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Parents of adult children with PID

VISION: A future where Primary Immune 
Deficiencies are diagnosed early, communities 
are more aware of the signs and symptoms of 
PID, and those affected by PID feel  supported.

GOAL: Promote an understanding of PID 

within both the general and medical 

communities through: Awareness We 

work to increase PID awareness in the general 

and medical community. Membership
We acknowledge that unity is strength and our 
aim is to reach and support all Australians 

with PID. Advocacy We will act for our 

members and their families. 

Communication We will continue to 

develop and maintain our communication 
with members, their families, our partners 
stakeholders and key alliances.

Chloe, Annette, Christine & Adam

Mentors & friends -

young and old

Information - website, 

newsletters, Facebook

Resources - for patients 

and health professionals

Advocacy – national Ig 

& Blood committees, SCIg, 
newborn screening

Communication –

national conferences, 
newsletters, face book, 
birthday cards, picnics

Links – World PI Week, 

IPOPI, Rare Disease Day

Empowerment –

encouraging members to 
“share their story”

Strategies – Vision, 

Mission, Goals, Values, 
Fundraising

Major achievements since 2012:
• Increased membership 
• New website
• Resource pack for patients
• Resources for health professionals
• 2 National Conferences 
• Fundraising Gala Ball 
• SCIg funding approved
• Volunteers and fundraising group 
• Youth and young adult members group

Australia



Presenter Nice to meet you!

KARIN MODL

Founder & CEO (founded 2005)

Patient

Key Goals of ÖSPID

• Support of patients and their families 
through contacts, meetings and the 
opportunity to exchange experiences. 

• Information and training for members 
and their families. 

• Cooperation with authorities, social 
security institutions, insurance 
companies and medical organizations. 

• Educating the public about these 
diseases and degradation of ignorance 
and misunderstanding. 

Austrian Support Group for Primary Immunodeficiencies

• Prevention of social exclusion.

• Suggestions and promotion of 
measures to improve medical 
education and early diagnosis. 

• Help with legal issues. 

• Help if problems with insurance.

• Raise the Awareness for PID

There are approximately 300 diagnosed
Patients in Austria thereof 130 members
at our group





• key	goals	or	achievements	
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Mother	of	a	Pa ent	

Living	 condi ons	 in	 Brazil	 are	 very	
similar	among	regions	but	we	s ll	have	
much	 room	 for	 improvement.	 This	

group	 of	 pa ents	 needs	 greater	
a en on	from	the	healthcare	system	in	

order	to	have	a	be er	quality	of	life.	
	

Materials	and	Methods	

We	interviewed	186	pa ents	and/or	their	carer	
distributed	throughout	Brazil	between	February	
2012	and	May	2013	using	a	printed	and	online	

ques onnaire	with	60	ques ons.	
Results	

Groups	were	compared	and	responses	
analyzed	 in	 order	 to	 verify	 regional	
differences	and	we	found	that	over	98%	

of	all	pa ents	have	piped	water	and	93%	
have	 basic	 sanitary	 condi ons.	 74.5%	

have	 a	 computer,	 47.8%	 have	 private	
insurance	 and	 most	 of	 these	 families	
(38.9%)	 survived	 on	 approx	 $500	 U$/

month.		
We	observed	that	many	pa ents	depend	

on	 public	 transporta on,	 57.8%	 don’t	
have	a	car		and	55.7%	need		1	to	2	hours	
to	 reach	 	 the	 clinic	 for	 infusion	 or	

consulta on.	Approx	80%	of	the	pa ents	
classified	 their	 health	 as	 poor	 before	
treatment	 but	 81.4%	 classified	 their	

health	 as	 greatly	 improved	 following	
treatment.		

Conclusions	



Our Vision

To provide advocacy, education and 

support for all immunodeficient patients 

diagnosed and not yet diagnosed in 

Canada 

Our Mission

The Canadian Immunodeficiency 

Patient Organization is committed to 

improve the health and quality of life 

of all people with immunodeficiency 

and to ensure education of Physicians, 

Nurses and Patients. 

