assessment of Psoriasis and Psoriatic Arthritis (MAPP) sur-
vey conducted right before the resolution, the household prevalence of psoriasis and/
or PsA was found to be 6.5% and 4.0% in Canada and USA respectively, whereas pop-
ulation prevalence was found to be 3.3% and 2.2%, respectively. Globally, of the total
3426 respondents, 79% indicated a current diagnosis of psoriasis alone and 21% had
PsA with or without psoriasis (70).
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A Brazilian study evaluated the treatment-seeking trends of 40,000 people in the gen-
eral population between 2008 and 2021. The incidence of PsA-related visits has been
increasing in recent years and an incidence of 8,982 new visits in 2020 had been ob-
served, suggesting that more people are being diagnosed, and more people are get-
ting treated (53).

In a 2023 study in Colombia, 6,433 cases of psoriatic arthritis were reported between
2012 and 2018. The study estimated a prevalence in people over 18 years of 13.5 per
100,000 residents, was slightly more common in women (53%), and the 55—59-year
age group. Additionally, 149,130 cases of psoriasis were identified, providing a preva-
lence estimate of psoriatic arthritis of 5.8% in people with psoriasis (24).

In the population-based UPLIFT survey, a follow-up to the MAPP survey, estimated pop-
ulation prevalence of PsO and/or PsA in screened patients was found to be 6.65% and
7.37% in Canada and USA respectively, whereas estimated population prevalence of
PsO alone in screened patients was found to be 4.06% and 3.74%, respectively (71).

In a 2021 regional comparison of psoriasis prevalence by sex, high-income North Amer-
ica ranked highest for both females (2738 cases per 100,000) and males (2554 cas-
es per 100,000) (67).

In another US study, PsO prevalence among adults 20 years or older was 3.0%
(95%Cl,2.6%-3.4%). Based on the 2020 US census data, this outcome translates to an
estimated 7.55 million US adults with psoriasis. Psoriasis prevalence was similar be-
tween women and men, with 3.2% (95%Cl, 2.6%-3.8%) in women and 2.8% (95%ClI, 2.4%-
3.3%) in men. Psoriasis prevalence was highest in White individuals at 3.6% (95%Cl,
2.9%-4.2%), followed by other racial/ethnic groups (non-Hispanic, including multiracial)
at 3.1% (95%Cl, 1.2%-5.1%), Asian individuals at 2.5% (95%Cl, 1.6%-3.3%), Hispanic indi-
viduals (including Mexican American and other

Hispanic individuals) at 1.9% (95%Cl, 1.3%-2.5%),

and Black individuals at 1.5% (95%Cl, 1.0%-2.0%).

Psoriasis prevalence was not different based

on marital status, education, income, or medi- Psoriasis prevalence was

cal insurance status. The prevalence of psoria-

n ifferen n
sis among US adults has not changed significant- ot different based o

ly since 2003 (72). marital status, education,

income, or medical
A 2019 systematic review and meta-analysis tried insurance status.
to estimate the prevalence of PsA in people with
PsO in different regions of the world. The PsA
prevalence was 21.5% (95% ClI, 15.4%-28.2%) in South American with psoriasis and
19.5% (95% ClI, 17.1%-22.1%) in North American with psoriasis (66).

In Egypt, a 2021 study found the prevalence of PsA in people with PsO to be 30%.
Furthermore, psoriasis preceded the onset of PsA in 76.6% of included cases. Obesi-
ty, nail psoriasis, and intergluteal cleft site were associated with increased risk of PsA.
However, classic plaque psoriasis and flexure site were associated with a decreased
risk of PsA development (56).

In Germany, data in German employees from various branches, collected before the
resolution, revealed that psoriasis prevalence was 2.0% (men 2.2% and women 1.7%).
Prevalence increased with higher age, except for the oldest age group where a slight
decrease of prevalence was observed (58).

In Norway, the 2017 point-prevalence

of PsA was 0.46%. Among women, the ‘ ‘

prevalence of PsA was 0.50% and in

men was 0.43% (73). .
Prevalence increased

The 2016 prevalence of PsA in Spain was with higher age, except
0.58% (95%CI: 0.38-0.87), indicatinga  for the oldest age group

relatively high prevalence in Europe (74). where a slight decrease of

A 2023 study by Wang et al estimated prevalence was observed.

and projected incidence trends for Ger-

many. The overall conservatively esti-

mated prevalence of PsA in Germany in 2019 was 0.31% (95% Cl 0.28-0.36%). Wom-
en contribute a higher prevalence than men. In the assumed scenarios with increased
incidence, the prevalence of PsA at 60 years of age could rise from 1% in 2019 to more
than 3% in 2050 for both genders, with the increase particularly pronounced for wom-
en, reaching around 3.5%. However, in the assumed scenarios with decreasing inci-
dence, the prevalence curve may flatten and begin a decreasing trend from 2035 to
2050 for both genders, achieving a prevalence of less than 1% in 2050 (75).

An earlier German study of prevalence found that the annual prevalence rate for PsA
in 2014, 2015 and 2016 were 0.07% whereas for PsO it was 0.66, 0.63 and 0.61, re-
spectively (76). When comparing this to the later study by Wang, the trend seems to
be a reduction in the estimated prevalence of PsA in Germany.

In the global MAPP survey, the household prevalence of psoriasis and/or PsA was
found to be 3.5% in Germany, whereas population prevalence was found to be 1.7% (70).
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The prevalence of psoriasis including psoriatic arthritis ranged from 1.90% to 2.51%.
For all case definitions, the prevalence increased with age, decreasing from the age of
70 with psoriasis and from the age of 65 with psoriatic arthritis. Males were more like-
ly to be affected at an older age (p <0.0001), while in the under-20 age group, more
girls were affected (p = 0.04) (77).

In the population-based UPLIFT survey, estimated population prevalence of PsO and/or
PsA in screened patients was found to be 7.07% in Germany, whereas estimated pop-
ulation prevalence of PsO in screened patients was found to be 4.32% (71).

A 2019 systematic review and meta-analysis attempted to estimate the prevalence
of PsA in people with PsO in different regions of the world. The PsA prevalence was
22.7% (95% Cl, 20.6%-25.0%) in Europeans with psoriasis (66).

In a 2024 study in India, among all the people with PsO without concomitant PsA, 81%
screened positive for PsA using the validated Psoriasis Epidemiology Screening Tool,
which indicates an underdiagnosis of PsA (39).

A 2014 study of 1149 Indian individuals with psoria- ‘ ‘
sis found that 100 (8.7%) people had PsA, of which

83% were newly diagnosed. This points to an in-

creasing trend in the recognition and diagnosis Ina 2024 StUdy in India,

of PsA (78). among all the people

A 2019 svstermati , d met s at with PsO without
systematic review and meta-analysis at- . o

tempted to estimate the prevalence of PsA in peo- concomitant F?SfA’ 81%

ple living with PsO in different regions of the world. screened positive for

The PsA prevalence was 14.0% (95% Cl, 95% ClI, PsA using the validated
Psoriasis Epidemiology

11.7%-16.3%) in Asians with psoriasis (66).

Screening Tool.

Tanaka et al conducted an observational study with a total of 3021 people with psori-
atic disease, who were enrolled from a group of patients in 2016. In total, 431 people
were diagnosed by rheumatologists, based on clinical findings, with a mean prevalence
of 14.3% (ranged 8.8 to 20.4%). It is different from that shown in the Japanese national
database (1.9%), but it is similar to that of PsA in Caucasians, 6.42% (63).

The prevalence of psoriatic arthritis in the Western Japan Psoriasis Registry was 27.2%
(3.

The prevalence of clinically diagnosed psoriasis and PsA has increased steadily over
12 years, and the results suggest that psoriasis and PsA affect 0.86% and 0.08% of the
general population in Taiwan, respectively. In contrast, the incidence of psoriasis and
PsA remained stable. Age-specific incidence rates remained constant within the vari-
ous age groups throughout the follow-up period. At the same time, the prevalence in-
creased more steadily in the older age groups than in younger age groups, suggest-
ing an increasing population living longer with psoriasis and PsA. Nevertheless, the
risk of all-cause mortality was higher for people with both psoriasis and PsA than in
the general population (79).

