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Preface 

The International Federation of Psoriasis Associations and the Global Psoriasis Coalition are pleased to 

present the Psoriatic Disease Response Index—the first-ever effort to comprehensively survey, quantify, 

and analyze health systems’ responses to psoriatic disease on an international scale� 

The purpose of the Index is to enable a policy conversation, serving the goal of educating policymakers, 

health system leaders, and other relevant stakeholders about the complex impacts of psoriatic disease 

and the potential benefits of a stronger health system response. Psoriatic disease is recognized by the 

World Health Organization as a serious noncommunicable disease,¹ and governments need to deliver 

on the WHO recommendations to ensure proper care� Our aspiration is that this tool could be used to 

shape national and global policy understanding and raise the international profile of psoriatic disease. 

Complementing efforts at the international level, the Index may help raise the case for enriched 

psoriatic disease management within regional or local environments by defining criteria to measure 

national health systems’ psoriatic disease efforts, assessing the performance of select health systems, 

and outlining key recommendations for improvement� As psoriatic disease constitutes a complex and 

burdensome health condition, access to treatment and care can be seen as indicators for the overall 

well-being of a healthcare system as patients with complex chronic condition(s) must navigate chal-

lenging environments�

This Index is intended to clarify the barriers to and enablers of healthcare system responsiveness and, 

from those learnings, identify opportunities to adopt supportive approaches across the diverse needs 

of people living with psoriatic disease. For the purposes of this Index, we have considered both psoria-

sis and psoriatic arthritis in our analysis. Through interviews with experts in the fields of public policy, 

advocacy, medicine, industry, and science, and alongside evidence-based data sources, we have identi-

fied five umbrella categories that contribute to the status quo of people living with psoriatic disease in 

five European countries: Denmark, France, Germany, Sweden, and the United Kingdom. Utilizing these 

rich resources we have identified key opportunities to drive long-term progress for psoriatic disease 

that can be implemented at the local, regional, and national levels. We believe that igniting these im-

portant conversations can help systems provide better care to long-term, chronic, non-communicable 

diseases using psoriasis and psoriatic arthritis as the focal-points of the dialogue to galvanize interna-

tional collaboration in the fight against psoriatic disease.

Made possible through sponsorship by:
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Methodology

UNITED KINGDOM

SWEDEN

DENMARK  

GERMANY

FRANCE

FRAMEWORK

The 2020 Psoriatic Disease Response Index was developed based on primary and secondary data 

sources collected and analyzed by the Global Psoriasis Coalition, powered by High Lantern Group.

Primary data sources consist of interviews and surveys with key opinion leaders and subject matter 

experts (including scientists, advocates, researchers, clinicians and business leaders), as well as expert 

input from Global Psoriasis Coalition members� Secondary data sources consist of existing research 

gathered from global authorities including academic researchers, national governments, non-profit re-

ports, and other publicly available sources (see Appendix B for a full list of resources). For the purposes 

of the Index, we will utilize the term psoriatic disease to include both psoriasis and psoriatic arthritis. 

Psoriatic disease is a chronic, systemic inflammatory condition with various manifestations in diverse 

anatomical sites� Although historically the medical community has treated and researched psoriasis 

and psoriatic arthritis as two separate diseases handled by siloed specialties, the Index Steering Com-

mittee selected the term Psoriatic Disease to best encapsulate the full burden of disease� 

GEOGRAPHIES

Countries were selected as the geographical boundaries for analysis as data is traditionally better 

captured at national levels. European countries were chosen due to health system similarities—and 

differences—and to ensure a baseline of available data and experts that could speak to the current sta-

tus of psoriatic disease� This focus was agreed upon by the Index’s Steering Committee� The countries 

that were then agreed upon were:
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CATEGORIES AND INDICATORS

Psoriatic disease response is defined in this Index as the level to which each country can identify, treat 

and support people living with psoriasis and/or psoriatic arthritis, including mitigating the negative in-

dividual, societal, and economic costs of the condition(s). The categories of psoriatic disease response 

investigated for this Index cover a broad range of issues related to living with the condition(s) and the 

health systems in which they live� Indicators help to identify the mechanisms that support opportuni-

ties or gaps that are drivers of their experiences� 

The Index evaluates psoriatic disease response across five categories: 

Public Awareness

Provider Awareness

Patient Engagement

Health System

Enabling Environment

As described, each category is comprised of a number of qualitative and quantitative indicators. The 

categories and indicators were developed based on insights from existing data, as well as an assess-

ment of the current psoriatic disease landscape through the research of evidence-based sources and 

other credible sources. In each category, indicators are shown using an ideogram system that delin-

eates performance. A full list of categories, indicators, and criteria by which they were evaluated is 

included in Appendix A�

SCORING

The methodology of this Index combines qualitative and quantitative data to score weighted indicators 

across five categories. Each category comprises several indicators, and the score for each category 

is calculated based on the score of that category’s associated indicators (a weighted score). In cases 

where data is not available for a specific indicator, the total score is calculated based on the points 

assigned to the other indicators in the same category� 

The Psoriatic Disease Response Index Steering Committee identified psoriatic disease experts that 

contributed to survey and interview data, with a minimum of one expert per country. Secondary data 

helped inform this Index and relevant references are available in Appendix B� 

Indicators are scored either by a rating scale based on expert insights or secondary data (the rating for 

each indicator is available in Appendix A) or based on a “distance to frontier” calculation.* Next, each 

set of indicators is weighted appropriately for each indicator, based on its overall importance to the 

categories as agreed by the Psoriatic Disease Response Index Steering Committee�

*“Distance to Frontier” refers to normalizing data on a range where the best observed performance is the “frontier” or top score. 
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 ASSUMPTIONS AND LIMITATIONS

The scope of this Index is psoriatic disease response, as defined above, and the research is focused  

on pinpointing the barriers and enablers to identify, treat, and support people living with psoriatic 

disease� The goal for this Index is to identify areas of opportunity for countries to better understand 

the impacts related to psoriasis and psoriatic arthritis on patients, communities, health-systems and 

economies, and to improve support. 

Where reliable secondary data was not accessible due to resource limitations or language barriers,  

or does not exist or for which the source cannot be validated, self-reported data shared by experts  

via surveys or interviews is used for scoring, and scoring assumes the reliability of these experts. 

