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Why was the clinic started?
• Adults with Down syndrome and their families were 

seeking health care professionals who…
• treated them with dignity and respect

• were knowledgeable about unique health needs of adults 
with Down syndrome



Objectives

• Describe common behavioral characteristics of 
people with Down syndrome that are 
important to understand when supporting 
their mental health.

• Identify common mental health concerns and 
symptoms of mental illness in people with 
Down syndrome.

• Discuss diagnostic and treatment approaches 
to impaired mental health.

• Discuss strategies to promote mental wellness.

• Share resources that can be used by adults 
with Down syndrome and those who care for, 
work with, and support them.



Resource 
Library

https://adscresources.advocatehealth.com/

https://adscresources.advocatehealth.com/


Common characteristics



Each person with 
Down syndrome 

is unique.

Many people with 
Down syndrome 
share common 
characteristics.



Physical
• Almond-shaped eyes that slant up

• Short neck

• Small ears

• Small hands and feet

• A single line across the palm of the hand (palmar crease)

• Shorter in height

• Lower heart rate, lower blood pressure



Cognitive
• Mild to moderate to severe intellectual disability

• Better receptive language than expressive language

• Concrete thinking

• Visual memory



Behavioral
• Self-talk and imaginary friends

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

• The “Groove”

• Empathy radar



Important concepts



Any and all behavior 
change should be 

viewed as a possible 
communication tool. 



Case 
• 43-year-old woman had 

become mildly aggressive

• Lived in a group home 
with several other women



Case 
• 43-year-old woman had 

become mildly aggressive

• Lived in a group home 
with several other women

• Behavior occurred after 
dinner during chore time
• After-dinner chores rotated 

among housemates

• If she wasn’t assigned to 
sweep, she took the broom 
from her housemate

• New chore schedule
• Housemates didn’t mind that 

she wanted to sweep



Pain
• People with Down syndrome experience pain.

• Some people with Down syndrome report it less often than 
people without Down syndrome. 

• May have difficulty localizing pain.

• May have delayed response to pain.

• Some people with Down syndrome appear to experience 
greater pain than people without Down syndrome.

• Certain conditions may increase pain perception (e.g., 
aging, Alzheimer’s disease).



Diagnostic overshadowing
• To cause something to seem less important

• The attribution of symptoms to an existing diagnosis 
rather than a potential co-morbid condition (The Joint 
Commission)

• Co-occurring conditions
• Misdiagnosis

• Underdiagnosis

• Overdiagnosis



Mental 
Health

Physical 
Health

Social 
Health



A thorough history and physical 
exam are important when evaluating 

for a change in mental health.



Medical conditions
• Pain

• Vitamin B12 deficiency

• Constipation, celiac disease, 
or other GI issues

• Vision or hearing impairment

• Sleep apnea

• Thyroid disorder

• Atlantoaxial instability

• Respiratory infections

• Urinary tract problems

• Ingrown toenails, boils, or 
other skin and nail issues

• Seizures

• Arthritis

• Alzheimer’s disease

• Medication side effects



Case 
• 18-year-old man was 

putting his head on his 
desk at school and not 
participating in class 
activities

• Teachers and parents 
concerned that he was 
depressed



Case 
• 18-year-old man was 

putting his head on his 
desk at school and not 
participating in class 
activities

• Teachers and parents 
concerned that he was 
depressed

• Physical exam
• Increased reflexes

• Lateral cervical spine x-ray
• Atlantoaxial subluxation

• Surgery



Life stressors
• “Stress is in the eye of the beholder”

