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Introduction
Fran D. Goldfarb
Family Members as Faculty and Staff
Dori Ortman

Q&A

Family Members as Presenters and Panelists
Dori Ortman

Q&A 

Presenter
Presentation Notes
Emma: Hello and welcome to the LEND Family Discipline Network’s Fabric Not Fringe Webinar Series. This is Webinar 2 of 4: Family Members as Faculty, Staff, Presenters, and Panelists. My name is Emma Fox and I am a program specialist here at AUCD. We would like to thank all of you for joining us today!  Before we begin, I would like to address a few logistical details.  First, we will provide a brief introduction of the LEND Family Discipline Network’s Fabric not Fringe whitepaper, which this webinar series is based on. Following each speakers’ presentations there will be time for questions.   Because of the number of participants, your audio will be muted throughout the call.  However, you can submit questions at any point during the presentations via the chat box on your webinar console.  You may send a chat to the whole audience or to the presenters only.  Closed Captioning is available for this webinar by selecting the “closed captioning” button on the bottom right-hand corner of your Zoom screen. This entire webinar is being recorded and will be available on the event page one week from now. There will also be a short evaluation survey at the close of the webinar.  We invite you to provide feedback on the webinar and provide suggestions for future topics.    Let's begin by responding to a quick poll to see what disciplines are represented here on the call. LAUNCH POLL. Great! It's nice to see that diversity of perspectives here today. Now, please join me in welcoming the following experts in Family Support: 1) Fran D. Goldfarb, the Family Support Discipline Director for CA-LEND as well as the Director of Community Education at the USC UCEDD at Children’s Hospital Los Angeles.  2) Dori Ortman, Family Faculty for LEND Pittsburgh at the University of Pittsburgh. Welcome to all!



INTRODUCTION
Fran D. Goldfarb, MA, MCHES, CFPS
Director, Community Education
USC UCEDD CHLA
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Family Involvement in LENDs
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Fabric, Not 
Fringe

Family As 
Discipline

Family 
Centered 

Care

Family 
Involvement

Access the White Paper Here!

https://www.aucd.org/docs/publications/2019_family_fabric.pdf


Family Involvement Survey

• 2012
• All graduating LEND fellows
• Importance and Impact of Family Involvement
• Identified 8 Types of Involvement
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LEND Family 
Involvement 

Survey

Fabric Not 
Fringe 

White Paper



Our White Paper Includes
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Definition Best for 
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Discussion of 
Need

Discussion of 
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Implementation

Strategies for 
Implementation
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Evaluating 
Success



The 8 Types of Involvement

• Family Members as Faculty or Staff
• Family Members as Supports in Clinical 

Settings
• Families as Mentors
• Families as Presenters and / or Panelists
• Family Members from the Community 

Serving on Advisory Boards, as 
Research Participants, or Consultants on 
Thesis Preparation

• Family-Focused Topics
• Families as Trainees
• Family Members Participating in Program 

Planning, Implementation, and Evaluation
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LENDs

• MCHB (Autism Cares Act)
• Advanced level interdisciplinary leadership training program
• Family participation is required
• Tend to think of

• Family Faculty (1992)
• Family Trainees (1995)
• Mentors

• But indeed, there are other possible roles
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Moving Beyond LENDs

The Value of Family Involvement in All Professional 
Training:

The active participation of family isn’t uniquely suited to 
LENDs. It has a fundamental role in all training.
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DBP LEAH PPE ETC.



In This Session

Dori Ortman will discuss Family as 
training and discipline faculty 

and staff, as well as Families as 
presenters and/or panelists during 

training sessions
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Webinar Series Schedule
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NOW ARCHIVED!

