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ñBe like a duck. Calm on 

the surface, but always 

paddling like the dickens 

underneath.ò 

 

Michael Caine 

2006 
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My goal for this session: 
To provide you with an overview ï a review 

ï of I/DD nursing 

 ü To review the Nursing Process & the Standards of  DD 

Nursing Practice 

ü To explore the role of the nurse in health supports 

ü To discuss common health issues for persons with I/DD  

ü To identify factors to consider when determining health 

needs 

ü To discuss barriers to quality health support and identify 

strategies to employ 

ü To consider the basic principles of behavioral 

intervention & the nurseôs role in behavior support 
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Now ï what was it 

they told us in 

Nursing School?? 
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The Nursing Process 
Â A comprehensive process to identify & address 
health needs 

Â Applied to all nursing care and all settings  

Â Includes following components:   

   A ð D ð P ð I ð E  

ÃAssess ï Bio-Psycho-Social Assessment 

Â Comprehensive assessment by RN 

Â Focused assessment by LPN 

ÃDiagnose ï Identify health issues/needs 

ÃPlan ï develop intervention strategies/plan 

Ã Implement ï intervene to address issues  

ÃEvaluate ï re-evaluate to determine efficacy 

Â  
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Scope of Practice 

ÂConsider Scope of Practice ï  for RNôs  &  
LPNôs ï throughout the Nursing Process  

 

Â Each individual state determines the nursing scope of 
practice for licensed nurses. 

 

Â In general, most states agree that the scopes of 
practice are not interchangeable. 

 

Â Nurses (and providers) must understand the scope of 
practice and the practice restrictions for the state. 



2 

Copyright  2011  --   SDMRN 7 

Scope of Practice ï in summary 

 

LPN/LVN 
Â Assessment ï completes focused 

assessment & reports findings 

Â Diagnosis ï participates to identify 
health issues 

Â Planning ï participates in planning 

 

Â Implementing ï completes specific 
nursing tasks as assigned/indicated 
 

 

Â Evaluation ï collects and reports 
data & nursing observations 

 

Â Educating ï educates caregivers & 
client in accordance with plan 

Â UAPôs ï may assign specific tasks 
to caregivers 

 

RN 
Â Assessment ï completes 

comprehensive assessment 

Â Diagnosis ï identifies nursing 
diagnoses 

Â Planning ï develops nursing plan 
of care 

Â Implementing ï completes specific 
nursing tasks; assures proper 
assignment & completion of tasks to 
team members 

Â Evaluation ï completes on-going 
analysis of data and plan; revises 
as indicated 

Â Educating ï develops education 
plan for caregivers & client 

Â UAPôs ï may delegate tasks to 
caregivers if allowed 

By way of example, most states approach the differences 

in scopes of practice similarly: 
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1 st ï Just because the 
population is unique  doesnôt 
mean the Nursing Process is 
different.  
 

2 nd  ï While the Nursing 
Process remains unchanged, 
the nurseôs approach  often 
needs to be modified to 
address the consumerôs specific 
challenges or limitations.  

APPLYING the NURSING PROCESS 

Consider your approach  

when the person has:  

ÂCognitive Deficit 

ÂCommunication Limitation 

ÂCognitive and Communication 

Limitation 

ÂMental Health Concern 

ÂAnxiety or Fear 

ÂTactile Defensiveness 
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Cognitive Deficits 

ÂRely on observation skills during 

assessment 

Â Include caregivers 

ÂQuality training of DSPôS 
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Communication Limitations 

ÂóNon-traditionalô means of communication 

ÂAugmentative communication devices 

Â Include family or primary caregiver 

ÂVisual and hearing impairments ï use 

alternate methods to communicate 
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Cognitive and 

Communication 

Limitations 

ÂOften results in a delay in recognizing or 

reporting illness Ą Ą person being much 

more ill by time of initial evaluation/consult 

Â Determine a baseline and observe for subtle 

signs of illness 

Â All team members and support staff must be 

involved ï to help detect illness and/or 

changes in health status early 
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Mental Health Concerns 
Â High prevalence 

ÂMay complicate assessments 

Â Determine & use ñwhat worksò 

Â Determine underlying issue(s) 

Â Identify behavioral manifestations 

Â Assess at least initially & with changes  

Â Evaluate longitudinally  
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Anxiety or Fear 

ÂOffer ñchoiceò 

ÂGain trust Ą honesty 

ÂExplain procedures 

ÂñGo slowò  

ÂComplete assessments in smaller steps 

ÂRemember the personôs ñright to refuseò 

ÂAssure de-sensitization training is in 
place! 
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Tactile 

Defensiveness 
Â Understand common intolerances   

Â Inform before touch! 

Â Use what works 

Â Limit physical contact as much as possible 

ÂLimit length of examinations and allow ñbreaksò 
during evaluations 

Â Desensitization & Sensory Integration 
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Standards of Developmental 

Disabilities Nursing Practice 

Using certified nurses assures  

that nursing services are 

in compliance with the  

Standards of DD Nursing Practice 

 

Â Establishing a Therapeutic 
Relationship 

Â Role in the IDT 

Â Data Collection 

Â Identifying Health Needs 

Â Planning 

Â Implementation 

Â Evaluation 

Â Quality Assurance 

Â Continued Competence 

Â Advocacy 

Â Education 
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A ñtypicalò DD nurse 
(minus the hat) 
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The Role of the Nurse  

Nurse serves in many roles  

Â Coordinator ð primary role 
 

Ã Identify health issues & determine  health 

support needs  
 

Ã Coordinate health services 
 

Ã Assure routine examinations/evaluations 
 

Ã Assure follow-up to health issues 
 

Ã Communicate with physicians & other healthcare 
professionals ï critical  
 

Ã Serve as healthcare liaison 
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ÂDirect Service Provider ð  
Provide direct nursing care 

Â Administration of medications & treatments  

Â Nursing Assessments, etc.  

