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Wider Community 

Others (Personal 
Connections)

(family)                                          (family)                                          

Others (Personal 

Connections)
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Community

SelfSelf

WhyWhy
• Are you mandated to have family 

involvement?

• Does funding depend on it?

D th l f f il
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M i i ?
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parent/individual/consumer 
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– Institutional memory

– Ensuring that programs and 

policies meet the needs of 
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– Cross system and program 

perspective
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Advocacy Advocacy 

Impactful Voices

Program 
Specifics

Data Real 
Impact

Sometimes:

You Can’t . . .

Sometimes: 

We can’t help 
ourselves

p
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Maternal and Child Health 
Changing the World 

“Never doubt that a small group of 

thoughtful, committed citizens can 

change the world.
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• 1975: P.L. 94-142. 
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Fiscal Responsibility Act
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• 1982: TEFRA, the Tax Equity and 

Fiscal Responsibility Actp y

• 2006: Combating Autism Act
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• Today and beyond: Block Grant 

Funding, Medicaid, CHIP
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Policy Advocacy Policy Advocacy 

• Federal

– National networks

– Partners 

• Federal

– National networks

– Partners 

– Translating what policy means to 

families

– Translating what policy means to 

families



11/23/2011

4

Policy Advocacy Policy Advocacy 

• State

– State budgets

• Funding (crisis)

• State

– State budgets
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How We Come to This PlaceHow We Come to This Place
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– Did not choose this

– Likely has another job
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– Did not choose this

– Likely has another job

– Long-term constant in life of child– Long-term constant in life of child

How We Come to This PlaceHow We Come to This Place
• Professional

– Choose work
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• Professional

– Choose work

– Has many patients/clients

– Relationship is time-limited– Relationship is time-limited
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work/life balance Barriers
Opportunities
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– Parents will know what supports 

are available

– Parents will have structured 

– Parents will know what supports 

are available

– Parents will have structured 

opportunities to connect and be 

mentored

opportunities to connect and be 

mentored

Barriers
Opportunities

Conflict

CreatingExpanded 
P i t f

Really, How??Really, How??

Creating 
Change

Growth

Points of 
View

Really, How??Really, How??
• “I think the greatest barrier to 

including parents as partners is not 

supporting their participation…          

You have to lay the groundwork for it 

• “I think the greatest barrier to 

including parents as partners is not 

supporting their participation…          

You have to lay the groundwork for it 

to happen and you have to be OK 

with what parents say. . . .  

to happen and you have to be OK 

with what parents say. . . .  

Really, How??Really, How??
• . . . I think the best example is the 

schools. They say they want parental 

involvement, but they really mean to 

do fundraisers and make copies.        

• . . . I think the best example is the 

schools. They say they want parental 

involvement, but they really mean to 

do fundraisers and make copies.        

If parents actually want to be a 

meaningful participant, they are 

threatened.”

If parents actually want to be a 

meaningful participant, they are 

threatened.”
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How Alabama WorksHow Alabama Works
• Department of Rehabilitation 

Services 

• CSHCN- Local Offices (10 Parents, 

Statewide)
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Services 
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– Work around for merit state 

government system

– Contract arrangement with              

non-profit partners

Statewide) 
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non-profit partners

How Alabama WorksHow Alabama Works
• Parent consultant in State Offices 
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• Additional roles with Health 

Department

• Parent consultant in State Offices 

(1996)

• Additional roles with Health 

DepartmentDepartment
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• Co-presenters

• Family 2 Family Health Information 

Center (Family Voices)

Department

– Newborn Screening

• Co-presenters

• Family 2 Family Health Information 

Center (Family Voices)

How Alabama WorksHow Alabama Works
• Advisory committee

– Local 

– State level (Saturday)

• Advisory committee

– Local 

– State level (Saturday)

• Structure 

– Travel
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• Structure 

– Travel

– Honorarium 

How Alabama WorksHow Alabama Works
• Value 

• Family lead organizations, growing 

voice and awareness

B ildi l d hi kill

• Value 

• Family lead organizations, growing 

voice and awareness

B ildi l d hi kill• Building leadership skills  • Building leadership skills  

Leaders . . .
Born?  Made? Found?

Leaders . . .
Born?  Made? Found?