 Interviews and data collection were conducted in Q2 and Q3 of 2020. As such, this Index represents  

a snapshot of each country’s response to identifying, treating, and supporting people living with  

psoriatic disease�
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Index Snapshot by Category 

Public awareness campaigns for psoriatic dis-

ease are a consistent feature in all countries 

with World Psoriasis Day as the central point for 

advocacy� These campaigns remain core strate-

gies of advocacy organizations and comprise of a 

range of activities, inclusive of digital campaigns, 

educational lectures, and distribution of psoriat-

ic disease information through newsletters and 

brochures�

The general trajectory of care is similar through-

out all 5 countries where patients first approach 

a general practitioner (GP) and are then triaged 

to a dermatologist, usually after several attempts 

of treatment have been made� France scored the 

lowest due to cultural and systematic barriers 

that do not incentivize GP to refer psoriatic dis-

ease patients to specialists� 

Patient engagement within all levels of a health 

system is key to success in the patient journey� 

Non-adherence to treatment and medical rec-

ommendations are leading causes of treatment 

failure, poor clinical outcomes, and increased 

healthcare utilization. France and the United 

Kingdom scored the lowest due to high DALY 

scores and direct and indirect costs to  

the individual� 

PUBLIC AWARENESS

Denmark 8�7

France 9�3

Germany 8�7

Sweden 8�7

UK 9�3

PROVIDER AWARENESS

Denmark 8�0

France 6�7

Germany 8�6

Sweden 8�6

UK 9�3

PATIENT ENGAGEMENT

Denmark 8�2

France 6�4

Germany 8�8

Sweden 7�8

UK 6�4
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Differences in health systems exist mainly due to 

reimbursement schemes and access or availability 

of specialists� Sweden has very low barriers for 

medication and high access to specialists, whereas  

Denmark has diversified reimbursement schemes 

and less specialists available�  

The United Kingdom scored the highest due  

to its continuous implementation of guidelines 

from the National Institute for Health and Care 

Excellence, with specific approaches for both 

psoriasis and psoriatic arthritis, even though 

they do have the highest per patient cost� Data 

for direct and indirect costs to the economy 

were not available for Sweden, as well as un-

available figures for health system spending on 

psoriatic disease for both Sweden and Denmark� 

HEALTH SYSTEMS

Denmark 2�5

France 6�5

Germany 4�3

Sweden 9�7

UK 5�6

ENABLING ENVIRONMENT

Denmark 9�2

France 5�2

Germany 6�1

Sweden 8�6

UK 9�0
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Narrative by 
Category 
Through our valuation of our selected enablers and 

barriers, we identified opportunities of how each 

country can identify, treat, and support people living 

with psoriasis and/or psoriatic arthritis, including mit-

igating the negative individual, societal and economic 

costs of the condition(s). The following summary by 

category provides an indicator-level assessment of 

the five countries’ performance in each category. 
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All countries participated in periodic awareness campaigns for both 

people with psoriatic disease and the general public with World Pso-

riasis Day as the central point for advocacy� These campaigns remain 

core strategies of advocacy organizations and comprise of a range 

of activities, inclusive of digital campaigns, educational lectures, and 

distribution of psoriatic disease information through newsletters 

and brochures. Presently, social media campaigns are seen as a pow-

erful ways to connect with others to build awareness, communicate 

authority within the psoriasis and psoriatic arthritis space, show 

authenticity, encourage engagement, and provide support. However, 

the reach and the extent to which increased knowledge or behavior 

change has occurred is unclear� 

Public  
Awareness
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Informing the general public was considered by all experts as a priority so as to help destigmatize 

psoriatic disease, with a special emphasis on the visual nature of psoriasis. However, many campaign 

circuits travel within medical centers, hospitals, and pharmacies making the impact on the broader 

public difficult to discern. 

In Denmark, advocacy groups provide support and counseling services for individuals with psoriasis 

alongside advocacy targeting decision makers in health policy and healthcare�2 Efforts have been 

made to better understand patients’ experience of treatments for psoriasis to find ways to improve 

communication with physicians, satisfaction with 

treatment and improve patient understanding of 

treatment options. According to Danish experts, 

those with psoriasis alone were able to cope with 

the disease with limited impact on their quality 

of life, whereas those with psoriasis and psoriatic arthritis reported a high impact on their quality of 

life�3,4 Similarly, Germany has led satisfaction surveys to gauge the quality of life for psoriasis patients5 

with stigma continuing to be a main theme in their advocacy (ECHT Campaign and Bitte Beruhren). 

Surveys were also used by the Swedish Rheumatism Association, Swedish Psoriasis Association and 

health portal company NetDoktor, to implement a web-based awareness campaign, that consisted of 

five lessons that provided participants with increased knowledge about psoriatic arthritis, and a sur-

vey about their experience in the healthcare environment�6 However, though some progress has been 

made, people living with severe forms of psoriasis or psoriatic arthritis continue to carry the heaviest 

burden to their quality of life and may not be aware of all disease management options. 

Attempts to sensitize the political authorities in France for better knowledge and recognition of the 

disease are underway by the advocacy community, leveraging the resolution of the 2014 World Health 

Organization (WHO), through meetings and presentation of WHO objectives.7 With this initiative, the 

WHO has confirmed the need for action both on the level of awareness, the fight against stigmatiza-

tion, and improve access to treatments in its member states. Overall, the medical community contin-

ues to be cautious when engaging industry in patient education and thus supports their influence via 

intermediaries such as medical societies and advocacy groups� 

RECOMMENDATIONS & BEST PRACTICES 

• Non-traditional events such as those at  

embassies have shown to reach different  

audiences and engage government  

stakeholders�8 

• National advocacy efforts aimed at reaching 

the general public are limited; tailored local 

level education and identification of commu-

nity support systems may encourage greater 

outreach to individuals that have not  

accessed care� 

Public awareness campaigns for  

psoriatic disease remain core  

strategies of advocacy organizations.
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• There is an opportunity to bring greater focus 

to common comorbidities, especially men-

tal health; the Psoriasis Happiness Report 

indicates that depression or other mental 

disorders are especially related to the large 

happiness gap and have a significant impact on 

subjective well-being.9 Collaborative efforts 

with other associations of related dermato-

logical diseases could create a louder voice as 

well as make best-use of limited funding. 