From 2002 to 2016, the incidence of psoriasis significantly decreased from 43.33 to
23.14 per 100,000 persons. The incidence of psoriatic arthritis significantly increased
from 3.57 to 5.22 per 100,000 persons. In the age—period—cohort analysis, the net
age effect on the incidence of psoriasis and psoriatic arthritis increased with advanc-
ing age (6-fold and 7.7-fold difference, respectively). These trends suggests that elder-
ly individuals are associated with an increased risk for developing new-onset psoria-
sis and psoriatic arthritis (80).
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Examples of good practice

According to one KOL, early treatment with biologics in people with moderate
to severe plaque psoriasis may have the potential to delay or reduce the risk
of developing PsA (81). Another KOL recommended the use of easy screen-
ing tests, which have the potential to be delegated to other staff members to
save time.

« Arecent study explained that in Taiwan, it is recommended that treatment
targets should aim for clinical remission or minimal disease activity, and
patient-concerned outcomes should be taken into consideration. Nonste-
roidal anti-inflammatory drugs can be used to relieve pain, with the lowest
effective dose to minimize the risk of side effects (30).

+ In Norway, the combined prevalence of PsA, Axial Spondyloarthritis, and
rheumatoid arthritis was over 1.5%. Reflecting the good overall access to
highly effective but costly biologic treatments, more than a fourth of these
individuals used biologic agents, which corresponds to over 0.4% of Nor-
wegian adult population (73).

« In an Egyptian study, people with psoriasis were screened for PSA using
the Psoriasis Epidemiology Screening Tool and the Early Arthritis for Psori-
atic Patients tool. They were then further categorized using CASPAR crite-
ria, a set of criteria aiding doctors in the diagnosis of PsA. All of these fac-
tors aid in effectively identifying targets for treatment (56).
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Key areas of unmet need

With the global population living longer lives on average, the incidence rates of
PsA may vary between countries, but prevalence appears to be increasing, ac-
cording to different estimates around the world. However, there are still issues
with physicians taking the time to look for PsA, and being able to recognize it,
particularly in the low-to-middle income countries, according to KOL opinion.

« A 2021 review sought to assess the unmet needs for PsA provision around
the world. There were three key areas of unmet need reported: early diag-
nosis, medication choice and comorbidity management. For those areas,
biomarker development, targeted screening practices, structured lifestyle
interventions and integration of mental health services were important,
among others (82).

« Available treatment guidelines i.e., EULAR, GRAPPA and the ACR/NPF have
limitations and new methods for guideline development for complex, het-
erogeneous diseases are needed. There is no one best guideline recom-
mended for all clinicians. Therefore, guidelines should be tailored to the
circumstances of the local population of people with psoriatic disease (52).

- InIndia there is a lack of awareness of the manifestations and comorbidities
associated with psoriatic disease and poor quality of life. It thus, highlights
the need for patient education, shared treatment decision-making, and a
multidimensional approach to psoriatic disease management in India (39).
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In Africa and in the Middle East there is an urgent need to establish region-
al PsA guidelines to define the standard-of-care required and setting up
of clinics with multiple disciplines for early diagnosis and treatment man-
agement of PsA. Since there is a paucity of data in this region the need is
to list the burden of PsA on the research agenda to provide much need-
ed information about the disease (21).

The MAPP survey suggests that there is a high rate of undertreatment of
both psoriasis and PsA and a mismatch between patient and physician as-
sessment severity. The survey further highlights the importance of screen-
ing and assessment of people with psoriasis for symptoms of PsA, the need
to establish patient-specific treatment goals—which ensure optimal treat-
ment regimens and realistic expectations with regard to the effectiveness
and tolerability of available treatments—and the ongoing need for safe
and effective therapies for patients with psoriasis and PsA (70). This survey
highlighted the even greater unmet need at the start of this 10-year period.
The findings are also corroborated by the UPLIFT study mentioned below.

According to UPLIFT survey there is an unmet need for better manage-
ment of psoriatic disease and several areas in which patient and derma-
tologist perceptions are not aligned (71).
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Metric 6

When it comes to misdiagnosis, one KOL felt that the root of this issue is often the knowl-
edge of the PCP that the symptomatic person is presenting to. As discussed previously, in
some low-income countries, there is a higher chance for misdiagnosis as the symptoms
might be associated with other diseases.

Delayed
limited treatment

All of the KOLs agreed that access to treatment has improved in the past 10 years, particu-
larly when it comes to biologic treatments. The widespread availability of more affordable bi-
osimilars provides an opportunity to reduce the economic burden for individuals and health
systems, while also allowing for better disease control earlier in the disease. However, the
KOLs explained that the majority
a n d to Ca re of the world still has limited ac-
cess to systemic treatments, even
in places like the UK and US. This
is in part due to limitations such

as: geographic location, under- As discussed previously, in some
developed healthcare systems, low-income countries, there is a
privatized provision, lack of sub- hiah h f isdi .
sidization, limited resources, and Iigher chance tor mIS 1agnosis
Overview others. as the symptoms might be
This metric involves three major issues in the provision of psoriatic disease care. As such, associated with other diseases.

One KOL with experience in less
developed healthcare systems
recognized that the majority of people with psoriasis are never going to see a dermatolo-
gist. That problem is even worse with people needing specialist care from rheumatologists.

much of the collected literature provided evidence related to these topics.

In a study conducted in 17 countries to evaluate the impact of clinical specialty setting on
the time to diagnosis and treatment of individuals with PsA (LOOP study), the median time
from diagnosis to treatment was significantly shorter in the rheumatology setting, and in-
dividuals in the dermatology setting had higher disease activity. This data shows the im-
portance of improved collaboration between rheumatologists and dermatologists. An
important finding of this study was that irrespective of clinical setting or geographical re-
gion, people experienced a delay before being diagnosed with PsA, with a median time
from onset of musculoskeletal symptoms to diagno-

sis of up to approximately 6 months. (83). The find-

ings of this study are indicative of a ubiquitous issue ‘ ‘

for people with psoriatic disease all over the world:

delay in diagnosis.

Across all the WHO regions with survey responses, people felt that they experienced is-
sues with diagnosis, treatment options and access to care. Almost half (14/31) of respon-
dents had received their PsO diagnosis within 1 month, while for 8 out of 31 respondents,
it had taken more than a year (mostly in European countries). Almost one third of individ-
uals surveyed had experienced problems with misdiagnosis for their symptoms, spread
across all five of the WHO regions with survey responses.

Delays to diagnosis are

Based on KOL opinion there are still major issues with often associated with
individuals not receiving a diagnosis and thus going a sca rcity of qualified

untreated. The time to diagnosis is still hugely vari- .
: : personnel, whether that is
able, and often takes years. Delays to diagnosis are

often associated with a scarcity of qualified person- long waiting times or wide

nel, whether that is long waiting times or wide geo- geographic distances to
graphic distances to reach available providers. reach available providers
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Almost half of those surveyed (14/31) felt that they had moderate access to the treatments
they needed, though 7 of 31 respondents felt that they had ‘easy access to care and six
said ‘very easy’. The vast majority (27/31) felt that access to treatments had improved in
the past 10 years. Figure 5 presents the survey results for the opinions on the difficulty ac-
cessing dermatologists and rheumatologists. Opinions on access are similar for both spe-
cialists, and most fall somewhere between ‘difficult’ and ‘easy’. In this case, most survey
respondents (26/31) also felt that access to specialists had improved.

Opinions on access to specialist care

&
7 7
6
1 - -
difficult moderate easy very easy
s

very difficult

Dermatologist access [l Rheumatologist acces:

Regional perspectives

Africa

A multi-national survey of dermatologists and rheumatologists in the Asia—Pacific region
and the Middle East reported that individuals waited an average of 0.9 years for a con-
firmed diagnosis of PsA, and longer for appropriate treatment (n = 364) (21).

PsA is poorly understood and under-recognized in Africa and the Middle East due to a pau-
city of quality research. The lack of consistency when applying treatment guidelines for PsA
management in Africa and the Middle East likely means that different practices are being
implemented within individual countries, and between physicians within the same hospitals.

« In sub-Saharan Africa, a shortage of qualified health professionals is a contributory fac-
tor to the lack of rheumatology services which can lead to delayed diagnosis of PsA.
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- Multiple obstacles faced by rheumatologists practicing in Africa and the Middle East in-
clude lack of disease awareness among both people with psoriatic disease and health-
care professionals, drug accessibility, inadequate health funding, and a lack of rheu-
matologists.