• Leaving high school

• Sibling leaves for college or gets married

• Staff changes at group home

• Problems at school or work

• And many others



Mental Health Mental Illness Continuum

Factors that   
can affect 

mental health

Healthy eating

Brain anatomy

Recreation and 
social activities

Social media limits

Stress 
management

Relationships

Employment 
and vocational 
opportunities

Genetics

Physical activity

Sleep

Physical health 
conditions

Hydration



Mental health
• Psychological, emotional, social well-being

• Absence of mental illness/managed mental illness

• Optimal level of functioning for the individual



Presentation of mental
health conditions



Mental health
Presentation Screening/treatment

• Screening/diagnosing

• Behavioral changes, changes 
in routines

• Underlying physical health 
conditions

• Communication

• Self-report

• Introspection

• Impulse control

• Behavior



Communication
• Expressive language limitations

• Intelligibility

• Behavioral change = possible communication tool



Mental health
Presentation Screening/treatment

• Screening/diagnosing

• Behavioral changes, changes 
in routines

• Underlying physical health 
conditions

• Communication

• Self-report

• Introspection

• Impulse control

• Behavior



Guidelines
Mental health/behavior

• When concern for a mental health disorder is present:
• Refer to a clinician knowledgeable about the medical, mental health 

disorders, and common behavioral characteristics of adults with Down 
syndrome.

• Medical professionals should evaluate for medical conditions that may 
present with psychiatric and behavioral symptoms.

GLOBAL Medical Care Guidelines for 
Adults with Down Syndrome

https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/


Diagnosis
• More commonly observed as 

a change in behavior
• Less often self-report of 

symptoms



Conditions that can 
affect mental health



CHILDHOOD:

Diagnosis of 
autism spectrum 

disorder 

ADOLESCENCE / EARLY 

ADULTHOOD:
Diagnosis of Down 

syndrome regression 

disorder

OLDER 

ADULTHOOD: 
Diagnosis of 

Alzheimer’s disease

MENTAL HEALTH CONDITIONS
Image by Freepik

https://www.freepik.com/free-vector/person-different-ages_6674438.htm
https://www.freepik.com/free-vector/person-different-ages_6674438.htm


Mental health conditions



Health Condition
Prevalence 
(6,078)

Prevalence 
%

Prevalence 
(30,326)

Prevalence
%

More or 
less 
common?

Odds 
Ratio

Down Syndrome Controls

Depression 571 9.39% 2297 7.57% More 1.27*

Anxiety disorders 1029 16.92% 4773 15.74% More 1.09**

Generalized anxiety 

disorder
24 0.39% 474 1.56$ Less 0.24*

Posttraumatic stress 

disorder
25 0.41% 208 0.69% Less 0.60***

Obsessive-

compulsive disorder
447 7.35% 119 0.39% More 20.15*

Substance 

use/abuse
10 0.16% 4095 13.5% Less 0.08*

Mental health

Rivelli et al. 2022  |  *p<0.001, **p<0.0206, ***p<0.0143



Health Condition
Prevalence 
(6,078)

Prevalence 
%

Prevalence 
(30,326)

Prevalence
%

More or 
less 
common?

Odds 
Ratio

Down Syndrome Controls

Mental disorders 

due to physiologic 

cause

20 0.33% 34 0.11% More 2.94*

Psychosis 24 0.39% 31 0.10% More 3.87*

Impulse control 

disorder
73 1.2% 16 0.053% More 23.03*

Mental health

Rivelli et al. 2022  |  *p<0.001, **p<0.0206, ***p<0.0143



Symptoms of depression
• Persistent feelings of sadness 

and/or a decreased interest in 
things that an individual 
previously enjoyed

• Depressed or irritable mood

• Loss of interest or pleasure in 
activities

• Weight loss or gain

• Change in sleep patterns

• Slowing down of physical 
movement or restlessness

• Fatigue

• Feelings of worthlessness

• Decreased concentration

• Recurrent thoughts of death

• Psychotic features (extreme 
withdrawal, hallucinatory 
self-talk, etc.)

• Inappropriate fears or 
avoidances of people/things

• Strong refusal to leave the 
home



Case 
• 22-year-old woman who 

aged out of school, started 
to gain weight, and had a 
disagreeable mood. Also 
had difficulty sleeping.

• History, physical exam, 
labs, sleep study 
(negative).



Case 
• 22-year-old woman who 

aged out of school, started 
to gain weight, and had a 
disagreeable mood. Also 
had difficulty sleeping.

