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"How can we care for our patients, man, 
if nobody cares for us?"
• Workplaces have cultures
• Often these do cascade down from the top, down to the people 

who work there but have little authority - less pay and less 
power
• One of the most significant factors associated with positive 

outcomes for recipients seems to be related to this concept
• This may be crucial when life and death situations arise, even 

rarely
• Its true for sure when harm may come to people if decisions are 

not thoughtful
• Its true when you did your best, but outcomes are still poor

CHARLOT, 2021
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Law 14 
House of 

God : 
Connection 
comes first.

• “This applies not only in 
medicine, but in any of your 
significant relationships. If you 
are connected, you can talk 
about anything, and deal with 
anything; if you're not 
connected, you can't talk 
about anything, or deal 
with anything……”
• “Isolation is deadly, 

connection heals.”
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Looking at How We Diagnose…..
• “As a neurologist and a medical internist, this pattern of assessment 

goes very much against our grain. We were trained never to rely 
exclusively on behaviors for a diagnosis, because behaviors — like limps, 
clumsy fingers, or coughs — can have many different causes. So can 
problems reading or paying attention. Instead, we work backward from 
behaviors to locate specific causes in the nervous system, because 
effectively directing treatment requires correctly identifying 
the source of dysfunction. The distinction between behavioral and 
causal approaches is important, because adopting one approach or the 
other has profound consequences for how we understand and treat 
children with behavioral and learning challenges, and for how we 
organize our educational, healthcare, and even parenting practices.”
• https://www.thenewatlantis.com/publications/the-mislabeled-child

CHARLOT, 2021
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HEALTH 
PROBLEMS
of Individuals 

with 
ID/ASD…….

• Have higher rates of medical 
problems

• Have a High Rate of Unmet Health 
Needs
• Often lack access to appropriate 

and effective health care 
• Beange, McElduff, & Baker, 2005; 

Cooper et al., 2004. 

• Lindly, O. J., Chavez, A . E., & Zuckerman, K. E. 
(2016). Unmet health services need among US 
children w ith developmental disabilities: 
Associations w ith fam ily impact and child 
functioning. Journal of developmental and behavioral 
pediatrics: JDBP , 37(9), 712.

• Previously missed problems are 
found at high rates when screens 
and health checks are used 
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Why do medical problems get 
missed….Poor self-report means we often rely on 
informants’ reports:

• Similar to the problems with 
reporting mood symptoms

• Informants often will state 
very definitively that the 
person they support does 
not have pain or physical 
distress or is faking it for 
“attention”

CHARLOT, 2021
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It’s important to distinguish causes from 
effects.
• Many times, we need to be skeptical of diagnoses based just on 

“behaviors” or symptoms, without understanding 
• WHO is being affected?
• WHY is she distressed?
• Why is she unwell?
• WHY NOW?

CHARLOT, 2021
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What does it mean to rule out medical 
problems first?
• When a person is seen for a psychiatric issue – the doctor will 

want to rule out medical causes of any of the symptoms seen

• What does rule it out really mean?
• Evaluate patient for conditions that might cause the symptoms in 

question

• At what point can the clinician say with certainty that symptoms 
are not provoked by a medical problem?
• Does this differ based on the symptom in question?

• Does it differ based on who is being asked?

CHARLOT, 2021
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Telling someone you feel poorly without 
words
• High tolerance for pain
• OR I demonstrate pain differently

• If I scream, hit etc maybe that IS how I say I am in pain…..

• Who then has the high tolerance for the pain?
• At times sadly, we tolerate our patient’s pain because we miss it

• Maybe what seems a high tolerance for pain is really that I express it 
unexpected ways 

CHARLOT, 2021
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Presenting problem presented to the doctor

• Two Descriptions of the same person:

• "25-year-old female, feeling anxious and can’t breathe,’ history of 
panic attack,’" vs. 
• "25-year-old female, short of breath, tightness in chest, two weeks 

postpartum." 

• In the first case, one is dealing with a possible anxiety attack, while 
the wording of the second example demonstrates clinical 
suspicion for pulmonary embolism (PE).

CHARLOT, 2021
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Remember what “Medically Cleared” means for 
our clients/patients:

• African investigation of patients with aggressive 
behavior being assessed in ED
• Notes when aggressive, full medical 

assessment is not always done 
• Found over 24% had a medical issue 

contributing to the aggression
• “Aggression is not a diagnosis…..” 

• Saloojee, S. (2015). Routine pre admission laboratory 
screening investigations in aggressive patients who require 
sedation in the emergency department–necessary or 
unnecessary. South African Journal of Psychiatry, 15(3), 5.

C H A R L O T ,  2 0 2 1
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Reasons Medical Diagnostic Errors or Omissions May 
occur

• “Disruptive behaviours displayed by patients 
seem to induce doctors to make diagnostic 
errors.”

