AN
ADVOCACY
TOOLKIT
“The Youth of Today
are the Leaders of Tomorrow”
Nelson Mandela

content of this toolkit

UNDERSTAND IT........................................................................
HAE in your country....................................................................... 13

Message from Anthony J. Castaldo ..................................................... 5

What is advocacy? What is awareness?
Why are they important?............................................................... 16

Our Vision · Our Aim............................................................................ 5

Thinking about awareness............................................................. 18

Introduction: This Toolkit...................................................................... 9

Thinking about advocacy............................................................... 19

UNDERSTAND IT ............................................................................... 11

Strong HAE advocates................................................................... 21

TOOLS............................................................................................... 31

Advocacy Tips .............................................................................. 24

PLAN IT.............................................................................................. 39
DO IT................................................................................................. 55
Notes for your thoughts..................................................................... 82
About HAEi and HAEA....................................................................... 86

TOOL..........................................................................................
Problem to opportunity machine................................................... 30
Stakeholder Analysis...................................................................... 32
Choose who you need to speak to................................................ 34

PLAN IT

..................................................................................

Case study..................................................................................... 38
Planning your advocacy project..................................................... 42
Our plan........................................................................................ 43
SMART analysis............................................................................. 50
This HAE advocacy toolkit has been created and designed by the US HAE Association and HAE International
Layout and design:

Mrs. Rikke Sørensen, HAEi (r.sorensen@haei.org)

Content managers: 	Mrs. Lisa Facciolla, HAEA (lisa@haea.org)
Mrs. Nevena Tsutsumanova, HAEi (n.tsutsumanova@haei.org)
Content: Elements of this toolkit were inspired by Plan International’s Advocacy Toolkit - The Education We Want. If
you would like to learn more about Plan International and their work please visit: plan-international.org/publications.
All rights reserved. No part of this publication may be reproduced, stored in a retrieval system or transmitted, in any
form or by any means, electronic, mechanical, photocopying or otherwise, without the prior permission of HAEA and
HAEi. Please email the content managers listed above for more information or permissions for use.

DO IT............................................................................................
Case studies.................................................................................. 54
What’s our message/pitch?............................................................ 70
Project development notes/guide................................................. 77
Presentation tools.......................................................................... 78

message from the HAEi president
While preparing my message for you, I gave a lot of thought to how I could
best communicate how vital each and every one of you is to the future of our
HAE Community. I was getting quite worried because none of the words I
had written for you seemed to click.
We Americans have a saying, “I’d rather be lucky than good,” and that was
certainly the case when by coincidence, chance, or maybe divine providence,
I happened to see the following words prominently displayed on an airport
billboard advertisement:
“Kids really have a lot more power than they think they have. They
have the power to change the world, And they should know it.”
I ask each and every one of you to read these short, but powerful sentences
over and over again so you internalize their message! There are seven HAE
medicines that have regulatory approval, but access to these lifesaving and
life giving therapies is severely limited.
The Advocacy Toolkit will provide you with the knowledge and skills to
participate in local and global efforts to break down barriers that prevent
access to modern HAE therapies. We now ask you to combine your newly
acquired advocacy skills with your inherent – power to change the world
– and join the fight to help improve the quality of life for everyone in our
global HAE community.
–A
 nthony J. Castaldo
President & CEO of HAEi
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youngsters taking control of hae @ #haeGC18

OUR vision

We imagine a world where
every HAE patient has access
to advanced treatment options which
allows them to live life to the fullest.

OUR aim

We aim to empower young people to
have a voice, to advocate for themselves
and their communities, to educate others,
and to raise awareness about HAE.

This toolkit can help you plan and lead your own

HAE advocacy Efforts
8

introduction
This toolkit is for anyone who
believes in the power of young
advocates as a force for change
in the world.
Our hope is that this toolkit will support anyone who is interested in
carrying out their own project to help the HAE Community.
If you are just beginning to think about your project you can work your
way through this toolkit to develop a plan from start to finish. Or, you
can use the toolkit by picking and choosing some of the different tools
and activities that might help you with a project you are already working
on.
Within this toolkit, you will also find stories of change led by HAE
advocates who have transformed the lives of HAE patients around the
world. We hope that these stories inspire you to take action!
Join us as we learn how to understand, plan and do more to effectively
raise awareness and advocate for a better quality of life for all HAE
patients around the world.
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Understand it
Understanding a problem is the
first step to finding a solution.
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advocacy in many languages
translate: “I AM HERE TO ADVOCATE FOR HAE”
IN YOUR OWN LANGUAGE
Take a moment to think about the
meaning of this phrase and translate it
into your native language.
If English is your native language,
choose a language you really like
and try to find the translation online.
Remeber you can always ask people
you know for help!

“I want to
Advocate
for HAE”

Understand it: haE in your country
Take a moment to reflect on the following questions.

How is HAE
diagnosed
in your country?

What happens when an
HAE patient visits the
emergency
room in your
country?

What kind of doctor
would help identify HAE?
(primary care doctor,
allergist, immunologist,
dentist, etc.)

Are there people in your
family who may have
HAE but haven’t
been officially
tested and/or
diagnosed?
12

What medical
services are
available to treat
an HAE attack in
your country?

How would
you describe
the health
system in your
country?