 

Â IDT Member ð  
Ã Participate in the IDT discussion and process 

Ã Participate in developing the health support plan and the IPP as a 

whole 

Ã Assist the IDT in assimilating health support needs into the overall 

intervention plan for the person served 

Ã Helping the team determine whether the person can be safely 

supported in the program 

 

The Role of the Nurse ð contôd 
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Program staff often look to 
the Nurse to ñclean up the 
messò when they never 
asked if we wanted the 
puppy in the first place! 

The Puppy 
Dog Principle  
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Â Advocate ð for the person to receive needed 

services 
 

Â Educator ð to inform the person, family and 

support staff 

 

Â Allied Health Role ð nursing support in a 
more ñancillaryò fashion ï but caution! 

 

The Role of the Nurse ð contôd 
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The Role of the Nurse ð contõd 

ÂBehavior Support ð 

ÂProvide Foundation for Health  ï  

ÂòInsurance Policyó for the individual 

(and ultimately the provider agency)  

 

Clearly, the nurseõs role is not limited to specific 

nursing tasks.  
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Self-  
Actualization 
 Personal growth  

& fulfillment 

Self-Esteem 
Achievement, status, reputation  

Social  &  Intimacy 
Family, affection, relationships, friendships,  

work groups 

 
Safety  

Protection, security, stability, order/laws/limits  

Biological  &  Physiological 
Basic needs ï air, food, water, warmth, sex, sleep 

Maslowôs 
  

Hierarchy  

of  Need 

© SDMRN 
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ASSESS  HEALTH  
Â Begins with an initial RN assessment.   
Â Bio -Psycho -Social Assessment  

 

Â The assessment should determine the ñbaselineò 
condition of the person and identify health issues and 
health support needs. 

 

Â The assessment should lead to the Health Support Plan: 

Â Basic Health & preventive care 

Â Intervention strategies for on-going health issues 

Â Education needs for the individual and caregivers 

 

Â The Health Support Plan should contribute to the overall 
intervention plan for the person. 
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Identifying Health Needs 
Factors to Consider: 

Â Age 

Â Gender 

Â Medical Diagnoses and 

Etiology of Disability 

Â Prescribed treatments & 

therapies 

Â Other identified health issues 

Â Functional limitations 

Â Family & Consumer health 

history 
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Consider é 

Â Aging-Related evaluations, treatments               
& risks 

Â Dental Care, Vision & Hearing Needs ï  

Â Mental Health or behavioral concerns 

Â Functional Limitations; Adaptive Aids, 
Interventions 

Â Therapeutic Needs ï OT, PT, Speech, 
Psychology etc. 
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And consider é 

Â Living Environment  

Ã Caregiver & environment 

Ã Support and Structure 

Ã Transition Planning into ñcommunityò settings 

 

Â How the health needs of the individual ñfitò with 

other priorities in the personôs life 
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Develop Health Support Plan  

The Health Intervention Plan should minimally include: 

 

ÂPhysical Examinations, Health Consults & Diagnostics 
 

ÂDaily Health Supports 
 

ÂPreventive Healthcare ï often ñoverlookedò 
 

ÂMedication Management ï a critical need! 
 

ÂRegular Nursing oversight ï must be provided! 

 

ÂRemember, the Health Intervention Plan: 

Ã Is a fluid plan, not a fixed one! 

ÃMust remain within the established Standard of 
Care for all persons. 
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Medication Management  

Â Overall, persons with I/DD are a ñheavily medicatedò group. 
Ã Recent data shows an average of 9.3 medications per individual 

with I/DD.  (Tobias 2006) 

Ã Drug interaction concerns must be assessed. 

Â Requires monitoring: 

Ã To assure that medications are appropriate for health issues. 

Ã For efficacy, side-effects, contraindications & drug 
interactions. 

Ã Factors affecting medication metabolism including:  
advanced age, nutritional status, weight, GI & other organ 
system functions, polypharmacy.  

Ã Serious and/or Long-Term Effects: 
Â Movement Disorders ï 1st, 2nd & 3rd generation antipsychotics 

Â Bone Demineralization ï anticonvulsants, etc. 

Â Thyroid Disease ï LiCO3, etc. 

Â Metabolic Syndrome ï 2nd generation antipsychotics 



6 

Copyright  2011  --   SDMRN 31  31 

Why is  Medication Management important?  

Medication Errors  
 

·A report released in July 2006 indicated that medication 
errors injure approximately 1.5 million persons per year.  

 

· The study indicated that senior citizens are at the greatest risk 
because the group is the largest consumers of medications in 
general.     (seniorjournal.com ï July 2006).   

 
·Another study showed that persons living in Assisted Living units 
take an average of 13 total medications ï 10 routine & 3 PRN.       
ÀThe study observed 510 residents & 4802 medications. 
ÀTotal of 1402 medication errors were observed  Č Č 
ÀAn overall error rate of  ~ 29%!    
ÀThe biggest offenders: 
À71%  ï  ñwrong timeò 
À12%  ï ñomissionsò 
À11%  ï ñwrong doseò.     (Young & Carley ï 2007) 

 
· Persons with I/DD are similarly at risk because of the high number 
of routine medications and treatments prescribed for this population. 
· Adverse events can have serious consequences! 
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Medication Management ð contõd 

Â Medication Management also includes assuring accurate 
administration or self-administration of medications (SAM). 

 

Â Determining medication administration needs of the person served: 
Ã Criteria for participating in SAM varies.   

Ã Use of DSPôs also varies 

Ã Assessment process must be in place 

Ã TRAINING of unlicensed personnel is critical to assure safety. 