« Delays in the referral of people with PsA to rheumatologists in Africa can be because
primary care practitioners and dermatologists do not recognize the symptoms of PsA
in time due to a lack of training in identifying the disease.

«  While all medications licensed for the treatment of PsA are available in some African
and Middle Eastern countries, their prohibitive cost limits their use in resource-poor
countries.

« Areview in Africa found limited access to
specialized units/specialists, delay in di-
agnosis, limited attention by healthcare ‘ ‘
authorities to non-communicable diseas-
es, and the difficulties in implementing Whil . .
international recommendations on the ile all medications
African continent were discussed. A rel- licensed for the treatment
ative lack of data from the African conti- of PsA are available in

r]ent, the cost of speual!zed medication some African and Middle
in resource-poor countries, and comor-

bidities of psoriatic arthritis were also dis- Eastern countries, their
cussed (18). prohibitive cost limits
their use in resource-poor

«  Wide variation in the structure and devel-
opment of healthcare systems in different
countries means that each system faces
a different set of challenges. One KOL re-
ferred to a recent survey conducted in South Africa, where many people with psoriat-
ic disease explained that they received no form of care whatsoever.

countries.

The Americas

In the US, a KOL reported that despite widespread availability of almost all systemic treat-
ments in the market, people with psoriatic disease may still have trouble accessing the
right treatment for them for economic reasons. Many people on Medicare still have to pay
coinsurance for biologics, which some might not be able to afford.

+ Rheumatologists, general practitioners, and dermatologists diagnosed two thirds of
patients with PsA. Musculoskeletal symptoms were common preceding a PsA diagno-
sis. Greater awareness of patterns of health events may alert healthcare providers to
suspect a diagnosis of PsA (84).
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Early diagnosis of both PsO and PsA is pertinent in effective treatment and manage-
ment of the disease, as a substantial delay was reported by individuals between symp-
tom onset and the confirmed diagnosis of PsO/PsA. Patient education with a focus on
monitoring joints for early detection of PSA may enable early access to treatments.
These results demonstrated that less than half of people with PsA were treated by a
rheumatologist. This may lead to disease mismanagement, with patients treated by
non-specialists (38).

In a population-based study, more than half of people with PsA were diagnosed at least
two years after symptom onset. Younger age at PsA symptom onset, obesity, and en-
thesitis were associated with a delay in diagnosis of longer than 2 years (85).

Eastern Mediterranean

No relevant data was identified for this region in this metric.

Europe
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A 2023 study of guidelines in Europe found that the eligibility criteria for biologic /tar-
geted synthetic disease-modifying antirheumatic drug (ts-DMARD) treatment varied by
country, limiting access (29).

A study conducted in UK described the time interval between the onset of psoriasis
and PsA in the UK primary care setting and compared it with a large, well-classified
secondary care cohort. In the study the majority of people (82.3 and 61.3%, respec-
tively) had psoriasis before their PsA diagnosis or within the same calendar year (10.5
and 23.8%), with only a minority receiving their PsA diagnosis first (71 and 14.8%) (86).

A study conducted in Spain concluded that the delay in diagnosis far outweighs other
European results- around 4 years from the on-
set of symptoms. The study outlined two prob-
lems: issues with delayed diagnoses which
widely exceed that estimated in another Euro-
pean estimates (the Danish DANBIO register),

and is positioned around that reported by the
American MAPP survey. Second, the idea that in concluded that the delay

emergency departments there is a large med- in diagnosis far outweighs

ical group whom patients who are finally diag- other European results-

nosed with PsA have previously consulted and

from whom very few referrals are made (87). around 4 years from the
onset of symptoms.

A study conducted in Spain

A study conducted in Germany suggested that there is an unmet need for rheumato-
logical check-up in people with psoriasis soon after diagnosis; however, only a small
percentage of individuals with or without concomitant PsA consulted a rheumatolo-
gist. The mean time to PsA diagnosis of only 1.5 years demonstrated that the develop-
ment of PsA can occur early after a diagnosis of psoriasis. Given that development of
PsA drastically impairs the ability to work and quality of life, these data reinforce the
need to include rheumatologists early on for clinical decision-making for people with
psoriasis (59).

In a subgroup analysis of MAPP survey in Spanish population it was observed that pso-
riatic arthritis may be underdiagnosed among individuals with a diagnosis of ‘psoriasis
only’, as 34% of respondents report-

ed joint pain or soreness, and sau-

sage digits or heel pain and/or swell- ‘ ‘

ing were reported to have occurred

upon specific questioning by 29% and ) ) )
24% of individuals, respectively (60). Risk factors associated with

diagnostic delay for both
Risk factors associated with diagnos- . .
tic delay for both PsA and rheumatoid PsA and rheumatoid arthritis

arthritis disease in an ltalian study disease in an ltalian StUdy
were: living in a small city, receiving were: living in a small city,
the diagnosis from a non-rheumatol- receiving the diagnosis

ogist, and having previous misdiag- f h tol ist
noses. In comparison, PsA showed rom a non-rneumatologist,

greater diagnostic delay than rheu- and having previous
matoid arthritis (88). misdiagnoses'

Approximately one-third of people

living with PsA still experience diagnostic delays exceeding 2 years. Several factors,
including education level, arthritis symptoms preceding skin manifestations, first vis-
it symptoms, particularly low back pain, age of symptom onset, and psoriasis subtype
were identified as significant factors associated with delayed diagnosis (89).

A 2017 study of MAPP survey participants in Spain found that the vast majority of sur-
veyed individuals (84%) were not receiving systemic therapy whatsoever, suggesting
these people are undertreated (60).

A 2016 study of MAPP survey participants in Italy similarly found that the vast major-
ity of surveyed individuals were not receiving systemic therapy whatsoever, and that
even 48% of people with severe disease were not receiving any medication, suggest-
ing these individuals are undertreated (90).
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Sub-analysis of the Global Psoriasis and Beyond Survey in Indian population found
that the diagnosis of PsO and PsA from the first onset of symptoms was delayed by
1.6 years and 1.2 years, respectively. Consequently, this resulted in a significant impact
on treatment decisions, highlighting the gap in patient education, delays in screening,
and diagnosis by the HCPs. (39)

One KOL explained that some of their dermatologist colleagues in India did not have ac-
cess to any biologics whatsoever, which was related to issues with market access for the
treatments themselves.
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Subgroup analysis of LOOP study in Japanese population observed that PsA diagno-
sis from onset of symptoms was delayed in Japan in the rheumatology/orthopedic set-
ting (median time: 23 months) compared with that in the dermatology setting (median
time: 5 months). There were two main reasons associated with the delays: the prefer-
ence of patients to visit rheumatologists only at an advanced stage, and the Japanese
government health insurance system only reimbursing medical expenses for the man-
agement of joint pain by osteopaths or physiotherapists (i.e., not rheumatologists) (91).

Four major challenges in diagnosis of PsA were “Difficulties in identification of atypical
or hidden psoriasis”, “Absence of diagnostic biomarkers”, “No active self-report of his-
tory or family history of psoriasis” and “Various musculoskeletal manifestations” (92).

Examples of good practice

One KOL recommended the use of a process called “task sharing” or “task shift-
ing” to recognize and manage psoriasis and other common conditions mani-
festing on the skin. This is where specific tasks are delegated to less special-
ized healthcare workers, such as screening, patient monitoring and adherence
to treatment. Previous literature has shown that outcomes for patients are ei-
ther similar or improved when tasks are delegated appropriately, while signifi-
cantly reducing the workload of specialized personnel and reducing costs of
care (93). Another KOL recommended that providers consider biologics as a
first line treatment in cases where it would be feasible.

- Patients recruited from a site with an established relationship between rheu-
matologists and dermatologists experienced a numerically shorter time to
diagnosis and time to treatment than those from a site with a newly formed
relationship. Diagnosis and management of PsA were much improved due
to closer collaboration between rheumatologists and dermatologists (83).

- About three quarters of Chinese rheumatologists know about the elements
in PsA diagnosis and have good practice habits in diagnosing PsA (92).
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Key areas of unmet need

These three pillars of psoriatic disease care all have region and country-spe-
cific issues making it difficult for people to receive the care they need in a
timely manner. Diagnostic delay is rampant for different reasons everywhere
in the world. Access to treatment can be limited by a multitude of systemic is-
sues and access to specialist care is a difficulty that is faced in all countries.

