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Why Is this a Priority?

AfiThe familybs experien 'S an It
and represents qualifications to improve service... beyond what
any degree or certiltfication might

A Participation in training is mutually beneficial for family and
professional trainees, but the suPPorts_ needed to access the full
curriculum may differ because of life circumstances

AAt | east 10% of LEND and DBP prog
Il nclusion of family members i n ¢t
assistance need

1 Cohen, et al. (2006). Family Discipline Competencies: Leadership Education in Neurodevelopmental and Related N
Disabilities. Retrieved from https://www.aucd.org/docs/lend/family faculty/famcomp/competencies2006.pdf
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Focused Assistance to Support
Training (FAST) Projects

A Funded through a cooperative agreement between AUCD and
HRSAOs Maternal Bumat Chil d Heal th

A Eligible programs submitted proposals for brief, low-cost (up to
$7,000) projects to build capacity in one priority area
A Selected programs based on:
A Alignment of needs, goals, objectives, and activities
A Potential program and network impact
A Measurement and sustainability

A Receive ongoing technical assistance from AUCD, MCHB, and
other programs (e.g. peer-to-peer conference calls)

A Required to submit multiple progress reports and disseminate
findings, products, etc. Y
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Session Overview

A Explore the traditional roles of family members within LEND

A ldentify the primary issues family members face as it relates to
their participation in interdisciplinary training

A Highlight two FAST projects that addressed these issues in
Innovative ways

A Discuss lessons learned, promising practices, and opportunities to
advance the broader network
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Family Discipline Defined

Afié that body of knowledge about
sa%mty, that is inherent to the family, acquired by life experience
n

A
di
a affected by cud ture and

C Oomml

A Family Discipline Faculty (or Consultant)

A Mandated by MCHB since 2005; same year they adopted a
revised definition of family-centered care

A Family Discipline Competencies for Trainees
A Guidebook for Family Mentorship

B | o

2 Center for Learning and Leadership, 2006
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Roles of Family Members

A Family Discipline Trainees

A Training in the discipline of family, guided by the
Acompetenci eso

A May be enrolled in graduate or undergraduate coursework
A Long-term or medium-term trainees

A Family Mentors
A Family member mentoring trainees
A Receive a stipend for service (or voluntary)

Y
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Roles of Family Members (cont.)

A Guest Speakers or Panelists
A Used at a variety of different LEND events
A Parents, grandparents, siblings, and foster parents

A LEND Administrative Staff

What other roles do family members have in your LEND programs?
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Problems and Issues Families Face

A LEND Family Fellows face many problems and issues when they
enter the program:

A Issues related to their families
A Issues related to self
A Issues related to their environment
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Issues Related to Families

A Time
A Securing enough time away from the day-to-day management
of being the parent or family member of someone with a
disability
A Care coordination, health care, and educational needs
A Child Care
A Locating appropriate child care
A Coordinating enough care to meet the variety of program
requirements (including travel and day/evening commutes)
A Child Health
A Chronic or unexpected events
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Issues Related to Self

A Cultural Barriers

A Concern that cultural and familial traditions will be
Incongruous with the medical model

AA familyods Acultureodo of disabil
others
AConcerns about Afitting inodo wit

A Language Barriers

A Difficulty participating in discussions and working
collaboratively

A Education
A Lack of exposure to college and/or graduate coursework

A Transportation

Ry
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Issues Related to Environment

A Lack of formal training in research and clinical practice
A The requirements for these components as described in
program materials can be particularly daunting
A Intimidation
A Lack of experience with higher education
A Negative experiences in a hospital and/or with physicians

g6/
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Va-LEND
Planting the Seeds for Increasing
Family Involvement

Alssues We Sought to Address

AAn fiacceptableo | evel of
In Va-LEND activities is not enough

ATo recruit more family members into current
activities, we need to know more about the barriers
affecting participation

AFuture supports offered to family members to
Increase their participation must be those that
family members identify as needed
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Goals and Obijectives

AGoal 1: Former and current Family Mentors
will identify supports that they consider needed
to increase their participation in Va-LEND

AOn-line survey field to be tested, implemented and
analyzed by project nSeed

AResults of survey to be used as basis for discussion
at May, 2015 nDay of Gar de

AFindings from the meeting to be used to guide
faculty in identifying support resources
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Goals (cont.)