Â Should include:  Basic pharmacology, side-effects & adverse 
effects, procedures to follow when administering medications & 
supervising SAM, limitations of the unlicensed personnel in the 
process, etc. 

 

Â Education of the individual with I/DD 

 

Â Participation in the assessment of & planning for the          
medication administration needs 
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Â Regular Nursing oversight & intervention. 
 Includes initial and periodic review of the individualôs health: 

Â Health conditions and status  

Â All medications/treatments ï evaluate drug interaction 
concerns and/or contraindications 

Â Evaluate efficacy of medications and treatments   

Â Monitor for problems related to the individualôs health 
conditions and/or medication or treatments.   

Â Provide for management of the personôs 
overall health plan.  

Â Assure preventive health care & screening. 

Nursing Oversight  ð 

Assures Adequate Health 

Monitoring & Intervention 
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Determining Health Needs 

Where do you go next? 
ÂMortality reports. 

Â Age-related considerations. 

ÂGender-related considerations. 

Â Specific diagnoses-related 

considerations. 
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Comparison of Top 10 Causes of Death ï  

in the US  ï Overall ï 2007, 2008 & 2009  

Rank  2007  2008  2009  *  

1 Heart Disease Heart Disease Heart Disease 

2 Cancer Cancer Cancer 

3 Cerebral Vascular Cerebral Vascular Cerebral Vascular 

4 Respiratory ï 

chronic, lower 

Respiratory ï     

chronic, lower 

Respiratory ï    

chronic, lower 

5 Injuries ï 

unintentional 

Injuries ï    

unintentional 

Injuries ï         

unintentional 

6 Alzheimerôs Alzheimerôs Alzheimerôs 

7 Diabetes Diabetes Diabetes 

8 Influenza/Pneumonia Influenza/Pneumonia Influenza/Pneumonia 

9 Renal Disease 

(Nephritis) 

Renal Disease 

(Nephritis) 

Renal Disease 

(Nephritis) 

10  Septicemia Septicemia Suicide 
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Rank   

2007  

MA  

2007  

DDS  

2003  

DDS  

2004  

DDS  

2005  

DDS  

2006  

DDS  

2007  

DDS  

2008  

Age 

inclusion  
All ages  15+  18+  18+  18+  18+  18+  18+  

1  
Heart Disease  

25.4%  

Cancer  

24.8%  

Heart Disease  

22.3%  

Heart Disease  

18.5%  

Heart Disease  

16.4%  

Heart Disease  

21.9%  

Heart Disease  

16.8%  

Heart Disease  

18.7%  

2  
Cancer  

23.2%  

Heart Disease  

24.4%  

Cancer  

13.5%  

Cancer  

12.5%  

Cancer  

12.0%  

Alzheimer's 

Disease  

14.4%  

Cancer  

13.7%  

Alzheimer's 

Disease  

14.1%  

3  
Stroke  

5.6% 

Stroke  

5.2% 

Aspiration 

Pneumonia  

12.3%  

Aspiration 

Pneumonia  

11.2%  

Influenza and 

Pneumonia  

10.8%  

C-P Arrest/  

Seizure
38  

10.8%  

Cancer  

9.9% 

Septicemia  

13.0%  

Aspiration 

Pneumonia  

11.2%  

4  
CLRD 

5.3% 

CLRD 

4.5% 

Septicemia  

9.0% 

Influenza and 

Pneumonia  

10.9%  

Aspiration 

Pneumonia  

8.4% 

Alzheimer's 

Disease  

11.3%  
Cancer  

8.7% 

Septicemia  

8.7% 5  

Unintentional 

Injuries  

5.1% 

Unintentional 

Injuries  

4.0% 

C-P Arrest/  

Seizure
  

7.2% 

Alzheimer's  

7.5% 

Aspiration 

Pneumonia  

9.3% 

CLRD 

5.7% 

Aspiration 

Pneumonia  

10.6%  

6  

Alzheimerõs 

Disease  

3.1% 

Alzheimer's 

Disease  

3.2% 

CLRD 

6.0% 

C-P Arrest/  

Seizure
38   

6.8% 

Alzheimerõs 

Disease  

8.6% 

C-P Arrest/  

Seizure
38

  

5.5% 

Unintentional 

Injuries  

6.5% 

Influenza and 

Pneumonia  

6.3% 

7  
Diabetes  

2.9% 

Influenza and 

Pneumonia  

2.9% 

Alzheimerõs 

Disease  

5.3% 

Septicemia  

6.6% 

Septicemia  

5.9% 
Stroke  

5.2% 

Septicemia  

5.2% 

C-P Arrest/  

Seizure
38  

3.6% 

CLRD 

4.9% 

8  

Influenza and 

Pneumonia  

2.2% 

Nephritis  

2.6% 

Influenza and 

Pneumonia  

4.6% 

CLRD 

5.7% 

CLRD 

4.6% 

Influenza and 

Pneumonia  

3.4% 

Stroke  

4.0% 

9  
Nephritis  

1.9% 

Diabetes  

2.3% 

Stroke  

4.2% 
Nephritis  

3.6%  

Stroke  

3.6% 

Stroke  

4.2% 

Influenza and 

Pneumonia  

3.9% 

Stroke  

2.9% 

Unintentional 

Injuries  

3.7% 

10  
Septicemia  

1.4% 

Septicemia  

1.7% 

Nephritis  

2.6% 

Unintentional 

Injuries  

3.4% 

Unintentional 

Injuries  

3.7% 

CLRD 

2.6% 

Congenital 

anomalies  

2.6% 

C-P Arrest/  

Seizure
38

  

3.3% 

 

 

Source: Mass.gov/dds 

Mass - Top 10 Leading Causes of Death 
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Rank  MA DDS  

CY2008  

(adults)  

