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A playbook for 
advancing advocacy
This playbook offers practical support for advocates and members of patient organizations, 
empowering them to raise awareness and visibility of psoriatic disease as a significant 
health concern that demands improved treatment and care. Its purpose is to assist patient 
associations in crafting tailored action plans at the local level. 

The playbook is structured around four core themes that reflect areas where action must be 
advanced for people living with psoriatic disease in the region. The themes include enhancing 
access to care for individuals with psoriatic disease, prioritizing mental health, addressing 
comorbidities associated with psoriatic disease, and understanding the social and familial 
impact of the condition.

By connecting suggested action steps for each theme with available tools and resources, the 
playbook aims to guide and inspire advocates in developing an advocacy plan. This plan is 
intended to enhance recognition, awareness, diagnosis, treatment, and care for individuals 
living with psoriatic disease in communities and on a national scale.
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Building a better 
understanding of 
psoriatic disease in 
Asia
Addressing psoriatic disease has become a global priority because of the sustained efforts of 
IFPA and its members, who continue to campaign actively for its recognition as a serious non-
communicable disease. The IFPA Forum Asia 2023 aimed to unite stakeholders from across 
the psoriatic community and promote regional and national action.

Before the forum, a variety of reading materials were created to involve IFPA members and 
encourage meaningful discussions during the event. The forum served as a crucial platform 
for dialogues that have since led to the formulation of specific advocacy initiatives suggested 
for patient associations to pursue in key areas requiring improvement.

IFPA Forum Asia 2023 resources 
The theme briefs unfold the key challenges and priority asks for asserting policy action in four 
areas: 

The briefing book highlights some key issues that need to be addressed to improve the lives 
of people living with psoriatic disease. The briefing book is available in six languages: English, 
Japanese, Korean, Traditional Chinese, Malay, Tagalog. 

The roadmap provides a clear set of advocacy demands and practical strategies to guide 
efforts to improve psoriatic care in Asia.  

The playbook provides examples from the region and internationally that illustrate how 
advocacy approaches have been applied in other contexts.

Access to care for people 
with psoriatic disease
People with psoriatic disease should have access to 
comprehensive, accessible, affordable, individually 
adapted treatment, including early diagnosis, 
routine screening and professional medical care. 
Yet, this is not always the case. There are various 
reasons why a person may not get the treatment 
and care they need at the time they require it. 
These reasons include, among others, how the 
healthcare system is set up and operates, the 
geographical location or distribution of health 
services, the availability or affordability of medicines 
or treatments, the policies in place, or because 
personal factors such as stigma or shame prevent 
them from seeking care.

THE UNIVERSAL HEALTH COVERAGE 
AGENDA 
Access to care for people with psoriatic disease is a critical 
concern. It is especially relevant as part of the Universal 
Health Coverage (UHC) agenda and global health goals 
for achieving UHC. The World Health Organization 
(WHO) defines UHC as a situation where “all individuals 
and communities receive the health services they need 
without suffering financial hardship.”1 UHC aims to 
ensure that everyone has access to quality healthcare 
services, including early detection, prevention, treatment, 
rehabilitation, and palliative care.

THE CHALLENGES 
Adequate access to care for individuals with psoriatic 
disease is essential for improving wellbeing and quality of 
life. However, several challenges may hinder the provision 
of appropriate care for people living with psoriatic disease 
within the UHC framework:  

Delayed diagnosis or misdiagnosis  
Early diagnosis and prompt treatment are crucial for 
managing psoriatic disease effectively.2 Factors that may 
delay diagnosis or lead to misdiagnosis include: 

Limited awareness and understanding: Both among the 
general public and healthcare providers, there may be 
misconceptions and a lack of knowledge about psoriatic 

disease, its symptoms, and the associated comorbidities. 
This can result in delayed diagnosis and suboptimal 
treatment.3,4 

Cultural issues: Bias and/or stigma within a person’s culture 
or community that may prevent or delay an individual with 
psoriatic disease from seeking a diagnosis and treatment.5 

Healthcare professional capabilities: Inexperience of 
healthcare professionals at the primary care level with 
identifying and diagnosing psoriatic disease.3

Inequitable or restricted access to healthcare 
Access to and availability of affordable services and 
medicines within a reasonable distance are essential for a 
person living with psoriatic disease. 

Access to specialized care: Psoriatic disease often requires 
specialized care from dermatologists, rheumatologists, or 
other healthcare professionals with expertise in managing 
the condition and its comorbidities. However, there 
may be a shortage of such professionals, particularly in 
resource-limited settings, leading to inadequate care and 
management of the disease.6,7  

Healthcare system barriers: How the health system is 
organized, policies, the referral system, or infrastructure may 
make it difficult for people with psoriatic disease to access 
specialized care.8 

Limited, access, availability, or high cost of care and 
treatment 
Psoriatic disease is a chronic disease that requires long-term 
treatment to help manage the condition. 

Cost of care and treatments: People with psoriatic disease 
have more health expenses, for example, pay for nursing 
care out-of-pocket.9 Many of the treatments for psoriatic 
disease, such as biological therapies, can be expensive.10

If these treatments are not covered or only partially covered 
by health insurance or government-funded programs, they 
may be inaccessible to many people with psoriatic disease, 
leading to disparities in care.11 
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Addressing and 
managing comorbidities  

THE CHALLENGES 

Misconceptions, poor awareness, and knowledge 
gaps
Widespread misunderstanding of the nature of the disease 
and a lack of awareness about the connection between 
psoriatic disease and comorbidities make it challenging to 
provide proper care and achieve the best possible outcomes 
for individuals living with psoriatic disease in Asia.18 One of 
the misconceptions is that psoriatic disease is a cosmetic 
disease that only affects the skin instead of a chronic disease 
that is also linked to other serious NCDs. 

A shortage of information regarding the prevalence and 
effects of comorbidities in people with psoriatic disease in 
Asia highlights the urgent need for increased awareness and 
education among patients and healthcare professionals.19 

Poorly defined clinical pathways or limited 
resources for effective diagnosis   
Prevention and optimal management of psoriatic disease 
comorbidities include monitoring comorbidities’ onset, 
severity, and disease progression.20 Early diagnosis of 
comorbidities can improve health outcomes and avoid more 
serious health complications.21 Several challenges can hinder 
the prevention and optimal management of comorbidities in 
people with psoriatic disease: 

Limited access to healthcare: In some parts of Asia, access 
to healthcare services is limited, particularly in rural or remote 
areas.22 This makes it difficult for individuals with psoriatic 
disease to receive regular check-ups, monitoring, and 
appropriate treatment for comorbidities. 

Lack of specialized healthcare professionals: There is 
a shortage of healthcare professionals with expertise in 
managing psoriatic disease and its comorbidities, leading 
to suboptimal care and reduced awareness of the condition 
among general practitioners.23 

Optimal treatment of psoriatic disease and its 
comorbidities requires shifting to a people-centered, 
multidisciplinary, and health service model. Person-
centered care is essential to improve the quality of 
life for people living with psoriatic disease. 

PSORIATIC DISEASE AND 
COMORBIDITIES
Psoriatic disease can increase the risk of developing 
comorbidities associated with the disease, such as 
cardiovascular disease, diabetes, psychological/psychiatric 
disorders or Chron’s disease.1,2 Comorbidities can be 
common in individuals with psoriatic disease, impacting their 
quality of life, and can drive healthcare costs.3 For example, 
in some Asian populations, metabolic syndrome is far 
more likely in a person with psoriatic disease than without, 
thus putting the person at risk for cardiovascular disease, 
diabetes, stroke, and other serious health problems.4 A 
person with an immune-mediated disease like psoriatic 
disease is also at greater risk of getting COVID-19 than 
someone unaffected by such a disease.5 Living with a 
serious noncommunicable disease (NCD) like psoriatic 
disease and other chronic conditions can also be stressful, 
leading to anxiety and depression.6 

Comorbidities of psoriatic disease

Cardiovascular disease7-9 

Inflammatory bowel disease10 

Obesity11 

Eye conditions12 

Cancer13 

Non-alcoholic fatty liver disease (NAFLD)14 

Osteoporosis15 

Gum disease16 

Jaw or jaw hinge disorders17
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Mental health plays a crucial role in managing 
psoriatic disease, as individuals with this 
condition may encounter emotional challenges 
such as anxiety, depression, stigma, feelings of 
embarrassment or shame, and even thoughts or 
attempts of suicide. The mental health burden 
can be just as intense as the physical symptoms 
experienced by these individuals. People with 
psoriatic disease are at higher risk for developing 
depression and anxiety and are, therefore, more 
likely to have these mental health issues.1,2  

In recent years, mental health has received far greater 
attention and is increasingly prioritized in global health 
agendas on noncommunicable diseases, several of 
which are comorbidities of psoriatic disease. Thus, the 
psychological impact of psoriatic disease is increasingly 
seen as an essential aspect of the disease. 

