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A playbook with 
tools for action
Why a playbook?
This Playbook offers practical assistance to advocates and 
members of patient organizations in their efforts to raise 
awareness and recognition of psoriatic disease as a significant 
health issue that requires enhanced treatment and care.

It aims to:
•	 Inspire action on the IFPA Forum Roadmap Europe 

recommendations
•	 Provide quick-and-easy access to relevant tools and resources
•	 Offer helpful guidance or advocacy tips

A Roadmap identifying regional priorities
The IFPA Forum Roadmap Europe was developed to guide 

patient association members and advocates in driving policy 

action. The roadmap is a cross-sector collaborative effort that 

draws on insights and input from psoriatic disease patient 

associations, public health actors, and the pharmaceutical 

industry to formulate specific recommendations. 

The recommendations are aligned to five themes determined 

as priority areas for mobilizing action in Europe.

Moving to action

This Playbook seeks to assist patient association members 

when formulating local, context-specific action plans. 

Like the IFPA Forum Roadmap Europe, the Playbook 

is structured around five themes. Using the same 

thematic structure, the playbook bridges the roadmap 

recommendations and available tools/resources for each 

thematic area. It aims to help advocates translate the 

roadmap recommendations into actionable steps with a 

suite of digital and physical tools. Use the playbook to find 

tools, resources and advocacy tips to support engagement 

when planning advocacy activities.

IFPA Forum 2022
A roadmap for patient 
associations to improve 
care for people with 
psoriatic disease
Speaking up for psoriatic disease in Europe
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IFPA has united the global psoriatic disease community to fight 
for improved recognition and prioritization of the condition on 
the health agenda. It is spearheading change globally and at 
the regional and national levels. In doing so, IFPA has built up 
a rich store of information, advice and tools on its website. A 
wealth of knowledge has also been shared at the IFPA Forum 
Europe held in 2022 and through speaking with IFPA patient 
association members.

This playbook adds value to IFPA members  by creating a 
convenient and user-friendly digital repository of tools and 
resources for action. 

Speaking with different audiences 
The playbook provides tools and resources that may be used 
when planning advocacy initiatives and communicating with a 
broad range of stakeholders. Use the icons to help identify the 
relevant audience for a particular tool or resource.

Priority actions for each theme
The IFPA Forum Roadmap Europe  introduced prioritised targets 
for united action. In each section of this playbook, where 
the themes are presented, recommendations or targets are 
prioritised for united action. Here, you can find resources and 
tools selected or explicitly designed to assist your advocacy 
and reach the targets.

Quick icon navigation

Advocacy tip

Tool to download and adapt

Resource document to read

Video to watch

The audience materials  
can be used for

People with psoriatic disease 

Patient association or civil society

Governments and policy makers

Health care professionals

Academic researchers

The media

Getting started
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The World Health Organization (WHO) leads the way in 
discussing and addressing global health issues. They have 
created two important documents shown below that guide 
conversations and actions related to psoriatic disease. 

Global report on psoriasis
In 2016, the WHO developed a 

Global report on Psoriasis with 

recommendations for actions for 

governments, policymakers, health 

systems and health professionals, 

patients organizations and civil society. 

Resolution on psoriasis
In 2014, a resolution on psoriasis was 

adopted by the 67th World Health 

Assembly 2014 (WHA 67.9). The 

resolution signalled that the WHO 

member states recognised psoriasis as a 

serious non-communicable disease.

Resource
Resource

 

 

 

SIXTY-SEVENTH WORLD HEALTH ASSEMBLY WHA67.9 

Agenda item 13.5 24 May 2014 

Psoriasis 

 
The Sixty-seventh World Health Assembly, 

Having considered the report on psoriasis,1 

Recalling all relevant resolutions and decisions adopted by the World Health Assembly on the 
prevention and control of noncommunicable diseases, and underlining the importance for Member 
States to continue addressing key risk factors for noncommunicable diseases through the 
implementation of the WHO global action plan for the prevention and control of noncommunicable 
diseases 2013–2020;2 

Recognizing the urgent need to pursue multilateral efforts to promote and improve human 
health, providing access to treatment and health care education; 

Recognizing also that psoriasis is a chronic, noncommunicable, painful, 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, obesity, Crohn disease, heart attack, ulcerative 
colitis, metabolic syndrome, stroke and liver disease; 

Underscoring also that up to 42% of those with psoriasis also develop psoriatic arthritis, 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 options and insufficient access to care; 

Recognizing the advocacy efforts of stakeholders, in particular through activities held every 
year on 29 October in many countries, to raise awareness regarding the disease of psoriasis, including 
awareness of the stigmatization suffered by those with psoriasis; 

Welcoming the consideration of psoriasis issues by the Executive Board at its 133rd session, 

                                                   
1 Document A67/18. 
2 See document WHA66/2013/REC/1, Annex 4. 

World Health Organization
20, Avenue Appia
1211 Geneva 27

Switzerland

Tel.: +41 22 791 21 11
Fax: +41 22 791 31 11

www.who.int
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Psoriatic disease is a non-communicable disease (NCDs). 
Therefore, this group of conditions should be included as 
part of a global response to NCDs. The United Nations 
Sustainable Development Goals has a specific target for 
reducing mortality on NCDs, which is to reduce by one-third 
the premature deaths from NCDs in the coming years. 

People with psoriatic disease often live with other comorbid 
NCDs. Therefore, important overlaps in response are required 
to address psoriatic disease, mental health, cardiovascular 
disease, diabetes, and other comorbid NCDs. By expanding 
the understanding of the risks for and scope of NCDs, opens 
the door to working with other disease areas to achieve shared 
goals for greater impact.

A practical guide to strategic 
advocacy planning
The NCD Alliance, a civil society network, 

dedicated to preventing and controlling 

NCDs has put together a practical guide 

that aims to strengthen NCD civil society 

advocacy efforts to drive transformative 

change at the global, regional and national 

levels.

Resource

NCD Alliance 
ADVOCACY INSTITUTE

PRACTICAL GUIDE TO  
STRATEGIC ADVOCACY PLANNING

Acknowledgments
This practical guide aims to provide NCD civil society with an 
understanding of the steps to plan and conduct successful advocacy 
campaigns, leveraging examples from NCD Alliance’s global network 
of national and regional NCD alliances. NCD Alliance thanks the 
civil society advocates and alliances that provided information 
and examples of their work as cases. The practical guide was 
conceptualised, managed, and edited by NCD Alliance’s Luis Manuel 
Encarnación, Linda Markova, Cristina Parsons Perez and Katie Dain. 
Elizabeth Leitman and Alessandra Durstine, from Catalyst Consulting 
Group (external consultants), developed the case profiles, tools, and 
examples, and wrote the content. Jimena Márquez and Mar Nieto 
undertook the graphic design and production. This practical guide was 
made possible thanks to NCD Alliance’s partnership with the Leona M. 
and Harry B. Helmsley Charitable Trust.

NCD Alliance, 2023
Design and layout: Mar Nieto
Editorial coordination: Jennifer Bajdan; Jimena Márquez

NCD Alliance 
31-33 Avenue Giuseppe Motta, 1202 Geneva, Switzerland
www.ncdalliance.org
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IFPA Forum Europe, 2022

A playbook with tools 
for action

Getting started

WHO resolution and 
recommendations on 
psoriatic disease

Addressing psoriatic 
disease within a 
comprehensive NCD 
response

Five key 
recommendations for 
patient associations in 
Europe

Thematic action areas

Tools and resources

5

https://ncdalliance.org/sites/default/files/resource_files/NCDA_PracticalGuideforStrategicAdvocacy_English_Final.pdf


Navigating  
the playbook

In 2022, patient associations, health care professionals, and 
representatives from the private sector came together to 
discuss a IFPA Forum Roadmap Europe for proactively moving 
the agenda on psoriatic disease forward in Europe. 

Several key recommendations were made to improve care for 
people living with psoriatic disease in the region. The full-text 
recommendations can be found in the IFPA Forum Roadmap 
Europe. Below the recommendations are converted into 
actionable statements.

Mental  
health
Expand mental health 

care provision to people 

with psoriatic disease 

and ensure it is delivered 

through a person-centred 

approach.

Multidisciplinary 
care team
Expedite access to 

multidisciplinary care 

where a team of specialists 

provide comprehensive 

care based on the needs of 

the patient.

Integrated  
care models
Integrated models of 

care informed by patient 

experience, including clear 

referral pathways, will 

increase the quality care 

received by people with 

psoriatic disease.

Shared  
decision-making
Increase patient 

involvement in the care 

decision-making process.

Digital health and 
telemedicine
Deploy digital health and 

telemedicine to improve 

gaps in care safely.

Five key recommendations for 
patient associations in Europe 
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Psoriatic disease and mental health are intricately linked. The emotional distress 
and mental health impact of psoriatic disease can be as severe as the experience 
of physical symptoms. 

Discrimination, stigmatization, and further psychological harm often affect a 
person’s quality of life.

Mental health stigma, 
and quality of life

Ensure mental health gets more  
recognition and is prioritized

Promote better understanding of the link 
between mental health and psoriatic disease 

Core mental health  
priority areas

Psoriatic disease & mental 
health statistics

Media story for 
pitching locally

IFPA Mental health and 
psoriatic disease toolkit

ToolTool ResourceResource

Our demands Tactics for meeting our demands

Mental health needs more recognition and 
prioritization.
Advocate for a bigger conversation on 
mental health across the healthcare sector 
and the breakdown of departmental silos 
that prevent a patient-centred approach to 
care.

• Engage with stakeholders across the healthcare sector on the topic of mental health and psoriatic disease, to 
advocate for increased funding for NCDs.

• Provide educational material about mental health to people living with psoriatic disease and other stakeholders, 
so they are educated to recognize the impact of the disease on mental health alongside the physical, social and 
emotional impact. 