CT DDS
60  

FY2008  

(all ages)  

OH OMRDD  

2008  

(all ages)  

LA OCDD  

FY2009  

(all ages)  

Method  Underlying  Primary  Unknown  Unknown  

1  
Heart Disease  

18.7% 

Heart Disease  

31.0% 

Heart Disease  

18.9% 

Diseases of the 

Heart  

14.9% 

2  
Alzheimer's Disease  

14.1% 

Aspiration 

Pneumonia  

15.2% 

Pneumonia  

11.0% 

Influenza and 

Pneumonia  

14.9% 

3  

Aspiration 

Pneumonia  

11.2% 

Respiratory 

Disease  

12.3% 

Cancer  

10.0% 

Septicemia  

10.5% 

4  
Cancer  

8.7%  

Septicemia  

8.7% 

Cancer  

10.7% 

Aspiration 

Pneumonia  

9.7% 

Cerebrovascular 

Diseases (Stroke)  

6.1% 

5  

Pneumonia  

(non -Aspiration)  

and Septicemia  

7.8% each  

Congenital Diseases  

6.4% 

Chronic Lower 

Respiratory Diseases  

5.3% 

 

 

Comparison of the Top 5 Leading Causes of Death 

As Reported by Four State ID/DD Agencies 

 

Source: Mass.gov/dds 

It is important to note that the Connecticut DDS does not and other states may not use underlying causes of death in their reporting.  For example, the 

cause of death for a person with late-stage Alzheimerôs disease who died from a complication of this disease (e.g. cardiac arrest) would be categorized as 

ñAlzheimerôs Diseaseò in Massachusetts DDS report, but would be categorized as ñcardiac arrestò in the Connecticut DDS report.  The underlying cause of death is 

used in the mortality reports for both the general population in Massachusetts and the U.S.  Without additional information, it is not possible to determine which 

methodology was employed from the data released by Ohio MRDD.  The Vermont DDS categorizes cause of death by underlying cause, and is therefore more 

directly comparable with Massachusetts. 
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Comparison of Top 10 Causes of Death in 2008  

* * dmr.mass.gov * (CDC.gov) 

Rank  US  gen pop  * MA  DMR  **  

1 Heart Disease Heart Disease 

2 Cancer Alzheimerôs 

3 Stroke Aspiration Pneumonia 

4 Respiratory ï chronic, lower Cancer   & 

Septicemia 5 Injuries ï unintentional 

6 Alzheimerôs Influenza/Pneumonia 

7 Diabetes Respiratory ï chronic, lower 

8 Influenza/Pneumonia Stroke 

9 Renal Disease Unintentional Injuries 

10  Septicemia C-P Arrest/Seizure 
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What this tells us é  

Â Causes of death in persons with I/DD are similar to 
those seen in the general population ï but with a few 
twists.   
 
 

Â So we know that é 
 

 

Â Persons with I/DD experience many of the same 
health issues as the general population. 
 

Â Information on prevalence of specific health issues 
among persons with I/DD is limited, but this data 
shows that é 
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And this tells us é  
 

 

 

Â Some of the common health issues can be 
anticipated. 

 

Â Some health issues may be ñpreventableò 
complications. 

  

Â There are numerous ñRisk Factorsò 

Â Mobility impairment 

Â Need for special assistance when eating 
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Preventive health screenings 

and health strategies are 

critical for all people ï 

including persons with I/DD ï 

and should be incorporated 

into the health support plan. 

We also see that é 
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Preventive Healthcare  

ÂBasic wellness interventions ï  
diet, nutrition, exercise 

 

Â Infection Control & 
Immunizations ï  still critical 
interventions. 

Â TB 
Â Multiple Drug-Resistant Strains of TB 
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Infectious Disease Prevention contôd: 

Â Hepatitis ï A, B, C é 
 

Ã Hepatitis A ï Decreased prevalence in this country, but still  25,000 
cases reported * each year 

 

Ã Hepatitis B ï Marked decrease in this country, attributed to 
Hepatitis B vaccine ï still 75,000 cases each year. 

 

Ã Hepatitis C ï Not a nice virus! 

 

Â Other Drug-Resistant Strains of Infection: 

Â MRSA ï has become very prevalent in healthcare settings 

Â VRE, Streptococcus Pneumonia 

 

Â Emerging infectious diseases ï  
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Preventive Healthcare  

 

ÂGeneral Health Screenings ï  

ÂLab work & other Diagnostics 

ÂCancer Screenings 
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Top 10 Cancers ï FEMALES ï in US  

for the years 2002 ï 2006  

INCIDENCE DEATHS 

Centers for Disease Control & Prevention ï US Cancer Statistics ï referenced 05/08/2010. 
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Top 10 Cancers by Type in US 

for the years 2002 ï 2006  

Centers for Disease Control & Prevention ï US Cancer Statistics ï referenced 05/08/2010. 

Rates per 100,000 
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Preventive Healthcare Strategies 

ÂMALES 

ÂTesticular exam annually.  

ÂDigital rectal exam & PSA annually after 
age 50.  

ÂBPH very common ï  

ÂProstate Cancer ï  

ÃVery High ñlifetimeò risk ï 1 in 6 men 

ÃRisk increases with age 

ÃRisk Factors important to consider ï 
ethnicity, family history, etc. 

ÃPSA Velocity ï very important indicator 
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Preventive Healthcare Strategies 
 

ÂFEMALES 

ÂGynecologic Cancers 

ÂPelvic exam annually 

ÂPap Smear every 1 ï 3 years * 

ÂBreast Cancer 

ÂClinical Breast exam annually 

ÂMammogram ï screening @ 40; annually 
after ~ 50 * 
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Preventive Healthcare Strategies 
 

Â Colorectal Health MALES & FEMALES: 

ÂColorectal cancer ï 2nd only to lung 
cancer  

ÂEarly detection is critical! 