• History, physical exam, 
labs, sleep study 
(negative).

• Initial diagnosis: 
adjustment reaction with 
depressed mood and 
sleep issues.

Established new routine, 

counseling, sleep hygiene

• Didn’t respond; diagnosed 
with depression.
• Bupropion (Wellbutrin) for 

depression

• Melatonin for sleep



Symptoms of anxiety
• Anxiety that interferes with day-to-day life on a long-term 

basis

• Feeling worried or anxious most days

• Mild self-injurious behavior

• Being easily fatigued

• Difficulty sleeping

• Restlessness

• Difficulty concentrating

• Muscle tension

• Irritability



Obsessive-compulsive disorder
• Obsessions – persistent thoughts or thoughts that 

preoccupy the mind

• Compulsions – repetitive behaviors or acts that one 
feels compelled to perform



Obsessive-compulsive disorder
• Individual with Down syndrome often is not upset 

by the thoughts/behaviors

• May get upset if the behaviors are blocked or 
prevented

• Impairs function

• Cannot participate in usual activities due to being 
“stuck”



Case 
• 34-year-old man with 

psychoses and more 
rigid adherence to 
“grooves”

• History and physical, 
lab tests



Case 
• 34-year-old man with 

psychoses and more 
rigid adherence to 
“grooves”

• History and physical, 
lab tests

• Diagnosed with sleep apnea 
and OCD

• Treatment
• Continuous positive airway 

pressure (CPAP)

• Anti-depressant

• Did not require anti-psychotic 
medication



Other
• Post-traumatic stress disorder (PTSD)

• Psychosis

• Down syndrome regression disorder (DSRD)

• Alzheimer’s disease



Case 
• 34-year-old woman had 

an increase in self-talk

• Had distorted thought 
processes that involved 
intertwining real world 
events with TV shows and 
movies

• Lost interest in activities 
she previously enjoyed



Case 
• 34-year-old woman had 

an increase in self-talk

• Had distorted thought 
processes that involved 
intertwining real world 
events with TV shows and 
movies

• Lost interest in activities 
she previously enjoyed

• Learned that symptoms 
started after her sister left 
for college

• Started seeing a counselor

• Prescribed an 
antidepressant and then 
later an anti-psychotic

• Gradual reintroduction of 
activities



Down syndrome regression 
disorder (DSRD) and 
Alzheimer’s disease



DSRD
• Has also been referred to as:

• Down syndrome disintegrative disorder

• Regression

• Adult regression syndrome

• Catatonia

• Limited data on prevalence

• Continues to be studied and discussed



Expert consensus
• Paper published in July 2022

• 27 panelists who previously 
published on regression in 
DS or were involved in 
national or international 
working groups

• Name, diagnostic work up, 
diagnostic criteria

Santoro et al. 2022



Diagnostic criteria
• Symptom onset: New 

neurologic, psychiatric, or 
mixed symptoms over a 
period of <12 weeks in 
previously healthy individual 
with DS

• Exclusion of other causes

Santoro et al. 2022

Symptoms

• Altered mental status or behavioral 
dysregulation

• Cognitive decline

• Developmental regression with/without 
new autistic features

• New focal neurologic deficits on 
examination and/or seizure

• Insomnia or circadian rhythm disruption

• Language deficits

• Movement disorder (excluding tics)

• Psychiatric symptoms



Catatonia
• Abnormality of movement and behavior

• Can (but may not) be associated with a mental illness

• Various presentations
• Repetitive or purposeless overactivity

• Resistance to movement

Health Condition
Prevalence 
(6,078)

Prevalence 
%

Prevalence 
(30,326)

Prevalence
%

More or 
less 
common?

Odds 
Ratio

Down Syndrome Controls

Catatonia 73 1.20% 70 0.23% More 5.25*

Chicoine et al. 2021  |  *p<0.0001



Alzheimer’s and Down syndrome
By age 40, nearly all people 
with Down syndrome have 
the brain pathology of 
Alzheimer’s disease.