Canadian Immunodeficiencies Patient Organization

info@cipo.ca 

www.cipo.ca

Our Values

The Canadian Immunodeficiency Patient 

Organization is committed to the 

following values:

OTHER HEALTH CARE PROVIDERS

(PRIMARY CARE PRACTITIONERS, 
DENTISTS, SPECIALISTS…)

PATIENTS’ 
COMMUNITY

HEALTH CARE PROVIDERS

FROM THE CANADIAN

COMPREHENSIVE CARE CLINICS

FAMILIES

AND FRIENDS

PATIENTS WITH 

Immune 

Disorders

Our Governance  Priorities

A Cohesive Organization
Build a cohesive organization through a combination of strong, effective chapters 

with consistent collaboration between chapters and the national organization.

Increased Supporter Contact
Increase supporters in both the chapters and the national organization.

A Culture of Philanthropy
Develop a culture of philanthropy among the supporters of CIPO so as to be able to 

achieve the mission and goals of the organization.

Our Global
Responsib ility

While the primary mission of 

the Canadian 

Immunodeficiency Patient 

Organization is to work within 

our own borders on behalf of 

Canadians, we recognize our 

responsibility to work with 

other global immunodeficiency 

groups to further its mission of 

TREATMENT FOR ALL.

Target Populations

The Canadian Immunodeficiency Patient 

Organization provides information, programs and 

services to.....

Our Goals

Care and Treatment
Achieve optimal comprehensive care for all 

people with Immunodeficiency.

Awareness
Raise awareness among people with 

Immunodeficiency, their immediate 

communities and health care providers.

Research
Promote research to improve treatment and 

ultimately to find a cure.

Education and Support
Provide effective delivery of information and 

support to patients and their families across 

Canada in both English and French.

Safe and Secure Supply 
Advocate for access to a secure supply of the 

safest and most efficacious therapies for 

treatment of Immunodeficiencies.

Inclusiveness  | Connectedness 

Advocacy  | Excellence  | Integrity 

Respect  | Collaboration



OUR INTERNAL ACTIVITIES 

- FAMILY SUMMER CAMP  yearly. 

Offering information on PID, exchange of 

experiences and opportunity for net-
working. 

- FAMILY DAY TRIPS  in Jutland and on 

Zealand 

- YOUTH WEEKEND  in the spring time, 
giving the youth group the possibility to 

express  their concerns and thoughts on 

various subjects concerning PID 

- INFORMATION DAY for adult PID 
patients 

- A webpage (www.idf.dk) 

- A magazine IDF NYT (IDF NEWS)  
published 4x times yearly. 

EXTERNAL ACTIVITIES 

- Initiative to have SCID New born 

Screening  included in the national 

health screening programme 

- Joint project  with other patient 

organisations campaigning to avoid  
PID patients included in “functional 

disorders” 

- Cooperation between our NMO and 
the Nordic NMO´s , Norway, Sweden, 

Finland and Iceland. Exchanging 

information and experiences within the 

Nordic countries. 

- Member of RARE DISORDERS, 
DENMARK 

DENMARK 
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Board supporter , Board member, 
Vicepresident and member of IDF 
All four are parents 
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Germany – dsai e.V.

About the poster presenter(s)
Nice to meet you!

Gabriele Gründl – Chairwoman – founder

Birgit Brandl - employee

Andrea Neuner - employee

key goal:  early diagnosis & appropriate therapy

actions & achievements 2013/2014

� appearance in nationwide TV shows
� awareness campaigns in print and online media

> award from „Marion und Bernd Wegener Stiftung“
� 11 CME events all over Germany
� digital posters all over Berlin 

for Day of Immunology
� new flyer „guideline for PID diagnostics“
� new mascot „purple bacteria“
� film version of dsai-comic (in progress)
� relaunch of new dsai website









Portugal

About the poster presenters

Maria João Mousinho, Ricardo Pereira

President, Treasurer

Patient, Patient

APDIP - The Portuguese Association of
Primary Immunodeficiencies

facebook website twitter

History and Goals

Congress Presenters

Has started in 2002 in Oporto. In 2010 with the election of 
a new Board APDIP is infused with new a dynamic 
approach, making all efforts to better understand who the 
Portuguese patient are and what are their needs.

APDIP is constituted solely of volunteers who endeavor to 
work with health officials, institutions, physicians, families 
and patients to improve the general conditions to 
Portuguese Patients.

