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Introduction 

Oregon’s PREP grant funds the implementation of a 

comprehensive sexuality curriculum for transition 

and community programs serving young people 

with intellectual and developmental disabilities 

(I/DD). 
The standard PREP participant entry and exit 

surveys present challenges to youth with I/DD. 
Researchers have consistently found certain 

question formats and language to be less valid and 

accurate when administered to people with I/DD. 
Youth with I/DD may also need assistance from 

educators for survey participation, raising issues 

with data privacy, sensitive topics, and triggering 

language. 
As important as relevant and accessible curricula 

are to effective sexuality education, it is equally 

important that data collection and evaluation 

methods be assessed and adapted to be made 

accessible to learners. 

A Collaborative & Community-Involved 

Approach 

State PREP grantee Oregon Health Authority (OHA) 
collaborated with subgrantee the University Center 

for Excellence in Developmental Disabilities at 

Oregon Health & Science University (OHSU UCEDD) 
to research best practices in survey design and 

implementation for youth with I/DD. 
The OHSU UCEDD also supports the National Core 

Indicators—Intellectual & Developmental 
Disabilities Survey, which is administered nationally 

to people with I/DD. 
Other collaborators consulted to review the survey 

included the Sexuality Health Equities for 

Individuals with Intellectual & Developmental 
Disabilities (SHEIDD), an established community 

advisory group that includes people with I/DD, and 

the Oregon Department of Education. 

Methods & Data 

Holistic coding was used on the 

standard PREP participant entry and 

exit surveys. The authors and 

collaborators reviewed each survey 

item to identify elements that could 

be problematic for respondents with 

I/DD. 
Four topics emerged from the coding 

that identified problematic elements 

for respondents with I/DD: 
a.Complex question structures (e.g., 

matrix items, Likert scales with 

several response points); 
b.Abstract or multiple concepts 

(e.g., reflecting across a lengthy 

period of time, indirect language) 
c.Sensitive or triggering topics (e.g., 

questions about sexual 
experiences and behaviors, 
questions about financial control 
and planning) 

d.Advanced reading comprehension 

levels 

Results 

The figure above displays example items from the 

standard PREP participant entry and exit surveys 

along with further notes on how the codes were 

identified and determined. 
The graph to the left displays the aggregated coded 

data: The majority of the PREP survey items were 

assigned at least one of the four codes. 
OHA used these data to prepare and submit a 

waiver request to FYSB that included proposed 

changes to the PREP participant surveys and 

justifications for each change. This waiver request 

was approved. 

Survey Adaptation 

The figure below displays the example PREP participant entry and exit survey items after being 

adapted with further notes on how these edits better serve youth with I/DD. 
The PREP Entry and Exit Survey Measures Guide was consulted throughout to ensure fidelity 

with the standard survey items. 
The PREP Survey Administration Guidelines were also revised to include additional information 

on accessibility aids to help with participant understanding. 
By adhering to best practices and community feedback and adapting the PREP survey 

instruments appropriately, the authors expect to see strong survey participation, more accurate 

responses, improved participant experiences, and more rigorous evaluations of the program. 
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