The delay in diagnosis and high disease burden in people with PSA sup-
port the need for improved management of this disease (83).

A subgroup analysis of Japanese individuals from the LOOP study showed
differences in treatment approach and patient characteristics between rheu-
matology/orthopedic and dermatology setting. These results lend further
support to a tighter collaboration between rheumatologists/orthopedists
and dermatologists to optimize and individualize the management of PsA.
Furthermore, an integrated dermo-rheumatologic approach could poten-
tially aid in early diagnosis and timely management, thereby lowering dis-
ease activity and burden in people with PsA (91).

Some of the unmet needs in PsA include diagnostic challenges, delay in
diagnosis, prognostication systems and varying medicine approaches and
precision medicine strategies for established and emerging therapies (82).

There is a need for increasing awareness of the systemic aspect of pso-
riatic disease and need for patient educational programs, since psoriatic
disease impacts people’s physical and mental health (38).
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Metric /

As mentioned in Metric 3, almost all survey respondents (30/31) felt that the general pub-
lic had between ‘moderate’ and ‘very little’ understanding about psoriasis in their respec-
tive countries.

IFPA has collected available information on the founding dates of their members, as well
as the dates that those members joined the federation. Figure 6 presents the cumulative
instances of available founding and joining dates for IFPA members, respectively.

Of sta ke h o I d e rs Dates that IFPA member organizations joined* IFPA Available founding dates of IFPA members
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Overview : ! :
Psoriatic disease advocacy efforts have been steadily increasing and collectivising in order fa_’ 3 i .%
to improve outreach and messaging on behalf of people living with psoriatic disease. One % . ® ¢ 2
study evaluated the digital impact of Psoriasis Action Month and World Psoriasis Day by o I | ' S
studying trends in relevant Twitter (X) posts and studying the global reach of these aware- .t
ness initiatives to steer future policy development. A total of 3384 and 1925 tweets were
identified in 2022 related to Psoriasis Action Month and World Psoriasis Day, respectively.
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Tweets related to Psoriasis Action Month and World Psoriasis Day comprised 7.99% and Year of joining IFPA Year founded

3118%, respectively, of the total tweets posted about psoriasis in 2022. More users tweet-
ed about World Psoriasis Day than Psoriasis Action Month between 2019 and 2021. A net-
work analysis revealed relatively high collaboration between the top users. Google Trends
analysis demonstrated that the majority of web searches were from the American, Euro-
pean, Russian, South Asian, and Australian regions

with limited involvement from African and Central
Asian countries” (94). ‘ ‘

Figure 6

About 45% of the organizations with available data were founded between 2010 and 2013,

The KOLs interviewed expressed that public aware- indicating a surge in patient advocacy just before the 2014 WHA resolution was adopted.
ness had improved over the past 10 years, in large Psoriatic disease advocacy In terms of membership, 16 of the IFPA member organizations joined before 2002. After
part due to the efforts of pharmaceutical companies. efforts have been steadily this, there were two minor waves of membership: one in 2013 and one in 2020. This data

Pharma has a vested interest in spreading aware- provides a bit of insight about the global interest in patient advocacy, and hopefully en-
ness of the disease, which in turn helps people liv- courages additional members to join, promoting a united effort to further improve access
ing with the disease in a variety of ways (e.g., re- in order to Improve to and quality of care for people living with psoriatic disease.
ducing stigmatization, improving knowledge of both outreach and messaging on
pe(?ple with psoriatic disease and providers, advo- behalf of people Iiving with
cating for access to treatment, etc.). Lo .

psoriatic disease.

increasing and collectivising
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Regional perspectives

Africa

« The psoriasis organizations in Africa that have joined IPFA include the international or-
ganization known as Psoriasis Africa, as well as country-specific organizations in: Gha-
na, Kenya, and South Africa.

The Americas

In the US, one KOL described that one of the largest contributors to awareness of the dis-
ease is direct-to-consumer advertising, which is not as common in European regions.

Some of the countries and territories with IFPA member organizations in the region of the
Americas include the following: Argentina, Brazil, Canada, Colombia, Dominican Repubilic,
El Salvador, Mexico, Panama, Peru, Puerto Rico, USA, and Uruguay.

Eastern Mediterranean

Currently, there are no IFPA member organizations located in the Eastern Mediterranean
region.

Europe

The European region includes the highest concentration of IFPA member organizations.
Countries in the Europe that have psoriasis organizations and are part of IFPA include the
following: Austria, Belgium, Bulgaria, Croatia, Denmark, Estonia, Finland, France, Georgia,
Germany, Greece, Hungary, Iceland, Ireland, Israel, Italy, Montenegro, Netherlands, Nor-
way, Portugal, Romania, Russia, Serbia, Slovakia Slovenia, Spain, Sweden, Switzerland,
and Turkey.

South-East Asia

There are two countries in South-East Asia with IFPA member organizations: Bangladesh
and Indonesia.
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Western Pacific

The territories in the Western Pacific Region with IFPA member organizations include the
following: Australia, China, Hong Kong, Japan, Malaysia, Philippines, Singapore, South Ko-
rea, Taiwan, and Vietnam. There is also a regional organization named Psorasia.

Examples of good practice

There are many countries around the world with organizations that have mem-
bership in IFPA, which helps to provide a collective front for patient advoca-
cy in those countries.

Key areas of unmet need

There are still many countries and areas around the world without patient ad-
vocacy organizations. Even in areas where organizations exist, some people
are not aware of the support they can get from patient organizations. Social
media and traditional media campaigns to raise awareness of advocacy efforts
and encourage membership require time, coordination, and funding.
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Additional measure A

Regional perspectives

°
EVI d e n Ce Of No relevant data was identified for this region in this metric.

No relevant data was identified for this region in this metric.

Overview

Due to the chronic and comorbid nature of psoriatic disease, the disease has varying and
lasting impacts on the people living with it. There were a number of collected records that
assessed impact on quality of life in addition to other factors of daily living.

+ A global study conducted in Europe, Ameri-
ca and Asia found that the disease disrupted
the course of life, work, and family roles and
could not be controlled. They feared deteri-
oration of their clinical condition and felt that Almost all of the

their concerns and distresses were trivialized .
respondents to the patient
by others. People felt burdened by treatment P P

inadequacy, and immunosuppressive medi- survey felt that their qua“ty
cations were regarded as toxic and causing of life has improved since
long-term organ damage (37). receiving treatment for their

PsO and/or PsA.

« Another study which was conducted in Eu-
rope, America and Asia reported a moderate
impact of people’s health on daily activities.
Overall, 35% of all people with psoriatic dis-
ease could not work/study the week prior to the survey as a result of their skin symp-
toms. Overall, 14% reported that their work/career choice was influenced by their dis-
ease (38).

Almost all of the respondents to the patient survey (29/31) felt that their quality of life has
improved since receiving treatment for their PsO and/or PsA.
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An Egyptian study found that psoriasis exerts significant, negative effect on quality of
life. Disease disability, severity and its acceptance are independent predictors of qual-
ity of life (34).

A 2022 study in Saudi Arabia found that the average DLQI and six-items stigmatiza-
tion scale for people with psoriasis were 8.95 (+5.77) and 7.61 (£4.5), respectively, that
were correlated with the Simplified Psoriasis Index-severity (35).

An observational study conducted in Spain concluded that achieving lower abso-
lute Psoriasis Area and Severity Index (PASI) values may correlate not only with better
health-related quality of life but also with better work productivity and treatment sat-
isfaction (95).

A 2015 study of real-world treatment practices in Germany found that people were far
more satisfied with systemic and biologic treatment than with topical and photother-
apy (96).

In a study conducted in the UK and Republic of Ireland, people with psoriatic disease
registered with British Association of Dermatologists Biologic Interventions Register
were analyzed. Patients receiving biologic therapies had more severe psoriasis and
more severe impairment of quality of life compared to patients on conventional sys-
temic therapies. However, a higher proportion of patients in the biologic cohort report-
ed more than one comorbidity, including obesity, hypertension, depression and PsA,
compared with the comparator group at enrolment (57).
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The real-world data in Turkish PsA patients receiving anti-TNF treatment showed im-
provement in Work Productivity and Activity Impairment , Quality of Life , and disease
activity over 9 months of treatment (97).

