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American Academy of Pediatrics 
National Resource Center for Patient/Family-Centered Medical Home 
Early Hearing Detection and Intervention Chapter Champion Program Evaluation  
Executive Summary 

Overview and Purpose 

This executive summary presents key findings from an evaluation of the American Academy of 
Pediatrics (AAP) Early Hearing Detection and Intervention (EHDI) chapter champion program. The AAP EHDI 
program was established in 2001. It is funded as part of a cooperative agreement between the Maternal and 
Child Health Bureau (MCHB) of the Health Resources and Services Administration (HRSA) and the AAP. This 
cooperative agreement is known as Advancing Systems of Services for Children and Youth with Special Health 
Care Needs. The AAP EHDI program has four primary goals: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention. 

• Enhance pediatricians’, other physicians’, and nonphysician clinicians’ knowledge about the EHDI  
1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry 
into early intervention (EI) services by 6 months of age. 

• Ensure newborn hearing screening results are communicated to all parents and reported in a timely 
fashion according to state laws, regulations, and guidelines. 

• Incorporate EHDI into an integrated, medical home approach to child health. 

A key component of the AAP EHDI program involves the efforts of chapter champions—usually AAP 
members who support their state AAP chapters and engage with other pediatricians, trainees, and 
nonphysician clinicians to improve the effectiveness of newborn hearing, screening, diagnosis, and 
intervention, within the context of the medical home model. Chapter champions receive ongoing support from 
the national AAP, including EHDI related education, technical assistance, tools, and resources. They engage in 
a variety of advocacy, outreach, and education efforts on behalf of children who are deaf or hard of hearing 
(D/HH) and their families. Chapter champions serve other pediatricians and pediatric clinicians within each 
AAP chapter by providing education about EHDI and relevant tools and resources to help achieve the 
program's goals. They are also encouraged to work with their state EHDI coordinator on state-based initiatives, 
outreach, and education.  

The purpose of the evaluation was to gain insight and understanding into EHDI stakeholder 
perspectives pertaining to the effectiveness of the chapter champion activities in supporting the primary goals 
of the AAP EHDI program. The results will be used to make improvements to the AAP EHDI program. 

Methods 

The evaluation employed a mixed methods design that included the following components:  
1) stakeholder surveys targeting chapter champions; state EHDI coordinators; and families of children who are 
D/HH; and 2) stakeholder focus groups: four focus groups were conducted via teleconference with chapter 
champions; state EHDI coordinators; nonphysician clinicians; and families of children who are D/HH (see full 
report for more details on background and methodology).  
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Key Findings 

• Stakeholder survey and focus group results consistently showed that chapter champions engage in a 
variety of activities to support the program goals, many of which involve collaborative efforts with state 
EHDI coordinators, including connecting and collaborating with state EHDI programs; participating in 
state EHDI advisory committees; and connecting and collaborating with state family-based organizations. 
A key theme among all the stakeholder focus groups was the importance of these collaborative activities 
and the need for more collaboration among chapter champions and EHDI coordinators at the state and  
national levels. 

- According to survey results, chapter champions reported that the resources and supports provided to 
them by the AAP EHDI program are effective or very effective in helping them reach the program 
goals, especially attendance at the EDHI Annual Meeting, template presentations, and coaching and 
partnership with AAP EHDI regional network liaisons (regional network liaisons provide AAP-district 
support to chapter champions in their local efforts to improve the effectiveness of newborn hearing 
screening, diagnosis, and intervention). While focus group results also highlighted the importance of 
the EHDI Annual Meeting and template presentations, chapter champion focus group participants 
expressed the contrasting view that the regional network liaisons' coaching was not beneficial.  

• Educating pediatricians, other physicians, and nonphysician clinicians about the EHDI 1-3-6 guidelines was 
reported as the most important program activity and the most effective program activity across all 
stakeholder groups. Results indicated that a variety of different education modalities were considered 
effective, especially state-based quality improvement projects, "Just in Time" education (eg, guidelines 
sent to pediatricians at the time a baby is found to have referred on their newborn screen), grand rounds, 
and resident education. 

- Focus group findings supported these results, with common themes that included the need for more 
Just in Time education for pediatricians; more peer-to-peer interventions that target individual 
pediatricians; and collaborating with state EHDI coordinators and Learning Communities in state 
educational initiatives; all of these validate the chapter champion's key role as a point person, 
educator, and liaison between state EHDI coordinators and the pediatrician community in state  
EHDI systems.  

• Survey and focus group results indicated that stakeholders perceive chapter champion activities as 
important, however, the results also suggested some variation in the level with which these activities are 
being implemented--for some activities, as many as 55% of chapter champions reported that they 
participated 0 times in the past year.  

- These results were supported by focus group findings, with common themes that included varying 
amounts of chapter champion involvement and issues with chapter champion recruitment and 
retention. Participants related these issues to the volunteer program structure. In all stakeholder focus 
groups, participants expressed the importance of finding ways to incentivize chapter champion 
activities, including the common theme of funding chapter champions' attendance at the EHDI 
Annual Meeting. Other suggestions included more structured training and mentoring for new chapter 
champions, and term limits. 

• The majority of stakeholders reported that the chapter champion model is effective or very effective in its 
goals of enhancing physician knowledge about the EHDI 1-3-6 guidelines and ensuring every child with 
hearing loss is diagnosed and receives timely intervention.  
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• Compared to the other program goals, fewer stakeholders reported the chapter champion model is 
effective in ensuring newborn hearing screening results are communicated to all parents. Focus group 
results provided the insight that stakeholders perceive this goal as irrelevant to the AAP EHDI program 
because pediatricians typically do not conduct hearing screenings in their offices, nor are they the ones 
who typically report the results to parents.  

• Somewhat fewer stakeholders reported the chapter champion model is effective in incorporating EHDI 
into an integrated medical home approach to child health, compared to the other program goals. The 
focus group findings suggest that stakeholders feel more guidance and structure from national AAP is 
needed to promote a shared understanding among state chapters, chapter champions, and EHDI 
coordinators about what incorporating EHDI into a medical home looks like and how it can  
be implemented.  

• Some focus group participants shared innovative projects for incorporating EHDI into the medical home 
from their states, including an app for pediatricians that lists specialists, services, and supports in their 
state for families of children who are D/HH; developing and disseminating a shared plan of care; and a 
card that new parents can bring with them to the pediatrician that shows their child's vaccination status 
and hearing screening results. Participants suggested that these and other promising practices should be 
promoted to other states for potential replication.   

• Stakeholders' perceptions regarding chapter champions' role in supporting families with children who are 
D/HH were mixed. According to survey results, slightly over half of chapter champions and state EDHI 
coordinators reported families are well supported or very well supported by chapter champions, however, 
a substantial percentage of between 30-40% reported being undecided.  

- These results were consistent with focus group findings, in which some participants expressed that 
chapter champions' role should not involve direct support to families but should focus instead on 
helping pediatricians support families with follow-up, referrals, and connecting them with family 
support organizations. Meanwhile, other participants emphasized that chapter champions' role 
should involve building connections with family leaders and family organizations.  

• Findings from the family survey highlight the need to support families with children who are D/HH, 
especially in the context of a medical home: less than half of families surveyed reported that their child is 
receiving care within the medical home model and, while on average, parents reported that their child's 
pediatrician has good listening skills, is culturally sensitive, and works with them to make decisions; they 
also reported their pediatrician does not usually ask about how their child's condition affects their family 
nor does their pediatrician help to explain their child's needs to other professionals.  

- Family focus group findings supported these results, in which many participants shared similar 
experiences with having a pediatrician who did not know the steps to take after the initial hearing 
screen was failed. Participants also expressed frustration with what they perceived as a tendency 
among their physicians to minimize the situation and/or try to make them feel better, rather than 
focusing on care coordination. Participants suggested that the AAP EHDI program conduct a national 
campaign to raise awareness and educate pediatricians on communicating more effectively with 
families of children who are D/HH and improving care coordination for these families. Other 
suggestions included educating pediatricians to be more understanding and compassionate about the 
impact of having a child who is D/HH on the family; and understanding and connecting with the  
Deaf community.  
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Conclusions and Key Recommendations 

Overall, the evaluation findings suggest that key stakeholders, including chapter champions, state 
EHDI coordinators, nonphysician clinicians, and families, view the AAP EHDI program as an important 
component of the larger EHDI system. Further, the chapter champion model is perceived as effective in 
enhancing physician knowledge about the EHDI 1-3-6 guidelines and ensuring every child with hearing loss is 
diagnosed and receives timely intervention. In addition, the findings offer constructive lessons learned for 
reconsidering the program's potential to influence the process of communicating newborn hearing screening 
results to parents. Finally, the results reveal new opportunities for program leaders to incorporate EHDI into an 
integrated medical home approach to child health; advance the overall EHDI system of services; and improve 
the lives of children who are D/HH and their families. 

Key Recommendations 

1. Enhance the program's focus on educating pediatricians, other physicians, and nonphysician clinicians 
with additional EHDI-related topics that include care coordination; connecting families to resources  
and supports, including family-based organizations; and understanding deaf culture and  
family perspectives.  

2. Support state-level peer-to-peer learning and networking opportunities for chapter champions and 
other EHDI stakeholders. 

3. Explore options for incentivizing chapter champion activities. 

4. Strengthen national partnerships with relevant professional organizations, including Hands & Voices, 
National Center for Hearing Assessment and Management, American Academy of Audiology, American 
Speech-Language-Hearing Association, Directors of Speech and Hearing Programs in State and Welfare 
Agencies; American Academy of Family Physicians, and others, to discuss developing and promoting 
collaborative guidance and messaging for EHDI best practices and care coordination.  

5. Collaborate with relevant stakeholders to develop national guidance for integrating EHDI into the 
medical home; consider collecting and disseminating state promising practices for potential replication. 

6. Continue to support parent involvement in EHDI planning, implementation, and improvement 
initiatives, including participation on state advisory committees and EHDI-related medical  
home initiatives. 
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I. Introduction 

Background  

This report presents evaluation findings from the American Academy of Pediatrics (AAP) EHDI chapter 
champions program. It represents the final deliverable in an eight-month contract between Kelley Analytics, 
LLC and AAP, for Kelley Analytics to provide evaluation consulting services to the AAP National Resource 
Center for Patient/Family-Centered Medical Home (NRC-PFCMH) from November 1, 2019 through June 30, 
2019. Pamela Kelley, Ph.D. carried out the following key tasks from scope of work: 

• Reviewed draft versions of an existing evaluation plan developed by AAP NRC-PFCMH project staff 
and provided feedback to AAP NRC-PFCMH project staff. 

• Reviewed draft versions of surveys and provided feedback to relevant AAP NRC-PFCMH project staff. 

• Reviewed draft versions of focus group discussion guides and provided feedback to relevant AAP  
NRC-PFCMH project staff. 

• Provided support to AAP NRC-PFCMH project staff responsible for facilitating focus groups. 

• Analyzed all survey data collected by AAP NRC-PFCMH project staff.  

• Prepared transcripts and analyzed focus group data. 

• Prepared a draft and final report on survey and focus group findings. 

Before presenting the evaluation findings, the report will begin with a brief overview of the AAP EHDI program 
and the evaluation methodology.  

AAP EHDI Program Overview 

Funded through a cooperative agreement between the Maternal and Child Health Bureau (MCHB) of 
the Health Resources and Services Administration (HRSA) and the AAP, the AAP EHDI program was 
established in 2001 to improve the effectiveness of newborn hearing screening, diagnosis, and intervention, 
through increasing the involvement of pediatricians, other physicians, and nonphysician clinicians in state 
EHDI programs.1 A key component of the AAP EHDI program involves the efforts of chapter champions—
usually AAP members who support their state chapters and engage with other pediatricians, trainees, and 
primary care physicians to improve the effectiveness of newborn hearing, screening, diagnosis, and 
intervention, within the context of the medical home model. Chapter champions receive ongoing support from 
the national AAP, including EHDI related education, technical assistance, tools, and resources.  

The primary goals of the AAP EHDI program are as follows: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention; 

• Enhance pediatricians’, and other physicians’, and nonphysician clinicians’ knowledge about the EHDI 
1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry 
into early intervention (EI) services by 6 months of age; 

 
1 For more on the AAP EHDI program, see https://www.aap.org/en-us/advocacy-and-policy/aap-health-initiatives/PEHDIC/Pages/Early-
Hearing-Detection-and-Intervention.aspx 

https://www.aap.org/en-us/advocacy-and-policy/aap-health-initiatives/PEHDIC/Pages/Early-Hearing-Detection-and-Intervention.aspx
https://www.aap.org/en-us/advocacy-and-policy/aap-health-initiatives/PEHDIC/Pages/Early-Hearing-Detection-and-Intervention.aspx
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• Ensure newborn hearing screening results are communicated to all parents and reported in a timely 
fashion according to state laws, regulations, and guidelines; and 

• Incorporate EHDI into an integrated medical home approach to child health.  

To achieve these goals, chapter champions engage in a variety of advocacy, outreach, and education efforts on 
behalf of children who are deaf or hard of hearing (D/HH) and their families. Chapter champions serve other 
pediatricians and pediatric clinicians within each AAP chapter by providing education about EHDI and relevant 
tools and resources to help achieve the program's goals. They are also encouraged to work with their state 
EHDI coordinator on state-based initiatives, outreach, and education. State EHDI coordinators are individuals 
who are responsible for directing and developing speech-language and/or hearing programs in state and 
territorial health and welfare agencies. 

Evaluation Overview 

Evaluation Purpose 

The purpose of the evaluation was to gain insight and understanding into EHDI stakeholder 
perspectives pertaining to the effectiveness of the chapter champion activities in supporting the primary goals 
of the AAP EHDI program. The results will be used to make improvements to the AAP EHDI program. 

Evaluation Questions 

Guided by the program logic model (Appendix A) developed previously through a collaborative 
process that included program leadership, key staff, and stakeholders, the evaluation was designed to answer 
the following questions: 

• What resources, technical assistance, training and/or other supports would be most helpful to 
pediatric clinicians to support their progress in achieving the AAP EHDI program goals?  

• How can the AAP EHDI program support pediatric clinicians in better supporting families with 
children who are D/HH?  

• How well do families feel their pediatricians support their needs? How involved do families feel in care 
coordination? What suggestions do families have for their pediatricians to improve care? 

• How successful do stakeholders perceive chapter champions have been at increasing and 
disseminating knowledge and supporting pediatric clinicians in their states related to EHDI? 

• What activities do stakeholders perceive are most effective at increasing knowledge, understanding, 
and implementation of EHDI practices among pediatric clinicians? 

• How effective do stakeholders perceive chapter champions have been in ensuring that families with 
children who are D/HH have access to a comprehensive medical home? 

• To what extent do state EHDI coordinators and chapter champions feel the AAP EHDI chapter 
champions program has:  

 Improved the quality of life for children who are D/HH and their families? 

 Increased enrollment of children in the appropriate intervention services, such as Early 
Intervention? 

 Ensured that fewer children are lost to follow-up for hearing screening? 
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• What types of collaborative relationships have EHDI chapter champions developed?  

• What stakeholder partnerships (individuals or organizations) need to be established or developed 
further to achieve the program goals? 

• What recommendations do stakeholders have for improving the AAP EHDI chapter  
champions program? 

II. Methods  
To answer the evaluation questions, a mixed methods evaluation design involving stakeholder 

surveys and focus groups was employed. Each component is described below: 

Chapter Champion Survey: (Appendix B) An 11-item survey was developed through a collaborative process 
with project leaders, stakeholders, and the evaluation consultant. The survey included questions pertaining to 
program processes and program outcomes. The survey included additional questions about program supports 
for families with children who are D/HH; and suggestions for improvement. The survey was distributed by AAP 
NRC-PFCMH staff via an invitation email containing an anonymous survey link that was emailed to 66 EHDI 
chapter champions on the AAP EHDI chapter champion contact list. Survey responses were collected from 
February 26 to April 12, 2019. 

State EHDI Coordinators Survey: (Appendix C) A 12-item survey was developed through a collaborative 
process with project leaders, stakeholders, and the evaluation consultant. The survey included questions 
pertaining to program processes, including EHDI coordinators' experiences working with EHDI chapter 
champions; and program outcomes, including perceived effectiveness of EHDI chapter champion activities and 
the overall AAP EHDI program. The survey included additional questions about program supports for families 
of children who are D/HH and suggestions for improvement. The survey was distributed by staff from AAP 
EHDI program partner, the National Center for Hearing Assessment and Management at Utah State University 
(NCHAM), who emailed the anonymous link to the organization's contact list of 59 state EHDI coordinators, 
including US states, territories, and commonwealths. Survey responses were collected from March 27 to April 
12, 2019. 

Family Survey: (Appendix D) A 15-item survey was developed through a collaborative process with project 
leaders, stakeholders, and the evaluation consultant. The survey included questions about family experiences 
with the medical home model, the EHDI system, connections to community supports and family-based 
organizations, most helpful programs and resources, and suggestions for how AAP can improve support for 
families of children who are D/HH. The survey was distributed by staff from AAP EHDI program partner, 
Hands & Voices, who emailed the anonymous survey link to the organization's contact lists of parent leaders 
and family-based organizations. Because organizations were encouraged to distribute the survey invitation to 
their contacts, the number of individuals who received an invitation is unknown. Survey responses were 
collected from March 25 to April 12, 2019. 

Chapter Champions Focus Group: A 90-minute focus group for chapter champions was conducted via 
teleconference by AAP NRC-PFCMH project staff on June 7, 2019. A focus group discussion guide (Appendix E) 
was developed by AAP NRC-PFCMH project staff with input from key stakeholders and the evaluation 
consultant. The discussion guide was designed to collect in-depth information on chapter champions' 
experiences with implementing the program, including resources and supports, most effective activities, 
challenges, and suggestions for improvement. Focus group participants were recruited through a question on 
the chapter champion survey described earlier. American Academy of Pediatrics NRC-PFCMH project staff 
emailed an information sheet (Appendix F) to respondents who indicated interest in participating and who 



AAP EHDI Program Evaluation Report     4 

 

met the eligibility criteria. Participants were selected based on creating group diversity and balanced 
geographic locations. Of the list of seven who agreed to participate, 5 chapter champions from 5 states 
representing 5 of the 10 AAP districts attended the focus group. An information sheet describing the purpose, 
procedures, risks and benefits of participating in the focus group was emailed to participants prior to the focus 
group (Appendix F). The moderator reviewed the information sheet and obtained participants' verbal consent 
at the beginning of the focus group. The evaluation consultant took notes during the focus group which were 
used to create a transcript for analysis. Transcripts were content-analyzed for common and relevant themes.  