Moving Beyond Usual SuspectsMoving Beyond Usual Suspects
• Disability  Specific 

– Down Syndrome 

Association

– Autism Society

• Disability  Specific 

– Down Syndrome 

Association

– Autism Society

• Authenticity 
(lived 
experience)

R 
e 
p  
r  
e   
s  

– Alexander Graham 

Bell

– Hands and Voices

– Arc

– United Cerebral Palsy

– Alexander Graham 

Bell

– Hands and Voices

– Arc

– United Cerebral Palsy

• Socio-
Economic 
Status

• Diversity

e 
n  
t   
a  
t   
i
o 
n
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Center
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Status
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– Parent Training 

Initiative

– Head Start

– Home Visiting

– Parent Training 
Initiative

– Head Start

– Home Visiting

• Authenticity 
(lived 
experience)

R 
e 
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r  
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s  

– Pregnant and 
Parenting Teens 

– Early Childhood 
Comprehensive 
System

– Pregnant and 
Parenting Teens 

– Early Childhood 
Comprehensive 
System

• Socio-
Economic 
Status

• Diversity
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n  
t   
a  
t   
i
o 
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– Family Voices

– Moms Rising
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Status

• Diversity
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• Life Course

– Local Parent-to-

Parent 

Organizations

• Life Course

– Local Parent-to-

Parent 

Organizations

• Authenticity 
(lived 
experience)
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Organizations

– Breast Feeding

– PTO

– Fathers

Organizations

– Breast Feeding

– PTO
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• Socio-
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Status

• Diversity
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a  
t   
i
o 
n

Moving Beyond Usual SuspectsMoving Beyond Usual Suspects

– Early Childhood 

Parent Supports

– Foster Parents 

G d t /

– Early Childhood 

Parent Supports

– Foster Parents 

G d t /

• Authenticity 
(lived 
experience)

R 
e 
p  
r  
e   
s  

– Grandparents / 

Parenting 

Grandparents 

– Grandparents / 

Parenting 

Grandparents 

• Socio-
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Status

• Diversity

e 
n  
t   
a  
t   
i
o 
n

Women of 
Child 

Bearing Age

Fathers

Parents 
eligible for 
Services 
based on 

Socio-
Economic 

Factors 

Parents of 
Children 
birth-?

Pregnant 
Women

Parents 
who have 
Children 

with 
Special 

Health Care 
Needs
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Who Counts?Who Counts?
• Can you be both a parent 

representative and an MCH 

professional?

– Yes

• Can you be both a parent 

representative and an MCH 

professional?

– YesYes

• Value added

• Parent leaders with skills and 

expertise beyond their lived 

experience

Yes

• Value added

• Parent leaders with skills and 

expertise beyond their lived 

experience

Who Counts?Who Counts?
• Cultivates connections to family 

voice

• Ongoing leadership development 

N

• Cultivates connections to family 

voice

• Ongoing leadership development 

N– No

• Role doesn’t acknowledge both 

–Until it is time to report family 

participating

– No

• Role doesn’t acknowledge both 

–Until it is time to report family 

participating

Who Counts?Who Counts?
• Cultivates connections to family 

voice

• Ongoing leadership development

• Cultivates connections to family 

voice

• Ongoing leadership development

Who Counts?Who Counts?
– No

• Role doesn’t acknowledge both 

–Until it is time to report family 

ti i ti

– No

• Role doesn’t acknowledge both 

–Until it is time to report family 

ti i tiparticipating

• Not lived experience

• Constraints of position limit 

family voice

participating

• Not lived experience

• Constraints of position limit 

family voice

MCH Leadership CompetenciesMCH Leadership Competencies

I. Self

1. MCH Knowledge Base/Context

2. Self-reflection

I. Self

1. MCH Knowledge Base/Context

2. Self-reflection

3. Ethics & Professionalism

4. Critical Thinking

3. Ethics & Professionalism

4. Critical Thinking

MCH Leadership CompetenciesMCH Leadership Competencies

II. Others (Personal Connections)

5. Communication

6. Negotiation and Conflict 

II. Others (Personal Connections)

5. Communication

6. Negotiation and Conflict 

Resolution

7. Cultural Competency

8. Family-Centered Care

Resolution

7. Cultural Competency

8. Family-Centered Care
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MCH Leadership CompetenciesMCH Leadership Competencies

9. Developing Others Through 

Teaching and Mentoring

10. Interdisciplinary Team Building

9. Developing Others Through 

Teaching and Mentoring

10. Interdisciplinary Team Building

III. Wider Community

11. Working with Communities and 

Systems

12. Policy and Advocacy
– AMCHP 2011

III. Wider Community

11. Working with Communities and 

Systems

12. Policy and Advocacy
– AMCHP 2011

Family Leadership CompetenciesFamily Leadership Competencies

Competency 1: Family-Provider Partnerships

Definition

A relationship where the skills and perspectives of 
all people in the relationship are used in a way that 
respects, trusts, values, and coordinates their 
expertise toward common goals and outcomes.  

