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Annual Membership Survey 2024

Assessing Needs and Gap Areas of Patient Advocacy Organization Members

WPA conducts an annual survey of our member organizations. The results of
this survey inform us how to best serve our members. We are pleased to

share the findings of this year's survey with you:

World Patients Alliance



Advocacy

(Is advocacy a priority/focus area for your organization? How well are you doing in this area?)

ANSWER CHOICES RESPONSES
Investing & succeeding / invertir y tener éxito
Investing & succeeding 39.58%
Doing okay but needs work/Lo estd haciendo bien,
pero necesita trabajo Doing okay but needs work 51.25%
F
Not succeeding, but need to be/No esta teniendo . )
&xito, pero debe serlo Not succeeding, but need to be 7.08%
Not Applicable/Not an area of focus for our Not App||cab|e/Not an area of 2.08%
organization / No aplica/No es un area de enfoque ; .
para nuestra organizacion focus for our Organlzatlon
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Awareness

(Is awareness a priority/focus area for your organization? How well are you doing in this area?)

ANSWER CHOICES RESPONSES
Investing & succeeding / invertir y tener éxito
Investing & succeeding 47.08%

Doi kay but d k/Lo esta haciendo bien, .

o necesita tabae Doing okay but needs work 50.83%

r
H 0,
Not succeeding, but need to be/No esta teniendo NOt SUCCEEdlng, bUt need to be 208A)
éxito, pero debe serlo
1 Not Applicable/Not an area of focus for 0%
Not Applicable/Not an area of focus for our . .
organization / No aplica/No es un area de enfoque our organlzatlon
para nuestra organizacion

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Fundraising

(Is fundraising a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHO'CES RESPONSES
Investing & succeeding 12.81%
Doing okay but needs work/Lo esta haciendo bien,
pero necesita trabajo Doing okay but needs work 45.87%
N ding, b d to be/N . iend :
ot succeeding, but need to be/No esta teniendo . o
éxito, pero debe serlo Not succeeding, but need to be 37.19%
Not Applicable/Not an area of focus for our Not Applicable/Not an area of focus for 4.13%
organization / No aplica/No es un area de enfoque . .
para nuestra organizacién our organlzatlon
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Research

(Is research a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHOICES RESPONSES

Investing & succeeding 16.57%

Doing okay but needs work/Lo estd haciendo bien,

pero necesita trabajo

Doing okay but needs work 41.44%
r
Not succeeding, but need to be/No esta teniendo .
éxito, pero debe serlo Not succeeding, but need to be 19.34%
Not Applicable/Not an area of focus for our Not Applicable/Not an area of focus for 22.65%
organization / No aplica/No es un area de enfoque . .
para nuestra organizacion our organlzatlon
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Access to Health Care

(Is your organization working on/promoting access to healthcare? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito

ANSWER CHOICES RESPONSES
Doing okay but needs work/Lo estd haciendo bien, InveSting & Succeeding 2996%
pero necesita trabajo
Doing okay but needs work 55.70%
Not succeeding, but need to be/No esta teniendo F .
éxito, pero debe serlo Not succeeding, but need to be 10.13%
i 0,
Not Applicable/Not an area of focus for our Not Applicable/Not an area of focus for 4.22%
organization / No aplica/No es un area de enfoque our organization
para nuestra organizacion

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Healthcare Delivery

(Is your organization involved in healthcare delivery? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito

ANSWER CHOICES RESPONSES
Investing & succeeding 17.92%
Doing okay but needs work/Lo estd haciendo bien,
pero necesita trabajo .
Doing okay but needs work 41.67%
Not succeeding, but need to be/No esta teniendo g .
éxito, pero debe serlo Not succeeding, but need to be 13.33%
Not Applicable/Not an area of focus for our Not Applicable/Not an area of focus for our 27.08%
organization / No aplica/No es un area de enfoque . .
para nuestra organizacion organlzatlon
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Medication Safety

(Is Medication Safety a priority/focus area for your organization? How well are you doing in this area?)

