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Parent Leadership and Advocacy

= Parents are a catalyst for change

"Each parent’s jJourney
changing

= Parents today are working at the national,
state, and local level to affect change

= Parents need professionals to encourage their
participation

= Parents have skills to be valued

Change can either be top down or bottom up
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Why Do Parents Get Involved?

= They believe the issue Is important to them and
their children/family

= They believe they have something to
contribute

= They believe that they will be listened to and
their contributions respected

= They believe their participation will make a
difference
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Sharing the Successes - Parent Activities

Disability specific events: asthma, Down Syndrome, and
others

Resource materials and notebooks

Care Plan activities

Action Plans for specific populations

Surveys

Culturally and linguistically appropriate materials
Support groups

Focus groups

Increased appointment time

Hotlines for providers

Fax back forms for referrals

Building connections and relationships
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Hang on there are more successes!
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Sharing the Successes - Parent Activities

= Planning and meeting

= Building relationships within the office

= Caoding, billing and reimbursement activities
= |dentify parents for Medical Home involvement
= Bulletin board system

= Involve parents in practice planning

= Questionnaires

= Brochures and posters

= Transition planning

= Disability specific action plans

= Track referrals

= Reduce Emergency Room visits
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Barriers Impacting Parent Involvement

= Lack of a provider champion

= Staffing changes

= Time

= No consistent meeting time

= Lack of communication

= Lack of understanding of the goal

= Lack of clear direction for project

= Lack of specific tasks for families to engage

= Funding for parents (childcare, travel, etc.)
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Sharing Successes
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Example Parent Successes

= Surveys, brochures, signs

= Resource lists or information packets

= Time studies in the waiting room

= Cultural competency training

= Plan Do Study Act cycles

= Cost studies of children with special needs
= Advisory committees

= Care coordinator/navigators

= Support groups

= Clinical based services examples
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Ask yourself these guestions

*What would the practice team like to accomplish?
How are we doing from the consumer point of view?
*What are the goals for the practice?

*\What activities are the parent partners interested in?

Do you feel engaged? If not, why?
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What Does It Take To Be a Parent Partner?
Individual Self-Advocacy

= Knowledge = Skills
» Rights of self and of children » Fact-finding
» Processes to secure those » Documentation
rights > Fact-organizing
»Parent’'s rol e i m EffdtRe cdnhénicaio
(education, health, human (written and verbal)

services, etc.) > Research/how to seek out

essential information and
resources

» Analyze facts against
laws/rights




What Does It Take To Be a Parent
Partner? Peer Advocacy

= Knowledge = Skills
» Rights of others » Listening skills
» Processes to secure » Capacity to provide
those rights support to others
» Not substitute own
judgment for judgment
of peers
» Empathy

» Collaboration
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What Does It Take To Be a Parent
Partner? Public Advocacy - Knowledge

How service
nature

Who are key

systems work; their interrelated

decision-makers (legislative,

regulatory, administrative)

Decision-ma
Facts about t

King processes (formal and informal)
ne 1ssues: barriers, solutions

Qualities and

components of effective service

delivery systems and services

State and community resources available to assist
families and children
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What Does It Take To Be a Parent
Partner? Public Advocacy - Skills

How and when to compromise (when compromise moves the issue
forward)

Team-building and consensus-building
Networking
Training/public speaking/presentation skills/how to conduct a meeting

Use of media for public education and mobilization (grassroots &
mass)

Strategic planning
How to conduct advocacy research and develop effective reports

How to maximize stakeholder participation in planning and decision-
making

Monitoring and evaluating service delivery effectiveness
Outreach and organizing skills NICH
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Goals / Dreams

Graduate High School-5/2001 Funding Streams
Be employed Private Insurance Parents pay premium
Have friends SSl, as of age 18, 4-2000
_ Feel valued Medicaid secondary payer to private insurance
Live independently Supported Living Services Medicaid Waiver
Not for Profit Management Certificate Developmental Pathways-Developmental Dis-
Stay busy ability Services
Travel Home Health Care
Vocational Rehabilitation
. . Home care Allowance
_ Free Time Activities Single Entry Point (CDAS)
Friends-shop, dinners, movies —
Case Managers Easter Seal Camp
Vocational Rehab counselor ~ Email and web
Disability Specialist at Metro College Listen to music on IPOD

Medical Supplies

CCB Case manager o
Social security/county technician lapers
Insurance case manager Catheters
Circle of Support Feeding tubes
Family Saline
1V sponges
SEP Case Manager Syringes, several sizes
i Complete formula
Medical Surgical tape

CP Quad, Spastic, Athetoid
Seizure Disorder
Scoliosis-back surgery 11/2000
Visual Motor Impairment
Bladder-spastic and too small

Thickener for liquids

Medical Supplies

Diapers
RX Catheters
See attached Feeding tubes
Saline
Medical Procedures IV sponges

Bilateral Chest tubes 4/82 Syringes, several sizes

Ear tubes 1983 Complete formula
Eye surgery 1983 Surgical tape
Salivary gland reroute 1992 Thickener for liquids
Green's Transfer 1997 Struggles
Hip abductor surgery 1985, 1991, 1996 Communication
- Ham String lengthening 1991 & 1996 Contractures
Bladder augmented and Metrofanoff 1997 & Seizures
1998 Friends Service Providers
G-Tube 1998 Activities ) Primary Care Doctor
Botox in arms, back and shoulders, as Insurance/Funding Rehabilitation Doctors
needed Maturity and Emotional Growth Urologist
Other procedures: sleep studies, Independence ) OB/GYN
swallow studies, EKG, EEG Keeping trained staff in place Orthopedic Surgeon
- Orthodontics 1992-1997 Steps for Future Dentist
A Prosthedontist
Vision Doctor
Gastroenterologist
Equipment (DME) Neurologist
Power wheelchair, seating system Orthodontist
Manual wheelchair, seating system Physical Therapist
Pathfinder-augmentative communica- Occupational Therapist
tion device Speech Therapist

6 trained daily care givers

Van Maintenance People
Wheelchair technicians

Seating Professionals

Assistive Technology professionals

Supply Company

Wheelchair mount for talker

Laptop computer

Desktop computer with back up system
AFO's

Ceiling lift in bedroom

Roll in shower

Hospital bed

Infrared receiver on computer

n . ?
I Hands free phone . < e
ex p e r I e I l ‘ e Wheelchair assessable van Lauren Blakely April 2005
|
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Parents are the power for change..




Parents, like a power strip, are only useful if
plugged In...




