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PREVALENCE OF MENTAL ILLNESS IN 
PEOPLE WITH INTELLECTUAL 
DISABILITIES 

Data Review 

Syndromes Vulnerable to Mental Illness 



Lunsky & Balogh, 2010 

• Adults with ID 

– Higher rates of emergency visits and psychiatric 
hospitalizations compared to the general 
population 

– More repeat hospital admissions 



Pyles, Muniz, Cade, & Silva (1997) 

• Prevalence 

– 24-40% 

– Use of psychotropic medication 

• Community Residential: 26-40% 

• Institutions: 35-50% 



Lunsky, Bradley, Gracey, Durbin, and 
Koegl (2009) 

• Gender Differences 

– Women 

• More likely to have a diagnosis of mood disorder and 
sexual abuse history 

– Men 

• More likely to have a substance abuse diagnosis, legal 
issues, and past destructive behavior 



Trauma 

• Adverse life events increase the odds of 
mental illness 

• People with ID experience more adverse life 
events and more mental illness 

• PTSD – re-experiencing; avoidance; 
hyperarousal  

• Difficulties with Diagnosis/Identification of 
Traumatic Life Events 

Sarah Wigham, Chris Hatton & John L. Taylor (2011): The Effects of Traumatizing Life Events on People with Intellectual 
Disabilities: A Systematic Review, Journal of Mental Health Research in Intellectual Disabilities, 4:1, 19-39 



Why the Higher Rates of Mental 
Illness? 

• Biological 

– Biological Abnormalities which affect the brain 

– Seizure Disorders are increased 

– Syndrome may be associated with higher risk of 
psychiatric disorder 

– Greater prevalence of physical illness 

– Risk for medical misdiagnoses 

– Sensory impairments 

 

Sovner & Des Noyers-Hurley (1989) 



  • Psychological 
– Often excluded from activities 

– Negative social reactions 

– Requires more assistance than others 

– More dependent on others 

 

• Personality Characteristics 
– Overdependence 

– Lack of confidence 

– Poor self-identity 

– Low self-esteem 

– Poor coping skills 

Sovner & Des Noyers-Hurley (1989) 



  • Social 
– Socially Isolated 

– Separate from same-age others as they reach 
adolescence 

– Often overtly shunned 

– Families arrange social activities 

– Agencies/families decide where person will live 

– Identify staff as friends (repeatedly rejected) 

– Easily victimized 

– Poorly developed social boundaries 

– May appreciate any attention 

– Prone to be sexually/financially exploited 

Sovner & Des Noyers-Hurley (1989) 



Terms 

• Dual Diagnosis 

– This term is used when 
intellectual/developmental disabilities are 
complicated by mental illness 

– Refers to a person who has intellectual disabilities 
and mental illness 

– In mental health, this term frequently refers to a 
person who has both mental illness and substance 
abuse issues 



National Alliance on Mental Illness 

• A mental illness is a condition that impacts a person's thinking, feeling or mood 
may affect and his or her ability to relate to others and function on a daily basis. 
Each person will have different experiences, even people with the same diagnosis. 

 
• Recovery, including meaningful roles in social life, school and work, is possible, 

especially when you start treatment early and play a strong role in your own 
recovery process. 

 
• A mental health condition isn’t the result of one event. Research suggests 

multiple, interlinking causes. Genetics, environment and lifestyle combine to 
influence whether someone develops a mental health condition. A stressful job or 
home life makes some people more susceptible, as do traumatic life events like 
being the victim of a crime. Biochemical processes and circuits as well as basic 
brain structure may play a role too. 

 
• - See more at: http://www.nami.org/Learn-More/Mental-Health-

Conditions#sthash.DBAdkvuR.dpuf 



DSM-5 Definition of Mental Disorder 

• Clinically significant disturbance in an individual’s cognition, 
emotion regulation, or behavior that reflects a dysfunction 
in the psychological, biological or developmental processes 
underlying mental functioning 

• Usually associated with significant distress or disability in 
social, occupational, or other important activities 

• An expectable or culturally approved response to a 
common stressor or loss, such as the death of a loved one, 
is not a mental disorder 

• Socially deviant behavior and conflicts that are primarily 
between the individual and society are not mental 
disorders unless the deviance or conflict results from a 
dysfunction in the individual, as described above.  