AGoal 2: Recruitment efforts will result in an
iIncrease of number of family member trainee
applicants, at least 1 of whom is a Family Mentor
for 2015-16 cohort

A Develop recruitment plan
A lmplement plan
A Offer individualized support options

AGoal 3: Va-LEND faculty and staff will identify
activities and opportunities for family members
throughout the pro%ram, Including becoming
Family Mentors and faculty

A On-going dialogue at faculty meetings March i May

A Collect data on family member participation over time to
look at trends of suE%ort, experience and training
needed to assume LEND faculty positions
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Activities and Accomplishments

AGoal 17 ldentification of Needed Supports

ANeeds survey

AOn May 16, we é
ADesigned the garden
APrepared the soil
APlanted the seeds
APulled weeds
AFertilized the plants
AHar vested what we had so

AAnd realized that we were completely wrong about
how we were looking at supports that families need
to participate In Va-LEND!
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Activities and Accomplishments
(cont.)

AGoal 21 Recruitment

A4 applications received from family members for
Long Term Trainee 2015-2016 cohort 1 all had
attended the May 16 meeting 1 and all were
accepted

AMoney that was remaining in the budget used to
support a family member as a Medium Term
Trainee

AField testing a potential new category in Va-LEND
of medium term trainees

AFunding request in process to use carry over
funding to support a recruitment session in Spring
2016 targeting family members and self-advocates ‘:‘
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Activities and Accomplishments
(cont.)

AGoal 37 Additional roles for family members
within Va-LEND

AAddition of family member on interdisciplinary
teams in Teamwork Class

ARole for family discipline trainees within
Interdisciplinary Clinics

AActivity continuesé
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Challenges

AMost important things that we learned are
our greatest challenges:

AThe BARRIERS To family member
participation cannot be looked as individual
oroblems

AHaving a child with a disability increased
the UNPREDICTABILITY factor i something
unplanned can happen at the drop of a hat

AFLEXI BILITY is keyénot

3

t
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Benefits &
Plan for Sustainabllity

Alllustrated need for looking at a new training
category for medium term trainees

AConfirmed that we need to explore on-line training
to increase access

Pr oj ect 0 si lookeng dt types aadbfeatures of
distance education tools that can be used for on-line
training that is accessible to family members and
other trainees

Sustainability will be through annual recruitment
meetings and through the inclusion and listening to the
voices of fam|!%{ member faculty and trainees during \
planning activities for next 5 year funding cycle
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* Family/advocates included as speakers
and fellows since our initial year

* Desert Southwest: unique culturagjroups

* Family/advocate and professional
partnerships important in enhancing
culturally competent healthcare practices




Primary Issues Addressed

o

* Need for additionalinfrastructure and supports:

A To ensure family/advocatéellows engagement

A To ensure family/advocate fellows receives much benefit
from the program as theyprovide

* Lower levelsof educational attainment

* Robustnessof material anddiscussion versus content
that is accessible to abtudents

* Removal of perceived barriers to family/advocate
active engagement
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* Developa family didactic seminar and an
educational toolbox of supplementary
materials that will increase and support the
engagement of family/advocate fellows



Objectives
“

* Objectivel: Desigra 3hour seminar highlighting the family
perspective facilitated by the family faculty member with
assistance from family and advocate fellows to begin in
Year 20132016

* Objective 2: Create a strategic plan for development of an
Intake assessment and educational toolbox that mentors
can use to increase content accessibility and improve
fellow participation in AZLEND didactic seminars and
related activities.
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* Activity 1.1: Send AZLEND Family faculty for training to
the Parent Professional workshop developed through
the University of North Carolin&arolina Institute for
DevelopmentaDisabilities
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Agenda

nsists not N seeking
-Marcel Proust

new landscapes

of discovery €@

The real voyage
but in having new eyes.

