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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
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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 more
about the history, clinical course, the
context
– https://www.mdedge.com/psychiatry/article/62455/antipsychoticspatients-without-psychosis
– https://www.washingtonpost.com/national/health-science/apsychiatrist-thinks-some-patients-are-better-off-withoutantipsychotic-drugs/2013/12/06/547f5680-48aa-11e3-a1963544a03c2351_story.html
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WHY RISPERIDONE WON’T HELP YOUR
TOOTHACHE - HEALTH PROBLEMS
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 with developmental disabilities: Associations
with family 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
• Baxter et al., Cooper et al., 2006; Felce et al., 2008; Lennox
et al., 2007.
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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

• “….individuals with ID who have more mental and physical
health problems have higher odds of displaying aggressive
behaviour than those with fewer and less severe physical
health problems.”

•
•

G ardner W . & W halen J. (1996) D iscussion: a m ultim odal analytic m odel for evaluating the effects of m edical problem s
on nonspecific behavioral sym ptom s in persons w ith developm ental disabilities. B ehavioral Interventions 11, 147 161.
Crocker, A. G., Prokić, A., Morin, D., & Reyes, A. (2014). Intellectual disability and co-occurring mental health and physical disorders
in aggressive behaviour. Journal of Intellectual Disability Research, 58(11), 1032-1044.
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Other 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, bmjqs2015.

– Being bitten during the Physical Exam may
impact the doctor’s clarity of thought about
the case…
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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”
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Bauman, 2008
Medical Comorbidities in Autism:
Challenges to Diagnosis and Treatment
• Children with ASDs and other IDDs have
missed medical problems that may cause
agitated behaviors and reduce functioning
overall…..
– Direct and indirect effects of medical problems can
derail developmental progress
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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
Charlot 2021
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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?

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”
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Non-psychiatric health problems
among psychiatric inpatients with
Intellectual Disabilities.
• 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..•

C harlot, L., A bend, S ., R avin, P ., M astis, K ., H unt, A ., & D eutsch, C .
Journal of Intellectual D isability R esearch doi:10.1111/j.13652788.2010.01294.x
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MEDICATIONS
Per Cent of Inpts Taking Multiple
Psychoactive Agents
100
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69

Two or >

Three or >

0

44
Four or >
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AVERAGE NUMBER of MEDICATIONS per
Patient at time of ADMISSION
6
5
4
3

5.02
2.94
1.98

2
1
0
PSYCHOACTIVE

OTHER

ALL
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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
Medical
N
Per Cent
– (Spearman r+ .32, p < 0.0001)

41%

A medical issue seemed to be the
cause of the problem behaviors
leading to the admission

Diagnoses
Constipation

118

60%

GERD*

76

38%

Seizure D/O

50

25%

Hypothyroidism

38

19%

Hypertension

37

19%

Anemia

36

18%

Other
Neurological

33

17%
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Multidisciplinary Evaluation
Cases
• Most frequent psych diagnostic changes
were from Bipolar D. and Psychotic d/os to:
– Anxiety
– PTSD
– Depression
– Medical causes of presumed psychiatric distress
• Underappreciate or under treated medical concerns
• Not helped by at least, and possibly sick from too many
drugs
• Poor fit of living situation to need
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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”
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Easy things to treat, and to help all
of which provoke emotional and
behavioral distress
•
•
•
•
•
•
•
•
•
•

Constipation
Acid reflux
Sedation
Muscle stiffness, EPS
Urinary retention
Orthostasis
Dehydration
UTIs
Dental issues
Missed cases of encephalopathy
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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 with intellectual disabilities: an
overview. Research in Developmental
Disabilities 30, 572-86.
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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.

