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“MY ADVICE TO OTHER DISABLED PEOPLE WOULD BE - CONCENTRATE
ON THINGS YOUR DISABILITY DOESN’T PREVENT YOU DOING WELL, AND
DON’T REGRET THE THINGS IT INTERFERES WITH. DON’T BE DISABLED
IN SPIRIT AS WELL AS PHYSICALLY.” -STEPHEN HAWKING



OBJECTIVES

 Learners will be able to compare and contrast a 
critical event change in a stable individual, 
including parameters for normal versus 
abnormal vital signs. 

 Learners will be able to defend the crucial role of 
vital signs in bedside clinical assessments.

 Learners will be able to develop an assessment 
and action plan for one adverse event scenario.  

 Learners will be able to critique an example of an 
adverse event scenario and be able to outline a 
plan of action in the event it occurs again.



EXAM OBSERVATION

 Crucial first step:
• Don’t touch, just observe and listen!



EXAM OBSERVATION (CONTINUED)

 General observation of the person
 Constitution (How does the person look?)

 Look and assess what you see
 For example: What are some of their changes in behavior or 

physical presentation?
 Exhibiting outbursts
 Increased self-injurious behaviors
 Looks lethargic, appears weak, in mild distress, or no distress

 How did they look when you first saw them?
 How did they enter the room? 

 Ambulated independently
 Ambulated with assistance
 Walker
 Wheelchair

 Positioning (off-loading pain)
 Sad, happy, agitated, writhing, anxious



EXAM OBSERVATION (CONTINUED)

 Objective and subjective findings
 Continue to ask the DSPs for their input 

 What did they see, witness, hear (did the person say what 
was bothering them, or did they point to a body part, or 
guard an area when someone was near them)?

 What are their thoughts? 
 Continue to listen to DSPs, LPNs, RNs, and people 

around the person you are observing
 Continue to make yourself available to hear the 

people and their input
 Continue to involve the entire health care team

 Input
 Ask for help or information when you don’t know the 

answer or want a second opinion



EXAM OBSERVATION (CONTINUED)

 Observe the systems
• Integumentary
• Cardiac
• Respiratory
• GI
• GU
• Neurological

• (systems above are only examples; observe all the 
body systems for a holistic view of the person)



OBSERVE THE SYSTEMS

 Integumentary
• Reported changes, both objective and/or subjective



OBSERVE THE SYSTEMS (CONTINUED)

 Cardiac
 Reported changes, both objective and/or subjective



OBSERVE THE SYSTEMS (CONTINUED)

 Respiratory
• Reported changes, both objective and/or subjective



OBSERVE THE SYSTEMS (CONTINUED)

 GI
• Reported changes, both objective and/or subjective



OBSERVE THE SYSTEMS (CONTINUED)

 GU
• Reported changes, both objective and/or subjective



OBSERVE THE SYSTEMS (CONTINUED)

 Neurological
• Reported changes, both objective and/or subjective



EXAM OBSERVATION (CONTINUED)

 What are some of their changes in gait?



EXAM OBSERVATION (CONTINUED)

 What are some of their changes in mentation?



EXAM OBSERVATION (CONTINUED)

 What are some of their changes in adaptive 
behaviors?



EXAM OBSERVATION (CONTINUED)

 How accessible is the patient. The patient may 
refuse to have you touch a certain area. 
 You reach out for them and they withdraw because of 

presence of pain
 This may be important related to your findings

• Guarding could be due to pain or discomfort
• Refusal to eat may be due to pain in the mouth, 

throat, or esophagus



WHAT YOU MIGHT HEAR?
 A caregiver might say:

• “The person just appears different.”
• “Something isn’t right.”
• “I have a bad feeling about this change.”
• “Can you be a second set of eyes and tell me what you 

think?”
 A caregiver might report:

 Decrease in activity or appetite
 Increase in “acting out”
 Changes in baseline



WHEN WILL YOU SEE THESE CHANGES?



STRENGTH AND SENSORY CHANGES

 Strength assessment
 Learn history of the person
 Demonstrated weakness (different from baseline) 

 Assessment of ADLs 
 Ambulation

 Sensory (cold and hot temperature changes)
 Associated with neurological exam

 Back of the reflex hammer (metal, cold)
 Discerning variations in fluid temperature

 Consideration for diabetics
 Oral temperature sensation
 Discrimination between hot and cold 

reaches a threshold
• Burns
• Loss of feeling
• Numbness



STRENGTH AND SENSORY CHANGES (CONTINUED)

 Vibrations
 Neurological exam
 Discriminating vibrations from vibratory instrument



ENVIRONMENTAL ASSESSMENT

 Often not included in the assessment…but should be…
 Ask about…

 Contact exposure
 Exposure to someone else who is sick
 Ask the DSP if anyone else at home or work/day program 

is sick
 Changes in living situation

 New caregiver, new agency, new roommate, new house 
mate

 Changes in staff



ENVIRONMENTAL ASSESSMENT (CONTINUED)

 Behaviors are off.  You might think it is pain or 
illness, but it is actually from a change in the 
environment 
 the person working with them isn’t their normal staff
 they have a new house mate and they aren’t sure they like the 

person yet
 they don’t like the new staff’s cooking…)

 Be sure to get the history piece of the assessment.  It 
can open your eyes to many possible causes of the 
change in behavior.