State EHDI Coordinators Focus Group: A 90-minute focus group for state EHDI coordinators was conducted 
via teleconference by AAP NRC-PFCMH project staff on June 3, 2019. The focus group discussion guide 
(Appendix G) was developed by AAP NRC-PFCMH project staff with input from key stakeholders and the 
evaluation consultant. The discussion guide was designed to collect in-depth information on EHDI 
Coordinators' experiences working with chapter champions, including collaborative projects; most effective 
activities, family partnerships; challenges, and suggestions for improvement. Focus group participants were 
recruited through a question on the state EHDI coordinator survey described earlier. American Academy of 
Pediatrics NRC-PFCMH project staff emailed an information sheet (Appendix H) to respondents who indicated 
interest in participating and who met the eligibility criteria. Participants were selected based on diversity with 
regard to number of years of experience as a state EHDI coordinator and geographic location. Of the list of 7 
who agreed to participate, 6 EHDI coordinators from 6 states representing 4 of the 10 AAP districts attended 
the focus group. An information sheet describing the purpose, procedures, risks and benefits of participating in 
the focus group was emailed to participants prior to the focus group (Appendix H). The moderator reviewed 
the information sheet and obtained participants' verbal consent at the beginning of the focus group.  The 
evaluation consultant took notes during the focus group which were used to create a transcript for analysis. 
Transcripts were content-analyzed for common and relevant themes.  

NonPhysician Clinician Focus Group:2 A 90-minute focus group for nonphysician clinicians was conducted via 
teleconference by AAP NRC-PFCMH project staff on June 13, 2019. The focus group discussion guide (Appendix 
I) was developed by AAP NRC-PFCMH project staff with input from key stakeholders and the evaluation 
consultant. The discussion guide was designed to collect in-depth information on participants' experiences 
working with chapter champions, perceived program effectiveness; and suggestions for program and systems 
improvements. Focus group participants were recruited through the recommendations of current and former 
chapter champions. American Academy of Pediatrics NRC-PFCMH project staff reported that recruitment of 
nonphysician clinicians was challenging due to the lack of a clearly-defined target population, which limited 
targeted recruitment efforts. American Academy of Pediatrics NRC-PFCMH project staff emailed an 
information sheet (Appendix J) to the recommended participants. Three nonphysician clinicians from 3 states 
representing 3 of the 10 AAP districts attended the focus group. An information sheet describing the purpose, 
procedures, risks and benefits of participating in the focus group was emailed to participants prior to the focus 
group (Appendix J). The moderator reviewed the information sheet and obtained participants' verbal consent 
at the beginning of the focus group.  The evaluation consultant took notes during the focus group which were 
used to create a transcript for analysis. Transcripts were content-analyzed for common and relevant themes.   

Families Focus Group: A 90-minute focus group for families with children who are D/HH was conducted via 
teleconference by AAP NRC-PFCMH project staff on May 31, 2019. The focus group discussion guide (Appendix 

 
2 In addition to the nonphysician clinician focus group, a survey for nonphysician clinicians was originally proposed as part of the evaluation 
plan, however due to issues related to identifying a specific survey target population and an appropriate population list, project leadership 
decided it was not feasible within the evaluation budget and timeline constraints. 
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K) was developed by NRC-PFCMH project staff with input from key stakeholders and the evaluation 
consultant. The discussion guide was designed to collect in-depth information on families with children who 
are D/HH experiences with their pediatrician; medical home; services and supports; and suggestions for 
improving family-pediatrician partnerships. Focus group participants were recruited through a question on the 
family survey described earlier. American Academy of Pediatrics NRC-PFCMH project staff emailed an 
information sheet (Appendix L) to respondents who indicated interest in participating and who met the 
eligibility criteria. Participants were selected based on diversity with regard to geographic location. Of the list 
of 8 who agreed to participate, 7 parents from 7 states representing four AAP districts attended the focus 
group. An information sheet describing the purpose, procedures, risks and benefits of participating in the focus 
group was emailed to participants prior to the focus group (Appendix L). The moderator reviewed the 
information sheet and obtained participants' verbal consent at the beginning of the focus group. The 
evaluation consultant took notes during the focus group which were used to create a transcript for analysis. 
Transcripts were content-analyzed for common and relevant themes.  

 The following section presents the evaluation results from the surveys and focus groups organized by 
stakeholder group: chapter champions, state EHDI coordinators, nonphysician clinicians, and families of 
children who are D/HH. Direct quotations from survey responses and focus group dialogue were lightly edited 
for readability.  

III. Results 

A. Chapter Champions Survey 
Survey Response 

Project staff of the AAP NRC-PFCMH emailed a survey invitation containing an anonymous survey link 
to the AAP chapter champion contact list (N=66). A total of 43 individuals submitted survey responses for a 
response rate of 65%. Surveys with 80% or more missing data (n=5) were excluded from the analyses, leaving 
an analysis sample size of N=38.  

Characteristics of Survey Respondents 

Length of Time as an EHDI Chapter Champion 

In response to a survey question that asked how long they had been an EHDI chapter champion, 39% 
of respondents reported 1 to 3 years; 29% reported 4 to 6 years; and 32% reported 10 or more years (Figure 1). 
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Figure 1. Length of Time as an EHDI Chapter Champion (N=38)
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Perceived Effectiveness of AAP Resources 

A survey question asked respondents to rate the effectiveness of 6 AAP resources offered to chapter 
champions in helping to reach the program goals, with response choices of not at all effective; not very effective; 
effective; and very effective. As shown in Figure 2, based on the combined percentage of effective and very 
effective responses; the perceived effectiveness of the 6 resources ranged from nearly 92% (highest) for 
attendance at the EHDI Annual Meeting to 53% (lowest) for development of an annual workplan. Attendance 
at the EHDI Annual Meeting and template presentations were rated as effective/very effective by the greatest 
proportions of respondents (92% and 86%, respectively); followed by coaching and partnership with the 
regional network liaisons3 and e-newsletters which were rated effective/very effective by more moderate 
proportions (76% and 74%, respectively); while technical assistance and development of an annual workplan 
were rated effective/very effective by the smallest proportions of respondents (66% and 53%, respectively).  

 

Reported Frequency of Program Activities 

A survey question asked chapter champions to report the number of times in the past year they 
participated in 9 key program activities with answer choices of 0 times; 1-2 times; 3-4 times; or over 5 times. 4 As 
shown in Figure 3, the top 3 activities reported as most frequent included the following:  

 
3 AAP EHDI regional network liaisons provide AAP-district support to chapter hampions in their local efforts to improve the effectiveness of 
newborn hearing screening, diagnosis, and intervention through increasing the involvement of primary care pediatricians and other 
pediatric health care providers in state and local EHDI programs and initiatives. For more on AAP EHDI  regional network liaisons, see : 
https://www.aap.org/en-us/Documents/EHDI_Regional_Network_Liaison_Overview_updated_2017.pdf 
4 Because there was no response choice that included exactly five times, respondents may have slightly over- or under-estimated any 
activities that occurred exactly five times.  
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Figure 2. EHDI Chapter Champions' Perceived Effectiveness of AAP Resources: 
Percentage of Effective and Very Effective Responses (N=38)

(Response choices: Not at all effective; Not very effective, Effective, Very effective)

https://www.aap.org/en-us/Documents/EHDI_Regional_Network_Liaison_Overview_updated_2017.pdf
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• Connect and collaborate with state EHDI programs;  
• Participate in state EHDI advisory committee activities; and 
• Connect and collaborate with a state family-based organization.  

Somewhat less frequent activities included the following:  

• Resident education;  
• "Just in Time" education (e.g., guidelines sent to pediatricians at the time a baby is found to 

have referred on their newborn screen); and  
• State-based quality improvement projects. 

While the least frequent activities included the following:  

• Writing articles for newsletters (e.g., chapter newsletters, EHDI Express, practice or hospital 
newsletters);  

• Educating other clinicians during grand rounds presentations; and  
• Hospital- and/or office-based presentations.  

The survey question also provided a text field for respondents (n=4) to report other activities, which included 
the following: 

• Testify to state legislature regarding laws affecting D/HH Early Intervention. 
• Organize working group of physicians, including primary care, otolaryngology (ENT), neonatologists, 

and physicians who work in newborn nurseries. 
• Telehealth CME educational session. 
• Organized a regional group of providers to discuss our state's cytomegalovirus legislation and will be 

presenting at a national conference. 

Figure 3 also shows that the percentage of respondents who reported participating in activities 0 times 
in the past year ranged from 3% (lowest) for connect and collaborate with state EHDI programs to 55% 
(highest) for educating other clinicians during grand rounds presentations. This indicates that not all activities 
are being implemented at the same level. Among program evaluation experts, there is general consensus that 
until a program has achieved a sufficient level of implementation, any outcome evaluation would be 
premature and unlikely to detect significant effects, even if they are present.5 With this in mind, program 
leadership may wish to consider the frequency of program activities that might be needed to produce the 
intended program outcomes.  

 
5   See Patton, M.Q. (2012). Essentials of utilization-focused evaluation. Thousand Oaks: Sage.  (p.175). 
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Chapter Champions' Perceived Effectiveness of Program Activities 

A survey question asked chapter champions to rank a list of 7 key activities in order of their perceived 
effectiveness in increasing knowledge, understanding and implementation of EHDI practices among non-
chapter champion pediatric clinicians. Based on the average rank scores across 38 respondents, the top 3 
activities perceived as most effective included state-based quality improvement projects; Just in Time 
education; and resident education. Meanwhile, participating in state EHDI advisory committee activities was 
ranked as moderately effective and writing articles for newsletters; educating other clinicians via grand rounds 
presentations; and hospital- and/or office-based presentations were ranked as least effective (Table 1).  
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Table 1. EHDI Chapter Champions' Perceived  
Effectiveness of Program Activities: Ranking (N=38) 

(1=Most Effective, 7=Least Effective) 
Rank Program Activity 

1 State-based quality improvement projects 
2 Just in Time education 
3 Resident education 
4 Participating in state EHDI advisory committee activities 
5 Writing articles for newsletters 
6 Educating other clinicians via grand rounds presentations 
7 Hospital- and/or office-based presentations 

Note: Ranking based on mean rank scores. 
 

These results suggest that chapter champions perceive the most effective activities for increasing 
EHDI knowledge and implementation among pediatricians are those that involve direct, practical application 
of EHDI learning objectives in clinical settings, through quality improvement projects, Just in Time education, 
and resident education, as opposed to activities that involve more indirect or passive types of learning. 

Chapter Champion Support of Families with Children Who are D/HH 

A survey question asked chapter champions to rate how well the EHDI chapter champion supports 
families with children who are D/HH using 5 Likert-style response choices that ranged from not at all supported 
to very well supported. To facilitate analysis and interpretation, these choices were combined into 3 categories: 
not at all supported/not well supported; undecided; and well supported/very well supported. Slightly more than half of 
respondents reported well supported/very well supported (51%); slightly less than half reported undecided 
(43%), and 5% reported not at all/not well supported (Figure 4). These results suggest that chapter champions 
are divided in their opinions about the level of support they provide to families with children who are D/HH. 
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Educating Pediatricians in Care of Families with Children Who are D/HH 

A survey question asked chapter champions to select the pediatrician activity that they perceive as 
most beneficial in learning how to care for families with children who are D/HH. As shown in Figure 5, Just in 
Time education was reported as most beneficial by nearly half (47%) of respondents; followed by state-based 
quality improvement projects (18%); hospital- and/or office-based presentations (11%); participating in state 
EHDI advisory committee activities (5%); educating other clinicians through grand rounds presentations (5%), 
resident education (3%) and writing articles for newsletters (3%). 

 

Perceived Effectiveness of Chapter Champion Model 

A survey question asked chapter champions to rate the level of perceived effectiveness of the EHDI 
chapter champion model in supporting progress in the program's 4 primary goals, with response choices of not 
at all effective; not very effective; effective; and very effective. As shown in Figure 6, based on the combined 
percentage of effective and very effective responses; the goal reported as effective/very effective by the highest 
percentage of respondents was enhance pediatricians' and other physicians' and nonphysicians clinicians' 
knowledge about the EHDI 1-3-6 guidelines (84%); followed by ensure every child with hearing loss is 
diagnosed and receives appropriate, timely intervention (78%); incorporate EHDI into an integrated medical 
home approach (73%); and ensure newborn hearing screening results are communicated to all parents and 
reported in a timely fashion according to state laws, regulations and guidelines (70%). Thus, a majority of 
between 70% and 84% of respondents reported the chapter champion model is either effective or very 
effective in achieving all four of its primary goals.   
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Figure 5. Chapter Champions: Pediatrician Activity Perceived as Most Beneficial in Learning to Care 
for Families with Children Who are D/HH (N=38)
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Suggestions for Improvement  

An open-ended survey question asked chapter champions for suggestions on how AAP can improve 
how it supports families of children who are D/HH. Of 15 responses, the following themes were identified: 

Themes: 

• More physician education through Continuing Medical Education (CME); Maintenance of Certification 
(MOC); quality improvement (QI), resident education, and other modes (mentioned by  
9 respondents). 

• Provide support for chapter champions to attend the EHDI Annual Meeting (mentioned by  
3 respondents). 

• More public relations and promotional campaigns to raise awareness and education about EHDI 
(mentioned by 3 respondents). 

• More parent involvement (mentioned by 2 respondents). 

• Other suggestions: provide more resources; chapter champion research projects (mentioned by  
2 respondents). 
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Notable Quotes: 

» Continued education, sending out newsletter via email, encouraging to participate in QI projects by 
giving them CME credits or MOC credits. 

» Be more visible at the AAP National Conference, be more proactive with education (via social media, 
parent magazines, TV or radio commercials and in labor-and-delivery and ob-gyn offices or  
hospital locations). 

» Incorporation of peer parents into the model. 

» Bottom up education of EHDI chapter champions for learning. We should be learning DIRECTLY from 
parents AND DEAF ADULTS about what physicians can do to support families and D/HH children. . . 
We need to understand the topic of language deprivation, which is the primary emergency, and is not 
wholly remediated by technology and EI. We need to understand the pressures on families both from 
within (i.e., mixed communication needs of hearing and D/HH in one family) and from without (i.e., 
societal pressures, pressures from within medical and audiological communities, pressures from Deaf 
Community). 2. In addition, I think we should be learning about how the medical model falls short of 
supporting families and D/HH children, so pediatricians do not repeat these historical mistakes  
by default. 

» I feel that the state [EHDI program] does a good job with the screening and the discussion—I think 
having this info to [pediatricians] is most likely to be recognized in the hospital/newborn setting, when 
they are thinking about it, rather than a completely separate reminder, though those are good, as well. 

B. Chapter Champions Focus Group  
Participants 

Five chapter champions from 5 states representing 5 of the 10 AAP districts participated in the focus 
group (see Methods section for more details). The following section presents the key themes identified from 
the focus group discussion. 

Key Themes 

Role of the Chapter Champion 

• Participants were asked to discuss the role of the chapter champion in enhancing the system of 
services for children who are D/HH. Their discussion centered on the  
following themes: 

 Disseminating information through AAP chapter newsletters and other media to the 
pediatrician community about what is going on related to EHDI in the state, including 
state statistics, updates, and stories on early intervention programs for children who  
are D/HH. 

 Education/educational awareness giving grand rounds presentations at hospitals, to 
students in the Leadership Education in Neurodevelopmental and Related Disabilities 
(LEND) program, and in pediatricians office; as well as "giving the latest of what is going 
on with the EHDI program and the services available."  

 Acting as a liaison between the state EHDI coordinator and the pediatrician community.  
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 Participating in state EHDI advisory meetings, which includes collaborating with the 
state EHDI team, keeping up to date on statistics for birthing hospitals to monitor how 
they are doing, and making suggestions during these meetings on how to improve 
systems of care.  

Role of the Primary Care Pediatrician 

• Participants were asked to discuss the role of the primary care pediatrician in advancing the system of 
services for children who are D/HH. Their discussion centered on the following themes: 

 There was a consensus among the participants that the primary care pediatrician's main 
role is to provide a medical home and coordinate care.  

 Some participants expressed that the primary care pediatrician's role also includes 
understanding that normal hearing screening does not rule out progressive hearing loss 
and to be always looking out for those risk factors. 

 Participants generally agreed that because most pediatricians have so few D/HH 
patients, there is no readily accessible mechanism to emphasize to pediatricians the 
urgency and relevance of taking action when a patient needs it. 

 Some participants suggested incorporating more Just in Time education and 
information resources for pediatricians as a potentially more effective approach for 
educating and connecting patients with referrals for pediatricians with very few  
D/HH patients.   

 A few participants discussed an increasing trend in homebirths and how this poses an 
additional challenge to reaching infants and families in need of screening, information, 
and resources.  

Most Important Chapter Champion Activities  

Participants were asked to discuss which chapter champion activities are most important for achieving the 
EHDI program goals and what barriers exist to achieving the goals.  

• For the first goal, ensure every child with hearing loss is diagnosed and receives appropriate and 
timely intervention, the discussion centered on the following themes: 

 Working with the state EHDI coordinator and the state EHDI team; helping the state 
EHDI team understand the clinical perspective in care delivery; supporting the state in 
interfacing with pediatricians.  

 Monitoring data6 and giving individualized feedback to pediatricians on screening, 
failure rates, referrals and participation in early intervention.  

 Working with the state EHDI coordinator to target where improvements are needed 
related to diagnosis, appropriate and timely intervention, and interfacing with hospitals 
and individual pediatricians to make improvements.  

 
6 Although participants did not mention specific data sources, newborn hearing screening data  is an example of the types of data that 
would be useful  in providing EHDI-related support to pediatricians.  
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 Some participants expressed that state differences with regard to releasing data make it 
difficult to make a concerted effort to improve. Some states release hospital-level and 
screener-level data, which allow improvement efforts to be targeted directly where 
needed, while other states only release aggregated data (for example, at the county- or 
state-level). 

 Some participants shared strategies for addressing lost to follow-up in their state, 
including a state hearing coordination center and working with the EHDI coordinator to 
target specific geographic areas for the chapter champion to provide peer education to 
groups of pediatricians. Participants suggested that best practices be shared  
among states.  

• For the second goal, enhance pediatrician and other physicians' and nonphysician clinicians' 
knowledge about the EHDI 1-3-6 guidelines, screening by 1 month of age, diagnosis of hearing loss by 3 
months of age and entry into early intervention by 6 months of age, participants' discussion included 
the following themes: 

 Participants expressed that doing grand rounds at hospitals brings awareness to the 
medical and non-medical community.  

 Some participants described positive experiences with participating in town hall 
meetings (town hall meetings are community events in which the general public is 
invited to attend and learn about specific topics, for example, newborns, and engage in 
questions/answers with local experts).  

 One participant mentioned that their state EHDI coordinator arranged for her to give 
presentations and plenaries to physician assistants and nurse practitioners because 
they are seeing more midlevel practitioners in primary care roles in their state.  

 Participants shared similar experiences with difficulties connecting with, and 
communicating with, family physicians and other types of practitioners who may be in 
need of EHDI-related education and support. 

• For the third goal, ensure that newborn hearing screening results are communicated to all parents and 
reported in a timely fashion according to state laws, regulations, and guidelines, participants' 
discussion included the following themes: 

 Participants expressed that providing results to parents is generally not a problem; 
parents receive this information directly before they leave the birthing hospital.  