Mental health issues, stigma and discrimination 
The relationship between psoriatic disease and wellbeing 
is complex and multi-faceted.3 Worsening mental health 
can lead to self-harm.4 Moreover, psoriatic disease, 
depression and anxiety are inflammatory conditions that 
cause chronic inflammation and influence each other.1 
Thus, psychological stress can worsen psoriatic disease 
and the other way around, while depression is an obstacle 
to adherence to treatment, perpetuating this vicious cycle.5  

Depression and anxiety are the most common mental 
disorders worldwide.6 In Asia, a person living with 
psoriatic disease is more likely to experience anxiety 
and depression than someone without the condition.1,2 
Inflammation is a common factor between psoriatic 
disease and depressive disorders.2 

Suicidal ideation and attempts at suicide are far more 
common in people with psoriasis.4,7 Suicidal ideation can 
include thoughts like not wanting to wake up the next day 
to escape pain inflicted by the condition.
In a survey from the Philippines, 27% of respondents with 
psoriasis reported experiencing suicidal thoughts – all of 
whom were also said to have depression and anxiety.8 

Stress also plays a role. Stress causes flare-ups and 

increased anxiety. In turns, flare-ups can cause stress. It 
may arise from social stigma, financial hardship, and worry 
about covering medical costs or maintaining employment, 
feeling unable to cope with life’s usual demands.3

Physical symptoms of the disease – such as joint pain 
or skin itch –can be emotionally distressing, lead to poor 
sleeping patterns, fatigue, and negatively affect mental 
health.3  

Cultural norms, including superstitions, discrimination, 
and social stigma, can lead to self-stigma, where a person 
feels self-conscious, embarrassed, or ashamed.3,9 

THE CHALLENGES 

Mental health is misunderstood and stigmatized 
Stigmatization of mental health disorders, including 
negative attitudes towards families caring for the mentally 
ill, persists in many Asian countries, particularly where 
conformity and fear of losing face are paramount.10  

A lack of healthcare provider understanding of mental 
health issues and that psoriatic disease is a complex 
systemic disease with a range of psychological, social 
and physical impacts in the clinical setting can lead to 
inadequate detection, diagnosis, and treatment.11 

A person with psoriatic disease may not be aware of 
mental health signs and symptoms and how to ask for 
help.12 

Inadequate clinical guidelines, pathways, and 
services 
For a person to receive adequate and effective treatment 
and care, the right policies, practices, and support services 
must be available.  

Mental health is not fully integrated into clinical guidelines 
and policies for psoriatic disease.14 In certain Asian 
countries, local guidelines for managing and treating 

Mental health and 
psoriatic disease 
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Social and familial impact 
of psoriatic disease
Psoriatic disease can significantly impact the social 
and familial life of people living with the condition 
in Asia. The visible nature of the disease and its 
social stigma can lead to embarrassment and social 
isolation, which can negatively impact a person’s 
quality of life. People with psoriatic disease may 
also face discrimination and limited opportunities in 
education and employment due to the visible nature 
of the condition. 

In Asia, where family and social connections are highly 
valued, the impact of psoriatic disease on social and family 
life can be particularly pronounced. Psoriatic disease 
can affect people at different life stages and impact their 
interactions with family, friends or co-workers and how 
they contribute to society. 

THE CHALLENGES 

Social stigma and discrimination 
Psoriatic disease at a young age can leave damaging 
social, personal, and emotional scars.1 Both the youth 
and their parents can be affected, and there is growing 
evidence that there may be an increased risk of 
developing childhood psychosocial and mental health 
problems in relation to having psoriatic disease.1,2 

Family members, especially parents who have a child 
with psoriatic disease, may feel guilt towards their child, 
which can have negative emotional and/or psychological 
consequences for both the parent and child.1 

Securing gainful employment due to prevailing stigma 
can be a challenge for people with psoriatic disease. The 
impact of stigma and discrimination is poorly understood, 
even by primary healthcare physicians.3 Many people, 
due to social stigma and other personal reasons, have not 
come forward to seek treatment, and this may lead to a 
worsening of their condition. 

Workplace opportunities and workforce 
engagement 
Studies show that people with psoriatic disease are 
more likely to have fewer opportunities to be hired, 
and have missed work due to poor health and that the 
disease impacts productivity, burdening the economy and 
workforce.4,5 

Lower levels of engagement at work: Poor health can 
negatively impact a person’s capacity to contribute fully at 
work. 
In a survey from the Philippines, 62% of respondents 
reported they had been prevented from fully engaging in 
work or school activities because of their psoriasis (38% 
frequently did so), and 69% have had work/school affected 
by psoriasis (45% frequently so).6 

Lower earnings and unemployment: Missed days at work 
can seriously impact a person’s wages and cause a person 
to be unable to work, affecting household income.6 People 
with psoriatic disease also tend to have higher healthcare 
expenditures and sick days off from work and to be 
accompanied by family members to medical appointments 
or hospital visits.7

Impact on family members
Psoriatic disease is a chronic and sometimes disabling 
health condition that can greatly impact the whole family, 
especially in Asia, as caregiving responsibility is often kept 
within the family. Caring for a relative’s chronic condition 
may affect family members in many ways, impacting their 
emotional and psychological wellbeing.

Social exclusion from stigmatization can be hard to cope 
with when it affects a close family member– it may even 
extend to the family caring for the person, causing stress 
and mental distress. 

Caregivers may be family members, close relatives, or 
friends, which can strain relationships or the person caring. 
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Amplifying the voices 
of people living with 
psoriatic disease in Asia 

BRIEFING BOOK July 2023
This briefing book aims to promote regional 

action and collaboration to improve the lives 

of people with psoriatic disease in Asia. 

Speaking 
up for 
psoriatic 
disease  
in Asia
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20 years of advocacy

2006 
IFPA identifies a need to advocate 
for psoriasis on a national and 
international scale   

2009  
New evidence prompts IFPA to draft and 
send a policy paper on psoriasis to the 
World Health Organization 

2014 
The World Health Assembly adopts a 
resolution on psoriasis  

2016  
The World Health Organization releases 
a report with recommended actions for 
advocates, health care decision-makers 
and policymakers  

RegionalGlobal

2022  
IFPA hosts the first regional IFPA 
Forum 2022 in Europe

2023 
IFPA, in partnership with PsorAsia, 
hosts the second regional forum: 
Speaking Up for Psoriatic Disease  
in Asia

2023  
The Psoriatic Disease Response 
Index - Western Pacific measures health 
systems’ responses to psoriatic disease in 
five countries in the Asia-Pacific region 

2010 
PsorAsia is established and  becomes 
a member of IFPA to represent the 
interests of people living with psoriatic 
disease in the Asia-Pacific region  

Learn moreLearn moreDownloadDownload

Learn more DownloadDownloadDownload
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IFPA Member 
support
IFPA members can access a variety of information and resources, including project funding 
and training. 

IFPA member training 
Creating capacity-building opportunities for IFPA members is an important function of the 
organization. 

IFPA MEMBER SUPPORT

Download

Learn more

IFPA Accelerator is a skills-building program for patient 
advocates. The program includes a virtual project 
planning course for IFPA members with instructions, 
advice and helpful exercises for learning about 
each step of the project development process from 
conceptualization to completion.

The IFPA website hosts a variety of resources to 
strengthen national advocacy, awareness, or peer 
support. Toolkits, webinar recordings, statements, white 
papers, or reports are openly available on the IFPA 
website under tools and resources.
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Project funding
IFPA supports efforts worldwide to strengthen patient organization’s ability to act.

The Solidarity Fund 
The IFPA Solidarity Fund was created to address the funding gap many members face by 
awarding grants to support psoriatic disease advocacy, education and awareness-raising. 
IFPA member organizations can apply. Learn more.