• Advocate for recognition and prioritization through greater funding for NCDs and mental health by writing to national 
or EU policymakers. 

Stigmatization of people with psoriatic 
disease must be reduced.
Aim to raise the level of awareness of 
psoriatic disease among the public and 
help to dispel misconceptions that could 
lead to discrimination.

• Communicate clearly about psoriatic disease. Typical messaging could reassure people that it is not contagious. 

• Empower patients to raise mental health concerns and to avoid self-stigmatization. Collect and share people’s 
stories in different formats –, ideas could include a short publication or use patient quotes and images via social 
media.

• Create a template that can be used by associations to write to local journalists and conduct training for patient 
advocates that includes education on the use of stigmatizing language.

A people-centred approach to psoriatic 
disease management must be adopted.
Promote the use of a holistic approach to 
clinical care that systematically considers 
the biological, psychological, and social 
factors and their complex interactions.

• Develop a position paper and advocate at national level for health systems to adopt and put in practice a 
person-centred care model for the treatment of psoriatic disease.

• Use meeting platforms and communication channels for engaging with HCPs directly on facilitating an 
approach that considers individual therapeutic needs.

• People with psoriatic disease may lack agency in making treatment decisions and may be overwhelmed by 
treatment and management decisions. Capacitate them to play a more active role in decision-making in their 
treatment.

Roadmap actions

Improving mental health, reducing stigma and increasing quality of life
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Percentage of people diagnosed or 
showing signs of depression with 

psoriatic disease

Career choices, productivity at work, and earning 
potential are negatively impacted by the disease.

PSORIATIC 
DISEASE

CAREER 
CHOICES

EARNING 
POTENTIAL PRODUCTIVITY

PSORIATIC DISEASE & MENTAL HEALTHPSORIATIC DISEASE & MENTAL HEALTH

Career choices, productivity at work, and 
earning potential are negatively impacted 
by psoriatic disease. This is compounded 
by increased medical expenses. The 
fi nancial impact of psoriatic disease is a 
major source of stress and anxiety.

4 in 5 people have experienced stigma and 
discrimination with psoriatic disease. Isolation 
and negative self-image further contribute to 
poor mental health.

Worldwide, one in ten people with 
psoriatic disease is diagnosed with 
clinical depression. As many as 48% 
have anxiety. The psychological 
impact is increasingly recognized as a 
signifi cant part of psoriatic disease.

Percentage of people diagnosed or showing 
signs of depression with psoriatic disease

43% of people living with psoriatic disease have seen their 
disease become worse during the COVID-19 pandemic. 
Nearly half of these reported increased anxiety.

47%
depression 
or anxiety

43%
worsened

81%
relationship 

impact

81% report that the disease 
has an impact on their 
relationships.

Find these fi gures and more in IFPA’s report Inside Psoriatic Disease: Mental Health.

IFPA is the international organization uniting all people living with psoriatic disease - regardless of 
where they live, or what type of psoriatic disease they have. IFPA’s members represent over 60 
million people living with psoriatic disease worldwide. Learn more at ifpa-pso.com.

MENTAL HEALTH
Inside Psoriatic Disease

Breaking the vicious cycle

 

     

Media Briefing guidance   
Generating media coverage for a new report requires a well-thought-out strategy that includes the following 
steps: 

Identify your target audience: Determine who you want to reach with your report and identify the 
media outlets most likely to be interested in your findings. 

Craft a compelling story: Develop a narrative highlighting your report's most newsworthy aspects. Think 
about the angle that will be most interesting to your target audience and frame your report in a way that will 
grab their attention. 

Write a strong press release: Your press release is the key to getting the attention of journalists and 
media outlets. Make sure it is clear, concise, and highlights the key findings of your report. 

Build media relationships: Reach out to journalists and reporters who cover your industry or topic area. 
Build relationships with them by providing useful information, responding quickly to their inquiries, and being 
a reliable source of information. 

Leverage social media: Use social media platforms to promote your report and engage with your 
audience. Share your report's key findings, quotes, and insights on your social media accounts and 
encourage others to do the same. 

Offer content before your press release: Give journalists and media outlets exclusive access to your 
report, data, or experts. This can help generate more interest in your report and provide reporters with 
unique insights they can use in their coverage. 

Follow up: After you have sent out your press release and reached out to journalists, follow up with them 
to see if they are interested in covering your report. Be persistent but respectful, and provide additional 
information or resources if needed. 

By following these steps, you can increase the chances of generating media coverage for your new report 
and reaching a wider audience with your findings. 

 

List of key facts to use in your communication 

• Psoriatic disease is a chronic autoimmune disorder that affects over 6.4 million people in Europe.1  
• Many people living with psoriatic disease often experience unmet medical needs, including being 

untreated or undertreated2 
• 97% of people with psoriasis and psoriatic arthritis are affected emotionally, with 83% saying it 

impacts their family life3 
• Only 27% of patients reported that their healthcare professional spoke to them about their mental 

health4  

 
1 Global Psoriasis Atlas (GPA. Data. Accessed March, 2022.  
2 Feldman SR, Goffe B, Rice G, et al. The challenge of managing psoriasis: unmet medical needs and stakeholder perspectives. American health & drug 
benefits. 2016;9(9):504. 
3 Pariser D, Schenkel B, Carter C, Farahi K, Brown TM, Ellis CN. A multicenter, non-interventional study to evaluate patient-reported experiences of living 
with psoriasis. The Journal of dermatological treatment. 2016;27(1):19-26. doi:10 .3109/09546634.2015.1044492. 
4 Health & Happiness Foundation. The World Psoriasis Happiness Report. 2017:1–108. Accessed May 2022. https://psoriasishappiness. 
report/static/documents/world-psoriasishappinessreport-2018.pdf. 

A how-to guide to creating a media 
story, including a template and 
journalist pitch.

A digital library with reports, statistics, 
news, tools and resources to help 
build your case.

Demands and tactics from the 
Roadmap for advocacy and 
engagement planning.

An infographic showing the 
connection between psoriatic 
disease and psychological impacts 
including depression, anxiety  
and isolation. 
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and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
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Involving patient 
associations and their 
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Digital transformation 
and telemedicine to 
improve care
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Tools and resources
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Eliminate the stigmatization of  
people with psoriatic disease

What is people-centred care? 

A film by WHO on the importance of 
informing, consulting, and listening 
to patients. Show the film to prompt 
discussion with stakeholders.

Encourage a person-centred approach to 
psoriatic disease management

Video

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

How to take action:

Working it out Awareness-raising video of 
the mental health impacts 
of psoriatic disease

Resource

33

Executive Summary
• They felt worried to a degree that it had an 

impact on their job performance.

• They had difficulty performing physical tasks 
such as standing for long periods of time.

• They had difficulty staying focused because 
of fatigue.

• The location of psoriasis plaques affected them 
at work.

• They were worried about how psoriasis and/or 
PsA will affect their ability to stay employed.

• They were upset or angry about how psoriasis 
and/or PsA affects them at work. 

Just over half of the respondents agreed or strong-
ly agreed that they had to reduce social activities in 
order to maintain the energy to work and a similar 
but slightly smaller percentage felt the same about 
family activities.

Only a minority of those individuals who respond-
ed to the workplace survey felt they could make 
use of workplace accommodations. Only a third of 
those polled agreed that they could access needed 
workplace adaptations or accommodations.

Two-thirds of respondents indicated they had 
made use of one or more of a variety of workplace 
accommodations. Opinions were mixed on the 
helpfulness or effectiveness of the accommoda-
tions that people had used. Paid time away from 
work to attend medical appointments, flexible work 
hours, and the ability to work from home were seen 
as the most useful.

While most people who did not use workplace 
accommodations felt they did not need them, a 
significant minority of respondents said they did 
not want their employer to know about their health 
situation or they felt others would think they were 
getting preferential treatment.

In the late spring of 2021, the Canadian Psoriasis 
Network (CPN), the Canadian Association of 
Psoriasis Patients (CAPP) and Unmasking Psoriasis, an 
awareness group in Saskatchewan, collaborated to 
develop an online survey to better understand and 
address the workplace challenges and needs of peo-
ple living with psoriasis and psoriatic arthritis (PsA).

The aim of the survey was to learn about the 
experiences of people living with psoriasis and 
PsA to better understand their needs and priori-
ties regarding accommodation in the workplace, 
access to private and public health benefits, and 
the impact of their health on their experiences in 
the workplace. The survey had responses from 
190 individuals. Responses came from all provinc-
es with Ontario (36%) and British Columbia (17%) 
having the greatest number of respondents. Six-
ty-five percent of those who filled out the survey 
identified as female and almost three-quarters of 
all respondents were greater than 50 years of age. 
The survey population overwhelmingly self- 
identified as white (89%) although a number of 
other ethnic groups were also represented see full 
survey demographics at the end of this report.

While about three-quarters of those responding 
to the survey said they had medications and other 
health benefits paid for through a public plan or 
an employer benefit plan for themselves or their 
spouse, 27% said they had to pay for medications 
and other health services themselves.

Many of those who answered the survey clearly felt 
their psoriasis or PsA was having or, if they were 
retired, used to have a significant impact on their 
work. More than half of respondents agreed or 
strongly agreed that:

• Psoriasis or PsA had a negative impact on them 
at work.

• They felt self-conscious in a way that impacted 
their performance at work.

The Canadian Psoriasis Network 
(CPN), the network Unmasking 
Psoriasis and the Canadian 
Association of Psoriasis Patients 
(CAPP) report on the experiences 
of people with psoriasis in the 
workplace (available in English and 
French).

Use this short video when you want 
to introduce the issues which drive 
poor mental health.