• Schmidt, H. G., van Gog, T., Schuit, S. C., Van den Berge, K., Van 
Daele, P. L., Bueving, H., ... & Mamede, S. (2016). Do patients’ 
disruptive behaviours influence the accuracy of a doctor's diagnosis? A 
randomised experiment. BMJ quality & safety, bmjqs-2015.

• Being bitten during the Physical Exam 
may impact the doctor’s clarity of 
thought about the case…

C H A R L O T ,  2 0 2 1
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Physical Illness and 
Challenging Behavior

• Physical illness has been directly linked to problem 
behaviors in people with IDD 
•Most people with IDD are referred for 

psychiatric care due to problem behaviors i.e. 
aggression, SIB, disruptive behaviors

• Gardner W. & Whalen J. (1996) Discussion: a multimodal analytic model for evaluating the effects of medical 
problems on nonspecific behavioral symptoms in persons with developmental disabilities. Behavioral 
Interventions 11, 147�161.

C H A R L O T ,  2 0 2 1
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JAMES
• James –a 28 year old male with moderate ID and 

ASD

• H/O – outbursts “melt downs” with aggression, 
self-injury and he also  threw himself to the floor
• Doing well, then began flopping on the floor again

• This “behavior” didn’t seem to respond to usual 
interventions

• James is found to have orthostasis due to a recent 
medication change

C H A R L O T ,  2 0 2 1
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NED 
• 17 y/o male with AD, limited speech, 

recent increase in agitated behaviors, 
decreased cooperation with 
activities, increased appetite, some 
gagging noted at times
• MULTIPLE HIGH DOSES OF AP 

DRUGS, AND 2:1 STAFFING
• Attempts to modify his Behavior 

Plan and day activity schedule –
ineffective 

• Asking --- what kinds of behavioral 
and psychiatric treatments can help 
get better control over his problem 
behaviors?

C H A R L O T ,  2 0 2 1

u Review of history revealed some 

clues that GI issues might be a 
problem

u GI evaluation revealed significant 
esophageal effects from GERD, 

likely present for some time

u Patient was also significantly 
constipated

u Treating medical problems 
markedly decreased his agitated 

behaviors  

u His mother said he was a “new 
person”

15
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Non-psychiatric health problems among 
psychiatric inpatients with Intellectual 
Disabilities. 

• Charlot, L., Abend, S., Ravin, P., Mastis, K., Hunt, A., & Deutsch, C. Journal of 
Intellectual Disability Research doi:10.1111/j.1365-2788.2010.01294.x

C H A R L O T ,  2 0 2 1

• 10 bed locked inpt psychiatric 
service

• general medical facility
• Age 16 and up 
• 60% Males
• 47% Mild ID, 40% Mod., 13% S/P 

ID
• Patients with IDD
• All – acute psychiatric >>>inpt 

level of care

My nurses were on the cutting edge..

16

MEDICATIONS 
Per Cent of Inpts Taking Multiple 

Psychoactive Agents 

86 69 44 210

50

100

Two or > Three or > Four or > Five or > 
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17

RESULTS
• Inpatients with more medical diagnoses had longer lengths of

stay
• (r+ .32, p < 0.0001).

• Inpatients taking more psychoactive medications had more 
medical problems
• (Spearman r+ .32, p < 0.0001)

C H A R L O T ,  2 0 2 1

Medical 
Diagnoses

N Per Cent

Constipation 118 60%

GERD* 76 38%

Seizure D/O 50 25%

Hypothyroidism 38 19%

Hypertension 37 19%

Anemia 36 18%

Other 
Neurological

33 17%

For 41% the medical 

issue seemed to be the cause of 

the problem behaviors leading 
to the admission

18
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Multidisciplinary Evaluation Cases

• Frequently, it is reported that specific medical issues 
suspected are:
• Faked for attention
• Were ruled out

• What if you have persistent stomach pain, and your family 
has to speak for you at the PCP and tells the doctor, its 
nothing, you just fake those things “for attention”

CHARLOT, 2021
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Easy things to 
treat, and to 

help all of 
which 

provoke 
emotional and 

behavioral 
distress

CHARLOT, 2021

Constipation Acid reflux Sedation

Muscle 
stiffness, EPS

Urinary 
retention Orthostasis

Dehydration UTIs Dental issues

Missed cases of 
encephalopathy

20

Take the CONSTIPATION T-F QUIZ

TRUE OR FALSE?
1. If constipation is suspected, and we send person with IDD to 

PCP, and she says “he’s fine” we can stop worrying about that.
2. If the person with IDD only complains about stomach aches 

when he isn’t getting any attention, it’s probably a “behavior.”
3. When an X-Ray is taken of the person’s abdomen, and the 

radiology report says its ”negative”, we don’t have to worry.
4. If the person is given a stool softener, they won’t get 

constipated.
5. If the person is taking bowel medications like Metamucil – no 

worries for constipation 

CHARLOT, 2021
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Cases of new or worsening incontinence: Ask 
the doctor, could there be urinary retention?

