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 ■ FGs segmented by language 
(Spanish/English)

 ● 41 Spanish speaking and 33 
English speaking

 ■ Gender
 ● 68 females and 3 males 

 ■ Age
 ● 29 to 35 years old 

 ■ Education
 ● 21 less than a HS education   
 ● 18 HS or GED
 ● 18 some college
 ● 14 college grads 

and 3 postgraduate 

 ■ Income:
 ● The majority of participants 

(77%) had annual incomes 
below $30,000

 ■ Typically, a parent was the first 
person to express concern about 
child’s development

 ■ Most concerns stemmed from 
delayed speech/a lack of words 

 ■ Occurred between 1-2 years  
of age

 ■ Parents compared their child’s 
development with other 
children to get a sense that 
something might be wrong

 ■ More challenging for 
first-time parents due to 
lack of knowledge about 
developmental milestones  
and lack of comparison

 ■ Parent’s emotions ranged  
from denial to depression

 ■ Approximately 1 in 6 children in the United States has a developmental 
disability, representing a 17% increase over the past 12 years  
(Boyle et al., 2011).

 ■ Factors that may be associated with increased identification are

 ● recommendation for pediatricians to implement standardized 
developmental screenings during well-child visits  
(American Academy of Pediatrics, 2006)

 ● an increase in parental knowledge and awareness of development 
disabilities through media and public awareness programs

 ■ Launched to assist parents and health care providers in understanding 
developmental milestones and knowing how to act early if they have 
concerns.

 ■ Focuses on education about childhood 
development.  

 ■ Encourages parents to act early if they  
have concerns about their child’s  
development by

 ● monitoring early developmental milestones

 ● talking to their health care provider

 ● seeking developmental screening, or contacting their local early 
intervention program for a multidisciplinary evaluation

 ■ Reassess parents’ needs for information about child development

 ■ Reassess campaign focus and focus of materials

 ■ Learn about parents’ experiences with getting their child identified  
with a developmental disability

 ■ 11 in-person focus groups (FGs)
 ● 6 in Spanish and 5 in English

 ■ 74 parents of children with diagnosed developmental disabilities

 ■ Six U.S. cities
 ● Colorado (Colorado Springs and Denver) 
 ● New York (Bronx and Washington Heights)
 ● North Carolina (Research Triangle Park and Greensboro)

 ■ Developed and used a discussion guide focused on:
1. parental awareness, knowledge, and information needs (first concerns)
2. parental attitudes, values, and beliefs (seeking help)
3. parental action (starting services)

 ■ Received Institutional Review Board (IRB) approval prior to data collection 

 ■ Analyzed transcripts of audio-recorded interviews and conducted thematic 
analysis to identify causal and logical statements

 ■ “One of our mistakes was that when we spoke with other people  
about this, they said, ‘Don’t worry. Usually boys are lazy to talk.’  
Sometimes, I, as a first-time mother, thought that they were right.”  
(NC – Spanish) 

 ■ “My doctor is a very good pediatrician. Love him to death. He told me,  
‘You know what, you know your child better than anybody out here.’  “  
(NY – English) 

 ■ Often asked about the child’s development and progress

 ■ Had the parents complete questionnaires at each visit  

 ■ When a concern was noted, they acted quickly to refer the child  
and family to a specialist 

 ■ Did not discuss the child’s development regularly with parents

 ■ Were more likely to say “wait and see” when the parent expressed a concern

 ■ Did not frequently provide information on early intervention or where to 
seek additional support

 ■ Most parents talked with their doctor about their 
concerns

 ● A few parents talked with a specialist first or  
their child’s teacher 

 ■ There appear to be two types of doctors: 

 ● Facilitators and monitors
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 ■ “The doctor kept saying, ‘Oh, he’s fine. He’ll talk when he wants to.’ ” 
(CO – English) 

 ■ Parents who were told to wait and see had a variety of reactions: 

 ● Some changed doctors.

 ● Others were persistent and asked their doctor for help or a referral.

 ● Only a few parents mentioned waiting before acting on their concerns. 

Very few differences between the Spanish- and English-speaking participants

 ■ Seeking help

 ● Some Spanish speakers tended to first reach out to family members, 
neighbors, or teachers as opposed to doctors. 

 ■ Starting services

 ● English-speaking parents tended to be angrier, displeased with the  
service system, and not willing to accept “labels” for their child. 

 ● Spanish-speaking parents had trouble accepting the diagnosis and 
expressed more sadness and grief about their child’s delay. 

 ■ Information on developmental milestones is an important component to 
parents’ understanding of typical child development. 

 ■ Parents need information on typical development, as well as “red flags”

 ● (i.e., things to look for specifically at certain ages to know whether  
there was a high probability of a delay). 

 ■ Parents whose doctors were facilitators often were more aware of  
typical child development and what milestones to look for next. 

 ■ Parents lacked knowledge about who to contact or where to go  
when they were worried their child might have a developmental delay. 

 ■ The “Learn the Signs. Act Early.” campaign should continue to communicate the 
message to parents not to wait and talk to their pediatrician as soon as possible. 
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