ÂScreenings:  Fecal Occult Blood 
annually after age 50; Flexible 
Sigmoidoscopy every 5 years or 
Colonscopy every 10 years.  
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Common 

Health 

Issues for 

Persons 

with I/DD  
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Â People with I/DD experience many of same 
health issues 
Â Health interventions should include preventive health 

strategies & screenings 

Â Wellness Guidelines 
 

Â I/DD does impact health ï Often resulting in: 

Â More health issues 

Â Health issues at earlier age 

Â More severe disability Č more complex health issues 
 

Â Specific I/DD Č  specific health issues for the 
person 

We know that in general  
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Health Issues in Persons with I/DD 
Health Issue  Prevalence Rate in I/DD  Comments/Strategies  

Cardiovascular Disease  Leading cause of death in 

persons with I/DD too! 

Some syndromes increase risk. 

¶ Evaluate for underlying CV disease:  EKG, 

ECHO, Stress Test when indicated 

¶ Daily cardiac monitoring ï B/P, Pulse, 

circulation checks, etc. 

¶ General health interventions ï diet, exercise, 

etc  

Respiratory Disease  

ï Pneumonia, Reactive 

Airway & Asthma, COPD, 

Sleep Apnea 

Often in top 5 causes of death  Some conditions increased risk ï i.e. obesity. 

¶ Evaluate for underlying pulmonary disease:  

Pulmonary Function Testing; Sleep Study; etc. 

¶ Respiratory interventions ï medications, 

nebulizers, O2 saturation monitoring, CPAP, 

etc. 

¶ Early assessment & intervention when problems 

arise. 

Cancer  

 
CDC, NIH, NCS, Mass 2008 

Mortality Report 

Generally among top 4 in 

leading cause of death  

Mass. shows top 5 cancer 

sites:  Pancreas, Breast 

(female), Colon/Rectal/Anal, 

Esophageal, Liver. 

Insufficient data to determine specific prevalence or 

calculate age/gender statistics. 

 

Family health history important.  

 

Cancer Screenings are critical!  
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Health Issues in Persons with I/DD 
Health Issue  Prevalence Rate in I/DD  Comments/Strategies  

Neurological Disease  

(Nehring, et al 2005 ï 4) 

Very common co-morbid 

conditions  

Seizures ï general population = 1%; persons with I/DD = 

21%; persons with I/DD and CP = 50%  

¶ Proper Diagnosis ï seizure type, etc. Ą  

¶ Appropriate Interventions ï Medications, VNS, 

Neurosurgery, Ketogenic Diet 

¶ Seizure Care & Management ï training of caregivers. 

Other Neurological conditions ï TIA, CVA, Dementia & 

Alzheimerôs Disease  

Psychiatric Conditions  

ï (Reuben & Crocker 

2006) 

Seen in 39% of person with 

I/DD  

Accurate diagnosis can be difficult but is important. 

Statistically: 

¶ Women are twice as likely to have mood and anxiety 

disorders 

¶ Men tend to have more difficulty with substance abuse 

& anti-social behavior 

¶Aggression & other ñacting outò behaviors more often 

result in psychiatric referral than depressive symptoms 

or withdrawal Ą womenôs psychiatric issues may go 

under reported and/or treated.   

  

Always rule out an underlying health condition. 

Appropriate Interventions ï medication, counseling, 

ñstress-managementò and ñcoping skillsò training, etc.  
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Health Issues in Persons with I/DD 
Health Issue  Prevalence Rate in I/DD  Comments/Strategies  

Gastrointestinal 

Conditions 

 

ï Dysphagia/Swallowing 

Dysfunction, GERD, 

Constipation, Megacolon, 

Obstruction. 

 
(Nehring, et al ï 2005 ï 6) 

(Ruben & Crocker 2006)  

Dysphagia & GERD  ï seen 

in 80 ï 95% of persons with 

I/DD during lifetime  

 

Constipation ï up to 75% 

of persons with I/DD 

experience problems  

Dysphagia/GERD:  

¶ Causes:  Oral-motor dysfunction, hiatal hernia Ą 

GERD 

¶Risks: choking, aspiration, Barrettôs esophagus Ą 

esophageal cancer  

Constipation: 

¶ Contributing factors: poor fluid intake, low fiber 

intake, immobility, lack of conscious urge; possibly an 

intrinsic problem with bowel motility. 

¶ Prevalence appears to be similar between children & 

adults with I/DD. 

¶ Risks: rectal dilation, megacolon, bowel obstruction! 

Management: 

¶ Differential Diagnosis is critical!   

o UGI, Videofluoroscopy, EGD, Colonscopy  

¶ Intervention Strategies: 

o Medications ï both as treatment & as contributors to the problem(s). 

o Other Interventions ï Diet texture, feeding techniques, food restriction before 

bed, HOB č, dietary fiber, fluid, regular activity/exercise, etc. 

¶ On-going bowel management very important. 

¶ Bowel obstruction is an emergency situation! 
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Health Issues in Persons with I/DD 
Health Issue  Prevalence Rate in I/DD  Comments  

Metabolic Conditions  

 

(Nerhing, et al 2005 ï 4) 

Diabetes *  

Hyperlipidemia *   

Thyroid Dysfunction *   

Hyertension ï 41% of persons 

with I/DD without Down 

Syndrome  

Metabolic Syndrome ï  

Includes:  

Hyperglycemia/Hyperinsulinem

ia, Hypertension, 

Hyperlipidemia, & Obesity  

Prevalence ï probably consistent with general 

population for most.  

Some conditions or treatments increase risk ï 

obesity, medications ï can be related to 2nd & 3rd 

generation antipsychotics  

Interventions:  

¶ Assure appropriate & effective treatment! 