Project Rare GPP funding
Project Rare GPP’s vision is to improve associations ability to help meet the needs of those 
living with generalized pustular psoriasis (GPP), that are too often left behind, and who are 
most in need of relief. Funding is allocated for patient organizations that want to:

	y connect and improve wellbeing and quality of life of those affected

	y inititiate projects to improve patient experience

	y provide or support participation in education or networking events. 

Patient associations can apply for funding through IFPA. Projects are prioritized according to 
impact, reach and collaboration and three-year program awards are granted on a regular basis. 
Apply here.

Better practice 

Philippines: Psoriasis Philippines (PsorPhil) GPP CARE project 
The project is a comprehensive initiative to enhance support for people living with GPP 
through consolidated assistance, research, and education. This involves building a network 
with patients, doctors, and researchers. It is designed to provide enhanced care to individuals 
with GPP through various initiatives, including a patient-powered registry, GPP support group, 
patient rescue activities, networking with hospitals, and collaboration with different trial sites.  

Malaysia: GPP Patient Support (GPS) Navigator Program  
The program trains volunteer ‘Navigators’ to offer psychosocial, health literacy, and emotional 
support to individuals coping with GPP. It is a component of a collaborative effort involving 
patient organizations, GPP specialist centers, and medical societies, all working together 
to assist patients throughout their GPP journey. It focuses on fulfilling patients’ needs for 
emotional support, access to information, and a sense of community throughout their 
experience with GPP. 

Tools and resources
The GPP Charter

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

Download

The GPP Forum 
report

The GPP Forum has been supported by Boehringer Ingelheim GmbH.

GPP FORUM REPORT

Download
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Uplift Innovation Program 
The program is geared towards helping doctors and patients have 
more transparent conversations about plaque psoriasis and psoriatic 
arthritis. Grant awards are given to organizations to support projects 
encouraging open discussions about a patient’s health and treatment 
objectives and enhancing collaboration. 

Start-up Fund 
Advocates for psoriatic disease, individuals dedicated to supporting 
patients with psoriatic disease, and representatives from 
organizations that aid those with psoriatic disease in their countries 
can approach IFPA about the eligibility criteria for applying for 
funding when starting a new patient association. 

www.ifpa-pso.com
info@ifpa-pso.com 1

Good Care Checklist 
for your psoriatic arthritis journey
 
The checklist below is designed to improve your experience with clinical treatment.
Group for Research and Assessment of Psoriasis and Psoriatic Arthritis (GRAPPA): 
updated treatment recommendations for psoriatic arthritis 2021 can be found here. 

Getting ready to visit the doctor – Rheumatologist, 
Dermatologist or Healthcare provider: 

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 and download the treatment guidelines for your healthcare provider 
to make sure you don’t forget anything.

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 a 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.

Download
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Good Care Guidelines 
for psoriatic arthritis

Reassess Response to Therapy and Toxicity

Peripheral
Arthritis

Initiate Therapy
NSAIDs,

IA steroids,
DMARDs

(MTX, CsA, SSZ, LEF),
Biologics (anti-TNF)

Initiate Therapy
Topicals

PUVA/UVB
DMARDs

(MTX, CsA, etc),
Biologics (anti-TNF)

Initiate Therapy
NSAID

PT
Biologics (anti-TNF)

Initiate Therapy
NSAID

Injection
Biologics (anti-TNF)

Initiate Therapy
NSAID

Injection
Biologics (anti-TNF)

Skin and Nail
Disease Axial Disease Dactylitis Enthesitis

Establish Diagnosis of Psoriatic Arthritis

www.ifpa-pso.com
info@ifpa-pso.com
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PSORIATIC ARTHRITIS & 

Reproductive
Health

Download

PSORIATIC ARTHRITIS & 

Intimacy

Download

Download

PSORIATIC ARTHRITIS & 

Children

Download

Watch

Learn more

Living with psoriatic 
arthritis – checklist 
and toolkits 

Treatment guidelines 
for psoriatic arthritis 
– what’s new 

PSA and Mental Health 
Reproductive Health booklet  PSA and Intimacy booklet  

Social media toolkit

PSA and childcare booklet
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IFPA: The Good Care Initiative
The Good Care initiative strives to promote advocacy and enhance understanding of psoriatic 
arthritis. In this initiative, IFPA aims to partner with rheumatologists and the patient community 
to raise awareness about new treatment guidelines, aiming to enhance the quality of life for 
individuals with psoriatic disease worldwide. 

Tools and resources
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Getting started 
The following section provides a variety of links to resources, tools, and good practices. 
These include good practice cases from the Asian Region and other countries and regions 
worldwide. The aim of sharing these resources, tools, and good practices is to spark 
inspiration for developing local strategies and action plans that align with the roadmap.

How to navigate this section 
The section is set out as follows: 

The IFPA Asia Roadmap and framework 
The roadmap is the primary outcome document from the IFPA Forum Asia 2023. The purpose 
of the roadmap is to set the strategic direction for advocacy action in the Asian Region. 
In the roadmap, a framework sets out the goals and several priorities for each of the four 
thematic areas for focusing action. The priority asks emerged and were refined as part of the 
consultative process leading up to the IFPA Forum Asia 2023 and at the event itself. 

Download a poster with the framework as outlined in the roadmap

ROADMAP ACTIVATION 

Themed section headers 
There are four section:

	y Access to care

	y Managing and 
addressing comorbidities

	y Mental health and 
psoriatic disease

	y Social and familial 
impact of psoriatic 
disease 

Priority asks 
For each priority ask, a list 
of actions is proposed for 
advancing advocacy in 
relation the specific priority 
ask. A full list of priority 
asks is available in the IFPA 
Asia Roadmap document. 
Learn more. 
 
 
 
 
 

Better practices/Tools and 
Resources 
A selection of examples 
has been identified to 
illustrate how proposed 
asks/actions were 
manifested in other 
countries within the region 
or globally.  
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Roadmap to improved 
care for psoriatic 
disease in Asia
Access to care
People with psoriatic disease should 
have access to comprehensive, 
individually adapted treatment, including 
professional medical care, but this is not 
the reality for many people living in Asia.

Goal
Improve access to treatment and care 
for people with psoriatic disease

Priority asks
1. Increase awareness of psoriatic 

disease among health care 
professionals, especially primary 
care frontline health workers.

2. Develop guidelines and protocols 
for diagnosing and managing 
psoriatic disease, including 
recommendations for early 
diagnosis, routine screening, and 
appropriate, adequate, and timely 
treatment.

3. Address health care system 
challenges that prevent equitable 
access to treatment and care.

4. Improve access to biologic 
therapies and other advanced 
treatments for psoriatic disease, 
including reducing barriers to 
reimbursement and increasing the 
availability of these therapies in 
Asia.

Addressing and 
managing  
comorbidities
Individuals with psoriatic disease face 
a higher risk of comorbidities, including 
mental, physical, and metabolic 
conditions. Individuals, especially those 
at high risk, must be detected early 
and receive an accurate diagnosis and 
comprehensive care before their health 
worsens.

Goal
Seek to ensure effective, holistic 
care for psoriatic disease and its 
comorbidities

Priority asks
1. Increase awareness among 

health care professionals: Train 
professionals to screen for 
comorbidities in psoriatic disease 
patients and refer them for 
treatment when necessary.

2. Promote patient education and 
awareness of comorbidities and 
their risk factors: Educate patients 
about regular check-ups, screening 
for comorbidities, the importance 
of early detection and lifestyle 
modifications, and risk reduction 
strategies.

3. Improve access to care: Improve 
access to care, especially in 
rural and underserved areas, by 
increasing the number of trained 
health care professionals, improving 
diagnostic and treatment facilities, 
and using digital technologies.

4. Encourage person-centered and 
multidisciplinary care: Encourage 
a multidisciplinary approach that 
includes patients in treatment 
decisions, involving collaboration 
between specialists to address 
the disease’s physical and 
psychological aspects.

Mental health 
and psoriatic  
disease
Psoriatic disease and mental health are 
closely linked.  Psychological effects like 
anxiety, depression, embarrassment, 
and shame may even lead to thoughts 
of or attempts of suicide. Suicidal 
ideation can be relatively common 
among people with psoriatic disease in 
Asia.1,2

Goal
Work towards the recognition of 
mental health in psoriatic disease and 
clinical treatment and care

Priority asks
1. Help capacitate health care 

providers to identify and address 
mental health needs: Encourage 
that patients are screened, 
provided counseling, psychiatric 
evaluation referrals, and that mental 
health care be integrated into 
treatment plans.

