Overview of DD

Nursing:
Identifying the Health Support Needs
of the Person with I/DD

Presented by:

S. Diane Moore, BSN, RN, CDDN

" JEE

My goal for this session:

To provide you with an overview i areview

i of I/DD nursing
To review the Nursing Process & the Standards of DD
Nursing Practice
To explore the role of the nurse in health supports
To discuss common health issues for persons with I/DD
To identify factors to consider when determining health
needs
To discuss barriers to quality health support and identify
strategies to employ

To consider the basic principles of behavioral
intervention & the nurseos
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The Nursing Process

A A comprehensive process to identify & addres
health needs
A Applied to all nursing care and all settings
A Includes following components:
ABDB8P3IBE
Assess i Bio-Psycho-Social Assessment
A Comprehensive assessment by RN
A Focused assessment by LPN

Diagnose i Identify health issues/needs ;

Plan i develop intervention strategies/plan
Implement i intervene to address issues
Evaluate i re-evaluate to determine efficacy

A Copyright 2011 - SDMRN
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THE NURSING
PROCESS

Now i- what was it
they told us in
Nursing School??
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Scope of Practice

A Consider Scope of Practicei f or RNo6s

L P NDthroughout the Nursing Process

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

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

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

>
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Scope of Practice i in summary

By way of example, most states approach the differences
in scopes of practice similarly:

RN LPN/LVN

A Assessment i completes A Assessment i completes focused
comprehensive assessment assessment & reports findings

A Diagnosis i identifies nursing A Diagnosis i participates to identify
diagnoses health issues

A Planning i develops nursing plan A Planning i participates in planning

of care

A Implementing i completes specific | | A Implementing i completes specific
nursing tasks; assures proper nursing tasks as assigned/indicated
assignment & completion of tasks to
team members

A Evaluation i completes on-going A Evaluation i collects and reports
analysis of data and plan; revises data & nursing observations
as indicated

A Educating i develops education A Educating i educates caregivers &
plan for caregivers & client client in accordance with plan

A UAP 6 snay delegate tasks to A UAP & snay assign specific tasks
caregivers if allowed to caregivers

1
"

when the person has:

A Cognitive Deficit

A Communication Limitation

A Cognitive and Communication
Limitation

A Mental Health Concern

A Anxiety or Fear

A Tactile Defensiveness
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Communication Limitations

A 6 N eraditionald6 means of <con

A Augmentative communication devices
A Include family or primary caregiver

A Visual and hearing impairments i use
alternate methods to communicate
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APPLYING the NURSING

Ist - Just because the
population is unigue doesno
mean the Nursing Process is
different.

2nd - While the Nursing
Process remains unchanged,
t he n uappr@ébhs often
needs to be modified to
address the consumer 06s
challenges or limitations.
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», Cognitive Deficits

A Rely on observation skills during
assessment

A Include caregivers

A Quality trainingof DS P 6 S
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- Cognitive and
Communication
Limitations

A Often results in a delay in recognizing or

reporting illness A A person being much

more ill by time of initial evaluation/consult

Determine a baseline and observe for subtle

signs of illness

A All team members and support staff must be
involved i to help detect illness and/or
changes in health status early

>
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Mental Health Concerns

High prevalence

May complicate assessments
Determine &us e fAwhat
Determine underlying issue(s)
Identify behavioral manifestations
Assess at least initially & with changes
Evaluate longitudinally

> >

wor kso

> > > > >
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e E% Tactile
‘ ﬁ Defensiveness

Understand common intolerances

Inform before touch!

Use what works

Limit physical contact as much as possible

Limit |l ength of examina
during evaluations

Desensitization & Sensory Integration

>

> >» > >

>
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The Role
oi the Nurse r
In the Health -
support Plan ==

fistcy plitcad-o

(minus the hat)
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Anxiety or Fear

Of fer dichoi
Gain trust A honesty
Explain procedures
AGo sl owbod
Complete assessments in smaller steps
Remember the personds

A Assure de-sensitization training is in
place!

™ P> I

™ > >
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S
Standards of Developmental
Disabilities Nursing Practice

>

Establishing a Therapeutic
Relationship

Role in the IDT

Data Collection
Identifying Health Needs
Planning
Implementation
Evaluation

Quality Assurance
Continued Competence
Advocacy

Education

Using certified nurses assures
that nursing services are
in compliance with the
Standards of DD Nursing Practice

P EEE S
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The Role of the Nurse

Nurse serves in many roles
A Coordinator 0 primary role

Identify health issues & determine health
support needs

Coordinate health services
Assure routine examinations/evaluations
Assure follow-up to health issues

Communicate with physicians & other healthcare
professionals i critical

Serve as healthcare liaison
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The Role of the Nurse

A Direct Service Provider 0

Provide direct nursing care
A Administration of medications & treatments
A Nursing Assessments, etc.