How do
schools handle
students who
have health
conditions?
13

HAE in your country – notes
Take a moment to think about your experiences as an HAE patient
or caregiver/family member and share it on these pages. Use the
questions on page 13 as inspiration to identify issues that HAE
patients/family members face in your community/country.
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UNDERSTAND IT
WHAT IS AWARENESS? WHAT IS ADVOCACY?
WHY ARE THEY IMPORTANT?
To raise awareness is to increase an individuals’ knowledge or
understanding of a subject, issue, or situation.
Raising awareness aims to educate people and change their perception of
something they might know little or even nothing about.
You have the power to raise awareness about HAE by sharing your story and
telling your unique point of view.
Example: hae day :-) is an awareness day, where the objective is to raise
awareness about the impact of HAE on the lives of patients.
Advocacy is to take action by publicly supporting or recommending a
particular cause.
Example: Both of the HAEi and HAEA organizations advocate for better
care for HAE patients by publicly supporting initiatives that benefit
patients such as, improving access to modern HAE medicines.
Though they are defined separately, advocacy can involve raising awareness
to increase support for your cause to help solve the problem.

Advocating and raising awareness can be done through an individual
or a team effort.
It is possible to create change on your own, but there is strength in numbers
and your potential impact multiplies when you work with a group of
people. You could plan to join forces with other patients, peers, family, and
community members to promote the change you want to occur.
First, you should make sure everyone in your team has a good understanding
of the issue you want to address. You can educate others and help
them understand by sharing your unique insights. The more people that
understand the problem, the more voices you’ll have speaking up on behalf
of change.
Example: Ben has HAE, but people at his school aren’t aware of what it is.
He wanted to raise awareness so he asked his brother to help him explain
and educate his friends so they understand why he sometimes needs time
off school. Together they created posters and did a school assembly so
that Ben could share his insights with everybody – now the whole school
can speak up and spread the word.
Before you start an advocacy or awareness project, make sure you identify
the audience you want to target. Whether it is decision-makers or leaders
that can influence existing policies and laws, or members of your school or
work community, you can educate them on issues that are important to you.
Let’s start thinking about your issue:
What is the problem or situation?
Who do you need to reach to initiate change?
How would you like things to change?
By answering these three simple questions, you can identify
the change you want to make and start to develop a plan on
how to achieve that change.
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advocacy and awareness
Think about issues that you have observed in your community or the world
around you. Take a moment to write down some of your observations in the
lines below.
Thinking about awareness

Thinking about advocacy

What issues have you seen people raise awareness about?

What issues have you seen people advocate for?

Are there issues that you have observed but do not see people take
action on? What are these issues?
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strong haE advocates

Natasa Angjeleska (Macedonia): Advocacy is about building a
chorus of like-minded advocates who care about an issue and
achieving a critical mass to affect change. We are lucky to have
a truly global network of patient organizations and groups
that have mutual goals. We care about patients worldwide
and this is our strong asset when we negotiate with legislators,
physicians/researchers, industry and all stakeholders
that we target or/and partner with.

Lois Perry: Knowledge is powerful and I want patients to
grow up and live their life to the fullest … and
NOT stay in the shadows of HAE.

Troyce Venturella: Advocacy is important
to me as a patient and a nurse. I recognize
that not all health care professionals understand this
rare condition. It is important to educate them as well
as advocate for patients to become more aware of their
own experiences with HAE and how they can be a voice
for their own treatment plans.
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Tony Castaldo: I watched my five year old child
suffer from horrifically painful weekly abdominal
attacks in the days--not so long ago--before we had
access to HAE medicines in the United States. I was
determined to help her and as I did, I realized there
were hundreds, maybe thousands of other people also
in agony. I vowed to do anything I possibly could to
end the pain, disfigurement and disability that results from
HAE through advocating for access to and reimbursement of modern HAE
medicines. Looking around the globe, one unmistakable fact is proven time
and time again--the key to getting access to modern HAE medicines lies in
a strong patient advocacy organization with aggressive advocates. We have
made impressive progress and there is now regulatory approval for 7 HAE
medicines. Unfortunately, patients in altogether too many countries have
limited or no access to these medicines. We must find a way to significantly
broaden the availability of these lifesaving therapies.

John Williamson: Advocacy is so important because we
can only create change by spreading awareness and
knowledge of HAE. Without dedicated and persistent
advocacy, things will never progress.
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Fiona Wardman: HAE Advocacy is
so important because patients can have
a much better quality of life with the right timely
diagnosis and access to treatment. I hope to help
make a significant change to diagnosis times and
by making it easier for patients to gain access to
modern treatments.