2. Motivate individuals with psoriatic 
disease to seek out mental health 
care and support:  Set up and 
facilitate participation in support 
groups. Capacitate patients to talk 
with their health care providers 
about mental health topics, explore 
therapy options, and advocate for 
their mental health needs.

3. Raise awareness about mental 
health, reduce stigma and 
discrimination: Advocate for 
increased access to mental health 
care and support for people with 
psoriatic disease. Support public 
education campaigns and patient 
support groups to reduce stigma 
and raise awareness about the 
mental health impact of psoriatic 
disease.

4. Campaign government and 
policymakers for increased 
funding and policy support: Ask 
for integrated mental health care 
while encouraging the formation of 
mental health professionals at all 
levels, including community-based 
professionals. 

Social and 
familial impact of 
psoriatic disease 
Psoriatic disease significantly impacts 
a person’s quality of life, affecting 
social activities, work, and family time. 
Social stress worsens psoriasis, leading 
to flare-ups, mental distress, and 
potential mental health issues, impairing 
employment prospects. In Asia, family 
members frequently have caregiver 
responsibilities that may cause 
emotional and financial challenges.

Goal
Advocate for greater awareness 
about psoriatic disease and support 
individuals, their families, and 
caregivers to better cope with a 
chronic disease

Priority asks
1. Educate employers about 

creating a supportive workplace: 
Ask employers to provide a 
flexible work environment with 
accommodations such as flexible 
working hours, remote work 
options, and ergonomic equipment. 
Raise awareness about the disease 
and its impact on individuals to 
foster understanding among 
employees and their families. 

2. Highlight the need for 
policymakers to promote social 
and familial support: Make 
policymakers aware of the 
necessity to provide access to 
affordable health care and mental 
health services, promote workplace 
accommodations, and allocate 
resources to reduce stigma and 
discrimination. 

3. Provide a community for patient 
association members: Consider 
ways to reduce social isolation for 
people with psoriatic disease. Offer 
opportunities for learning, sharing 
experiences, and emotional support 
with support groups for people 
with psoriatic disease as well as 
caregivers/family members. 

4. Encourage family members 
related to a person with psoriatic 
disease and friends to provide 
support: Teach them how to offer 
understanding, empathy, and 
emotional support, and encourage 
seeking professional help. Help 
reduce social isolation by inviting 
loved ones to social events and 
activities. Connect with other 
families to receive and offer support.

1. Online. 2020 Survey on psoriasis Philippines. 

2. Chen X, Zheng L, Zhang H, Zhang J, Zhang C. 
Burden of disease and Quality of life in patients 
with psoriasis: a web-based questionnnaire. 
Chinese Journal of Dermatology. 2019;52(11).

Download
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Better practice 

Vietnam: PsorViet Radio podcast  
Four volunteers from the Vietnam Psoriasis Association began the PsorViet podcast “Da 
lieu & Suck hoe” (Skin disease and health) in 2021. With IFPA’s solidarity fund funding, the 
team expanded to 22 members, including dermatologists, nurses and patients. The podcast 
reaches thousands of people. Learn more. 

Tools and resources  

Access to care 
PRIORITY ASK 1 
Increase awareness of psoriatic disease among health 
care professionals, especially primary care frontline health 
workers

Advocacy actions  

List the types of advocacy 
tools that would be 
beneficial to develop. Try 
to learn from what other 
patient associations have 
done.   
 
 

Develop the education 
and communication 
materials for health care 
professionals identified as 
relevant in your context. 
If possible, involve one/
several health care 
professionals close to your 
organization.  

Plan and action your 
outreach to health care 
professionals with the tools 
and materials collated and 
developed.

ROADMAP ACTIVATION / ACCESS TO CARE 

Psoriasis: An 
illustrated guide in 
Spanish

Una
Guía
Ilustrada

2
0
2
2

Conoce
acerca de

La Enfermedad
Tratamientos

Cuidados
Y Mucho Más

Download

The checklist on 
psoriatic disease and 
diabetes 

✓your diabetes checklist.
You can minimize your risk of developing diabetes.

Be aware of the risk factors.
Did you know that having psoriasis or psoriatic arthritis can increase your risk of 
developing diabetes? Other factors include:

Body Mass Index (BMI) ≥25

Age 45+

Family history 
Is someone in your family already living with diabetes? 

Other conditions: 
Do you have cardiovascular disease, hypertension, obesity, stroke, 
polycystic ovary syndrome, or a history of gestational diabetes?

Is your doctor regularly screening for diabetes?

Many guidelines suggest regular screening for diabetes. Talk to your doctor 
about diabetes, especially if you have other risk factors, and ask to be screened 
regularly. Early diagnosis will keep you healthy!

✓

Calculate your BMI!
(weight in kg)(height in meters)2

Diet & exercise 

A healthy diet with plenty of fruits, veggies and wholegrains will help you maintain 
a healthy weight, and will keep your blood sugar levels in check. Have fun with 
regular exercise even if only moderately. 

Smoking 

There are many programs and strategies that can help you quit smoking. If you 
have already tried and did not succeed, do not feel discouraged! You may need to 
try many strategies, and many times, but you CAN quit smoking.

Reduce risk and improve your psoriasis

Download

Self-report Symptom Checklist 
for Psoriasis patients

HHooww  ttoo  UUssee  tthhee  PPaattiieenntt’’ss  Self-Reported Checklist 

①On regular days, use 『Self-Report 

Symptom Checklist for 

Psoriasis Patients (Daily)』 to 

record your symptoms everyday. 

② On regular days or the day before the
appointment, check what applies to you 
in the treatment goals / treatment 
methods under 『Topics of 
Discussion with your 
Dermatologist 』

④ Review Checklist (Appointment Day) with your dermatologist during your consultation.

You may also bring 『Self-Report Symptom Checklist for Psoriasis Patient (Daily)』 and 『Topics to 

Discuss with your Dermatologist』 and refer to it during the consultation. 

The self-report symptom checklist for psoriasis patients was prepared with the following rationale: 

Busy healthcare professionals can quickly assess the patients’ condition even with short consultation time, allowing 

effective/efficient care. Patients can become more responsible in managing their disease. They can correctly inform healthcare 

professionals about their symptoms and status, which leads to appropriate and satisfying treatment by dermatologists and 

ultimately helping patients to lead a healthy life. 

③ On your appointment day, fill out 

『Dr-Pt. Communication Checklist 

for Psoriasis Patients 

(Appointment Day) 』using 

contents of ① and ②.

Download
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PRIORITY ASK 2 
Support or encourage the development of guidelines and 
protocols for diagnosing and managing psoriatic disease 

Advocacy actions 

Identify other partners 
interested in developing 
national guidelines on 
psoriatic disease, where 
they are absent or need to 
be updated. 

Establish a formal 
collaboration with partners 
identified and initiate 
guideline development.  

Work with partners to 
produce a guideline 
document. 

Tools and resources  

Guidelines in the Asian Region 

International guidelines 

Guidelines for the Diagnosis 
and Treatment of Psoriasis in 
China: 2019 Concise Edition

Download

Recommendations 
for psoriatic arthritis 
management

Download

2022 Joint consensus 
recommendations for the 
management of psoriatic disease 

Download

Key updates to the Group 
for Research Assessment 
of Psoriasis and Psoriatic 
Arthritis (GRAPPA) treatment 
recommendations for 
psoriatic arthritis

Learn more
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Dr Colin Theng  
Dermatologist and President of the Singapore Psoriasis 
Association speaking at the IFPA forum
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Better practice 

Philippines: National Psoriasis Care Act  
In 2021, House Resolution No. 9821, more commonly known as the National Psoriasis Care 
Act, was filed. The bill aims to ensure that Filipinos afflicted with psoriatic disease will have 
equitable and affordable access to medicine and treatment that could benefit almost 2 million 
people and their families. The patient association in the Philippines, PsorPhil, was critical in 
highlighting the stories of people affected by psoriatic disease to policymakers and providing 
input towards the draft legislation. Learn more.

Panama: Psoriasis Bill  
Members of the Panama Psoriasis Foundation of Panama have advocated for seventeen years 
for a Bill on psoriasis into law. They are now working on a Roadmap for the implementation of 
the law. Read the interview.