A IDT Member o
A Participate in the IDT discussion and process

A Participate in developing the health support plan and the IPP as a
whole

5C0nt

A Assistthe IDT in assimilating health support needs into the overall
intervention plan for the person served

A Helping the team determine whether the person can be safely
supported in the program

'_
The-Role of the Nurse dcont

A Advocate 0 for the person to receive needed
services

A Educator dto inform the person, family and
support staff

>

Allied Health Role  dnursing supportin a
more fAancil | abuycautibrds hi or
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Determining
Nursing
Neets
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* I
The Puppy
Dog Principl/é
Program staff often look to
the Nurse to fAcl
messo when they

asked if we wanted the
puppy in the first place!
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The Role of the Nurse Ocont ¢

A Behavior Support o)

A Provide Foundation for Health )

A0l nsur ance fd@thkindwdaal
(and ultimately the provider agency)

Cleertyr theynurst’h eoleridirfos lendits:d toapeeifit s
nursirig tasks:ks.
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Mas®l'e

Hierarchy
of Need

Social & Intimacy

Family, affection, relationships, friendships,
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ASSESS HEALTH

Begins with an initial RN assessment.

A

A

The assessment should deter

Bio -Psycho -Social Assessment

condition of the person and identify health issues and
health support needs.

The assessment should lead to the Health Support Plan:

> >

A

Basic Health & preventive care
Intervention strategies for on-going health issues
Education needs for the individual and caregivers

The Health Support Plan should contribute to the overall
intervention plan for the person.

Copyright 2011 - SDMRN

Consider é

Aging-Related evaluations, treatments
& risks

Dental Care, Vision & Hearing Needs i
Mental Health or behavioral concerns

Functional Limitations; Adaptive Aids,
Interventions

Therapeutic Needs i OT, PT, Speech,

Psychology etc.

A

> > >

>
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Develop i Health Support Plan

The Health Intervention Plan should minimally include:

25

A Physical Examinations, Health Consults & Diagnostics

A Daily Health Supports

A Preventive Healthcarei of t en fAoverl ooke

A Medication Management i a critical need!

A Regular Nursing oversight i must be provided!

A Remember, the Health Intervention Plan:

Is a fluid plan, not a fixed one!

Must remain within the established Standard of
Care for all persons.

Copyright 2011 - SDMRN
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Identifying Health Needs

Factors to Consider:

Age

Gender

Medical Diagnoses and
Etiology of Disability
Prescribed treatments &
therapies

Other identified health issues
Functional limitations
Family & Consumer health
history

> > >

>

>

> >
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And consider é

A Living Environment

Caregiver & environment

Support and Structure

Transition Planningi nt o ficommunityo se

A How the health needs of the
other priorities in the pet
Copyright 2011 -- SDMRN 28
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Medication Management

A Overall, persons with |/ DD are

Recent data shows an average of 9.3 medications per individual
With 1/DD.  (robias 2006)

Drug interaction concerns must be assessed.

A Requires monitoring:
To assure that medications are appropriate for health issues.
For efficacy, side-effects, contraindications & drug
interactions.
Factors affecting medication metabolism including:
advanced age, nutritional status, weight, Gl & other organ
system functions, polypharmacy.
Serious and/or Long-Term Effects:

A Movement Disorders i 1, 2nd & 3rd generation antipsychotics

A Bone Demineralization i anticonvulsants, etc. W

A Thyroid Disease i LiCO3, etc.

A Metabolic Syndrome i 2" generation antipsychotics /
Copyright 2011 - SDMRN 30
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WHV IS Mealcatlon Managementimportant?

MedicationcErrors

A report released in Jul?/ 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.comi July 2006).

Another study showed that persons living in Assisted lemg units
take an average of 13 total medications i 10 routine & 3 PR

A The study observed 510 residents & 4802 medications.

A Total of 1402 medication errors were observed C C

A An overall error rate of ~29%!

A The biggest offenders:
71% 7 Awrong timeo
12% ifiomi ssionso
11% P Awr ong dvans €idi20m

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!

Copyright 2011 - SDMRN 31 31
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Nursing Oversight a
Assures Adequate Health
Monitoring & Intervention

A Regular Nursing oversight & intervention.
Includes initial and periodi
A Health conditions and status

A All medications/treatments i evaluate drug interaction
concerns and/or contraindications

A Evaluate efficacy of medications and treatments

A Monitor for problems related to the
conditions and/or medication or treatments.