Charlot 2021

19

MEDICAL DIAGNOSES n=65

consultation cases
Medical Diagnoses

N = 65

Dysphagia

22%

Dental problems

15%

Dystonia

26%

EPS

48%

Otitis Media

11%
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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
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.
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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
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PATHWAYS & DEVELOPMENT
• longitudinal studies > pathways from childhood
to adult forms of illness elucidated
• Cicchetti & Toth, 2009

• Goal > Examine transactions between bio risk,
environmental influences and later adult outcomes
• Early findings suggest that the effects of the
environmental context on brain development
(structural and neurochemical effects) in turn have
an impact on responses to later environmental
influences over the course of development
– These effects may be mediated by the timing of
stress.
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Intake Questions
• Please request, fight for and find medical
records that include at least:
– Most recent PE
– Most recent labs
– Any medical studies done, ever …if possible
and results from the MD (not a summary from
agency staff)
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Get the story!
• Drug treatment history can be critical
– Why started, why stopped?
– Do they work for the symptoms for which they were
described?
– Does anyone know the side effects?
– When dugs changes were initiated, what else was
going on?

• Actual notes from other MDs (not just psychiatists)
• Psychological testing
• History from birth, development
Charlot 2021
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Think of ND Profile:
Vulnerabilities
• If he or she went to the doctor alone, what
would the doctor learn about nature of the
person’s health as it is now and as it was in
the past?
• How reliable is the person at self-report of
internal states?
• If its up to informants to report most of the
key info, will they provide an accurate and
reliable history?
• Why do we care about this?
• Why is a timeline important?
Charlot 2021

27

9

11/12/21

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
What is considered in a risk-benefit analysis

• What’s the difference between a behavior and a
symptom?
• Why is it critical to get someone a more accurate
psychiatric diagnosis?
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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 DISNGOSIS
Charlot 2021

29

START Resource Center Guests
Psychiatric
Diagnosis
N = 30
Anxiety
Psychosis
Bipolar
Depression

Referral
Diagnosis
% (f)

Start Diagnostic
Impression

10 % (3)
40% (12)

47% (14)
3% (1)

13% (4)

3% (1)

6% (2)

23% (7)

33% (10)

0 % (0)

ADHD

27% (8)

27% (8)

PTSD or S trong T raum a
Influence

10% (3)

63% (19)

Borderline PD

17% (5)
47% (14)

0% (0)
57% (17)

Behavior

ASD

disorders (ICD, ODD, IED)

Welch's t-test

% (f)
t(47.54) = -3.392, d = .419 p = .001
t(43.09) = 3.27, d = .395 p = .002
t(40.23) = 2.05 , d = .315,

p = .047

t(50.64) = -1.20, d = 3.23,p = .235

t(54.55) = -4.13, d= .438 p < .001
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Why is everyone on an AP (AntiPsychotic) Drug?
• What is an atypical AP drug?
• What is a first generation AP drug?
• What is most important to consider when
looking at a history of use?
• Is it ever considered rationale to be on 4 or
more psychotropics?
• Can doing that make it harder to get well?
• What about multiple AP drugs?
Charlot 2021
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Why are they BACK??????
• Haldol
• Thorazine
• CATIE studies
• What was learned in
these studies?
• Any studies that did
OT exclude people
with
neurodevelopmental
challenges????
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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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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.”
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Are the newer AP drugs really
better?
•
•
•

Newer research suggests the FGAs are not better than older
medications in terms of neruological side effects
Some studies finding this used haloperidol in higher doses as a
comparison drug
Most critical >> individual profile of each drug’s impact on various
neurotransmitter systems and the individual’s risk issues… like
already have 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).
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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.
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Be a Cautious Consumer of the
Research

Seriously?

Thioridazine (Mellaril) a
psycho-sedative
virtually free of sideeffects.
– LJ Le Vann Alberta Medical
Bulletin, 1961
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Don’t give up…if you know the person

is still distressed, unwell
no one questions diagnosis
he/she has not had a thorough medical work-up, or is not
getting all he or she needs
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Overcome Barriers
• Recognize clues that
behavior change may
be d/t illness, side
effects, physical
distress or non
medical stressors,
poor environments TRAUMA
• Addressing these
concerns are primary
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Other References (where I know the
author pretty well ):
Charlot, L. R., Doerfler, L. A., & McLaren, J. L. (2020). Psychotropic
medications use and side effects of individuals with intellectual
and developmental disabilities. Journal of Intellectual Disability
Research, 64(11), 852-863.
Charlot, L., Sheehan, R., & Hassiotis, A. (2019). Use of Medications
in the Treatment of Aggressive Behavior. In Handbook of
Intellectual Disabilities (pp. 661-681). Springer, Cham.
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