Henrik Boysen: I started advocating for HAE the same
year my daughter was born and diagnosed with HAE
type I. This was back in 2001 where the Danish patient
organization became a reality. Already within the first
years we made a significant difference to patients with
HAE in Denmark. In cooperation with a dedicated
physician C1-INH became available on a broader scale
in 2002. Later we added all the modern medications.
We have since joined forces with Norway and Sweden,
and today we advocate for even better options and improved
quality of life for both patients and caregivers.For the past 10 years
I’ve had the pleasure of advocating globally for HAE International as
well. In 2009 this was a group of approximately 8 countries. Today HAE
International reaches out to 74 member countries. We are determined
to improve the situation for HAE patients globally – and do, fortunately,
see much improvement in many places. Strong and dedicated patient
advocacy both on a global, regional, and national level has led the HAE
community to where we are today. We are determined to be creative
and find even better ways to broaden access globally.
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Advocacy tips
You, as a youth advocate, have the power to make things better and help
your member organization reach its goals.
Below, we offer some thoughts to keep in mind as you learn about advocacy
on the way to becoming a leader in the growing HAE advocacy movement.
1. Find and connect with other like minded youth advocates from the
HAE global community and stay in touch.
There is strength in numbers so keeping in touch will make sure that the
youngsters’ voice is part of the HAE movement that is going on right now all
over the globe.
2. Take the time to understand the basic facts about HAE so you can
talk to anyone about: what causes HAE, symptoms you experience, the
simple test that determines if someone has HAE, problems that HAE
causes in your life and the lives of your family, and medicines that are
available to treat the condition.
Being a good advocate means you have to know a lot about HAE. This
toolkit will provide you with the information you need to speak to people
about HAE. It’s important to be knowledgeable when speaking to doctors,
the press, drug company executives, and government officials. When people
realize you know a lot about HAE they will listen and then help you achieve
your advocacy goals.
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3. As you go through this toolkit, think about how you can use what
you are learning to help you (1) get involved in your local member
organization, and (2) find other young people in your country to get
involved.
The voice of youngsters is something everyone will listen to. Bring the power
of youth advocacy to your home country or your community!
4. Call or meet with the leader(s) of your local HAE organization and ask
how youngsters can get involved.
Work out a plan for providing the organization with the things that are
important to youngsters.
5. Work with the leader(s) of your local HAE organization to form a
youngsters’ group and ask for help to plan special youngster activities at
the next annual meeting.
Feel free to reach out to your member organization or other people in the
global HAE community, who have successfully organized youth activities in
their countries. These HAEi friends would be happy to help you.
6. Always keep in mind why we are HAE advocates.
We are HAE advocates because we want everyone with HAE to have a
modern HAE medicine that allows a happy life. For you, this means HAE
will not stop you from going to school, playing sports, and having fun with
friends.
This advocacy toolkit will provide the information you need to move forward
and change the HAE “world” for the better. Understand it, plan it, do it, but
most of all, enjoy, and have fun!
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notes for your thoughts
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?!

More notes ...
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Understand it
tools
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tools

1. the problem:

2. causes:

3. consequences:

Problem to Opportunity Machine

1
2

 ill in the problem boxes around the “successful advocacy switch”.
F
Start with writing the main problem above the machine, then write
the causes and consequences of the problem. Steps 1 - 3.
Now imagine someone has flipped the “successful advocacy
switch” and all the problem statements were reversed, write
each of them as a positive statement, for example if the problem
is, “HAE patients don’t have access to medication”, you would
write the opportunity as “HAE patients have gained access to
medication”. Steps 4 - 6.

successful
advocacy

4. the opportunity/
solution:
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5. working well:

6. successful outcomes:
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stakeholder analysis grid

To undertake effective advocacy, it is important to identify people or
organizations who are most likely to be your allies, including those
who can be persuaded to become allies, or at least facilitators to
help you. You will also need to identify those who stand in the way of
you achieving your advocacy goals. This section will help to identify
exactly who you need to persuade and influence to build a culture of
evaluation. These are your advocacy targets.
You’ll need to ask your stakeholders questions such as:
• What do you think about your issue?
• Who is already working on this issue, and are they making a
difference?
• Do you have suggestions or ideas on how to improve the
situation?
a list of all the main people and groups who influence
1	Brainstorm
or are influenced by the issue. It’s a good idea to ask for support
from experts or those affected by the issue when brainstorming.

the tool on the next page write the name of the
2	Using
stakeholders into each box, depending on whether you think they
have a lot of power to influence change on the problem you want
to address.

Little power to influence change

stakeholder analysis

High Power to influence change

tools

Identify

Assess interests and impact

Identify the key stakeholders who would
potentially influence your issue.

Assess stakeholder interests and the potential
impact of advocacy on these interests.
1. W
 hat benefits are likely to result for the
stakeholders from this advocacy work?
2. W
 hat resources might the stakeholder be able
to mobilize for it?

Assess importance and influence

Outline strategy

Assess the importance and influence of the
identified stakeholders. This could relate to
how important the active involvement of the
stakeholder is for achieving the advocacy goal.

Outline a stakeholder participation strategy. This
plan should state ways in which the different
stakeholders will be involved in different stages
of the advocacy planning and implementation.

It doesn’t matter much to them
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It matters a lot to them
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tools

stakeholders’ contact information

choose who you need to speak to
Who is really interested
and influential?

Name
Company/Institution
Role
E-mail address

Your stakeholders

Phone

People who have
an interest in
the issue

Name
Company/Institution
Role
E-mail address
Phone

Name
Company/Institution
Role
E-mail address
Phone
34
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plan it
All great ideas need a plan.
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plan it
CASE STUDY: Natasa Angjeleska, Macedonia

