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INTRODUCTION

e There are many determinants of health for individuals with

neurodevelopmental disabilities (NDD) when transitioning from pediatric

to adult care. Transition goes beyond primary and specialty switching. It

includes different aspects of life such as education, work, social,

financial, and legal (Nugent et al., 2018)

O Previous studies have found gaps in healthcare transition and access:
healthcare advocacy, open communication, living away from home,

supported jobs, continuing education/ programs
e Self-advocate and family perspectives are necessary for inclusive care.
The MIND Transition to Adulthood Clinic strives to include the voices of
self-advocates and family members.

OBIJECTIVES

1. Understand personal healthcare experiences related to NDD transition.
2. Identify priority areas of need for transition with self-advocates &
family members.
3. Consider results for MIND’s Transition Clinic to address community
identified areas of need.

METHODS

./

Develc:?ed interview questions

based on important themes
identified in current literature

Facilitated two 90-min focus groups via zoom.

Exp ertgc:nel invited by staff members affiliated

with UCEDD due to thEIr advocacy experiences
Participants: 4 self-advocates, 4 parents

Recorded focus

roups via
zoom with close

captions

Used Otter.ai to transcribe
recordings

Demographics of participants

RESULTS

Figure 1. Data of 7 Main Theme Takeaways

Parent

Shared Values

Self-advocate

Comprehensive care- more time getting to know
the patient & their capabilities

Parent

Accommodations- sharing personal information,
shorter waiting room times, access to user friendly
technology

Communication- directly with the provider,
structured appointments, speaking in plain
language

Shared Values

Supported decision making- inclusion in healthcare
conversations, providers listening to self-advocates

Self-advocate

Inclusive care & understanding- ineffective
communication & transition plans, lack of support
tools, lack of provider experience with NDD

Access- accommodations, inconsistent providers &
specialists, low quality healthcare

Facilitators to Healthcare Access

Parent

Shared Values

Self-advocate

Parent support/advocating- being able to self-
advocate for their child and encouraging their child
to do the same

Parent

Provider understanding- giving compassionate care
Healthcare access- coordination/collaboration
between providers & patients

Insurance transition plan

Shared Values

Healthcare supports & access- technology, support
staff, healthcare coordination of accommodations

Self-advocate

Transition: starting earlier, plan for speciality
providers, full range of care & accommodations
Provider quality- more training and education
about NDD, collaboration between providers

Parent

Supports- communication tools, independent
activities, disability services, awareness of
determinants to health

Shared Values

Person centered care- control of medications,
appointments, and direct communication with
providers

Self-advocate

Faulty healthcare system- difficulty changing
providers, inconsistency, late transition age,
Lack of communication- rushing appointments,
having to seek services

Parent

Negative mental health- anxiety, low quality
mental health care

NDD understanding- not included in conversations,
no compassion, no access to accommodation

Shared Values

Stigma- bias and ableism
Inconsistency with services

Self-advocate

Communication- creating community, having
dialogues within groups

Parent

Advocating for yourself- learning to speak up for
yourself & community

Shared Values

Understand Autism culture- bias, ableism,
knowledge

Self-advocate

Positive supports- close circles, services
Social determinants- transportation, education,
cultural background, personal lives

Meaningful community experiences- connecting,
networking, mental health care
Autonomy within capabilities- healthcare advocacy,
support programs/assistance

Self-advocates Parents

e 3 female, 1 male e 4 females

® 3 straight, 1 bisexual e 3 straight, 1 bisexual

e 3 white, 1 latino/hispanic e 2 white, 1 asian, 1 latino/hispanic
® (1)15-25, (1) 36-45,(2) 45-55 o (2) 36-45, (2) 55+

This poster was supported by the Cooperative Agreement Number NU50MNO000004 funded by the Centers for Disease Control and Prevention.
Disclaimer: Its contents are solely the responsibility of the authors and do not necessarily represent the official views of the Centers for Disease Control and

Prevention or the Department of Health and Human Services.

“l really make sure when | set the appointment to
tell the receptionist the situation about my
son...If they understand good, if they don't
understand, I’'m not going to go with them and
I’m going to start again...Some experiences are
successful, some are not. And it's very stressful to
not get the doctor that you need, at the first
attempt to do it.” Parent

“One of the first initial things that you need to
do is create a circle for support. And | think
that's key for anyone living, going to college,
having a job is needing a good support system
around you. That isn't just your family and
people that are paid to help you.” Self-advocate

either...Treat her like she's the age you see her, involve S
her in the process and just look to me for guidance. And [®)::siiis s
obviously, if she's not able to have decision making, I still
want her involved at every step.” Parent

“l know she can't hold a conversation with you the way @ Z-:’."-=;;E=°
you want other adults to but that doesn't mean that you i '
then immediately talk to her like she's two years old

® Provider understanding of NDD
® Positive supports

® Awareness of social determinants of health

Self-advocates identified need for

e Supported decision making, autonomy within capabilities
e Meaningful community experiences, Understanding

Autism culture

® Healthcare supports & access, consistency with services

® Person centered care
Parents identified need for
e Comprehensive & Inclusive care

® Faulty healthcare system, Transition process

® Creating community, Parent su

Recommend providers take into consideration these specific

areas identified by this expert panel.

o Healthcare services can be improved to bridge the gap
between transition priority areas of need.

Implications & Future Direction

e Communication supports should be used in healthcare settings.

e Future work should include the self-advocate and supporter

Scan me for more

Understand the self-advocates’ capabilities for communication
and supplementing that will foster positive healthcare

experiences.

perspectives with a larger sample size and random selection.

STRENGTHS & LIMITATIONS

Strengths
e Qualitative approach

® Focus group questions developed from previous literature
® Expert panels identified unique areas of need

Limitations

® Selection bias, not a random sample
e Small sample size, not representative
® Time constraints of data collection and analysis

DISCUSSION

Both self-advocates and parents expressed need for:
Accomodations, communication, access

ort/advocatin
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