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A B S T R A C T

Background: As the prevalence of intellectual and developmental disabilities (IDD) has increased over time, more 
youth with IDD will be transitioning into adult care. Individuals with IDD have a spectrum of behavioral, 
medical, adaptive, and home/community support needs depending on their cognitive ability, behavior concerns, 
mobility impairment, and/or medical complexity. Unfortunately, data suggests that adult primary care providers 
often lack knowledge about the condition-specific medical and adaptive needs of the IDD population leading to 
decreased access to adequate primary care.
Methods: To ultimately improve access to high quality healthcare for individuals with IDD, we created a 6-session 
virtual Project ECHO(R) (Extension for Community Healthcare Outcomes) telementoring course offered to an 
interprofessional audience.
Results: We successfully launched this course, demonstrated statistically significant increased knowledge and 
confidence among attendees regarding six topics pertinent to this population, and had high levels of satisfaction 
from a diverse group of attendees.
Conclusion: Including nurses, social workers, advanced practice providers, physicians, and case managers in this 
course made for robust discussion in the delivery of high-quality care for this population. This model is a viable 
option to increase knowledge and confidence surrounding primary care for youth and adults with IDD.

1. Introduction

Intellectual and developmental disabilities (IDD) are a group of 
conditions associated with impairment in cognitive, physical, learning, 
language, or behavior areas that begin during the developmental period 
(before age 22) and impact daily function usually throughout a person’s 
lifetime.1 Examples include autism spectrum disorder (ASD), genetic 
conditions such as Down syndrome (DS) or Fragile X, and peri
natal/congenital conditions such as cerebral palsy (CP) and spina bifida 
(SB). Individuals with IDD have a spectrum of behavioral, medical, 
adaptive, and home/community support needs depending on their 
cognitive ability, behavior concerns, mobility impairment, and/or 
medical complexity. Data from the 2009–2017 National Health Inter
view Survey demonstrated that the prevalence of developmental dis
abilities in children ages 3–17 has increased over time (16.2 %-17.8 %, P 
<.001) suggesting that an increasing number of individuals with IDD 
will be transitioning into adult care.2 However, adult primary care 
providers often lack knowledge and training to care for the 
condition-specific medical and adaptive needs of the IDD population 

leading to decreased access to adequate primary care.3–9 Lack of primary 
care providers equipped to care for this population leads to unsuccessful 
healthcare transition, return to pediatric care, and increased risk for 
medical and behavioral exacerbations and acute care use for potentially 
preventable conditions.10–14 Additionally, without appropriate primary 
care clinic accommodations for behavior or physical adaptive needs, 
individuals with IDD may not have adequate exams and accrue trau
matic medical experiences that may limit their future ability to tolerate 
needed medical evaluations.15,16

From 2022 to 2023, the National Alliance to Advance Adolescent 
Health Got Transition® convened an advisory group to develop rec
ommendations to increase the workforce of adult primary care providers 
prepared to care for those with IDD and medical complexity and 
emphasized the need to expand education and training.17 The Project 
ECHO(R) (Extension for Community Healthcare Outcomes) tele
mentoring model developed by the University of New Mexico as an “all 
teach all learn” model where multidisciplinary healthcare teams can 
learn from experts and from each other through didactics and case dis
cussion.18 Project ECHO(R) has been used to address clinical education 
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gaps on a variety of topics including care for children and youth with 
ASD and dementia care in older adults with IDD but had not yet been 
used for general primary care topics for adults with IDD.19–21 The pur
pose of this demonstration project was to (1) assess the feasibility using 
the Project ECHO(R) model to deliver education and training for clini
cians (physicians and nurse practitioners), nurses, and social workers on 
primary care topics for youth and adults with IDD and (2) assess the 
impact of the curriculum on participant knowledge and self-efficacy.

