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Introduction

Getting Ready:

Building Engagement,
Listenin%, and Boundary
Setting Skills

Developing Priority Setting
Skills

Building Your TeachinE and
Group Management Skills
Specific Disorders and Their
Treatments

The Mental Health System of
Care: What to Expect and
How to Prepare

Services and Options Through
the School System

Teaching Tools for Parent
Advocates

Introduction
Knowing Yourself
Knowing Your Child
ment
our Child’s

The Mental Health Sy
Care: What to Expect and
Prepare
ces and Options Through

Helpful T for Parents




Family Advocates
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Research Goals

To test the effectiveness of a parent
empowerment program on family advocates
and caregivers using an experimental design

To examine changes in knowledge, skills, and
service self-efficacy on family advocates.

To examine changes in service use, efficacy,
strain & well-being among parents/caregivers.

To generate effect size estimates and pilot a
methodology for generating cost related data
to be included in future larger studies of parent
empowerment .

Training Intervention

Compare PEP training vs. Training as Usual
10 week core training program based on the PEP
Manual
Booster sessions
* Schoo
* Medicat
+ Other childhood disorders (e.g. bipolar,
depression, CD/ODD)
* Driven by the needs of the group
Ongoing technical support available

Measures

Parents/Caregivers
Basic Demographics = Demographics

Work setting and = Mental Health Efficacy

environment = Caregiver Strain
Mental Health Services CES-D

Efficacy STAXI- Anger
Self-Assessment Expression Inventory
Objective Knowledge Family Empowerment
Working Alliance Scale

Inventory Working Alliance
Community Inventory
Participation Measure

Focus Groups

Design

= Sample:

e 30 Family advocates recruited from NYC Family

Support Programs

e 5 parents/caregivers per family advocate
followed prospectively

e Random assignment of family advocates to PEP

or wait-list

e Pre/post and 1 year assessments of family
advocates

¢ Baseline, 3 and 6 month assessments of
parents/caregivers

Training Family Advocates on the Foundations of
Empowerment

Preliminary Findi amily Advocates

Principal Investigator: Kimberly Hoagwood, Ph.D.

Baseline Demographics Family Advocates

Ethnicity

Education

Family Development C
17%
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NYC Family Advocates
1. Key Points...

Baseline Fam“y Advocate Characteristics Family Advocates are trying to fill in the gap between parents a
services and are challenged in meeting the need

Parent Participation 20%

T = Lack of attendance in group support me
Parents of Children Total =17 e an uppuppon s

(10%)

10-20 =4 3%)
Live in the Total =22 (71%)
community which

r
“Red Tape
they work

Empowerment and Education 44%
o p——r T - T, (70 . raining parents to advocate for themse
R off g s =4 17%) Educating on diagno
Experience : 28%
9 (38%)
9 (20%)
Work Setting Outpatien 8(26%) 4 (13%)
Inpatient = 4(13% Gro 2 (7%)
In-home =10 (32%) Other =12 (39%)
Schools = 9 (30%)

NYC Family Advocates NYC Family Advocates
3. Key Points...
2. Key Points... When provided with the opportunity for ongoing training and

Family Advocates provide a wide range of services and support, Family Advocates are highly satisfied.
supports

= Support/Education 59%
* Run parent support groups

« Provide information/educate on "
diagnosis and medication Homework assistance

Skills teaching PR s
Parent education workshops Summer day camps
on 53% After school programs
SRRt Trips
ggg;choo\ Placement Arts/crafts
Communication between s otherDutles3Aive
parent/school Clerical/Office duties
Mental health agencies Progress/Quarterly reports
n 53% * Shopping with parents Overall Training Apprais:
+ Filing/Chart maintenance T ——
= Program Coordination 14% Excellent 3
* Supervise staff
Coordinate parent support/peer
Psychiatric Evaluations Enogr?ms ~
Mental Health Services Sspiielprogramp
Transportation
Referrals

10-week Training Attendance Training Evaluation Rating
ect Services to Children
/o

1
o
Poor

on number of advocates that reported th

Pre-Post and 1-Year Changes in
Self Assessment-Process Related Skills

Trained Group

Pre-Post and 1-Year Changes in
General Knowledge

3 o

114 11.33

Pre-Post Pre-fYear  Pre-PostGroup Pre-iYear Group Pre-Post Priority  Pre-iYear
Engagement  Engagement  Management  Management Setting Priority Setting
Pre-Post Pre-1Year

3 = More Comfort

omfort
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Pre-Post and 1 Year Changes in Pre-Post and 1 Year Changes in
Self Assessment- Content Related Self Efficacy- Total Score

Trained Group Trained Group

Pro-Post Specific  Pre-Year  Pro-Post Mental Pre-1Year Mental Pre-Post School ~Pre-fyear School
Disorders Specific Health =y Options. Options
Disorders

Pre-Post Pre-1Year

raining N=15

NYC Parents of Children of Special Needs Descriptors
Total N

Ethnicity

Empowering Caregivers of Children
with Mental Healthcare Needs:
dressing Strains and Stresses of Inner-City Parents

Education

Preliminary Findings: Caregivers

Income Range (y

NYC Parents of Children with Special Needs

1. We are learning
Parents in the community have high mental health needs of their own.

Parenting Status

B Traini

B Comparison
Number of Children Receiving One . 4 W Total
Per Household

Child Age

*Center for Epidemiological Studies-Depression Scale
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NYC Parents of Children with Special Needs
NYC Parents of Children with Special Needs

2. We are learning...
Parents are caring for yo! with high' mental health needs.

i

Emotional Conduct Hyperactivity ~ Peer Problems rosocial
Symptoms Problems Behavior

*All are in the abnormal range except
hyperactivity
*Strengths and Difficulties Questionnaire

*Strengths and Difficulties Questionnaire

Parental Youth
NYC Parents of Children with Special Nee Parental Experiences Outcomes

Stress

3. We are learning...
Parents believe that they are only moderately included in
their children’s treatment and educational planning.

4= Most Effcacious »o

Mental i T

Health 4 Total

Efficacy Difficulties
(.

Mental Health  Educational
Servicesand  Planning
Treatment
Planning

*Family Participation Scale

Service Use

Family Advocate Perspectives on the
arent Empowerment Process:
Turning Points

Focus Groups: Parent Advocates
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Defining Empowerment

Education/Knowledge

Resources

Personal Attributes

e Being in Control

» Make Change

¢ Self-confidence

e The ability to speak up (assertiveness)

Qualities of an| Effective PA

Good Listener
Personal Experience
Persistence
Knowledgeable

Implications of our findings
thus far...

Mechanisms of Empowerment

» Identification > Unanimity

= Focusing on Strengths - Validation
= Open-mindedness > Acceptance

= Modeling

Ingredients of Family Support

= Family-friendly environment
e Engaging staff
e Training for agency personnel
e Parent input
e Multilingual and multicultural
= Concrete needs
e location,
o child care,
o flexible time,
e $$ for necessities

Implications

= Family advocates are in need of ongoing training
and support/supervision to negotiate obstacles to
fulfilling their current role — providing support,
information and facilitating access to appropriate
services
Family advocates could be an untapped resource
in the service delivery process to youth and
families
Family advocates could potentially meet some of
the unmet needs of parents by being more
effectively integrated into the child mental health
system
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Implications (continued)

= Parent empowerment training can produce
changes in the short run, but ongoing support
and training are crucial for long term
effectiveness
Parent empowerment needs to be a part of an
overall family driven program/philosophy