South-East Asia

An Egyptian study found that psoriasis exerts significant, negative effect on quality of
life. Disease disability, severity and its acceptance are independent predictors of qual-
ity of life (34).

A 2022 study in Saudi Arabia found that the average DLQI and six-items stigmatiza-
tion scale for people with psoriasis were 8.95 (+5.77) and 7.61 (+4.5), respectively, that
were correlated with the Simplified Psoriasis Index-severity (35).

In a study conducted in India the majority of people enrolled indicated that their skin
problems had a “very-large” (31%; DLQI score: 11-20) to “extreme-large” (58%; DLQI
score: 21-30) impact on their quality of life over the past week. On a scale of 1-10, on
average, they stated the impact of PsO/PsA on their emotional well-being as 8.1; 72%
reported their condition impacting their overall emotional well-being considerably, and
only 5% reported their condition did not influence their overall emotional well-being at
all or only very little. The high disease burden and the associated complexity of both
PsO and PsA have a negative impact on the quality-of-life of affected people leading
to social stigma and discrimination. The primary goal of PsA treatment are to maintain
regular joint function and improve quality of life (39).

Western Pacific

No relevant data was identified for this region in this metric.

Has quality of life improved for people with
psoriatic disease?

Quality of life seems to improve for people who are able to manage their dis-
ease in a timely manner. However, as discussed above, there are still many
around the world who are not yet able to manage their disease, and if it is not
done in a timely manner, permanent damage can leave lasting effects on
peoples’ quality of life.
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Additional measure B

Regional perspectives
°
on people with
° ° °
pso rl a tl C d I Sea se a n d No relevant data was identified for this region in this metric.
[ oege®
th e I r fa m I I I es « An observational study which analyzed the large US claim database and compared di-

rect costs of treatment switchers (people who switched from their original prescribed
biologics to a newer therapy), non-switchers (those who remained on their original bi-
ologics), and discontinuers (those who dis-
continued their biologic therapy) among

people with PsA who newly initiated a bio- ‘ ‘
Overview logic concluded that people with PsA who

switch or discontinue biologics have high- .
Psoriatic disease poses a sizable burden on both the person living with the disease and er medical costs and healthcare utilization A 2022 study of people I|V|ng

their loved ones. There were a few studies that reported on this topic. than those continuing the same biologic. with psoriasis in Sweden found

The findings further highlighted that dis- i iagi
« A global study conducted in Europe, America and Asia in 2020 found that the disease continuing or switching biologic therapies that those Wlth plaque psoriasis
disrupted the course of life, work, and family roles and could not be controlled. They is associated with higher costs in people had total direct healthcare costs

feared deterioration of their clinical condition and felt that their concerns and distress- with PsA which may inform treatment and/ that were an average of 1.8

es were trivialized by others. People felt burdened by treatment inadequacy, and im- or formulary decision-making (98). times higher than the general
munosuppressive medications were regarded as toxic and causing long-term organ population and that those with

damage (37).
generalized pustular psoriasis
« Another study which was conducted in Europe, America and Asia reported a moder- « No relevant data was identified for this re- were 3.3 times higher.
ate impact on daily activities. Overall, 35% of all people with the disease participating gion in this metric.
in the study could not work/study the week prior
to the survey as a result of their disease. Overall,
14% reported that their work/career choice was
influenced by their disease (38). « A 2022 study of people living with psoriasis in Sweden found that those with plaque
A global study conducted psoriasis had total direct healthcare costs that were an average of 1.8 times higher

than the general population, and that those with generalized pustular psoriasis were
3.3 times higher (10).

« Armstrong 2022 reported that for global survey . .
: o in Europe, America and

responders who reported how their psoriatic o
disease has impacted their daily activities, the Asia in 2020 found that
main coping mechanisms for people with psori- the disease disrupted the « An observational study conducted in Spain concluded that achieving lower abso-
atic dlsiease.were tglkmg V\.llth family anFI friends, course of life, work, and lute Psoriasis Area anq Seve'rlty Index (PA$I) values may correlatg r:lOt only with bet-
engaging with social media and exercise/sport, f i | q I ter health-related quality of life but also with better work productivity and treatment
and finding comfort in food (38). amily roles and could not satisfaction (95).

be controlled.
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A study which reviewed the cost of psoriasis and psoriatic arthritis in 5 European coun-
tries, and analyzed the economic burden of the disease in, Germany, Spain, France, It-
aly, and the United Kingdom showed that costs increase with the treatment and man-
agement of more severe disease and the use of biologics (99).

A review concluded that the treatment of moderate-to-severe psoriasis with biologic
agents poses a significant economic burden to healthcare systems. Despite increas-
ing recognition of the potential of biologic therapies to reduce both direct and indi-
rect healthcare costs in the long term, economic considerations focus solely on drug
acquisition costs (42).

South-East Asia

No relevant data was identified for this region in this metric.

Western Pacific
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An observational study conducted in China reported direct medical cost for people
with psoriatic disease on non-biologic therapy was 7,249 CNY, accounting for 70.0% of
the total cost, while people on biologics incurred 15,176 CNY, making up 94.3% of the
total cost. The non-biologic group had higher costs related to hospitalization, self-pur-
chase of drugs, and indirect costs than the biologic treatment group. Additionally, DLQI
scores were higher in the non-biologic group (100).

An observational study conducted in China reported direct medical cost for people
treated with non-biologic drugs was 7,249 CNY, accounting for 70.0% of the total cost,
while people treated with biologic drugs incurred 15,176 CNY, making up 94.3% of the
total cost. The non-biologic group had higher costs related to hospitalization, self-pur-
chase of drugs, and indirect costs than the biologic treatment group. Additionally, DLQI
scores were higher in the non-biologic group (100).

6

Despite increasing recognition of the
potential of biologic therapies to reduce
both direct and indirect healthcare costs
in the long term, economic considerations
focus solely on drug acquisition costs.

Has the burden on people with the disease
and their families lessened?

As more and more people receive adequate care for their disease, the bur-
den on them and their loved ones decreases. However, as discussed in all the
metrics above, there is still major unmet need for people living with psoriatic
disease, and thus significant burden remains. As the lifespan of the average
person grows, the opportunity for further psoriatic disease burden increases.
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Additional measure C

Regional perspectives

No relevant data was identified for this region in this metric.

Ability to

No relevant data was identified for this region in this metric.

No relevant data was identified for this region in this metric.

Overview

PsA greatly impacts capacity to work. Its impact
on work, which includes absenteeism, presen-
teeism and increased indirect cost (increased
economic burden) is deleterious.

« In the Global survey conducted by Arm-
strong et al 2022, 35% of all people with
the disease could not work/study the week
prior to the survey as a result of their skin
problems. Overall, 14% reported that their
work/career choice was influenced by their
disease (38).

66

Over two thirds of people
responding to the survey made
for this report felt that it has
become easier over time in the
past 10 years for people with PsO
and/or PsA to get a new job or
stay in the job they have.

« People with active PsA have a substantially reduced capacity to work and participate
in leisure activities. Substantial improvements across various Work Productivity and Ac-
tivity Impairment domains were noted after 24 weeks of treatment, especially in pre-
senteeism, total work productivity, and activity impairment (101).

Over two thirds of people responding to the survey made for this report (21/30) felt that it
has become easier over time in the past 10 years for people with PsO and/or PsA to get a

new job or stay in the job they have.
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« Results from a large UK multicenter study showed that reduced effectiveness at work

was associated with measures of disease activity, whereas unemployment, consid-
ered the endpoint of work disability, was associated with employer factors, age and
disease duration (102).

In an Indian study, disease impact on work-related experiences measured using Work
Productivity and Activity Impairment questionnaire, 74% of the enrolled patients could
not go to work at all due to skin problems in the past week. Overall, 25% reported
discrimination at work, and 33% had difficulty finding a job. In addition, 33% said that
their choice of work and/or career was influenced by their condition. However, there
is reportedly a robust patient—health care professional relationship. Most of the peo-
ple (>80%) trusted their health care professional to treat skin and joint problems, and
nearly two-thirds (62%) of patients actively questioned health care professionals about
their disease condition. There is a clear need to enhance and support patient—health
care professional communication for shared decision-making, timely screening, and
diagnosis with a multidimensional approach for the management of psoriatic disease
in India (39).