• Digital communications offered by centers 

of excellence and university hospitals should 

leverage their patient focused information in 

the form of webinars and open meetings on 

social media so they may extend their reach� 

• Political leaders, even at local levels, are im-

portant stakeholders to engage in educational 

campaigns�

• Education in schools, as psoriasis can start in 

early childhood, would be helpful for earlier 

diagnoses and to accelerate access to treat-

ments and help reduce stigma and humanize 

the condition�
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“Psoriatic disease is a multifaceted 

and progressive disease that needs 

tailored messages depending on the  

severity and known comorbidities� 

Patients with more severe forms 

become better informed over time 

and rely more heavily  

on the healthcare system and not 

on advocacy organizations.”
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Provider  
Awareness
The general trajectory of care for people with psoriatic diseases is  

similar throughout all five countries. Patients raise their concerns with 

a general practitioner (GP) and are then referred to a dermatologist, 

for diagnosis and treatment, though, often, ongoing disease manage-

ment reverts back to the GP� Should topical treatments not lead to 

significant improvements, patients may seek additional specialty care. 

However, depending on the location of the patient, appointments to 

visit a dermatologist or other specialist may take anywhere from weeks 

to months. Thus, many patients rely heavily on GPs who may lack the 

knowledge, skills or ability to provide more advanced treatments. 
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In all of the countries studied, layering on screening for comorbidities complicates the network of 

care even further. Patients with severe psoriasis requiring biologicals must go to specific providers 

approved to prescribe this form of treatment and several years may pass until they can finally access 

the treatment they need. Care management is largely patient-led, and the burden of accessing more 

advanced treatment grows with the severity of the disease. In other words, patients with more severe 

forms of the disease are more motivated to seek care and push for treatments that may give them the 

best outcome. However, reaching those with mild to moderate psoriatic disease is just as important 

and should be prioritized from the provider’s side� 

Each of the five countries have clinical treatment guidelines and use the Dermatology Life Quality 

Index (DLQI) to monitor and treat patients living with psoriatic disease. The Danish Health Ministry 

has developed National Clinical Guidelines that include assessment for psoriatic arthritis and the 

assessment for risk factors for comorbidities, 

like the development of cardiovascular diseases� 

In France, decision-making algorithms for the 

diagnosis of adult patients with moderate-to-se-

vere psoriasis10 are targeted for use in by health 

professionals involved in the management of 

patients including rheumatologists, general 

practitioners, nurses, and pharmacists.11 In 2019, 

the Swedish National Board of Health and Welfare presented the first ever national guidelines for 

the treatment and care of psoriasis�12 Though there have been guidelines created for the treatment 

of psoriasis by different shareholders in the past, this was the first time the that guidelines have been 

published by The National Board of Health and Welfare demonstrating positive political and health-

care leadership will� The guidelines contain recommendations in the following areas: living habits and 

complicity, investigation and follow-up, topical treatment, treatment for specifically localized psoria-

sis, light-spectrum therapy and climate care, and systemic treatment. However, experts noted that in 

Germany, doctors are disincentivised from prescribing more costly treatment options in psoriasis due 

to the personal liability embedded in the healthcare system reimbursement scheme�13 

Moreover, the United Kingdom has one of the world’s leading safety registry for patients receiving 

biologic drugs for psoriasis—the British Association of Dermatologists Biologic and Immunomodu-

lators Register (BADBIR).14 The United Kingdom’s NICE Guidelines are used for the assessment and 

guidance for all those that treat patients� These are regularly updated and implemented by all health-

care providers for psoriasis and psoriatic arthritis�15,16 Psonet, a surveillance network to monitor the 

long term effectiveness and safety of systemic agents in the treatment of psoriasis and / or psoriatic 

arthritis is also a resource used by providers. However, though these resources are available, their 

exact implementation in clinical practice varies as physician training and awareness varies� 

The general trajectory of care is similar 

throughout all 5 countries where patients 

first approach a general practitioner  

and are then triaged to a dermatologist, 

usually after several attempts of treatment  

have been made.
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Alongside clinical guidelines, advocacy organizations provide resources on the diagnosis of psoriasis 

and psoriatic arthritis that are available for providers�17 Experts point to the Danish Dermatological 

Society example as a leading practice, providing training for specialists including competence assess-

ments, care-based discussion guides and a course series on many dermatological topics including 

chronic inflammatory skin diseases.18 The Swedish Dermatological Society has a training group that 

monitors and promotes dermato-venereological specialist training with the goal to instill a solid and 

basic education in dermato-venereology that follows the National Board of Health and Welfare’s 

regulations and recommendations for Skin and Venereal Diseases�19 There is also information avail-

able regarding psoriasis and co-morbidities, including the presence of somatic comorbidities and the 

development of psychiatric illnesses�20 

Provider education varies among each indexed country though there is general consensus that GPs 

are not well informed about psoriatic disease. Advocacy organizations and larger European bodies 

such as the European Academy of Dermatology and Venereology organize online and in-person 

training courses but these resources are generally not consumed by GPs if they do not have a specific 

interest in the field. Additionally, though national guidelines are in place, specialized centers are the 

most likely to approach psoriatic disease holistically linking patients to a larger network of specialists 

they may need� 

RECOMMENDATIONS & BEST PRACTICES

• Psoriatic disease and the associated comor-

bidities should carry a greater emphasis in 

medical education, especially for GPs.

• Allied healthcare workers should be lever-

aged to expand the reach of access to care for 

patients� 

• A problem recognized by all health systems—

providers should be able to allocate more time 

for each patient to ensure that all issues are 

addressed during their visit� 

 » Implement a checklist for patients visiting 

their physicians so they are able to cover all 

open issues�

• Patient-reported outcomes are beneficial to 

better understand the scope of the disease 

and identify gaps in care�

 » Implement shared decision-making with 

patients and incorporate the safety aspects 

of drug interventions emerging from patient 

surveys� 

• Continued education for providers through 

online classes or other interactive digital 

forms may help decrease the pressure on pro-

viders’ time, allowing them more flexibility. 