Images from Alzheimer’s Association

Mann 1988, Hartley et al. 2014

https://www.alz.org/alzheimers-dementia/what-is-alzheimers/brain_tour_part_2


Why?
• Amyloid precursor protein (APP)

• Chronic inflammation?

• Metabolic abnormalities?

Zis & Strydom 2018, Lai et al. 2021, Tournissac et al. 2021



Alzheimer’s and Down syndrome
By age 40, nearly all people with Down syndrome 
have the brain pathology of Alzheimer’s disease.

HOWEVER, symptoms of Alzheimer’s disease are 
uncommon before age 40.

Tsou et al. 2020



Symptoms
• Changes in self-talk, 

adherence to routines

• Psychological changes

• Memory impairment

• Loss of previously 
mastered skills

• Incontinence

• Weight loss

• Seizures
• Higher rate

• Unsteady gait

• Swallowing difficulties

Menendez 2005, Ballard et al. 2016, Altuna et al. 2021



AD prevalence and average ages
• Prevalence of clinical 

Alzheimer’s disease
• Estimates vary

• 55% in those ages 50-59

• Greater than 75% in those 
ages 60 and older

• Average age at diagnosis
• 54 to 55 years old

• Average age at death
• 59 to 60 years old

McCarron et al. 2017, Sinai et al. 2018, Fortea et al. 2020, 
Rubenstein et al. 2024



Global Medical Care Guidelines
• For adults with Down syndrome younger 

than age 40, be cautious when 
diagnosing age-related, Alzheimer’s 
type dementia.

• Assess baseline function each year 
beginning at age 40.

• National Task Group Early Detection Screen 
for Dementia (NTG-EDSD)

https://www.the-ntg.org/ntg-edsd
https://www.the-ntg.org/ntg-edsd
https://www.the-ntg.org/ntg-edsd


Case 
• 35-year-old man with 

depressed mood, 
reduced verbal abilities, 
and a change in his 
ability to complete ADLs

• History and physical 
exam, lab testing, OT 
assessment

• “Does he have 
Alzheimer's disease?”



Case 
• 35-year-old man with 

depressed mood, 
reduced verbal abilities, 
and a change in his 
ability to complete ADLs

• History and physical 
exam, lab testing, OT 
assessment

• “Does he have 
Alzheimer's disease?”

• Diagnosed with celiac 
disease, vitamin B12 
deficiency, and depression 
(not Alzheimer’s)

• Treatment
• Gluten-free diet

• Occupational therapy

• Medications 



Screening
• National Task Group on 

Intellectual Disabilities 
and Dementia Practices 
– Early Detection Screen 
for Dementia

NTG-EDSD

https://adscresources.advocatehealth.com/ntg---early-detection-and-screen-for-dementia/
https://adscresources.advocatehealth.com/ntg---early-detection-and-screen-for-dementia/
https://adscresources.advocatehealth.com/ntg---early-detection-and-screen-for-dementia/


Treatment



Keep in mind
• Strengths and preferences

• Visuals

• “Videographic” memory

• Routine



Treatment approaches
• Optimize physical health

• Treat co-occurring medical conditions

• Sleep, healthy diet, physical activity, time for relaxation



Treatment approaches
• Counseling

• Can people with Down syndrome benefit from “talk” therapy?

• What happens during a therapy session?

• Are family members present during therapy sessions?

• What do you do if a person does not communicate verbally?



Treatment approaches
• Counseling

• Calming strategies/relaxation 
techniques

• Coping strategies

• Problem solving

• Social skills/social health



Treatment approaches
• Sensory strategies

• Proprioceptive input

• Everyday activities like 
chores

• Joint compression

• Vibration

• Weighted objects



Treatment approaches
• Medications

• Start low, go slow

• May need more than one medication

• Medications

• Antidepressants

• Benzodiazepines

• Nonbenzodiazepine anxiolytics

• Mood stabilizers

• Weaning?



Takeaways
• Typically, common behavioral characteristics are not a sign of 

mental illness.