advocacy is making a
real difference to hae
patients in macedonia
My name is Natasa Angjeleska and I am the
HAEi Regional Patient Advocate for the South
Eastern European countries. I am also the mother
of a boy who has been diagnosed with HAE and
we live in Macedonia. My starting point with HAE
was a public relations position for the HAE Macedonia
organization. It was early on in my work that I realized: HAE patients in
Macedonia faced a lot of hardships.
When my son was diagnosed with HAE it was unexpected! I felt
scared, stressed and in panic of the unknown. I “closed” myself off,
without the will to do anything, realizing that I couldn’t afford to stay
in this state for long. My young son started to swell very frequently
and we didn’t have access to medication. Before I knew it, we were
spending more time at the hospital, than we did at home. I bought
the medicine thinking I could request reimbursement for the cost
from the hospital, the medical authorities, and even from the health
insurance fund, but my appeals were denied on all levels. The feelings
of hopelessness and frustration were building up!
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Soon after, I realized that something needed to be done. I started
giving interviews for the media, and as a result of this, my story
became public. Now, people in my city started to see the problem
that my family was experiencing. The more people saw my story on
the news, the more they started to recognize me – even the lady at
the grocery store knew who I was.
But I I had to do more. I didn’t want people to feel sorry for me, NO! I
wanted them to understand the challenges that my son was facing as
a rare disease patient in the Macedonian health system.
Shortly after, I met other HAE patients in my city who had formed a
patient advocacy organization, so I decided to join the organization
and we started TO PLAN different activities.
We started off small, working to raise awareness about HAE. The first
thing we decided to do was print out brochures that included some
basic information about HAE as a disease and the possible treatment
options. We then shared the brochures with our closest friends and
relatives. At that point, we realized that, although it was a great first
step, we needed to reach a bigger audience if we wanted to truly
make a difference.
By approaching influential people in our community, we managed
to organize a 3-hour concert in the City Park of our capital city. We
organized a powerful visual presentation that was projected in a
very crowded City Mall. We wanted to make an impact. We started
organizing activities in public spaces that were low cost (or no cost)
and invited the media to come.
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Soon our story and our HAE
awareness campaign was on
TV and radio programs, and
our life stories and struggles
with the healthcare system
were all over the media.
People were learning about
HAE and the challenges
that patients in Macedonia
experienced.
Health authorities could
not ignore us any longer –
we were everywhere! We
continued to send letters,
documents, and requests to
officials demanding access to
medication.
Our persistence was
successful!
One medication to treat HAE
was registered by health
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authorities and became available to
patients through the Rare Disease
Program. However, in the beginning,
the number of vials we were given was
scarce, so we continued to fight until
the system allowed us to get more.

Looking back, I know that the
change we created for HAE patients
in Macedonia is real!
We refused to be silenced, and
continued to raise awareness
and advocate for what we knew
was our right – access to modern
medications to treat HAE attacks.
We are not only dedicated to
raising awareness for HAE, but also
to improving the quality of life for
HAE patients, by providing them
with a way to be diagnosed, as well
as access to modern medication.
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Our Plan

plan it
Planning your advocacy project
All great ideas need a great plan. In the following sections of this
toolkit you will be working to develop a plan to execute an
advocacy/awareness event or campaign. We ask that you examine
the list of project ideas below and select the one you would like to
continue working with.
Awareness events
• Host a presentation at school
• Develop recommendations/
plan for kids to tell their
friends about HAE
• Plan for telling school about
HAE
• Plan an event at your school
to educate peers about HAE

Advocacy events
• Create a fundraiser for your
patient organization
• Support family testing
• Design a toolkit for when
you go to the ER that can be
modified for each country
• Think of a strategy to support
your member organization
• Develop a plan to engage
young people in member
organizations

DIY event
Do you have an idea that you are passionate about but don’t see
listed? Use your own idea when developing your plan.
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What needs to change?
Our objective
Tip: Choose one objective. Use words like ‘improve, decrease or
increase’ to describe the change.

Who do we need to influence?
What do we need them to do?

1

Tip: Identify 2 or 3 things which would help achieve the objective.
For example, ‘We need the local council to...’

2
3

To do

By whom

By when

How can we influence them?
Tip: Write down the detailed specific
actions you will carry out to influence
the person or organization.

Managing risks
Tip: Consider the risks of your plan,
what can you do to manage them?

Monitoring success
Tip: Think about how you will know if
you’re being successful and identify
some actions you can carry out.
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other IDEAS for advocacy projects
and awareness events

plan it

Planning
What do we want to change
in the community?

adapting
How can we build
future successes?

executing
What are our activities
(internal and external)?

analyzing
and sharing

Why is it happening?
Who needs to know?

monitoring
What is happening now?

44
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plan it
running for Awareness
You can raise awareness for HAE in many ways! One great
example is when HAE patient, Luke, invited his friends and
family to participate in an HAE IN-MOTION™ event. His
friends were excited to support him!

advocating for the young generation
Want to know
more about Luke
and this event?

Run over to
youngsters.haei.org
– here you will also
find other stories
about HAE Youth
Awareness
Events

Early in March 2019, Nanna Maria Boysen (age 17) was invited to
speak at the 21st Annual AEDAF meeting in Spain.
Nanna is a representative of the HAEi Youngsters Community
Advisory Group and used this as a great opportunity to stand in
front of young HAE patients and advocate – not only for the HAEi
Youngsters Community – but for the young generation of HAE
patients as well.
Want to know more about nannas
experience with the hae patient
organization in spain?

Visit youngsters.haei.org
where you will also find
other blog posts from
HAE Youngsters
around the world.
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advocacy methods

What kind of method is used?