• Encourage physician training in dermatology, 

not related to a esthetics or cosmetology, due 

to shortages of professionals in the field.
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• Collaboration between government, medical 

societies, and advocacy organizations leads to 

the development and better implementation 

of care guidelines�21 

• Specialized centers of care can facilitate ho-

listic treatments and required specialists are 

available “in house” for patients.

• Psonet is a valuable resource to conduct anal-

yses and assessments for different systemic 

agents among other objectives, and could be 

expanded in its use� 

• The normalization of psoriatic disease would 

help people with psoriasis or psoriatic arthritis 

feel empowered to disclose the disease and 

get treatment as early as possible� 
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Patient  
Engagement 
Patient engagement within all levels of a health system is key to  

success in the patient journey. Non-adherence to treatment and 

medical recommendations are leading causes of treatment failure, 

poor clinical outcomes, and increased healthcare utilization.22  

Most countries do research and investigate adherence issues, but  

a universal solution has not been identified. 
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However, progress has been made in Denmark through the use of reminders and daily communica-

tions through a smartphone app that was found to improve adherence and reduce psoriasis symptoms 

compared with standard treatment�23 In Sweden, patients are able to access benefits such as “climate 

therapy” (traveling to a temperate to tropical climates such as the Canary Islands) alongside treatment, 

a potential incentive for patients to engage in disease management�24 Here they are supported by der-

matologists, nurses and other healthcare professionals to ensure they are adhering to treatment in the 

islands and in Sweden. However, a limitation of most tools available for adherence is the requirement 

for patients to be self-motivated to seek this tool in the first place. As psoriatic disease comes in vary-

ing severities, so do the needs of patients; adherence to treatment is higher for biological therapies 

than conventional systemic drugs and topical treatments25 as patients are much more engaged with 

their providers and the treatment schedule�

Experts reported in all countries studied that pa-

tients’ needs, outside of those related to the skin 

or joints, are often not comprehensively managed. 

These co-occuring symptoms, especially psycho-

logical symptoms, are largely overlooked. The DLQI is implemented in each of the five countries and 

gives insights into the overall well-being of a patients, though usually in specialized psoriatic disease 

centers within universities or hospitals. The DLQI questionnaire is designed to measure the health-re-

lated quality of life of adult patients suffering from a skin disease and upon completion is used by clini-

cians to assist the consultation, evaluation, and decision-making process on how to move forward with 

the most appropriate treatment�26 In each of the five countries investigated, there are centers of care 

that address the comprehensive needs of patients though a network of affilated specialists, but the 

capacity of these facilities is a fraction of the number needed for people living with psoriatic disease� 

DALYS FOR PSORIASIS

DALY Rate per 100,000 Percent of Total DALY DALY

Denmark 219�45 0�78% 12,579.34

France 257�00 1�01 % 168,883.00

Germany 185�22 0�60% 154,276.85

Sweden 165�64 0�63% 16,638.46

UK 182�27 0�66% 121,457.66

Patient engagement within all levels  

of a health system is key to success  

in the patient journey. 
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To better understand the patient perspective, a Disability-Adjusted Life Year (DALY) metric is used 

to measure the loss of one health year of life. The sum of DALYs across a population represents the 

burden of disease and helps assess the gap between current health status and an ideal health situation 

where the entire population lives to an advanced age, free of disease and disability.27,28 DALYs may be 

affected by a myriad of issues such as depression, ability to work and maintain a fulltime job, sexual 

dysfunction and others, all relevant comorbidities linked to psoriatic disease. 

As outlined in the figure, DALYs affected by psoriasis are lowest in Sweden and highest in France. 

These values indicate, that on average, 201.92 DALYS are lost per 100,000 population and when com-

pared to a well-known dermatological condition, such as acne vulgaris with a DALY value of 91.9 per 

100,000 population29 shows its significant impact on those living with psoriasis. 

RECOMMENDATIONS & BEST PRACTICES

• Psoriatic disease symptoms and the increased 

risk of comorbidities should be addressed reg-

ularly with patients, especially mental health 

issues. Self-stigmatization can have the same 

or even greater negative impact as external 

stigma for patients� 

• Prejudices and misconceptions about psoriatic 

disease bar many from seeking care at first 

onset, delaying treatment and increasing the 

number of lost healthy years of life (DALYs). 

Patients with a family history of psoriatic 

disease should have access to resources that 

discuss treatment options as early as possible� 

• The funding and development of specialized 

centers are needed and are proven ways for 

patients to be allocated more time and atten-

tion to their psoriasis and psoriatic arthritis 

along with the other facets of their disease� 

• Patients must be supported in understanding 

psoriatic disease as a systemic condition and 

that finding the correct balance of medications 

can be a long journey� National plans should 

incorporate care decision-making choices that 

include the voice of the patients using patient 

survey outcomes to develop strategies tai-

lored to each country� 

 » Patient-reported outcomes would help 

elucidate ways to address barriers related to 

patient engagement and thus ways to over-

come them� 

 » When trying to improve treatment adherence 

a personalized approach is usually the best fit. 
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Health  
Systems 
As outlined by the World Health Organization, health systems are 

responsible for delivering services that improve, maintain, or restore 

the health of individuals and their communities�30 Services include the 

entire spectrum of care from prevention to health promotion, to ad-

dressing the social determinants of health, and providing care in wide 

range of locations such as clinics, hospitals, health centers, and schools. 