Tools and resources 
Telemedicine for 
Psoriatic Disease
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Download

National Psoriasis 
Foundation 
Telemedicine Task 
Force guidance for 
the management of 
psoriatic disease in 
telemedicine 

DIGITAL HEALTH IN DERMATOLOGY

National Psoriasis Foundation
Telemedicine Task Force guidance for

management of psoriatic disease
via telemedicine

Natalia Pelet del Toro, MD,a Rayan Yahia, BS,b Steven R. Feldman, MD, PhD,c Abby Van Voorhees, MD,d

Lawrence Green, MD,e Sergio Schwartzman, MD,f Evan Siegel, MD,g Kelly M. Cordoro, MD,h

Seemal R. Desai, MD,i Leon Kircik, MD,j Wilson Liao, MD,k Jason E. Hawkes, MD, MS,l Jeffrey Weinberg, MD,j

John Koo, MD,k Elizabeth Brezinski Wallace, MD,m Leah M. Howard, JD,n April Armstrong, MD,o and

George Han, MD, PhDa

Telemedicine emerged as an alternative care delivery system used to offer effective long-term management
to patients with chronic, inflammatory conditions such as psoriatic disease. Teledermatology can provide
reliable clinical information through thorough history-taking and virtual evaluations that include patient-
provided images and disease activity assessment tools that may help accurately diagnose and manage
patients with psoriasis. The integration of validated screening tools for psoriatic arthritis and effective
teledermatology practices may improve access to specialists, thus avoiding preventable delays in the
diagnosis and treatment of patients with psoriatic arthritis. Although the provision of telehealthcare should
not completely replace high quality, in-person dermatologic or rheumatologic visits, the convenience and
collaborative nature of teledermatology may lead to expanded access and expedited care in the
appropriate setting, whether it be in a virtual or in-person visit. ( JAAD Int 2023;12:32-6.)

Key words: biologics; psoriasis; psoriatic arthritis; telemedicine; teledermatology; topical therapy.

INTRODUCTION
The use of technology to provide access to health

care is not a new idea, with reports dating back to the
1870s with the use of telephone. Physicians have
since continued to leverage emerging technologies
to deliver quality care from remote locations.1 This
was especially apparent when the COVID-19
pandemic caused sudden and drastic changes in

health care delivery and access. Telemedicine utili-
zation among dermatologists increased from under
15% to [95% after the pandemic, reflecting its
marked popularity among patients and uptake for
physicians.2,3 Importantly, this has highlighted that
teledermatology can be used beyond the context of a
global health crisis to provide continuity of care and
improve access to health care more broadly.
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Download

PRIORITY ASK 3 
Address health care system challenges that prevent 
equitable access to treatment and care 

Advocacy actions 

Learn from the COVID-19 
pandemic to identify ways 
of using digital technologies 
to improve access and 
address unequal or 
inequitable care.  

Compile better practices 
and host discussions with 
different stakeholders 
about teledermatology and 
inequity in access.  
 

Promote teledermatology 
at events, roundtable 
meetings and conferences 
to help bridge gaps in care 
in rural or underserved 
areas and provide 
equitable access to 
treatment.

Identify entry points and 
plan how to approach 
policymakers to motivate 
for the inclusion of 
legislation on psoriatic 
disease treatment and 
management within the 
Universal Health Coverage 
(UHC) framework to ensure 
health care access and 
protection of the most 
vulnerable. 
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Plan a campaign to include 
legislation on psoriatic 
disease treatment and 
management within UHC.

Action the campaign.
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Better practice 

China: Patient advocates engaged with the media on psoriasis drug access  
In a recent policy address, psoriatic disease advocates from China urged the government to make 
it easier to access biologics and to introduce more affordable mainland drugs, given that the same 
biologics in mainland China cost significantly less than in Hong Kong. Read the article [Chinese]. 

China: The Dandelion Web-based General Education project  
A series of live broadcast sessions for clinicians were conducted to update clinicians on 
psoriasis research. These education sessions, which included topics on biological drugs and 
targeted treatment and took place once every two weeks, sought to popularize and interpret 
the science on psoriatic disease. Access the PPT [Chinese]. 

Philippines: A roundtable discussion on improving health care for psoriatic disease  
The patient association PsorPhil held a roundtable discussion with policy decision-makers 
with the intention that the recommendations on biological treatments from the event would be 
included in the Philippine National Drug Formulary. Learn more. 

Europe: EUROPSERVATORY project  
EUROPSO is the European Federation of Psoriasis Association that receives country-specific 
information data from its member European countries. The EUROPSERVATORY project aims to 
provide a comprehensive overview of psoriatic disease in Europe. Read the article.

Tools and resources  

PRIORITY ASK 4 
Improve access to biologic therapies and other advanced 
treatments for psoriatic disease 

Advocacy actions  

Increase awareness of 
the barriers to access to 
biological treatment.   
 

Work with partners to 
promote the inclusion of 
biological treatment in the 
National drug formulary  

Develop a policy brief with 
a clear set of demands 
that can be presented to 
policymakers. 

Establish how to identify 
gaps that may affect the 
future treatment supply 
and consider setting up 
a system with partners to 
track clinical research. 

Use the data collected 
to support campaigns 
on improved access to 
biological treatments.  

Support knowledge-
building around biological 
treatments and precision 
medicine that can be used 
to support clinicians. 

Download

Evaluation of health 
technologies from a social 
perspective: Social Return on 
Investment in Psoriasis
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Determine whether 
working with partners in 
your country or region to 
build an investment case 
would be a feasible project 
for your patient association. 
Identify potential partners.

If an investment case 
is a longer term project 
your patient association 
is interested in, then start 
by learning from other 
countries.

Plan and develop the 
investment case.
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Addressing 
and managing 
comorbidities  
PRIORITY ASK 1 
Increase awareness among health care professionals

Advocacy actions 

Share better practices 
on models of care with 
health care professionals 
as inspiration for how 
screening for comorbidities 
such as cardiovascular 
disease or diabetes is 
conducted elsewhere. 

Ask health care providers 
for screening for metabolic 
diseases to be part of 
routine clinical practice 
through dermatologists 
and primary care.  

Highlight opportunities 
to health care providers 
for routine screening of 
metabolic disease at the 
primary care level. 

Better practice  

Singapore: The National Skin Centre – Psoriasis Unit screens for metabolic syndrome  
Two-thirds of patients who visit the psoriasis/photodermatology clinic were screened for 
metabolic syndrome. Reminders are also sent to doctors to screen psoriasis patients for 
metabolic syndrome every six months if patients have not done so, either in the National Skin 
Centre or through a general practitioner or polyclinic. Visit the website.

Tools and resources  
Inflammation as a link 
between obesity, metabolic 
syndrome and type 2 
diabetes

Download

ROADMAP ACTIVATION / ADDRESSING AND MANAGING COMORBIDITIES 
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PRIORITY ASK 2 
Promote patient education and awareness of comorbidities 
and their risk factors

Advocacy actions 

Inform patient association 
members and other 
patients about the 
increased risks for 
comorbidities.  

Consider novel ways to 
bring awareness and 
educational messaging 
across to people with the 
condition, including those 
at risk for comorbidities. 

Develop a communication 
plan around the novel 
educational materials 
brainstormed. 

International better practice 

Ireland: Let’s talk psoriasis video and podcast series  
People with psoriatic disease are experiencing some of Ireland’s longest delays to access the 
specialist care they desperately need. This first series of its kind is designed to bridge this 
gap in support by providing access to expert guidance from leading Irish dermatologists and 
health care professionals to help people manage their psoriasis. At the same time, they wait 
to access specialist care. One episode is dedicated to psoriatic arthritis. Listen to the podcast. 

Depression

Metabolic
syndrotme

Psoriatic
arthritis

Cardiovascular
disease

Crohn’s
diseaseDiabetes
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PRIORITY ASK 3 
Improve access to care through health care  
professional training

Advocacy actions 

Investigate funding 
opportunities or 
approaches to educate 
or train more health 
care professionals and 
potentially advocate for 
that within institutions or at 
a national level. 

Identify partners with 
whom to develop training 
opportunities.  
 
 
 

Collaborate with health 
departments and local or 
international partners to 
support or organize health 
care professional training. 