No relevant data was identified for this region in this metric.
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Are people with psoriatic disease more
easily able to regain employment?

According to survey data and some of the included literature, the opportuni-
ties for people living with psoriatic disease to rejoin society are improving, but
for people who don’t have their disease adequately managed, morbidity can
make it difficult to regain employment.
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Additional measure D

approach

to care

Overview

Psoriatic disease is a complex disease with a heavy socio-economic burden. It affects indi-
viduals both physically and mentally. As such a complete and holistic approach is needed
for their treatment. There were a few studies that discussed holistic approaches to care:

84

A Delphi panel study was conducted to identify current evidence and gain advanced
insights into Generalized pustular psoriasis (GPP). The study concluded that treatments
with rapid action are essential and should be provided at centers with dermatologists
experienced in treating and managing people with GPP. Individuals should be careful-
ly monitored by a dermatologist throughout a flare, and the following clinical assess-
ments are useful for monitoring disease severity. Greater knowledge is needed regard-
ing the triggers of GPP, associated comorbidities and differential diagnoses, and future

studies should focus on generating much-needed ev-
idence in these areas (103).

Difficulties faced by people with PsA and physicians
in Latin America included the high incidence of op-
portunistic infections, followed by nonadherence to
therapy, discordance between people with psoriatic
disease and physicians regarding remission rates, low
drug persistence, limited access to disease-modifying
antirheumatic drugs, issues related to the storage of
biologic drugs, elevated cost of biologic drugs, limit-
ed access to medical care, diagnostic delay, and the
individual- and country-level impact of socioeconomic
factors on work- and health-related outcomes (104).

66

Psoriatic disease is a
complex disease with a
heavy socio-economic
burden. It affects
individuals both physically
and mentally. As such

a complete and holistic
approach is needed for
their treatment.

Is a holistic approach to care increasingly
used in psoriatic disease?

Over time, holistic care tailored to the individual, with realistic treatment tar-
gets is being promoted more and more in the literature. However, the per-
sistence of untreated comorbidities described above, and difficulties with de-
lay to diagnosis and access to treatment suggest that in general, care is not
being managed holistically for the average individual with psoriatic disease.

There are examples around the world where people are innovating ways to
treat psoriasis along with its comorbidities, using common pathologic path-
ways (105), and considering a person with psoriatic disease’s daily habits (106)
to help reduce the impact of the disease and its comorbidities simultaneous-
ly. The main hindrances are the time and resources required to manage that
care. This means that integrated, time-saving solutions that facilitate a holistic
approach to care should be prioritized in established systems.
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Additional measure £

« In Panama, the Public Health Department had little knowledge of psoriasis and the dis-
ease was not even in their disease chart. Also, their basic medication chart does not
include any biologics developed for psoriasis. For years, Panama Psoriasis Foundation
tried to raise awareness about the dis-
ease and insisted that it was necessary
to have a law for psoriasis. Ultimately on ‘ ‘

August 30th, 2022, Law 322 on Psoriasis

and Psoriatic Arthritis was passed. This .
t t law aims to establish a general frame- In Panama, the Public Health
O p ro m o e Ca re work to prevent Psoriasis, early detec- Department had little knowledge
tion of the disease and raise awareness of psoriasis and the disease

about the disease (107). . .
was not even in their disease
chart. Ultimately on August 30th,
2022, Law 322 on Psoriasis and

. In Sweden, over 200,000 people live Psoriatic Arthritis was passed.
with psoriasis. Although new and effec-

0verview tive treatment is available, many with the

disease still remained undertreated. In 2019, the National Board of Health and Welfare

issued National guidelines for care in psoriasis: Support for governance and manage-

ment. The guidelines emphasized giving the right interventions for psoriasis to the right

patient groups. The goals were to improve resource use in the care of this population

and reduce the large regional differences in psoriatic care (108).

One of the most far-reaching but difficult ways to promote psoriatic disease care is through
the passing of laws and regulations in a given system. This can involve increasing fund-
ing for disease care, research or treatment, or appointing a particular institution to attempt
to improve systemic issues with access. A few examples of recent laws passed in select
countries were identified.

- In Philippines, most people with psoriatic disease did not seek medical help to treat
the disease due to high medicine and treatment cost, and risk aggravations. In 2019,
a meeting of Coalition for Psoriatic Disease was held to discuss the ideal care for peo-
ple living with the disease. After months of advocacy, eventually, in July 2021 National
Psoriasis Care Act was passed by Philippines’ Committee on Health. The bill aims to
ensure an integrated and comprehensive approach to health development which in-
cludes the strengthening of integrative, multidisciplinary, patient and family-centered
policies, programs, systems, interventions, and services at all levels of the existing

No relevant data was identified for this region in this metric. health care delivery system for people with Psoriasis (109).

Regional perspectives

No relevant data was identified for this region in this metric. No relevant data was identified for this region in this metric.

86 87




Have there been any laws or regulations
to promote psoriatic disease care since the

(]
resolution?
Yes! And hopefully with continued advocacy efforts, further laws and regula-

tions can be passed to promote access to and quality of care for people liv-
ing with psoriatic disease.
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PY There are many clinical guidelines that still lack recommendations for screening and man-
COHCIUSIons aging comorbidities related to psoriatic disease. There is a need to develop new and
time-effective screening methods for comorbidities, especially in the developing coun-
tries, where qualified personnel may be lacking. PsA is still regularly untreated or misdiag-

nosed in different parts of the world, regardless of the sys-

tem’s level of development. Available treatment guidelines
This review aimed to collect recent data from around the world on how far the quality of ‘ ‘

have limitations and newer guidelines should address the
and access to psoriatic disease care has come in the past ten years. The available evi-

complex, heterogeneous nature of psoriatic disease. This is
dence for each metric shows that in general, some progress has been made, but that there especially pertinent as people around the world are living

are still large areas of unmet need. PsA is still regularly longer, and those with psoriatic disease will therefore have
a higher risk for developing this comorbidity.
Therapeutic options for psoriasis and psoriatic arthritis have advanced considerably in the uhtrgated or .
past 10 years. There have also been some improvements in treatment and healthcare ed- misdiagnosed in Based on evidence from both records and interviews, delay
ucation, especially in high-income countries. Many of the latest treatment recommenda- different parts of the in the time to diagnosis is still a serious issue, as well as ac-
omoer o G'cT Appﬁ’ tE tJhLAR comme hjvte- been updated with the latest evidence to world, regardless of cess to treatment and access to specialist care. Apart from
empower providers, but these recommendations ’ the aforementioned recommendations for guidelines and
: : the system’s level of 9
have not been em‘ployefj locally in some countne;. y education, settings with established relationships between
In many low-to-middle income countries, there is development. rheumatologists and dermatologists experienced a numer-

still a lack of treatment guidance and recommen- ically shorter time to diagnosis, and this should be promot-

dation§ leading to mistakgn or Flelayeq diagnqsgs. Therapeutic options for ed where possible. States should be encouraged to facilitate the affordability of care for
There is a need for improving diagnostic capacities . P people living with the disease. Advocacy efforts to improve access to treatment can be
i such countries psoriasis and psoriatic ! , catme

: .. bolstered by pharmaceutical companies and other stakeholders. Task-shifting is another

. ‘ . arthritis have advanced recommended method to improve the availability of
General understanding of the disease has improved considerably in the past specialists and the care of those with psoriatic disease.
in the past 10 years, due to increased awareness
d off g ceholders. H h 10 years. There have also
ande 9”5 toe ycate stakeholders. oweve'r,t ere been some imbrovements Public awareness about the disease has improved over
are st.|II.|.ssu€es W'th_la_‘:k ‘?f awarenessvregardmg co- . P the last 10 years. Also, due to the efforts of various ad- The general public is still
morbidities in psoriatic disease, both in people with in treatment and vocacy groups, many countries have included psoria- g P
the disease and providers. The introduction of bio- healthcare education, sis and PsA in their health charts and in their budgets. considered to be largely
similars have allowed for a more cost-effective, sys- . . . . However. the i~ e o ; i i
B ) general public is still considered to be ignorant of the disease,

temic management of the disease, which in turn has espeually In hlgh Income g

_ _ T . largely ignorant of the disease, which means that peo- which means that people
reduced the socio-economic burden of psoriatic dis- countries. ple with psoriatic disease still risk being stigmatized or ) T ) peop )
with psoriatic disease still

ease. That being said, the burden is still substantial, impacted economically because their symptoms are

and if left unchecked, will rise with an aging glob- inadequately managed. risk being stigmatized
al population. In the past 10 years, general awareness of psoriatic disease has increased,

both in provider and patient circles. Because of this, a holistic approach to care is increas-
ingly being promoted, though holistic care is nowhere near a standard practice as of yet.

