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Objectives

1. Describe common developmental, behavioral, and medical 

characteristics associated with children who have intellectual, 

developmental, and complex health care needs.

2. Identify evidence-informed approaches that promote positive 

outcomes for children through trauma-informed, family-centered, 

and coordinated care practices.

3. Recognize the roles of families, providers, and systems of care in 

supporting assessment, service planning, and ongoing child 

development.



ChildServe’s Mission



About ChildServe



Our Services



Medically Complex Children

• Multiple and/or severe organ dysfunction 

• Necessitates a high intensity of medical 

resources and technology

• Often require high ED use

• Dependence on multiple medications

• Requires attention, adaptation and 

accommodative measures beyond what is 

considered routine



Medically Complex Children



Medically Complex Children

• May include one or more of the following:

– Physical limitations

– Mental limitations

– Heightened or decreased sensory attributes

– Behavioral, cognitive, or emotional impairment

• Origination

– Congenital

– Developmental

– Disease-related

– Post-trauma

– Environmental



Medically Complex Children

• Congenital and Acquired

• Tracheostomies

• Mechanical Ventilation

• GTs

• Adaptive equipment

• Communication devices

• Multiple subspecialists, medications, and therapies



Complex Children

• 13-20% have a mental or behavioral 

condition in the US

– Anxiety

– Behavior disorders

– Depression 

• 1 in 5-6 are neurodivergent

– ADHD, Autism, Dyslexia

2022 National Healthcare Quality and Disparities Report [Internet]. Rockville (MD): Agency for Healthcare Research and Quality (US); 2022 Oct. CHILD 

AND ADOLESCENT MENTAL HEALTH. 

What are the CDC statistics for mental health in children (2024). https://hicsiowa.org/blog/what-are-the-cdc-statistics-for-mental-health-in-children/



Common Diagnoses 



Cognitive Impairments

• Difficulty processing thoughts or instructions

• May still be aware of your actions and words

• May choose to communicate via behavior

• Young adults may still need a caregiver

• May have difficulty obtaining history



Intellectual Developmental Disorder

• Generalized disorder appearing 
before adulthood 

• Characterized by significantly 
impaired cognitive functioning and 
deficits in two or more adaptive 
behaviors

• Syndromic intellectual deficits are 
associated with other medical and 
behavioral signs and symptoms

• Non-syndromic intellectual deficits 
appear without other abnormalities



Cerebral Palsy (CP)

• Chronic & non-progressive

• Caused by damage to the motor centers of the brain

• May occur any time during the first two years of life 

while the brain is developing

• Characterized by:

– Abnormal muscle tone and posture

– Muscular spasms

– Hearing and vision problems

– Seizures

– Some communication difficulty

• Do not assume cognitive disability



Brain Injuries

• Traumatic brain injuries

– Falls

– Struck

– Motor Vehicle Accident

– Assault

• Concussions

• May impact:

– Physical, cognitive, emotional, behavioral



Autism Spectrum Disorder (ASD)

• Developmental disability

– Genetic condition

– Unknown etiology

• Assessing children with ASD:

– They are aware of what is happening

– Explain your actions

– Include caregivers 

– No sudden movements – distal to proximal

– Show the child what you will do 



Trisomy 21

• Chromosomal abnormality

• Common physical signs

– Intellectual developmental disorder

– Decreased muscle tone

– Upward slanting eyes 

– Small, abnormally placed/shaped ears

– Hyperflexibility

– C-spine instability

– Large tongue

• Common mental and social complications

– Wandering off or eloping

– Obsessive/compulsive behaviors

– Stubborn/oppositional behaviors

– Impulsive behaviors

– Poor judgment

– Short attention span

– Slow learning



Respiratory Complexities

• May begin subtly

• Often progressive in this population

– Lung injury

– Respiratory insufficiency

– Chronic respiratory failure

• Bronchopulmonary dysplasia

• Impaired airway clearance

• Sleep disordered breathing

• Pulmonary aspiration



Congenital Heart Disease

• Present at birth

• Cyanotic vs Acyanotic

• Verify baseline saturation and 

perfusion with caregiver

• Apply oxygen and use only to 

reach child’s baseline saturations

• Assess circulation: color, capillary 

refill time, central and peripheral pulses,            

and blood pressure



Hydrocephalus

• CSF build-up 

• Often a symptom of another problem

• Check for neurological symptoms

– Breathing pattern

– Pupils

– Fussiness or lethargy 

• History

– When did last shunt revision occur?

– What s/s were present during prior shunt malfunction events?