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

• Physical, mental, and social health are interrelated.

• While mental health problems are more common in people with 
Down syndrome, there are many treatment approaches that can be 
used to help individuals recover.



Resources



Resources for health professionals

• Down Syndrome Medical Interest Group 
(DSMIG-USA)
• Project ECHO

• Webinars

• Resources

• Membership

• DSMIG - UK and Ireland

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


Resources for health professionals

Practicing Inclusive 

Mental Healthcare of 
Individuals with Down 

Syndrome

Psychotherapy 

Practice Guidelines 
(full document)

ID Mental Health 

Therapy Guidelines 
(summary)

https://ndss.org/resources/practicing-inclusive-mental-healthcare-individuals-down-syndrome
https://ndss.org/resources/practicing-inclusive-mental-healthcare-individuals-down-syndrome
https://ndss.org/resources/practicing-inclusive-mental-healthcare-individuals-down-syndrome
https://ndss.org/resources/practicing-inclusive-mental-healthcare-individuals-down-syndrome
https://www.rrtcnisonger.org/wp-content/uploads/2023/09/Guidelines-Final-for-Distribution.pdf
https://www.rrtcnisonger.org/wp-content/uploads/2023/09/Guidelines-Final-for-Distribution.pdf
https://www.rrtcnisonger.org/wp-content/uploads/2023/08/ID-Mental-Health-Therapy-Guidelines_FINAL_8.11.23.pdf
https://www.rrtcnisonger.org/wp-content/uploads/2023/08/ID-Mental-Health-Therapy-Guidelines_FINAL_8.11.23.pdf


Mental Wellness book

Available as a free 
PDF in English 
and Spanish

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

syndrome-2nd-edition/

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

syndrome-2nd-edition/

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


Articles
Addressing Challenges with Falling or 
Staying Asleep 

Affordable Sensory Equipment 

Depression in People with Down 
Syndrome 

Generalized Anxiety Disorder in People 
with Down Syndrome 

How to Cope with Stress 

Pain in People with Down Syndrome

Post-Traumatic Stress Disorder 

Proprioceptive Input

Psychotherapy for Individuals with 
Down Syndrome

Sensory Processing and Down 
Syndrome

https://adscresources.advocatehealth.com/addressing-challenges-with-falling-or-staying-asleep/
https://adscresources.advocatehealth.com/addressing-challenges-with-falling-or-staying-asleep/
https://adscresources.advocatehealth.com/resources/affordable-sensory-equipment/
https://adscresources.advocatehealth.com/depression-in-people-with-down-syndrome/
https://adscresources.advocatehealth.com/depression-in-people-with-down-syndrome/
https://adscresources.advocatehealth.com/generalized-anxiety-disorder-in-people-with-down-syndrome/
https://adscresources.advocatehealth.com/generalized-anxiety-disorder-in-people-with-down-syndrome/
https://adscresources.advocatehealth.com/resources/coping-with-stress/
https://adscresources.advocatehealth.com/resources/pain-in-people-with-ds/
https://adscresources.advocatehealth.com/post-traumatic-stress-disorder/
https://adscresources.advocatehealth.com/post-traumatic-stress-disorder/
https://adscresources.advocatehealth.com/post-traumatic-stress-disorder/
https://adscresources.advocatehealth.com/resources/proprioceptive-input/
https://adscresources.advocatehealth.com/resources/psychotherapy-for-individuals-with-ds/
https://adscresources.advocatehealth.com/resources/psychotherapy-for-individuals-with-ds/
https://adscresources.advocatehealth.com/sensory-processing-and-down-syndrome/
https://adscresources.advocatehealth.com/sensory-processing-and-down-syndrome/