Specific Syndromes 

• Down Syndrome (www.ndss.org)  
– Almost ½ experience major mental health issues 

during lifetime 

– Most common 
• General anxiety 

• Repetitive obsessive-compulsive behavior 

• Oppositional, impulsive, and inattentive behavior 

• Sleep related difficulties 

• Depression 

• Autism Spectrum conditions 

• Dementia/Loss of cognitive skills 

http://www.ndss.org/


Down Syndrome – Youth and Young 
Adults (compared to ID) 

• Significantly higher rates of psychosis NOS or 
Depression with Psychotic Features (43% vs. 
13%) 

• Psychosis was predominantly seen in females 
with Down Syndrome 

• No group differences in anxiety and 
depression 

• ID group had significantly higher rates of 
bipolar and impulse control disorders 

 
Dykens et al, Psychiatric Disorders in 

adolescents and young adults with Down 
syndrome and other intellectual disabiltiies 



Fetal Alcohol Spectrum Disorders 

• www.fasdcenter.samhsa.gov 

• At risk for many mental disorders 

– Symptoms resemble disorder as well 

• ADHD 

• Personality disorders 

http://www.fasdcenter.samhsa.gov/


Autism Spectrum Disorder 

• www.nimh.nih.gov 

– Anxiety Disorder 

– ADHD 

– Depression 

– Other mental disorders 

http://www.nimh.nih.gov/


Fragile X Syndrome 

• www.nchpeg.org 

• Anxiety 

• Autism 

• ADHD 

• Emotional lability 

• Hyperarousal 

• Aggression 

http://www.nchpeg.org/


Prader-Willi  

• Increased risk for developing OCD 

Charlot & Beasley (2013) 



Velo-Cardio-Facial Syndrome 

• 22q11 deletion syndrome 

• 30% have ID 

• Cardiac defects; renal dysfunction; palate 
abnormalities 

• 25 times more likely to develop one or more 
of a number of neuropsychiatric symptoms 

• High rate of psychotic features (30%) 

• Depression and Anxiety are common 

Charlot & Beasley (2013) 



REASONS FOR REFERRAL TO 
MENTAL HEALTH SERVICES 

  



Referrals to Mental Health 

• Physical Aggression 

• Self-Harm 



Challenges in Diagnostics 

• Intellectual Distortion 
– effects of the diminished ability to think abstractly and 

communicate effectively 

• Psychosocial masking 
– effects of the developmental disability upon the 

content of the psychiatric symptoms 

• Cognitive disintegration 
– limited coping skills under stress.  

• Baseline exaggeration 
– Previous behaviors may increase in frequency/severity 

due to MI, but are dismissed as behavioral issues 

Sovner & Des Noyers-Hurley (1989) 



Description of Population in Forensic 
Mental Hospital 

• Characteristics of People with Intellectual 
Disabilities in a Secure U.S. Forensic Hospital 

– Jill Diane Stinson & Sharon Bradford Robbins 
(2014) Journal of Mental Health Research in 
Intellectual Disabilities, 7:4, 337-358 

 



Population 

• N = 235 

– Pervasive Developmental Disorders = 35 (14.9%) 

– Fetal Alcohol Syndrome = 18 (7.7%) 

– Traumatic Brain Injuries = 52 (22.1%) 

– IQ – Moderate ID = 20 (8.5%) 

– IQ – Mild ID = 55 (23.4%) 

– Borderline Intellectual Functioning = 55 (23.4%) 

 



ID with Moderate Deficits 

• More limited or no work experience 
• Little reported experience with normative intimate or romantic 

partnerships 
• Significantly less likely to be placed out of home due to reports of 

abuse or neglect 
• Reported fewer instances of abuse or maltreatment 
• Less likely to experience sexual abuse within the home during 

childhood and adolescence 
• Placed into residential care postadolescence in comparison with 

other subgroups for whom adolescent residential placements were 
common 

• Engaged in fewer self-harm behaviors 
• Similar rates of psychiatric need and comorbidity in comparison 

with other groups 
 



ID with Mild Deficits 

• Sporadic employment or highly structured vocational 
rehabilitation training 

• More likely to experience incidences of abuse and 
maltreatment in childhood, adolescence, or adulthood than 
other participant subgroups 

• Different in criminal offending – those in this group who 
had committed sexual offenses were significantly more 
likely to have committed sexual offenses in the community, 
and offenses against children, than persons belonging to 
other subgroups who committed sexual offenses 

• Less likely to be arrested for drug- and alcohol-related 
offenses. 
 



