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Welcome!

Namino Glantz, PhD
Manager, Health Linkages
Children & Family Resource Services



Dynamic

 Hybrid:  in person and via Zoom

 Recorded and will be available online 

 Hold questions until after the panelists present

 Disclaimer: 
This presentation is for educational purposes only.  Opinions or points of  view expressed in this 
presentation represent the view of  the presenter, and do not necessarily represent the official 
position or policies of  the presenter’s employer or organization.  Nothing in this presentation 
constitutes medical advice.  The images in this presentation were either provided by the presenters 
with prior consent from the individuals (or their parents/guardians) featured or publicly available 
from the websites listed in the Resources section. 



Objectives

Before, during, and after vaccination - including COVID and 
flu - among individuals with intellectual and developmental 
disabilities (IDD), we will:

Understand parent/caregiver concerns

View data

 Share strategies and resources

Ask and respond to questions



Introduction

Panelist experience and expertise
 Gina Stabile, Manager, Alpha Family Resource Center

 Dr. Ivan Alvarez, School psychologist, Santa Barbara County Education Office

 Dr. Jenna Holmen, Pediatric infectious disease specialist, Cottage Health

 Dr. Jerold Black, Pediatrician serving children and adolescents, Sansum Clinic

Resources

Q & A

Agenda



Vaccines,
A Parent Perspective

Gina Stabile
Parent of  an individual with IDD and
Manager of  the Alpha Family Resource Center



Why a parent/caregiver perspective?

**Disclaimer: This information is not representative of  all families of  individuals with IDD.**
 At the end of  the day, parents are making the medical decisions for their child.
 Typically, parents are the caregivers for the adult with IDD and take them to appointments.
 Vaccines no longer end at childhood; adults get vaccines annually, sometimes multiple times a 

year.
 We rely on medical professionals to:
 Give us sound medical advice and answer our questions
 Clearly explain possible side effects
 Discuss need for vaccines, including for COVID and flu shots
 Be able to discuss fears

“Vaccines will give my child _______________”
“What if  I refuse?”
“Do you know how the vaccine affects individuals with __________________?”



The battle of  science versus social media “experts"

 Parents/caregivers are surrounded 
by input and advice when they 
turn to social media forums.

 Much advice is purely opinions,
not backed by science or studies.

 Example: COVID vaccines
 Fear factor and what parents hear 

on social media forums
 How do we reassure parents who 

insist that vaccines will harm their 
child?



Stress and "Shot Day" for parents of  a child with IDD

 Emotionally prepare for the visit
 Caregiver trauma
 Child stress and refusal
 Incentives, they are a real thing

 Share information with providers before the visit
 What to Know About Me form (available from Health Linkages 

and Alpha FRC)

 What if  the child/individual fears the person in the white coat? 
Or the office is sensory over-load? Or the wait is too long?

 Are there cultural beliefs to consider? Do you have an interpreter to 
explain things to families?

 Prepare for the vaccine
· Did the provider explain the vaccine?
· Can this happen beforehand, not in front of  the child/individual?



"Vaccine day is like a WWE title match for me" Gina Stabile



gstabile@alphasb.org
www.alphasb.org

Max and Mom, our story

Contact me



Vaccination Resources for 
People with Disabilities

Dr. Ivan Alvarez, EdD, MA, LEP 
Bilingual School Psychologist
Santa Barbara County Education Office



My background

 Bilingual School Psychologist since ‘12
 Licensed Educational Psychologist since ‘14
 Worked with SBCEO since ‘14
 Subject Matter Expert for Board of  Beh. Sciences ‘14
 Experience working with K-12 since ‘12
 Experience working with PS families since ‘14
 Doctoral Dissertation from Mizzou in ‘22



Concerns from families with whom I meet

 Vaccines may cause autism or other developmental delays.

 Vaccines may infect their child with the disease that we are trying to prevent.

 Vaccines may cause a child with a disability to get more ill or worsen their condition.

 Vaccines are only needed when outbreaks of  a disease occur in a community. 



Additional concerns and beliefs expressed by families

 Vaccines are not recommended when their child is immunocompromised or has 
significant disabilities. 

 Schools and pediatricians “push” them to get vaccinated.

 Vaccines are not well researched or tested.

 Vaccines have significantly more risks than benefits.

 Vaccines are not necessary when most children at their school are already vaccinated.



Supporting parents

 Dispel the myths that vaccines cause medical conditions or disease. Instead, 
emphasis that vaccines are preventative in nature. 

 Discuss the benefits of  vaccines, including how they can help children with 
disabilities and immunocompromised systems.  

 Encourage parents to ask question regarding anything that they have heard or read 
about vaccines to ensure that they are clear about their impact.