For each of the countries studied, the national health system provides 

universal coverage and access to care for people living with psoriasis, 

but strengths and barriers for each health system are evident in the 

differences in health systems-funded medicines, diagnosis rates, access 

to specialist care, and the approach to chronic disease management in 

times of unprecedented crisis, like during the COVID-19 pandemic. 
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*Note: Diagnosis rate is a ratio generally reported as a percentage indicating the number of people with a formal diagnosis of  
a psoriatic condition divided by the estimated prevalence of psoriatic conditions� Data for all people with psoriasis or a formal  
diagnosis was unavailable� 

Experts shared that in the Danish health system, patients are reimbursed for drug expenses depend-

ing on annual consumption and choice of drug. For people with psoriasis, topical corticosteroids with 

antimicrobials are not reimbursed, which may, to some extent, explain their limited use. Yet, the ma-

jority of biologics are provided by the hospital free of charge�31 Additionally, Denmark is one of the few 

countries where almost no one has the cost of treatment fully covered by insurance, and similarly the 

country with the second largest proportion of patients paying the full price for prescribed medicines�32 

Meanwhile in Germany, physicians are restricted to prescribing budgets for drugs without prac-

tice-specific regulation (Praxisbesonderheiten) status (different by regions) and are incentivized to 

fulfill quotas for preferred drugs set by “sickness funds.”33 In Sweden, prescriptions are free of charge 

(regardless of condition) after fulfilling a deductible of around $250 USD in annual expenses.34 

The vast majority of people with psoriarsis in Denmark and Germany are diagnosed in specialist care 

settings (most often by dermatologists) whereas in the United Kingdom and France, nearly half are 

able to be diagnosed in primary care� 

Access to several different types of specialists is also an important consideration within a health sys-

tem for ongoing disease management for people with complex conditions like psoriatic disease� Spe-

cialist healthcare providers tend to be concentrated in urban geographies, leaving a significant gap in 

care for rural patients, as noted by experts. Low numbers of dermatologists, relative to the population, 

are evident in Denmark, Sweden and the UK. Additionally, the lack of other types of specialists rele-

vant to psoriatic disease presents additional challenges for integrated and coordinated care� 

DIAGNOSIS SUMMARY

Physician Diagnosed Lifetime  
Prevalence Rates* 

Age of Diagnosis 

Denmark 1.5-2.0%35  
75% diagnosed by a dermatologist36

47.7-58.737 years old 

France 1.5-2.0%38  
58% diagnosed by dermatologist39

N/A

Germany 2�20%40  
71% diagnosed by a dermatologist41 

Between 20 and 50 years old with  
approximately 80% of patients being less  
than 65 years old42 

Sweden 2.0-2.5% 43 Three peaks of onset: at puberty, at the age  
of 30, and at the age of 5044

UK 2�0%45  
46% diagnosed by a dermatologist 

N/A
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Each health system in the five countries investigated has advised patients to take extra precautions 

until COVID-19 risk and people with psoriatic disease is more fully understood. In each country, and 

not unique to patients with psoriasis, the use of teleconsultations with healthcare providers has been 

deployed where possible� The Danish Dermatological Society supported the International Psoriasis 

Council (IPC) statement advising physicians to counsel all their patients on how to prevent transmis-

sion of SARS-CoV-2 and for psoriasis patients diagnosed with COVID-19 disease, the IPC recommends 

physicians discontinue or postpone use of immunosuppressant medications�46 Germany also included 

general recommendations that all patients with psoriasis on systemic therapy should take extra care 

with necessary preventive measures in hygiene and behavior�47

The French Dermatological Society launched the COVIDSKIN survey to collect and document skin 

manifestations that may be associated with COVID-19, in order to confirm or refute these associa-

tions and specify any links�48 Additionally, to assess the impact of the pandemic on the psoriasis symp-

toms of young people, and better understand the difficulties encountered, the Psoriasis Research 

Group (GrPso), the French Society of Pediatric Dermatology (SFDP), and the ‘France Psoriasis Patient 

Association’ sent a call to action for all young people with psoriasis to answer a short online question-

naire, the results of which are set to be published in late 2020.49 The Swedish Dermatological Society 

provides recommendations and information on the pandemic and developed measures to return to 

consultations and emphasis that fear of becoming infected should not cause patients to stop their 

treatment�50 

ACCESS TO SPECIALISTS PER 100,000

DERMATO- 
LOGIST

PSYCHO- 
LOGIST

RHEUMA-
TOLOGIST

DIETICIAN IMMUNO- 
LOGIST

ENDOCRI-
NOLOGIST

TOTAL

Denmark 3�1 15 6�9 12�1 4�6 3�6 33.2

France 6�0 84 4�0 9�7 3�9 2�8 110.4

Germany 6�5 50 1�17 N/A 1�1 0�8 59.1

Sweden 3�8 146 N/A 14�6 5�2 2�5 172.1

United 
Kingdom

3�7 57 1�8 10�7 2�1 2�6 77.9
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Collaborative, cross-border resources have also been developed and launched to help all people with 

psoriasis regardless of location, in response to COVID-19. PsoProtectMe sent out a call to action to 

the international psoriasis community during the COVID-19 pandemic by asking people to self-report 

how they feel, even if asymptomatic, to help researchers understand how the pandemic is affecting 

people with psoriasis�51 As referenced previously, Psonet, a surveillance network to monitor the long 

term effectiveness and safety of systemic agents in the treatment of psoriasis and / or psoriatic arthri-

tis is also a resource used by providers and has been emphasized during the pandemic�52

RECOMMENDATIONS & BEST PRACTICES

• In many cases, living with psoriasis requires 

over the counter ointments and lotions that 

are not prescribed and are not covered by 

health systems� These treatment management 

measures are out-of-pocket cost burdens on 

patients. Health systems could benefit from 

greater support of this form of preventative 

care since patients would be able to treat their 

skin before the condition progresses to requir-

ing more advanced treatments� 

• Health System infrastructure should push 

for digital solutions such as teleconsultations, 

e-prescriptions, and at home treatment de-

livery systems� This can be achieved through 

collaborative approaches between clinicians, 

psoriatic disease advocacy networks, and gov-

ernments and can lead to the removal of many 

barriers and decrease the stigmas surrounding 

psoriatic disease� 

• Though diagnosis settings and availability of 

specialists vary, there is a need for a great-

er number of health care providers as most 

health systems are reported to have long wait 

times and short consultations that do not 

allow patients to build relationships with the 

providers to discuss their patient journey in 

detail or explore potential treatment options� 

 » Within each country reviewed there are 

regional differences (rural areas vs urban cen-

ters) that affect access to care. 