ANSWER CHOICES RESPONSES
Investing & succeeding / invertir y tener éxito Investing & Succeeding 1750%
Doing okay but needs work/Lo estd haciendo bien, pero DOing Okay bUt needs Work 3542%

necesita trabajo

::> Not succeeding, but need to be 15.42%
Not succeeding, but need to be/No estd teniendo éxito,

pero debe serlo

Not Applicable/Not an area of focus 31.67%
Not Applicable/Not an area of focus for our . .
organization / No aplica/No es un érea de enfoque para for our organization

nuestra organizacion
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Investing & succeeding / invertir y tener éxito

Doing okay but needs work/Lo estd haciendo bien,
pero necesita trabajo

Not succeeding, but need to be/No esta teniendo
éxito, pero debe serlo

Not Applicable/Not an area of focus for our
organization / No aplica/No es un area de enfoque
para nuestra organizacion

Patient safety

(Is Patient safety a priority/focus area for your organization? How well are you doing in this area?)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES
Investing & succeeding 25.83%
Doing okay but needs work 51.25%
Not succeeding, but need to be 12.08%
Not Applicable/Not an area of focus for 10.83%

our organization
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Patient-Centered Healthcare

(Is Patient-centered healthcare a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito

ANSWER CHOICES RESPONSES
Investing & succeeding 30.83%
Doing okay but needs work/Lo estd haciendo bien,
pero necesita trabajo Doing okay but needs work 50.42%
r
Not succeeding, but need to be/No esta teniendo NOt succeedlng, bUt need to be 1333%
éxito, pero debe serlo
Not Applicable/Not an area of focus for 5.42%
Ngt Applicable/NQt an area of f’ocus for our our orga nization
organization / No aplica/No es un drea de enfoque
para nuestra organizacion
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Non-Communicable Diseases

(Is Non-communicable diseases a priority/focus area for your organization? How well are you doing in this area?)

ANSWER CHOICES RESPONSES
Investing & succeeding / invertir y tener éxito
Investing & succeeding 24.48%
Doing okay but needs work/Lo esta haciendo bien, pero DOing Okay but needs work 41.49%
necesita trabajo
4
1 Not succeeding, but need to be 12.03%
Not succeeding, but need to be/No esta teniendo éxito,
pero debe serlo Not Applicable/Not an area of focus 21.99%

for our organization

Not Applicable/Not an area of focus for our

organization / No aplica/No es un area de enfoque para
nuestra organizacién

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Universal Health Care

(Is Universal health care a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHOICES RESPONSES
Investing & succeeding 11.25%
Doing okay but needs work/Lo estd haciendo bien,
pero necesita trabajo .
Doing okay but needs work 54.17%
Not succeeding, but need to be/No esta teniendo " Not succeeding, but need to be 15.42%
éxito, pero debe serlo
Not Applicable/Not an area of focus for 19.17%
Not Applicable/Not an area of focus for our our organization
organization / No aplica/No es un drea de enfoque
para nuestra organizacion

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Clinical Trials

(Is patient involvement in Clinical trials a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHOICES RESPONSES
Investing & succeeding 7.95%
Doing okay but needs work/Lo estd haciendo bien, DOing Okay bUt needs WOrk 2929%
pero necesita trabajo
- - Not succeeding, but need to be 24.27%
Not succeeding, but need to be/No esta teniendo
éxito, pero debe serlo Not Applicable/Not an area of focus for 38.49%

| our organization

Not Applicable/Not an area of focus for our
organization / No aplica/No es un 4rea de enfoque

para nuestra organizacion

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Information to Patients and Families

(Is providing information to patients and families a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito

Doing okay but needs work/Lo esta haciendo bien, pero
necesita trabajo

Not succeeding, but need to be/No esta teniendo éxito,
pero debe serlo

Not Applicable/Not an area of focus for our organization
/ No aplica/No es un area de enfoque para nuestra
organizacion

0%

T T T T T T T T T 1

10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES
Investing & succeeding 51.45%
Doing okay but needs work 39.83%
Not succeeding, but need to be 5.81%
Not Applicable/Not an area of focus 2.90%

for our organization
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Education/Capacity Building of Patients

(Is education /capacity building/health literacy of patients & families a priority/focus area for your organization?