PHYSICAL EXAM

 Through the history and review of systems 
(ROS), additional information can be added.
• HEENT
• Cardio-respiratory
• GI
• GU
• Neuro



PHYSICAL EXAM (CONTINUED)

 HEENT
• Activity related to the head and neck

• Increased head banging
• Presence of pain in the head and/or neck

• Sinus infection
• New onset headache

• Hitting ear; scratching ear
• Otitis media

• Check for infections



PHYSICAL EXAM (CONTINUED)

 Cardio-respiratory
• Unusual pacing, increased activity, or agitation

• Arrhythmias 
• Palpitations
• Fluttering in the chest
• Lightheadedness
• Dizziness

• Increased adrenergic response (adrenaline leads to more activity and 
signs or symptoms of agitation)

• Increased swelling 
• Lower extremity edema, CHF

• Back pain in the setting of HTN
• Aortic dissection
• Aortic aneurysm (effect from accelerated HTN)

• Check for infections



PHYSICAL EXAM (CONTINUED)

 GI
• guarding, restlessness, pacing, agitation, weight 

change, BM changes, change in skin color, screaming
 GU

• agitation, guarding, appetite change, aggression in 
the bathroom (in general, or specifically with 
toileting)

 Neuro
• generalized weakness (objectively or subjectively 

reported), a change from baseline, weakness (specific 
or generalized)



VITAL SIGNS 
 Vital signs (VS) are VITAL!
 Record and think about each VS individually. 

• Early in the disease process, there may only be one 
abnormal VS.

• Abnormal oxygen saturation (less than 95%)
• Pulse greater than 100
• Fever is 100.4 (adults)

• You still want to look at the entire VS scenario, but 
also look for individual changes that are tip-offs.

• Global interpretation of VS versus respect to the 
disease entity itself.

• Elemental interpretation of VS as being subtle indicators 
for underlying disease process.



VITAL SIGNS (CONTINUED)

 Record and assess individually. 
• When ordered by the doctor
• When required before medication administration
• When a change from baseline is noted and more 

information is needed



VITAL SIGNS (CONTINUED)

 What are the subtle signs of pneumonia??



PAIN!
 The 5th vital sign!

 Manifestation
 Change in activity
 Change in behavior
 Guarding

 Can be from a wide range of causes
 Infection

 Renal
 GI

 Neurological
 Hemorrhage
 Cerebral bleed
 Tumor 
 Stroke

 Apply it to the differential diagnosis



PAIN (CONTINUED)

 Pain scales specific to IDD. 

• Familiarize yourself with these
Facial Action Coding Scale 
(FACES)
Abbey Pain Scale
Pain Assessment in Advanced 
Dementia Scale (PAINAD)



FACIAL ACTION CODING SCALE (FACS)

• Page 14 of DDA’s Nursing Health and Safety Assessment 
Form



ABBEY PAIN SCALE

 Page 14 of DDA’s 
Nursing Health and 
Safety Assessment 
Form



PAIN ASSESSMENT IN ADVANCED
DEMENTIA SCALE (PAINAD)



INFORMATION FROM DSPS

 Blood pressure (BP)
 Pulse (P)
 Respirations (R)
 Temperature (T)
 Pulse oximetry (if available)

• especially for people with underlying respiratory 
problems including COPD, asthma, OSA, etc. 



INFORMATION FROM DSPS (CONTINUED)

 DSPs are more than date gatherers; they must be 
thoughtful in their level of “assessment” and 
what they gather to present to us

 Continue to elevate them within the context of 
our jobs as nurses and respect their roles within 
the healthcare team



WHY KNOW THE ETIOLOGY?
 The etiology of the ID/DD may have an impact on the 

differential diagnosis as manifested by early signs and 
symptoms.