• Probably more common among people with IDD, 
many of whom have neuromotor challenges, 
hypotonia
• Emptying the bladder requires a motor response
•Neurogenic bladder may occur in people with ID 

associated disorders also impacting neuromotor –
muscle systems 

CHARLOT, 2021

22

Urinary Retention Caused by Drugs
• drugs with anticholinergic activity (e.g. antipsychotic drugs, 

antidepressant agents and anticholinergic respiratory agents)
• BENZTROPINE (COGENTIN)

• opioids and anesthetics
• alpha-adrenoceptor agonists

• CLONIDINE
• GUANFACINE

• Benzodiazepines
• NSAIDs
• detrusor relaxants

• DETROL, DITROPIN
• calcium channel antagonists

CHARLOT, 2021

23

Early Warning Signs of Dehydration

• Fatigue

•Dry lips
• Low BP
• Increased frequency, but low amounts of urination
•Constipation
• Sometimes, person looks depressed

CHARLOT, 2021
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Drugs associated with orthostasis

•Drugs that have hypotension as a side effect, including:
•Nitrates
• Erectile dysfunction medications
•Drugs for Parkinson's disease
• Antipsychotics-Neuroleptics
• Anti-anxiety agents
• Sedative-hypnotics
• Tricyclic antidepressants

CHARLOT, 2021
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Delirium or Acute Encephalopathy
• Caused by underlying medical condition, substance 

intoxication, or medication side effect

• Encephalopathy causes altered mental status due to 
generalized brain dysfunction resulting from reversible 
systemic metabolic or toxic processes

• Why we DO NOT jump to dementia as a diagnosis 
when there are Mental Status Changes….
• Encephalopathy aka Brain fog can be cleared often 

without trace challenges

• Dementia – mostly just progresses

CHARLOT, 2021
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Does the patient need Depakote for her mood 
regulation? YET….Mood Dysregulation may be from….

•Dehydration

•Headache
•Constipation
•Dizziness s/t orthostasis
•Complicated sleep architecture
•Dental problems
• Acid reflux

CHARLOT, 2021
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“Forced Vomiting”

•Most any of these medical concerns may be viewed as 
done intentionally when the source is not clear
• The RN explained to me that she had not seen that the 

patient had GERD
• So, how do you SEE IT? 
•Describe what does GERD look like from across the 

room?

CHARLOT, 2021
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Looking AT GERD
…..what we might see…

• Burps a lot 
• Sometimes holds chest, complains of 

chest pain
• Complains of sore throats
• Complains of stomach aches
• Makes himself vomit on purpose
• Seems to have food coming back up after 

eating
• Coughs while eating, or right after eating:
• Barium swallow or other swallowing 

study revealed dysphagia/aspiration 
• Diet was changed from a regular diet to 

one requiring:
• cut up foods
• pureed foods
• thickened liquids

• Swallowing problems were severe enough 
that a feeding tube was placed 

• Diagnosis of repeated aspirations by history
• Problems swallowing food
• Choking, coughing excessively and gagging 

during meals or when drinking fluids 
• Individual seems to be avoiding swallowing 

foods or eating foods that are difficult to 
swallow 

• Individual has been spitting up food while 
attempting to swallow or clearly has been 
pocketing food and resisting swallowing food

• Has sores in mouth

29

ROUND UP THE USUAL 
SUSPECTS

• CONSTIPATION
• ACID REFLUX
• SEDATION
• DRUG INDUCED MOVEMENT PROBLEMS
• INFECTIONS
• DENTAL PROBLEMS
• SLEEP APNEA
• UTIs >> URINARY RETENTION
• EXCESSIVE FOOD DRIVE, HUNGER
• DEHYDRATION
• TOXIC METABOLIC STATES 

C H A R L O T ,  2 0 2 1
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A quick review of seizures….