Contact me

Dr. Ivan Alvarez, EdD, MA, LEP 

Santa Barbara County Education Office

ialvarez@sbceo.org www.linkedin.com/in/dr-ivan-alvarez-edd-1468a017b/



Vaccine-Preventable Illness in 
Children with Disabilities

Dr. Jenna Holmen, MD, MPH
Pediatric Infectious Disease Specialist
Cottage Health



Background data

 1 in 6 U.S. children ages 3 through 17 years has one or more developmental disability

 Data from WHO suggests 15% of  the world’s population has some impairment in 
function, 2-4% having significant difficulties with ADLs

 Individuals with disabilities have inequities in (as articulated by UNICEF):

 Access to immunization 

 Access to health services

 Exclusion from health-care initiatives

 Lack of  understanding of  the safety of  immunization

https://www.cdc.gov/ncbddd/humandevelopment/covid-19-vaccination-for-youth.html
O’Neill J et al. Human Vaccines and Immunotherapeutics. 2020;16(1):7-15.



Factors that may increase risk of  severe disease from 
vaccine-preventable illness in persons with disabilities

 Potential high-risk close contact with caregivers

 Limited mobility to avoid close contact

 Difficulty wearing a mask

 May have limited understanding of  recommendations

 People who are deaf  or blind may struggle to find information in accessible formats

 May live in group homes or long-term care facilities with higher risk of  illness spread

 More likely to have associated comorbidities

 Children with neurologic/neurodevelopmental disorders can have high/low tone, 
poor motor control, impaired pulmonary function

Peacock et al. Disability and Health Journal. 2021;14:10158.



Higher risk in children with neuromuscular disease

Keren R. et al. JAMA. 2005;294(17):2188-2194

Figure. Predicted Probability of Respiratory Failure in Children With Chronic Medical 
Conditions Hospitalized with Influenza Infection



Children with disabilities have worse outcomes compared to 
children without disabilities from vaccine-preventable diseases

 In a 2003 H3N2 flu outbreak in Melbourne:
 7/26 children admitted to a rehab hospital tested positive for 

influenza, 6/7 required ventilatory support.
 13/68 admissions to a general medical ward tested positive for 

influenza, 2/15 required ventilatory support.
 64% of  pediatric deaths (146/227) occurring during the 2009 

H1N1 outbreak to children with an underlying condition had a 
neurologic disorder.
 Cerebral palsy and intellectual disability were more common.

Stark ZL et al. J of  Paediatrics and child health. 2004;40(5-6): 332.
Blanton L et al. Pediatrics. 2012;130:390-396



Physician recognition 
of  high-risk condition

National survey of  parents with children with neurologic 
and neurodevelopmental conditions
 Flu vaccination rates among children with:
 epilepsy 59%
 intellectual disability 52%

 Physician recognition of  high-risk conditions among 
children with:
 epilepsy 52%
 intellectual disability 46%

On subgroup analysis of  pediatricians, neurologist, 
geneticists, developmental pediatricians, and physiatrists, 
intellectual disability was still not recognized as a high-
risk condition

MMWR. 2013;62(36):744-746.



Contact me

Dr. Jenna Holmen
Cottage Health
cottagehealth.org/childrens 
j3holmen@sbch.org



Real Life Management 
of  Vaccinations in 
Children and Youth 
with IDD
Dr. Jerold Black, MD
Sansum Clinic Pediatrics
Father of  special needs twins



Before the visit

 Time!!!

 How to inspire confidence? Patients vs caregivers

 Kiddos with IDD/special needs and vaccines
 Reactions
 Need
 Do your research



During the visit

 Flexible vaccine schedule

 Empathy/compassion

 What about the anxious parent/anxious patient?

 Fear and the relationship with the provider

 Alternate visits - car, nursing visit, outside visits

 PHRASING



After the visit

 Side effects, course

 Follow up/scheduling boosters/contacting families



Strategies for scenarios pediatricians face daily

Scenarios we face every day:
 Social Media
 “Uncle Bert/Aunt Betty/My neighbor said...”

Strategies:
 Use clear, honest language, especially about COVID.
 Admit our shortcomings, be compassionate to family wanting what is BEST 

for their child.
 Families of  children with IDD/special needs face more medical challenges 

and know more.
 Have some resources:
 healthychildren.org (AAP website for families)
 Vaccine Education Center at Children’s Hospital of  Philadelphia



Contact me

Dr. Jerold Black, MD
Sansum Clinic Pediatrics
51 Hitchcock Way, Santa Barbara CA 93105
jblack@sansumclinic.org



Resources

 Panelists and colleagues

 Partner organizations

 Tools

 Websites



Provider:  
What to know about me



Building 
Confidence 
Discussion 
Guide

COVIDvaccineWA.org



Building 
Confidence 
Discussion 
Guide

COVIDvaccineWA.org



CDC

https://www.cdc.gov/ncbddd/
humandevelopment/covid-19-
vaccination-for-youth.html



CDC

https://www.cdc.gov/ncbddd/humandevelopment
/COVID-19-Materials-for-People-with-IDD.html



healthychildren.org

https://www.healthychildren.org/English/safety-
prevention/immunizations/Pages/default.aspx



Vaccine Education Center at 
Children’s Hospital of 
Philadelphia

https://www.chop.edu/centers-programs/vaccine-education-center



Questions?

Answers?