¶ Diet, exercise 

¶ Remove offending agent when applicable  

¶ Monitoring ï Blood Sugar: FBS, HgbA1C; 

Blood Pressure; Lipids; LFTôs; Weight.  

Obesity & Overweight  

 

Physical Deconditioning 

 

* (Nehring, et al 2005)  

Prevalence rate ~ 65% of 

persons with I/DD ï  

Fairly consistent with general 

population.  

Physical deconditioning is a big 

concern! 

Some conditions increase risk.  

Obesity-related health issues seem to be increasing 

too!  

IPPôs must include meaningful diet & exercise 

strategies!  

Physical activity must be encouraged! 
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Health Issues in Persons with I/DD 
Aging  

¶ Cardiovascular Diseases  

¶ Carcinomas ï  

¶ Mobility Impairment  

¶ Osteopenia/Osteoporosis   

¶ Nutritional Concerns  

¶ Sensory Impairment   

¶ Anxiety & Mood Disorders  

¶ Dementia & Functional 

Decline  

 

 
Nehring, et al 2005 - 6; Rubin & Crocker 2006; 

Nochajski 2004.  

 

Estimates indicate ~ 526,000 

persons with I/DD over the 

age of 60 living in the United 

States at this time  

 

Ą and Ą  

 

By 2030, this is expected to 

double!  

 

In general, the average life 

expectancy for person with 

I/DD is approaching that of the 

general population    

 

Aging-Related Health Issues - 

o Aging-related health issues 

will become more 

frequent.  

o Must develop effective 

screening and intervention 

strategies for the aging 

I/DD population.  
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Common I/DD Syndromes: 

Â Down Syndrome   1 per 1,000 

Â Neural Tube Defects   1 per 1,000 

Â Autism Spectrum Disorders 3 ï 4 per 1,000  ** 

Â Fetal Alcohol Syndrome   1 ï 2 per 1,000 

Â Fragile X Syndrome   1 per 1,250 

Â Williams Syndrome   1 per 7,500 

Â Prader Willi Syndrome   1 per 10,000 

Â Rett Syndrome   1 per 20,000 

Â Cornelia de Lange Syndrome   1 per 30,000 

Â Cri-du-Chat Syndrome   1 per 50,000 

Â Hurler Syndrome   1 per 100,000 

Source:  (Ruben & Crocker 2006) 

Copyright  2011  --   SDMRN 60  

Common Health Issues in I/DD Syndromes: 

Syndrome Prevalence Commonly Associated Health Issues 

Down Syndrome 1 per 1,000 Ê Congenital Heart Disease ï ASD, VSD, etc;  

Ê Hypothyroidism; Dry Skin; Hypotonicity  

Ê Small EAMôs Ą cerumen impaction;  

Ê Hearing loss;  

Ê Dementia ï at high risk for Dementia ï Alzheimerôs 

type;  

Ê Cervical Spine instability ï AtlantoAxial 

Subluxation. 

Neural Tube Defects 

ÊSpina Bifida 

ÊMyelomeningocele 

ÊHydrocephalus 

1 per 1,000 Ê Neurological concerns: 

Ê -  Headaches ï migraine (8.5%) & non-migraine 

(15.4%) 

Ê -  Seizures ï up to 29% of those with 

myelomeningocele & hydrocephalus 

Ê Urology concerns ï incontinence, urinary retention 

Ą frequent UTIôs Ą renal damage/disease  

Ê Bowels concerns Ą constipation, incontinence 

Ê Orthopedic management ï club foot (up to 75%), 

subluxation/dislocation of hip (35 ï 50%), scoliosis 

(23 ï 90% depending on location of spinal lesion), 

pathologic fractures (10 ï 30%). 

Ê Skin Integrity/Management 

Ê Latex Allergy ï up to 40% 

Source:  Reuben & Crocker ï 2006  
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Common Health Issues in I/DD Syndromes: 

Source:  Reuben & Crocker ï 2006  

Syndrome Prevalence Commonly Associated Health Issues 

Autism Spectrum 

Disorders 

3 ï 4 per 1,000 * ÊSocial isolation & disinterest 

ÊBehavioral disturbances ï SIB, OCD, self-stimulatory 

ÊSeizures ï 20 ï 35%  

ÊSleep Disorders ï 56 ï 83% 

ÊGI disturbances  

ÊMedication side-effects/adverse reactions ï sleep 

disruption, tics, dyskinesias, agitation, behavior 

disturbance ï start low & go slow.  

Fragile X Syndrome 1 per 1,250 ÊAutistic features common ï poor eye contact, rocking, 

spinning, hand flapping, hand biting, difficulty with 

change, etc.  

ÊTactile Defensiveness ï affects 60 ï 90% of males with 

Fragile X ï some females also affected; 

ÊOften misdiagnosed as Autism; 

ÊHyperactivity, impulsivity, poor attention; 

ÊEpilepsy - ~13 ï 50%; 

ÊMitral Valve Polapse (~ 50%), cardiac murmurs, 

hypertension; 

ÊHypotonia, joint hyperflexion, tremor-ataxia; 

ÊFrequent otitis media; 

ÊGERD, feeding problems. 
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Common Health Issues in I/DD Syndromes: 

Syndrome Prevalence Commonly Associated Health Issues 

Williams Syndrome 1 per 7,500 Ê Infancy ï Feeding difficulties, colic, ñfailure to thriveò, 

irritability;  

Ê CV ï valve disease, arterial stenosis, hypertension;  

Ê GI ï GERD, constipation, diverticulosis. 

Ê GU ï renal aplasia or hypoplasia, bladder diverticuli, 

nephrocalcinosis. 

Ê Metabolic ï hypothyroidism, diabetes, 

hypercalcemia/hypercalcicuria. 