Working it Out
A report on the experiences of people with 
psoriatic disease in the Canadian workplace

October 2021

Canadian Association of Psoriasis Patients
Association canadienne des patients atteints de psoriasis

CAPP ACPP

Video

Advocating on digital platforms  
Joel is a passionate psoriatic disease and arthritis 

advocate who uses his story to inspire change.

With the onset of inflammatory arthritis at just 10 years old 

and skin manifestations of psoriatic disease in his 20s, 

Joel has experienced the physical, aesthetic, and mental 

health impacts of psoriatic disease for most of his life.

In his early 30s, he decided to raise his voice and harness 

his experience to help others. He campaigns actively for 

awareness and change, focusing on psoriatic disease, 

juvenile idiopathic arthritis, and mental health. His goal is 

to stop the stigma around these diseases and help others 

feel less alone. Joel has channels on the game streaming 

site Twitch and YouTube and his podcasts are available on 

all major platforms.
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There is no cure for psoriatic disease, but multiple treatments 
are available to manage the disease effectively. People with 
psoriatic disease can be spared the suffering caused by this 
common and complex condition. It is possible to change the 
prospects of people living with psoriatic disease by dismantling 
the barriers to early and effective treatment.

Access to care 
through early 
diagnosis and 
better financingA playbook with tools 

for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Advocate for a multidisciplinary approach 
in caring for people living with psoriatic 
disease to support better managing the 
disease and detecting comorbidities

Find ways to encourage the generation of 
data and real-world evidence about the 
benefits of access to different treatments 

Real-world research study 

Factsheet on Universal 
Health Coverage

Letter to a politician or 
Ministry of Health with clear 
ask for (selectable) themes

White paper on Universal 
Health Coverage (UHC)

IFPA advocacy  
toolkit for Univeral  
Health Coverage

An Introduction to UHC and 
how UHC themes can be used 
to advocate for psoriasis and 
psoriatic arthritis.  

A letter template on the Roadmap 
themes to adapt and use.

White paper outlining the 
discussion on psoriatic disease 
and UHC.

A guide to using UHC to 
campaign for psoriasis and 
psoriatic arthritis. 

An example of a real world study on 
people with psoriasis and biological 
therapy.

How to take action:

Resource

244 V. Perrone et al.

to 3.5% for individuals aged 60–64 years, followed by a 
steady decrease to 1.7% for those over 74 years of age [8].

The diagnosis of PSO is usually clinical and based 
mainly on a physical examination and the patient’s medi-
cal history; skin biopsy is rarely needed to confirm the 
diagnosis [9].

There are several forms of PSO, although plaque pso-
riasis (PP) is the most common (approximately 80% of 
patients) [10, 11]. PP is characterized by the presence of 
erythematous-desquamative lesions with clear margins, 
mainly located on the limbs (knees and elbows), lum-
bosacral region, and scalp, often accompanied by symp-
toms such as itching and pain [12]. Approximately 20% of 
patients develop moderate-to-severe PP [13, 14].

Traditionally, medical treatment options for psoriatic 
patients are topical agents, oral systemic agents, and pho-
totherapies [15]. Over the past decades, a better under-
standing of PSO pathophysiology has allowed the develop-
ment of several therapeutic options as targeted therapies, 
including biologics and small molecules, that substantially 
alter the treatment landscape for psoriasis [16].

According to the Italian guidelines of PSO manage-
ment, treatment decisions depend on different disease 
characteristics, such as severity, lesion location, patient 
quality of life, comorbidities, and drug features [14].

Topical therapy alone is indicated for mild forms of 
PSO, but it can be used in combination with systemic 
treatment for patients with moderate-to-severe PSO [14].

Conventional systemic therapies consist of acitretin, 
methotrexate, and cyclosporin; targeted treatments cur-
rently approved in Italy include apremilast [phosphodi-
esterase 4 (PDE4) inhibitor], anti-tumor necrosis factor 
alpha (anti-TNF) agents (adalimumab, certolizumab, 
etanercept, and infliximab), and interleukin (IL) inhibi-
tors (ustekinumab, an inhibitor of IL-12/23; secukinumab, 
ixekizumab, and brodalumab, inhibitors of IL-17; and 
guselkumab and tildrakizumab, inhibitors of IL-23).

Since PSO is a lifelong relapsing-remitting disease, 
patients often require lifelong therapies. Randomized clini-
cal trials (RCTs), even when investigating long-term treat-
ment outcomes, do not reflect clinical practice. Therefore, 
real-world data could be useful for evaluating the effective-
ness, clinical use, and prescribing patterns of therapies in the 
long term in the context of a clinical practice setting.

The aims of the present study were to evaluate the treat-
ment patterns of biological/targeted synthetic disease-mod-
ifying antirheumatic drugs (b/tsDMARDs) and to analyze 
pharmacoutilization in patients treated for PSO in a real-
world Italian setting, with a focus on recently introduced 
biological therapies.

2  Methods

2.1  Data Source

A retrospective observational study was performed by inte-
grating the administrative databases of a pool of Italian 
Healthcare Entities. These databases contain all the infor-
mation regarding the healthcare resources reimbursed by 
the Italian National Healthcare Service (INHS), which is 
based on the principle of universal coverage for all Italian 
citizens. According to the objectives of the analysis, the fol-
lowing databases were used: beneficiary database (data on 
patients’ characteristics), pharmaceutical database [data on 
prescription of drugs reimbursed by the INHS, including the 
drug name, Anatomical Therapeutic Chemical (ATC) code, 
and dispensing date], hospitalization database [including 
primary and secondary diagnoses at hospital discharge and 
procedures classified according to the International Classi-
fication of Diseases, Ninth Revision, Clinical Modification 
(ICD-9-CM) (ICD-10-CM not yet available)], and payment 
exemption database (including disease exemption codes).

To guarantee patients’ privacy, an anonymous univocal 
numeric code was assigned to each subject included in the 
study, ensuring full compliance with the European General 
Data Protection Regulation (GDPR) (2016/679). This code 
allowed the electronic linkage of all records for each sub-
ject across the databases. No identifiers related to patients 
were provided to the authors. All the results of the analyses 
were produced as aggregated summaries, and the data could 
not be assigned, either directly or indirectly, to individual 
patients. Based on the pronouncement of the Data Privacy 
Guarantor Authority (General Authorisation for personal 
data treatment for scientific research purposes—n.9/2014), 
informed consent was not required, as its collection would 
be impossible for organizational reasons. According to the 
Italian law on the conduction of observational analyses, the 
ethics committee of each participating entity was notified 
and approved the study.

2.2  Study Population

All patients diagnosed with PSO were screened for study 
eligibility. Patients were included if they presented one of 
the following criteria used to identify PSO diagnosis [17]: 
(1) a hospitalization discharge diagnosis of PSO (ICD-9-CM 
code: 696.1) or (2) an exemption code (code that allows 
avoidance of the economic contribution for services/treat-
ments in presence of certain diseases) for PSO (045.696.1) 
or (3) a prescription for anti-psoriatic topical drugs (ATC 
code: D05A) (diagnosis by proxy).
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Abstract
Background Real-world data can inform the use of biologics for psoriasis (PSO).
Objective The aim was to evaluate treatment patterns and analyze pharmacoutilization in PSO patients in a real-world Italian 
setting, with a focus on the biologics most recently introduced.
Methods An observational study based on administrative databases was conducted. Patients were included based on PSO 
diagnosis identified by either discharge diagnosis or exemption code or prescription of anti-psoriatic topical drugs (proxy of 
diagnosis). To describe patient characteristics and treatment patterns using the most up-to-date data, two different approaches 
were used: a cross-sectional study performed during 2016–2018, and a longitudinal study conducted with patients who 
received their first biological/targeted synthetic drugs (naïve patients) in 2014 and 2017 (the inclusion periods).
Results During 2016–2018, the number of prevalent patients diagnosed with PSO was 194,054 (2016), 210,830 (2017), and 
225,171 (2018). The percentage of patients receiving biologics or targeted synthetic agents ranged from 1.5 to 2.1%. Among 
them, naïve patients receiving interleukin (IL) inhibitors increased from 37.5% (2016) to 69.4% (2018), while those receiv-
ing anti-tumor necrosis factor (anti-TNF) decreased from 62.5% (2016) to 30.6% (2018). The longitudinal analysis included 
894 and 1218 naïve patients in 2014 and 2017, respectively, of whom 7.2% (2014) and 6.9% (2017) switched therapy after 
a mean of 7.1 (2014) and 6.9 (2017) months. Overall, 259 patients were prescribed ixekizumab starting in 2017, of whom 
73% were naïve. Ixekizumab was prescribed as monotherapy to 52.5%.
Conclusions The proportion of patients receiving biologics appeared constant over the years, with an increasing number of 
naïve patients being prescribed IL-17 inhibitors. Ixekizumab patients were mostly naïve.
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Key Points 

A picture of psoriasis (PSO) management in Italian clini-
cal practice settings is provided, with a focus on recently 
approved biologic treatments.

A PSO prevalence of 2.3% for Italy was reported.

Among PSO patients receiving biologic agents, an 
increasing trend of prescriptions of interleukin inhibitors 
was observed over the years.

1 Introduction

Psoriasis (PSO) is a chronic immune-mediated inflamma-
tory disease that comprises a wide spectrum of dermato-
logical manifestations depending on the clinical features 
and severity of the disease [1]. Even though the etiology of 
PSO is not fully understood, there is a connection between 
environmental factors and genetic susceptibility [2]. In 
fact, some environmental factors, such as stress and infec-
tion, can trigger or exacerbate the disease [3, 4].

The typical cutaneous manifestations and chronic 
course of PSO have a significant impact on patients’ 
quality of life, as the disease is associated with potential 
psychological and social consequences [5]. Moreover, in 
patients with severe disease, there is a higher risk of mor-
tality than in the general population (hazard ratio 1.5; 95% 
confidence interval 1.3–1.7) [6, 7].