 Biomedical (neurodevelopmental; onset before adulthood)
 Environmental causes

 Prenatal (FAS)
 Perinatal
 Postnatal (lead toxicity, heavy metal, acquired brain injury)

 Genetic causes (study of heredity and the variation of 
inherited characteristics)
 Chromosomal abnormality (Trisomy 23)
 Single gene
 Microarray abnormality (PW, DiGeorge)
 Multifactorial and idiopathic (spina bifida, hydrocephaly, 

and CP)
 Exome/Geome abnormality



WHY KNOW THE ETIOLOGY? (CONTINUED)

 Neurodevelopmental disorders
 commonality or hallmark of neurodevelopmental disorders 

 associated with cerebrogenic disorders or those disorders that affect the brain; 
co-occurring disorders
 Intellectual Disabilities---most common. 
 Seizures
 Sensory Impairment
 Neuro-motor dysfunction
 Abnormal behavioral disorder ( Autism/Self-injurious)

 Those with ID have a 20-25% chance of having the other disorders.

 Common secondary health consequences
 Dental
 Aspiration pneumonia ( dysphagia)
 Decubiti ulcers
 Constipation
 Osteoporosis
 Nutritional deficiencies

 Syndrome-specific conditions involving other aspects of the body
 Skeletal/connective tissue, metabolic, cardio-respiratory, gastrointestinal



WHY KNOW THE ETIOLOGY? (CONTINUED)

 May have a direct bearing on the acute assessment and 
differential diagnosis, and possibly the method of 
treatment. 
• Down Syndrome 

[dizziness, neck pain, weakness -> axillo-atlas subluxation; impingements 
(C1, C2); vascular deviations (congenital heart, valvular, and other 
cardiac concerns); signs and symptoms consistent with dementia]

• Prader-Willi 
(obesity, CV disease, MI, pulmonary obstructive disease, obstructive sleep 
apnea)

• Cerebral Palsy 
• contractures leading to malnutrition/decubiti, sepsis infection, 

pneumonia, occult fractures, osteoporosis
• Williams

• Associated with cardiovascular abnormalities (aortic stenosis), 
hypertension, dental problems, alterations in connective tissue, 
hypercalcemia, and altered behavior

• Autism – regressive isolating behavior disorder
• intrauterine infections



WHAT IS THE LEADING CAUSE OF
HOSPITAL ADMISSIONS?



WHAT IS THE MOST COMMON MEDICATION
ERROR LEADING TO ED VISITS AND
HOSPITALIZATIONS?



MEDICATION LIST AND DIAGNOSES

 Must be familiar with medication list and 
correlate with acute problem list. 
 Familiarity with health passport, HCMP

 RNs: Instruct the LPNs and DSPs of where to look for 
information on our DDA forms

 Be mindful of central nervous system effects of 
certain drugs



YOUNGER PATIENTS

 Consider acute changes in physical and/or mental 
status 
 Could be related to illicit drug utilization

 Chronic drinking
 Smoking (leads to many additional health concerns)
 Drug use

 Consider sexual activity in your assessment
 A non-emergency condition, but report it (DSPs to 

LPNs and RNs, and RNs to DRs) and take action



EVIDENCE-BASED PRACTICE GUIDELINES

 Cite specific documents that should be familiar to 
audience participants.
 DDNA webpage

 www.ddna.org
 Sign in
 Go to “education”, then “my courses”.  Read the 

information and take the exams to earn CE hours 
(aspiration, nutrition, desensitization with doctors and 
dentists, and infection prevention)

 Go to “education” and “resources” and click to learn more 
information on a topic of interest.



COMPREHENSIVE RESOURCE

 Health Care for People with Intellectual and 
Developmental Disabilities Across the Lifespan 
Part I and II – Rubin, Merrick, Greydanus, and 
Patel; 2016)



ADDITIONAL RESOURCES
 http://www.surreyplace.on.ca/documents/Primary%20Care/Primary%20Care%2

0of%20Adults%20with%20Developmental%20Disabilities%20Canadian%20Co
nsensus%20Guidelines.pdf

 Canadian consensus guidelines for the primary care of adults with I/DD
 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3093586/

 AAFP

 Down Syndrome Heath Care Guidelines
 http://www.ndss.org/Resources/Health-Care/Health-Care-Guidelines/Adult-Health-

Care-Guidelines/

 National Down Syndrome Society
 www.ndss.org

 Dementia Baseline Screening

 DDA Health Initiative https://ucedd.georgetown.edu/DDA/



ADDITIONAL RESOURCES

 Fragile X
 fragilex.org

 ucp.org.aacpdm.org
 autism-society.org
 spinabifidaassociation.org

 AAIDD
 aaidd.org



RESOURCE UTILIZATION

 Lisa Brace, RN transition specialist
• 202-687-8721 (office)
• 202-394-6024 (mobile)
• lmb270@georgetown.edu

 Michael Sigelman, RN nurse educator
• 202-687-5274 (office)
• mss311@georgetown.edu

 Kim Bullock, MD
 202-687-0925 (office-Healy Medical Building)
 kab75@georgetown.edu