 Some participants mentioned that their states have data systems that transmit the 
results simultaneously to state databases for monitoring and follow-up.  

• For the fourth goal, incorporate EHDI into an integrated, medical home approach to child health, 
there was not much group discussion. One participant commented that there is a need for more 
guidance from AAP and suggested a national AAP campaign focused on integrating EHDI in the 
medical home.  

Partnering with Families 

• Participants were asked for suggestions on ways that chapter champions can partner with families. 
Their discussion included the following themes: 
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 Invite parents to serve on EHDI advisory committees; establish a quota for parent 
representatives, for example, 25%. 

 Organize peer parents or parent partners who can work with the EHDI coordinator to 
connect parents, discuss options and connect to family support resources; and perhaps 
make a home visit to the family.  

 Participate in community town hall meetings where the general public, including 
mothers and families can participate in question/answer sessions about EHDI.  

Stakeholder Partnerships for Achieving EHDI Goals 

• When asked for suggestions on building partnerships to achieve the AAP EHDI program goals, 
participants' discussion centered on the following themes: 

 Many participants expressed that it is important for pediatricians and pediatric 
audiologists to work together as a team, as well as the need for a national level 
partnership between AAP and American Speech-Language-Hearing Association (ASHA).  

 Some participants expressed the importance of connecting with medical schools and 
residency programs as a way of "getting in at the ground level" to educate and  
engage pediatricians.  

 Some participants mentioned organizing state physicians' groups as a way of involving 
more pediatricians with EHDI. 

Resources, Tools, and Supports for EHDI Chapter Champions 

• Participants expressed the need to evaluate the resources, tools, and supports provided by AAP to the 
chapter champions, with particular focus on the following themes: 

 Participants discussed the need for a formal evaluation of the EHDI Express with the 
purpose of improving its effectiveness. This should include a review of the newsletter's 
focus, content, formatting, and target audience.  

 There was a consensus among participants that the coaching provided by regional 
network liaisons was not beneficial. Participants suggested that this component of the 
program should be reassessed.  

 Participants agreed that the term technical assistance is unclear and suggested AAP 
define the components of this resource and promote its availability to  
chapter champions.  

 Participants shared positive experiences with attending the EHDI Annual Meeting and 
all agreed it is extremely valuable and inspirational to the work they do. Many expressed 
disappointment in the lack of available program funds to cover chapter champions' 
attendance at the meeting.  
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C. State EHDI Coordinators Survey 
Survey Response 

Staff from AAP partnering organization, NCHAM emailed a survey invitation containing an 
anonymous survey link to their organization's list of EHDI coordinators, including US states, territories, and 
commonwealths (N=59). A total of 63 survey responses were received. Because the survey was distributed 
using an anonymous link, it was not possible to link the responses to individuals on the contact list or to filter 
out responses submitted in error. Responses with more than 80% missing data were excluded (n=18), as were 
responses that were not from the US states target population (n=2), leaving an analysis sample size of N=43. 
This number represents an estimated 84% of state EHDI coordinators. 

Characteristics of Survey Respondents 

Length of Time as a State EHDI Coordinator 

In response to a survey question that asked how long they had been a state EHDI coordinator, 
respondents' answers were fairly equally distributed across a range that included 14% who reported less than 1 
year; 35% from 1 to 3 years; 14% from 4 to 6 years; 14% from 7 to 9 years and 23% who reported 10 or more years 
(Figure 7). 

 

Experience Working with EHDI Chapter Champion 

Of respondents from states with an EHDI chapter champion (N=41), the majority (88%) reported that 
they had experience working with an EHDI chapter champion in their chapter, while 12% reported they did not 
(Figure 8).  
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Figure 7. Length of Time as a State EHDI Coordinator (N=43)
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State EHDI Coordinator and Chapter Champion Collaboration 

An open-ended survey question asked EHDI coordinators to describe the activities or 
initiatives that they have collaborated on with chapter champions. Of 41 responses, most 
reported having participated in multiple and diverse collaborative activities with their chapter 
champion, including advisory committees, learning communities, grand rounds presentations, 
reviewing educational materials, and physician outreach. The most common themes are 
presented in Table 2: 

Table 2. State EHDI Coordinators' Reported  
Collaborative Activities with Chapter Champions 

Open-Ended Response Themes (N=41) 
Theme % 
Member of advisory committee/Regional Task Force/Stakeholder 
Committee 51 

Contacted physicians on EHDI topics/Physician education 51 
Reviewed/developed training curricula, articles, other relevant 
materials and resources 39 

Presentations/Webinars 39 
Learning Communities/Physicians groups 29 
Grand rounds presentations 15 
Review/Monitor data 15 
Policy development 5 
Other: organized a symposium; pilot project; parent support group 7 
 

Notable Quotes 

» We have worked with our EHDI chapter champion on a variety of engagement activities, including 
webinars, site visits, teleconferences, presentations at conferences, and articles in newsletters. 
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Figure 8. State EHDI Coordinators' Reported Experience 
Working with an EHDI Chapter Champion (N=41)
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» We have worked with our chapter champion to form a learning community and when creating 
materials. The chapter champion participates in our advisory group and also advises the program on 
questions related to follow-up or concerns related to clinical practices. 

» We do grand rounds with potential audiology and pediatric medicine students to educate them on the 
Newborn Hearing Screening program. We created a learning community for parents and educators to 
come together to find ways for the community to be educated on the screening process. 

» Collaborating with chapter champion to send physician to physician letters when a child is identified as 
D/HH. Chapter champion serves on our advisory committee, our learning community, our EHDI 
Stakeholder group and is working with us on cytomegalovirus activities. Collaborated on article for 
state AAP newsletter. 

» Our chapter champion has collaborated with EHDI on physician outreach, policy development, hospital 
outreach, presentations at EHDI [Annual Meeting], participating in the EHDI Advisory Board, 
presentations to physician groups, and many others. 

» Our chapter champion is an active member of the [state EHDI] advisory committee; helped to develop 
the [Physicians] Manual for the primary care providers; helped to develop screening guidelines and 
other program policies; conducted grand round training on EHDI to pediatricians on different 
communities; is conducting a QI project and online training modules on 1-3-6. The EHDI program 
assists to collect monthly data to track progress.   

While the majority mentioned a variety of collaborative activities, a few described having "minimal" or no 
collaboration with their chapter champion. 

» Very minimal activity from our state chapter champion aside from participation in quarterly 
stakeholder meetings. 

» Our [chapter champion was] appointed to serve on our [state EHDI] advisory committee; however, [the 
chapter champion has] not attended any meetings (I presume due to [a] busy schedule). 

Reported Frequency of Collaborative Activities 

A survey question asked EHDI coordinators to report the number of times in the past year they worked 
with their chapter champion on 8 key activities, with answer choices of 0 times; 1-2 times; 3-4 times; or over 5 
times.7 As shown in Figure 9, the 2 activities reported as most frequent were connect and collaborate with state 
EHDI program and participate in state EHDI advisory committees; while somewhat less frequent activities 
included connect and collaborate with a state family-based organization and state-based quality improvement 
projects. The least frequent activities included educating other clinicians during grand rounds presentations, 
hospital- and/or office-based presentations, resident education, and writing articles for newsletters. 

 
7 Because there was no response choice that included exactly five times, respondents may have slightly over- or under-estimated any 
activities that occurred exactly five times. 
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State EHDI Coordinators' Perceived Effectiveness of Program Activities 

A survey question asked EHDI coordinators to rank a list of 6 key activities in order of their perceived 
effectiveness in increasing knowledge, understanding and implementation of EHDI practices among non-
chapter champion pediatric clinicians. Based on the average rank scores across 43 respondents, the top 3 
activities perceived as most effective included educating other pediatricians, physicians, and nonphysician 
clinicians via grand rounds presentations; participating in state EHDI advisory committee activities; and state-
based quality improvement projects; while the 3 least effective activities were: hospital- and/or office-based 
presentations; writing articles for newsletters; and resident education. These findings suggest that EHDI 
coordinators view direct clinician education, as well as the more wide-reaching involvement in state advisory 
committees and state-based quality improvement projects to be the most effective at increasing pediatrician 
knowledge and implementation of EHDI practices. (Table 3).  
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Table 3. State EHDI Coordinators' Perceived  
Effectiveness Ranking of Program Activities (N=43) 

(1=Most Effective, 6=Least Effective) 
Rank Program Activity 

1 Educating other clinicians via grand rounds presentations 
2 Participating in EHDI advisory committee activities 
3 State-based quality improvement projects 
4 Hospital- and/or office-based presentations 
5 Writing articles for newsletters 
6 Resident education 

Note: Ranking based on mean rank scores. 
 

Differences between the state EHDI coordinator rankings and those reported earlier for the chapter 
champions (Page 10) may reflect the subjectivity related to each group's professional perspective. For example, 
activities that involved collaboration between the EHDI coordinators and chapter champions were ranked 
higher, on average, by the EHDI coordinators, whereas activities involving direct peer-to-peer education were 
ranked higher, on average, by the chapter champions. These results support the need for a variety of 
educational methods that can be matched to specific settings and purposes. 

Chapter Champion Support of Families with Children Who are D/HH 

A survey question asked EHDI coordinators to rate how well the EHDI chapter champion supports 
families with children who are D/HH using 5 Likert-style response choices that ranged from not at all supported 
to very well supported. To facilitate analysis and interpretation, these choices were combined into 3 categories: 
not at all supported/not well supported; undecided; and well supported/very well supported. As shown in Figure 10, 
nearly 60% of respondents reported well supported/very well supported, 28% reported undecided, and 14% 
reported not at all/not well supported. Thus, while most state EHDI coordinators reported the chapter 
champion does well or very well in supporting families with children who are D/HH; over 40% of respondents 
(combined) reported either undecided or not at all/not well supported.  
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Education in Caring for Families with Children Who are D/HH 

A survey question asked state EHDI coordinators, "which of the following activities (from a list) that 
pediatricians engage in is the most beneficial in learning how to care for families with children who are D/HH?" 
As shown in Figure 11, hospital- and/or office-based presentations were reported as most beneficial by 30% of 
respondents; followed by participating in state EHDI advisory committee activities (28%); educating other 
clinicians through grand rounds presentations (23%); resident education (5%); state-based quality 
improvement projects (5%); and other (9%). Those who selected other (n=4) specified the following: 

• I believe all of these are needed in tandem to get the message across. 

• Outreach and education of fellow physicians who lack sufficient awareness of the EHDI process and 
the importance of early intervention and early language access. 

• Sending email correspondence and faxes to pediatricians and to the birth facilities point of contact. 

• Education campaign about EHDI for primary care physicians, pediatricians, or other clinicians. It has 
been difficult to find physicians interested in serving on state-based QI projects including the  
learning communities. 

 

EHDI Coordinators' Perceived Effectiveness of Program Activities 

A survey question asked EHDI coordinators to rate the level of perceived effectiveness of the EHDI 
chapter champion model in supporting progress in the program's four primary goals, with response choices of 
not at all effective; not very effective; effective; and very effective. As shown in Figure 12, based on the combined 
percentage of effective and very effective responses; the goal reported as effective/very effective by the highest 
percentage of respondents was enhance pediatricians' and other physicians' and nonphysicians clinicians' 
knowledge about the EHDI 1-3-6 guidelines (78%); followed by ensure every child with hearing loss is 
diagnosed and receives appropriate, timely intervention (59%); incorporate EHDI into an integrated medical 
home approach (49%); and ensure newborn hearing screening results are communicated to all parents and 
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reported in a timely fashion according to state laws, regulations and guidelines (46%). Thus, most respondents 
(between 58% and 78%) reported the chapter champion model is either effective or very effective in 
supporting enhancement of pediatricians', other physicians', and nonphysician clinicians' knowledge and 
ensuring that every child with hearing loss is diagnosed and receives appropriate, timely intervention; 
however, less than half of respondents reported the model was effective or very effective with regard to 
incorporating EHDI into an integrated medical home approach and ensuring newborn hearing results are 
communicated to parents and reported in a timely fashion.  

 
Suggestions for Improvement  

An open-ended question asked respondents to share any suggestions for how the AAP can improve 
how it supports families of children who are D/HH. Table 4 presents the identified themes from  
the 26 responses.  

Table 4. State EHDI Coordinators' Reported Suggestions for  
Improving Support for Families of Children Who are D/HH 

Open-Ended Response Themes (N=26) 
Theme % 
Increase and improve physician education 35 
More guidance and support from AAP at the national level 23 
Increase collaboration/coordination with the state EHDI coordinator 19 
Improve chapter champion recruitment efforts; add a co-champion 15 
Increased involvement from state chapters 12 
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 Notable Quotes: 

» Provide [Maintenance of Certification] MOC credits to pediatricians so they can better understand the 
importance of managing care for families of babies who did [not] pass their hearing screenings. This 
may help to de-bunk the just wait and see mentality. 

» Help not only on the state level, but on the national level to educate pediatricians, [other physicians, 
and nonphysician clinicians] about the importance of the 1-3-6 guidelines and all aspects of EHDI. 

» The [AAP] chapters should take on more effort for training and not leave it to one very busy physician. 

» A strong link between the physician, the [family-based organization] and the EHDI coordinator needs 
to be established. If the pediatrician does not interweave his/her efforts very closely with the EHDI 
coordinator's mandates, grant goals and cooperative agreement requirements then the efforts are not 
maximized. The EHDI coordinator needs to be seen as the lead. It is extremely beneficial to have a 
pediatrician involved in EHDI. Please have any work done in collaboration with AAP be transparent 
and include the EHDI coordinator. Through doing this the EHDI coordinator can help guide outreach to 
parents / families since the coordinator has all the data. 

» I think that this program would be great, it's just really hard to find someone willing to take this on, on 
a volunteer basis. 

D. State EHDI Coordinators Focus Group  
Focus Group Participation 

Six EHDI coordinators from 6 states representing 4 of the 10 AAP districts participated in the focus 
group (see Methods section for more details). The following section presents the key themes identified from 
the focus group discussion. 

Key Themes 

Role of the Chapter Champion 

• Participants were asked to discuss the role of the chapter champion in advancing the system of 
services for children who are D/HH. Their discussion centered on the  
following themes: 

 Educating pediatricians and other physicians; providing education to the learning 
community by being available to answer more complex questions asked by parents and 
other stakeholders when the EHDI coordinator cannot answer.  

 Outreach to individual pediatricians, other physicians, and nonphysician clinicians 
when targeted, peer-to-peer intervention is needed to provide education on EHDI-
related best practices.  

 Coordination and acting as a liaison between other pediatricians throughout the state, 
being aware of various conferences that may be attended by pediatricians and 
connecting via grand rounds, and office visits.  

 Ensuring that state EHDI guidelines and processes are aligned with AAP best practices, 
as well as with NCHAM best practices.  
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 Serves as a "cultural liaison" by providing input and recommendations on incorporating 
state initiatives into pediatric practices in ways that will align with practice work flow; 
communication; and other processes.  

Partnering with Chapter Champions 

• Participants were asked to discuss how they would like to partner with chapter champions. The 
discussion included the following main themes: 

 Writing articles, email communications, and other EHDI-related publications. Some 
participants expressed the desire for AAP to provide chapter champions with more 
template publications that can be modified for individual state needs.  

 Having the chapter champion present at medical conferences on EHDI and the  
1-3-6 guidelines.  

 Participants discussed the possibility of engaging a co-champion to share the chapter 
champion responsibilities. Some participants expressed that this might be a good way to 
take the pressure off the existing champions, who have very busy schedules, and provide 
more support to state EHDI coordinators. One participant cautioned that some 
coordinators might not want the added responsibility of having to manage two  
chapter champions.  

Most Important Chapter Champion Activities  

• Participants were asked to discuss which chapter champion activities are most important for achieving 
the EHDI program goals and what barriers exist achieving the goals. For the first goal, ensure every 
child with hearing loss is diagnosed and receives appropriate and timely intervention, the discussion 
centered on the following themes: 

 Educating other physicians through presentations and/or other methods. Some 
participants commented on the general lack of EHDI-related course content in medical 
schools and residency curricula, emphasizing the importance of focusing on physician 
education efforts. 

 Providing direct one-on-one intervention to pediatricians for targeted EHDI-related 
education and to provide relevant articles and statistics as needed to promote evidence-
based practices. 

- Participants were supportive of one participant's suggestion that AAP provide 
training to chapter champions on communication skills for communicating with 
colleagues when best practices are not being followed.  

• For the second goal, enhance pediatrician and other physicians' and nonphysician clinicians' 
knowledge about the EHDI 1-3-6 guidelines, screening by one month of age, diagnosis of hearing loss 
by three months of age and entry into early intervention by six months of age, participants' discussion 
included the following themes: 

 Participants shared similar experiences that involved difficulties with outreach to 
otolaryngologists and family physicians who are not following up quickly enough with 
families. There was consensus that more national level partnerships are needed among 
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the relevant professional organizations to promote buy-in for the EHDI goals and  
best practices.  

 One participant commented that educating other physicians is important for achieving 
both the first and second EHDI program goals.  

• For the third goal, ensure that newborn hearing screening results are communicated to all parents and 
reported in a timely fashion according to state laws, regulations, and guidelines, participants' 
discussion centered on the following themes: 

 Most participants agreed that because pediatricians typically do not do hearing 
screenings in their offices, and because the pediatrician is typically not the person who 
provides the newborn hearing results to the family, there is no real role for the chapter 
champion regarding this goal.  

 Participants expressed that it is more important for chapter champions to ensure follow-
up, appropriate referrals and care coordination are happening.  

 One participant commented on the importance of having pediatricians make a point to 
follow-up with families about how their intervention is going and to maintain 
communication with families after the referral is made.    

 Another participant expressed that, in comparison to the metabolic newborn screening 
results, pediatricians do not place enough importance on looking for the hearing 
screening results. The participant emphasized that, although hearing loss may not be life 
threatening, it is just as important for pediatricians look for the result and follow-up,  
if necessary.  

• In discussing the fourth goal, incorporate EHDI into an integrated, medical home approach to child 
health, some participants mentioned barriers that included recruitment and retention of chapter 
champions; time; health systems with which the chapter champion is not associated; and Medicaid 
transformation. However, the participants' discussion did not include any details about  
these barriers.  

EHDI Chapter Champion Support to Families with Children Who Are D/HH 

• Participants were asked to discuss in what ways the EHDI chapter champion supports families with 
children who are D/HH in their state. Their discussion included  
the following themes:  

 Some participants expressed the importance of having the chapter champion build 
relationships with families through participating in community events and being 
available to answer parent questions, while others expressed that they do not expect 
chapter champions to work directly with families but instead, it is much more important 
for chapter champions to educate other physicians about where to refer families.  

 One participant suggested that chapter champions work with the learning community 
and Hands & Voices to educate families at family events or conferences with special 
focus on the medical view and the medical home.   