• About 25-30% of people with IDD will have a history of a 
seizure or epilepsy
• A seizure DISORDER
•More than a single seizure or acute seizures related to a 

resolving or treatable underlying cause 
• i.e. a high fever, drug induced 

•Many of our clients get placed on Anti-Epilepsy drugs or 
AEDs for years when they don’t have an actual epilepsy or 
seizure disorder

CHARLOT, 2021

31

Seizure subtypes

Generalized Tonic Clonic or GTC

Absence (Brief loss of consciousness)
Myoclonic  (Sporadic jerking movements)
Clonic (Repetitive jerking movements)
Tonic (Muscle stiffness)
Atonic (Loss of muscle tone)

CHARLOT, 2021
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Seizures and Challenging Behaviors (CBs)

• When is the most common time in the course of epilepsy that a 
person will display aggressive behavior?
• RARE ever for a seizure = aggressive behavior
• CBs more from medications used, anxiety and effects to brain that also 

cause seizures

• Treatment
• If a person is not seizure-free on a good dosage of a single AED, then 

adding a second will make them seizure-free only about 10% of the 
time. 
• The second drug may help, but not usually to the point of complete 

control. 
• Two drugs have more side effects than does one drug, and three drugs 

more than two.

CHARLOT, 2021
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Seizure Imitators….

• Fainting (syncope)
•Mini-strokes (transient ischemic attacks or TIAs)
•Hypoglycemia (low blood sugar)Migraine with confusion
• Sleep disorders, such as narcolepsy and others
•Movement disorders: tics, tremors, dystonia
• Fluctuating problems with body metabolism
• Panic attacks
•Nonepileptic (psychogenic) seizures

CHARLOT, 2021
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“ONE PILL MAKES 
YOU LARGER, 
ONE PILL MAKES 
YOU SMALL, BUT…”

The ones your doctor gives you….
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TRENDS in PSYCHOPHARMACOLOGIC TREATMENT 
of Individuals with IDD
• People with ID: 

• Treated with PSYCH MEDS at HIGH rates
• Often treated for off label indications

• More likely for reduction of non-specific signs of agitation (aggression, SIB, 
tantrums, etc)

• Treated with high rates of multi-drug regimens
• Is current practice is really “evidence based” ?

• Particular concerns about extensive use of AP drugs
• Experts who carefully review data conclude evidence is POOR for 

practice

• Multi-drug regimens are now the NORM
• NO EVIDENCE BASE exists for this

Matson, J.L. & Neal, D. (2009) Psychotropic medication use for

challenging behaviors in persons w ith intellectual disabilities: an

overview. Research in Developmental

Disabilities 30, 572-86. 
C H A R L O T ,  2 0 2 1
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Skyrocketing rates of psychoactive medication 
use 
• “Among 33,565 children with ASD, 64% had a filled 

prescription for at least 1 psychotropic 
medication, 35% had evidence of psychotropic 
polypharmacy (≥2 classes), and 15% used medications 
from ≥3 classes concurrently.”

• Based on review of administrative claims database from a large US 
commercial health plan

• “Despite minimal evidence of the effectiveness or 
appropriateness of multidrug treatment of ASD, 
psychotropic medications are commonly used, singly and 
in combination, for ASD and its co-occurring conditions.
• Spencer, D., Marshall, J., Post, B., Kulakodlu, M., Newschaffer, C., Dennen, T., ... & Jain, A. (2013). Psychotropic 

medication use and polypharmacy in children with autism spectrum disorders. Pediatrics, 132(5), 833-840.

C H A R L O T ,  2 0 2 1
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OUTCOMES May Differ for People 
with Neurodevelopmental Disorders 
& ADES: Ex. ADHD • 4-week placebo-controlled within-

subject study compared 
methylphenidate, different doses with 
placebo.  

• 72 children with ASD

• “These rates contrast with a 
discontinuation rate due to adverse 
events of less than 5% and 
improvement rate of more than 70% in 
hyperactive children without pervasive 
developmental disorders (Greenhill et 
al., 2001).”  p145

18% 

48% 
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70% 
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10% 
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40% 
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80% 

DC Rate Improved 

Rates of DC due to ADEs  
& Improvement with 

Methylphenidate 

ASD & ADHD 

ADHD 
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Recognize When the Issues 
are not Drug-Responsive

• Children with ASD and ADHD had a much 
less robust response to methylphenidate than 
children with ADHD alone
• No evidence that antipsychotics really help 

PTSD or aggression for more than short term 
management

• No evidence that multiple drugs work well or 
at all for challenging behaviors 

• Drug side effects are significant drivers 
of CBs and irritability

C H A R L O T ,  2 0 2 1
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Consult Cases n = 50

Medical Diagnosis for N=50 Per cent 
Constipation 70% 
GERD 42% 
Seizures current or past 42% 
Obesity 34%
Hypothyroid 28%
Other EPS (Tremor, Dro etc.) 30%
Ear wax 20%
Headaches 18%
Menses problems i.e . am en o rrh ea , s ig  d isco m fo rt 18%
Anemia 16%
Dental issues 12%
Seasonal allergies 12%
Hyperlipidemia 12% 
Dysphagia 12%
Dystonia 12%
Visual impairment 12%
Scoliosis 12%
Low sodium 12%
Cerebral Palsy 10%
Renal i.e. DI, hydronephrosis 10%
Sleep apnea 8%

CHARLOT, 2021
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Current Practices: We 
know what “best 
practice” is …but do we 
follow our own advice?