Family-provider partnership helps families lead 
Why it’s 
important

y p p p p
their child’s care. Family and professional 
partnerships help meet the needs of all children –
at the family, local, and national levels.

Key skills 

 Develop family-provider partnerships.

 Use effective communication strategies with 
providers

Family Leadership CompetenciesFamily Leadership Competencies

Competency Area 2: Cultural Proficiency

Definition

An ability to interact effectively with people of different 
cultures. Culture includes the wide range of behaviors, 
ideas, beliefs, attitudes, values, habits, and traditions of 
a particular group of people. Families, work groups, 
neighborhoods, organizations – or the subgroups 
within them can all have a unique culture Individualswithin them - can all have a unique culture. Individuals 
are influenced by a variety of cultural backgrounds of 
which they are a part.

Why it’s 
important

Successful family-provider partnerships recognize the 
value that each person’s unique background, 
experiences, and traditions contributes.

Key skill
 Display cultural proficiency when building provider 

relationships and working across systems.

Family Leadership CompetenciesFamily Leadership Competencies

Competency Area 3: Delivery and Support Systems

Definition
Programs, formal and informal resources, and  
organizations that offer services, education, or 
assistance to help meet specific needs.

All families need outside services to support them. 

Why it’s 
important

These services are most effective when families know 
how to find and use services. Service systems are most 
effective when families help develop, implement, and 
evaluate them.

Key skills 

 Find and use needed resources.

 Improve coordination and integration of service 
delivery systems.

Family Leadership CompetenciesFamily Leadership Competencies

Competency Area 4: Advocacy

Definition
Speaking, acting, or writing with or on behalf of a 
person, an issue, or a need.  

Why it’s 
important

Advocacy leads to access and improvement in 
services. Meaningful change does not happen 
without advocacywithout advocacy

Key skills

 Advocate for emerging evidence-based 
practices.

 Influence systems to strengthen them.

 Advocate for effective funding allocation.

 Teach children to advocate for themselves

Family Leadership Competencies Family Leadership Competencies 

• Competency 1

– Family provider partnerships

• Key skill

• Competency 1

– Family provider partnerships

• Key skill

– Develop partnership relationships– Develop partnership relationships
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Family Leadership Competencies Family Leadership Competencies 
Competency 

Level Required Knowledge and Behaviors

When
you

 Recognize the traits of a provider partnership.

 Describe examples of positive family-provider 
relationships.

 Identify your family’s needs and strengths andyou      
lead      

in your 
family 
you:

 Identify your family s needs and strengths and 
recognize where your family needs support.

 Model the traits of a provider partnership and 
ask your child’s providers to help you create a 
partnership.

 See your child as a person first and recognize 
that his/her diagnosis does not define your 
child or your family.

Family Leadership Competencies Family Leadership Competencies 
Competency 

Level Required Knowledge and Behaviors

When
you       

 Know the people and organizations in your 
community that serve families and can 
distinguish effective from ineffective 
partnership organizations

lead      
at the 
local  
level   
you:

partnership organizations.

 Recognize the traits of a provider partnership.

 Describe examples of positive family-provider 
relationships.

 Help promote family-provider partnerships to 
others.

Family Leadership Competencies Family Leadership Competencies 
Competency 

Level Required Knowledge and Behaviors

When 
you     
lead

 Know the people and organizations at the 
state and national level that serve families and 
can distinguish effective from ineffective 
partnership organizations.lead      

at the 
state or 
national 

level 
you:

 Follow the principles of family-provider 
partnerships as you work with policy-makers 
and program developers.

 Recognize the traits of a provider partnership.

 Describe examples of positive family-provider 
relationships.

Identifying Emerging LeadersIdentifying Emerging Leaders

• Meet parents where they are 

• Invite

• Continuum of options

• Meet parents where they are 

• Invite

• Continuum of options

• Partners

• Mentoring 

• Partners

• Mentoring 

NextNext
• First steps

– Access 

– Invite 

• First steps

– Access 

– Invite 

– Support

– Recruit

– Support

– Recruit

– Expand

– Consider

– Expand

– Consider

– Commit – Commit 

NextNext
• Next steps

– Access 

– Invite 

• Next steps

– Access 

– Invite 

– Support

– Recruit

– Support

– Recruit

– Expand

– Consider

– Expand

– Consider

– Commit – Commit 