2. Methods

Health care service delivery for the IDD population often involves a 
multidisciplinary team of physicians, advanced practitioners, nurses, 
and social workers to address the medical, behavioral, care coordina
tion, and social support needs of this population. The Baylor College of 
Medicine Transition Medicine Clinic (TMC) is a medical home primary 
care clinic for adults with IDD aged 19 and above who are transitioning 
from the affiliated children’s hospital or who are referred from com
munity providers due to needing more IDD-specific health care and care 
coordination. The clinic has a multidisciplinary team of clinicians, 
nurses, and social workers who specialize in IDD primary care and who 
teach medical, nursing, and social work learners in the clinical setting. 
The clinic is in an academic faculty group practice and thus partners 
with subspecialists within the academic institution to address specific 
needs such as epilepsy and chronic pulmonary conditions. To address 
the knowledge and confidence gaps in providing care for individuals 
with IDD, Baylor College of Medicine partnered with United Healthcare 
of Texas Medicaid to develop a multidisciplinary Project ECHO tele
mentoring series entitled “Caring for Adolescents and Adults with IDD”. 
Continuing education credits for physicians, physician assistants, nurse 
practitioners, nurses, and social workers were awarded by the Baylor 
College Medicine Division of Continuing Professional Development ac
cording to the number of sessions attended with no cost to the 
participants.

2.1. Curriculum development and recruitment

Following the Project ECHO design and criteria for continuing edu
cation credits, a multidisciplinary advisory committee was convened 
including two physicians, a nurse, a physician assistant, a nurse practi
tioner, and two social workers. The group determined six priority care 
topics for the sessions based on common co-occurring conditions leading 
to increased morbidity and mortality in the IDD population and their 
clinic accommodation needs. Virtual Project ECHO sessions included 
25 minutes of didactics, 5 minutes for a case presentation, and 30 mi
nutes of participant discussion of the lecture and case. Topics included 
were (1) adapting clinic visits for individuals with IDD, (2) evaluating 
behavior change, (3) constipation evaluation and management, (4) 
aspiration evaluation and management, (5) epilepsy in the IDD popu
lation, and (6) aging in the IDD population. Subspecialists from applied 
behavior therapy, psychiatry, pulmonology, and neurology were 
recruited as content experts to develop the relevant didactic topics. Case 
discussions included clinician, nursing, and social work questions to be 
relevant to the multidisciplinary participant group. Didactics, case 
presentations, and maintenance of certification questions for each ses
sion were reviewed and approved by two advisory committee members.

Participants were recruited locally from Baylor College of Medicine 
via the Continuing Professional Development office and Texas Chil
dren’s Hospital via the Nursing Continuing Education office, state-wide 
via the United Healthcare of Texas provider network, and colleague 
contacts.

2.2. Implementation

The six virtual sessions were held over the lunch hour monthly across 
six months. The sessions were also recorded to be posted on the Baylor 

College of Medicine Continuing Professional Development website for 
later viewing and obtaining continuing education credit. Participants 
were encouraged to attend as many sessions as possible to facilitate the 
“all teach all learn” discussion.

2.3. Program evaluation measures

The American Academy of CME Outcomes Model guided the pro
gram evaluation. Evaluation measures used were program participation 
tracked by the Continuing Professional Development Office and a 
retrospective self-assessment survey determining changes in knowledge 
and confidence pre-and post-session for each topic which was sent to 
participants after each session. Knowledge and confidence were assessed 
using a 10-point Likert scale (1 = not at all knowledgeable or confident, 
10 = very knowledgeable or confident). Unique knowledge and confi
dence questions for each session are listed in Table 1, and these ques
tions are directly tied to learning objectives. Participant satisfaction and 
experience was also assessed via a post-survey delivered after each 
session that was the same for each session. Sample survey is included in 
the addendum.

2.4. Data analysis

Along with count/percentage calculations, each paired knowledge 
and confidence item was analyzed independent of one another through 
paired samples t-test and Hedge’s g effect size calculations.