Examine each bubble and try to identify from your point of
view the type of communication used to advocate for an issue.

advocacy
methods

48
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make it smart

plan it
SMART

smart analysis

WHY?
Specific plan of
action

What’s so smart about SMART? Objectives that are SMART (Specific,
Measurable, Aligned, Realistic/Relevant, and Time-bound) are likely to
be achieved.
Clear goals and specific, measurable, achievable, realistic, and timebound (SMART) objectives need to be formulated at the beginning of
any advocacy work.
An objective is the intended impact or effect of the work you are
doing, or the specific change that you want to see. It is the most
important part of your strategy, and is the next step after developing
the goal itself.
Have a look at the tool on the next page and consider the
different elements of your advocacy/awareness project.
Use the blank rows to demonstrate that your advocacy
objective is SMART.
• What is your specific plan of action? What do you want to achieve?
• How will you measure the outcome? How will you define success?
• Is your objective achievable? How?
• Is your objective realistic? Why?
• How much time will it take to achieve your objective?

50

Is measurable

Is achievable

Is realistic

Is time-bound
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do it
You’ve thought it through,
take a deep breath and do it!
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do it
It is in these memories that I find my motivation to be involved with
advocacy, I don’t want others to suffer with HAE for longer than
necessary. I want to facilitate change! I want to help patients gain
access to modern treatments. And I want other patients to live their
life without the constant worry like I did for so many years.

CASE STUDY: Fiona Wardman, Australia

“bad memories of attacks
is my motivation for
being an hae advocate.”

On Rare Disease Day 2018 our organization undertook our
biggest advocacy campaign so far.
As patients, we can tell our story, but we may not have all the tools
to get our message out there effectively. So, HAE Australasia raised
funds to work with a media communications company who had the
media contacts, who knew how to develop an effective message, and
could help build public interest in our story.

In 2011, I was invited to a meeting where there would be other
patients. Being the only one in my family with HAE, I thought it would
be good to meet others. I had no idea that this meeting would change
my life in so many great ways.
After listening to different speakers from around the world, like Henrik
Boysen and Dr. Marc Riedl, I decided that I needed to get involved
with patient advocacy. Soon after, we created the national patient
organization for the Australasia region.
My symptoms started at the age of 7, and worsened as I hit puberty
and beyond. By the time I was diagnosed at the age of 33, I was
having an attack every 7 to 10 days. I was experiencing lots of what
I thought at the time was ‘food poisoning,’ and I had a severe throat
swell which was nearly fatal.
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Fiona meeting with the
communications company

My name is Fiona Wardman, and I live in
Sydney, Australia. I have HAE, and I co-founded
HAE Australasia, the advocacy group for HAE
patients and caregivers in Australia and New
Zealand.

Our goal was to encourage
patients in our region to share
their story. Our message was
simple, ‘if you are having ‘these’
symptoms, you could have HAE.’
The communications company
helped to create a media release
and a pitch tailored to suit each
region, and together with a case
study we highlighted the number
of Australians/New Zealanders who
may be living with HAE.
They also guided our patients with some tips and tricks on how to
handle a media interview.
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On Rare Disease Day we did interviews with radio stations, television
networks, newspapers and magazines, and our stories were posted
online across social media reaching all parts of Australia and New
Zealand.

Overall, there were:
• 61 media stories generated that provided approximately
• 761,766 ‘opportunities to see’ key messages about HAE
• 78% of the media coverage mentioned HAE and quoted a key
spokesperson who was knowledgeable about HAE
• 42% of coverage included or quoted a patient’s story (case
study)
• 2,021,754 additional opportunities generated by social media
activity for the public to see messages about HAE on Rare Disease
Day 2018
Our campaign resulted in many people reaching out to us with HAE
like symptoms. We then acted as a link between these potential
patients and knowledgeable physicians.

In our experience, we found that preparation, planning, and
structure is the key to running a successful awareness campaign.
We know our story – but sometimes we need help telling it.
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do it
CASE STUDY: Fernanda Olivera de Martins,
Brazil

The role of a patient
organization drives
advocacy on many levels
ABRANGHE is the name of the association
of patients with Hereditary Angioedema living
in Brazil. It was founded in 2005 and as a group
we work to raise awareness about HAE and provide
support to diagnosed patients. One of our current goals is
to incorporate modern HAE treatments in the clinical protocol of HAE
in Brazil.
In Brazil, when a drug is in the ‘clinical protocol’ to treat or manage
a disease, the government has to provide it for free to the patients.
Currently, androgens are the only treatment option included in the
clinical protocol available to manage HAE.
Modern HAE treatments are currently approved and available in Brazil.
However, due to the high cost of these medications, the process to
access them is complicated and lengthy. Patients need to appeal by
submitting a request to the court in a judicial process - asking the
government to pay for it. This takes time and money.
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After examining the application, the judge can issue an injunction for
the government to provide the drug to the patient. Even though, from
our experience many of the judicial cases are approved, by the time a
patient has access to the medication, significant time has passed, and
the conditions for the patient who has made the request may have
changed.
ABRANGHE has 2 important roles in advocating for Brazilian patients
to have access to modern HAE treatments.

1 	We work to facilitate the judicial request of the modern
medication.

	ABRANGHE supports patients and their lawyers as they build their
case to file a judicial request for modern medication.

2 	We push for the incorporation of modern medications in the

clinical protocol of the Brazilian health system, making it
accessible and affordable for all HAE patients in the country.