ANSWER CHOICES RESPONSES
Investing & succeeding / invertir y tener éxito . .
Investing & succeeding 43.57%
Doing okay but needs work/Lo esta haciendo bien, Doing okay bUt needs WOfk 45.64%
pero necesita trabajo
" Not succeeding, but need to be 7.05%
Not succeeding, but need to be/No esta teniendo
éxito, pero debe serlo
Not Applicable/Not an area of focus for our 3.73%
Not Applicable/Not an area of focus for our Organization
organization / No aplica/No es un area de enfoque
para nuestra organizacion

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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Education/Capacity Building of Healthcare Providers

(Is education /capacity building of healthcare providers a priority/focus area for your organization? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHOICES RESPONSES
Doing okay but needs work/Lo esté haciendo bien, Investing & Succeeding 24.48%
pero necesita trabajo
Doing okay but needs work 53.11%
4 g y
Not succeeding, but need to be/No esta teniendo .
éxito, pero debe serlo Not succeeding, but need to be 14.94%
Not Applicable/Not an area of focus 7.47%
Not Applicable/Not an area of focus for our . .
organization / No aplica/No es un area de enfoque fOI" our OrgaanaUOn
para nuestra organizacién

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

. World Patients Alliance



Education/ Capacity Building of Your Organization

(Is education /capacity building within your organization is a priority/focus area for you? How well are you doing in this area?)

Investing & succeeding / invertir y tener éxito ANSWER CHOICES RESPONSES
Investing & succeeding 29.88%
poing okay bUthfgiseVCV;rith?ae;atfohadendo e Doing okay but needs work 57.68%
r
Not succeeding, but need to be 10.79%
Not succeeding, but need to be/No esta teniendo .
éxito, pero debe serlo Not Applicable/Not an area of focus for 1.66%

our organization

Not Applicable/Not an area of focus for our
organization / No aplica/No es un area de enfoque
para nuestra organizacién

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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How Does Your Organization Tackles Unequal Access to Healthcare or How Do
You Address Disparities in Healthcare Access

ANSWER CHOICES RESPONSES
Online educational materials / Materiales educativos en
linea Online educational materials 67.50%
Webinars / Webinarios Webinars 5625%
- Education of health care professionals 73.75%
Education of health care professionals about needs of .
underserved and diverse populations / Educacion de los abOUt needs Of underserved and dlverse
profesionales de la salud sobre las necesidades de las... populations
Research on ways to change policy on access to care for .
the underserved / Investigacion sobre formas de ResearCh on Ways to Change pOlICY on 4667%
cambiar la politica de acceso a la atenciéon médica... | access to care for the underserved
7

Training of regional or local leaders in your

organization/Capacitacién de lideres regionales o Training of regiona| or local leaders in 57.92%
locales en su organizacién . .
your organization

Developing policies in your organization to ensure

diversity of reach/ Desarrollar politicas en su Developing pOIiCieS in your organization 47.50%
organizacion para garantizar la diversidad de alcance . .
to ensure diversity of reach

Other (please specify) /Otros (especifique) Other (p|ease Specify) 19.17%

T T T T T T T T T T 1

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Others: Lobbying at the national level, Mobile clinic - outreach to hard-to-reach populations (due to stigma or geographically), Preventative diagnostic tools online
to assess the risk, Working with authorities to exterminate the taenia-cysticerci that is a real problem in the poor. sex education to teens, Training other healthcare
workers, joint actions with other organizations, Engagements, and Collaboration, Influencing public policies, Organization of awareness groups, Patient Advocacy
Training, seminars, information days, workshops, roundtables, Working with pharmaceutical companies to fund patient support and affordability programs



What were Your organization’s Main Struggle in 2023? Kindly prioritize each
of the following issues, with 01 being the biggest struggle and 05 no struggle.