 



28

Enabling  
Environment 
Creating an enabling environment for people living with psoriatic dis-

ease requires many components that reach beyond care settings and 

truly shape the experience of living with the condition� At the highest 

level it requires policies and regulations, with aligned budgetary al-

locations and financing. Health interventions must also be available 

and accessible with the corresponding health management systems 

in place to provide accurate and reliable services. Lastly, the capacity 

of the medical workforce needs safeguarding for a holistic and inclu-

sive approach to psoriatic disease�
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For all five countries, only Sweden has national guidelines for the treatment and care of psoriasis. How-

ever, clinical guidelines and recommendations were available and actively used in all nations. Germany 

did have a National Program on Psoriasis from 2005-2015 with the aim to improve health care for opti-

mize outcomes for psoriasis countrywide and the plan was adopted by the Association of Scientific Med-

ical Societies in Germany�53 Enabling environment 

differences start to emerge in regard to research 

funding, indirect and direct costs to the economy, 

and health system spending. For example, a Danish 

collaboration between industry and university 

hospitals partnered to better understand pre-

vention and treatment of skin diseases with positive results�54 Additionally, the Psoriasis Association of 

France and their Health Democracy project aims to associate all the actors of the health system, not only 

professionals, but also patients, in the development and implementation of health policy.55

Interestingly, in Germany, 28 regional psoriasis networks have been established since 2008 that  

include core elements such as their commitment to qualified care, their willingness to cooperate in  

an interdisciplinary approach, and the participation in health care research projects.56 As previously 

discussed, the United Kingdom utilizes their NICE guidelines for medical care which include psoriasis 

and psoriatic arthritis. Notably, the ABPI Dermatology Initiative, in collaboration with the NHS, is 

focused on optimizing the treatment and care of people with long-term skin conditions in England.57 

Greater emphasis might be put on psoriatic disease if there was greater awareness of the direct and in-

direct costs of the conditions� The results of a systemic literature review58 showcase costs of generalized 

psoriasis and total costs to society, as outlined in the tables below. The annual cost of managing a patient 

with psoriasis is variable but within the context of our five countries, Denmark has the lowest annual 

direct costs per patient in psoriasis and Sweden is the country with the highest� In regard to total cost on 

society which includes elements such as lost productivity, the United Kingdom bears the lowest costs to 

their society where as France has the highest. Unfortunately, specified data for Sweden wasn’t available. 

As expected across geographies, costs are proportional to the severity of disease with those with a more 

severe form of the disease incurring higher costs and in particular with the use of biologic treatments�

Greater emphasis might be put on 

psoriatic disease if there was greater 

awareness of the direct and indirect 

costs of the conditions.
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TOTAL COST ON SOCIETY

Per 100,000 people  
in employment

As % of GDP Overall

Denmark $20.2m 0�20% $574,000m

France $74.8m 0�71% $20,497m

Germany $38.5m 0�38% $15,985m

Sweden NA NA NA

United Kingdom $8.1m 0�09% $2,638m

COSTS OF PSORIASIS 
Current Costs Adjusted for PPP (Patient-Year, PPP USD 2015)

Direct Indirect Total

Denmark 5,406 4,799 10,205

France 8,925 4,207 13,132

Germany 8,129 2,209 10,339

Sweden 14,172* 14,172

United Kingdom 20,061 N/A 20,061

*Note: Data for direct and indirect� 
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RECOMMENDATIONS & BEST PRACTICES 

• Emphasis on access to adequate diagnosis, 

early, adapted and appropriate treatment as 

well as affordable long-term supply of medi-

cines and treatments would reduce the bur-

den of psoriasis and would in turn favor social 

and economic inclusion, generating important 

return on investments for the overall society�

• Promote care management models that incen-

tivize the: 

 » Support of dynamic professional, lifelong 

training and educational systems that includes 

empathy and understanding of the diseases 

social implications; 

 » Emphasis on patient-centered care to  

approach all facets of the disease(s);

 » Distribution of responsibility across stake-

holders differently and use psoriatic disease  

as a model for effectiveness;

 » Integration of technology and innovation as 

a core competence for the health workforce 

and supports the adaption of cost-effective 

innovations; 

 » Adaptation to patient needs while delivering 

value- based outcomes; 

 » Usage of validated patient reported outcomes 

instruments; 

 » Development of interventions in partnership 

with end-users; and

 » Embedding of a culture of trust and approach 

patents with consistent and credible resources� 

• Incentivize governments to enact national pol-

icies as outlined in the 2014 WHO resolution 

by emphasizing the larger scope of the disease 

such as the burden on economies and overall 

detriment to health� 
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Index Snapshot by Country 

Denmark has a strong enabling environment that sup-

ports people living with psoriatic disease� This is achieved 

through recognition of psoriatic disease through the 

non-communicable disease initiative,59 strong patient 

engagement groups, and relatively low cost to the patient 

and society as outlined above. However, as previously 

mentioned, Denmark is one of the few countries where 

almost no one has the price fully covered by their insur-

ance, and similarly the country with the second largest 

proportion of people going with a prescription and paying 

the full price�60 

Though previously outlined by categories, the below analysis shows 

each country’s score for the selected indicators in aggregate for an 

overall representation of how they identify, treat, and support peo-

ple living with psoriasis and/or psoriatic arthritis� The following brief 

assessment is meant to applaud beneficial contributions currently 

being done and encourage growth and implementation of best prac-

tices for improvement� 

0 108642

0 108642

0 108642

0 108642

0 108642

0 108642

DENMARK

Public  
Awareness

8�7

Provider 
Awareness

8�0

Patient  
Engagement

8�2

Health  
System

2�5

Enabling 
Environment

9�2

FRANCE

Public  
Awareness

9�3

Provider 
Awareness

6�7

Patient  
Engagement

6�4

Health  
System

6�5

Enabling 
Environment

5�2

Though a national strategy is still awaiting endorsement 

by the government, historically, France has made strides 

in addressing public awareness of psoriatic disease 

through communication campaigns centered around 

stigma and prejudice�61 Likewise, patient engagement is 

highlighted as an important part of care. However, cultur-

al and systematic barriers do not incentivize GP to refer 

psoriatic disease patients to specialists. Thus, the reliance 

on training and knowledge of these GP is greater� Addi-

tionally, the annual costs to society in France are highest 

when compared to the other four countries� 
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0 108642