Better quality of life was seen in individuals who re-

ceived a timely diagnosis and an early start to their treatments. People on systemic thera-
pies reportedly also had better QoL. When it comes to gender, the quality of life for wom-
en with the disease was, on average, worse than their male counterparts. Psoriatic disease
greatly impacts capacity to work. In the past 10 years it has reportedly become a bit easi-
er for people living with psoriatic disease to stay in their job or get a new job, but there is
still unmet need, resulting in emotional and economic burden for individuals with the dis-
ease and their families.

Most people living with psoriatic disease still experience stigmatization irrespective of the
region. This in turn affects the mental health and quality of life of those with the disease
and their loved ones. To prevent continued stigmatization, greater social awareness of the
disease should be encouraged in the general population. Providers should continue to
promote psychological counselling for people facing stigmatization.
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Limitations

This study was not a systematic review, and therefore did not have the scope to conduct
a comprehensive overview of all literature pertaining to these diverse topics. The volun-
tary patient survey only collected the perspective of a single person in each of the partici-
pating countries. Therefore, their responses might not be indicative of the average person
living with the disease in that system. As this was a narrative review, no statistical compar-
isons could be made between estimates of e.g., the prevalence of PsA either over time
or between regions. However, despite these limitations, the evidence gathered provides
enough information to draw some conclusions about the state of progress for psoriatic dis-
ease care over the past decade.
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Appendix B:
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M eth Od o I og Ica I d eta I Is Regions and « Africa: Ghana, South Africa, Kenya

countries - Americas: USA, Argentina, Brazil

. Eastern Mediterranean: Pakistan, Iran, Egypt

« Europe: Germany, Turkey, UK

»  South-East Asia: Indonesia, Bangladesh, Vietnam

This section contains additional details about the methods used in this study.

- Western Pacific: China, Japan, Australia

ey ey . . . . Time limit Since 24th of May, 2014
Table 2. Eligibility criteria for study inclusion of records

Text limit Available in full text

Abbreviations:, PCP = primary care practitioner, DLQI = Dermatology Life Quality Index

Category Inclusion criteria Exclusion criteria
* The primary search language will be English. Any records in other languages that are deemed as clearly rel-
Population People with Psoriatic Disease People without psoriasis o evant will be reviewed using Google Translate, and relevant content from that record will be collected in its
psoriatic arthritis translated form.

Outcomes . Availability of biologic and/or systemic treatments in the region / Outcomes other than those The additional outcome measures are included for the purposes of record selection and extraction, but since
country in the inclusion criteria expanding the search to include these additional outcomes would expand the scope of the review beyond

« Clinical guidelines or treatment guidelines available . . . .
. Patient surveys about stigma and discrimination what was feasible, the search did not include terms for these additional outcomes. Instead, any records and ev-

Publications assessing the risk of comorbidity

Publications assessing rate of screening for comorbidity
Prevalence of psoriatic arthritis in psoriasis patients by country /
region

Rate of misdiagnosis

Time from presentation to healthcare to diagnosis
Pharmaceutical sales of systemic therapies .

Assessments of access to psoriatic disease care Ta b I € 3 Pu b M ed sea rCh fa Cets
Funding to psoriasis patient groups

Countries with organizations participation in world psoriasis day

idence relevant to these outcomes were captured from the body of literature collected for the metric outcomes.

Additional outcome measures**

Evidence of QoL improvement for patients
Evidence of a reduction of burden on patients and families
Evidence that patients are more easily able to regain

employment / contribute to society Population "psoriasis"[MeSH Terms] OR "psoriasis"[All Fields] OR "arthritis, psoriatic'[MeSH 68,858
+ Evidence of holistic management approach to psoriatic disease Terms] OR "psoriatic arthritis"[All Fields] OR "psoriatic"[All Fields]

care
- Organizations mentioned to have an impact on progress in the

above categories Outcomes "guidelines as topic"[MeSH Terms] OR "clinical guidelines"[TIAB] OR "treatment 1,347,674

Evidence of laws passed since the resolution

Evidence of guidelines improved since the resolution guidelines"[TIAB] OR "national guidelines"[TIAB] OR "national

recommendations"[TIAB] OR
(("biological products"[MeSH Terms] OR "biologic*"[Title/Abstract] OR

Study design « Published literature: books and documents, classical article, Interventional studies "systemic*"[Title/Abstract] OR "therapeutics"[MeSH Terms]) AND ("access*'[TIAB]
osarvationsl shidy: petient scucation handout, periodiea ndex OR "salesT[TIAB] OR "commerce! MeSH Terms] OR "Market access'TIAB))
practice guideline, review, systematic review, validation OR "patient survey*"[Title/Abstract] OR "discriminat*'[Title/Abstract] OR "social

stigma"[MeSH Terms] OR "stigma"[Title/Abstract] OR "stigmas"[Title/Abstract]
OR (("comorbidity"[MeSH Terms] OR "comorbidity"[Title/Abstract] OR
"comorbidities"[Title/Abstract] OR "arthritis, psoriatic"[MeSH Terms] OR "psoriatic
arthritis"[Title/Abstract]) AND ("risk"[Title/Abstract] OR "risks"[Title/Abstract] OR
"rate"[Title/Abstract] OR "rates"[Title/Abstract] OR "probabilit*"[Title/Abstract] OR
"epidemiology"[MeSH Subheading] OR "frequency"[Title/Abstract] OR
"frequencies"[Title/Abstract] OR "prevalence"[Title/Abstract] OR
"prevalence"[MeSH Terms] OR "probability"[MeSH Terms] OR "probability"[Title/
Abstract] OR "likelihood"[Title/Abstract] OR "assess*"[Title/Abstract] OR
"check*'[Title/Abstract] OR "diagnosis"[MeSH Subheading] OR "screen*"[Title/
Abstract] OR "testing"[Title/Abstract] OR "test"[Title/Abstract]))

Grey literature: reports, guidelines, campaign literature, official

Web pages: patient / advocacy organization sites

Language English Other languages

102 103




Regions and
countries

All

Filters
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OR "diagnostic errors"[MeSH Terms] OR "diagnostic error"[Title/Abstract] OR
"misdiagnoses"[Title/Abstract] OR "misdiagnosis"[Title/Abstract] OR
"misdiagnose"[Title/Abstract] OR "misdiagnosed"[Title/Abstract] OR
"misdiagnosing"[Title/Abstract]

OR "time to diagnosis"[TIAB] OR "diagnostic time"[TIAB] OR "TTD"[TIAB] OR
"diagnostic delay"[TIAB]

OR "health services accessibility"[MeSH Terms] OR "health services
accessibility"[Title/Abstract] OR "access to care"[TIAB] OR "access to
healthcare"[TIAB] OR ("access"[TIAB] AND "care"[TIAB]) OR ("access"[TIAB] AND
"healthcare"[TIAB])

OR (("economics"[MeSH Subheading] OR "economics"[Title/Abstract] OR
"funding"[Title/Abstract] OR "financial management"[MeSH Terms] OR "financial
management"[Title/Abstract] OR "organization and administration"[MeSH
Subheading]) AND ("patient organization*'[TIAB] OR "patient advocacy
group*'[TIAB] OR "NGO"[TIAB] OR "patient association*"[TIAB]))

OR "world psoriasis day"[Title/Abstract]

"africa"[MeSH Terms] OR "africa"[All Fields] OR "african"[All Fields] OR
"ghana"[MeSH Terms] OR "ghana"[All Fields] OR "ghanian"[All Fields] OR "South
Africa"[All Fields] OR "South African"[All Fields] OR "south africa"[MeSH Terms] OR
"kenya"[MeSH Terms] OR "kenya"[All Fields] OR "kenyan"[All Fields]

OR "americas"[MeSH Terms] OR "americas"[All Fields] OR "South America"[All
Fields] OR "South American"[All Fields] OR "North America"[All Fields] OR "North
American"[All Fields] OR "united states"[MeSH Terms] OR "USA'[All Fields] OR
"United States"[All Fields] OR "american"[All Fields] OR "argentina"[MeSH Terms]
OR "argentina"[All Fields] OR "argentines"[All Fields] OR "brazil"[MeSH Terms] OR
"brazil"[All Fields] OR "brazilian"[All Fields]