 Some participants expressed that having the chapter champion be familiar with, and 
build relationships with, the EHDI stakeholders in the state, including parent leaders, is 
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another important role. One described how their chapter champion really made a 
difference by making an effort to get to know the EHDI stakeholders and especially the 
parents by attending stakeholder meetings and more informal social events.  

 One participant commented that because their chapter champion is so busy, that they do 
not want them "hanging out" at community events and would prefer to use their time 
more efficiently.  

AAP Support for State EHDI Coordinators 

• In discussing what AAP can do to be more supportive of state EHDI coordinators, there was consensus 
among participants that more support is needed for chapter champions to attend the EHDI Annual 
Meeting. Other suggestions included providing a stipend to chapter champions to support their work 
and more outreach from national AAP to state chapters to help with recruitment in states that do not 
have chapter champions.  

AAP Support for Integration of Medical Home into the EHDI System 

• Participants were asked to discuss how AAP can support integration of medical home system building 
efforts into the EHDI system. Participants' made a variety of suggestions that included the  
following themes: 

 Provide more consistent and ongoing communication from national AAP to the state 
chapters, chapter champions, and state EHDI programs, to facilitate collaboration at 
the state level by making sure everyone is getting the same information. This is especially 
important with regard to the EHDI goals and clarification of what EHDI integration in the 
medical home looks like, to make sure everyone is on the same page and using the 
same terminology.  

 Some participants expressed that state chapters and other stakeholders tend to be 
more focused on initiatives with greater funding incentives.  

 One participant commented that it is important to make sure any requirements are not 
too rigid and can be flexible to accommodate individual state needs.  

 Strengthen and promote national-level partnership between AAP and NCHAM, 
including more formal support for each organization's initiatives.  

 Promote what is working in states and provide the Health Resources and Services 
Administration with information on what's working and what's needed, for example, 
with regard to state education and training needs, to improve coordination of  
federal efforts. 

 Develop templates for written communications and presentations.  

 More communication from national AAP to state chapters to promote state EHDI 
learning communities, let chapters know that their state EHDI coordinator will be 
approaching them and to encourage member participation.  
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State Examples of EHDI Integration into Medical Home 

• When asked for examples of how EHDI is being integrated with the medical home model in their 
states, participants mentioned the following initiatives:  

 One participant described how their chapter champion has been working with them to 
develop an app that is similar to EHDI Pediatric Audiology Links to Service but it is 
specific to their state, as way to integrate the referral process for physicians, including 
early intervention and the various pediatric otolaryngologists and pediatric audiologists 
that do follow-up screening and diagnostics.  

 One participant described a shared plan of care document that was created 
collaboratively and that they are sending out to pediatricians and other physicians, as 
well as making it available to parents on their Web site. They are also reaching out to a 
children's hospital to discuss the possibility of incorporating it into their electronic 
medical record. 

 One participant described having parent guides located in a children's hospital who 
provide parents with support as soon as a child is identified with hearing loss. (Parent 
guides are parents of children who are D/HH who have received specialized training to 
provide information, resources, and emotional support for families of children who  
are D/HH.) 

 One participant described how their state integrated the hearing screening results on a 
vaccination card that new parents can bring with them to the pediatrician. She noted 
that 90% of parents bring this card to the first well-baby visit. The chapter champion 
focused education on getting physicians to look at the card to see check on the status of 
the hearing screening results, along with the vaccinations.  

E. Nonphysician Clinicians Focus Group  
Focus Group Participation 

Three nonphysician clinicians from 3 states representing 3 of the 10 AAP districts participated in the 
focus group (see Methods section for more details). The following section presents the key themes identified 
from the focus group discussion. 

Key Themes 

Professional Roles in Caring for Children Who Are D/HH 

• The participants' discussed their professional backgrounds, which included pediatric audiology and 
psychology. Their roles including counseling parents related to pediatric hearing loss, working with 
staff to conduct screenings, diagnostic testing, participate in advisory committees, neurological and 
psychological assessments, and guiding schools in providing appropriate services and 
accommodations for children who are D/HH. 

Collaborations with Primary Care Pediatricians 

• Participants were asked to describe the collaboration they have had with primary care pediatricians in 
caring for children who are D/HH. Their discussion included the following main themes: 
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 Keeping primary care pediatricians in the loop on what is happening with a  
child's hearing.   

 Providing primary care pediatricians with resources, for example, one participant 
described providing pediatricians with resource binders to help them support families 
when a child in their practice has hearing loss; in the words of one, "so they know where to 
go and what to do." 

 Conduct training and outreach, such as grand rounds for departments of pediatrics and 
developmental medicine.  

 Contacted by primary care pediatricians for care coordination when patients have 
complex medical presentation.  

- Participants expressed that they, themselves, usually contact pediatricians 
before pediatricians reach out to them.  

 Contacting primary care pediatricians for referrals for children with hearing loss who 
need testing and other supports.  

• Participants described some of the challenges with collaborating with pediatricians, which included 
the following themes:  

 Participants discussed how pediatricians are generally spread very thin; when a baby 
comes in for the first time, pediatricians are just trying to get through all the points on 
their well baby checklist, so the hearing screening results are not something on which 
they are focused.  

 One participant also mentioned that there is often a disconnect between the physicians 
a family sees in the birthing hospital and who they see for follow-up. Also, families 
frequently change physicians, and this contributes to lost to follow-up.  

Experiences Working with Chapter Champions 

• Participants were asked to discuss their experiences working with chapter champions. Their 
experiences included three main types: 

 Served on state EHDI advisory boards/advisory committees together 

 Gave educational presentations on hearing loss together 

 Outreach to pediatricians via site visits to hospitals in rural areas 

• Participants generally described chapter champions as being very "engaged," however, they also 
expressed having observed variation in chapter champions' level of involvement. This perceived 
variation was a common theme throughout the focus group. Participants suggested possible reasons 
for the variation, such as the volunteer nature of the position, differences in chapter champions' 
available time, and differences in chapter champions' backgrounds and areas of expertise. 

• Participants expressed that they would like to see more chapter champions at the EHDI  
Annual Meeting.  
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Suggestions for Getting Chapter Champions More Involved in State EHDI Systems 

• Participants were asked to discuss their ideas for how to get chapter champions more involved in state 
EHDI systems. The discussion centered on the following themes: 

 Participants expressed that the question was difficult to answer due to the variability in 
chapter champions' available time and in their areas of specific expertise.  

 Participants discussed the possibility of AAP working with state EHDI coordinators and 
other EHDI stakeholders to develop a list of all the ways chapter champions can be 
involved to make sure chapter champions are aware of all the possible options. 

 Provide chapter champions with a list of relevant EHDI contacts for collaboration and 
networking in their state. 

 Help state EHDI coordinators to incorporate chapter champions in a more purposeful 
way; adding more structure to the chapter champions role may improve chapter 
champion engagement. 

 Facilitate chapter champion partnerships with audiologists—perhaps start with the 
audiologist who serves on the state EHDI advisory committee. 

 Change the program structure to include a co-champion.  

Role of the Chapter Champion 

• Participants were asked to discuss the role of the chapter champion for children who are D/HH. Their 
discussion included the following themes: 

 A "point person" to help educate other pediatricians in the state; educational outreach.  

 Participants discussed the chapter champion's role in ensuring access to language and 
the need to focus more on accessing language and raising pediatricians' awareness about 
the potential developmental consequences for children if the 1-3-6 guidelines are  
not followed.  

 Reminding other people in the broader system to keep the primary care pediatrician in 
the loop as part of the team. Participants discussed how audiologists often forget to send 
reports to the primary care pediatrician because they are too focused on the pediatric 
otolaryngologist. 

- Participants discussed the importance of educating students/residents 
about the significance of keeping the primary care pediatrician in the loop.  

- Reaching audiologists that are in private practice with this message was 
mentioned as a challenge; participants discussed the possibility of posting 
guidance on the American Academy of Audiology website.  

 Participants expressed enthusiasm about the suggestion to develop a checklist for 
pediatric audiologists that includes checkboxes for the people who need to be informed, 
sending the report to the primary care pediatrician, and making a referral to early 
intervention. Participants agreed that it would be important for the checklist to be 
endorsed by relevant professional organizations including AAP and NCHAM and 
developed as a collaborative effort with EHDI state coordinators and ASHA. 
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- Because each state has different needs, participants commented that the 
checklist should have some ability to be adapted.  

- Participants discussed the importance of having a roll-out campaign for  
the checklist.  

- One participant suggested developing a reciprocal checklist for pediatricians 
with boxes to indicate what pediatricians can do to help audiologists.  

Role of the Primary Care Pediatrician 

• Participants were asked to discuss the types of roles the primary care pediatrician should be playing 
for children who are D/HH. The participants' discussion centered on the following themes: 

 During visits, the pediatrician should ask the family when the last time was that they 
saw their audiologist and encourage follow-ups.  

 Pediatricians should be checking in with families about how their intervention is going 
and see if they are having any difficulties or challenges. Participants discussed how any 
challenges that parents experience can completely "trip up" the intervention--including if 
parents are feeling overwhelmed, stressed, or depressed.  

 The pediatrician needs to be a "reinforcing voice" for monitoring hearing on an ongoing 
basis and also for making sure patients are wearing their hearing devices.  

 Participants discussed how pediatricians have a lot of power to influence how activated 
the parent is in the intervention process; for example, if a pediatrician gives the parent 
the message that it is not important, then the parent tends to be "lackadaisical."  

 Participants discussed how important it is for pediatricians to refer to a pediatric 
audiologist versus a non-pediatric/adult audiologist, when making a referral to an 
audiologist after a failed screening. Participants commented that this would be a good 
topic for an educational push from national AAP, including guidance on how 
pediatricians can find a pediatric audiologist in their area.  

 Participants discussed pediatricians' role in coordinating care. Participants discussed the 
need to contextualize hearing loss within the medical home model, the same as chronic 
conditions. They also discussed how pediatricians are the gatekeeper for many needed 
resources, such as speech/language, and psychology/counseling so it is important for the 
pediatrician to be on board in order to make these things happen for the families. 

- Participants discussed the need for more Just in Time education and 
resources to address the issue that most pediatricians have very few patients 
who are D/HH and therefore lack experience in providing care coordination.  

Collaboration Among Pediatricians and Nonphysician Clinicians 

• Participants were asked for suggestions for what the AAP can do to facilitate collaboration among 
pediatricians and nonphysician clinicians. Their discussion included the following themes: 

 Provide more networking opportunities at the state level for pediatricians and 
nonphysician clinicians to promote communication, share information, and present 
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promising practices. In the words of one, "there is very rarely an opportunity [for 
nonphysician clinicians] to have a seat at the table."  

 Provide pediatricians with a list of partners/collaborators in their communities/states. 
The list could also serve as a reminder to collaborate with audiologists, speech 
pathologists, and others involved. 

Effectiveness of Chapter Champion Model   

• Participants were asked to discuss how effective they think the chapter champion model is at 
accomplishing its goals and what gaps exist. Their discussion centered on the following themes: 

 Participants expressed that the chapter champion program is not as effective as it could 
be because so many pediatricians are still unaware of and/or are not following the 
EHDI 1-3-6 guidelines. Participants discussed the view that educational outreach to 
pediatricians is central to improving the program's success.  

 Participants questioned whether the model's reliance on the efforts of a single chapter 
champion (in most states) is an efficient strategy to achieve the AAP EHDI program goals 
and suggested adding a co-champion to share the responsibilities, such as an audiologist 
or other stakeholder who is passionate about EHDI.  

 Participants suggested identifying and prioritizing a set of effective strategies for 
chapter champions to promote the program's messages and include it in a chapter 
champion job description/set of responsibilities.  

 Participants discussed the need for more systematic structure from the AAP EHDI 
program to disseminate customizable tools, resources, and communications to EHDI 
chapter champions. One example would be to have the AAP EHDI program write a 
template article and send it to the chapter champions with the expectation that they 
would publish it in their AAP chapter newsletters and would customize it for their states.  

 Provide new chapter champions with mentoring from senior chapter champions, 
structured training and clear expectations, including the period of time they are expected 
to serve in the role.  

 Participants expressed the need to have more accountability for chapter champions, 
including a formal evaluation. One participant suggested highlighting chapter champion 
accomplishments in a newsletter to show the exciting things they are doing.  

 Participants discussed the possibility of offering continuing education credits to chapter 
champions for completing specific tasks, such as articles or presentations.  

F. Family Survey 
Survey Response 

Staff from AAP partner organization, Hands & Voices, emailed a survey invitation containing an 
anonymous survey link to their organization's lists of chapter leaders, program leaders, and family-based 
organizations. Recipients were encouraged to share survey link with other applicable family leaders. Because 
the number of individuals who received the survey link is unknown, a response rate cannot be calculated. A 
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total of 73 individuals submitted survey responses. Surveys with 80.0% or more missing data (N=6) were 
excluded from the analyses, leaving an analysis sample size of N=67.  

Respondent Characteristics 

Person Who Completed Survey 

Of the 67 completed surveys, 92% were completed by the child's mother, 3% were completed by the 
child's father, and 5% were completed by a parent guide or similar professional who works with families of 
children who are D/HH.  

Age of Child 

As shown in Figure 13a, respondents' (N=67) children's current ages were fairly evenly distributed 
across the 6 age categories.   

 
In response to a survey question that asked respondents for their child's age when they received the 

news that they are D/HH, nearly 80% reported 0-2 years old; 19% reported 3-5 years old; and 1% reported 6-8 
years old (Figure 13b).  
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Experience with Pediatricians, Other Physicians, and Nonphysician Clinicians 

Medical Home 

A survey question asked respondents if their child has a medical home, defined  
as follows:  

 A medical home refers to the physician8 who really understands your child and family –they 
spend time answering your questions, are knowledgeable about resources your child and family need, 
value your input, and respect your cultural beliefs. You trust them in helping you to understand and 
make health care decisions for and with your child. 

Of the 67 respondents, slightly less than half (48%) reported their child has a medical home, while 43% 
reported no and 9% reported not sure (Figure 14).  

 

Most Involved Pediatric Clinician 

A survey question asked respondents to indicate which pediatric clinician9 is most involved in the care 
of their child, from a list of 6. As shown in Figure 15, the most common responses were pediatrician (34%) and 
audiologist (33%); followed by family physician (10%); early intervention providers (10%); nonphysician 
clinician/nurse practitioner/physician assistant (5%); and other (6%). Those who reported other specified 
neurologist, chiropractor, and general practice physician. 

 
8 The survey questionnaire used the term health care provider instead of physician for readability and to accommodate literacy levels of the 
target audience. 
9 The survey questionnaire used the term health care provider instead of pediatric clinician for readability and to accommodate literacy 
levels of the target audience.  
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Figure 14. Does Your Child Have a Medical Home? (N=67)
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Parent Experiences with the Pediatrician 

A survey question asked respondents to report the frequency with which their child's pediatrician 
engages in 5 activities associated with a medical home, using 5 Likert-style response choices that were coded 
from 1 (Never) to 5 (Always). As shown in Figure 16, on average, respondents reported the highest frequencies 
for the following activities: listens to my concerns and questions (M10=4.4); is sensitive to my family's cultural 
background and beliefs about health (M=4.0); and works with me to make decisions (M=4.0); while much 
lower frequencies were reported for asks how my child's condition affects my family (M=2.7) and helps me to 
explain my child's needs to other professionals (M=2.4). These results suggest that, while on average, 
respondents believe their child's pediatrician has good listening skills, is culturally sensitive, and works with 
them to make decisions; they feel their pediatrician does not usually ask about how their child's condition 
affects their family or helps to explain their child's needs to other professionals.  

 
10 In statistical notation, the letter M represents the mean, or average.  
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Pediatrician Knowledge About Child's Diagnosis 

A survey question asked respondents to indicate whether they felt their pediatrician was 
knowledgeable about their child's diagnosis. Of the 67 respondents, a majority of 63% reported no, while 37% 
reported yes (Figure 17).  
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What Pediatricians Do Well 

An open-ended survey question asked respondents what they think their child's pediatrician did well. 
Of 22 responses to this question, the following themes were identified: 

Themes 

• Provided good information and referrals to specialists who were able to help their  
child (mentioned by 46%). 

• Stressed the urgency of follow-up appointments and understood the urgency of resolving ear 
infections quickly to prevent further hearing loss in a child who is hard of hearing (mentioned by 18%). 

• Was open-minded, willing to listen, and willing to explore all options (mentioned by 18%). 
• Was willing to network and advocate for their child so that they were able to get the services they 

needed (mentioned by 14%). 

 Notable Quotes: 

» [Pediatricians] knew to ask if we were seeing the other necessary professionals [Audiologist, 
otolaryngologist, speech language pathologist]. They also knew the urgency in resolving ear infections 
for a child with hearing loss. 

» Our pediatrician was not necessarily knowledgeable about hearing differences, but [she] knew who we 
should contact next and was supportive of our decisions. She was very calming. 

» He supported us in the beginning stages with information. 

» She stopped and clearly, but respectfully told me, "well you don't want wait to bring him in at 4 years 
old when he is not talking and then find out he has a hearing loss." Yikes! I didn't even connect the dots 
that if he couldn't hear he wouldn't be able to talk. . . . But after she told me that, I realized, oh yes, I do 
need to take him in. And sure enough, he was profoundly deaf! I'm so grateful to her for being thorough 
and alerting me to the consequences of not checking it out. 

» Open and willing to listen and explore all options. 

» Showing empathy. 

» They helped us advocate to get diagnostic testing to confirm the loss rather than another re-screen. 

» They listened to the direct needs of my child and networked with other contact care professionals to do 
direct care for my child. 

» She knew how important [it was] for my son to have a strong language access, especially [since] he is 
deaf. She gave me many suggestions to ensure he has a strong language foundation. 
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Suggestions for Pediatrician Education 

An open-ended survey question asked respondents in what areas their child's pediatrician could have 
used more education. Table 5 presents the identified themes from the 47 responses: 

Table 5. Parents' Suggested Areas for Pediatrician Education 
Open-Ended Response Themes (N=47) 

Theme % 
Hearing loss, the different types of hearing loss, causes of hearing 
loss, and the ways hearing loss can impact the lives of their patients 41 

Next steps and the importance of follow-up 18 

Being open to American Sign Language and the culture of the Deaf 
community 13 

Understanding how hearing loss can impact the whole family, to 
show more compassion, and to recommend them to organizations 
that can support the family 

12 

Assistive technologies and how they work 9 

Other suggestions: more information on local resources and the 
EDHI system 6 

 

 Notable Quotes: 

» My child's pediatrician was NOT knowledgeable about hearing loss, however he was very honest about 
this and told me that he would be learning a lot from me and future educational research. He said he 
had no training regarding hearing loss while in med school, only a few hours covering the anatomy of 
the ear. 

» They had no clue about the steps we needed to take or where we needed to go next. Standard timelines 
of audiological testing and interventions. 