	We have experienced some hesitation from the government in
getting modern therapies included in the clinical protocol. Due
to the higher cost of modern medications, government officials
in Brazil feel that androgens, however outdated, are enough to
manage HAE. ABRANGHE feels differently, we believe that every
HAE patient should have access to life saving modern therapies to
treat attacks in acute situations. Our organization has worked with
doctors and government officials to demonstrate the efficacy and
necessity that these changes can bring to the HAE community.
	Another important aspect of our work is to engage with
pharmaceutical companies that produce modern therapies. We
try to ensure that all necessary documents are submitted for the
government to incorporate these drugs into the health system
protocol.

The role of a patient organization drives advocacy on many levels.
ABRANGHE’s work has been devoted to supporting patients,
educating government officials, and encouraging pharmaceutical
companies in creating a better environment for all HAE patients in
Brazil. We know that our efforts have made a difference, and we
continue to fight for patient rights and a better quality of life.
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CASE STUDY: John Williamson, USA

Energized and organized
patient community to
support approval of
7 effective therapies
through clinical trials
My name is John Williamson, I live in Austin Texas,
and I was diagnosed with HAE as an infant. HAE has
been in my family for many generations. I began having
attacks when I was about 8 years old, mainly in my abdomen and
extremities. At the time there was no treatment available.
I started participating in clinical trials at the age of 18 because I was
interested in finding a solution to my attacks. Immediately it became
clear that the medications which were being developed at the time,
had the potential to change my life and the lives of other HAE
patients. This is when I realized how important clinical trials are for
advancing treatment options for the HAE community.
I knew I wanted to do something that made a difference, and this led
me to volunteer and participate in several clinical trials before the first
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HAE medicine was approved in the United States in 2009. Soon after,
inspired by the US HAE Association, I decided to pursue a career in
patient advocacy. My motivation was to help other patients with HAE
gain access to modern medication.
At the US HAEA, my advocacy journey started by helping to identify
and recruit patients like me for other clinical trials. By assisting with
patient recruitment and patient participation through the US HAEA, I
could support the development that would lead to the final approval
of multiple HAE treatments.
What are clinical trials?

Clinical trials are tests conducted by research physicians to collect
data that can be used to obtain approval for patients to use newly
developed medicines. Pharmaceutical companies and physicians do
clinical trials as a last step to scientifically and medically confirm that
the medicines they are developing are safe and effective for patients.
What the HAEA does to support clinical trials:

•

We work with pharmaceutical companies to identify physicians and
hospitals who are participating in active clinical trials

•

We then identify qualified patients who meet the criteria of the
trial and provide them with a referral to the research physician
closest to them

•

Next, we follow up with the patients and clinical trial sites to assist
with trial participation management
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I have found that patients are overwhelmingly positive and
enthusiastic about participating in clinical trials. Patients feel a sense
of pride and accomplishment that they have personally contributed to
advancing treatment options for future generations of HAE patients.
It is due to an energized and organized patient community, that
the US HAEA has been able to support the approval of 7 effective
therapies, in addition to several therapies that are currently on
the horizon.
Today, I continue to help with clinical trial recruitment for more
new therapies and I am confident that this effort, along with our
patient community participation will be critical in helping others
live a normal lifestyle.
I have been with the US HAEA for 10 years, and I still love working
with fellow HAE patients and clinical trial recruitment. To me, this is a
key step to ensuring that we continue to progress in identifying better
and even more effective therapies. As a bonus, I also get to help
patients have access to free treatment while they participate in the
trials, which is awesome!
In the past, we used to just try to survive with HAE, but now, we are
finally learning to LIVE with HAE. If we all continue to contribute and
collaborate in different advocacy efforts, the future will bright and
filled with possibilities for all patients!
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“From idea to execution”:

CASE STUDY: Michal Rutkowski, Poland

Diagnosis
Orphan disease
Importance
Take action
do it Yourself
My name is Michal Rutkowski, I came here from the
city of Krakow, Poland and I am privileged to share with
you what it’s like to be a Patient Advocate.
“Idea & motivation”:

One of the most challenging things in developing a patient advocacy
project is deciding where to start. Very often a strong beginning
determines further successes in what you do.
I will not reinvent the wheel by saying it is well known that there are
two parts to success, first comes a good idea and second is having
motivated people on your team.

A good idea and a strong sense of motivation will give you a valuable
advantage when you begin to take action. Don’t doubt your abilities
with thoughts like:
•
•
•

I am not experienced enough
I haven’t launched a project before
What if I fail?

It doesn’t really matter!
What matters is that you are here in Atlanta! This means that you and
those around you have the passion and potential to be future HAE
advocates. Your motivation comes from knowing what Hereditary
Angioedema is, and that it is personal.
“Needs, expectations & challenges”:

If you aim to become a successful HAE Advocate, it’s important that
you know, understand and listen to the patient community. You need
to learn more about the patients to understand how they feel, what
their needs and expectations are, what they struggle with, what kind
of problems they have and how you can help. You mustn’t disregard
what they’re telling you. By having this knowledge, you are able to
create an accurate project designed and tailored for the dedicated
HAE community.
“Effect & impact”:

HAE International’s history shows that forming a National Patient
Organization is the first and most important step along the path in
advocating for patients access to life saving modern HAE treatments.
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Having an active patient organization dramatically improves quality
of life for patients, families, and caregivers. These organizations raise
awareness by motivating physicians to serve as HAE experts, by
providing disease specific education, improving HAE diagnosis, and
working for medication reimbursement.
“From Regional Meetings to National Summit”:

Based on passion, a strong motivation and a little bit of knowledge
we were able to organize the first ever HAE Poland Patient Summit
in 2014. Since then, we have expanded the event and content of
the program. We have attracted a growing number of participants
that includes patients, caregivers, nurses, physicians, and industry
representatives.
Today, I can proudly tell you that HAE Poland is responsible for
organizing many different events, such as, seminars, workshops, and
conferences.
Under the global umbrella of HAE International we found support,
guidance, expert knowledge, and motivation to achieve our goals.
Because of all our efforts, the Health Authorities have successfully
approved reimbursement for modern HAE therapies giving patients in
Poland a chance for a better future.