Videos and visuals
Coping with Grief Story

Create a Morning or Bedtime Routine 
Visual

Guides to Healthy Eating and 
Drinking

My Emotions Triggers

Observable Signs of Emotions

Serving Sizes Video and Visual 

Things I Can and Cannot Control 
Visual

Things I Can Do to Help Me Calm 
Down

Tips for Being Physically Active Video

Tips for Dealing with Stress Video and 
Visual

Tips for Eating Healthy Meals 

When Staff Members Leave Story

When Things in My Life Change Story

 

https://adscresources.advocatehealth.com/resources/coping-with-grief-story/
https://adscresources.advocatehealth.com/resources/create-a-morning-or-bedtime-routine-visual/
https://adscresources.advocatehealth.com/resources/create-a-morning-or-bedtime-routine-visual/
https://adscresources.advocatehealth.com/resources/guides-to-healthy-eating-and-drinking/
https://adscresources.advocatehealth.com/resources/guides-to-healthy-eating-and-drinking/
https://adscresources.advocatehealth.com/resources/my-emotions-triggers/
https://adscresources.advocatehealth.com/resources/observable-signs-of-emotions/
https://adscresources.advocatehealth.com/serving-sizes-video/
https://adscresources.advocatehealth.com/resources/things-i-can-and-cannot-control-visual/
https://adscresources.advocatehealth.com/resources/things-i-can-and-cannot-control-visual/
https://adscresources.advocatehealth.com/resources/things-i-can-do-to-help-me-calm-down/
https://adscresources.advocatehealth.com/resources/things-i-can-do-to-help-me-calm-down/
https://adscresources.advocatehealth.com/resources/tips-for-being-physically-active-video/
https://adscresources.advocatehealth.com/tips-for-dealing-with-stress-video/
https://adscresources.advocatehealth.com/tips-for-dealing-with-stress-video/
https://adscresources.advocatehealth.com/resources/tips-for-eating-healthy-meals/
https://adscresources.advocatehealth.com/resources/when-staff-members-leave-story/
https://adscresources.advocatehealth.com/resources/when-things-in-my-life-change-story/


Webinars and podcasts
Aging and Alzheimer’s Disease in Adults with DS Webinar

Behavior Changes in Individuals with DS Webinar

Decline in Skills and Regression in Adolescents & Adults with DS Webinar

Healthy Aging in Adults with Down Syndrome Webinar

Sensory Processing Strategies to Promote Mental Wellness Webinar 

Sleep in Adolescents and Adults with DS Webinar 

The Recipe for Health: How to Nourish Your Mind and Body Webinar

https://adscresources.advocatehealth.com/aging-and-alzheimers-disease-in-adults-with-down-syndrome-webinar-recording-11102020/
https://adscresources.advocatehealth.com/behavior-changes-in-individuals-with-down-syndrome-webinar-recording-2232023/
https://adscresources.advocatehealth.com/decline-in-skills-and-regression-in-adolescents-and-adults-with-down-syndrome-webinar-recording-8312022/
https://adscresources.advocatehealth.com/resources/healthy-aging-in-adults-with-ds-webinar-10242024/
https://adscresources.advocatehealth.com/sensory-processing-strategies-to-promote-mental-wellness-in-people-with-down-syndrome-webinar-recording-5112022/
https://adscresources.advocatehealth.com/sleep-in-adolescents-and-adults-with-down-syndrome-webinar/
https://adscresources.advocatehealth.com/resources/the-recipe-for-health-how-to-nourish-your-mind-body-soul-webinar-recording-192025/


Resource lists by topic
Aging and Alzheimer’s Disease

Decline in Skills and Regression 

Exercise and Physical Activity 

Grief and Loss 

Mental Health 

Nutrition and Weight

Sensory

Sleep

Social Skills 

https://adscresources.advocatehealth.com/resources/?category=Aging,Alzheimer%27s%20Disease%20and%20Dementia
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
https://adscresources.advocatehealth.com/resources/?category=Mental%20Health
https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Weight
https://adscresources.advocatehealth.com/resources/?category=Sensory
https://adscresources.advocatehealth.com/resources/?category=Sleep
https://adscresources.advocatehealth.com/resources/?category=Social%20Skills


Adult Down 
Syndrome Center

• Resource Library

• Email List

• Facebook

• Instagram

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