Part 1 - Family Members as Mentors and Supports in 
Clinical Settings 

Stephanie Coleman and Mark Smith

Monday, May 24th, 2021
1:00 pm Eastern

Part 3 - Family-Focused Topics and Family Members as 
Board Members, Research Participants, and 

Consultants
Wanda Felty and Julieta Hernandez

Tuesday, May 25th, 2021
4:00 pm Eastern

Part 4- Family Members as Trainees and Participants 
in Program Planning, Implementation, and Evaluation

Fran Goldfarb

https://www.aucd.org/template/event.cfm?event_id=8840
https://www.aucd.org/template/event.cfm?event_id=8842
https://www.aucd.org/template/event.cfm?event_id=8843


FAMILY MEMBERS AS FACULTY OR 
STAFF
Dori Ortman
Family Faculty, Advocacy Training Director
LEND Center of Pittsburgh
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Definition

• Family members (parents, siblings, others) of individuals 
with disabilities specifically recruited for employment

• Titles and roles may vary
Titles:

• Family Faculty
• Family Discipline Supervisor
• Advocacy Coordinator
• Director, Community Outreach

Roles:

• Curriculum coordination
• Mentoring family discipline 

trainees
• Liaison to families participating 

in clinical training



Best for Programs That…

Page 14

Require family 
involvement as a 
part of funding 
guidelines

1

Demonstrate an 
interest in enhancing 
the roles of families 
through employment 
positions

2

Currently employ 
family members and 
wish to expand their 
roles

3



Discussion of Need

Family members are an important part of any 
interdisciplinary care team within medical and allied 

health education programs

• Mandated as a formal academic discipline by the Maternal and 
Child Health Bureau in 2005
• Sought to increase emphasis on family-centered care

• Families are effective in content areas critical for 
professionals working with individuals with disabilities
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Discussion of Need, cont.

Gaining knowledge about family issues is best through 
real-life experiences

• Family members are likely to be the most experienced in:
• Navigating service systems
• Identifying resources and supports
• Engaging in advocacy activities
• Connecting to a network of other families
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Discussion of Benefits

Family members are most likely to provide the following: 
1. A family perspective that ensures family-centered care
2. Access to other family members to enhance the diverse scope of 

a program
3. An array of family-related components to the program, such as:

Family-
Professional 
Collaboration

Family Support Family Quality of 
Life

Program 
Planning, 

Implementation, 
and Evaluation



“I just wanted to thank you for this opportunity and for 
being the best mentor ever. I feel so empowered and 

inspired. I hope I always feel this supported and 
encouraged. I referred to my pre-

competencies document and it’s pretty awesome to see 
that I learned exactly what I had hoped to learn. I did 

it with your direction and that does not go unnoticed.
I am so grateful.”
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Message from trainee to Family Faculty



Strategies for Implementation
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Developing and 
implementing 

curriculum, resources, 
and training materials

Recruiting, 
supervising, and 

coordinating training of 
family discipline 

trainees, interns, and 
volunteers

Serving as a team 
member on grant-
funded initiatives

Serving in clinical 
settings and practicum 

experiences

Collaborating on local, 
state, and national 
disability networks 
and organizations

Assisting in research
Promoting family- and 

person-directed 
approaches to policy 
and systems change

Define responsibilities and activities, including but not limited to:



Strategies for Implementation, cont.
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Other considerations:

BudgetingCredentialing
Connecting with 

other 
institutions

Other support-
related roles



WHAT BARRIERS MIGHT YOU 
ENCOUNTER WHEN HIRING A FAMILY 

MEMBER?



Addressing Barriers
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Targeted outreach:
• Family support services
• Parent groups
• Parent training centers
• Parent-to-Parent organizations
• Family advisory councils
• Disability organizations

May require forming new alliances

Salary

Educational degrees



Evaluating Success

• Assess if identified trainee, faculty, and staff goals and outcomes 
have been achieved
– Some examples include:
 Acting as professional leaders and advocates
 Developing and disseminating training materials
 Providing continuing education and training
 Assuring all information, resources, and best practices are current
 Increasing collaboration on family issues

• Measure achievement of organization's overarching objectives
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Q&A- FAMILY MEMBERS AS FACULTY OR 
STAFF
Submit questions via the chat box, raise your hand in the participants box, 
or unmute yourself to ask a question
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Presenter
Presentation Notes
Emma: We now have 5 minutes for questions and answers. You can type questions in the chat box or unmute yourself.



