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Please note:
• This presentation is intended for families, caregivers, health 

care professionals, and service providers of individuals with 
Down syndrome.

• The information in this presentation is provided for 
educational purposes only and is not intended to serve as a 
substitute for a medical, psychiatric, mental health, or 
behavioral evaluation, diagnosis, or treatment plan by a 
qualified professional.

• We recommend that you bring specific questions about an 
individual with Down syndrome to their medical and/or 
therapy providers.



Outline

• Discuss the interaction of physical, 
mental, and functional health.

• Describe common mental health 
concerns of individuals with Down 
syndrome.

• Provide practical strategies to 
promote mental wellness.

• Present case examples.



Resource 
Library

https://adscresources.advocatehealth.com/

https://adscresources.advocatehealth.com/


Common characteristics of most 
(but not all) people with

Down syndrome



Self-talk and imaginary friends
• Developmental stage-appropriate behavior

• Coping strategy

• Boredom

• Change in quality or frequency may be a sign of 
stress or mental illness



The “groove”
• Tendency towards sameness, repetition

• Functional

• When does it become problematic?



Visual memory
• Better than auditory

• Good at remembering visual data

• “Videographic” memory

• Limited sense of time and chronological order

• Memories experienced as if happening now



Empathy radar
• Sensitive to the emotions and feelings of others



Interaction of physical, mental, and 
functional health



Mental 
Health

Physical 
Health

Functional 
Health



Physical health
• Being free from injury or illness

• How well your organs and body systems function

• Physical health issues that can affect mental 
wellness: sleep disturbances, thyroid disorders, 
dehydration, GI problems, and others



Functional health
• Ability to do what you need to do from the 

moment you wake up until the moment you fall 
asleep

• Functional health issues that can affect mental 
wellness: lack of independence, inability to 
participate in activities, social engagement



Mental health
• Emotional, psychological, and social well-being

• Mental health issues can affect physical and 
functional health



Common mental health concerns



Prevalence of Mental Health Conditions 
Among 6078 Individuals with Down 
Syndrome in the United States

• Advocate Health Care

• 6,078 individuals with Down syndrome

• 30,326 controls (matched on age and sex)

Rivelli A, Fitzpatrick V, Chaudhari S, et al. Prevalence of Mental Health Conditions Among 6078 Individuals With Down Syndrome in the United States. J Patient Cent Res Rev. 
2022;9(1):58-63. doi:10.17294/2330-0698.1875

https://doi.org/10.17294%2F2330-0698.1875


Health Condition
Prevalence 
(6,078)

More or less 
common?

Odds Ratio

Depression 571 (9.39%) More 1.27*

Anxiety disorders 1029 (16.92%) More 1.09**

Generalized anxiety disorder 24 (0.39%) Less 0.25*

Posttraumatic stress disorder 25 (0.41%) Less 0.60***

Obsessive-compulsive disorder 447 (7.35%) More 20.15*

Psychosis 24 (0.39%) More 3.87*

Substance use/abuse 76 (1.25%) Less 0.08*

Mental disorders due to physiologic 

cause
20 (0.33%) More 2.94*

Impulse control disorder 73 (1.2%) More 23.03*

*p<0.001, **p<0.0206, ***p<0.0143



Presentation and diagnosis



A thorough history and physical 
exam are important when 
evaluating for a change in mental 
health.



Communication issues
• Expressive language limitations

• Intelligibility

• Any and all behavioral change should be viewed 
as a possible communication tool.



Diagnosis
• More commonly observed 

as a change in behavior
• Less often self-report of 

symptoms



Symptoms
• Change in behavior

• Change in self-talk

• Change in the groove

• Change in sleep patterns

• Change in weight

• Restlessness

• Irritability

• Loss of interest in activities

• Fatigue

• Inappropriate fears or 
avoidances of people/things

• Strong refusal to leave the 
home



Treatment approaches



Physician
• Treat co-occurring physical conditions

• Encourage healthy eating, sleeping, and exercise 
routines

• Encourage participation in affirming social 
activities

• Referral to other providers



Physician
• Medications

• Start low, go slow

• May need more than one medication

• Medications
• Antidepressants

• Benzodiazepines

• Nonbenzodiazepine anxiolytics

• Mood stabilizers



Social worker
• Counseling

• Calming strategies/relaxation techniques

• Coping strategies

• Problem solving

• Social skills

• Referral to other therapies i.e., art, music, 
speech, or OT



Occupational therapist
• Sensory processing strategies

• Calming/relaxation strategies

• Social skills

• Self-care skills

• Referral to other therapies i.e., social work, art, 
music, speech



Mental health promotion strategies



General tips
• Teach how the individual learns best

• Visuals, videos, modeling, repetition, practice

• Say what to do instead of what not to do
• Establish rules/expectations

• Be concrete

• Help establish a routine

• Provide positive reinforcement for desired 
behaviors



Use of visual supports
• Pictures, words or other images that are used to…

• Help communicate

• Share or manage expectations

• Provide reminders

• Teach new information/Maintain skills & independence

• Facilitate understanding of challenging situations



Sleep
• Sleep hygiene

• Review current medications

• Consider natural products

• Talk with healthcare 
provider about prescription 
medications

Link to resource

https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Get_Good_Sleep.pdf?647


Healthy eating
• Hydration

• Balanced meals (all the food 
groups)

• Portion size

• Limit processed foods and 
pop/soda

• Small changes add up



Exercise/physical activity
• Find what works 

for the individual

• Fun and social

• Incorporate it 
throughout the 
day

• Go outdoors

Link to resource Link to resource

https://adscresources.advocatehealth.com/assets/1/13/Alphabet_Workout.pdf?1974
https://adscresources.advocatehealth.com/assets/1/13/Be_active_flyer.pdf?2013