» She regularly told me that I knew more about it than she did. She referred me to an [otolaryngologist] 
since it wasn’t her area. Needs to know what to expect, she didn’t seem to know what we should  
be doing. 

» Screening and diagnosis, and all the ways that hearing loss can impact a child, not just speech, but also 
emotional, self-advocacy, the importance of like peers. 

» Types of hearing loss, hearing technology, genetic components being possible, importance of family 
involvement and follow-up in medical and educational settings, how family is coping with diagnosis, if 
family needs interventions / counseling. 

» How hearing loss affects the development of a child, how it affects them in school, how it impacts  
the family. 

» Communication choices, parent support networks. 

» Next steps in the 1-3-6 EHDI process, where to find help with deafness and parent support. 

» How to educate families on other medical professionals and which procedures would be done by each. 
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EHDI System Resources and Supports 
Connecting Families with Services and Supports 

Nearly 90% (N=59) of respondents reported that they had been put in touch with programs in their 
community or different doctors to help their child. Of these, over half reported that early intervention 
providers put them in touch with programs (56%); followed by audiologist (41%); pediatrician (17%); self 
(12%); Hands & Voices/Family-based organization (9%); other parents (3%); otolaryngologist (3%); 
nonphysician clinician/nurse practitioner/physician's assistant (3%); and other (7%). Those who reported other 
specified church members, school district, follow-up coordinator, and speech pathologist (Table 6). 

Table 6. Which of the Following People Put You in Touch with  
Programs in Your Community (N=59) 

 N % 
Early intervention  33 56 
Audiologist 24 41 
Pediatrician 10 17 
Self 7 12 
Hands & Voices/Family-based Organization 5 9 
Other parents 2 3 
Otolaryngologist 2 3 
Nonphysician clinician (nurse practitioner; physician’s assistant) 2 3 
Other 4 7 
Note: Respondents could select more than one response, therefore percentages may sum to more than 100%. 

As shown in Figure 18, when asked which programs or resources they were put in touch with, 80% 
reported referral to an audiologist; followed by names of organizations that support families of children who 
are D/HH (75%); referral to  early intervention to help your family determine the best mode of communication 
for your child and family (73%); information on state EHDI program (41%); information in books or journals 
(31%); lists of listservs that provide information via email (25%); and other (12%). 
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80%
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Other

Lists of listserves that provide info via 
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Books or Journals
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Referral to an audiologist

Response (%) 

Figure 18. Programs/Resources for Children Who Are D/HH that 
Respondents Have Been Put in Touch With (N=59)
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Helpfulness of Programs and Resources 

A survey question asked respondents to rank a list of 6 programs and services in order of how helpful 
they were to them. Based on the average rank scores across 44 respondents, the top 3 most helpful included 
names of organizations that support families of children who are D/HH; referral to an audiologist; and lists of 
listservs that provide information via email. Meanwhile, the 3 least helpful included information on books or 
journals; information on state EHDI program; and referral to an early intervention specialist to help your 
family determine the best mode of communication for your child and family (Table 7). 

Table 7. Helpfulness of Programs and Resources: Ranking (N=44) 
(1=Most Helpful, 6=Least Helpful) 

Rank Programs and Resources 

1 Names of organizations that support families of children who are D/HH 

2 Referral to an audiologist 

3 Lists of listservs that provide information via email 

4 Information on books or journals 

5 Information on state EHDI program 

6 Referral to an Early Intervention specialist to help your family determine  
the best mode of communication for your child and family 

Note: Ranking based on mean rank scores. 

 

Suggestions for Improvement  

An open-ended question asked respondents for suggestions on how the AAP can improve its support 
for families of children who are D/HH. Of 50 responses, the following themes were identified: 

Themes 

• Facilitate and prioritize chapter champion collaboration with family support organizations. 
• Provide more training to pediatricians on the following topics: 

- Hearing loss and the importance of follow-up on a failed screening 
- Being more compassionate; understanding the impact on the family 
- Referring parents to the relevant specialists and support organizations, and stay in contact 

with the specialists to follow-up on their child’s progress  
• Coordinate with family support organizations, educational professionals, and others involved so that 

they can learn from each other and create a network that would enable doctors to put families in 
touch with other deaf families and community support organizations that can help them understand 
deaf culture. 
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Notable Quotes: 

» Requiring pediatricians to take professional development in children with hearing loss. At the very least 
so they will understand the importance of making timely referrals to appropriate resources. 

» Train pediatricians to always tell families to follow-up on a failed hearing test —don’t downplay the 
importance. Tell families to get rescreened and do it right away. Train pediatricians to know when to 
refer for a full and complete hearing diagnostic exam. Teach pediatricians to ONLY refer to audiologists 
who are used to seeing children! 

» Basic understanding of the characteristics/needs of children who are D/HH. We move frequently and it 
is frustrating to have to teach a new pediatrician basic info about D/HH children before I can even 
touch on the finer points of my child’s diagnosis. 

» I really think making physicians aware that hearing loss does occur, and the consequences of not 
receiving intervention. I've heard so many stories from families thinking the child had a hearing loss and 
the doctor dismissing it. It really does happen, and the consequences are serious. 

» Have deaf cultural awareness and involvement to not only see D/HH through the "medical lens." Widen 
scope of support for families. 

» Help parent organizations connect/network with [pediatricians, other physicians, and nonphysician 
clinicians] to share how they can work together to provide support to the family. Sometimes I feel that 
parent support is an afterthought to our chapter champion. It's not that they don't want to support the 
parent, but parent support organizations are not their 
first thought. 

» Our state currently doesn't have a Chapter Champion. Perhaps the stipulations for that role could be 
more flexible or more incentives offered so [pediatricians] would be more willing to accept the 
responsibility of it. More education for [pediatricians and other physicians] about hearing loss, the 
EHDI 1-3-6 system and the importance of language development would be extremely helpful. 

 

G. Families Focus Group  
Focus Group Participation 

Seven parents from 7 states representing 4 of the 10 AAP districts participated in the focus group (see 
Methods section for more details).  

Key Themes 

Ways Pediatricians and Audiologists Can Work Together  

Participants were asked to share their thoughts on how pediatricians and audiologists can work together more 
efficiently to meet the needs of children who are D/HH and their families. Their discussion centered on the 
following themes: 

 Pediatricians and audiologists have different attitudes about communication and 
following-through with the EHDI 1-3-6 guidelines.   

 Many participants resonated with the view that pediatricians need to treat situations in 
which newborns do not pass the hearing screening as a neurological emergency; this 
term was repeated frequently throughout the focus group.  
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- One participant added that pediatricians need to treat hearing screening with 
the same level of priority and urgency as the newborn blood spot screening, for 
which newborns with positive screens receive medical action with the first few 
days of life.  

 Participants discussed the importance of providing more opportunities for face-to-face 
professional networking among pediatricians and audiologists to increase collaboration 
and buy-in for the importance of the EHDI goals. 

- One participant commented that collaboration may be more likely to occur in 
large hospitals where pediatricians and audiologists have more opportunities to 
interact, compared to smaller facilities so it is important to consider ways to 
support bringing those connections into smaller facilities.  

- One participant pointed out that more collaboration is needed among everyone 
involved in the EHDI system, not just pediatricians and audiologists.  

 Participants expressed the need for more emphasis on getting the secondary auditory 
brainstem response done if the newborn does not pass the initial hearing screening.  

 Throughout the focus group, many participants expressed frustration with what they 
perceive as a tendency among their physicians to minimize the importance of the 
situation and/or try to make families feel better. Participants emphasized that it would 
be more helpful for these physicians to focus instead on providing families with 
appropriate referrals to a pediatric audiologist, early intervention, and a family 
support organization.  

 Participants shared similar experiences with having a primary care pediatrician who did 
not know the steps to take after the initial hearing screen was failed.  

 The importance of finding the right pediatrician—someone who is open to the range of 
options for language learning and communication was an important theme.  

What Pediatricians Need to Know 

• Participants were asked to discuss what they think pediatricians need to know, that they don't already, 
about the experiences of children who are D/HH and their families. The dialogue centered on the 
following themes: 

 Participants expressed that pediatricians, pediatric audiologists, speech therapists, and 
any other professional who works with the pediatric D/HH community needs to show 
more sensitivity, respect, and compassion about what parents and families may be 
going through outside the office visit, in real life. For example, some participants 
described the great lengths that parents go through to do what they think is best for their 
kids, such as traveling 6 hours one way for speech therapy appointments, while 1 
participant commented that some parents might be grieving their child's hearing loss.  

 Parents shared similar experiences with pediatricians who tend to minimize the 
situation and/or try to make them feel better by saying things like 'we always get false 
positives' or 'it's because of our equipment' rather than stressing the urgency of getting 
an accurate diagnosis and getting supports in place immediately, including connection 
to early intervention and family-based organizations.  
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 Participants discussed the importance of getting children into early intervention and 

meeting with a deaf specialist, so the family has someone who can partner with them, to 
be on their side, and help them make choices. One participant commented that we need 
to make sure families are not sitting around waiting for these resources for long periods 
of time — the children need exposure to language immediately. 

 Parents often get the message from pediatricians that they want to "fix" their child. 
One participant made the point that pediatricians should understand that sign will not 
impede speech, hearing aids do not 'fix' hearing, and 'mild' hearing loss is not necessarily 
mild, it could have huge implications on a child's ability to communicate. 

 One participant commented that, "basically, just making sure that pediatricians and 
audiologists know that it's not all about the technology aids — it's about  
fundamentally, communication." 

Delays in Being Notified Their Child is D/HH 

• Participants shared similar stories and feelings of frustration when discussing their experiences with 
delays in being notified that their child is D/HH. When discussing the reasons for delays, participants' 
discussion centered on the following themes: 

 Many participants resonated with the feeling that, in general, pediatricians and 
audiologists tend to be focused on, in the words of one, "fixing the problem," instead of 
encouraging families to get involved in early intervention and connecting them with 
needed resources.  

 Pediatricians and other involved professionals need to place more importance on 
diagnosis and hearing screening; there is a general misunderstanding about what 
diagnosis actually means for families and what life will look like afterwards.  

 Participants shared similar experiences with delays caused by pediatricians and other 
involved professionals not treating the situation as a neurological emergency. Many 
participants described being told things like 'wait and see;' 'we always get false positives;' 
'it's because of our equipment;' and placating messages from screeners, pediatricians, 
and other professionals that minimize the severity of the situation and delay families 
from getting needed supports.  

 Being overwhelmed with being a new parent and being given the news that your child 
did not pass the hearing screening makes it difficult to coordinate follow-up 
appointments—it would be easier if this could be done for the families automatically. 

 Some participants described delays caused by systems issues; one participant recalled 
having to wait months for an auditory brainstem response test appointment—well past 
the EHDI 1-3-6 guidance. 

Most Helpful Resources 

• When asked which programs or resources were most helpful, there was a consensus among the 
participants that family-based organizations are the most helpful. Participants expressed the 
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importance of connecting with others in the deaf community. Their discussion included the  
following themes: 

 Participants shared similar stories of feeling alone when their child was first diagnosed 
and expressed how beneficial family organizations are for explaining all the different 
options and helping families with navigation.  

 One parent mentioned that meeting with other families and deaf individuals through 
the parent organization really helped them to learn that "our daughter can still do 
anything she likes." 

 Some participants mentioned that parents have so much going on in the first month and 
are given so much to read in general, that when it comes to getting books and journals, 
parents are often sick of reading and/or do not have the time.  

 One participant expressed the need for early intervention programs and other 
organizations in the system to collaborate more to be able to connect families with 
other families, instead of existing in silos.  

Parents' Involvement in Making Decisions About Their Child's Health 

• When asked to discuss how involved they feel in making decisions for their child's health when 
working with their pediatrician, participants expressed feelings of dissatisfaction with the information 
and resources their pediatrician has been able to provide.  

Role of the Chapter Champion 

• Participants were asked what they see as the role of the chapter champion in improving the system of 
services for children who are D/HH. Their discussion centered on the following themes: 

 Facilitate professional collaboration by directly contacting other pediatricians for one-
on-one professional conversations about how to support families, where to refer families, 
and to answer any questions. 

 Advocacy and legislation, especially to help states push for automatic connection of 
families to services, so that all the responsibility is not solely on pediatricians and 
pediatric audiologists. 

 Collaborate with pediatric audiologists to discuss and agree on how, from a systems 
perspective, to connect families to services and where to refer parents, including referring 
to family mentoring organizations, such as Hands & Voices Guide by Your Side. 
Everybody in the system needs to be more collaborative, not just pediatricians and 
pediatric audiologists.  

 Chapter champions should work together with AAP11 to implement a statewide or 
nationwide initiative to get the message across to other pediatricians about the urgency 
of early diagnosis and access to language for kids with hearing loss and referrals to 
family-based organizations.  

 
11 Although participants did not specify which branch of the AAP, it would be reasonable to include AAP state chapters, the AAP EHDI 
program, and the national AAP organization.  
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Partnering with Families of Children Who Are D/HH 

• Participants were asked to discuss how chapter champions can partner with families of children who 
D/HH. Their discussion included the following themes: 

 Chapter champions should meet with the state chapter for Hands & Voices to network, 
collaborate, learn about each other's roles, and learn about available resources and tools.  

- By collaborating more with Hands & Voices, it might increase the visibility of 
chapter champion to families, who might then be more likely to tell their doctors 
about the chapter champion as a resource.  

 Participants discussed the importance of being able to tell their stories to pediatricians 
and having pediatricians take the time to listen to, and understand, families' experiences. 
One participant described an example from an EHDI meeting, during which parents 
shared their stories with groups of pediatricians who were seated at tables. Participants 
suggested having chapter champions organize a similar event in each state.  

 Participants expressed the need for chapter champions to educate pediatricians about 
how to explain to families, in plain language, the roles of all the different professionals 
involved, including the pediatrician, pediatric audiologist, otolaryngologist, and early 
interventionist. This should include guidance on "who to see for what," for example, if 
your child gets an ear infection, who is the best professional to see.  

 Participants discussed the need for chapter champions to establish connections with the 
Deaf community. 

 

IV. Conclusions  

The results presented in this report suggest that the AAP EHDI program is perceived by key 
stakeholders, including chapter champions, state EHDI coordinators, nonphysician clinicians, and families, as 
playing an important role in the EHDI system. Stakeholder survey and focus group results consistently showed 
that chapter champions engage in a variety of activities to support program goals, many of which involve 
collaborative efforts with state EHDI coordinators, including connecting and collaborating with state EHDI 
programs; participating in EHDI advisory committees; and connecting and collaborating with state family-
based organizations. A key theme among all the stakeholder focus groups was the importance of these 
collaborative activities and the need for more collaboration among chapter champions and EHDI coordinators 
at the state and national levels. 

According to survey results, chapter champions reported that the resources and supports provided to 
them by AAP are effective or very effective in helping them reach the program goals, especially attendance at 
the EDHI Annual Meeting, template presentations, and coaching and partnership with regional network 
liaisons. While focus group results also highlighted the importance of the EHDI Annual Meeting and template 
presentations, chapter champion focus group participants expressed the contrasting view that the regional 
network liaisons' coaching was not beneficial. Based on these results, program leadership may wish to reassess 
the regional network liaisons' role as a resource for the chapter champions. 

Educating pediatricians, other physicians, and nonphysician clinicians about the EHDI 1-3-6 guidelines 
was reported as the most important and the most effective program activity across all stakeholder groups. 
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Results indicated that a variety of different education modalities were considered effective, especially state-
based quality improvement projects, Just in Time education, grand rounds, and resident education. These 
results were supported by the focus group findings; with common themes that included the need for more Just 
in Time education for pediatricians; more peer-to-peer educational interventions targeting individual 
pediatricians; and collaborating with EHDI coordinators and learning communities in state educational 
initiatives; all of which validate the chapter champion's key role as a point person, educator, and liaison 
between state EHDI coordinators and the pediatrician community in state EHDI systems.  

While survey and focus group results indicated that stakeholders' perceive chapter champion activities 
as important, the results also suggested some variation in the level with which these activities are being 
implemented. For some activities, as many as 55% of chapter champions reported that they participated 0 
times in the past year. The focus group findings supported these results, with common themes that included 
varying amounts of chapter champion involvement and issues with chapter champion recruitment and 
retention, which participants related to the volunteer program structure. In all stakeholder focus groups, 
participants expressed the importance of finding ways to incentivize chapter champion activities, including the 
common theme of funding chapter champions' attendance at the EHDI Annual Meeting.  

In spite of the reported variation in the implementation of some chapter champion activities, the 
majority of stakeholders also reported that the chapter champion model is effective or very effective in 
enhancing physician knowledge about the EHDI 1-3-6 guidelines and ensuring every child with hearing loss is 
diagnosed and receives timely intervention. However, far fewer stakeholders reported the model is effective in 
ensuring newborn hearing screening results are communicated to all parents. Focus group results provided the 
insight that, rather than a failure of the AAP EHDI program, stakeholders perceive this goal as irrelevant to the 
program because pediatricians typically do not conduct hearing screenings in their offices, nor are they the 
ones who typically report the results to parents. Based on these findings, program leaders should reassess the 
inclusion of this goal and its related activities in the chapter champion model.  

In addition, fewer stakeholders reported the chapter champion model as being effective or very 
effective in incorporating EHDI into an integrated medical home approach to child health. According to the 
focus group results, stakeholders expressed that more guidance and structure from national AAP is needed to 
promote a shared understanding among state chapters, chapter champions, and EHDI coordinators about 
what incorporating EHDI into a medical home looks like and how it can be implemented. Given that 
stakeholders also reported pediatrician's role in EHDI is to provide a medical home and coordinate care, 
program leadership may wish to consider strategies that focus on improving the program's efforts related to 
this goal. Some focus group participants shared innovative projects from their states, including an app for 
pediatricians that lists specialists, services, and supports in their state for families of children who are D/HH; 
developing and disseminating a shared plan of care; and printing the hearing screening results on the reverse 
side of a vaccination card to facilitate the checking of children's' hearing screening status. Focus group 
participants suggested that these and other promising practices be promoted to other states for  
potential replication.   

Stakeholders' perceptions regarding chapter champions' role in supporting families with children who 
are D/HH were mixed. According to survey results, slightly over half of chapter champions and state EDHI 
coordinators reported families are well supported or very well supported by chapter champions, however, a 
substantial percentage of between 30-40% reported being undecided. These results were consistent with 
focus group findings, in which some participants expressed that chapter champions' role should not involve 
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direct support to families but should focus instead on helping pediatricians support families with follow-up, 
referrals, and connecting them with family support organizations. Meanwhile, other participants emphasized 
that chapter champions' role should involve building connections with family leaders and family 
organizations. While both of these roles have potential benefits to support improvements in program 
implementation, program leaders should consider clarifying the program goals and objectives, as well as what 
is expected of chapter champions in this area. 

