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Exploring the Self-Advocacy Discipline in LEND

• Self-advocates face barriers to inclusion 
in LEND. 

• More research is needed to overcome 
barriers and increase self-advocate 
participation in LEND.

• The best way to understand the self-
advocacy discipline is to research the 
personal experiences of trainees across 
the LEND network. 

• Leadership training is important for self-
advocates and beneficial for the 
disability community. 

• LEND teams with self-advocates are 
better prepared to serve people with 
disabilities.

DiscussionMethods

• Self-advocacy generally refers 
to people with intellectual and 
developmental disabilities 
(IDD) speaking up for their 
rights (Hayden & Nelis, 2002).

• LEND programs began 
including self-advocacy as a 
discipline in interdisciplinary 
training teams as early as 2010 
(Houser, 2015; “Illinois LEND 
Self-Advocacy Discipline 
Manual,” 2015).

• Inclusion of self-advocates on 
LEND teams is becoming more 
common, but many LENDs 
across the country do not 
include self-advocates as 
trainees. 

• As of 2015, 17% of LEND 
programs reported including 
an advocate/self advocate 
discipline (Acharya & Holt, 
2015)
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The goal of this project was to 
explore the benefits and 
challenges of integrating self-
advocacy as a discipline in LEND 
interdisciplinary teams. 

Aims

From L to R: Primary investigators and current IL LEND trainees Shelly 
Berry (self-advocacy discipline) and Sara Miller (disability studies 
discipline), and former IL LEND trainee Cathy Saunders (self-advocate 
discipline). 

Findings  

“I think that’s the joy of LEND participation because they’re learning a different perspective of how it is to live with a disability, but also the 
people who are disabled need to understand what it is like for the medical professionals to work with people with disabilities”- Cathy 

Terms used to describe self-advocacy: 
Speaking/spoke/speak up, outreach, voice, 

bringing knowledge. There were 16 references to 
these words on the transcription.  

Self-advocates reported they didn’t know the term self-
advocacy in their youth but think youth with disabilities 
should learn about self-advocacy. 

Need more formal leadership 
opportunities for self-advocates and 
self-advocacy training for young 
people with disabilities  

There were 4 stories about not being 
considered credible by medical providers 
in the transcription.  

People with disabilities experience 
physical and sexual abuse at much 
higher rates than people without 

 

Intersectionality. There were 13 
references to race in the 
transcription.  

 

Positionality, including location in 
Chicago, has an impact on self-
advocate perspectives.  

Self-advocacy in LEND:  
1) “Bringing knowledge”-Shelly 
2) “Bringing them personal 
experiences”-Cathy.  
3) Representing the disability 
community to other trainees 
and to legislators. 

Disability Pride 

P.A.C.E. -
Transportation 
is a significant 
barrier to self-
advocate 
participation 
in LEND There is a hierarchy within disability. “I 

know it’s more difficult for those who 
are cognitive and have been taught to 
be compliant” -Cathy.  

 

Access 
Living 

Strong 
agreement 
that LENDs 
should include 
multiple self-
advocates with 
diverse 
perspectives  

“I continue to remain 
active in ADAPT…This is a 
very important program 
because the more 
programs we have like 
this, the better it is to get 
the knowledge out” -Shelly 

 

Themes
• Self-advocates share their lived-

experiences of disability in LEND 
• Self-advocacy is speaking up, 

outreach, bringing knowledge, and 
having voice

• Challenges: Health challenges, 
communication barriers, and 
transportation

• Benefits: Trained self-advocates are 
leaders in the disability community, 
other trainees learn to engage with 
people with disabilities with greater 
respect and equity

• Race, geographic location, gender and 
type of disability impacts how self-
advocates feel they are perceived. 

1) Questions were developed based on a literature review 
and the experiences of the two primary investigators.

2) A former IL LEND self-advocate trainee was invited to 
join in a three hour discussion using the questions as a 
guide. 

3) The audio recorded conversation was transcribed. 
Primary investigators listened to and read the transcript 
together highlighting topics that: 1) came from the 
literature review, 2) were surprising, 3) came up 
repeatedly or 4) were important to the research topic.

4) Findings were analyzed and organized using concept 
mapping. (Butler-Kisber, 2010, “About concept 
mapping,” para.1). 
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