Ê Audio ï Hyperacusis during childhood, sensory-neural 

hearing loss as adult. 

Ê Dental ï High incidence of dental caries; periodontal 

disease, enamel hypoplasia, poor oral hygiene 

secondary to visuospatial deficits. 

Ê Psychiatric ï hyperactivity, anxiety, depression, OCD, 

impulse control disorders. 

Prader Willi  

Syndrome 

1 per 10,000 Ê Hypotonia 

Ê Feeding difficulties in infancy 

Ê Hyperphagia with rapid weight gain with central 

obesity 

Ê Obesity-related health issues ï diabetes, HTN, 

Hyperlipidemia, sleep apnea, skin infections 

Ê Increased tolerance to pain 

Ê Osteoporosis, scoliosis, kyphosis 
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Common Health Issues in I/DD Syndromes: 

Syndrome Prevalence Commonly Associated Health Issues 

Angelman Syndrome 1 per 10,000 to  

1 per 20,000 

ÊSpeech impairment ï little to no functional speech; 

ÊMovement or balance impairment ï ataxia or gait 

disturbance; 

ÊBehavior ï short attention, easily excited, hyperactive, 

frequent smiling/laughing, apparent happy demeanor; 

ÊNeuro ï microcephaly, seizures ~ 80% of cases; sleep 

disturbance or insomnia; 

ÊWide mouth, wide-spaced teeth, excessive drooling. 

Rett Syndrome 1 per 20,000 ÊImmobility ï Skin breakdown:  

ÊHand-mouthing, bruxism 

ÊSeizures 

ÊPoor circulation Ą cold hands/feet 

ÊHyperventilation/breath-holding  

ÊScoliosis  

ÊGERD, Constipation  
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Common Health Issues in I/DD Syndromes: 

Syndrome Prevalence Commonly Associated Health Issues 

 

Cornelia de Lange 

Syndrome 

1 per 30,000 Ê Eye disturbances ï ptosis, nystagmus 

Ê Ear problems, hearing loss 

Ê GI, GERD, hernias 

Ê Seizures 

Ê Pain/neuropathy 

Ê Sleep problems ï COLD FEET 

Cri -du-Chat 

Syndrome 

1 per 50,000 Ê Sleep problems (50%) 

Ê Urinary dribbling (due to weak muscles)   

Ê Constipation (70%) 

Ê Delayed, limited speech 

Ê ADHD 

Ê SIB (92%), aggression, stereotypies 

Ê Congenital heart disease, renal anomalies & scoliosis 

may occur 

Ê Increased URI & dental problems 

ÂNurseôs Role in Behavioral 

Intervention 

ÃAssessing the Individual with Mental 

Health Concerns ï initial, acute changes, & 

longitudinal  evaluation 

ÃInterfacing with the IDT 

ÃInterfacing with the Psychiatrist   

ÃMonitoring Psychiatric Treatment 

ÃBehavior Management Plans 

ÃBehavioral & Physical Intervention 
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Mental Health Concerns 
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Mental Health Concerns 
Â High prevalence of psychiatric co-morbidity in persons 

with I/DD ï ~ 39% 

Â Nursing Assessment ï critical for gathering relevant 
information ï Can really ñhelp connect the dotsò 
Ã Remember that mental health issues Ą non-compliance with 

examinations, misinformation during interview, etc. 

Â Determine underlying mental health issue(s) & identify 
behavioral manifestations 

Â Accurate diagnosis can be difficult but is important. 

Â Statistically: 
¶Women are twice as likely to have mood and anxiety disorders 

¶Men tend to have more difficulty with substance abuse & anti-

social behavior Ą Ą 

¶Aggression & other ñacting outò behaviors more often result in 

psychiatric referral than depressive symptoms or withdrawal Ą 

womenôs psychiatric issues may go under reported and/or treated.  
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Behavioral & Mental Health Issues ù contüd  

Â Always rule out an underlying health 
condition! 

Â Assure that treatment is appropriate for diagnoses ï 
and ĄĄ 

ÃMonitor for efficacy, side-effects & adverse effects 

Â Assure on-going monitoring & psychiatric follow-up 

Â Determine & utilize effective intervention strategies 
Ã Less intrusive Ą more intrusive 

Ã Appropriate Interventions ï medication, counseling, ñstress-
managementò and ñcoping skillsò training, etc.  

Copyright  2011  --   SDMRN 67  

Basic Behavioral Principles 
Â All behavior is purposeful.  Understand the purpose and you will be better prepared 

to intervene and help modify it. 

Â Behavior will always increase if it: 

Ã Gets attention 

Ã Is successful 

Â If you donôt know where you are ï you canôt tell the direction you need to go!  

You can only impact that which you measure ï and taking data can be an intervention 

itself. 

Â Attention is very powerful ï both positive & negative:  Whatever you want to see 

more of, thatôs what you should pay attention to. 

Â Motivating someone to modify behavior requires that the benefit of the behaving 

differently outweighs the benefit of persisting in the ñoldò behavior. 

Â Intervention Strategies:  Extinction, Interruption/Redirection, Social praise, Positive 

Reinforcement, Cost-Response, Aversive  

Â Positive Reinforcers:  Tangible, edible, social praise, time & attention 

Â Get creative!!  ñGrandmaôs cupboardò  

Â Something is a ñreinforcerò only if it motivates the person to modify the behavior. 

Â Be consistent!  The most powerful reinforcement pattern is a random reinforcement 

pattern. 
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When determining health support 

needs ï also consider  

Program Standards for Nursing Services 
ÃSome require specific nursing tasks ï quarterly 
assessments, nursing care plans, training of DCS, etc. 