Musculoskeletal Health 
Questionnaire brief

 

Page 1 

 

 
The Arthritis Research UK  

Musculoskeletal Health Questionnaire 
 

Developing and piloting a generic  
patient reported outcome measure 

for us across musculoskeletal care pathways 

 

  

Download

Musculoskeletal Health 
Questionnaire Report

Musculoskeletal Health Questionnaire
(MSK-HQ)

Final Report on Piloting Study

Download
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Musculoskeletal health 
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Learn more
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International better practice 

Global: Collaboration advancing research for individuals living with psoriatic disease  
Psoriatic disease presents many unmet needs and challenges in care. Early diagnosis is 
crucial. Therefore, the International Dermatology Outcome Measures (IDEOM) and IFPA are 
working in collaboration to advance research and right access to care. IDEOM has identified 
the necessity of a validated musculoskeletal questionnaire (MSK-Q) instrument, a tool to help 
achieve this goal. IFPA will provide access and extend the tool’s reach to their global member 
community through various channels and virtual educational workshops.  

The research collaboration will enable IDEOM to engage directly with individuals affected by 
psoriatic disease, fostering a deeper understanding of their needs and concerns.

Tools and resources
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PRIORITY ASK 4 
Encourage person-centered and multidisciplinary care

Advocacy actions 

Emphasize the importance 
of holistic care for people 
with psoriatic disease and 
comorbidities as the best 
approach. 

Explore digital health 
opportunities and 
determine if there are 
overlaps in other disease 
areas where patient 
associations are active. 

Promote the use of digital 
health to facilitate access 
to a multidisciplinary care 
team or coordination 
between team members.

Better practice 

China: Survey to understand the needs of people being treated for psoriatic disease  
Physicians in China designed a survey to better understand the needs of people living with 
psoriatic disease. The Mutual Assistance Fund for Psoriasis in China is teaching patients to 
use the tool to understand and describe their needs. 

 
Chile: A study on comorbidities in people with psoriasis living in Chile  
The study aimed to see if there was a relationship between comorbidities and the severity of 
psoriasis among close to six hundred participants. The findings suggest assessing patients 
with psoriasis for comorbidities in a multidisciplinary setting is essential. 

Tools and resources
Comorbidities in Chilean 
patients with psoriasis: a Global 
Healthcare Study on Psoriasis

Download
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Mental health and 
psoriatic disease 
PRIORITY ASK 1 
Help capacitate health care providers to identify and 
address mental health needs

Advocacy actions 

Identify gaps in access 
to trained psychologists 
capable of identifying and 
treating mental health that 
patients can be referred to.  
 
 

Speak with primary care 
staff, including general 
practitioners about how 
mental health issues affect 
people with psoriatic 
disease and how they can 
raise the conversation 
about mental health with a 
patient. 

Support the development 
and use of digital health 
technology that improves 
access to consultations 
with primary care 
providers, psychological 
counseling, and other 
mental health services 
such as peer support. 

Better practice

Peru: A program to provide psychological support  
The patient association APAPSO is launching a new program that will enable patients 
to deploy their own human resources. The program, developed with the support of two 
psychologists and directed by 14 patients, will help people living with the disease learn to 
cope healthily with prejudices and come to terms with their illness.

Tools and resources 

ROADMAP ACTIVATION / MENTAL HEALTH AND PSORIATIC DISEASE 

IFPA co-authored a significant peer-reviewed journal article that addresses the critical 
aspect of well-being in psoriatic disease. 

Inside Psoriatic Disease: 
Mental health 

MENTAL HEALTH
Inside Psoriatic Disease

Breaking the vicious cycle

Download

IFPA Webinar Series: Well-being 
and Psoriatic Disease

Watch

Breaking New Ground article 
review

Read

Implementing well-being in the 
management of psoriasis

Download
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PRIORITY ASK 2 
Help capacitate health care providers to identify and 
address mental health needs

Advocacy actions 

Provide inspiration, tools, 
and insights that will allow 
people with psoriatic 
disease to positively 
reframe their life purpose 
and take action needed to 
care for their health.

Educate people with 
psoriatic disease about 
the signs and symptoms 
of poor mental health, why 
it must be addressed and 
that they should proactively 
seek help.  

Inspire individuals with 
psoriatic disease positively 
reframe their life purpose 
and take action needed to 
care for their health. 
 

Tools and resources 

An interview with Jannarie 
Zarzoso about her journey with 
psoriatic disease 

Watch

Psoriatic Disease 
and Mental Health

8.5%

12.0%

14.0%

15.0%

16.5%

0% 2% 4% 6% 8% 10% 12% 14% 16% 18%

MALAYSIA

EUROPE

LATIN AMERICA

SINGAPORE

UNITED STATES

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.

Download
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Jannarie Zarzoso 
Miss Universe Philippines Finalist and President of the PsorPhil Youth 
Association at the IFPA Forum Asia 2023
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PRIORITY ASK 3 
Raise awareness about mental health, reduce stigma and 
discrimination

Advocacy actions 

Conduct public awareness 
campaigns aimed at 
changing perceptions 
about the disease. 
 
 

Recruit potential patient 
advocates willing to share 
their experience of living 
with psoriatic disease 
and how it has impacted 
their mental health and 
management of the 
condition. 

Help patient advocates 
to identify platforms that 
allow them to tell people 
about psoriatic disease and 
mental health. 

Better practice 

China: Laughing it out stand-up comedy  
The medium of stand-up comedy is being used in China to help break the silence on psoriatic 
disease.   

China: Hello, my perfect lover!  
A first-of-its-kind movie based on a true story explores the theme of having a romantic 
relationship with and acceptance of living with psoriatic disease, which, with the correct 
treatment, can be effectively managed. 

Japan: Music video for psoriasis patients “Hareyuku Michi – a way to be cleared” 
The music video was created to inspire a deeper understanding of psoriatic disease and its 
impact on people living with it. Watch the video.

Malaysia: My Skin by Psoriasis Fighters  
The psoriasis fighters went on a musical journey to inspire people living with psoriatic disease 
not to lose hope and raise awareness about access to treatment. Watch the video.

Tools and resources 
The Shedding the Light on Psoriasis 
patient advocate campaign

Watch

Resources to get started with 
advocacy

Read
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Stand-up comedian 
Let’s laugh it out! comedy show in China
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PRIORITY ASK 4 
Campaign government and policymakers for increased 
funding and policy support 

Advocacy actions 

Highlight the financial 
burden for society when 
people with psoriatic 
disease suffer from mental 
health issues and cannot 
work, perform at work or 
contribute as community 
members.  
 

Use the insights to 
develop health economic 
arguments that can be 
presented to policymakers.  
 
 
 
 
 

Work with advocacy 
organizations from other 
disease areas to campaign 
for increased funding 
and policy support for 
integrated mental health 
care services and mental 
health professionals’ 
education, including 
community-based 
professionals. 

Tools and resources 
Psoriasis – Lifting the 
burden of stigma and 
changing lives

 

 
 
 
 
 

  

 

 

Policy For Action 
No. 5/ 2020 

October 2020 

White Paper 
Psoriasis - Lifting the burden of 
stigma and changing lives 

Download

Take inspiration from the Patient 
Access and Education Survey

Download
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Xingxiang Shi 
China Mutual Assistance of Psoriasis Patients (Founder and Director) 
and Chronic Skin Disease Fund (Deputy Director and Secretary-General) 
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Social and familial 
impact of psoriatic 
disease
PRIORITY ASK 1 
Educate employers about creating a supportive workplace

Advocacy actions 

Develop a report on the 
experiences of people with 
psoriatic disease in the 
workplace.  
 
 

Develop additional tools 
and promote the findings 
and actions proposed in 
the report to employers so 
that they can be informed 
about improving working 
conditions for people with 
psoriatic disease. 

Use the report as a 
conversation-opener when 
meeting others to discuss 
the topic. 

ROADMAP ACTIVATION / SOCIAL AND FAMILIAL IMPACT OF PSORIATIC DISEASE 

International better practice

Canada: Working it out  
The Canadian Psoriasis Network (CPN), the Canadian Association of Psoriasis Patients (CAPP), 
and Unmasking Psoriasis, an awareness group in Saskatchewan, Canada, collaborated to 
develop an online survey to better understand and address the workplace challenges and 
needs of people living with psoriatic disease. The survey results were made available as part 
of the first phase of activities. Phase two focused on public policy, including a white paper, 
meetings with policymakers to share the findings and recommendations, and mapping policies 
and programs for employment and disability that affect people with psoriatic disease.  