01 BIGGEST 02 SIGNIFICANT 03 MODERATE 04 MINOR 05 NO
STRUGGLE STRUGGLE STRUGGLE STRUGGLE STRUGGLE/
Funding/Financiacién
Fundi
Capacity building/Fortalecimiento de... unding 58.37% 20.17% 13.73% 6.01% 1.72%
Staffing/Dotacién de personal . o
Capacity building 9.91% 29.74% 37.93% 15.52% 6.90%
Content development/education...
Development of education on issues... Staffing 18.38% 27.35% 23.93% 20.09% 10.26%
Outreach to members/Alcance a los miembros
Reaching/working with policy leaders/Llegar a... Content development 7.59% 19.41% 32.91% 21.94% 18.14%
Posting and responding to social...
Affordable care for all/Atencién asequible... Develo.pment.of 8.97% 17.52% 31.20% 28.63% 13.68%
education on issues
Educational events (In person) /Eventos... important to
Fundraising events (In person)/ Eventos de... membership
! ! ! ! ! ! ! ! ! ! ‘ Outreach to members
0% 10% 20% 30% 40% 50% 60% 70% 80% 90%100% 7.26% 21.37% 31.62% 23.08% 16.67%
™ 01 Biggest Struggle/01 La mayor lucha Reaching/working with 27 43 27.31% 23.11% 16.81% 11.34%
M 02 Significant Struggle/02 Lucha significativa policy leaders
03 Moderate Struggle/03 Lucha moderada Postin.g and r?sponding 5.96% 18.30% 23.83% 24.68% 27.23%
04 Minor Struggle/04 Lucha menor to social media
05 No Struggle/05 Sin lucha Affordable care for all 31.76% 23.18% 22.32% 13.30% 9.44%
Educational events (In 10.34% 21.12% 31.47% 20.69% 16.38%
person)
Fundraising events (In 40.85% 22.98% 19.57% 8.94% 7.66%

person)



Would You Like WPA To Develop Educational Material (e.g. toolkits)
on Any of the Given Topics

ANSWER CHOICES RESPONSES
Policy/ Advocacy/Politica/ Promocion
Policy/ Advocacy 70.04%
Fundraising/Recaudacion de fondos
Fundraisin 78.06%
g
Clinical Trials/Ensayos clinicos
_ Clinical Trials 41.35%
Disease Awareness (How do we do
that)/Concientizacién sobre la enfermedad (Cémo lo .
hacemos?) Disease Awareness (How do we do 62.87%
, _ _ - | that)
Patient Engagement/Compromiso del paciente
Patient Engagement 68.78%
How to be a Caregiver/Cémo ser cuidador ]
How to be a Caregiver 52.32%
How to Organize an Event/Como organizar un
evente How to Organize an Event 48.52%

Resource Toolkit That Will be Event Specific

Event/Kit de herramientas de recursos que seran

evento especifico Evento Resource Toolkit That Will be Event 55.27%

Other (please specify) / Otros (especifique) SpeCIfIC Event

Other (please specify) 8.86%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Others: Treatment literacy materials, Survivorship Care/support, How to build a network, Al, Digital Health Literacy, Advocacy,
navigation and expert patient program, How to claim your human rights, Importance of accredited facilities, Toolkit for patient
engagement



Please Indicate if You Would Like WPA to Assist in Any of the Following Areas:

Funding/Financiacion
ANSWER CHOICES RESPONSES
i o)
Capacity building/Fortalecimiento de capacidades Fundlng 8193A)
Capacity building 59.24%
Staffing/Dotacion de personal
. Staffing 35.71%
Content development/education
materials/Desarrollo de contenido/materiales... Content development/education materials 5168%
Development of education on issues important to
membership/Desarrollo de la educacién sobre... e Deve|opment of education on issues 46.22%
Outreach to members/Alcance a los miembros important to memberShip
Reaching/working with policy Outreach to members 39.08%
leaders/Llegar/trabajar con lideres de politicas
. . . . o
Posting and responding to social media/Publicar y o Reachlng/worklng with pO“Cy leaders 51.68%
responder a las redes sociales . . . . 0
Affordable care for all/Atencién asequible para POStIng and respondlng to social media 39.92%
todos
_ _ Affordable care for all 43.70%
In person educational events/Eventos educativos
presenciales In person educational events 50.42%
In person fundraising events/Eventos presenciales
de recaudacion de fondos In person fundraising events 55.88%
Other (please specify) / Otros (especifique) Other (please Specify) 7.14%

T

T

T

T

T

T

T

T

T

T

1

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Other: Exchange learning visits among members, Building the network, use of the Portuguese language, Building the network,
Educational Events For Political Actors And Science Professionals In Person, Connecting to other healthcare and life science stakeholders.



What Can World Patients Alliance (WPA) Provide Your Organization to Stay
Informed on Global Patient Issues?

Current news in healthcare/Actualidad en el sector
sanitario

Clinical trial development / Desarrollo de ensayos
clinicos

Newsletter / Boletin informativo

Publicity for your organization / Publicidad para su
organizacion

Policy issues/Cuestiones de politica

Education development (e.g. patient safety, falsified
medicines, rare diseases)/Desarrollo de la educacion

(por ejemplo, seguridad del paciente, medicamentos...

Advocacy/Defensoria Abogacia

Other (please specify) / Otros (especifiquese)

I T T T T T T T T T 1
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES
Current news in healthcare 78.75%
Clinical trial development 48.75%
Newsletter 58.75%
Publicity for your organization 71.67%
Policy issues 44.58%
Education development (e.g. patient 69.17%
safety, falsified medicines, rare

diseases)

Advocacy 63.75%
Other (please specify) 5.00%

Others: Gsp v outreach, Human rights in/and HIV care. Current news should include recent and effective HIV treatment

regimens, Scholarship to in-person events, Running patient support and access to treatment programs, Grants



What topics would you prefer to be included during the upcoming 2nd World
Patients Conference scheduled for October 19-20, 2024, in Cape Town?

Universal Health Coverage/ Cobertura sanitaria ANSWER CHOICES RESPONSES
universal
patient Empowerment & Engagement/ Universal Health Coverage 51.24%
Empoderamiento y compromiso del paciente Patient Empowerment & Engagement 76.45%

Patient Engagement in Regulatory issues/ Participacion
del paciente en cuestiones regulatorias

Health Technology Assessment/ Evaluacion de Patient Engagement in Regulatory 5331%

Tecnologias Sanitarias

Patients Centered Healthcare/ Atencidon médica ISSU€S
d | i
centrada en elpaciente Health Technology Assessment 46.28%
Patients Safety/ Seguridad de los pacientes .
| Patients Centered Healthcare 64.46%
Digital Health/ Salud Digital Patients Safety 49.59%
Caregiving/ cuidado Digital Health 53.72%
Clinical Trail/ Ensayo Clinico Ca regiving 38.84%
Artificial Intelligence (Al)/ Inteligencia Artificial (1A) Clinical Trail 33.88%
Non-Communicable Diseases/ Enfermedades No Artificial |nte||igence (A|) 52.07%
Transmisibles
- i i 0
Other (please specify) / Otros (especifiquese) Non Communlcable Diseases 45.04%
O A Other (please specify) 7.85%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Others: Patient - Healthcare worker relationship, non-stigmatizing language, A closer look into HIV care in the next 10-20 years,
cancer care specific topic within the NCD, Mental Health, prevention - new ways or how to prevent illnesses and doctor-to-doctor
communication, Pain management
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