PID awareness is key for quicker diagnosis and better 
access to care and the Portuguese PID Patient group main 
concern.

APDIP organize, every year, the Meeting of Families with 
PID. Patients, their families, physicians and nurses took 
part in the meeting sharing their experiences and 
expertise.

Ricardo Pereira
Treasurer

Living with PI

Hey, my name is Ricardo and I'm a eclectic person, 
very passionate about life. I born with X-Linked 
Agammaglobulinenmia. Many people ask me 
what limitations do I have! I answer always with a 
smile. Smiles also lead to happiness and a good 
health so I try to live my life in that way.

Maria João Mousinho
President

Living with PI

I was diagnosed at 35 years old, when my daughter was 
born. Since that moment, I was always very sick. But my 
story is also the story of my twin sister. She had 7 years 
without diagnosis. She was only diagnosed when I started 
to have the same symptoms. Since we do the treatment of 
immunoglobulin we started to have a normal life again.





POsPID	is	NGO	advoca ng		for	
access	of	PID	pa ents		to	
early	diagnose,	safe	
treatment,	proper	medical	
care	and		regular	health	
insurance	

	

	

	

	

Republic	of	Serbia	

	

About	the	poster	presenter(s)	
Nice	to	meet	you!	

Dragana	Koruga	
Snezana	Obradovic	

Dragana	is	Charing	POsPID	–	The	NMO	from	Serbia	
Snezana	is	represen ng		the	POsPID	Assembly	

	
Connec on	to	the	PID	Community:	Parents	 Snezana	Dragana	

Main	achievements	in	last	two	years		
	

Con nually	raising	awareness	on	PID	
using	different	media,	events,	congreses,	fes vals,	art	performances	

&promo ons	(Expose!)	
Providing	support	to	referal	hospital	:		PID	lab	-	microscope,	educa on	,	

support	in	fi ng	with	authori es		
Dealing	with	pa ent’s		health	issues	by	advoca ng	to	authori es,	

organizing	needed	help	
Collabora ng	in	region	–	mee ngs,	skype	conferences,	calls	

Providing	psycho/social	support	to	pa ents:	
summer	camps,	mee ngs,	workshops,	phone	calls			

Eestablishing	and	running			
Na onal	Organiza on	for	Rare	Diseases:	

First	Na onal	Conference	on	RD	
	
	

	

h p://pospid.org.rs	









The	Netherlands	

	

About	the	poster	presenter(s)	
Nice	to	meet	you!	

Petra	Vera		Chair	
	

Kees	Waas	Secretary	

Both	are	parents	from		PID	pa ents	

Re-print brochures and new 
brochures 

Awareness campaign  

Stichting voor AfweerStoornissen 

- Established in 1985 
 

- 295 members (= 316 patients) 
  (About 1700 patient in the Netherlands) 

- Two meetings a year (April / November) 

  also for young patients 

- Involvement in research projects 

Young adult weekend Ardennes  

new website 
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About	the	poster	presenter(s)	
Nice	to	meet	you!	

Selcan	Kaya	
	

Chairperson	of	IMYED	
	

Pa ent		

Associa on	of	Turkish	Pa ents	with	Immune	Defici e ncy			

	
115	members	:	
	

		47	pa ents	&	families	
	

		68	nurses	&	doctors	
	

	
A	miracle	has	happened	!	

	
Gene	therapy	cured		

	a	WAS	pa ent	

	

	
• Balloon	launch	at	PI	week	

• Awareness	mee ngs	for	physicians	

• General	assembly	of	IMYED	
	
	



Launched	July	2013:	www.piduk.org	
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Dr	Susan	Walsh	and	Suzanne	Fox		
	

Director	of	PID	UK	(SW)	and	member	of	Pa ent	
Representa ve	Panel	(SF)	

	

Suzanne	–	a	parent	

Involvement	in	campaigns	

Upda ng	members	on	health,		
community	&	research	news												

Newsroom,	newsle ers,	
monthly	e-bulle ns	

Informa on	and	support	

• 	Responding	to	medical,	benefits,	
insurance	and	rights	queries	
• 	Condi on	informa on	sheets	
• 	Advice	leaflets	

Raising	awareness	

Pa ent	stories	in	
na onal	&	local	press	

Susan	

Suzanne	





… 