Tools and resources 
Working it Out: A report 
on the experiences of 
Canadians in the workplace

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

Download

INTRODUCTION

ROADMAP ACTIVATION

Getting started

Access to care

Addressing and managing 
comorbidities

Mental health and psoriatic 
disease

Social and familial impact

COMMUNICATION 
CONSIDERATIONS

TOOLS AND RESOURCES

GET IN TOUCH

21

mailto:info%40ifpa-pso.com?subject=
https://workingitout.ca/doclink/wpd-report-master-en-print-02142022-final/eyJ0eXAiOiJKV1QiLCJhbGciOiJIUzI1NiJ9.eyJzdWIiOiJ3cGQtcmVwb3J0LW1hc3Rlci1lbi1wcmludC0wMjE0MjAyMi1maW5hbCIsImlhdCI6MTY1NDg4MjQ3NCwiZXhwIjoxNjU0OTY4ODc0fQ.TgJFvS0EivvQDDf3Miqh7Bv2CMJE7SJbwoJ1hGnLSx8


PRIORITY ASK 2 
Highlight the need for policymakers to promote social and 
familial support 

Advocacy actions 

Adapt the findings from 
the workplace report into 
a policy brief/s or white 
paper analyzing the local 
policy landscape that can 
be used in advocacy with 
policymakers. 

Set up meetings to 
share findings and 
recommendations with 
policymakers.  
 

Map policies and programs 
related to employment and 
disability that affect people 
with psoriatic disease in 
the workplace 

Tools and resources
Better workplace 
supports for people 
with psoriatic disease

White Paper on Income Support and 
Employment Policy in Canada

October 2022

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

CAPP ACPP

Working it Out: Better workplace supports 
for people with psoriatic disease

Download

Work it out: two-page 
policy brief

Better Workplaces for People with 
Psoriasis and Psoriatic Arthritis in Canada 

In recognition of World Psoriasis Day on October 29 2022, the Canadian Psoriasis Network, the 
Canadian Association of Psoriasis Patients and Unmasking Psoriasis propose changes to federal 
benefit programs to improve the lives of people in Canada with psoriatic disease.

Context
•	 Psoriasis	is	a	chronic	inflammatory	skin	condition	that	causes	itchiness,	pain,	and	discomfort.	It	is	not	

contagious.	

•	 Approximately	30%	of	people	with	psoriasis	live	with	psoriatic	arthritis	(PsA),	a	chronic,	autoimmune	
form	of	arthritis	that	causes	joint	inflammation,	pain,	and	stiffness	in	the	joints	and	can	cause	irrevers-
ible	joint	damage.	

•	 People	also	often	live	with	comorbidities,	including	depression,	anxiety,	diabetes,	cardiovascular	and	
metabolic	diseases,	causing	further	stigma	and	discrimination.	These	conditions	are	increasingly	be-
ing	known	as	psoriatic	disease	–	recognizing	the	holistic	impact	of	these	conditions.	

Challenges with employment and income
•	 Often	people	with	psoriatic	disease	are	in	their	prime	working	years.	They	experience	many	chal-

lenges	that	can	cause	disability	and	prevent	them	from	participating	fully	in	social	and	economic	life,	
including	in	the	workplace.	

•	 The	episodic	nature	of	the	disease	means	that	workplace	and	financial	supports	are	needed.	

•	 Psoriatic	disease	is	episodic	(with	periods	of	“flares”)	and	progressive,	often	worsening	over	time.

•	 Our Working It Out	report	shone	a	light	on	the	workplace	experience	of	Canadians	with	psoriatic	
disease.	More	than	half	of	survey	respondents	agreed	or	strongly	agreed	that	psoriatic	disease	had	a	
negative	impact	on	them	at	work:

	 	� They	worried	about	how	the	condition	will	affect	their	ability	to	stay	employed.	

	 	� They	may	experience	ongoing	threats	to	their	financial	security	because	of	medication	costs	and	
the	diseases’	impact	on	their	ability	to	work.

	 	� The	pandemic	made	this	worse:	1	in	4	people	said	they	worried	about	their	finances	and	keeping	
their	job	or	their	business	operating.	

Better programs can improve psoriatic disease patients’ ability to get and stay employed, and 
reduce disability.

Download

Mapping of policies and 
programs

Download
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IFPA ambassadors 
Stop the Stigma Now! campaign
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PRIORITY ASK 3 
Provide a community for patient association members

Advocacy actions 

Identify patient advocates 
to tell their stories of 
hope/inspiration to 
build empathy and 
understanding with their 
audience. 

Organize outreach 
to schools and/or 
communities to provide 
awareness of psoriatic 
disease invite a patient 
advocate. 

Set up a community-based 
support group where 
patients, families, and 
caregivers can connect 
with one another. 

Better practice 

Philippines: Caravan of Hope Youth Outreach Program   
PsorPhil’s youth chapter visits schools and campuses to educate students of all ages about 
psoriatic conditions. The campaign focuses on unpacking the nature of psoriatic disease, its 
typical symptoms, and the associated challenges. A key component of this program is having 
a speaker living with psoriatic disease share their personal experience. 

Philippines: PsorCoach Program and National Youth Summit  
The annual program trains you with psoriatic disease to as coaches for other youth. In addition, 
PsorPhil hosts the “National Youth Summit” biennially to empower young individuals with 
psoriatic disease.  

Singapore: National Skin Centre support group  
The National Skin Centre provides a range of support groups tailored to the unique needs of 
the patients and caregivers attending the center. Support groups play a crucial role in offering 
psychosocial and emotional assistance for coping with psoriatic disease.  

Tools and resources 
A guide to developing 
a psoriasis patient 
organization 

 
 

 
 

 
A Guide to Developing a Psoriasis Patient Organization 

 
 
Introduction 
The International Federation of Psoriasis Associations is very supportive of the formation of national 
psoriasis associations worldwide. Each psoriasis association functioning in the world brings 
education, hope and support to those who suffer from psoriasis and psoriatic arthritis. Once an 
individual, or group of individuals, discovers a need for a psoriasis association in their country, it may 
seem to be a daunting task, but extremely rewarding in knowing that an organization exists to help 
people who live with psoriasis and psoriatic arthritis.  
 
The International Federation of Psoriasis Associations (IFPA) offers the following suggestions in 
forming an association that is "national" in scope, though the information may be helpful in creating 
regional or local associations as well.  
 
 
Why start a psoriasis patient organization? 

 To provide support, encouragement, and a sense of community to psoriasis patients 
 To be the voice of psoriasis patients – to the medical community, to the government, to 

officials making decisions about healthcare and access to treatment 
 To be an authority on the disease 
 To create awareness that psoriasis is a serious, noncommunicable, systemic disease 
 If you don’t speak for those suffering with psoriasis, who will? 

 
 
Legal Establishment of a Patient Association 
Patient associations usually begin when a group of interested people come together and decide they 
want to form a patient organization. The first step is to form an interim board and draft the bylaws 
and constitution.   Once the organization is established, apply to be an association, and get 
legal/formal recognition.   
 
Contact your governmental or legal agency within your country that oversees the formation of local, 
regional or national non-profit organizations for guidance on the specific rules, regulations or laws 
that govern such activities.  Registering your association may be a time-consuming process, but 
needs to be done to legitimize your organization.  
 
Elect a Board/Executive Committee:  The Board or Executive Committee should be democratically 
elected at the first official assembly of the association by involved persons or members.  The Board 
ideally should consist of a majority of persons who have psoriasis, or who have relatives with 
psoriasis or are in a profession, such as a dermatologist, nurse, etc., who works with psoriatic 
patients.   
 
The Board will oversee the management of the association and eventually, once the organization has 
grown and has an operational budget, hire an executive director.  It is also advantageous to the 
organization, if possible, to have board members who are experts in legal matters, medicine, 
financial/accounting, public relations, etc.  Officers should include a President, Vice-President,  Download
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PRIORITY ASK 4 
Encourage family members related to a person with 
psoriatic disease and friends to provide support

Advocacy actions 

Develop educational 
materials for caregivers 
addressing issues and 
concerns they may have.  
 

Establish peer support for 
caregivers/family members 
so that they can better 
cope with the demands of 
caregiving.  

Invite caregivers to share 
their experiences of 
caring for a person with 
psoriatic disease as a 
way to encourage and 
support others in similar 
circumstances. 

Better practice 

Singapore: Caring for a person with psoriatic disease video  
The patient association in Singapore interviewed caregivers about their experience of 
supporting someone with psoriatic disease. Watch the video.