• “She generally gave 
herself very good advice, 
(though she very seldom 
followed it).”

Lewis Carrol
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What Do We learn from RCTs 
(Randomized Controlled Trials)?
• “The majority of RCTs are of short duration, with treatment 

periods of 6–12 weeks. Three RCTs of 6 months duration 
in children with autism and disruptive behavioral 
disorders have demonstrated significant weight gain 
and a higher risk of extrapyramidal side effects in 
children treated long term (Luby et al. 2006; Nagaraj et al. 
2006; Reyes et al. 2006).”

• Pringsheim, Tamara, et al. "Metabolic and neurological complications of second-generation antipsychotic 
use in children." Drug safety 34.8 (2011): 651-668

CHARLOT, 2021
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Prescription of potentially inappropriate 
meds to older people with IDD

• People with ID - more likely than general pop to be prescribed
• Medications with anticholinergic effects
• Intermediate- or long-acting benzodiazepines
• Antipsychotics 

• Also had more years with prescription 
• Except for benzodiazepines, cohort with IDD prescribed larger amounts
• People with IDD >>>  less likely than general pop. to be prescribed non-steroidal anti-

inflammatory drugs (NSAIDs). 

• Axmon, A., Sandberg, M., Ahlström, G., & Midlöv, P. (2017). Prescription of 
potentially inappropriate medications among older people with intellectual 
disability: a register study. BMC Pharmacology and Toxicology, 18(1), 68.

CHARLOT, 2021
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Prescription of potentially inappropriate 
medications among older people with 
intellectual disability: a register study
• “Although prescription of potentially inappropriate medications 

overall is more common among people with ID than in the 
general population, the opposite pattern is found for medications 
for pain management. This may be a result of pain being under-
recognized and under-treated in this population. Thus, there is a 
need for training as well as increased knowledge and awareness 
among care and health care professionals regarding signs of 
adverse effects and the need of continuous evaluation of 
treatment in this vulnerable group.”

CHARLOT, 2021
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Stress effects cause and worsen movement 
disorders
• Psychosocial stress

• Stress related to acute illness, 
especially infections
•May make the movement 

disorder seem volitional 
• Beware of caregivers thinking 

falls are intentional

CHARLOT, 2021
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Law 15 : 
Learn 

empathy

“Put yourself in the 
other person's shoes, 
feelingly. When you find 
someone who shows 
empathy, follow, watch, 
and learn.”
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Recent Case

• Misdiagnosed with Bipolar disorder
• Treated with antipsychotics, anti-epilepsy drugs and lithium
• Takes other drugs for side effects of those drugs that cause 

constipation
• Develops a bowel obstructions
• Develops serious lithium toxicity and Diabetes Insipidus
• On and on an on – nearly died multiple times
• Still at risk
• All starting with the WRONG DIAGNOSIS

CHARLOT, 2021
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Effectiveness of 
antipsychotic 
drugs in patients 
with chronic 
schizophrenia: 
CATIE Studies.

• “The majority of patients in 
each group discontinued their 
assigned treatment owing to 
inefficacy or intolerable side 
effects or for other reasons.”
• This included 74% of 1493 

patients with schizophrenia

• Lieberman, J. A ., Stroup, T. S., McEvoy, J. P., 
Swartz, M. S., Rosenheck, R. A ., Perkins, D. 
O., ... & Severe, J. (2005). Effectiveness of 
antipsychotic drugs in patients with chronic 
schizophrenia. New England Journal of 
Medicine, 353(12), 1209-1223.
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Why are they BACK??????

• Haldol
• Thorazine
• CATIE studies
• Old and new worked about the 

same
• What was learned in these 

studies?
• Unless these drugs REALLY help 

your psychotic symptoms a 
GREAT DEAL
• You won’t want to take them

49

Tyrer, P., Oliver-Africano, P. C., Ahmed, Z., Bouras, N., Cooray, S., Deb, S., ... & Kramo, 

K. (2008). Risperidone, haloperidol, and placebo in the 
treatment of aggressive challenging behaviour in patients 
with intellectual disability: a randomised controlled 
trial. The Lancet, 371(9606), 57-63.

• 80 patients with IDD  
• Aggression “decreased substantially” by 4 weeks, with the placebo 

group showing the greatest change 
• no important differences between the treatments adverse effects
• “patients given placebo showed no evidence at any time points of worse 

response than did patients assigned to either of the antipsychotic drugs.”

• “Antipsychotic drugs should no longer be regarded as an acceptable 
routine treatment for aggressive challenging behaviour in people 
with intellectual disability.”