 

ÃIn general, most programs expect that the person receive 
nursing services in accordance with needs & that health 
care needs be met in a timely manner  
 

Basic Nursing Systems 
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Basic Nursing Systems 

Â Intake Nursing & Health Assessment Process 

Â Health Care Plan ï Health Support Plan 

Â Acute Health Issue Response 

ÃA ð D ð P ð I ð E  

ÃRN Involvement with significant issues 

Â Health Care Coordination 

Â Periodic Nursing Review 

Â Nursing Oversight 

Â Medication Management 

Â Support Staff Training & Preparation 

Â Preventive Health Strategies 

Â Wellness Guidelines 
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Wellness Guidelines 
Disease Test or Procedure Gender Age Frequency 

Breast Cancer Clinical Breast Exam Female 20 & over Quarterly ï by Nurse; 

Annually ï by physician 

Mammography Female 40 & over Annually 

Reproductive 

Cancer 

Cervical, Ovarian, 

Uterine 

Pelvic Examination & 

Pap Test 

Female 18 & over ï earlier 

if sexually 

active 

Annual pelvic exam with pap test. 

After 3 or more ñnormalò 

examinations, pap test may 

be performed less frequently. 

Minimally every 3 years. 

Vaginal Vaginal Scraping Female S/P Hysterectomy Every 5 years 

Endometrial Endometrial Tissue 

Biopsy 

Female At menopause if at 

high risk 

A physicianôs discretion 

Prostate Cancer Digital Rectal Exam & 

Prostate Specific 

Antigen (PSA) 

Male 50 & over Annually beginning at age 50, and 

for younger men who are at 

risk.                     

Testicular Cancer Testicular Exam Male 18 & older Annually ï by physician 

More frequently if history. 
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Wellness Guidelines 
Disease Test or Procedure Gender Age Frequency 

Colon ï Rectal 

Cancer 

Fecal Occult Blood test 

& Digital Rectal 

Exam (DRE) 

Male & 

Female 

50 & over Annually 

Flexible Sigmoidoscopy 

& DRE   - OR -  

Male & 

Female 

50 & over Every 5 years 

Colonoscopy & DRE 

 - OR -  

Male & 

Female 

50 & over Every 10 years 

Double Constrast 

Barium Enema & 

DRE 

Male & 

Female 

50 & over Every 5 ï 10 years 

General Cancer 

Risk 

Cancer-related Medical 

Examination ï 

thyroid, lymph 

nodes, skin, oral 

cavity, etc. 

Male & 

Female 

Over 20 

Over 40 

Every 3 years or as indicated. 

Annually or as indicated. 
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Wellness Guidelines 
Disease Test or Procedure Gender Age Frequency 

Heart Disease EKG Male & 

Female 

40 

50 & over 

Initial óbaselineô 

Annually 

Exercise Stress Test Male & 

Female 

High Risk History or 2 or more risk factors * 

or strong family history of 

premature heart disease. 

Lipid Profile Male & 

Female 

Over 35 

Over 50 

Every 3 years 

Annually 

Diabetes Blood Sugar ï fasting  Male & 

Female 

Over 20 

Over 50 

Periodically ï ~ every 3 years 

Annually 

HgbA1C Male & 

Female 

As indicated Quarterly with history of diabetes or 

hyperglycemia.  

Thyroid Disease Thyroid Panel  Male & 

Female 

20 & over Screening in early adulthood then ï  

Periodically thereafter ï ~ every 3 

years 
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Barriers to Quality Healthcare 

for Persons with I/DD  

ÂLimited cognitive & communication skills 
of the person served 

 

ÂDisparity in Health Services 

ÃMedicaid insurance 

ÃIn general ï less valued population 

 

ÂFunding limits Ą Ą increased use of UAPôs 
& less nursing oversight 
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Barriers ï contôd 

ÂInadequate training of DSPõs! 

 

Â Lack of I/DD exposure/training in nursing 
and healthcare curricula Ą Ą less prepared 
healthcare professionals 

 

Â Lack of data collection & analysis of quality 
health & life indicators for persons with I/DD 
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Barriers ï contôd  
Â Community placement without  adequate health 

supports  

Â This places consumers at risk! 

Ã Community movement is the ñtrendò. 

Ã Some aspects are clearly positive. 

Ã What will we see ñlooking backò?  

 

Â The stigma of nursing involvement in support 

plans Č  limited nursing involvement.  
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Escape from é  

 

The Medical Model  
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ÂPuts people at risk! 
 

ÂPotential outcomes: 
 

ÃHealth issues  
 

ÃDirect Support Staff 
 

ÃUtilization of healthcare services 
 

ÃIncrease in adverse outcomes 

A World Without Nursing  
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Avoiding  Adverse 

Outcomes 
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The  Real  World 
Ã A very challenging population in general. 

 

Ã Issues faced by program staff are unique in many ways.  

 

Ã Support programs focus on normalization. 

ÂMust develop reasonable strategies 

ÂAllow for ñDignity of Riskò 

 

Ã Programs are not structured ñnursing settingsò ï this can 
create a challenge when trying to meet healthcare needs. 

 

Ã It really takes a team  to support people with I/DD!  
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Nursing & Programming 
It really doesnôt have to be this way! 
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Avoiding Adverse Outcomes 
Â Work to assure access to quality health care 

Â Assure proper education, utilization & oversight of 
DSPôs 

Â Develop functional, effective transition plans  

Â Provide regular Nursing oversight  

Â Implement Nursing systems 

Â Evaluate adverse health outcomes through 
ñRisk Managementò process Ą  
Ã Look for trends & systemic issues 

Ã Develop or Modify systems to address issues 

Ã Monitor outcomes to assure improvements 

Ã Modify systems again if needed! 

Á  Use a TEAM approach to health supports! 
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The goal é 

To assure quality health supports for all persons  

with I/DD ï and it takes a TEAM to accomplish that! 
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