Cnmimntu\ preokfast, Welcome and lmraducﬂons

8:00 o
8:30 am. The Power of Accessories
9:15 am- Unpacking
10:15 am- Bredk
10:30 0. Bringing TheorY 1o Life
11,30 am- The Power of the Marrative
11:45 am. parent ponel and Discussion

12:45 pm- Conclusion & Evaluation
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Workshop Activities: Let's Get started!

porﬂcipums ing
reflective \istening activity thet is first modeled bY the facilitator- Imme.dia‘rc\y
following the paired a¢ . iry we engage N full group discussion about the role on
arrative | ilding the relationship between health care providers
and parent olescents, an ung adults with disbilities, 0% well 08
ansition 10 sduitheod that weré evidenced 0 the pairs activity

erc
isual experience that pairs

ulti-sensory

» Facilitators Tell the milestones of your story through Jisuals. Pul out each irem
fve finished, audience now an undev's’fund'mg of

and tell its story. When you'

who you are.
o Pairs for 15 minut exercise: Have participant
kens/ivems they've prought with ¥

neighbor and W using the 10

¢ turn 1o their
hem, or @

unpack’ U
description of them.

» Note T participonts® please listen @3 your partner unpacks=" listen
with intent and apprsciarinn For your partrer’s story. Allow your
partner 10 go deeper into his/her life experiences and story

¥ Debrief—we all have a stoY 1o tell—and @ parent of achild witha disability
has his/her own story and pussib\y their chi o Yell. Stories give
us oppor'run'\w +o make @ connection with goes peyond @

pus see thew the whole picture.

diagnosis, o |abel. They hel hole persen.
surn Yo the following eir

» Facilitator: Have par-ﬂc'\pmts questions in th

handouts:
consider...

1) Today.‘..reﬂect on your own story and
o, What significant
b, What was happening & yhat time
. Are there sights, i
4. What foctors | - ruation mode it stand out?
2.) How might your story affect your work with children
hoped your profeasiona\ career?

3.y How has your story S
4.)How might your story shape your values?
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ASSESSMENT FOR FELLO\NS[T RAINEES

Av'lwnaLEND 2015—2016

Name'./Mentm'.//
h the following topics

ow mm(mr’(ab\e are you Wit

1) Ona scale from 17

p—

Neurodeve\opmanw\

Support syRtETs
famities: tacat, state.

Pathology
a

L Special Eucation

activities:

bie are you with the following

2} Ona seale from 17, how comforta

= AN
Uneomiort abie
—_nn
Speaking!n groups ”ﬂ“




3) Ona scate from 17, how mmfnrtab\e are you following assignments/completir\g projects:

Letter of et
Leaderstip Project ”
’qup casearch profect “

Fammily mentar praject ’ﬂ

4) One of the strengtlts of the AZLEND program is the richness of conversation, and exploration of
subjects that often hegns with fellows sharing their own expefientes: What do ¥ou want to

share with e othet fellows?

5y Where are the areas you sgrrateh’ 85 @ person?

6} What strengths do you bring o the AZLEND pmgram?

Y Rased on what you koow sbout the LEMD progm where do you feel you £ cor\\ribute?

gy Whetare your piggest fears?

gy How3f we help you succeed?

3) Ho
oM c3,

"6 Psib Aon

1teeq



Survey Responses

\

* Areas needing extra support in future:

* Research, research methods, epidemiology, genetics,
advocacy and disability studies

* Qverall: empowered to participate during class
discussions and group projects

* Family perspective weltepresented

* Area of need:. more families/advocates to present
their own stories
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Center o7 Autism and Developmentd tal stubmtws )
(Gran ¢ # UASMCL 11068) with HRSA