CHARLOT, 2021
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How do the various antipsychotic drugs differ?
• Most critical >> individual profile of each drug’s impact on various 

neurotransmitter systems and the individual’s risk issues… i.e. person 
already having a brain impairment

• Peluso, Michael J., et al. "Extrapyramidal motor side-effects of first-and second-
generation antipsychotic drugs." The British Journal of Psychiatry 200.5 (2012): 387-
392.

• Recent study showed people with ID have higher rates of drug induced 
movement disorders

• Parkinsonian symptoms, akathisia and neuroleptic malignant 
syndrome….NMS found to occur more often in people with IDD 
• (Sheehan et al. 2017; Brophy et al. 2018). 

CHARLOT, 2021
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Newer AP drugs and neuromotor side effects

• The promise was they would not cause movement disorders
• “In contrast to previous studies using haloperidol as 
the representative FGA, “ there were no significant 
differences in the CATIE trial between 
perphenazine and SGAs in the proportion of 
patients exhibiting parkinsonism” 

• Caroff, S. N., Hurford, I., Lybrand, J., & Campbell, E. C. (2011). Movement disorders induced by antipsychotic 
drugs: implications of the CATIE schizophrenia trial. Neurologic clinics, 29(1), 127-148.

CHARLOT, 2021
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Why don’t we diagnose side effects like 
movement disorders more often?

Me to my brother:
“Remember how you never 
found me when we played 
hide-and- seek?”

My brother back to me:
“Did you know that I never 
looked?”

CHARLOT, 2021
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SEDATION

•One of the most common 
side effects
• Slowing of movements

•Can be very debilitating
•Caregivers may 

underestimate the impact or 
embrace it!

• As a teen, Nicole was very well 
behaved  and much less irritable at 
certain times….

CHARLOT, 2021
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Drugs Prescribed for Psych, Psych drug side 
effects or seizures R+ with Hyponatremia 

• amiloride, 
• aripiprazole, 
• thiazide diuretics, 
• bromocriptine, 
• carbamazepine, 
• desmopressin
• donepezil
• duloxetine 
• gabapentin
• haloperidol

• levetiracetam
• mirtazapine
• oxcarbazepine
• oxytocin,
• quetiapine 
• selective serotonin reuptake 

inhibitors
• trazodone
• venlafaxine
• zonisamide

55

Low Sodium or Hyponatremia 
•Nausea and vomiting
•Headache
•Confusion
• Loss of energy, drowsiness and fatigue
• Restlessness and irritability
•Muscle weakness, spasms or cramps
• Seizures
•Coma

CHARLOT, 2021
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Delirium Dementia

ONSET Abrupt, though initial loss of mental 

clarity may be subtle 

Insidious and progressive 

DURATION Hours to days (though can be 

prolonged) 

Months to years

ATTENTION Reduced ability to focus, sustain, or 

shift attention is a hallmark feature, 
occurring early in presentation 

Normal unless severe 

dementia 

AWARENESS Fluctuating (making assessment at 

multiple timepoints necessary), 
reduced level of consciousness and 
impaired orientation 

Generally intact 

SPEECH Incoherent, disorganized; distractible 

in conversation 

Ordered, may develop 

anomia or aphasia 

OTHER 

FEATURES

Hyperactive, hypoactive, mixed 

psychomotor, d/o sleep duration and 
architecture; perceptual disturbances 

fluctuations in cognition are 

a feature of Lewy body 
dementia 
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Congenital Movement Disorders are a risk 
factor for Drug Induced Movement Disorders
• People with IDD have baseline neuromotor abnormalities, sometimes 

subtle and not easily appreciated 
• Medications may worsen existing problems, especially symptoms like 

swallowing problems, gait problems
• Our patients have high rates of polypharmacy
• Drug induced motor problems may be missed in our patients
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Determinants of physical health parameters in 
individuals with intellectual disability who use 
long-term antipsychotics
• Investigated presence, determinants of antipsychotics-related health 

symptoms
• Extrapyramidal symptoms = 53% 
• Overweight = 46%.
• Use of atypical antipsychotics –r+ elevated glucose & blood pressure.