If I could give one piece of advice, as I said previously, don’t
doubt your abilities as a patient with a good idea. Be persistent.
Surround yourself with motivated people. And know that you are
the future of HAE.
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What’s our message/‘Pitch’?

to the heart
1	Appeal
Why should they care?

– Communicate the need
and what needs to change

ppeal to the head
2	AWhat
can change?

– With

inspiring examples and
strong ideas of what’s possible

ppeal to the hands
3	AWhat
can they do?

–W
 hat are you asking
of your target audience
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Crafting an effective message is one of the most
important aspects of influencing those who have
the power to impact your issue.

1
2

What’s Our Message?
Appeal to the heart. Why should they care?
• Open with a statement that engages your audience
• Make a statement that gets your audience’s attention right
away, perhaps using a dramatic fact
• This is your lead-in and should be only a sentence or two
• Present the problem
• Describe the problem, who it affects and its impact

Appeal to the head. What can change?
• Share a story or give an example of the problem
• An example or story puts a human face on the issue and
makes it real and more compelling
• Connect the issue to the audience’s values, concerns or selfinterest
• Show your audience how this interest fits with what they care
about, want or need

3

Appeal to the hands ...
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3

TOOL
Which of the following do you think is the more powerful message?

Appeal to the hands. What can they do?
• Provide facts and data about the problem
• Data is important to demonstrate that a problem exists and to
support your position
• Make your request (the “ask”)
• Clearly state what you want the person to do
• Identify if the person is in a position of influence to bring
attention to your issue (celebrity, journalist, government
official, etc.)

1	

Thousands of people around the world are suffering from a rare
disease called Hereditary Angioedema (HAE) but have yet to
be diagnosed. Despite having blood tests available, doctors
are often unable to identify the symptoms and connect them
to HAE. Our project provides an effective plan to distribute
information and tools to the physicians who are most likely to
encounter these patients. Your voice and support would help to
convince the public to get behind us and make this a success.

2	
1
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the heart

2

the head

3

the hands

We need your help to spread the word about our project
and convince the public to support us as we advocate for
undiagnosed Hereditary Angioedema (HAE) patients. The
idea behind our project is to educate doctors by distributing
information and tools that can be used to diagnose people who
present symptoms resembling those of HAE. If it’s successful,
we can ensure that more people can access doctors who
are educated about their condition and can support them in
choosing an effective treatment.

73

do it
Preparing your messages

Test out your messages

Use different approaches for different audiences.

A good message informs, persuades and moves people to action.
Talk to people who are involved in your issues, make sure
your facts are correct, collect good examples, and ask for feedback so
you can improve your messages and your delivery.

A full brief is useful for you and your team, and can be used for those
who are really interested and involved. It should include:
• What the problem is and how it can be changed?
• What is the evidence?
• Why change is important?
• What is being done and can be done to make the change
happen?

Brilliant messages are:

• What specific actions need to be taken?

1 Simple
2 Solution focused
3	Practical and reasonable

A quick-fire message to get your message across quickly (in less than
one minute) to people who might be interested. Include:
• What the problem is and how it can be changed?
• What you want from the person you’re speaking to? It could just
be a chance to meet and discuss in more detail.

in their requests

4	Evidence-based – they include real life
stories, facts and stats

5	Appropriate for the audience in
language and content

6	Personal – they show why you care

Adapted messages for your specific audiences. Find ways to link
the interests of the people you want to influence with your advocacy
issue. For example, if your objective is to get more girls into
education and you want to appeal to a person with an interest in
economic issues your message could be: A girl with one extra year of
education can earn 20% more as an adult.
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Project Development Notes/guide

how? choose specific actions
In order to complete your plan you’ll need to decide on the actions
you want to undertake.
Refer to the possible advocacy methods listed on page 48:
• What will have the biggest impact?
• What might be the easiest things to do? What skills and contacts
does your group already have?
• What do you and others involved like doing? What excites you?
• What do you know has worked in the past?
Will you influence decision-makers by working closely with them as an
‘insider’ or by mobilizing the public?
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do it: Presentation tools

Want to see an example of a cool poster
about hae, triggers and action plan?
Run over to youngsters.haei.org – here you will find
Isabel’s poster that she made for her little sister’s new school

once you have prepared your message you need to
choose how you want to present your message.