3. Results

3.1. Participant characteristics

In total, 120 unique participants registered for the course with 39 
physicians, 11 advanced practitioners, 27 nurses, 28 social workers, 2 
psychologists, and 13 other IDD care providers. The attendance at each 
of the 6 sessions varied from 14 to 26 with some participants attending 
all 6 sessions and others attending only some. Evaluation surveys were 
conducted after each session with a differing number of participants 
completing each survey. Participants were from across the United States 
and included those working in a variety of primary care settings as well 
as multiple subspecialties including neurology, physical medicine and 
rehabilitation, orthopedics, and pulmonology. Medical students and 
residents rotating with the Transition Medicine clinic also attended and 
participated in each session, however they did not register to seek CME 
credit.

3.2. Participant impact

3.2.1. Knowledge and confidence
Across the six sessions, the twelve knowledge and confidence items 

resulted in improved ratings after participation in the learning sessions 
(Table 1). The largest effect sizes, representing meaningful improve
ment, came from learning objectives related to the Aging with IDD 
session (Confidence in identifying important changes in support needs as 
individuals age in adulthood, Hedge’s g=-1.95; Knowledge of the 
unique challenges in caregiving for older individuals with IDD, Hedge’s 
g=-1.60).

3.2.2. Experience
We distributed a survey after each of the 6 sessions. In total across the 

6 sessions, we received 104 responses to questions regarding satisfac
tion. 102 responses said they would recommend this program to others 
and two did not respond to this individual question. 81 responses ranked 
the programs as “excellent”, 20 as “good”, and three did not respond. 89 
responses indicated the program “definitely” included sufficient inter
active opportunities to answer questions, 94 “definitely” felt evidence 
base for best practice recommendations were provided, and 94 felt the 
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learning objectives were met. Overall, there was a high level of satis
faction with the program amongst most participants.

4. Discussion

Currently, there are few clinics that provide comprehensive primary 
care and care coordination for adults with IDD, and most are in aca
demic medical centers.13,14,22 The Project ECHO telementoring platform 
can facilitate connecting experienced, multidisciplinary clinic providers 
to community-based providers and facilitate professional networking 
and share knowledge.

4.1. Lessons learned

Implementation of this project was made feasible by having a robust 
continuing professional education support team who had infrastructure 
in place to provide continuing education credits for a variety of clini
cians, distribute surveys, and report on evaluation data. The internal 
cost for continuing education credits was approximately $4000 thus 
having funding from United Health Care made these credits free to each 
learner. As we had a multidisciplinary audience, templating the case 
presentation to include questions directed towards the various team 
roles ensured that discussion questions highlighted the roles of physi
cians and advanced practice providers, social workers, nurses, and case 
managers and prompted their input. Some participants verbally 
contributed to the case discussion, but the majority preferred to engage 
with the chat feature of our teleconferencing platform. Having the 
facilitator monitor the chat box and reading them to the group helped 
promote participation and discussion. There is little available, free ed
ucation for currently practicing clinicians and staff regarding primary 
care for IDD so it was encouraging to see statistically significant 
improvement in knowledge and competency across multiple sessions. 
The Aging with IDD session resulted in the largest increase in effect sizes. 
As individuals with IDD live longer secondary to advances in healthcare 
and community living, older adults with IDD have become a rapidly 
growing population with unmet healthcare needs, and thus there is a 
growing need for clinicians to be equipped to care for this population.23

While there are similarities to general geriatric care, common conditions 
in aging adults including mental health concerns, dementia, and frailty 

may occur earlier and more commonly in the IDD population.24–26

Additionally, primary care clinicians may have challenges in identifying 
and diagnosing these conditions in individuals with IDD who have un
derlying cognitive and functional impairments, communication im
pairments, and/or multiple caregivers.27 Continued development of 
evidence-based guidelines and provider education strategies such as 
Project ECHO® are needed to equip clinicians to address these care 
needs.

4.2. Limitations

The limitations of this project were the lack of a control group, small 
sample size, and reliance on self-assessment for evaluation. Generaliz
ability was also limited by the convenience sample of healthcare pro
viders affiliated with our institution, United Healthcare provider 
network, and colleague contacts thus the participants may not be 
representative of adult care providers serving those with IDD. The ad
ditive impact of attending multiple sessions was also not assessed with 
the small sample size but requires further study. During the case dis
cussions, it was evident most participants already had experience in 
providing care for individuals with IDD. Further initiatives are needed to 
recruit primary care providers with less IDD experience to focus on 
expanding the workforce via managed care Medicaid provider lists and 
non-IDD based professional organizations and conferences. Finally, the 
series was limited to six months, so the longitudinal impact of this 
training on the participants’ ability to better care for individuals with 
IDD or implement practice changes was not assessed.