Tools and resources 
A guide for family 
and friends 

HELPING A LOVED ONE COPE WITH 
PSORIASIS OR PSORIATIC ARTHRITIS

A GUIDE FOR FAMILY AND FRIENDS

Caregivers can play an important role as a member of the psoriasis 
care team, helping support the well-being of people living with 
psoriasis or psoriatic arthritis.
Caregivers may include a spouse, parent, friend, neighbor, and others.

This brochure provides caregivers with tips to help a loved one manage this disease.

Download

Supporting Loved Ones with 
Psoriatic Disease

Read
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Psoriasis Association of Singapore 
Family members and caregivers of people living 
with psoriatic disease share their experiences

24

mailto:info%40ifpa-pso.com?subject=
https://drive.google.com/file/d/1C82c6E7q3aG15MuypugU0Yhdli7J-vrZ/view?ts=6437a747
https://tools.ibiweb.org/wp-content/uploads/2019/04/psoriasis-loved-one-cope.pdf
https://www.psoriasis.org/watch-and-listen/supporting-loved-ones-with-psoriatic-disease/


Communication 
considerations
The approach for engaging with people living with psoriatic disease and policymakers varies 
depending on the country, stakeholder involvement, and specific topics at hand. The content 
and messaging recommendations provided serve as guidance and must be customized to 
align with your country or region’s most fitting channels and tone.

By leveraging suitable communication channels and customizing messages to resonate with 
local contexts, a patient advocacy group can significantly bolster its efficacy in communicating 
and engaging with diverse audiences across Asia.

Digital Platforms and social media
In Asia, several social media channels and digital platforms are widely utilized, each offering 
unique advantages. 

Here are a few examples: 1

WeChat (China): WeChat is the most used social media platform in China with 
more than 1.3 billion active users in 2023, offering features for content sharing and 
community building. The App’s functionality and wide user base make it an effective 
tool for reaching a large audience in China.

LINE (Japan, Taiwan, Thailand, Indonesia): LINE is the preferred messaging app with 
countries such as Japan boasting 95 million active users and Thailand 51 million. 
Line has brand accounts for organizations and associations, making it an ideal 
platform for communication and community engagement.

COMMUNICATION CONSIDERATIONS

Facebook and Instagram: These platforms are widely used across Asia for content 
sharing and community engagement. In India, there are more that 350 million active 
Facebook user, while Thailand has 99 million and Philippines has about 71 million. 
Instagram is used by 17 million people in South Korea. Their broad user base of 
these platforms and versatile features make them effective for reaching diverse 
audiences.

Multi-channel approaches
How people receive and consume news and information varies with demographics, therefore 
consider a multi-channel approach to reach diverse groups. In the interests of equity and 
promoting access to information, treatment and care, be mindful that some groups might have 
limited internet access.

Direct communication 
Attending conferences, seminars, and networking events relevant to the policy area of 
interest can provide opportunities to engage with policymakers, government officials, and key 
stakeholders. These can also be excellent platforms for sharing or promoting policy briefs and 
reports. 

Policy briefs  
Policy briefs can effectively communicate your message to policymakers. Distributing these 
through email or official channels can be impactful. 

Guidelines and compliance 
Prioritize adherence to local regulations, especially when engaging with audiences across 
different regions, ensuring awareness and compliance with health care communication 
regulations. Given the varying regulatory landscapes in different countries for healthcare 
communication, we strongly advise seeking specialized local legal counsel if there are 
uncertainties.
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1 Dash Hudson. Popular APAC Social Media Platforms Marketers Should Know. https://www.dashhudson.com/blog/apac-social-
media-platforms
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Tools and resources
Arthritis Research UK 

	y Versus arthritis musculoskeletal health 
questionnaire (MSK-HQ)  

	y Arthritis Research UK Musculoskeletal 
Health Questionnaire brief  

	y Arthritis Research UK Musculoskeletal 
Health Questionnaire Final Report on 
Piloting study 

The Good Care Initiative 
	y Living with psoriatic arthritis – checklist 

and toolkits 

	y PSA and Mental Health Reproductive 
Health booklet  

	y PSA and Intimacy booklet  

	y PSA and childcare booklet  

	y Treatment guidelines for psoriatic 
arthritis – what’s new 

	y Social media toolkit and images 

IFPA resources 
	y IFPA Forum 2022 in Europe Briefing book 

IFPA Forum Asia 2023 briefing book 
	y English, Japanese, Korean, Traditional 

Chinese, Malay, Tagalog 

IFPA Forum Asia 2023 theme briefs 
	y Access to care for people with psoriatic 

disease 

	y Addressing and managing comorbidities 

	y Mental health and psoriatic disease 

	y Social and familial impact of psoriatic 
disease 

IFPA resources 
	y Psoriatic Disease and Mental fact sheet 

	y Inside Psoriatic Disease: Mental health 

	y Psoriatic Disease Response Index - 
Western Pacific/ Social media toolkit

	y Telemedicine for Psoriatic Disease 

TOOLS AND RESOURCES

Solidarity Fund 
	y Well-being and Psoriatic Disease 

World Health Organization 
	y World Health Assembly 2014 Resolution 

(WHA 67.9) 

	y World Health Organization Global Report 
on Psoriasis 

Working it out Canada 
	y Working it out: A report on the 

experiences of Canadians in the 
workplace 

	y Work it out: two-page policy brief 

	y Working it out: Better workplace supports 
for people with psoriatic disease – 
white paper on income support and 
employment policy in Canada 

	y Mapping of policies and programs: A list 
of resources and programs was compiled 
of what may be available to people 
currently based on comprehensive 
research 
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Peer-reviewed articles 
	y Evaluation of health technologies from 

a social perspective “Social Return on 
Investment” applied to PSORIASIS 

	y Implementing well-being in the 
management of psoriasis: An expert 
recommendation 

	y Inflammation as a link between obesity, 
metabolic syndrome and type 2 diabetes 

	y Comorbidities in Chilean patients with 
psoriasis: a Global Healthcare Study on 
Psoriasis  

Patient/HCP check-list 
	y Self-report Symptom Checklist for 

Psoriasis patients  

	y The checklist on psoriatic disease and 
diabetes 

Surveys 
	y Patient Access and Education Survey

Webinars 
	y National Psoriasis Foundation webinar: 

Supporting Loved Ones with Psoriatic 
Disease 

Videos 
	y My Skin by Psoriasis Fighters 

	y Psoriasis Patients “Hareyuku Michi – a 
way to be cleared” video 

	y The Uplift Innovation Program  

Brochures
	y National Psoriasis Foundation 

Telemedicine Task Force guidance for 
the management of psoriatic disease in 
telemedicine 

	y Psoriasis: An illustrated guide in Spanish

Guidelines 
	y 2022 Taiwanese Dermatological 

Association (TDA), Taiwanese 
Association for Psoriasis and Skin 
Immunology (TAPSI), and Taiwan Society 
of Cardiology (TSOC) joint consensus 
recommendations for the management 
of psoriatic disease with attention to 
cardiovascular comorbidities  

	y Recommendations for psoriatic arthritis 
management: A joint position paper of 
the Taiwan Rheumatology Association 
and the Taiwanese Association for 
Psoriasis and Skin Immunology 
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Tran Hong Truang 
President of the Vietnam Psoriasis 
Network (PSORVIET) at the IFPA 
Forum Asia 2023

	y Guidelines for the Diagnosis and 
Treatment of Psoriasis in China: 2019 
Concise Edition 

	y Updated GRAPPA treatment guidelines 
for psoriatic arthritis/Key updates to the 
GRAPPA treatment recommendations for 
psoriatic arthritis
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Get in touch
IFPA 
Founded in 1971, IFPA is the international federation of psoriatic disease associations. We are 
the psoriatic disease community. Our members represent over 60 million people living with 
psoriatic disease. Together, we advocate for a future where all people living with psoriatic 
disease enjoy good health and well-being, free from stigma and preventable disability and 
comorbidities. 

GET IN TOUCH

Contact 
info@ifpa-pso.com 

Slottsbacken 8  
111 30 Stockholm, 
SWEDEN 

Contact 
info@psorasia.org 

PsorAsia 
Founded in 2012, PsorAsia is a regional organization in the Asia Pacific for psoriatic disease 
associations. PsorAsia is the regional arm of IFPA, and they represent the interests of millions of 
people living with psoriatic disease in the region. 

Read more
Website 

Read more
Website 

Subscribe 
Newsletter  
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