Findings from the family survey and family focus group further highlight the need to support families 
with children who are D/HH, especially in the context of a medical home. Less than half of families surveyed 
reported that their child has a medical home. Further, while on average, parents reported that their child's 
pediatrician has good listening skills, is culturally sensitive, and works with them to make decisions; they also 
reported their pediatrician does not usually ask about how their child's condition affects their family nor does 
their pediatrician help to explain their child's needs to other professionals. These results were supported by 
focus group findings, in which many participants reported having a pediatrician who did not know the steps to 
take after the initial hearing screen was failed. Participants also reported a perceived tendency among their 
physicians to minimize the situation and/or try to make them feel better, rather than focusing on care 
coordination. Participants suggested that the AAP EHDI program conduct a national campaign to raise 
awareness and educate pediatricians on communicating more effectively with families of children who are 
D/HH and improving care coordination for these families. Other suggestions included educating pediatricians 
to be more understanding and compassionate about the impact of having a child who is D/HH on the family; 
and understanding and connecting with the Deaf community.  

As with all projects, the evaluation of the AAP EHDI program had limitations. For example, the use of 
convenience (nonprobability) samples and lack of a comparison group limits the extent to which the results 
may be generalized beyond the evaluation participants. In addition, the project relied primarily self-reported 
information, which may result in a subjectivity bias. However, the use of a mixed methods approach that 
included multiple data sources may mitigate this bias to some extent. Further, these findings, as a summary of 
the participants' experiences, opinions, and perspectives, provide important information and insight that can 
assist in future program improvements. 

Overall, the evaluation findings suggest that key stakeholders, including chapter champions, state 
EHDI coordinators, nonphysician clinicians, and families view the AAP EHDI program as an important 
component of the larger EHDI system. Further, the chapter champion model is perceived as effective in 
enhancing physician knowledge about the EHDI 1-3-6 guidelines and ensuring every child with hearing loss is 
diagnosed and receives timely intervention. In addition, the findings offer constructive lessons learned for 
reconsidering the program's potential to influence the process of communicating newborn hearing screening 
results to parents. Finally, the results reveal new opportunities for the AAP EHDI program staff and other 
stakeholders to incorporate EHDI into an integrated medical home approach to child health; advance the 
overall EHDI system of services; and improve the lives of children who are D/HH and their families. 
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V. Recommendations 
Based on the evaluation findings presented in this report, the following suggested recommendations 

may be helpful for planning program improvements and to promote continued progress towards achieving the 
EHDI goals: 

1. Enhance the program's focus on educating pediatricians, other physicians, and nonphysician clinicians 
with additional EHDI-related topics that include care coordination; connecting families to resources 
and supports, including family-based organizations; and understanding Deaf culture and  
family perspectives.  

2. Explore options for increasing EHDI-related Just in Time educational opportunities for primary  
care pediatricians.  

3. Support state-level peer-to-peer learning and networking opportunities for chapter champions and 
other EHDI stakeholders. 

4. Explore options for incentivizing chapter champion activities. 

5. Develop more program templates at the national level that can be customized with state-specific 
information to assist chapter champions with presentations, articles, newsletters and other 
publications, as well as to facilitate consistent messaging.  

6. Strengthen national partnerships with relevant professional organizations, including Hands & Voices, 
NCHAM, American Academy of Audiology, ASHA, Directors of Speech and Hearing Programs in State 
and Welfare Agencies (DSHPSHWA); American Academy of Family Physicians, and others, to discuss 
developing and promote collaborative guidance and messaging for EHDI best practices and  
care coordination.  

7. Collaborate with relevant stakeholders to develop national guidance for integrating EHDI into the 
medical home; consider collecting and disseminating state promising practices for  
potential replication. 

8. Continue to support parent involvement in EHDI planning, implementation, and improvement 
initiatives, including participation on state advisory committees and EHDI-related medical  
home initiatives. 

9. Work with an evaluator to develop a plan for ongoing program monitoring and evaluation as part of 
the overall program's continuous quality improvement approach. 
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Long-Term 
Outcomes

Activities Intermediate 
Outcomes

-Fewer children are lost to
follow up; 

-Increased early identification of
hearing loss. 

-Increased enrollment in 
Early Intervention; 

-Increased involvement of
families in care coordination. 

Outputs Short-Term 
Outcomes 

-Working knowledge of grant 
initiatives and deliverables; 

- Receive support and guidance
from RNLs and program staff; 

-Satisfaction with training 
& support; 

-Increased knowledge, skills, 
confidence related to:

● Advocacy and education on 
EHDI topics 

● Building partnerships; 
● EHDI topical content. 

Inputs 

Funding 

Existing AAP internal 
and external 

partners/ 
relationships: eg 

● Hands & Voices, 
● NCHAM, 

● CDC,
●MCHB 

● AAP Chapters, 
● AAP Sections, 

Councils and 
Committees. 

Existing AAP 
Leadership & 

Expertise 
● EHDI leadership 

team 

Establish CC Network 
-Recruit CCs; 

-Develop CC Training.

Build/strengthen EHDI-related 
partnerships at national, 

regional, state, & local levels. 

Participate on relevant 
committees & work groups. 

Provide Ongoing Technical 
Assistance, Training, Education 

& Support to CCs 
-Assess CC Needs; 

-Provide TA, training, education
& support. 

-Provide TA/T/Ed via 
● weekly Wednesday Message 

Monthly EHDI Express 
● EHDI Collaborate Site 

CCs Provide Ongoing Technical 
Assistance, Training, Education 

& Support to other pediatricians 
in their states; 

-Provide TA/T/Ed via 
● writing articles for newsletters 

● resident education 
●grand rounds and hospital- 

and office-based presentation 

-Increased satisfaction with
overall EHDI program; 

-Increased engagement 
/involvement with program; 

-Increased pediatrician network 
strength 

-Increased capacity to: 
● Participate in EHDI-related
activities/initiatives/events; 

● Provide information & resources
to stakeholders; 

● Develop/strengthen 
partnerships with stakeholders; 

● Lead/participate in EHDI-related 
advocacy efforts. 

Strong collaborative relationships 
between RNLs and CCs  

within districts. 

Increased collaboration and 
partnerships among EHDI 

stakeholders at national, regional, 
state, local, & practice levels.

-Increased state EHDI policy and 
advocacy initiatives  

-Higher prioritization of EHDI 
policy and advocacy initiatives.

Increased knowledge & 
awareness of EHDI related topics 
and issues among stakeholders.

-Number of recruited CCs (at 
least one in each AAP 

chapter). 

• Promote collaboration 
with other CC and/or 
pediatric clinicians, state 
EHDI Program, and Hands 
& Voices. 

• Provide leadership, 
guidance, and education 
to members of their AAP
chapter and others in the
state on EHDI activities 

• Opportunity to contribute 
to EHDI Express 

• Participate in quarterly
phone calls with other
CCs and RNL in AAP
District; 

• Develop and execute 
annual work plan; 

• Participate in topic-
specific education
conference calls to
further own EHDI 
knowledge and education 

• Attend and participate in
state EHDI hearing 
screening advisory 
committee 
meetings/calls/activities 

Participate on relevant 
committees & work groups. 

-Increased child & family 
satisfaction with services; 

-Improved services /
systems integration;

-Improved QOL for children &
families. 

- Children who are deaf or hard
of hearing receive care within a 
comprehensive medical home. 

AAP Early Hearing Detection and Intervention (EHDI) Chapter Champions (CC) 2013-2018 Logic Model 

Appendix A.
49



Survey of Chapter Champions

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

Thank you for agreeing to participate in this survey. The survey should take no more than 10 minutes  of your time. 

The survey is being administered as part of the American Academy of Pediatrics (AAP) Early Hearing Detection & Intervention (EHDI)
program. The purpose of the survey is to gain a better understanding of the experiences of EHDI chapter champions regarding EHDI
programs, supports, and resources. 

Instructions: Please answer each question by selecting the appropriate response or filling in the blank as indicated.

Click "Next" to start the survey.

Appendix B.
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I. Background

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

1. How long have you been an EHDI chapter champion?*

Less than 1 year

1-3 years

4-6 years

7-9 years

10 or more years
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II. AAP EHDI Activities

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

Not at all effective Not very effective Effective Very effective

e-Newsletters

Template presentations

Technical assistance

Attendance at the EHDI
Annual Meeting

Coaching and
partnership with the
Regional Network
Liaisons

Development of an
annual workplan

Other (please specify)

2. How would you rate the effectiveness of AAP resources offered to chapter champions in helping reach
the goals outlined below?

Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention.
Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the EHDI 1-
3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry
into early intervention (EI) services by 6 months of age.
Ensure newborn hearing screening results are communicated to all parents and reported in a timely
fashion according to state laws, regulations, and guidelines.
Incorporate EHDI into an integrated, medical home approach to child health.

*
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0 times per year 1-2 times per year 3-4 times per year Over 5 times per year

Educating other
clinicians during grand
rounds presentations

Writing articles for
newsletters (e.g.,
chapter newsletters,
EHDI Express, practice
or hospital newsletters)

Resident education

Hospital- and/or office-
based presentations

Connect and collaborate
with the state/territory
EHDI Program

Connect and collaborate
with a state/territory
Family Based
Organization that
provides support to
families

Participate in state EHDI
Advisory Committee
activities

State-based quality
improvement projects

“Just in time” education
(e.g., guidelines sent to
pediatricians at the time
a baby if found to have
referred on their
newborn screen)

Other (please specify)

3. In the past year, how often did you participate in the following activities?*
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4. Rank the following activities according your opinion about their effectiveness in increasing knowledge,
understanding, and implementation of EHDI practices among non-chapter champion pediatric clinicians
(7=most effective; 1=least effective).

*

´ State-based quality improvement projects

´ Participating in EHDI Advisory Committee Activities

´ Educating other clinicians via grand rounds presentations

´ Writing articles for newsletters

´ Resident education

´ Hospital- and/or office-based presentations

´
“Just in time” education (e.g., guidelines sent to pediatricians at the time a baby if found to have referred on their

newborn screen)
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III. Impact of Chapter Champions on Supporting Families

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

5. In your opinion, how well has the EHDI chapter champion supported families with children who are deaf
or hard of hearing?

*

Very well supported

Well supported

Undecided

Not well supported

Not at all supported

6. In your opinion, which of the following activities that pediatricians engage in is the most beneficial in
learning how to care for families with children who are deaf or hard of hearing?

*

State-based quality improvement projects

Participating in EHDI Advisory Committee Activities

Educating other clinicians via grand rounds presentations

Writing articles for newsletters

Resident education

Hospital- and/or office-based presentations

“Just in time” education (e.g., guidelines sent to pediatricians at the time a baby if found to have referred on their newborn screen)

Other (please specify)
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AAP EHDI Program Goals

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

Not at all effective Not very effective Effective Very effective

ensure every child with
hearing loss is
diagnosed and receives
appropriate, timely
intervention

enhance pediatricians’,
and other physicians’,
and non-physician
clinicians’ knowledge
about the EHDI 1-3-6
guidelines — screening
by 1 month of age,
diagnosis of hearing loss
by 3 months of age, and
entry into early
intervention (EI)
services by 6 months of
age

ensure newborn hearing
screening results are
communicated to all
parents and reported in
a timely fashion
according to state laws,
regulations, and
guidelines

incorporate EHDI into an
integrated medical home
approach to child health

7. In your opinion, how effective is the EHDI chapter champion model in supporting progress in the
following goals?

*
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Conclusion

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

8. Please share any suggestions for how the AAP can improve how we support families of children who are
deaf or hard of hearing.

9. The AAP EHDI program plans to conduct a focus group to learn more about the experience of chapter
champions. If you are interested in participating in a focus group and do not mind providing your name and
contact information, someone from our team will contact you. You may also choose to remain anonymous.

Yes, I am interested in participating in a focus group and would like someone to contact me with more information.

No, I am not interested in participating in a focus group at this time.
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Chapter Champion Survey

Name

State/Province -- select state --

Email Address

Phone Number

10. Please include your contact information.

11. If you provided contact information, what is your preferred way to contact you?

Email

Phone

Text
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Survey of Chapter Champions

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

Thank you for agreeing to participate in this survey. The survey should take no more than 10
minutes of your time. 

The survey is being administered as part of the American Academy of Pediatrics (AAP) Early
Hearing Detection & Intervention (EHDI) program. The purpose of the survey is to gain a better
understanding of the experiences of state EHDI coordinators regarding their partnerships and
interactions with AAP EHDI chapter champions, supports, and resources.   

Instructions: Please answer each question by selecting the appropriate response or filling in the
blank as indicated.

Click "Next" to start the survey.

Appendix C.
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I. Background

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

1. How long have you been a state EHDI coordinator?*

Less than 1 year

1-3 years

4-6 years

7-9 years

10 or more years

2. Have you had experience (either currently or in the past) working with an EHDI chapter champion in your
chapter?

*

Yes

No

My chapter does not currently have an EHDI chapter champion
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II. AAP EHDI Activities

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

3. Using complete sentences, please list EHDI activities or initiatives you have collaborated on with chapter
champions (short answer).

*

0 times per year 1-2 times per year 3-4 times per year Over 5 times per year

Educating other
clinicians during grand
rounds presentations

Writing articles for
newsletters (e.g.,
chapter newsletters,
EHDI Express, practice
or hospital newsletters)

Resident education

Hospital- and/or office-
based presentations

Connect and collaborate
with the state/territory
EHDI Program

Connect and collaborate
with a state/territory
Family Based
Organization that
provides support to
families

Participate in state EHDI
Advisory Committee
activities

State-based quality
improvement projects

Other (please specify)

4. In the past year, how often did you work with your EHDI chapter champion on each of the following:*
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5. Rank the following activities according to effectiveness in increasing knowledge, understanding, and
implementation of EHDI practices among non-chapter champion pediatric clinicians? (6=most effective;
1=least effective)

*

´ State-based quality improvement projects

´ Participating in EHDI Advisory Committee Activities

´ Educating other clinicians via grand rounds presentations

´ Writing articles for newsletters

´ Resident education

´ Hospital- and/or office-based presentations

62



III. Impact of Chapter Champions on Supporting Families

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

6. In your opinion, how well has the EHDI chapter champion supported families with children who are deaf
or hard of hearing?

*

Very well supported

Well supported

Undecided

Not well supported

Not at all supported

7. Which of the following activities that pediatricians engage in is the most beneficial in learning how to care
for families with children who are deaf or hard of hearing?

*

State-based quality improvement projects

Participating in EHDI Advisory Committee Activities

Educating other clinicians via grand rounds presentations

Writing articles for newsletters

Resident education

Hospital- and/or office-based presentations

Other (please specify)
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AAP EHDI Program Goals

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

Not at all effective Not very effective Effective Very effective

ensure every child with
hearing loss is
diagnosed and receives
appropriate, timely
intervention

enhance pediatricians’,
and other physicians’,
and non-physician
clinicians’ knowledge
about the EHDI 1-3-6
guidelines — screening
by 1 month of age,
diagnosis of hearing loss
by 3 months of age, and
entry into early
intervention (EI)
services by 6 months of
age

ensure newborn hearing
screening results are
communicated to all
parents and reported in
a timely fashion
according to state laws,
regulations, and
guidelines

incorporate EHDI into an
integrated medical home
approach to child health

8. In your opinion, how effective is the EHDI chapter champion model in supporting progress in the
following goals?

*
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Conclusion

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

9. Please share any suggestions for how the AAP can improve how we support families of children who are
deaf or hard of hearing.

10. The AAP EHDI program plans to conduct a focus group to learn more about the experience of state
EHDI coordinators in working with AAP EHDI chapter champions. If you are interested in participating in a
focus group and do not mind providing your name and contact information, someone from our team will
contact you. You may also choose to remain anonymous.

Yes, I am interested in participating in a focus group and would like someone to contact me with more information.

No, I am not interested in participating in a focus group at this time. 
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

Name

State/Province -- select state --

Email Address

Phone Number

11. Please include your information.

12. If you provided contact information, what is your preferred way to contact you?

Email

Phone

Text
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - State EHDI Coordinator Survey

Thank you for your time!

For questions, please contact Müge Chavdar, MPH, EHDI Program Manager, at mchavdar@aap.org or 630/626-6418

For more information on the AAP EHDI Program, visit our Web site.
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Survey of Families

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

Thank you for agreeing to take this survey from the American Academy of Pediatrics (AAP) Early
Hearing Detection & Intervention (EHDI) program.

The AAP EHDI program helps pediatricians care for children who are deaf or hard of hearing. The
AAP EHDI program wants to hear from families of children who are deaf or hard of hearing about
their experiences interacting with health care providers, such as your child’s pediatrician.

The survey is anonymous and should not take more than 10 minutes of your time. 

Instructions: Please answer each question by selecting a response or filling in the blank.

Click "Next" to start the survey.

Appendix D. 
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I. Background

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

1. Person completing this survey*

Child's mother

Child's father

Other (please specify)

2. How old is your child?*

0-2 years old

3-5 years old

6-8 years old

9-11 years old

12-14 years old

15-17 years old

18 years old

3. How old was your child when you received the news that they are deaf or hard of hearing?*

0-2 years old

3-5 years old

6-8 years old

9-11 years old

12-14 years old

15-17 years old

18 years old
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II. Interactions with Care Providers

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

The AAP believes in the importance of every child having a medical home.

A medical home refers to the health care provider who really understands your child and family –
they spend time answering your questions, are knowledgeable about resources your child and
family need, value your input, and respect your cultural beliefs. You trust them in helping you to
understand and make health care decisions for and with your child.

4. Does your child have a medical home?*

Yes

No

Not sure

Other (please specify)

5. Which of the following health care providers are most involved in the care of your child?*

Pediatrician

Family physician

Non-physician clinician (Nurse Practitioner; Physician's
Assistant)

Audiologist

Otolaryngologist

Early Intervention Providers

Other (please specify)
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Never Rarely Sometimes Usually Always

My child’s pediatrician
listens to my concerns
and questions

My child's pediatrician
works with me to make
decisions (by doing
things like explaining
terms clearly, help us to
prepare for visits, or
encourages questions)

My child's pediatrician
asks how my child's
condition affects our
family

Whether I ask for it or
not, my child's
pediatrician helps me to
explain my child's needs
to other professionals

My child's pediatrician is
sensitive to my family's
cultural background and
beliefs about health

6. For each sentence below, please select one of the choices that best describes your experiences.*
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

7. Did you feel your child’s pediatrician was knowledgeable about your child’s diagnosis?*

Yes

No
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

8. If you felt your child's pediatrician was knowledgeable about your child's diagnosis, what do you think
they did well?

9. If you felt your child's pediatrician was NOT knowledgeable about your child's diagnosis, what do you
think they could have used more education on?
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III. Families Experience of the EHDI System

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

This next section will ask you about your experience with programs in your community that help
children who are deaf or hard of hearing. Your answers will help us understand how we can keep
helping pediatricians who care for children who are deaf or hard of hearing.