0 108642

0 108642

0 108642

0 108642

0 108642

0 108642

GERMANY

Public  
Awareness

8�7

Provider 
Awareness

8�6

Patient  
Engagement

8�8

Health  
System

4�3

Enabling 
Environment

6�1

SWEDEN

Public  
Awareness

8�7

Provider 
Awareness

8�6

Patient  
Engagement

7�8

Health  
System

9�7

Enabling 
Environment

8�6

UNITED KINGDOM

Public  
Awareness

9�3

Provider 
Awareness

9�3

Patient  
Engagement

6�4

Health  
System

5�6

Enabling 
Environment

9�0

Germany has robust patient engagement groups, aware-

ness campaigns, and guidelines for treatment and care 

of psoriatic disease� Patient engagement is achieved 

through various avenues such as advocacy groups and 

through their treating physician the application of 

individualized treatment approaches to ensure proper 

adherence�62 Additionally, centers of care, usually in 

university hospital setting are able to provide holistic ap-

proaches for patients that include care for co-morbidities, 

should they have any. However, physicians are restricted 

to prescribing budgets for drugs without practice-specific 

regulation (Praxisbesonderheiten) status (different by re-

gions) and are incentivized to fulfill quotas for preferred 

drugs set by “sickness funds.”63

Sweden, the highest scoring country from our group, 

is also the only one that has national guidelines for the 

treatment and care of psoriasis�64 The guidelines contain 

recommendations for living habits and complicity, inves-

tigation and follow-up for clinicians and patients, topical 

treatment guidelines, climate care, and systemic treat-

ment� The guidelines were achieved through a consorted 

effort between multiple stakeholder but always empha-

sizing the importance of the patient voice. Additionally, 

their patient advocacy and engagement groups are 

active in implementing educational campaigns. Likewise, 

these organizations work alongside health professionals 

to provide patients with support during treatment� As 

medicines are free of charge their health system and their 

physicians are trained for early detection of co-morbid-

ities, the barriers for treatment and care for those living 

with psoriatic disease are low�65 

The United Kingdom demonstrates a unified approach to 

people living with psoriatic disease, mainly through their 

implementation of NICE guidelines,66 supportive patient 

advocacy and engagement efforts, and the relatively low 

cost of psoriatic disease on society. However, availability 

of specialists such as rheumatologists, immunologists, 

and dermatologists is low when compared to the other 

four countries. Additionally, direct costs for patients is 

the highest among all studied countries�67
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Conclusion 

The Index revealed inequalities and opportunities in  

health system’s disease responses across all five  

countries� In order to realize the WHO’s resolution and 

vision of better psoriatic disease care, all stakeholders 

need to take action� 

Introducing national plans could increase the incentive to treat the patients holistically, and mandato-

ry psoriatic disease training program for GPs, and allied healthcare workers, can be a response to the 

limited access to specialists. In all countries studied, patient needs, outside of those related to the skin 

or joints, are often not comprehensively managed. These co-occurring symptoms, especially psycho-

logical symptoms, are largely overlooked. There is an opportunity to bring greater focus to common 

comorbidities, especially mental health. Collaborative efforts with other associations of related 

dermatological diseases could create a louder voice as well as make best-use of limited funding. As 

such, advocacy efforts aimed at reaching the general public need to be expanded and tailored to the 

local level while also identifying community support systems to encourage greater outreach to individ-

uals that have not accessed care. In parallel, policymakers need to support awareness campaigns and 

anti-discrimination initiatives to reduce the negative impacts making patient feeling less empowered. 

Normalizing the disease can increase the patient’s self-motivation and engagement in the treatment. 

Leveraging digital communications can also benefit psoriatic disease patients by enabling them to 

access care more effectively and in this same breath offer health systems a source of patient reported 

outcomes to better understand the scope of the disease and identify gaps in care, thus empowering 

patients. Emphasis on access to adequate diagnosis, early, adapted, and appropriate treatment as well 

as affordable long-term supply of medicines and treatments would reduce the burden of psoriasis and 

would in turn favor social and economic inclusion, generating important return on investments for the 

overall society� 

We believe that psoriatic disease is a model condition to gauge the overall well-being of a health 

system� In this Index we have outlined best practices and recommendations that are implementable 

at local, regional, national levels. Our goal for the Index is that it serve as an advocacy tool to educate 

stakeholders on the importance of integrating psoriatic disease management, prevention, and treat-

ment into national and global health policy�
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Appendix A: Categories & Indicators with  
Weighted Values & Scoring

Indicator Indicator Score Weighted 
Value

Denmark France Germany Sweden United 
Kingdom

Existence  
of public  
awareness  
campaigns

1� A public awareness campaign 
does not exist  
2. There has been a campaign,  
but it is not current  
3� There is a public awareness 
campaign that is currently  
running 

1 2 3 2 2 2

Patient group 
engagement 
(based on  
expert insights)

1� There is no patient  
advocacy group
2� There is a small or ineffective 
patient advocacy group
3� There is an active and effective 
patient advocacy group

3 9 9 9 9 9

Patient  
engagement 
surveys and 
other tools

1� Patient engagement surveys or 
tools were not used for patients 
living with psoriasis  
2� Patient engagement surveys 
or tools were used previously for 
patients living with psoriasis, but 
not currently  
3� Patient engagement surveys or 
tools are currently being used for 
patients living with psoriasis

1 2 2 2 3 3

Total Score Possible 

for Category: 15
CATEGORY SCORE 13 14 13 14 14

NORMALIZED SCORE 8�7 9�3 8�7 8�7 9�3

P
U

B
L

IC
 A

W
A

R
E

N
E

S
S
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Indicator Indicator Score Weighted 
Value

Denmark France Germany Sweden United 
Kingdom

Availability 
of diagnostic 
training for 
PCPs

1� There is no training available 
for PCPs on psoriasis  
2� Dermatological societies 
provide resources and training 
for PCPs on psoriasis available 
3� There is training for PCPs on 
psoriasis as part of the core  
professional curriculum

2 4 4 6 4 6

Availability of 
training for al-
lied healthcare 
workers

1� There is no training available 
for allied health professionals  
on psoriasis  
2� There is optional training  
available for allied health profes-
sionals on psoriasis  
3� There is training for allied 
health professionals on psoriasis 
as part of the core professional 
curriculum