Seizure Disorders

• Sudden events that cause acute changes

• Caused by abnormal electrical or chemical changes

– Generalized 

– Focal 

• Keep safe, consider oxygen, PRNs 



Trisomy 13 & 18

• Chromosomal abnormalities

• Includes a combination of birth defects

– Severe intellectual disability

– May affect nearly every system

• Most die before age 1

– BUT…



Medical Devices



Tracheostomy Tubes

• Surgical opening in the trachea 

– Craniofacial syndromes

– Neurological impairments

– Lung conditions

– Blockages

– Prolonged intubation

• Care:

• Keep clean and dry

• Suction as needed

• Do not hyperextend neck when transferring child

• Replace if any concerns about patency

• Common complications



Home Ventilators

• All day or only during sleep

• Care:

– Family involvement

– Home: Educate two adults

• Common complications:

– Know who can make changes

– Know alarms

– Know troubleshooting



Feeding Tubes

• Unable to eat by mouth or reach full volumes/calories, d/t:

– Weak suck, gastrointestinal issues, respiratory distress, neurological problems, other

• Types:

– NGTs, GTs, Mic-Key, GJTs

• Common complications:

• Infection

• Occlusion

• Malpositioned/dislodged/removed tube

• May need transport to ED for tube 

replacement

• Tube deterioration



CSF Shunts

• Treat Hydrocephalus

• Shunt runs from a ventricle in the brain, under the skin, and 

down the neck into either the peritoneum or the abdomen or 

the right atrium

• Common complications:

• Obstruction

• Infection

• Growth!



Baclofen Pumps

• Delivers baclofen directly into the intrathecal space

• Used to control spasticity & dystonia 

• Brain injury

• Cerebral palsy

• Spinal cord injury

• Common complications

• Withdrawal

• Catheter malfunction

• Infection

• Toxicity



Vagus Nerve Stimulators

• Sends electrical signals to vagus nerve

– Intractable seizures

• Care:

– Keep the magnet with the child

• Complications:

– Battery life

– Infection

– Voice alterations



Assessment and Care



Clinical Baseline

American College of Emergency Physicians:

https://www.acep.org/Clinical---Practice-Management/Emergency-Information-Form-for-Children-With-Special-Health-Care-Needs/#sm.000i57o5p1bf2cubtey2meelli585



Pain Assessment



Pain Assessment



Pain Assessment



Pain Assessment



Preparing for an Emergency

• Communication

• Collaboration with EMS

• IPOST

– Iowa Physician’s Order

   For Scope of Treatment



https://www.aap.org/en-us/advocacy-and-policy/aap-health-initiatives/healthy-child-care/Documents/AR_EmergencyInfo.pdf

Emergency Information Form



Special Considerations

• Speak quietly and calmly

• Employ slower movements and firm, 

secure contact

• Take time to explain your actions

• May show unusual pain responses like 

laughing, humming, singing, removing 

clothes

• Request that the caregiver accompany 

EMS when transporting the child



Special Considerations

• Latex allergy

– Greater incidence, especially in 

children with neural tube defect 

(e.g. spina bifida)

• Developmental level

• Sensory, vision or hearing problems

• Do not assume that a patient with a physical disability is 

cognitively impaired

• Determine preferred hospital

• Involve parents/caregivers in the assessment and 

management of care! They are the experts on their child!



What are the child/family’s goals if they become very sick? 

http://www.floridahospices.org/wp-content/uploads/2012/02/My-Wishes-234x300.jpg http://www.nimh.nih.gov/images/news-items/voicing_my_choices_143932_2.png

Children Adolescents 

& Young 

Adults

https://upload.wikimedia.org/wikipedia/en/3/33/Five_Wishes_Cover.gif

Adults Legal Wishes 

0-18yrs

Goals of Care

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjp9Nj6vK_LAhXLn4MKHRZjDKQQjRwIBw&url=http://www.floridahospices.org/hospice-palliative-care/advanced-directives/&psig=AFQjCNFCbbjSX5Whbg3GWf_MohUE01PTjQ&ust=1457471046168625
http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjIzfeIva_LAhUBvYMKHYpaA-sQjRwIBw&url=http://www.nimh.nih.gov/news/science-news/2013/guide-offers-a-blueprint-for-end-of-life-conversation-with-youth.shtml&psig=AFQjCNF_zzCDgCSqRwIfZTipKxwvsPX97A&ust=1457471093943921
https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwinwJauwq_LAhWGn4MKHWv-CuwQjRwIBw&url=https://en.wikipedia.org/wiki/Five_Wishes&psig=AFQjCNGPh1RV-nxVWfk4zivwx5NTVYfWDA&ust=1457472514443138


What Do Families Need?