Borderline Intellectual Functioning 

• Often engaged in more formal or structured 
but short-term or sporadic work 

• Placed into residential care at an age older 
than the overall group average 

• Those who had committed sexual offenses 
were more likely to have engaged in sexual 
offending in the community and with children 

 



Fetal Alcohol Syndrome 

• Greater degree of impairment in multiple domains, early 
onset of problematic symptoms and behaviors, and 
increased needs with regard to treatment 

• More significantly variable employment history 
• Placed into residential care at relatively young ages 
• Very high rates of abuse and maltreatment, increased risk 

of intrafamilial sexual victimization, and increase likelihood 
of complex or multiple traumas. Exposed to a significantly 
greater degree of parental substance use problems. 

• Criminal histories demonstrated a greater likelihood of 
arrest for drug and alcohol use than their peers in other 



Pervasive Developmental Disorder 

• Least experience with formalized or sporadic employment 
• Few experiences with normative intimate or romantic 

partnerships 
• Placed into residential care far younger than their 

counterparts in other groups 
• Experienced significantly higher rates of abuse and 

maltreatment during childhood, adolescence, and 
adulthood.  

• Showed substantially higher levels of anxiety disorder 
(most frequent PTSD) (OCD/generalized anxiety) 

• Less likely to abuse alcohol; fewer alcohol or drug related 
arrests, less often met criteria for a substance use disorder 
 



Traumatic Brain Injury 

• Differed more substantially from their peers 
• Group was more variable in functioning 
• More people in this group had achieved higher levels of education 
• More likely to report stable and lasting structured employment in the community 
• More likely to have been married or involved in normative intimate or romantic 

partnerships 
• Often placed into residential care postadolescence and reported fewer instances 

of out-of-home placement during  childhood and adolescence. 
• Reported fewer instances of abuse or maltreatment overall as well as a decreased 

likelihood of childhood intrafamilial sexual victimization. 
• Least likely to demonstrate anxiety disorders 
• Significantly higher rates of seizure disorders 
• Lower rate of self-injurious behavior 
• More drug and alcohol related arrests; more likely to abuse alcohol 
• Those with sex offenses were less likely to have offended against children 



Comparisons with Other Research 

• Rates of mental illness exceed those found in 
previous research (95.7%, compared to 20 to 
64%) (71.9% met criteria for 2 or more Axis I DO) 

 
• 51.5% met diagnostic criteria for personality 

disorder (higher than what is observed in non-
offender populations, with or without ID; Most 
studies have indicated higher rates particularly 
with regard to antisocial personality disorder); 
our sample indicated that ASPD was the most 
frequently diagnosed PD followed by BPD 

 



Comparisons 

• Consistent with previous findings, participants with ID 
evidenced lower rates of substance use d/o and arrest 
than the literature suggests for offenders in 
correctional systems or offenders w/o ID in forensic 
systems 

 
• 31.7% of participants demonstrated a history of suicide 

attempts, with overall rates of self-harm reaching 
45.1%, with significant variability among groups – 
consistent with previous observations that these 
clients engage in frequent suicidal and self-injurious 
behavior 

 



Comparisons 

• Previous research suggested a stronger 
prevalence of childhood abuse and maltreatment 
among persons with ID in forensic systems – in 
this study, overall reports of adversity reached 
71.1% with physical and sexual abuse most 
common 
– Multiple forms of abuse were reported with 1.7 

categories of abuse on average per participant 
– Many additionally endorsed early adverse experiences 

in childhood and adolescence, including parental 
substance abuse and out-of-home placement 
resulting from neglect and other maltreatment 

 



Summary 

• Complications in treatment of this population 

– Behavior support 

– Psychiatry 

– Employment 

– Social skills 

– Substance use 

– Legal involvement 

– Serious trauma history 

 