2 2 4 2 4 4

Availability of 
information on 
co-morbidities

1. No information on co-morbidities  
2. There is information available,  
but it is limited or out of date  
3� There is information available  
and it is current 

3 9 6 9 9 9

Treatment 
guidelines

1� No treatment guidelines available  
2� Treatment guidelines are 
non-specific to medication pathway  
3� Treatment guidelines recommend 
a multi-pronged, patient centered 
approach inclusive of a medication 
pathway (progression of treat-
ment: topicals, oral systemic, then 
biologics)

3 9 6 9 9 9

Total Score Possible 

for Category: 30
CATEGORY SCORE 24 20 26 26 28

NORMALIZED SCORE 8�0 6�7 8�6 8�6 9�3

P
R

O
V

ID
E

R
 A

W
A

R
E

N
E

S
S
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Indicator Indicator Score Weighted 
Value

Denmark France Germany Sweden United 
Kingdom

Tools or 
support for 
medication 
adherence

1� No support exists for  
medication adherence exists  
2� Support for medication  
adherence exists, but it’s not 
specific to psoriasis  
3. There is support specifically  
for medication adherence  
for people with psoriasis

2 6 4 4 4 6

Disability-ad-
justed life years 
for psoriasis

Distance to frontier 2 2�6 2 5 6�4 5�2

DLQI: Derma-
tology Quality 
of Life Index

Distance to frontier 3 13�2 9�3 13�2 7�8 3

DLQI: Derma-
tology Quality 
of Life Index

1. DLQI has never been used  
in a clinical setting  
2. DLQI has been used  
in a clinical setting  
3. DLQI is currently being  
used in a clinical setting

1 3 2 2 3 3

Total Score Possible 

for Category: 54
CATEGORY SCORE 21�8 17�3 24�2 21�2 17�2

NORMALIZED SCORE 4�0 3�2 4�4 3�9 3�2

P
A

T
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N
T

 E
N

G
A

G
E

M
E

N
T
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Indicator Indicator Score Weighted 
Value

Denmark France Germany Sweden United 
Kingdom

Access to 
specialist care 
(specialist  
by type:  
dermatologists 
/ rheumatolo-
gists / psychol-
ogists etc.)

Distance to frontier 3 5�1 17�4 9�3 2�7 12�3

Health-system 
funded  
medicines

1� No treatments are reimbursed 
by the health system  
2� Some treatments are reim-
bursed by the health system  
3� All treatments are reimbursed 
by the health system�

2 2 4 4 6 6

Chronic  
Disease  
Management  
in times of  
Unprecedented  
Crisis (i.e. 
COVID-19 
pandemic)

1. COVID-19 has affected the 
management of psoriatic  
disease and patients are not 
receiving care  
2. COVID-19 has delayed the 
management of psoriatic disease 
for patients but they are still 
receiving care  
3. COVID-19 has not affected  
the management of psoriatic 
disease for patients

1 2 2 2 2 2

Total Score Possible 

for Category: 36
CATEGORY SCORE 9�1 23�4 15�3 35 20�3

NORMALIZED SCORE 2�5 6�5 4�3 9�7 5�6

H
E

A
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S
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E
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Indicator Indicator Score Weighted 
Value

Denmark France Germany Sweden United 
Kingdom

Existence  
of a national 
strategy 

1� There is no national strategy 
2� There is no psoriasis national 
strategy, but there is  
an NCD strategy  
3� There is a national strategy  
for psoriasis

3 6 6 9 6 6

Existence of 
national policy 
initiatives  
from key  
stakeholders
Advocacy 
groups—not 
implemented 
by the  
government

1� There are no policy initiatives  
2� There are policy initiative  
related to NCDs of dermatology  
3� There policy initiatives  
specifically related to psoriasis

3 9 6 9 9 9

Direct and  
indirect costs 
to the economy

Distance to frontier 3 26�3 3 6 N/A 23�4

Research  
funding for 
psoriasis

1� There are no research foun-
dations or advocacy groups that 
dedicate funding for psoriatic 
disease  research  
2� There are research foundations 
or advocacy groups that dedicate 
funding for psoriatic disease 
research, but there are barriers 
to access   
3� There are research foundations 
or advocacy groups that dedicate 
a substantial amount of funding 
for psoriatic disease research, 
with negligible barriers to access

1 3 2 2 3 3

Health System 
Spending  
for Psoriatic 
Disease

Distance to frontier 2 N/A 17 14�4 N/A 18

Total Score Possible 

for Category: 66
CATEGORY SCORE 44�3 34 40�4 18 59�4

NORMALIZED SCORE 9�2 5�2 6�1 8�6 9�0

E
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B
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About the Global Psoriasis Coalition

The Global Psoriasis Coalition is a program of 

the International Federation of Psoriasis As-

sociations (IFPA), inspired by developments in 

the non-communicable diseases (NCD) policy 

agenda that calls on civil society to advocate for 

a people-centered and integrated response to 

psoriasis� We are global advocates joining med-

ical societies, non-governmental organizations, 

foundations, corporate partners, and other rel-

evant associations to cooperate across borders, 

across disease areas, and across sectors. We are 

a united front of diverse voices committed to 

focusing global health conversations on psoriasis, 

fostering behavioral change and creating op-

portunities for action that will change the living 

conditions of people with psoriasis�

For more information visit  

www�globalpsoriasiscoalition�org

Millions of people worldwide live with psoriasis 

—a chronic, non-communicable disease. 

(NCD) that inflicts a serious mental, emotional, 

social, and economic toll on both the individual 

and the societies they live in� Those affected have 

a greatly increased risk for comorbid NCDs like 

diabetes and cardiovascular disease, reducing 

quality of life and generating higher costs for 

health systems� Rates of psoriasis have been 

increasing globally, and in some countries, have 

doubled in the last several decades. Yet, there is 

no cure for psoriasis, and those living with the 

disease often struggle to receive an accurate 

diagnosis, have difficulty accessing appropriate 

treatment and care, and face discrimination and 

stigma. Additionally, up to 30 percent of people 

with psoriasis also develop psoriatic arthritis, 

which are always considered as a part of our 

conversation�

https://www.globalpsoriasiscoalition.org/
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