HEADLINE

NEWS

ON AIR

NEWS

Collaborate with the local media
to develop a story about your issue
• Make an appointment with relevant contact person
from the local media to outline a plan
• Prepare key messages to be published – specify what
NEEDs to be in the story and what is NICE to include
(but can be left out if space is limited)
• If possible have a story ready yourself

Create a poster with an infographic
that you can distribute in key places
• If you have the resources to make it
yourself – go for it
• Otherwise team up with someone that
can help you
• Get permission to distribute the posters

HEREDITARY ANGIOEDEMA
ANGIOEDEMA HEREDITARIO
JOSEPHINE BRUNKAN
Name:

Headache/
Head Pain

Mom:
Cell Lisa Layera 7105-7620
Home: 2244-2446

Home:
Emergency :
Contacts:

Paul and Rosemary Butcher 2244-1908

Throat
Discomfort
Emergent

Stomach
Pain/Nausea
Caused by
Gastro
Swelling

Repetitive
Movements

If Dizzy:

Sudden
Shock or
Stress

- Sit down/Stop activity
- Drink water/tea, give salt

snack

If Hands or Feet:

Physical
Trauma

- Sit down/Stop activity
- Drink water/tea, give salt

snack

If Stomach:
Parents/Emergency
- Call Mom
Contact

If Throat:

Parents
and
- Call Mom
ASAP

Medical
Professionals

Standing

Develop a presentation to share ideas
Being part of an
interview on tv
Learn from Eirini whose
interview was aired on TV
– visit youngsters.haei.org
to read her story
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• Know how much time you have to make your presentation
• Prepare key messages and choose relevant images/illustrations
• Outline the presentation to make sure you have enough time
• Design the presentation yourself or team up with someone who
can help you
• Practice, so you can become comfortable in front of an audience
and make sure to keep the time
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HAEA youth at
Capitol Hill

Organize an event
• Choose which kind of event (race, public speech, community
gathering, fundraiser, etc.)
• Team up with people who can help you
• Create a budget
• Choose a relevant location
• Make a to-do list and delegate tasks to the group

On youngsters.haei.org
you can read about the
HAEA Capitol Hill Day
Youth Program 2018 and
get inspiration on how
to meet government
representatives
yourself

Plan meetings with
government representatives
• Team up with someone to accompany you
• Make an appointment with the relevant people
– agree on time and purpose
• Prepare your key messages
• Practice to make sure you are comfortable and
have everyting in place before the meeting
• Respect the outlined time and purpose

running for HAE
Turn to page 35 to learn more about Luke’s
running event for HAE.

Develop a social media campaign to raise awareness
• Decide which platform to use – pick the one most used
by your target group
• Decide on a unique hashtag that makes sense
• Outline timeframe and budget, if any
• Set up the campaign and go live!
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do it: project development
Notes/guide
Use these next pages to outline questions for facilitators that will
guide the presentation.
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vocabulary
+ your notes
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Vocabulary

?!
Resources

Terms to keep in mind:
Advocacy
Advocacy is to take action by publicly supporting or recommending a
particular cause.

Awareness
To raise awareness is to increase an individuals’ knowledge or
understanding of a subject, issue, or situation. Raising awareness aims to
educate people and change their perception of something they might know
little or even nothing about.

Issue
An important topic for or problem for debate or discussion.

Objective
A goal, a purpose or an intention.

Pitch
A form of words used when trying to persuade someone to listen to you.

Project
Something that is observed, studied thoroughly or planned. A plan!
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A stock or supply of money, materials, staff or other assets that can be drawn
by a person or organization in order to function properly (synonyms: assets,
funds, capital, etc.)

Stakeholder
A person and/or an organization with an interest or concern in something,

especially a business or a project.
Stakeholders are all those people and/or organizations who need to be
considered in achieving project goals and whose participation and support
are crucial to its success.

Stakeholder Analysis
Is an important technique for stakeholder identification & analyzing their
needs. It is used to identify all key (primary and secondary) stakeholders who
have a vested interest in the issues with which the project is concerned.
The aim of the stakeholder analysis process is to develop a strategic view of
the human and institutional landscape, and the relationships between the
different stakeholders and the issues they care about most.

Target audience
The intended audience receiving your message, product or advertisement.

Toolkit
A set of tools designed to be used together or for a particular purpose.
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notes for your thoughts
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More notes ...
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notes for your thoughts
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About HAEi and HAEA
HAE International (HAEi)
HAEi is the international umbrella organization for the world’s Hereditary Angioedema (HAE) patient groups.
Our organization is a global non-profit network of patient associations and
we are dedicated to raising awareness of C1-Inhibitor deficiencies around the
world.
We strive to improve time to diagnosis and facilitate access to and reimbursement of life-saving HAE therapies, which will enable lifelong health for
all patients – no matter where they live.

US HAE Association (US HAEA)
The US HAEA is a non-profit patient advocacy organization serving Hereditary Angioedema (HAE) patients in the United States. Our Association was
founded and staffed by HAE patients and caregivers.
We provide the HAE community with a personalized support network and a
wide range of services to help them lead a normal life.
The mission of the US HAEA is to increase awareness of Hereditary Angioedema by providing patients and physicians with reliable and readily accessible information about the disease. We are committed to advancing and
conducting clinical research designed to improve the lives of HAE patients
and, ultimately, find a cure.

stay connected!
Follow us on Instagram:
@haeayouth @ushaea
@haeiyoungsters @haeinternational

Join our group on Facebook:
HAEi Youngsters Community

Visit us online:
www.youngsters.haei.org

To learn more about HAEi, please visit: www.haei.org
To learn more about the HAEA, please visit: www.haea.org
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