• 99 individuals with ID who had used antipsychotics for more than one year 
for behavioural symptom
• Higher age and more Severe ID r+ with dyskinesia
• Higher dosage of AP r+ with parkinsonism

• de Kuijper, G ., Mulder, H ., Evenhuis, H ., Scholte , F., Visser, F., & Hoekstra, P. J. (2013). Determinants 
of physical health parameters in individuals w ith intellectual disability who use long-term 
antipsychotics. Research in developmental disabilities, 34(9), 2799-2809.
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Sheehan, R., Horsfall, L., Strydom, A., 
Osborn, D., Walters, K., & Hassiotis, A. 
(2017). Movement side effects of 
antipsychotic drugs in adults with 
and without intellectual disability: 
UK population-based cohort 
study. British Medical Journal, 7(8), e017406. 
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Long Term AP Drug Exposure
• “….most patients on long-term antipsychotic treatment have 

a persistent movement disorder, which makes this a side 
effect which needs urgent consideration.” (P155)
• “We were surprised by the paucity of notes in the 
patient files about movement disorder side effects.”
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• “Clinicians who prescribe antipsychotics to 
individuals with intellectual disability should 
carefully balance the potential benefits of 
prolonged treatment against the risk of health 
hazards associated with the use of 
antipsychotics.”

de Kuijper et al., (2013)
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Why is it so difficult to reduce antipsychotic 
and other psychoactive medications? 
Neuroleptic Discontinuation Syndromes
• Frequently missed
• Looks like Relapse

• More common and worse when person has significant 
drug-induced movement disorder

• Irritability, agitation and increased CBs may occur with:
• Exacerbation of movement problems
• Motor restlessness (? Tardive akathisia)
• Decreased sleep
• Poor PO intake

CHARLOT, 2021
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AHMED: Reducing AP medications

• Reduced or discontinued AP drugs 
• 50% of Ss off or on sig less medication without increased 

CBs
• Noted those returned to baseline doses had higher DISCUS 

scores (measures of drug induced movement disorder)
• Those dc’d med or sig decreased med showed much 

improved activity levels, engagement

• Ahmed, Z., FRASER, W., Kerr, M. P., Kiernan, C., Emerson, E., Robertson, J., ... & Thomas, J. (2000). Reducing antipsychotic 
medication in people with a learning disability. The British Journal of Psychiatry, 176(1), 42-46.
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Predictors of Success or 
Failure to DC Drugs

• Variables accounting for difference were..
• “mainly in staff and environmental 
characteristics.” {NOT actual patient 
behavior…}

• Staff training, beliefs and attitudes seemed to impact 
choice to put medication doses back up
• Staff anxiety…..
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Placebo By Proxy

• POST RX -- FREQ < (p = .002) SEVERITY < (p = .003) 
over 8 days of placebo 
• Significant day-to-day r+ between parents' mood and 

tantrum frequency (r = .23) and severity (r = .19).
• “Children's response to treatment for tantrums is 
associated with the beliefs and mood of the adult 
carer.”

Whalley & Hyland, 2012.
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Reverse Placebo by Proxy????

•Why, sometimes I've 
believed as many as six 
impossible things before 
breakfast.”

• Lewis Carroll, Alice In 
Wonderland
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Discontinuation of long-term used 
antipsychotics for behavioral symptoms 
• D/C of antipsychotics prescribed for (CBs) challenging behaviors
• 98 residents w/ IDD, age 15–66 -- 3 providers – in Netherlands
• used AP drugs for >/ =1 year

• Multi-centre parallel-group study
• 2 D/C schedules - 14 and 28 weeks 
• Tapered 12.5% q 2-4 weeks

• Outcomes measure = Aberrant Behavior Checklist
• Kuijper, G., Evenhuis, H., Minderaa, R. B., & Hoekstra, P. J. (2014). Effects of 

controlled discontinuation of long-term used antipsychotics for behavioural
symptoms in individuals with intellectual disability. 
Journal of Intellectual Disability Research, 58(1), 71-83.
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Why do the drugs seem to help until they 
don’t?      Placebo By Proxy?
• “…patient's response to therapy…is affected by the 

behavior of other people who know that the patient is 
undergoing therapy.”
•N = 58 children - aged 2-5 yrs w/ “frequent tantrums”
•Given “a pharmacologically inert substance (flower essence)”
•OUTCOMES = tantrum freq. & severity & parental mood 

• Whalley B, Hyland ME. Placebo by proxy: the effect of parents’ beliefs on therapy for children’s temper tantrums. J Behav Med 2012; e-pub ahead of print 12 May 
2012.

CHARLOT, 2021

69



4/23/22

24

Discontinuation of long-term used 
antipsychotics for behavioral symptoms

• 43/98 complete dc
• 7 put back on some medication
•Others… much lower doses
• Sig improvement in ABC measures for those tapered off 

or on lower doses
• “Higher ratings of extrapyramidal and 
autonomic symptoms at baseline were 
associated with less improvement of behavioural
symptoms after discontinuation..”
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Repeating the same actions, expecting 
different results: When the 
polypharmacy hasn’t helped
•When the drugs given for your symptoms don’t do much to 

help your symptoms, consider tapering carefully, one at a 
time and have a back up plan for dealing with upticks in 
problems
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Brief version of steps in tapering psychotropic 
medications
• Verify everyone involved feels the drug to be tapered was not helpful and should be 

eliminated.
• Verify everyone involved understands transient increases in symptoms and challenges 

are expected 
• but don’t usually mean one needs the medication
• that all are prepared to work through these to allow the taper to be completed