Manage emotions
• In the eye of the 

beholder

• Be aware of empathy 
radar

• Provide “in the moment” 
support when possible

• Identifying triggers

• Cautiously avoiding 
stressful situations

Link to resource

https://adscresources.advocatehealth.com/resources/manage-stress-resources/


Link to resource

https://adscresources.advocatehealth.com/assets/1/13/Dealing_with_Stress_Visual.pdf?610


Employment, recreation, and 
social opportunities
• Involvement promotes 

overall health

• Find options that 
match interests and 
skills

• “Safe” reintroduction



Relaxation/calming strategies
• In the moment calming strategies

• Practice

Link to resource

https://adscresources.advocatehealth.com/assets/1/13/Things_I_can_do_to_help_me_calm_down.pdf?2603


Coping strategies
• Short term versus long term

• Examples:

•Compromise

• "I" statements

•Opposite actions

•Reframing



Sensory strategies
An uneven teeter totter can 
impact mood and behavior.

We may see…

- verbal outbursts

- physical aggression

- slowing down

- shutting down

https://media.giphy.com/media/3o7aD3VgMBSv1ZLIXe/giphy.gif 


Sensory diet
• A planned and scheduled activity program.

• Highly individualized. 

• Choosing from a menu rather than following a 
recipe.

• Helps prevent sensory and emotional overload 
by satisfying our body’s needs.

• Example: Proprioceptive input



Sensory resources

https://adscresources.advocatehealth.com/resources/?category=Sensory


Cases



Case 1
34-year-old man with Down syndrome has an 
increase in self-talk. He sees a psychiatrist who has 
diagnosed him with psychosis.



Case 1 – signs and symptoms
• Physical health

• Weight gain, skin infections, no apparent underlying 
health conditions

• Functional health
• Decline in self-care skills

• Mental health
• Isolation, self-talk, emotional regulation



Case 1 – treatment 
• Physical health

• Healthy diet, exercise, skin care

• Functional health
• Visual supports and sensory strategies

• Mental health
• Calming and coping strategies



Case 2
17-year-old woman with Down syndrome is slow 
to complete morning hygiene routines. She 
often appears disheveled. Her parents are 
concerned that she is depressed.



Case 2 – signs and symptoms
• Physical health

• Dry skin

• Functional health
• Not completing all tasks, running late, desire to be 

independent

• Mental health: 
• Self-esteem, relationship conflicts



Case 2 – treatment 
• Physical health

• Encourage skin care

• Functional health
• Visual supports, fading prompts, modeling, practice

• Mental health
• Counseling (individual and family), social skills lessons



Case 3
26-year-old man with Down syndrome presents 
with depressive and psychotic symptoms. He 
sleeps through the night, doesn't snore, and 
appears restful while sleeping. He does not appear 
tired during the day.



Case 3 – signs and symptoms
• Physical health

• Despite no obvious symptoms, check for sleep apnea

• Functional health
• Functional health not impacted

• Mental health
• Depressive and psychotic symptoms



Case 3 – treatment 
• Physical health

• CPAP

• Functional health
• Visuals and support for using CPAP

• Mental health
• Discussing barriers and benefits to using CPAP, improve self-

esteem, discuss feelings, work with family to support the 
individual's CPAP use



Tips to remembers
• Common characteristics are not mental illness.

• Changes in common characteristics/behavior should 
prompt an investigation into the cause.

• Physical, functional, and mental health are 
interrelated.

• Successful diagnosis and treatment may require 
using physical, functional, and/or mental health 
approaches. 



Questions



Resources



Available as a free 
PDF in English 
and Spanish

https://adscresources.advocatehealth.com/mental-wellness-in-adults-with-down-

syndrome-2nd-edition/

Mental Wellness book

https://adscresources.advocatehealth.com/mental-wellness-in-adults-with-down-syndrome-2nd-edition/


Resources
• All resources

• https://adscresources.advocatehealth.com/resources/

• Decline in skills and regression
• https://adscresources.advocatehealth.com/resources/?category=Decline%20in%20Skills%20an

d%20Regression

• Exercise and physical activity
• https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical

%20Activity

• Grief and loss
• https://adscresources.advocatehealth.com/resources/?category=Grief%20and%20Loss

https://adscresources.advocatehealth.com/resources/
https://adscresources.advocatehealth.com/resources/?category=Decline%20in%20Skills%20and%20Regression
https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical%20Activity
https://adscresources.advocatehealth.com/resources/?category=Grief%20and%20Loss


Resources
• Mental health

• https://adscresources.advocatehealth.com/resources/?category=Mental%20Health

• Nutrition and weight
• https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Weight

• Self-care and hygiene
• https://adscresources.advocatehealth.com/resources/?category=Self-Care%20and%20Hygiene

• Sensory
• https://adscresources.advocatehealth.com/resources/?category=Sensory

• Sleep
• https://adscresources.advocatehealth.com/resources/?category=Sleep

https://adscresources.advocatehealth.com/resources/?category=Mental%20Health
https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Weight
https://adscresources.advocatehealth.com/resources/?category=Self-Care%20and%20Hygiene
https://adscresources.advocatehealth.com/resources/?category=Sensory
https://adscresources.advocatehealth.com/resources/?category=Sleep


For health care 
providers

•Down Syndrome Medical 
Interest Group – USA
• https://www.dsmig-usa.org/

https://www.dsmig-usa.org/


Resource Library:

adscresources.advocatehealth.com

Facebook:

facebook.com/adultdownsyndromecenter

Email Newsletter:

eepurl.com/c7uV1v

https://adscresources.advocatehealth.com/
https://www.facebook.com/adultdownsyndromecenter
http://eepurl.com/c7uV1v