The prevalence of PSO among the adult Italian popula-
tion is estimated to be 2.7%, with an increasing trend up 

Resource Resource

 

     [insert name of patient 
association] 

     Date: [insert date] 

 
[insert contact details of person letter is addressed to] 
 
 

Dear [Politician's Name], 

 
RE: Urgent action is needed to prioritize psoriatic disease in health policies 

I am writing to you today to urge you to take action to improve the health care provision for people with 
psoriatic disease in our community. As someone who has been personally affected by this chronic condition 
for which there is no cure, I know firsthand the struggles that patients face when seeking appropriate care. 

 

Psoriatic disease affects [Insert national figures / estimates if supportive of your point] and millions of 
people worldwide. It can cause a range of symptoms, including joint pain, visible skin lesions, and fatigue. 
Managing the condition can be a lifelong struggle for many patients requiring ongoing treatment and 
healthcare professionals' support. 

 

Unfortunately, many people with psoriatic disease struggle to access the care they need due to a variety of 
factors.  

[Consider how to frame your survey / evidence results. If you have not conducted any local or national 
research, prioritize the issues you wish to highlight or seek inspiration from the themes highlighted in the 
Roadmap and Playbook content] 
 
This is unacceptable, and it is crucial that we take steps to address this issue. 

 

As your constituent, I urge you to take action to improve the health care provision for people with psoriatic 
disease in our community. Specifically, I ask that you: 

 

(eg.) Support legislation that would improve access to  
 
…affordable, comprehensive healthcare coverage for people with psoriatic disease. 
 

… Better provision of mental health support services and more integrated health care that takes into account 
everything a person living with psoriatic disease may be going through.  

 

….Increase funding for research into psoriatic disease and related conditions, to help advance our 
understanding of this condition and develop new, more effective treatments. 

ToolTool
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What is Universal Health Coverage? 
Universal health coverage (UHC) means that everyone, irrespective of their age, sex, financial 
situation or living standards, can access the health services they need, without experiencing 
financial hardship. Needed health services is a definition covering a broad spectrum of services 
that spans throughout the life of an individual and throughout many conditions: neonatal, child and 
adolescent care, sexual and reproductive care, maternal health, health promotion and prevention, 
communicable and non-communicable diseases, palliative care and much more. 

In many settings, poor and marginalized people are the ones that receive less access to health 
services. UHC makes sure that all these individuals are covered and receive the needed 
intervention, so no one is left behind.

UHC implies that the health services provided to the people in need are of high quality. That means, 
for example, that the prevention strategies should include accurate and up-to-date information, that 
the diagnosis of a disease is prompt and correct, and that the necessary interventions are received 
by the person in need. 

Needed health services should not only be available, but they should also be affordable. This means 
that people in need of health care should be able to afford the costs of care besides other living 
costs, such as food and other living necessities. Those in need of health services should not be 
pushed into poverty because of health expenditures, as well as those who are already below the 
poverty threshold should not be pushed further into poverty because of their healthcare needs. 

An important feature of UHC is the so-called “progressive universalism”, meaning that countries can 
start implementing a core set of essential intervention and expand the coverage over time, when 
more resources become available.

UHC does not mean that all the health services should be provided for free, as this practice is not 
sustainable for any health systems. It is also not a finite process, as coverage for health services 
should be expanded once more resources become available. 
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How can you use UHC in 

Psoriasis Advocacy?
The political declaration on UHC can be used to advocate for psoriasis and psoriatic arthritis as 
UHC is a broad concept comprehensive of multiple issues related to psoriasis:

Noncommunicable Diseases

The declaration encourages governments to take 
action against NCDs, specifically mentioning 
cardiovascular diseases and diabetes that are 
life-threatening psoriasis-co-morbidities. Treating 
psoriasis is an effective measure to address 
cardiovascular diseases, as evidence shows 
that systemic therapies and biologic therapies 
are associated with a reduction in risk for 
cardiovascular events.

Mental Health

Mental health conditions are increasing the 
burden of NCDs, and it’s very-well known that 
it is the case for psoriasis. Moreover, evidence 
shows that there is a link between inflammation 
and depression, as well as on the benefits of 
reducing inflammation to improve mental health. 
An integrated approach to psoriasis care should 
also include mental health interventions, and 
proper management of psoriasis will also help 
achieving the set targets for mental health.

Disabilities

People living with psoriasis and psoriatic arthritis 
face all sorts of barriers in their daily lives. 
The declaration acknowledges the existence 
of “physical, attitudinal, social, structural and 
financial barriers” faced by people with disabilities 
and urges governments to work to remove them.

Access to Medicines

Increased access to affordable, safe, effective and 
quality medicines should be promoted to ensure 
health for all. Treatment for psoriasis should be 
provided by public and private facilities, at least 
the ones included in the World Health Organiza-
tion Model List of Essential Medicines, as men-
tioned in the WHO Global report on Psoriasis. 
Coverage of treatments should progressively 
expand once more resources become available.

Financial Hardship

People living with psoriasis and psoriatic arthritis 
experience a high share of out-of-pocket 
expenses. Moreover, the insurgence of co-
morbid conditions in people living with psoriasis 
contribute to the financial burden of the disease. 
Therefore, the financial implications of living 
with psoriasis and psoriatic arthritis should be 
addressed, and actions must be taken to avoid 
people to be pushed on the verge of poverty.

Primary Healthcare

Primary healthcare practitioners can be the coordinators of the multidisciplinary care team necessary to 
ensure a holistic care of psoriasis. Moreover, primary healthcare practitioners can provide comprehensive 
care in those settings where access to dermatologists or rheumatologists is limited. To appreciate the 
numerous benefits that primary healthcare can offer to the management of psoriasis, primary healthcare 
should be strengthened and adequately financed.

Health Workforce

Many countries struggle with the lack of 
dermatologists and family doctors, or their 
uneven distribution within the territory. The 
political declaration pushes governments to 
address these two issues by training more 
healthcare professionals and create incentives for 
them to work in underserved areas. All healthcare 
professionals, especially those working in primary 
healthcare, should be aware of psoriasis and its 
co-morbidities to ensure timely diagnosis and 
qualitative management of the disease. 

IFPA’s Advocacy Toolkit for 

Universal Health Coverage

What is UHC?

High Level Meeting 
on UHC and the 
Political Declaration 

Universal health coverage (UHC) means that everyone, irrespective of their 
age, sex, financial situation, or living standards, can access the health services 
they need, without experiencing financial hardship. Health services should 
cover the entire life span of individuals, be of high quality and be affordable. 
Countries can start implementing a core set of essential intervention 
according to the national context and priorities, but they should also expand 
the coverage over time when more resources become available.

Primary healthcare is the core of UHC because it covers all the aspects of 
care, from prevention and health promotion to treatment and palliative care, 
and is often available within a reasonable distance. Primary care physicians 
can serve as focal point of the multidisciplinary care team necessary to ensure 
a holistic care of one or multiple diseases. Moreover, a primary care physician 
can provide a comprehensive care in those settings where access to specialist 
care is limited. 

Investing UHC is investing in the future and in the country’s prosperity: UHC 
is a driver for prosperity because a population in good health is a productive 
population, UHC brings equality as vulnerable populations often lack access 
to health services, UHC is tied to increased financial security as health 
expenditures will have a lower impact on household’s budgets.

The first High-level meeting on UHC was held on 23 September 2019 during 
the General Assembly of the United Nations, where United Nation’s Member 
States unanimously approved the political declaration on UHC.

The right to have the highest standard of physical and mental health is 
reaffirmed in the first paragraph of the political declaration.

It is specified that UHC should include a broad range of health services, 
including prevention, rehabilitation and palliative care, not only treatment of 
diseases.

The political declaration urges action to tackle non-communicable diseases 
and mental health disorders.

The importance of finding resources to finance health services, to avoid 
catastrophic expenditures and the high share of out-of-pocket expenses, is 
highlighted in multiple paragraphs of the text.

The declaration urges governments to find solutions to the lack of health 
workforce and its uneven distribution in the countries’ territory.
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Navigating  
the playbook

Encourage collaboration between patient 
associations and others, including groups 
within psoriatic disease and other relevant 
disease areas

How to take action:

Become part of the broader Universal 
Health Coverage discussion  
The political declaration on UHC is a new instrument in 

IFPA’s toolkit that can be used to advocate for people 

living with psoriatic disease. The toolkit includes advice for 

lobbying politicians and health ministries on vital topics:

•	 Access to medicines

•	 Health workforce preparedness and presence

•	 Financial costs of living with psoriatic disease

•	 Disabilities related to psoriatic disease

•	 Person-centered model of care and comorbidities 

including mental health.

Resource

Resource

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Healthier together – EU non 
communicable diseases initiative

Core access to care areas

Use the EU initiative guidance 
document to help guide and coordinate 
action on NCDs, and identify or create 
windows of opportunity for high-impact 
actions related to advocacy on psoriatic 
disease and NCDs.

Demands and tactics from the  
Roadmap for advocacy and 
engagement planning.

 

 

Part A – The Healthier Together Initiative in a nutshell 

In December 2021, the European Commission launched the Healthier together – EU Non-
Communicable Diseases Initiative (EU NCD Initiative), to support EU countries in reducing the 
human and financial burden of non-communicable diseases (NCDs). The Initiative hence helps 
countries to achieve the United Nations Sustainable Development Goal Target 3.4, i.e., to reduce 
premature mortality from NCDs by one third by 2030 and promote mental health and 
well-being1. Complementing Europe’s Beating Cancer Plan, the EU NCD Initiative is a pillar of an 
enforced European Health Union. 

The EU approach to the challenge of NCDs involves an integrated response across all sectors and 
policy fields. It does so by reinforcing and supporting policy implementation and effective 
action of EU countries’ health authorities and stakeholders in five strands2. 