10. Have you been put in touch with programs in your community or different doctors to help your child?

(Examples of resources and supports include but are not limited to: an Early Intervention specialist to help
your family determine the best mode of communication for your child and family; referral to an audiologist;
organizations that focus on deafness/hearing loss; state EHDI program; listservs that provide information
via email; books or journals)

*

Yes

No

I don't know
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

11. Which of the following people put you in touch with programs in your community?

Pediatrician

Non-physician clinician (Nurse Practitioner; Physician’s
Assistant)

Audiologist

Otolaryngologist

Early Intervention Providers

Other (please specify)

12. Which programs or resources for children who are deaf or hard of hearing have you been put in touch
with? (Check all that apply)

Referral to an Early Intervention specialist to help your family determine the best mode of communication for your child and family

Referral to an audiologist

Name of organizations that support families of children who are deaf/hard of hearing

Information on state EHDI program

Lists of listservs that provide information via email

Information on books or journals

Other (please specify)

13. Where ones were the MOST helpful for you. Rank the following resources (6=most helpful; 1=least
helpful).

´
Referral to an Early Intervention specialist to help your family determine the best mode of communication for

your child and family

´ Referral to an audiologist

´ Name of organizations that support families of children who are deaf/hard of hearing

´ Information on state EHDI program

´ Lists of listservs that provide information via email

´ Information on books or journals
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Conclusion

AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

14. Please share any suggestions for how the AAP can improve how we support families of children who
are deaf or hard of hearing.

15. The AAP EHDI program plans to conduct a focus group to learn more about the experience of families
of children who are deaf/hard of hearing. If you are interested in participating in a focus group and do not
mind providing your name and contact information, someone from our team will contact you. By providing
your name, your survey is still anonymous. The list of parents interested in the focus group is not linked to
the survey.

Yes, I am interested in participating in a focus group and would like someone to contact me with more information.

No, I am not interested in participating in a focus group at this time.
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AAP EHDI CHAPTER CHAMPION PROGRAM EVALUATION - Family Survey

Name

State/Province -- select state --

Email Address

Phone Number

16. Please fill in your information.

17. If you provided contact information, what is your preferred way to contact you?

Email

Phone

Text
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AAP EHDI Chapter Champion Evaluation 
Focus Group of Chapter Champions 

Introduction [7 Mins][10:30-10:37am] 

Good morning and thank you for joining us today. My name is Müge Chavdar, Program Manager for the 
EHDI program and joining me today is, Christina Boothby, Senior Manager of Systems of Care and 
Medical Home Initiatives at the American Academy of Pediatrics, and Pam Kelley, evaluator for the EHDI 
program.  

The purpose of today’s discussion is to gather information on the effectiveness of the chapter champions 
model in supporting the primary goals of the AAP EHDI program. 

The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal 
Maternal and Child Health Bureau. This cooperative agreement is known as the National Resource 
Center for Patient/Family-Centered Medical Home. The focus of the EHDI program within this larger 
cooperative agreement is on EHDI screening, diagnosis, and intervention within the medical home 
model. The goals of the AAP EHDI program are: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention.

• Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the
EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of
age, and entry into early intervention (EI) services by 6 months of age.

• Ensure newborn hearing screening results are communicated to all parents and reported in a
timely fashion according to state laws, regulations, and guidelines.

• Incorporate EHDI into an integrated, medical home approach to child health

The discussion will last approximately an hour and a half. We will be asking for your feedback on a series 
of discussion questions emailed to you prior to this call. During the discussion, our evaluation consultant 
Dr Kelley will be taking notes. In order to capture as many details as possible this call is being recorded. 
Dr Kelley will summarize important points to include in a report for EHDI program leadership and 
stakeholders. Your name will be kept confidential and will not appear anywhere in the report.  

Is there anyone who is not comfortable being recorded? (If anyone objects to recording written notes will 
be taken instead)  

There are no risks to participating in the discussion and no sensitive information is being collected. The 
focus group is completely voluntary, meaning you are free to withdraw from the discussion at any time if 
you wish. 

We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 

In order to make sure we stay on track and are mindful of everyone’s time, I may have to jump in to 
make sure we get through all the questions.  

Appendix E. 
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There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions 
and suggestions as EHDI experts.  

Are there any questions before we get started? 

Before we begin, I will double check the list of participants who I heard introduce themselves. 

[Read list of names of participants who announced themselves] 

Is anyone on the call whose name I didn’t list?  

[Pause and allow for participants to announce themselves, if needed] 

Thank you very much. Prior to this call you were each asked to participate in a short survey about the 
chapter champion model. Your responses helped to develop the discussion questions and will help 
provide AAP staff with insights on how to improve the EHDI program.  

We’d now like to begin the group discussion. Before you share a response, please state your first name. 

Q1:  Based on your experience, what do you think the role of the chapter champion model is in 
enhancing the system of services for children who are deaf/hard of hearing? In this question, a system 
of services means all the medical and non-medical supports and services a child who is deaf or hard of 
hearing and their family need and use, such as audiology, translation services, or an individualized 
education plan.    [10 Mins][10:37-10:47am] 

Q2: What do you think the role of the primary care pediatrician should be in advancing the system 
of services for children who are deaf/hard of hearing? [10 Mins][10:47-10:57am] 
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Q3:  The survey asked you to rate the effectiveness of various tools/resources offered by the AAP 
EHDI program in accomplishing the program goals. We want to take a deeper dive into that question. 
We would like to know HOW and WHY you find or do not find various resources/tools useful? For 
reference, the tools and resources we’re asking about are e-Newsletters, template presentations, 
technical assistance, attendance at the EHDI Annual Meeting, coaching and partnership with the 
Regional Network Liaisons, and development of an annual workplan. Let’s discuss each of the 
tools/resources and talk about HOW and WHY you do or do not find each of them useful. Additionally, 
if you did not find the resource useful, what would make it more useful? (proceed through each 
resource individually). [10 Mins][10:57-11:07am] 

o E-Newsletters

o Template presentations

o Technical assistance

o Attendance at the EHDI Annual Meeting

o Coaching and partnership with the RNLs

o Development of an annual workplan

Q4:  The AAP EHDI program has 4 goals. Some of these may be very amenable to chapter champion 
involvement, while, for others, there may be significant barriers to chapter champions in helping to 
achieve the stated goal. For each of the goals, we’re going to ask you to, consider the following two 
questions: What chapter champion activities are most important for achieving the goal? And what 
barriers are present that may limit chapter champion involvement in achieving the goal? We will go 
through each of the AAP EHDI program goals and ask you to consider the previously stated questions. 
[20 Mins][11:07-11:27am] 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely
intervention.
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o What chapter champion activities are most important for achieving this
goal?

o What barriers are present that may limit chapter champion involvement in
achieving this goal?

• Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge
about the EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing
loss by 3 months of age, and entry into early intervention (EI) services by 6 months
of age.

• What chapter champion activities are most important for achieving this
goal?

• What barriers are present that may limit chapter champion involvement in
achieving this goal?

• Ensure newborn hearing screening results are communicated to all parents and
reported in a timely fashion according to state laws, regulations, and guidelines.

• What chapter champion activities are most important for achieving this
goal?

• What barriers are present that may limit chapter champion involvement in
achieving this goal?

• Incorporate EHDI into an integrated, medical home approach to child health

• What chapter champion activities are most important for achieving this
goal?

• What barriers are present that may limit chapter champion involvement in
achieving this goal?
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Q5: What are some ways the chapter champions could partner with families to accomplish the 
goals of the AAP EHDI program? [10 Mins][11:27-11:37am] 

Q6:  What stakeholder partnerships (individuals or organizations) need to be established or 
developed further to achieve the AAP EHDI program goals? [10 Mins][11:37-11:47am] 

Q7:  As we mentioned before, the AAP EHDI program is part of a larger cooperative agreement 
with the overarching goal of strengthening the system of services for children and youth with special 
health care needs. How do you think the AAP can support integration of the medical home model of 
care into the EHDI system? (Please share practical responses/suggestions). [10 Mins][11:47-11:57am] 

Q8:  Is there anything else you would like to share with us? [3 Mins][11:57am-Noon] 

We have reached the end of our discussion session. Your input will be extremely valuable. The AAP EHDI 
staff will review your feedback and determine strategies to best enhance the chapter champion model. 
We will be sure to share these strategies, along with any next steps, over the coming months. 

Thank you for taking the time to help us with this project! 

83



Early Hearing Detection and Intervention 
Chapter Champions Evaluation 
Focus Group Information Sheet 

The following information includes guidelines which will be utilized during an upcoming focus group on the AAP EHDI chapter 
champions program.  

• The purpose of the focus group is to gather information on the effectiveness of the chapter champions model in 
supporting the primary goals of the AAP EHDI program. 

• The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal Maternal and 
Child Health Bureau. This cooperative agreement is known as the National Resource Center for Patient/Family-
Centered Medical Home. The focus of the EHDI program within this larger cooperative agreement is on EHDI 
screening, diagnosis, and intervention within the medical home model. The goals of the AAP EHDI program are: 

o Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention. 
o Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the EHDI 1-3-6 

guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry into early 
intervention (EI) services by 6 months of age. 

o Ensure newborn hearing screening results are communicated to all parents and reported in a timely fashion 
according to state laws, regulations, and guidelines. 

o Incorporate EHDI into an integrated, medical home approach to child health 
• The focus group will last approximately an hour and a half. 
• We will be asking for your feedback on a series of discussion questions emailed to you prior to this call. 
• The discussion will be moderated by Müge Chavdar, program manager of the AAP EHDI program and Christina 

Boothby, senior manager, Systems of Care and Medical Home Initiatives at the AAP. AAP EHDI evaluation consultant 
Dr Pam Kelley will be taking notes. 

• In order to capture as many details as possible, the focus group will be recorded. However, if anyone is uncomfortable
being recorded, only written notes will be taken. 

• Dr Kelley will summarize important points to include in a report for EHDI program leadership and stakeholders. 
• Your name will be kept confidential and will not appear anywhere in the report. 
• There are no risks to participating in the focus group and no sensitive information is being collected.
• The focus group is completely voluntary, meaning you are free to withdraw from the discussion at any time if you wish. 
• We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 
• In order to make sure focus groups stay on track and are mindful of everyone’s time, moderators may have to jump in to 

make sure we get through all the questions. 
• There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions and suggestions 

as EHDI experts. 

If you have any questions or concerns, please contact Müge Chavdar, program manager, at mchavdar@aap.org. 
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Chapter Champions Focus Group Questions 
During the focus group, participants will be asked to discuss questions like those included below. Please note, the questions 
during the focus group may vary slightly from the questions included below.  

1. What is the role of chapter champion model in enhancing the system of services for children who are deaf or hard of
hearing? 

2. What do you think the role of the primary care pediatrician should be in advancing the system of services for children 
who are deaf or hard of hearing? 

3. How and why do you find or do not find various tools and resources from the AAP EHDI useful? Please consider the
following resources: 

a. E-Newsletters 
b. Template presentations 
c. Technical assistance 
d. Attendance at the EHDI Annual Meeting 
e. Coaching and partnership with the Regional Network Liaisons
f. Development of an annual workplan 

4. Which chapter champion activities are most important for achieving each goal of the AAP EHDI program (listed 
above)? What barriers are present that may limit chapter champion involvement in achieving these goals? 

5. What are some ways the chapter champions could partner with families to accomplish the goals of the AAP EHDI
program (listed above)? 

6. What stakeholder partnerships (individuals or organizations) need to be established or developed further to achieve 
the AAP EHDI program goals (listed above)? 

7. How do you think the AAP can support integration of the medical home model of care into the EHDI system? 
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AAP EHDI Chapter Champion Evaluation 
Focus Group of State EHDI Coordinators 

Introduction [7 Mins][10:30-10:37am]: 

Good morning and thank you for joining us today. My name is Müge Chavdar, Program 
Manager for the EHDI program and joining me today is, Christina Boothby, Senior Manager of 
Systems of Care and Medical Home Initiatives at the American Academy of Pediatrics, and Pam 
Kelley, evaluator for the EHDI program.  

The purpose of today’s discussion is to gather information on the effectiveness of the chapter 
champions model in supporting the primary goals of the AAP EHDI program. 

The AAP EHDI program is a component of a cooperative agreement between the AAP and the 
federal Maternal and Child Health Bureau. This cooperative agreement is known as the National 
Resource Center for Patient/Family-Centered Medical Home. The focus of the EHDI program 
within this larger cooperative agreement is on EHDI screening, diagnosis, and intervention 
within the medical home model. The goals of the AAP EHDI program are: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely
intervention.

• Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about
the EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3
months of age, and entry into early intervention (EI) services by 6 months of age.

• Ensure newborn hearing screening results are communicated to all parents and reported
in a timely fashion according to state laws, regulations, and guidelines.

• Incorporate EHDI into an integrated, medical home approach to child health

The discussion will last approximately one and a half hours. We will be asking for your feedback 
on a series of discussion questions emailed to you prior to this call. During the discussion, our 
evaluation consultant Dr Kelley will be taking notes. In order to capture as many details as 
possible this call is being recorded. Dr Kelley will summarize important points to include in a 
report for EHDI program leadership and stakeholders. Your name will remain confidential and 
will not appear anywhere in the report.  

Is there anyone who is not comfortable being recorded? (If anyone objects to recording written 
notes will be taken instead)  

There are no risks to participating in the discussion and no sensitive information is being 
collected. We ask that you not say a specific doctors name, hospital name, practice name, or 
other identifiers. The focus group is completely voluntary, meaning you are free at any stage of 
the process to withdraw from the discussion at any time if you wish. 
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Participants will be using multiple communication modalities today. Please allow me to control 
the pace of the focus group. We want to ensure good access for everyone, so the pace will be 
controlled to allow for captioning and discussion.  

In order to make sure we stay on track and are mindful of everyone’s time, I may have to jump 
in to make sure we get through all the questions.  

There are no right or wrong answers to the questions that we’ll be asking; we are seeking your 
opinions and suggestions as EHDI experts.   

Are there any questions before we get started? 

Before we begin, I will double check the list of participants who I heard introduce themselves. 

[Read list of names of participants who announced themselves] 

Is anyone on the call whose name I didn’t list?  

[Pause and allow for participants to announce themselves, if needed] 

Thank you very much. Prior to this call you were each asked to participate in a short survey 
about the chapter champion model. Your responses helped to develop the discussion questions 
and will help provide AAP staff with insights on how to improve the EHDI program.  

We’d now like to begin the group discussion. Before you share a response, please state your 
first name. 

Q1:  In this question, a system of services means all the medical and non-medical supports 
and services a child who is deaf or hard of hearing and their family need and use, such as 
audiology, translation services, or an individualized education plan. Based on your 
experience, what do you see as the role of the chapter champion in advancing the system of 
services for children who are deaf/hard of hearing? [10 Mins] [10:37-10:47am] 

Q2:  How would you like to partner with the chapter champion(s) in your state? [10 
Mins][10:47-10:57am] 
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Q3:  The AAP EHDI program has 4 goals. Some of these may be very amenable to chapter 
champion involvement, while, for others, there may be significant barriers to chapter 
champions in helping to achieve the stated goal. For each of the goals, we’re going to ask you 
to, consider the following two questions: What chapter champion activities are most 
important for achieving the goal? And what barriers are present that may limit chapter 
champion involvement in achieving the goal? We will go through each of the AAP EHDI 
program goals and ask you to consider the previously stated questions. [20 Mins] [10:57-
11:17am] 

• Ensure every child with hearing loss is diagnosed and receives appropriate,
timely intervention.

o Which chapter champion program activities are most important for
achieving this goal?

o What are the barriers to the chapter champion program achieving
this goal?

• Enhance pediatricians’, other physicians’, and non-physician clinicians’
knowledge about the EHDI 1-3-6 guidelines—screening by 1 month of age,
diagnosis of hearing loss by 3 months of age, and entry into early
intervention (EI) services by 6 months of age.

o Which chapter champion program activities are most important for
achieving this goal?
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o What are the barriers to the chapter champion program achieving this
goal?

• Ensure newborn hearing screening results are communicated to all parents
and reported in a timely fashion according to state laws, regulations, and
guidelines.

o Which chapter champion program activities are most important for
achieving this goal?

o What are the barriers to the chapter champion program achieving this
goal?

• Incorporate EHDI into an integrated, medical home approach to child health

o Which chapter champion program activities are most important for
achieving this goal?

o What are the barriers to the chapter champion program achieving this
goal?
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Q4:  In what ways, if at all, would you say the EHDI chapter champion supports families 
with children who are deaf or hard of hearing in your state? In what ways, if at all, would you 
say the EHDI chapter champion supports your state EHDI program? [13 Mins] [11:17-
11:30am]  

Q4B: What can Chapter Champions do to be more supportive of families and state 
EHDI coordinators? 

Q4C: What can the AAP do to be more supportive of state EHDI coordinators? 

Q5:  As mentioned before, the AAP EHDI program is a component of a larger cooperative 
agreement, the National Resource Center for Patient/Family-Centered Medical Home. This 
cooperative agreement is focused on improving the health and well-being of, and 
strengthening the system of services for, children and youth with special health care needs 
and their families by addressing the patient/family-centered medical home. A medical home 
is an approach to providing comprehensive and high quality primary care. A medical home 
should be accessible, family-centered, continuous, comprehensive, coordinated, 
compassionate, and culturally effective. [20 Mins] [11:30-11:50am] 

Q5B: Which components of the medical home model of care are lacking in your state 
EHDI system?  

Q5C: How do you think the AAP can support integration of medical home system 
building efforts into the EHDI system?  
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Q5D: How do you think the AAP can support integration of EHDI into the NRC-PFCMH 
and vice versa? (Please share practical responses/suggestions).  

Q5E: Do you have any examples of how EHDI is being integrated with the medical 
home model in your state that you can share? 

Q6:  Is there anything else you would like to share with us before we end? [5 Mins][11:50-
11:55am] 

We have reached the end of our discussion session. Your input will be extremely valuable. The 
AAP EHDI staff will review your feedback and determine strategies to best enhance the chapter 
champion model. We will be sure to share these strategies, along with any next steps, over the 
coming months. 

Thank you for taking the time to help us with this project! 
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Early Hearing Detection and Intervention 
Chapter Champions Evaluation 
Focus Group Information Sheet 

The following information includes guidelines which will be utilized during an upcoming focus group on the AAP EHDI chapter 
champions program.  

• The purpose of the focus group is to gather information on the effectiveness of the chapter champions model in 
supporting the primary goals of the AAP EHDI program. 

• The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal Maternal and 
Child Health Bureau. This cooperative agreement is known as the National Resource Center for Patient/Family-
Centered Medical Home. The focus of the EHDI program within this larger cooperative agreement is on EHDI 
screening, diagnosis, and intervention within the medical home model. The goals of the AAP EHDI program are: 

o Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention. 
o Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the EHDI 1-3-6 

guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry into early 
intervention (EI) services by 6 months of age. 

o Ensure newborn hearing screening results are communicated to all parents and reported in a timely fashion 
according to state laws, regulations, and guidelines. 

o Incorporate EHDI into an integrated, medical home approach to child health 
• The focus group will last approximately an hour and a half. 
• We will be asking for your feedback on a series of discussion questions emailed to you prior to this call. 
• The discussion will be moderated by Müge Chavdar, program manager of the AAP EHDI program and Christina 

Boothby, senior manager, Systems of Care and Medical Home Initiatives at the AAP. AAP EHDI evaluation consultant 
Dr Pam Kelley will be taking notes. 