UNDERSTANDING PSYCHIATRIC 
DIAGNOSES 

Review of Common Diagnoses 

Understanding Symptom Presentations in People with Intellectual 
Disabilities 



Anxiety Disorders 

• Acute Stress Disorder 

• Panic Disorder 

• Specific Phobia 

• Obsessive-Compulsive Disorder 

– Flushing/empting trash 

– Aggression due to blocking the compulsion 

• Generalized Anxiety Disorder 



Childhood Disorders 

• ADHD (ensuring that the disorder is not better 
described by another disorder) 

• Conduct Disorder 

• Oppositional Defiant Disorder 



Eating Disorders 

• Anorexia Nervosa 

• Bulimia Nervosa 



Mood Disorders 

• Major Depressive Disorder 

• Bipolar Disorder 

• Cyclothymic Disorder 

• Dysthymic Disorder 



Cognitive Disorders 

• Delirium 

• Dementia 



Personality Disorders 

• Paranoid Personality Disorder 

• Antisocial Personality Disorder 

• Obsessive-Compulsive Personality Disorder 

• Histrionic Personality Disorder 



Schizophrenia & Other Psychotic 
Disorders 

• Schizophrenia 
• Delusional Disorder 
• Schizoaffective Disorder 

 
• Delusions (thoughts) 
• Hallucinations (perceptions) 
• Disorganized Speech 
• Disorganized/Catatonic Behavior (resistant to 

movement) 
• Negative Symptoms (social withdrawal, blunted affect, 

difficulty with self-care, little pleasure) 



Substance-Related Disorders 

• Alcohol Dependence 

• Nicotine Dependence 

 



Borderline Personality Disorder 

• Pervasive Disorder of the Emotion Regulation 
System 

• BPD criterion behaviors function to regulate 
emotions or are a natural consequence of 
emotion dysregulation 

 



Borderline Personality Disorder 
  

• Emotional Dysregulation 

 

• Interpersonal 
Dysregulation 

• Self Dysregulation 

• Cognitive Dysregulation 

 

• Behavioral Dysregulation 

 

  

• Rapidly shifting feelings  
 and moods Problems with 
 anger 

 
• Chaotic relationships fear of 

being left alone/abandoned 
 
• Fluctuating or absent sense of 

self sense of emptiness 
 
• Dissociation 
 paranoid thinking/over-

personalization 
 
 
• Self-harm behaviors 
 impulsive behaviors 

 



Borderline Personality Disorder 

• Physical Dysregulation 

– Need to see physician 

– Convinced that they are ill 



Added to DSM V 

• Excoriation Disorder (skin-picking) 
• Hoarding Disorder 

– Persistent difficulty discardgin or parting with possessions, regardless of their actual value 
– Difficulty is due to a perceived need to save the items and to distress associated with 

discarding them 
– Difficulty discarding possessions results in the accumulation of possessions that congest and 

clutter active living areas and substantially compromoses their intended use 
– Hoarding causes clinically significant distress or impairment in social, occupational, or other 

important areas of functioning 
– Hoarding is not attributable to another medical condition/other mental disorder 

• Disruptive Mood Dysregulation Disorder 
– Severe recurrent temper outbursts manifested verbally and/or behaviorally that are grossly 

out of proportion in intensity or duration to the situation or provocation 
– Temper outbursts are inconsistent with developmental level 
– Temper outbursts occur, on average, 3-4 times per week 
– Mood between outbursts is persistently irritable or angry most of the day, nearly every day, 

and is observable by others 
– Symptoms present 12 months or more 

• Depressive Personality Disorder 



Case Study 

• Allen 

– Bipolar Disorder 

– Behavioral Presentation 

– Profound Deficits 

– Rapid Cycles 



Case Study 

• Joyce 

– Schizoaffective Disorder 

– PTSD 

– Attention-seeking behavior 

– Suicidal Gestures 

– Medication non-compliance 

– Mild Deficits 



Case Study 

• Jimmy 

– Seizure Disorder 

– Severe Deficits 

– Challenging Behavior 

• Jumping in pond 

• Throwing shoes away 



MONITORING SYMPTOMS OF 
MENTAL ILLNESS 

How do we know if people are improving? 

What do we monitor? 



What to Monitor? 