 

 

 
 

While the five strands address particular challenges of each disease group, the Initiative as such 
promotes a holistic and coordinated approach to prevention and care. The focus of the EU 
NCD Initiative is on health promotion and disease prevention, this arguably being one of the 
most underinvested areas. Nevertheless, and reflecting on the experience with Europe’s Beating 
Cancer Plan, the European Commission welcomes countries’ competent authorities to identify and 
prioritise actions within a broader spectrum. As such, the initiative can support: 

- improving knowledge and sharing of best practices, 
- health promotion and disease prevention, including screening and early detection, 
- optimising tools for diagnostics, treatment and disease management, 

                                                 
1 Targets 3.a, strengthening the implementation of the WHO Framework Convention on Tobacco Control, 3.5, 
strengthening the prevention and treatment of substance abuse, including narcotic drug abuse and harmful use of 
alcohol, and Goal 2 on nutrition are also relevant. 
2 Part B and Annex 3 provide more information about the rationale for selecting the five strands. The NCD Initiative 
addresses the the major NCDs from the point of view of premature mortality. 

 

Roadmap actions

Improving access to care through early diagnosis and better financing

Our demands Tactics for meeting our demands 

More data and real-world evidence 
about the benefits of access to 
different treatments must be 
generated.
Drive efforts for improved data 
collection on the treatment of 
people with psoriatic disease.

• Encourage the systematic collection of routine data on all aspects of the disease, including treatment and real-world 
studies on their application, and use these research insights to advocate for improved access to treatments.

• Support qualitative research and surveys on patient perceptions and experiences of treatment types that can also be 
communicated back to healthcare providers and the pharmaceutical industry.

• Make a list of available funding opportunities and when applications are required, and make this information available to 
research community contacts.

Multidisciplinary treatment 
for people living with psoriatic 
disease can support better 
management of the disease and 
detection of comorbidities.
Encourage the development and 
use of clinical guidelines on the 
management of psoriatic disease 
and aid in early diagnosis.

• Help support research on the use of a multidisciplinary care approach to psoriatic disease, to substantiate and promote its 
use.

• Work together with other NCD patient associations, to advocate for multidisciplinary approach to treatment.

• Build relationships with stakeholders in healthcare to advocate for and provide input from the patient perspective in the 
development of clinical guidelines. Help ensure the guidelines are adopted at national level or, if already in place, that 
they are updated as necessary. 

• Advocate for and support knowledge sharing on comorbidities of psoriatic disease so that they are detected and treated 
in good time, given that people with psoriatic disease are at higher risk for developing other illnesses.

Patient associations have an 
important role to play and must 
work with other groups active 
within psoriatic disease and 
across other disease areas to 
make an impact. 
Establish common ground with 
other organizations, gather and 
share learnings and better practices 
on advocating for improved access 
and financing.

• Identify issues and advocacy partners to work with on collaborative agendas, to create a knowledge-sharing and advocacy 
network.

• Ensure that patient association representatives are invited to attend and engage with medical societies at meetings, and that 
they are listened to, because patient associations have a powerful voice in representing people with psoriatic disease.

• Identify existing health and policy platforms and communities where the patient association can participate and speak up. 

• Collaborate with other NCD organizations and determine whether they have a pathway for securing funding from initiatives 
such as the Healthier Together – EU Non-Communicable Diseases Initiative.

• Contact a policymaker and campaign for funding allocations to projects from supranational funding pools.
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Navigating  
the playbook

Health 
workforce for 
better diagnosis 
and treatment

Resource

Tool
Tool

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Psoriatic disease requires lifelong care, monitoring, and 
continuous management. Treatment quality and disease 
management depend on the accessibility and availability of 
the health workforce. The shortage of health care workers 
poses an existential threat to public health systems and real 
possibilities of unmet needs for people living with psoriatic 
disease.

Improve HCP education and training about 
psoriatic disease

Bridge the communication gap between 
the patient, GP and specialist

Embed shared decision-making between 
providers and patients to guide treatment choices

Checklist for your clinical 
journey

Core health workforce 
priorities

The GPP Charter 

Medical appointment guide 

Simple tips to help people with 
psoriatic disease collect and 
prepare information to share with 
doctors and specialists.

Demands and tactics from the 
Roadmap for advocacy and 
engagement planning.

A multi-stakeholder document 
that sets out the steps to call 
for change to the current status 
quo around generalized pustular 
psoriasis (GPP) and build 
momentum in driving GPP up  
the agenda.

A checklist and engagement guide 
that prompts patients to solicit 
pre-session notes to ensure all 
concerns get voiced and heard.

How to take action:

The GPP Charter has been supported by Boehringer Ingelheim GmbH.

~  Share learnings from other rare-disease experiences 
on how to pinpoint an individual living with GPP 

~   Identify and consistently showcase the common 
symptoms of GPP

~   Increase access to accurate and informative sources of 
GPP support/information:
•  Develop GPP diagnostic and treatment guidelines 

including defining the referral pathway to accelerate 
diagnosis via access to dermatologists with GPP 
expertise

•  Increase access to training across the spectrum of 
healthcare specialists involved in GPP management

Actions to reduce 
misdiagnosis and the 
implications for people 
living with GPP

Motivate the community to create and disseminate tools and collaboratively 
raise awareness and improve physician/patient conversations

~  Deliver accurate and consistent GPP messaging/
symptom descriptions providing access to 
recommended GPP information e.g. websites, patient 
experiences via videos

~   Define ways to inform and direct decision-makers  
and patients about GPP

~   Empower dermatologists with sufficient GPP 
knowledge to diagnose and treat effectively

~   Leverage a Centers of Excellence model to inform, 
treat and support improved outcomes

Use medical and patient 
experience to drive 
thought leadership to 
improve GPP knowledge 
and identification 

Improve accurate and timely diagnosis by a dermatologist with GPP expertise by 
setting benchmarks for the identification, management, and long-term care of GPP.2. IFPA’s Advocacy Toolkit for 

Universal Health Coverage

What is UHC?

High Level Meeting 
on UHC and the 
Political Declaration 

Universal health coverage (UHC) means that everyone, irrespective of their 
age, sex, financial situation, or living standards, can access the health services 
they need, without experiencing financial hardship. Health services should 
cover the entire life span of individuals, be of high quality and be affordable. 
Countries can start implementing a core set of essential intervention 
according to the national context and priorities, but they should also expand 
the coverage over time when more resources become available.

Primary healthcare is the core of UHC because it covers all the aspects of 
care, from prevention and health promotion to treatment and palliative care, 
and is often available within a reasonable distance. Primary care physicians 
can serve as focal point of the multidisciplinary care team necessary to ensure 
a holistic care of one or multiple diseases. Moreover, a primary care physician 
can provide a comprehensive care in those settings where access to specialist 
care is limited. 

Investing UHC is investing in the future and in the country’s prosperity: UHC 
is a driver for prosperity because a population in good health is a productive 
population, UHC brings equality as vulnerable populations often lack access 
to health services, UHC is tied to increased financial security as health 
expenditures will have a lower impact on household’s budgets.

The first High-level meeting on UHC was held on 23 September 2019 during 
the General Assembly of the United Nations, where United Nation’s Member 
States unanimously approved the political declaration on UHC.

The right to have the highest standard of physical and mental health is 
reaffirmed in the first paragraph of the political declaration.

It is specified that UHC should include a broad range of health services, 
including prevention, rehabilitation and palliative care, not only treatment of 
diseases.

The political declaration urges action to tackle non-communicable diseases 
and mental health disorders.

The importance of finding resources to finance health services, to avoid 
catastrophic expenditures and the high share of out-of-pocket expenses, is 
highlighted in multiple paragraphs of the text.

The declaration urges governments to find solutions to the lack of health 
workforce and its uneven distribution in the countries’ territory.

Tool

Section 2 
Checklist for your clinical experience 

The checklist below is designed to improve your experience with clinical treatment. These 
simple tips will help you collect the important information you should share with your doctor 
so that he or she can recommend the best treatment plan for you. 

Getting ready to visit the doctor: 

What information do I take with me for the visit? 
Arrange permission for your doctor to access your medical records 

Write a list of the medications and supplements that you take. Bring your

medication and supplements with you to the visit. 

Take note of any recent health-related changes you have noticed to keep your

doctor up to date. 

 Bring a list of questions for your health care provider to make sure you don’t

forget anything 
IFPA-PSO ©2020 

Should I bring someone with me? 
You might want to bring someone with you for moral support and to help 
you remember information from your visit. This could be family member or 
friend. Be selective about who you invite to your visit. 

Let them know in good time of the visit. They could also stay in the waiting
room for part of the appointment.

You can ask them to take notes during the visit. This is a great way to 
remember what was said. Remember that discussion is important between
you and your doctor.

What tests or screenings should I have? 
Tests and screenings may be different for each patient. Your health care provider 
will work with you to assess any other symptoms. 

Have you experienced any other symptoms? What happened and when? 

Do I need further testing or screening for comorbidities?

Where will the tests be done? How long they will take? When are results
expected? 

IFPA-PSO ©2020 

IFPA-PSO©2020 

Our demands Tactics for meeting our demands 

General practitioners must be educated
about psoriatic disease.
Highlight the need for increased training in 
dermatology as part of tertiary education and 
encourage the continued medical education of 
HCPs.

• Establish what the needs are among local GPs with regard to dermatological training, for example by 
conducting an online survey or speaking with medical associations.

• Raise awareness among medical societies and on other national platforms about the information and 
training required, based on the educational needs of GPs in your country..

• Work with partners to develop training materials and provide continued medical education courses or 
workshops to HCPs. 

Shared decision-making between providers and 
patients should guide treatment choices.
Determine the gaps in treatment and the needs 
of patients, and establish advocacy approaches 
suited to your situation.