• Collaborative Partnership

– Informational

– Emotional

– Network

• Trust

• Communication

• Expert Clinical Care

• Whole Person Approach
Bethlyn Vergo Houlihan, Cara Coleman, Dennis Z. Kuo, Benjamin Plant, Meg Comeau; What Families of Children With Medical Complexity Say They Need: 

Humanism in Care Delivery Change. Pediatrics January 2024; 153 (Supplement 1): e2023063424F. 10.1542/peds.2023-063424F

Rafferty KA, Nemmers-Bello S, Tietz S, Mothers' Support Preferences With Their Chronically Ill Child's Health Care Team. West J Nurs Res. 2022 

Oct;44(10):912-919. doi: 10.1177/01939459211030338. Epub 2021 Jul 8. PMID: 34238081.





Communication

• Family-Centered

• Family Involvement

• Emotional Support

• Health Literacy

• Adherence

• Error Reduction

• Builds Trust



Family Considerations

• What is quality care?

– Physicians say: Clinical Skill

– Patients/Families say: Communication

• What do parents say about communication?

– Information is often withheld

– Do not get updated as frequently as they wish

– Often confusing or contradictory info

• Prognosis



Family Considerations

• How does the child communicate?

• How do you recognize when the child is in pain?

• What are the child’s normal functions? (stooling, urination, temp, 

breathing)

• What assistive devices are used?

• What are the family’s specific concerns?

• What comforts the child? 

• What have you and your child gone through?



Family Considerations

Trauma Informed Care is a culture that promotes safety, empowerment, and healing

“What is wrong 
with you?” 

“What 
happened to 

you?”



Assume

complexity 

Assume the 
best of 
people 

Foster 
growth, 

diversity, 
healing and 
a great life 

for all

Family Considerations



Palliative Care

• Active total care of the child’s body, mind & spirit

• Begins at diagnosis

• Different than Hospice

• Goal: to alleviate a child’s physical, psychological & social 

distress & enhance quality of life

– Symptom management

– Communication

– Family Centered

– Respect

– Love

SECTION ON HOSPICE AND PALLIATIVE MEDICINE AND COMMITTEE ON HOSPITAL CARE, Chris Feudtner, Sarah Friebert, Jennifer 

Jewell, Sarah Friebert, Brian Carter, Chris Feudtner, Margaret Hood, Sonia Imaizumi, Kelly Komatz; Pediatric Palliative Care and Hospice Care 

Commitments, Guidelines, and Recommendations. Pediatrics November 2013; 132 (5): 966–972. 10.1542/peds.2013-2731



Family Centered Care

• Family centered care philosophy
• Respect & Dignity

• Information Sharing

• Participation

• Collaboration

• Family Input at All Levels

• Environment

COUNCIL ON CHILDREN WITH DISABILITIES and MEDICAL HOME IMPLEMENTATION PROJECT ADVISORY COMMITTEE, Renee M. 

Turchi, Richard C. Antonelli, Kenneth W. Norwood, Richard C. Adams, Timothy J. Brei, Robert T. Burke, Beth Ellen Davis, Sandra L. Friedman, Amy J. 

Houtrow, Dennis Z. Kuo, Susan E. Levy, Susan E. Wiley, Miriam A. Kalichman, Nancy A. Murphy, W. Carl Cooley, Joan Jeung, Beverly Johnson, Thomas S. 

Klitzner, Jennifer L. Lail, Linda L. Lindeke, Amy Mullins, Lee Partridge, William Schwab, Christopher Stille, Debra Waldron, Nora Wells, Calvin Sia; Patient- and 

Family-Centered Care Coordination: A Framework for Integrating Care for Children and Youth Across Multiple Systems. Pediatrics May 2014; 133 (5): 

e1451–e1460. 10.1542/peds.2014-0318



Family Considerations

• Quality of Life Conversations

– Can you tell me about [name] before his accident? 

– How have things changed for [name]?

– How have things changed for your family?

– Based on your understanding of [name]’s current condition, 

what’s most important to you right now? 

– What are you hoping for [name]’s future?

– Do you have any worries?

– What does quality of life mean to you? 



Remember…

Always find opportunities for kids to be kids!



Resources
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Thank You

Carrie Van Quathem, MS, PT, CBIS-T, CPHQ

 ChildServe

 Director of Rehabilitation

 CarrieV@childserve.org
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