• Symptoms should match the diagnosis! 

 

• How does the symptom impact quality of life, 
ability to participate in activities, interact with 
others, or to communicate needs? 

 

• Evidence based monitoring! 



Sample Scale 

• 1 – no evidence of symptoms 

• 2 – some symptoms, minor, able to function in daily 
life, occasionally mentions symptoms 

• 3 – symptoms occur occasionally, when symptom 
occurs – it briefly disrupts daily life, however, can be 
redirected to participate 

• 4 – symptoms occur off and on throughout the day, 
some disruption in daily life, difficulties participating 

• 5 – symptoms are continuously present; person is 
completely preoccupied with symptoms, extremely 
difficult for them to function in daily life 



Sample Symptom Monitoring 

• Schizophrenia 
– Delusions: Joe says that he is the President. 

Sometimes, he will also say that he is with the CIA. 

– Hallucinations: Joe insists that someone is 
standing next to him. He frequently glances that 
way. At times, he just sits and stares. 

 

– To monitor: Each shift will rate 1-5 on the 
symptom checklist. (This will be graphed to 
present to the physician.) 



Other Symptoms to Monitor 

• Sleep 

• Mood 

• Specific behaviors (OCD – hand washing, skin 
picking, etc.) 

• Self-monitoring: Diary Cards, specific 
symptoms 

• For people with more severe deficits, may 
need to monitor baseline behaviors 



COMMUNICATING WITH THE 
PSYCHIATRIST 

Being Prepared for an Initial Appointment 

Giving Feedback to the Psychiatrist after Starting Medication 



Important Information (FBA) 

• History of emotional/physical or sexual abuse 

• Significant medical procedures 

• Family Disruption 

• Educational Milestones 

• Environmental Changes 

• Grief or Loss 

• Change of Jobs 

• Social Support 



Some Assessments for ID/MI 

• www.idspublishing.com 

– Reiss Scales for Children’s Dual Diagnosis 

– Reiss Screen for Maladaptive Behavior 

– Reiss Profile of Human Needs ID 

• www.disabilityconsultants.org 

– Diagnostic Assessment for the Severely Handicapped 
II (DASH II) 

– Assessment of Dual Diagnosis (ADD) 

– Psychopathology Instrument for MR Adults (PIMRA) 

 

http://www.idspublishing.com/
http://www.disabilityconsultants.org/


Things to Consider during the 
Appointment 

• Appointments are usually brief 

• Sometimes people say ‘yes’ to please or when 
they don’t understand 

• People have difficulty describing their 
experiences fully 

• Sometimes staff’s desperation communicates 
itself during the appointment! 

• Who attends the appointment? 

• What about allergies? 



Data-based Interactions 

• KEEP A MEDICATION HISTORY!!!! 

• Changing one thing at a time – medication or 
behavior support? 

• Using symptom-monitoring to make informed 
decisions 

• Speaking up if you/consumer don’t agree with 
the physician 

• If consumer doesn’t like medications, make 
sure that the physician knows this! 

 



OTHER TREATMENTS 
Is Medication the Only Option? 



Comprehensive Treatment 

• Consider diagnoses when considering a 
medication 

• Be sure that other issues are being treated 
(medical conditions) 

• May need behavior support/therapy in addition 
to medication; OT; PT; Speech; Sensory needs 

• Try least restrictive first! 
• Weigh your options: this medication with these 

potential side effects versus quality of life 
• DBT Skills/Mindfulness training 



Case Study 

• Gary 

– PTSD 

– Mild Deficits 

– Limited mobility 

– Visual impairment due to medication 

– Challenging behavior: Jumping off the 
van/Encopresis 



Case Study 

• Michael 

– Moderate Deficits 

– Challenging Behavior: Attempted overdose 



Case Study 

• Donna 

– Mild Deficits 

– Challenging behavior: Pica; Aggression 



Case Study 

• Roberta 

– Mild deficits 

– Schizophrenia 

– Bad side effects with medication 



Psychotropic Medication 

• Individualized response probably higher 

• Adverse effects may be more unexpected 

• Difficulties in communicating 

• Functional handicap may mask some sign of 
medication toxicity 

• Stereotypic behaviors 

• More susceptible to developing withdrawal 
symptoms 