• Identify and map what treatments – including biologics and biosimilars – are available and how much  
they cost. 

• Compare access to treatments with other markets. If a treatment is not available in a country, try to find 
out why and what is preventing its availability. This will help steer advocacy efforts. For example, it could 
be a regulatory challenge or funding challenge or lack of demand or awareness of the product locally. 
Alternatively, government authorities may not have tried or could have failed to negotiate a suitable cost to 
guarantee its availability. 

• Encourage and support research initiatives if there are safety concerns, a lack of awareness or cost challenges.

• Leverage the research in order to advocate at national or regional level for the use of biosimilars in  
local markets. 

• Consider whether raising the profile of biosimilars or biologics as a category is part of a broader 
conversation that should involve other disease areas, and issue a joint statement on the use of biosimilars 
or biologics in your country or region.

Roadmap actions

Improving the health workforce for better diagnosis and treatment
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The GPP Charter has been supported by Boehringer Ingelheim GmbH.

GPP CHARTER
The GPP Charter defines a collaborative approach to identifying common goals with the aim to enable 
people living with generalized pustular psoriasis (GPP) the freedom to live the life they choose. 

The purpose of the Charter is to unite the community living with, and working for, GPP under a set 
of agreed principles to improve and change the current status quo. Through the co-creation of this 
Charter, the views from multi-stakeholder perspectives have been considered to ensure a consistent 
and effective call to action for positive change across all sectors of society. 

The Charter takes into consideration how GPP, a rare autoinflammatory skin disease, can have both a 
physical and emotional impact on people living with the condition. Outlined below are the steps set 
out to call for and make this positive change and maintain momentum in driving GPP up the agenda.

AGREED CALLS TO ACTION:
Increase GPP awareness as a rare, unpredictable, and life-threatening 
autoinflammatory, systemic disease that is distinct from plaque psoriasis.

~  Define a clear and distinct GPP lexicon with a 
consistent narrative for GPP 

~   Agree the key defining symptoms that identify GPP  
vs. other forms of psoriatic diseases
• Raise awareness of the nature and complexity of GPP: 

–  Signs and symptoms, triggers, co-morbidities,  
threat to life (multi-system organ failure)

•  Demonstrate the impact on patients’ lives and 
shared experiences by highlighting the emotional 
(unpredictable, isolating disease) and physical impact 
(painful, visible skin manifestations)

Raise awareness of the 
significant patient burden 
of this rare, debilitating 
disease including:

1. 

Define the biology 
behind GPP

~  Improve understanding among physicians and 
healthcare practitioners of the role of the IL-36 
pathway as central to the pathophysiology of GPP
•  Highlight that, unlike plaque psoriasis, the IL-36 

pathway plays a key role in the pathogenesis of GPP
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https://ifpa-pso.com/resources-tools/ifpa-forum-roadmap-europe
https://www.psoriasis.com/content/dam/psoriasis/documents/us-immd-200409-doctor-discussion-guide-pdf-blank-condensed-pdf-5-11-21_r3.pdf
https://cms.ifpa-pso.com/tools/Pages-from-The_EuroGuiDerm_Psoriasis_GL_IFPA_patient_guide_Aug_2020.pdf
https://cms.ifpa-pso.com/uploads/GPP_Charter_full_version.pdf
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the playbook

Tell doctors about the medical 
appointment check-list  
Giving patients a checklist is a great way to get them 

to plan for their appointment and ensure they get the 

information they need and that their concerns are brought 

to their doctor’s attention. However, it is also a good idea 

to tell health care providers about the checklist so that 

they can ask the patient whether they have prepared 

questions on what they would like to talk about at the 

consultation. Doctors are precious allies for patients: the 

doctor can help spread the checklist so that other patients 

can benefit.

IFPA Forum Europe, 2022

Need a tweet to help act on NCDs?  
The NCD Alliance has put together ready-made tweets 

that can inspire you as starting point talking about 

investment into NCDs. Here is an example

TWEET ME

39 million lives could be saved between 2023-2030 

if the world’s Health Ministries INVEST 20% of their 

budgets to high-priority #NCD interventions. Let’s 

save lives & money. Act now on NCDs.

Need more? Visit the ActonOnNCDs.org

For more social media training, check out the  

IFPA Accelerator.

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Meeting-in-a-box for 
roundtable or one-on-one

Lead an engagement meeting with 
meeting purpose, key message 
toolkit, sample agenda example, and 
conversation prompt cards.

Tool

Encourage patient involvement and 
responsibility in shared decision-making 

How to take action:
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http://cms.ifpa-pso.com/tools/IFPA-Europe-playbook_meeting-in-a-box-tool_final.pptx
https://actonncds.org/take-action/tweet-me
https://ifpa-pso.com/global-actions/ifpa-accelerator
http://cms.ifpa-pso.com/tools/IFPA-Europe-playbook_meeting-in-a-box-tool_final.pptx
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the playbook

Involving patient 
associations and 
their members in 
decision-making  
Globally, there is a need for patient involvement in policy 
development and decision-making. Quality care requires that 
people living with a disease are actively involved in all decision-
making that impacts how they live with and manage their 
condition. This involvement will improve patient experiences 
and outcomes.

Advocate for greater investment in NCDs 
that includes psoriatic disease

Resource

Resource Tool

Why not do a patient survey?
A mental health and wellbeing survey with your national 

community of people living with psoriatic disease may generate 

a representative sample of people who face mental health 

challenges and consider their needs significantly unmet. This can 

be used to generate traditional (eg. print and radio) and digital 

media coverage, create a reason for writing to a politician or kick-

start a social media campaign demanding change.

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Motivate that patient organizations must 
be part of the policy-level decision-making 
process

How to take action:

Letter to a politician or 
Ministry of Health with clear 
ask for (selectable) themes

Psoriasis and primary  
care report

A letter template on the Roadmap 
themes to adapt and use.

Recommendations for advancing 
the management of psoriasis in a 
primary care-centric model.

2022 Global Week for  
Action on NCDs: Actions  
for Alliances

Visit the Act on NCDs website 
for resources from the NCD 
community to support local 
advocacy efforts.
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Understanding Today’s Key Challenges in Care 
Provision for Psoriasis & Psoriatic Arthritis 
Health workforce shortages are persistent and present a major barrier to the effective care and 
management of all non-communicable diseases, including psoriasis. The WHO estimates a shortfall 
of 18 million health workers that must be filled in order to attain universal health coverage 
commitments. xxvi  

 

For people living with psoriasis and psoriatic arthritis, access to health workers with dermatological 
or rheumatological expertise can create barriers to care-seeking efforts. In LMICs, health worker 
shortages are dire—the country of Uganda has only ten dermatologists to serve a 35 million 
people,xxvii and in Ethiopia there are only 70 dermatologists for 100 million people.xxviii By comparison, 
Australia has over 500 dermatologists for 26 million people. xxix  However, well-resourced health 
systems also struggle to provide equitable access to dermatologists. Across all settings, regardless of 
income level, patients living in rural areas are less likely to receive adequate dermatological care than 
patients living in urban settings.xxx A 2017 survey in the United States revealed that 40 percent of 
dermatologists practice in the 100 densest urban areas, while only 10 percent practice in rural 
areas.xxxi   

A combination of health workforce shortages and an insufficient knowledge of and education on 
psoriasis and psoriatic arthritis diagnosis amongst clinicians, both in primary care and dermatology, 
can result in treatment delays. Delays in initiating treatment is common for patients with moderate-
to-severe psoriasis—dermatologists in the United States, Canada, France, Germany, Italy, Spain, and 
the United Kingdom have publicly acknowledged that psoriasis is chronically undertreated and that 
patient treatment needs are currently going unmet.xxxii In the United States, insurance claims data 
analysis shows that approximately 60 percent of eligible patients with moderate-to-severe psoriasis 
had not received therapy in the 12 months prior to the evaluation, and that 33 percent had not 
received treatment within the previous five years.xxxiii Psoriatic arthritis, in particular, has historically 

   

           

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Psoriasis & 
Primary Care 
Report 
Beyond Gatekeeping: 
Effective Primary Care Support 
in the Management of Psoriasis 
& Psoriatic Arthritis 
 
 
 
 
 
 
 
 
 
 
 
 
Global Psoriasis Coalition | September 2019 

 

     [insert name of patient 
association] 

     Date: [insert date] 

 
[insert contact details of person letter is addressed to] 
 
 

Dear [Politician's Name], 

 
RE: Urgent action is needed to prioritize psoriatic disease in health policies 

I am writing to you today to urge you to take action to improve the health care provision for people with 
psoriatic disease in our community. As someone who has been personally affected by this chronic condition 
for which there is no cure, I know firsthand the struggles that patients face when seeking appropriate care. 

 

Psoriatic disease affects [Insert national figures / estimates if supportive of your point] and millions of 
people worldwide. It can cause a range of symptoms, including joint pain, visible skin lesions, and fatigue. 
Managing the condition can be a lifelong struggle for many patients requiring ongoing treatment and 
healthcare professionals' support. 

 

Unfortunately, many people with psoriatic disease struggle to access the care they need due to a variety of 
factors.  

[Consider how to frame your survey / evidence results. If you have not conducted any local or national 
research, prioritize the issues you wish to highlight or seek inspiration from the themes highlighted in the 
Roadmap and Playbook content] 
 
This is unacceptable, and it is crucial that we take steps to address this issue. 

 

As your constituent, I urge you to take action to improve the health care provision for people with psoriatic 
disease in our community. Specifically, I ask that you: 

 

(eg.) Support legislation that would improve access to  
 
…affordable, comprehensive healthcare coverage for people with psoriatic disease. 
 

… Better provision of mental health support services and more integrated health care that takes into account 
everything a person living with psoriatic disease may be going through.  