• Identify target symptoms (supposed to have been impacted by drug to be tapered).
• Develop very clear operational definitions for targets.
• Identify at least one target indicating wellness.
• Identify objective indications of success -staying at “baseline” or displaying 

improvements
• Identify the rate of taper (i.e. 10% of total daily dose each 4-8 weeks)
• Take 2-4 weeks of baseline data re “targets” (depending on expected rates)
• Have multiple informants complete the Aberrant Behavior Checklist
• Take and record vitals, BM pattern, eating and fluid intake, weight and 24-hour sleep 

pattern as well as detailed seizure log if seizures are present.
CHARLOT, 2021
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Brief version of steps in tapering psychotropic 
medications
• Conduct thorough assessment of any drug related and congenital movement symptoms video if possible

• include careful assessment for drooling, tremors, muscle stiffness, dystonic symptoms such as torticollis, limb and 
truncal dystonias, adventitious oral buccal movements, Occulo-Gyric Crises (OGC), gait abnormalities, or any other 
extra-pyramidal symptoms (EPS)

• Conduct additional assessments
• identify contextual influences in ABA terms, setting events and context of Neurodevelopmental Profile

• Take data on factors that have influence - certain events or situations
• Create - implement plan to address factors identified in the above assessment 

• i.e. treat constipation, adding in help with transitions, using a visual schedule, relaxations tactics etc.

• Outline what additional interventions, training needed so caregivers are prepared
• Outline plans for responding to emergent movement disorder or new symptoms indicating 

presence of a potentially medication responsive psychiatric disorder 
• i.e. it becomes clear person has severe anxiety and is not on a benzodiazepine, short term use may be helpful. 

• Provide training, employ “set ups” for any new or increased “intervention tools” 
• Outline contingency plans for increased symptoms

• what would be done first? i.e. a medical assessment with PCP 
• at what point if the alternative tools do not help – will a medication be added or the tapered drug replaced?

• Outline plan for updates on progress (i.e. meet monthly or every 2 weeks). 

• Identify responsible party for data summaries. 
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Rational Psychopharmacology

•What do Best Practice guidelines tell us is needed to 
initiate use of psychotropics in people with IDD?
• Comprehensive, Multid. Evaluation
• Dev-Bio-Psycho-Social assessment
• Person centered and strength based
• Dev-Bio-Psycho-Social treatment – never just drugs …..
• Data, goals – how will it be clear its helping? Not helping?
• Eliminate drugs that don’t work
• Conduct a risk-benefit analysis

CHARLOT, 2021

74

Clearly Identifying the Risks and Barriers
• Some concerns: 
• Often decisions about how well tolerated drugs are, are not made by the 

person taking the drug
• Complaints of possible side effects are ignored, referred to as "somatic 

complaints" aimed at "attentions seeking"
• Medication refusals are viewed as examples of non-compliance
• Many people do not complain reliably or at all
• Parents who don't want their kids over medicated are described as "difficult 

parents"
• Even kind caregivers may seek medications to control aggressive behavior
• Multiple psychiatric diagnoses are associated with multiple medications
• Multi-modal care may not be accessible for many people
• Doctors often pressured to do something, seeking the magic pill

Laurie Charlot, Ph.D.CHARLOT, 2021
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Insist on Non-Medical Interventions Too….
Apply “Multi-Modal” Approaches
•Meaningful engagement
•Ways to feel competent, valued
• Positive Behavior Supports
• Sensory Interventions
• Speech services
• Enough support for daily living
• Transportation, PCAs 

• Some modified group and individual therapies

CHARLOT, 2021

76

Get the data you need….

• Be sure the events or spells are not  pre-diagnosed by 
caregivers
• Teach them to report WHAT THEY SEE
•Call it an “event” or an “occurrence”
•When did it start?
•Draw a picture with words
•Use event recordings
•USE VIDEO!!!!!

• Teach people to use clear “operational definitions”
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Be a Cautious Consumer of the Research

•Thioridazine (Mellaril) a 
psycho-sedative virtually 
free of side-effects.

• LJ Le Vann - Alberta Medical 
Bulletin, 1961
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Preventing and Reducing 
Polypharmacy: 
I Believe Prevention is Best

Laurie Charlot, Ph.D.CHARLOT, 2021
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Law 17 : Learn your trade, in the 
world. Your patient is never only 
the patient, but the family, friends, 
community, history, the climate, 
where the water comes from and 
where the garbage goes. 
Your patient is the world.
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