• In order to capture as many details as possible, the focus group will be recorded. However, if anyone is uncomfortable
being recorded, only written notes will be taken. 

• Dr Kelley will summarize important points to include in a report for EHDI program leadership and stakeholders. 
• Your name will be kept confidential and will not appear anywhere in the report. 
• There are no risks to participating in the focus group and no sensitive information is being collected.
• The focus group is completely voluntary, meaning you are free to withdraw from the discussion at any time if you wish. 
• We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 
• In order to make sure focus groups stay on track and are mindful of everyone’s time, moderators may have to jump in to 

make sure we get through all the questions. 
• There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions and suggestions

as EHDI experts. 

If you have any questions or concerns, please contact Müge Chavdar, program manager, at mchavdar@aap.org. 
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State EHDI Coordinator Focus Group Questions 
During the focus group, participants will be asked to discuss questions like those included below. Please note, the questions 
during the focus group may vary slightly from the questions included below.  

1. What do you see as the role of the chapter champion in advancing the system of services for children who are deaf or
hard of hearing? 

2. How would you like to partner with the chapter champion(s) in your state? 
3. What chapter champion program activities are most important for achieving each of the goals of the AAP EHDI 

program (listed above)? What are the barriers to the chapter champion program achieving the goals of the AAP EHDI
program (listed above)? 

4. In what ways, if at all, would you say the chapter champion supports families with children who are deaf or hard of
hearing in your state? 

5. Which components of the medical home model of care are lacking in your state EHDI system? How can the AAP
support integration of medical home system building efforts into the EHDI system? 
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AAP EHDI Chapter Champion Evaluation 
Focus Group of Non-Physician Clinicians 

Introduction [7 Mins][8:00-8:07am]: 

Good morning and thank you for joining us today. My name is Müge Chavdar, Program Manager for the 
EHDI program and joining me today is, Jamie Jones, Manager of the National Resource Center for 
Patient/Family-Centered Medical Home at the American Academy of Pediatrics, and Pam Kelley, 
evaluator for the EHDI program.  

The purpose of today’s discussion is to gather information on the effectiveness of the chapter champions 
model in supporting the primary goals of the AAP EHDI program. 

The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal 
Maternal and Child Health Bureau. This cooperative agreement is known as the National Resource 
Center for Patient/Family-Centered Medical Home. The focus of the EHDI program within this larger 
cooperative agreement is on EHDI screening, diagnosis, and intervention within the medical home 
model. The goals of the AAP EHDI program are: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention.

• Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the
EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of
age, and entry into early intervention (EI) services by 6 months of age.

• Ensure newborn hearing screening results are communicated to all parents and reported in a
timely fashion according to state laws, regulations, and guidelines.

• Incorporate EHDI into an integrated, medical home approach to child health

The discussion will last approximately one and a half hours. We will be asking for your feedback on a 
series of discussion questions emailed to you prior to this call. During the discussion, our evaluation 
consultant Dr Kelley will be taking notes. In order to capture as many details as possible this call is being 
recorded. Dr Kelley will summarize important points to include in a report for EHDI program leadership 
and stakeholders. Your name will remain confidential and will not appear anywhere in the report.  

Is there anyone who is not comfortable being recorded? (If anyone objects to recording written notes will 
be taken instead)  

There are no risks to participating in the discussion and no sensitive information is being collected. The 
focus group is completely voluntary, meaning you are free at any stage of the process to withdraw from 
the discussion at any time if you wish.  

We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 

In order to make sure we stay on track and are mindful of everyone’s time, I may have to jump in to 
make sure we get through all the questions.  
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There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions 
and suggestions as EHDI experts.   

Are there any questions before we get started? 

Before we begin, I will do a roll call by saying your first name, profession, and the state you are 
affiliated with. When you hear your name, please say “here”. 

 [Roll call] 

We’d now like to begin the group discussion. Before you share a response, please state your first name. 

Q1:  Given your expertise in caring for children who are deaf or hard of hearing, please describe 
the role of your profession in caring for these children. [15 Mins][8:07-8:22am] 

Q1B: Please describe collaborations between non-physician clinicians and primary care 
pediatricians in caring for children who are deaf or hard of hearing.  

Q2: The AAP EHDI chapter champions are individuals who serve as the point person on newborn 
hearing issues at the state and local level to ensure success of reaching each of the AAP EHDI program 
goals.  What experiences have you had working with chapter champions? [8 Mins][8:22-8:30am] 

Q3:  A system of services means all the medical and non-medical supports and services a child who 
is deaf or hard of hearing and their family need and use, such as audiology, translation services, or an 
individualized education plan.  What ideas do you have to get chapter champions more involved in 
your state’s EHDI system? [15 Mins][8:30-8:45am] 

[If yes] Can you tell me a little about the initiative? 

[Probe: What worked well? What didn’t work well?] 

[If no] If you have not been involved, is it because there were no opportunities that 
you were aware of, or, is it because of some other reason?   

Q4:  Based on your experience, what do you think the role of the chapter champion model is in 
advancing the system of services for children who are deaf/hard of hearing? How did those 
collaborations improve the system of services for children who are deaf or hard of hearing? [10 
Mins][8:45-8:55am] 

Q5:  As mentioned before, the AAP EHDI program is a component of a larger cooperative 
agreement, the National Resource Center for Patient/Family-Centered Medical Home. This 
cooperative agreement is focused on improving the health and well-being of, and strengthening the 
system of services for, children and youth with special health care needs and their families by 
addressing the patient/family-centered medical home. What can the AAP do to facilitate collaboration 
among pediatricians and non-physician clinicians? (Please share practical responses/suggestions) [15 
Mins][8:55-9:10am] 

Q6:  The goals of the AAP EHDI program are as follows: 
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o Ensure every child with hearing loss is diagnosed and receives appropriate, timely 
intervention. 

o Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge 
about the EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing 
loss by 3 months of age, and entry into early intervention (EI) services by 6 months of 
age. 

o Ensure newborn hearing screening results are communicated to all parents and 
reported in a timely fashion according to state laws, regulations, and guidelines. 

o Incorporate EHDI into an integrated, medical home approach to child health 
 
How effective do you think the chapter champions model is at accomplishing these goals and 
why? What gaps do you think exist in the chapter champion model? [10 Mins][9:10-9:20am] 

 
Q7:  Is there anything else you would like to share with us about EHDI before we end the call? [5 
Mins][9:20-9:25am] 

We have reached the end of our discussion session. Your input will be extremely valuable. The AAP EHDI 
staff will review your feedback and determine strategies to best enhance the chapter champion model. 
We will be sure to share these strategies, along with any next steps, over the coming months. 

Thank you for taking the time to help us with this project! 
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Early Hearing Detection and Intervention 
Chapter Champions Evaluation 
Focus Group Information Sheet 

The following information includes guidelines which will be utilized during an upcoming focus group on the AAP EHDI chapter 
champions program.  

• The purpose of the focus group is to gather information on the effectiveness of the chapter champions model in 
supporting the primary goals of the AAP EHDI program. 

• The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal Maternal and 
Child Health Bureau. This cooperative agreement is known as the National Resource Center for Patient/Family-
Centered Medical Home. The focus of the EHDI program within this larger cooperative agreement is on EHDI 
screening, diagnosis, and intervention within the medical home model. The goals of the AAP EHDI program are: 

o Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention. 
o Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the EHDI 1-3-6 

guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry into early 
intervention (EI) services by 6 months of age. 

o Ensure newborn hearing screening results are communicated to all parents and reported in a timely fashion 
according to state laws, regulations, and guidelines. 

o Incorporate EHDI into an integrated, medical home approach to child health 
• The focus group will last approximately an hour and a half. 
• We will be asking for your feedback on a series of discussion questions emailed to you prior to this call. 
• The discussion will be moderated by Müge Chavdar, program manager of the AAP EHDI program and Christina 

Boothby, senior manager, Systems of Care and Medical Home Initiatives at the AAP. AAP EHDI evaluation consultant 
Dr Pam Kelley will be taking notes. 

• In order to capture as many details as possible, the focus group will be recorded. However, if anyone is uncomfortable
being recorded, only written notes will be taken. 

• Dr Kelley will summarize important points to include in a report for EHDI program leadership and stakeholders. 
• Your name will be kept confidential and will not appear anywhere in the report. 
• There are no risks to participating in the focus group and no sensitive information is being collected. 
• The focus group is completely voluntary, meaning you are free to withdraw from the discussion at any time if you wish. 
• We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 
• In order to make sure focus groups stay on track and are mindful of everyone’s time, moderators may have to jump in to 

make sure we get through all the questions. 
• There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions and suggestions 

as EHDI experts. 

If you have any questions or concerns, please contact Müge Chavdar, program manager, at mchavdar@aap.org. 
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Non-Physician Clinician Focus Group Questions 
During the focus group, participants will be asked to discuss questions like those included below. Please note, the questions 
during the focus group may vary slightly from the questions included below.  

1. Please describe the role of non-physician clinicians in caring for children who are deaf or hard of hearing. 
2. Please describe collaborations between non-physician clinicians and primary care pediatricians in caring for children 

who are deaf or hard of hearing. 
3. What experiences have you had working with chapter champions? 
4. What ideas do you have to get chapter champions more involved in your state’s EHDI system? 
5. What do you think the role of the chapter champion is in advancing the system of services for children who are

deaf/hard of hearing? 
6. What can the AAP do to facilitate collaboration among pediatricians and non-physician clinicians? 
7. How effective do you think the chapter champion model is at accomplishing the goals of the AAP EHDI program 

(included above) and why? 
8. What gaps do you think exist in the chapter champion model? 
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Introduction [7 Mins] [10:30-10:37am] 

Good morning and thank you for joining us today. My name is Müge Chavdar, Program 
Manager for the EHDI program and joining me today is, Christina Boothby, Senior Manager of 
Systems of Care and Medical Home Initiatives at the American Academy of Pediatrics, and Pam 
Kelley, evaluator for the EHDI program.  

The purpose of today’s discussion is to learn about your experience as families with the chapter 
champions model of the AAP EHDI program. 

The AAP EHDI program is a component of a cooperative agreement between the AAP and the 
federal Maternal and Child Health Bureau. This cooperative agreement is known as the National 
Resource Center for Patient/Family-Centered Medical Home. The focus of the EHDI program 
within this larger cooperative agreement is on EHDI screening, diagnosis, and intervention 
within the medical home model. The goals of the AAP EHDI program are: 

• Ensure every child with hearing loss is diagnosed and receives appropriate, timely
intervention.

• Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about
the EHDI 1-3-6 guidelines—screening by 1 month of age, diagnosis of hearing loss by 3
months of age, and entry into early intervention (EI) services by 6 months of age.

• Ensure newborn hearing screening results are communicated to all parents and reported
in a timely fashion according to state laws, regulations, and guidelines.

• Incorporate EHDI into an integrated, medical home approach to child health

The discussion we are having with you today will last approximately one and a half hours. We 
are going to ask you for your feedback on discussion questions we emailed to you prior to this 
call. During the discussion, our evaluation consultant Dr Kelley will be taking notes. In order to 
capture as many details as possible this call is being recorded. Dr Kelley will summarize 
important points to include in a report for EHDI program leadership and stakeholders. Your 
name will not appear anywhere in the report.  

Is there anyone who is not comfortable being recorded? (If anyone objects to recording written 
notes will be taken instead)  

There are no risks to participating in the discussion today and no sensitive information is being 
collected. During the discussion you as families may share personal experiences. We ask that 
you not say a specific doctors name, hospital name, practice name, or other identifiers. The 
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focus group is completely voluntary, meaning you are free to withdraw from the discussion at 
any time if you wish.  

Participants will be using multiple communication modalities today. Please allow me to control 
the pace of the focus group. We want to ensure good access for everyone, so the pace will be 
controlled to allow for interpreting.  

There are no right or wrong answers to the questions that we’ll be asking; we are seeking your 
opinions and suggestions as EHDI experts.   

In order to make sure we stay on track and are mindful of everyone’s time, I may have to jump 
in to make sure we get through all the questions.  

Are there any questions before we get started? 

Before we begin, I will double check the list of participants. Please say “here” when you hear 
your name and state. 

[Read list of names of participants who announced themselves] 

Is anyone on the call whose name I didn’t list?  

[Pause and allow for participants to announce themselves, if needed] 

Thank you very much. Prior to this call you were each asked to participate in a short survey 
about the chapter champion model. Your responses helped to develop the discussion questions 
and will help provide AAP staff with insights on how to improve the EHDI program. Chapter 
champions serve as the point person on newborn hearing issues at the state and local levels to 
ensure success of reaching each of the AAP EHDI program goals. 

We’d now like to begin the group discussion. Before you share a response, please state your 
first name. 

Q1:  How can pediatricians and audiologists work together more efficiently to meet the 
needs of children who are deaf or hard of hearing and their families? [15 Mins] [10:37-
10:52am]  
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Q2:  In the survey results, we found the majority of parents felt their child’s pediatrician 
was not knowledgeable about their child’s hearing diagnosis. What do you think pediatricians 
need to know, that they don’t already, about the experiences of children who are deaf or 
hard of hearing and their families? [15 Mins] [10:52-11:07am] 

Q3: In the survey results, we found that many families experienced a delay in being 
notified that their child is deaf/hard of hearing. What are one or two possible reasons why 
these delays might occur? [8 Mins] [11:07-11:15am] 

Q4:  When asked in the survey which programs or resources for children who are 
deaf/hard of hearing were MOST helpful, most families said, “organizations that support 
families of children who are deaf/hard of hearing” followed by “information on books or 
journals”. Would you agree? [10 Mins] [11:15-11:25am] 

[If yes] Can you share anything about your experiences with using these resources that 
made them helpful for you?   

[If no] Are there any other resources that you think were most helpful? 
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For reference, the other tools/resources provided included: referral to an Early 
Intervention specialist; referral to an audiologist; name of organizations that support 
families of children who are deaf/hard of hearing; information on state EHDI program; 
lists of listservs that provide information via email; information on books or journals; 
other. 

Q5:  When working with your child’s pediatrician, how involved do you feel in making 
decisions for your child’s health? [8 Mins] [11:25-11:33am] 

Q6:  Based on your experience, what do you see as the role of the chapter champion in 
improving the system of services for children who are deaf/hard of hearing? In this question, 
a system of services means all the medical and non-medical supports and services you and 
your child need and use, such as audiology, interpretation services, or an individualized 
education plan. [10 Mins] [11:33-11:43am] 

Q7:  How can chapter champions partner with families of children who are deaf or hard of 
hearing to improve how they are serving their role as chapter champion? [12 Mins] [11:43-
11:55am] 

102



[PROBE: Looking back, is there anything you can think of in your situation that might 
have been better if chapter champions and families had more of a partnership?] 

Q8:  Anything else you would like to discuss about the EHDI program before we end? [5 
Mins] [11:55am – Noon] 

We have reached the end of our discussion session. Your input will be extremely valuable. The 
AAP EHDI staff will review your feedback and determine strategies to best enhance the chapter 
champion model. We will be sure to share these strategies, along with any next steps, over the 
coming months. 

Thank you for taking the time to help us with this project! 
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Early Hearing Detection and Intervention 
Chapter Champions Evaluation 
Focus Group Information Sheet 

The following information includes guidelines which will be utilized during an upcoming focus group on the AAP EHDI chapter 
champions program.  

• The purpose of the focus group is to gather information on the effectiveness of the chapter champions model in 
supporting the primary goals of the AAP EHDI program. 

• The AAP EHDI program is a component of a cooperative agreement between the AAP and the federal Maternal and 
Child Health Bureau. This cooperative agreement is known as the National Resource Center for Patient/Family-
Centered Medical Home. The focus of the EHDI program within this larger cooperative agreement is on EHDI 
screening, diagnosis, and intervention within the medical home model. The goals of the AAP EHDI program are: 

o Ensure every child with hearing loss is diagnosed and receives appropriate, timely intervention. 
o Enhance pediatricians’, other physicians’, and non-physician clinicians’ knowledge about the EHDI 1-3-6 

guidelines—screening by 1 month of age, diagnosis of hearing loss by 3 months of age, and entry into early 
intervention (EI) services by 6 months of age. 

o Ensure newborn hearing screening results are communicated to all parents and reported in a timely fashion 
according to state laws, regulations, and guidelines. 

o Incorporate EHDI into an integrated, medical home approach to child health 
• The focus group will last approximately an hour and a half. 
• We will be asking for your feedback on a series of discussion questions emailed to you prior to this call. 
• The discussion will be moderated by Müge Chavdar, program manager of the AAP EHDI program and Christina 

Boothby, senior manager, Systems of Care and Medical Home Initiatives at the AAP. AAP EHDI evaluation consultant 
Dr Pam Kelley will be taking notes. 

• In order to capture as many details as possible, the focus group will be recorded. However, if anyone is uncomfortable
being recorded, only written notes will be taken. 

• Dr Kelley will summarize important points to include in a report for EHDI program leadership and stakeholders. 
• Your name will be kept confidential and will not appear anywhere in the report. 
• There are no risks to participating in the focus group and no sensitive information is being collected.
• The focus group is completely voluntary, meaning you are free to withdraw from the discussion at any time if you wish. 
• We ask that you not say a specific doctors name, hospital name, practice name, or other identifiers. 
• In order to make sure focus groups stay on track and are mindful of everyone’s time, moderators may have to jump in to 

make sure we get through all the questions. 
• There are no right or wrong answers to the questions that we’ll be asking; we are seeking your opinions and suggestions 

as EHDI experts. 

If you have any questions or concerns, please contact Müge Chavdar, program manager, at mchavdar@aap.org. 
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Families Focus Group Questions 
During the focus group, participants will be asked to discuss questions like those included below. Please note, the questions 
during the focus group may vary slightly from the questions included below.  

1. How can pediatricians and audiologists work together more efficiently to meet the needs of children who are deaf or 
hard of hearing and their families? 

2. What do you think pediatricians need to know, that they don’t already, about the experiences of children who are deaf 
or hard of hearing and their families? 

3. Many families experienced a delay in being notified that their child is deaf or hard of hearing. What is one or two 
possible reasons why these delays may occur? 

4. Can you share experiences about using various tools or resources for families of children who are deaf or hard of 
hearing that were helpful for you? 

5. When working with your child’s pediatrician, how involved do you feel in making decisions for your child’s health?  
6. What do you see as the role of chapter champion in improving the system of services for children who are deaf or hard 

of hearing? 
7. How can chapter champions partner with families of children who are deaf or hard of hearing to improve how they are 

serving their role as chapter champion?  
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