 

….Increase funding for research into psoriatic disease and related conditions, to help advance our 
understanding of this condition and develop new, more effective treatments. 
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https://actonncds.org/resources
https://cms.ifpa-pso.com/tools/PsoriasisandPrimaryCareReport_FINAL.pdf
http://cms.ifpa-pso.com/uploads/IFPA-Toolkit_Letter-to-a-politician_IFPA_final.docx


Navigating  
the playbook

Digital 
transformation 
and telemedicine 
to improve care    

Establish a protocol for the use of digital 
technology which reflects the desires and 
concerns of the patients

The role of technology in health care including dermatology 
is expanding. Physicians and patients are increasingly using 
telemedicine to manage psoriatic disease. Opportunities exist 
to improve the equitable delivery of health care for people with 
psoriatic disease, but clearer frameworks are also needed to 
safeguard those users.

Start an alliance and put together  
a policy on telehealth
Share principles for telehealth policy with stakeholders for review 

and feedback. Develop a similar policy to address access to care 

issues with overburdened specialists while safeguarding patient 

data, rights, and privacy in your locality.

Resource Resource

Resource

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources

Ask for the integration of telehealth models 
in order to improve access to specialist care

How to take action:

Telemedicine for psoriatic 
disease report

A review of the opportunities 
and challenges, best practice 
examples and a call to action to 
inform and inspire your telehealth 
initiatives.

Core telemedicine  
priority areas

Principles for  
telehealth policy 

Demands and tactics from the 
Roadmap for advocacy and 
engagement planning.

Six key principles informed 
by 35 patient and consumer 
advocacy organisations could 
act as a blueprint or template 
for your own national telehealth 
standards work. 

Our demands Tactics for meeting our demands 

Models integrating telehealth should be 
considered in order to improve access to 
specialist care.
Recommend that telemedicine/digital health be 
added to the core content of health education 
and professional training programmes, and 
that investment be made in digital capacity and 
technologies.

• Governments should support the uptake of telemedicine by setting up a sustainable infrastructure for ease 
of access. Patient organizations should write to policymakers. 

• Advocate for the proficiency of HCPs in the use of digital technology to be raised within the clinical setting, 
to ensure the long-term care of patients with psoriatic disease. 

• Offer to provide patients with education and training in the use of teledermatology, to improve their 
awareness, perceptions and ability, and to help facilitate its uptake.

A protocol for the use of digital technology 
which reflects the desires and concerns of the 
patients must be established.
Address issues of privacy and security.

• Establish the extent to which telemedicine is used and what forms of regulation are in place to monitor 
its use. Contact other disease organizations to identify where telemedicine is currently being used and 
whether there is a need or opportunity to collaborate on the development of a guidance document or 
campaign for legislation integrating teledermatology services to be included or amended.

• Consult with patients about their concerns regarding telemedicine and establish ways in which these 
concerns can be appropriately addressed. 

• Encourage patient associations to voice concerns with the healthcare sector about digital transformation, 
i.e. concerns regarding privacy and confidentiality. 

• Read and share the National Psoriasis Foundation telehealth policy principles to educate patients about 
the benefits of telemedicine, and consider how these policies could be evolved and applied in national 
contexts in Europe.

• Work with other patient associations to develop recommendations for a protocol, and lobby for its use.

Roadmap actions

Digital transformation and using telemedicine to improve care
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3  Telemedicine for Psoriatic Disease Care 

COVID-19 and 
Explosion of Virtual 
Visits 

People living with psoriatic disease suffered 

from lapses in care due to the COVID-19 

pandemic. A postal survey of people living with 

psoriatic disease in Germany revealed that 

nearly 20 percent of respondents missed an 

appointment and 10 percent changed therapy 

due to the pandemic.xi Changes in treatment 

and appoints were associated with increased 

disease severity scores and more frequent 

flare-ups.xii In such an environment, 

teledermatology presents an especially 

valuable tool for ensuring care continuity and 

treatment stability. 

 

The telemedicine industry reacted quickly to 

the COVID-19 pandemic. Indeed, while globally 

the telemedicine has been on the rise for years, 

the unforeseen COVID-19 pandemic fueled 

exponential growth in the sector worldwide. 

The industry is anticipated to reach an almost 

unfathomable market-size of $218 billion by 

2026.xiii Analysis by McKinsey in the United 

States showed a 78 fold increase in 

telemedicine utilization during the peak of 

COVID-19-related lockdowns in April 2020; by 

July 2021, utilization stabilized at 38x that of 

pre-pandemic levels.xiv This represents a 4,347 

percent increase in telehealth claims between 

March 2019 and March 2020.xv In tandem, 

investments in telemedicine ventures have 

soared, with investments in 2020 outpacing 

2017 levels by 300 percent.xvi 

 

Dermatologists, in an effort to combat the mal-

effects of lapsed visits, quickly embraced virtual 

visits. Virtual consultations, or hybrid 

consultations where patients send pictures to 

the dermatologists ahead of a scheduled video 

call, were offered to people living with psoriatic 

disease to provide new diagnosis and follow-up 

to people with a known diagnosis of psoriatic 

disease. A global survey of dermatologists 

showed a three-fold increase in the practice of 

teledermatology as a result of the COVID-19 

pandemic, with just 26 percent of respondents 

reporting practicing teledermatology prior to 

the pandemic, and a full 75 percent reporting 

practicing virtual visits during the pandemic.  

 

The expansion of the offer for 

telemedermatology services was facilitated, at 

least in the United States, by temporary 

changes in legislation in terms of 

reimbursement, compensations for physicians, 

and privacy rules on patient information.xvii  

Perhaps even more significantly, more than 

two-thirds of respondents state that they 

expect to use teledermatology moving forward, 

even in a “post-pandemic” environment.xviii 

Reactions to the increase of virtual visits during 

the COVID-19 pandemic by people receiving 

treatment for psoriatic disease were mixed. A 

survey investigating preferences towards 

virtual visits or in-person visits distributed in a 

cohort of people receiving biological therapy 

showed that nearly 50 percent preferred 

telemedicine over an in-person visit for their 

next scheduled visit, with the most common 

reported reason for that preference being 

saving time and safety in relation to the risk 

presented by COVID-19.xix Conversely, the main 

reason to indicate a preference towards in-

person visits were limited access to video-

communications tools or lack of internet 

connection.  

  

should be used to increase patient access to care and stand ready to work with Congress, the 
Administration, and state governments, to ensure that all patients can continue to safely access 
appropriate telehealth services during and after the COVID-19 public health emergency.  

Principles 

Our 35 patient and consumer advocacy organizations believe that affordable, accessible, and adequate 
health insurance is key to improving the health and wellbeing of all people living in the United States. As 
such, we believe that legislation or regulations concerning telehealth should meet the following 
principles: 

1.       Improving Access through Equitable Coverage: Telehealth services should be covered by all health 
plans including, but not limited to, Medicare, Medicaid, the ACA Marketplace, and other federal and 
state regulated commercial health plans. Telehealth has become an essential tool to access care during 
the current COVID-19 pandemic and can help improve access to care over the long term. We support 
policies that expand coverage of essential telehealth services for all plans and payers.   

2.    Improving Access through Easing Technology Barriers: Telehealth services should be equitably 
available through easily usable technologies that are accessible to people with disabilities, with limited 
English proficiency, and limited technology. The option of audio-only communication is especially 
important for rural and low-income populations, as many of these patients lack internet access.  

3.       Preserving and Promoting Patient Choice: A patient should have the opportunity and flexibility to 
choose whether they will access care in-person or via telehealth technologies.  

I. Patient Cost-Sharing Obligations: We support policies that limit patients’ out-of-pocket costs 
for telehealth services to be no more than their in-person equivalent. When telehealth is an 
appropriate option, payers should not incentivize patients to seek out one setting over 
another for their health care; the decision to seek care in-person or virtually should be left 
to patients and their providers and be made on a case-by-case basis. Limiting patients’ cost-
sharing requirements for telehealth care to the rate for corresponding in-person services 
will ensure the patients are neither incentivized nor disincentivized from using the right care 
setting for them. We also support additional patient protections from excessive cost-sharing 
that may emerge as telehealth grows.  

II. Provider Payment: We support policies that enable providers to offer virtual services, where 
appropriate, to their patients. As described above, the payer should not promote one care 
modality over another; the decision about receiving a service telehealth or in-person should 
be a case-by-case decision between a patient and his/her provider. Payers should reimburse 
providers at a sustainable rate that allows them to continue offering this option to their 
patients.  

III. Utilization Management: Utilization management tools should not be used by health plan 
payers to push providers or patients towards a particular care setting or to determine or 
limit visit frequency for telehealth appointments.  

IV. Network Adequacy: Telehealth should supplement, not supplant, provider networks. Plans 
must maintain in-person networks to existing or stronger network adequacy requirements. 
Plans must also ensure that patient referrals to other providers, including specialists, are 

 

 

 

 

 

 

 

 

Principles for Telehealth Policy 
Background 

Telehealth has long been an important care delivery method for improving access in underserved 
communities, particularly rural areas, areas with physician shortages, and areas with limited access to 
primary care services.  However, the COVID-19 pandemic has highlighted the role of telehealth in 
helping patients continue to receive timely and safe health care services and treatments from their 
providers. Telehealth -- including telemedicine and telemental health -- helps reduce gaps in access to 
services and care, including access to primary care and specialized providers when in-person visits are 
not a safe or feasible option. 