4.3. Future studies

Future studies to evaluate this curriculum include implementing the 
curriculum with other providers with varying levels of experience 
treating individuals with IDD and assessing the longitudinal practice 
changes of participants. Both ideas would be helpful to further evaluate 
the impact of this education model on improving provider knowledge 
and self-efficacy in caring for youth and adults with IDD.

Table 1 
Changes in Knowledge and Comfort After Participation in Learning Sessions.

Learning Objective Before After Test Statistic & Effect Size
Mean (SD)

Session 1: Adapting primary care visits to individuals with IDD ​ ​ ​ 
Confidence in discovering common causes of intellectual and developmental disability. 5.57 (2.18) 6.48 (1.91) t(20)= − 4.39, p<.01, Hedge’s g=− 0.92
Knowledge in the health disparities that exist for youth and adults with IDD and assess your own 
practice for barriers to quality health care for adults with IDD.

5.83 (2.27) 7.00 (1.81) t(22)= − 5.47, p<.01, Hedge’s g=− 1.10

Session 2: Behavior change and management ​ ​ ​ 
Confidence in building a differential of common causes of behavior change in youth and adults with 
IDD including a variety of physical and psychosocial causes.

5.38 (2.34) 6.67 (1.69) t(23)= − 5.13, p<.01, Hedge’s g=− 1.01

Knowledge of common medications used to treat depression, anxiety, and aggressive behavior. 5.04 (2.22) 6.42 (1.89) t(23)= − 6.15, p<.01, Hedge’s g=− 1.21
Session 3: Constipation management in the IDD population ​ ​ ​ 
Knowledge of various causes of constipation in youth and adults with IDD 7.33 (1.84) 8.6 (1.68) t(14)= − 6.14, p<.01, Hedge’s g=− 1.50
Knowledge in summarizing common bowel management strategies including diet, medications, and 
surgeries

6.82 (2.13) 8.35 (1.87) t(16)= − 5.91, p<.01, Hedge’s g=− 1.36

Session 4: Aspiration prevention and management ​ ​ ​ 
Confidence in constructing patient questions and interpret physical exam findings that may indicate 
aspiration in people with IDD.

6.18 (2.89) 7.45 (2.54) t(10)= − 4.67, p<.01, Hedge’s g=− 1.30

Knowledge of the common management strategies to treat aspiration pneumonia and prevent 
aspiration in patients with dysphagia and poor airway clearance.

6.27 (2.49) 7.91 (2.07) t(10)= − 4.85, p<.01, Hedge’s g=− 1.35

Session 5: Seizures in the IDD population ​ ​ ​ 
Confidence in evaluating causes of increased seizure frequency and common seizure medication side 
effects.

5.69 (2.43) 7.31 (2.39) t(12)= − 4.88, p<.01, Hedge’s g=− 1.27

Knowledge of the prevalence of co-occurrence of seizure disorders and IDD and identify patients at risk 
for SUDEP.

5.08 (2.66) 7.15 (2.15) t(12)= − 5.96, p<.01, Hedge’s g=− 1.55

Session 6: Aging with IDD ​ ​ ​ 
Confidence in identifying important changes in support needs as individuals age into adulthood. 5.93 (1.64) 7.64 (1.45) t(13)= − 7.77, p<.01, Hedge’s g=− 1.95
Knowledge of the unique challenges in caregiving for older individuals with IDD 5.71 (1.77) 7.71 (1.38) t(13)= − 6.36, p<.01, Hedge’s g=− 1.60
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4.4. Conclusions

Project ECHO offers a feasible platform to improve clinical knowl
edge and self-efficacy to provide primary care for adults with IDD and 
support provider networking important to addressing the knowledge 
gap in adult IDD primary care.
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