FAMILY MEMBERS AS PRESENTERS AND 
PANELISTS
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Dori Ortman
Family Faculty, Advocacy Training Director
LEND Center of Pittsburgh



Definition

The role of a family member sharing their unique, lived 
experience is crucial for programs to incorporate in a variety of 

settings

• Considered “best practice” in disability-related services
• Critical to the creation of effective policies and practices
• Cannot be learned in any university course
• Must be deliberately incorporated



Best for Programs That…
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Value best 
practices in 
disability-
related services

1
Value family-
centered care

2
Value a lived-
experience 
perspective on 
the impact of 
disability

3
Value the 
competencies 
families can 
provide

4



Discussion of Need

The need for families to serve as presenters and/or panelists is 
beyond measure

• Puts a “face” on disability
– Focuses on children and families, not on diagnoses and systems

• Sparks ideas for alternative approaches or interventions
• Provides a voice to influence program decisions
• Motivates professionals to keep work focused on the real 

needs of children with disabilities and their families



WHAT MIGHT BE CONSIDERED A BENEFIT OF 
FAMILY MEMBERS SHARING THEIR 

PERSPECTIVES?



Discussion of Benefits

• Typical presenters share knowledge that comes from education
• Family members share wisdom, which only comes from lived-

experience
• Family stories can:

Touch Hearts Change Minds Impact Policies
Help Find New 
and Creative 

Ways to Make 
a Difference
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“I feel that by sharing our family’s story in a candid manner, future professionals and 
clinicians are provided with a very real perspective of what our lives look like at 

various times.” 
– LEND Family Trainee

“Our LEND family trainee impacted me greatly. I learned the importance of valuing 
each caregiver and his or her perspective and to always remember that they are 

the expert of their child. It was amazing having an actual family member on our 
clinic team to be there to support the family we were seeing in clinic.” 

– LEND Clinical Trainee



Strategies for Implementation
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Start with existing 
faculty and/or 
trainees who have 
personal experience 
with disabilities

1

Add learning to 
effectively share 
one’s story into 
curriculum as a 
competency

2

Organize a panel of 
parents/family 
members
• Set goals for panelists
• Accommodate parent 

schedules
• Consider demographics of 

the panel

3



Addressing Barriers

Give family members enough time to prepare

Consider offering resources:
• Bus pass
• Small stipend
• Gift Cards
• Etc.

Make it clear that families are the experts

Prepare for the possibility of strong emotions



Evaluating Success

Consider impact from both presenter perspective and audience 
perspective

• Debrief with presenters
• Survey the audience and share results with presenters
• Allow presenters to progress from familiar audiences to broader 

audiences to ensure success
• Family members should prepare focused questions for 

feedback



Resources for Implementation
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The LEND Family Discipline Network – www.aucd.org

LEND Family Competencies – https://tinyurl.com/LENDFamilyCompetencies

National Gateway to Self-Determination: SUCCESS in Telling Your Story –
https://ngsd.org/people-disabilities/create-your-story

Action Information Sheet “From Experience to Influence: The Power of a Parent’s 
Story” – www.PACER.org
The National Early Childhood Technical Assistance Center – Early Childhood 
Bulletin “Family Experiences: Ways to Lead Change Through Telling Your Story” –
www.nectac.org

http://www.aucd.org/
https://tinyurl.com/LENDFamilyCompetencies
https://ngsd.org/people-disabilities/create-your-story
http://www.pacer.org/
http://www.nectac.org/


Q&A- FAMILY MEMBERS AS 
PRESENTERS AND PANELISTS
Submit questions via the chat box, raise your hand in the participants box, 
or unmute yourself to ask a question
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Presenter
Presentation Notes
Emma: We now have 5 minutes for questions and answers. You can type questions in the chat box or unmute yourself.



THANK YOU!
This webinar will be archived. Please take a few 
moments to complete the evaluation survey.
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Presenter Contact Info:
• Fran Goldfarb, fgoldfarb@chla.usc.edu
• Dori Ortman, dori.ortman@chp.edu

Scan me with your 
smart phone to 
complete the 
evaluation!

Presenter
Presentation Notes
Emma: Thank you for attending the webinar. This webinar has been recorded and will be archived. Please take a few moments to complete the evaluation survey and view the schedule for the rest of our webinar series sent in the chat box!

mailto:fgoldfarb@chla.usc.edu
mailto:dori.ortman@chp.edu
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