In response to the public health emergency, federal and state agencies provided new, and in some cases 
time-limited, flexibilities to increase access to telehealth. Our organizations believe telehealth can and 
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https://npf-website.cdn.prismic.io/npf-website/12ec08fb-7bc8-4663-9f91-c1583be66c01_FINAL+Principles+for+Telehealth+Policy+_8_27_2020.pdf
https://npf-website.cdn.prismic.io/npf-website/12ec08fb-7bc8-4663-9f91-c1583be66c01_FINAL+Principles+for+Telehealth+Policy+_8_27_2020.pdf
https://ifpa-pso.com/resources-tools/ifpa-forum-roadmap-europe
https://ifpa-pso.com/resources-tools/telemedicine-for-psd
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Putting the playbook into action    
Here are examples on how you can use the resources and tools in this playbook.  

Theme Challenge Audience Tool Learning resource

Mental health, 
stigma and  
quality of life

Eliminate the 
stigmatization of people 
with psoriatic disease

General public, 
family, friends

Social Media Toolkit - link

Media story for pitching locally 

Breaking the vicious cycle – 
Report - link

Access to care, 
earlier diagnosis 
and financing

Advocate for a 
multidisciplinary approach
in caring for people living 
with psoriatic
disease to support better 
managing the
disease and detecting 
comorbidities

Educate 
policymakers,  
health payers, 
primary health  
care providers

IFPA’s Resources for Universal 
Health Coverage 

Tools and resources - link

Advocacy toolkit for UHC - link

Letter to politician to Ministry of 
Health - link

Our vision for psoriatic 
disease and universal 
health coverage –  
Report - link

Health workforce 
for better diagnosis 
and treatment

Embed shared decision-
making between 
providers and patients to 
guide treatment choices

GP’s, family doctors, 
nurses, midwives, 
all front-line primary 
health care providers

WHO video – Let’s talk about 
people-centred care - link

Report - Psoriatic disease and 
primary care - link

Meeting in a box for roundtable or 
one-on-one - link

Guide to [new] treatments 
approved by EMA for 
people living with psoriatic 
disease (e.g.) - link

Digital 
Transformation  
and telemedicine  
to improve care

Seek to improve access 
to care for people in 
places challenged by a 
lack of local expertise 

Policymakers, 
health systems, 
specialist centres of 
excellence 

Report – Telemedicine for  
psoriatic disease care - link

Best practice resource: 
National Psoriasis 
Foundation telehealth 
policy principles - link

A playbook with tools 
for action

Thematic action areas

Mental health, stigma, 
and quality of life 

Access to care through 
earlier diagnosis and 
better financing

Health workforce for 
better diagnosis and 
treatment	

Involving patient 
associations and their 
members in decision-
making  

Digital transformation 
and telemedicine to 
improve care

Putting the playbook 
into action

Tools and resources
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http://cms.ifpa-pso.com/tools/IFPA-Toolkit_Media-guidance-and-letter_final.docx
https://ifpa-pso.com/resources-tools/inside-psoriatic-disease-mentalhealth
https://ifpa-pso.com/resources-tools/advocacy-toolkit-for-universal-health-coverage
http://cms.ifpa-pso.com/uploads/IFPA-Toolkit_Letter-to-a-politician_IFPA_final.docx
https://cms.ifpa-pso.com/tools/UHC-Toolkit.pdf
https://www.youtube.com/watch?v=rM9QAxFSBMU
https://ifpa-pso.com/resources-tools/psoriatic-disease-and-primary-care-report
http://cms.ifpa-pso.com/tools/IFPA-Europe-playbook_meeting-in-a-box-tool_final.pptx
https://www.ema.europa.eu/en/documents/scientific-guideline/guideline-clinical-investigation-medicinal-products-indicated-treatment-psoriasis_en.pdf
https://cms.ifpa-pso.com/uploads/IFPA-Telemedicine-for-psoriatic-disease-report.pdf
https://www.psoriasis.org/telehealth-policy-principles/
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Tools and resources archive   

Tools

IFPA Mental health and psoriatic 

disease toolkit - link

IFPA advocacy toolkit for Univeral 

Health Coverage - link

IFPA Social media toolkit on psoriatic 

disease and diabetes - link

Letter to a politician or Ministry  of 

Health with clear ask for (selectable) 

themes - link

Media story for pitching locally - link

Medical appointment checklist - link

Meeting in a box for roundtable or 

one-on-one - link

Videos

Awareness-raising video of the 

mental health impacts of psoriatic 

disease - link

Online Gaming: A resource kit for  

activation - link

What is people-centred care? - link

Resources

Addressing NCDs: Psoriasis and its 

Co-morbidities - link

A practical guide to strategic 

advocacy planning  - link

Checklist for your clinical  

journey  - link

IFPA Forum Roadmap Europe - link

Factsheet on Universal Health 

Coverage - link

Healthier together – EU 

noncommunicable diseases  

initiative - link

The GPP Charter - link

Principles for telehealth policy - link

Promote a better understanding of 

the link between mental health and 

psoriatic disease - link

Real-world research study - link

White paper on Universal Health 

Coverage - link

WHO Resolution on psoriasis - link

WHO Global report on psoriasis - link

Working it out - link

Psoriasis and primary care  

report - link

Telemedicine for psoriatic disease 

report - link

2022 Global Week for Action on 

NCDs: Actions for Alliances - link

A playbook with tools 
for action

Thematic action areas

Tools and resources

Tools and resources 
archive

Steps from advocacy  
to action

Reach out
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https://ifpa-pso.com/search?search=mental%20health
https://cms.ifpa-pso.com/tools/UHC-Toolkit.pdf
https://ifpa-pso.com/resources-tools/social-media-toolkit-on-psoriatic-disease-and-diabetes
http://cms.ifpa-pso.com/tools/IFPA-Toolkit_Media-guidance-and-letter_final.docx
http://cms.ifpa-pso.com/tools/IFPA-Toolkit_Media-guidance-and-letter_final.docx
https://www.psoriasis.com/content/dam/psoriasis/documents/us-immd-200409-doctor-discussion-guide-pdf-blank-condensed-pdf-5-11-21_r3.pdf
http://cms.ifpa-pso.com/tools/IFPA-Europe-playbook_meeting-in-a-box-tool_final.pptx
https://www.youtube.com/watch?v=ldwzPt7jHOo
https://cms.ifpa-pso.com/uploads/Online-Gaming-Resource-Kit.pdf
https://www.youtube.com/watch?v=pj-AvTOdk2Q
https://cms.ifpa-pso.com/tools/Psoriasis_NCDs_Brief_EN_WEB.pdf
https://ncdalliance.org/sites/default/files/resource_files/NCDA_PracticalGuideforStrategicAdvocacy_English_Final.pdf
https://cms.ifpa-pso.com/tools/Pages-from-The_EuroGuiDerm_Psoriasis_GL_IFPA_patient_guide_Aug_2020.pdf
https://ifpa-pso.com/resources-tools/ifpa-forum-roadmap-europe
https://cms.ifpa-pso.com/tools/UHC-Toolkit-factsheet.pdf
https://health.ec.europa.eu/system/files/2022-06/eu-ncd-initiative_publication_en_0.pdf
https://cms.ifpa-pso.com/uploads/GPP_Charter_full_version.pdf
https://npf-website.cdn.prismic.io/npf-website/12ec08fb-7bc8-4663-9f91-c1583be66c01_FINAL+Principles+for+Telehealth+Policy+_8_27_2020.pdf
https://ifpa-pso.com/resources-tools/psoriatic-disease-and-mental-health
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9114260/pdf/40801_2021_Article_290.pdf
https://cms.ifpa-pso.com/tools/White-paper-on-UHC-2023.pdf
https://apps.who.int/gb/ebwha/pdf_files/WHA67/A67_R9-en.pdf
https://apps.who.int/iris/bitstream/handle/10665/204417/9789241565189_eng.pdf.psoriasis?sequence=1
https://workingitout.ca/en/
https://cms.ifpa-pso.com/tools/PsoriasisandPrimaryCareReport_FINAL.pdf
https://ifpa-pso.com/resources-tools/telemedicine-for-psd
https://actonncds.org/resources
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Steps from advocacy to action

Over the past three years, several steps have been taken 
to guide IFPA member associations in Europe along the 
pathway from hosting a regional Forum event to producing 

an actionable IFPA Forum Roadmap Europe for establishing 
psoriatic disease as a health care priority, and for improving 
day-to-day experiences of people living with the disease.

2021 2022 2023 2024

Forum preparation

IFPA Forum 2022 themes

Briefing book: Speaking  
up for psoriatic disease  
in Europe

Forum event

IFPA Forum Europe 2022

Post-event Beyond the Forum

IFPA Europe Action Playbook

Roadmap for patient associations 
to improve care for people with 
psoriatic disease

Together, we 
are working 
towards 
psoriatic 
disease being 
recognized as  
a serious non-
communicable 
disease in 
Europe.

A playbook with tools 
for action

Thematic action areas

Tools and resources

Tools and resources 
archive

Steps from advocacy  
to action

Reach out
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https://cms.ifpa-pso.com/uploads/IFPA_Forum-Report_Digital_BB-FV.pdf
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Reach out  

Read more

https://ifpa-pso.com

Contact

info@ifpa-pso.com

Slottsbacken 8 
111 30 Stockholm, 
SWEDEN

Follow

Facebook

Instagram

LinkedIn

Twitter

TikTok

Youtube

Subscribe

Newsletter

A playbook with tools 
for action

Thematic action areas

Tools and resources

Tools and resources 
archive

Steps from advocacy  
to action

Reach out
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https://www.facebook.com/psoriasisIFPA
https://www.instagram.com/psoriasisIFPA/
https://www.linkedin.com/company/psoriasisifpa/
https://www.youtube.com/channel/UCwXkMxaHmFdhwbWGg-CKt1Q
https://twitter.com/psoriasisifpa
https://www.tiktok.com/@psoriasisifpa
https://ifpa-pso.com
https://ifpa-pso.com/search?search=newsletter%20sign%20up
mailto:INFO%40IFPA-PSO.COM?subject=

