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DEVELOPING A NATIONAL
ASSOCIATION.

1 The importance of setting clear Vision, Mission and Objective.
1 The Importance of Strategic Roadmap.
1 Action Plan.

1 To mobilize, empower and build up a network.




The Importance of PWS Clear Vision, Mission & ODbjective
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“ Developing A National
ASsociation

1. Setting clear Vision, Mission and Objective.

UP

Patients, parents, caregivers and Clear Vision and
family members. Mission will entice
them to be a
members,

GI010

Clear objective
will lead to proper
planning

Planning

Should plan for a strategic roadmap
to achieve the objective.



Vision

» To create A Support Group.

» To create network and awareness
among public, patients and family.

Mission

> Access to subsidized Growth
Hormone Treatment within 5
years.

Objective
» Towards improved PWS Person

Outcome and to prepare for their
Independent Living,

TeamWork

s the keyword for success.

To achieve , we need a good engagement with
all parties / stakeholders.
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Impactful Awareness

2. Will leverage for supports

Objectives

Towards improved PWS Person
Outcome and to prepare for their
Independent Living,

INCREASE Laverage
awareness Network

To create High Impact
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Data
Collection
Our main
priority.

3. DATA
MANAGEMENT

Data management is the most
Important element in our
planning processes.

(Good data collection will
lead to a better planning.




HGE GRUOUP
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AGE GROUP INFOGRAPHIC
PERCENTAGE CHART

sy o B

ABOVE 17 YEARS OLD BELOW 6 YEARS OLD
16 PATIENTS 51 PATIENTS
OLDEST 25 YRS OLD
Age Group
M HHHH

18 PATIENTS 40 PATIENTS




MALE VS FEMALE
CHART

435%
FEMALE

Male - 71 patients Female - 54 patients
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The Importance of PWS Strategic Roadmap
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% Strategic Roadmap

o Professional Awareness and Support.

G010
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Research

University.
d To develop research
based credentials.

Public and Private

Hospital.

4 Pioneering & Passionate
Clinicians.

Allied Health

Service Provider.

O To provide best practice
Lifelong Intervention
Program.

Child Develoment
& Special Needs

Fducators.

d To develop their needs
and prepare them for
Independent Living.



Strategic Roadmap

Professional Awareness and Support

Public & Private
Hospital

O - N
Multidiscipline Clinician.

Child Development /
3>% ° Special Need

Fducation Provider

 To develop Independent
Living Skills.

O To develop Passionate

1 To develop Research Based
Credentials.

Research University 0 550 /

6o 0 Allied Health Service
0

Provider

1 To develop Multidisciplinary
Caregiving Best Practices.

* The percentage is just the analogy to show the importance of the subject.
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Investment Infographic
Professional Awareness & Support

Child Dev.
Special Needs
Education
Research Lifelong . Special
INntervention C||n|ca| X p d
Program Program Program Nee
Fducation
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** Fund

o The most important element

Corporate Social
Responsibilit |



o The Game Changer.

“ The important group.

d Impacting equitable
coverage.

1 Raise awareness and
enhance visibility of PWS in
all sectors including health,
social, work, education and
research.

Gl

Pharmaceutical Industry

To advance and promote knowledge
about medication and to ensure the
availability and affordable of the
drugs.

Government Policy

To promote and enhance services in
the healthcare, education, training,
employment, welfare and other
support services for patients and
families.

Corporate Social
Responsibility Program.

To relieve financial hardship of
patients and families affected with
PWS.



Pharmaceutical Industries
Clinical & Allied Health
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ACTION PWNS PLAN
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Governance & Policy
Maker

d To enhance services in the
healthcare, education, training,
employment, welfare and other

support services for patients and
families.

Planning

v Good planning with clear direction
will create a good result.

Contract

[ Passionate Clinicians, Allied Health
Services Provider, Child

Development Centers and Special
Needs Educators plays important

Communication

v' Engagement with all parties / stake
holders in the ecosystem with
accurate information is vital.

roles. v Awareness Program is on going
process.
Research T 03
d To advance and promote A :
| nalysis
knowledge and education by o
engaging in, encouraging and v Sood analysis will lead us to a
supporting research in PWS etter priorities.
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To mobilize, empower NJET

ORK Andbuild up
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Mobilization & Empowerment

Governance & Policy

To support & enhance and to
ensure the governance of all the

policy.

Association
Mobilize all the resources

Professional Awareness
& Support

To support and enhance

Research
To provide the credentials needs.
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EFMPOWERMENT

Communication
» Accurate information

Planning

» To mobilize and empower the right
person

Analysis
> Priorities the needs.

* The percentage is just the analogy to show the importance of the subject.
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318
Degal
FUND

Technology

Government &
Ministry.
= Policy maker.

Professional
Awareness &
Support.

= |mportant network
in the Lifelong
Journey.

Funds

= Ensure a good
work-life balance
and protection from
loss of income for
family members
Who are caregivers.

Time & Technology.
= To reach out with
effective time.



Passionate & Advocacy Worki ng with
Good Mindset different
® W nedtostore stakeholders
Y et In the
 Be o ecosystem.
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Network around the
Globe.

Better Understanding

about PWS.
Make the impactful & our
presence felt!!

No One Left Behind

—

We can
save PWS

community.

_
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IMPROVED

PWS Person OQutcome

Enhance Cognition & Family & Community
Independence Social Economy
Benefits

Optimum Quality & Meaningful
Purpose in Life Employment




HANK YOU

PWSA