OR "Eastern Mediterranean"[All Fields] OR "middle east"[All Fields] OR "Middle
Eastern"[All Fields] OR "pakistan"[MeSH Terms] OR "pakistan"[All Fields] OR
"pakistani"[All Fields] OR "iran"[MeSH Terms] OR "iran"[All Fields] OR "iranian"[All
Fields] OR "egypt"[MeSH Terms] OR "egypt"[All Fields] OR "egyptian"[All Fields]
OR"europe"[MeSH Terms] OR "europe"[All Fields] OR "european"[All Fields] OR
"European Union"[All Fields] OR "european union"[MeSH Terms] OR
"germany"[MeSH Terms] OR "germany"[All Fields] "german"[All Fields] OR
"turkey"[MeSH Terms] OR "turkey"[All Fields] OR "Turkish"[All Fields] OR "united
kingdom"[MeSH Terms] OR "UK"[All Fields] OR "United Kingdom"[All Fields] OR
"british"[All Fields] OR "England"[All Fields]

OR "South-East Asia"[All Fields] OR "South-East Asian"[All Fields] OR
"indonesia"[MeSH Terms] OR "indonesia"[All Fields] OR "indonesian"[All Fields] OR
"bangladesh"[MeSH Terms] OR "bangladesh"[All Fields] OR "bengali"[All Fields] OR
"bangladeshi"[All Fields] OR "vietnam"[MeSH Terms] OR "vietnam"[All Fields] OR
"vietnamese"[All Fields]

OR "western pacific"[All Fields] OR “east asia”[TIAB] OR "china"[MeSH Terms] OR
"china"[All Fields] OR "chinese"[All Fields] OR "japan"[MeSH Terms] OR "japan"[All
Fields] OR "japanese"[All Fields] OR "australia"[MeSH Terms] OR "australia"[All
Fields] OR "australian"[All Fields]

1AND 2 AND 3

Filters: Full text, Books and Documents, Classical Article, Evaluation Study,
Government Publication, Guideline, Meta-Analysis, News, Observational Study,
Patient Education Handout, Periodical Index, Practice Guideline, Review,
Systematic Review, Validation Study, English, from 2014/5 - 3000/12/12

8,719,231

672

3,322

Table 4: Ad-hoc Google search terms for, by category (run for each
region)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND 2 hours per region
(access OR availability OR sales) AND (biologics OR biologic therapies OR systemics

OR systemic therapies) (average, 15 minutes per

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND search string, per region)
(clinical guidelines OR treatment guidelines OR national guidelines OR national
recommendations)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND
(survey OR quality of life) AND (discrimination OR stigma)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND
(comorbidity OR comorbidities) AND (prevalence OR risk OR rate OR probability OR
frequency OR assessment OR screen OR screening OR check OR test OR testing)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND
(misdiagnosis OR diagnostic errors OR misdiagnosed OR diagnostic delay OR time to
diagnosis OR TTD OR diagnostic time)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND
(access to healthcare OR health services accessibility OR access to care)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND
(patient organization OR advocacy group OR NGO OR patient association) AND
(funding OR management OR administration)

[REGION OR SAMPLE COUNTRIES] AND (psoriasis OR psoriatic arthritis) AND (world
psoriasis day)
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Table 5: Outcomes of interest to assess progress in each metric

Metric 1: Improvements to healthcare education and access to treatment of psoriatic disease

- Evidence of systemic and biologic treatments being prescribed/
reimbursed in the region / sample country

« Availability of up-to-date guidelines in the region / sample countries
« Assessment of clinical guidelines in the region / sample countries

Metric 2: Recognition of the chronicity and burdensome symptoms of psoriatic disease

« Assessment of clinical guidelines in the region / sample country

Metric 3: Improvements to social and work-related stigma and discrimination

« Assessment of patient survey-based evidence of stigma and discrimination

Metric 4: Greater understanding of the elevated risk of comorbidities from psoriatic disease

« Assessment of clinical guidelines in the region / sample country

« Density of publications assessing the risk of comorbidities or describing
screening for comorbidities in the region / sample countries

- Estimates of the prevalence of comorbidities in psoriasis, by country / region

Metric 5: Greater understanding of the prevalence of PsA in PsO patients

Assessment of clinical guidelines in the region / sample country
Assessment of clinical guidelines in the region / sample country

Density of publications assessing the risk of PsA or describing screening for PsA
in the region / sample countries

Studies on the prevalence of psoriatic arthritis in psoriasis patients by country /
region, compared to the average estimate of PsO patients affected with PsA

Estimates of the prevalence of comorbidities in psoriasis, by country / region
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Metric 6: Reductions in diagnostic delay, treatment limitations and care limitations

Density of publications assessing the rate of misdiagnosis

Estimates of the rate of misdiagnosis

Estimates for time from presentation to healthcare till diagnosis

Estimates of systemic / biologic therapy sales in the region / sample country
Assessments from studies looking at access to psoriatic disease care

Metric 7: Greater advocacy by stakeholders

« Estimates of funding for psoriasis patient groups
- Participation in World Psoriasis Day

Additional measures

« Measure A:evidence of QoL improvement for patients since 2014

. Measure B: evidence of a reduction of burden on patients and families since
2014

- Measure C: evidence that patients are more easily able to regain employment /
contribute to society over the past 10 years

- Measure D: evidence of holistic management approach to psoriatic disease care
in the healthcare system

. Measure E: evidence of laws passed since the resolution
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Voluntary patient survey questions

How long did it take for you to receive a psoriasis diagnosis, since you first talked to a
doctor about your symptoms?

a. less than a month

b. 2 - between 1and 3 months

c. 3 - between 3 and 6 months

d. 4 - between 6 and 12 months

e. 5 —moreone year

Before you received your psoriasis or psoriatic arthritis diagnosis, did you have any

problems with doctors giving you the wrong diagnosis for your symptoms?

a. 1 —yes
b. 2 -no

. When you were first diagnosed, how helpful was the information you received from your

doctor or nurse?
a. 1 —not helpful
b. 2 - only a little helpful
c. 3 -somewhat helpful
d. 4 - helpful
e. 5 —very helpful

Did the doctor who diagnosed you inform you that it is common for people with psoriasis

to develop psoriatic arthritis?

a. 1 —-no
b. 2 -yes

Did the doctor who diagnosed you inform you that having psoriasis can increase your risk
for other diseases such as heart disease, diabetes, or liver disease?

a. 1 —-no

b. 2 -yes

How easy is it for you to access the psoriasis and/or psoriatic arthritis treatment you
currently need?
a. 1 —very difficult

b. 2 —difficult
c. 3 —moderate
d. 4 -easy

e. 5 -—veryeasy

Do you feel that access to treatment has improved in the last 10 years?
a. 1 —no
b. 2 -yes

8. (If applicable) How difficult was it for you to meet with a dermatologist?
1 - very difficult

2 —difficult

3 — moderate

.4 —easy

.5 —very easy

P20 oo

9. (If applicable) How difficult was it for you to meet with a rheumatologist?

a. 1 —verydifficult
b. 2 —difficult
c. 3 —moderate
d. 4 -easy
e. 5 —veryeasy

10. Do you feel that specialist care has become more accessible in the last 10 years?
a. 1 —-no
b. 2 -yes

11. How much do you think the average person without psoriasis or psoriatic arthritis in your
country knows about psoriasis?
a. very little
b. little
c. moderate
d. much
e. very much
12. How often have you experienced negative reactions to your symptoms from people around
you, for example at work or in public places?
a. 1 —never
—rarely
— occasionally
— frequently
— very often

abhwN

b
c.
d.
e

13. Do you feel that people’s understanding of psoriasis has improved in the last 10 years?
a. 1 —-no
b. 2 -yes

14. Since you started receiving treatment for psoriasis / psoriatic arthritis, do you feel that your
quality of life has improved?
a. 1 —-no
b. 2 -yes

15. In the past 10 years do you feel that it has become easier over time for people with
psoriasis or psoriatic arthritis to get a new job or stay in the job they have?
a. 1 —-no
b. 2 -yes
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