Provide for managemento f t he
overall health plan.

Assure preventive health care & screening.

>

personods

>
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10 Leading Causes of Death by Age Group, United States — 2007

5561

"
Medication-Management

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

A Determining medication administration needs of the person served:
\ Criteria for participating in SAM varies.
\ Use of DS P also varies
A Assessment process must be in place
' TRAINING of unlicensed personnel is critical to assure safety.
A Should include: Basic r)harmacology, side-effects & adverse
effects, procedures to follow when administering medications &
supervising SAM, limitations of the unlicensed personnel in the
process, etc.

A Education of the individual with /DD I

A Participation in the assessment of & planning for the /

medication administration needs
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Determining Health Needs

)

Where do you go next?
Mortality reports.

Age-related considerations.
Gender-related considerations.

Specific diagnoses-related
considerations.

> >» » >
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'Eompanson of Top 10 Causes of Death ¥

in the US i Overall i 2007, 2008 & 2009

—_

Rank 2007 2008

2009 * |

dcont 6d

Heart Disease Heart Disease Heart Disease

0 s

2 Cancer Cancer Cancer

3 Cerebral Vascular Cerebral Vascular Cerebral Vascular

4 Respiratory T Respiratory Respiratory T
chronic, lower chronic, lower chronic, lower

5 Injuries 1 Injuries i Injuries 1
unintentional i nal unintentional

6 Al zhei mernnds Alzheimeros Al zheimer

7 Diabetes Diabetes Diabetes

8 Influenza/Pneumonia | Influenza/Pneumonia Influenza/Pneumonia

9 Renal Disease Renal Disease Renal Disease

(Nephritis) (Nephritis) (Nephritis)
10 icemi i Suicide




Mass - Top 10 Leading Causes of Death

Rank MA DDS DDS DDS DDS DDS DDS
2007 2007 2003 2004 2005 2006 2007 2008
Age All ages 15+ 18+ 18+ 18+ 18+ 18+ 18+
inclusion
N Cancr FeDisense
Twe | ame | oome | taow | dawe o | oree | dswe | ame
s | concer |vemnDisesse | cancer | camcer | cancer | AZOMTS | cucy | Azhemers
Gamh | o | Saww | Seow | Tow | Guese | GGR | ol
s swoke | stoke | SO | poimonia | Pocumena | Concer | Septieemia | poEURE,
so% 5% oo T
enzaad | G Aes) | Aepraion | Aomers
. aro | cro | sepicemia | ST | Cnren | poaumonia | Disease. | Cancer
10.8% 11.3% 8.7%
Uil [ Unenioral | CPATST | namere | AoPa0T | g | Aepiaion | Septcemia
s | M | Mo | CSomee | Aenomers | ol | S0 | olmona | e
iy s 7 y o,
Al z hei meAtzitesner's CLRD C-P Arrest/ Al zhei C-PArrest/ | Unintentional | Influenzaand
6 Disease Disease 6.0% Seizure Disease Seizure® Injuries Pneumonia
3.1% 3.2% 6.8% 8.6% 5.5% 6.5% 6.3%
Tienzaand | AT 7o P
Divetes Septcemia | Sepicemia T ero
7 wees | o | Diease | STiCET ol I e Bt
e uenzaang Septcemia [ nizenzand
Nephritis CLRD CLRD Stroke
8 Pneumonia 26%. Pneumonia 5.7% 4.6% 5.2% Pneumonia 4.0%
o | s | owers | swoke B e S e
Tow B 2% | e |42 ok i
3.6% CLRD
Stroke Unintentional | Unintentional 26% C-P Arrest/
10 | Swtcemin | septcemia | weprris | S50 PR O | congenta | “Sazures
L7 | omaies | 3o
CopytoT—z0TT SO =

‘Source: Mass govidds
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Comparison of Top 10 Causes of Death in 2008

Rank_ US gen pop * MA DMR **
1 Heart Disease Heart Disease
2 Cancer Al zhei mer
3 Stroke Aspiration Pneumonia
4 Respiratory i chronic, lower Cancer &
5 Injuries 1 unintentional Septicemia
6 Al zhei mer ¢s Influenza/Pneumonia
7 Diabetes Respiratory i chronic, lower
8 Influenza/Pneumonia Stroke
9 Renal Disease Unintentional Injuries
10 Septicemia C-P Arrest/Seizure
*(CDC.gov) ** dmr.mass.gov
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And thist-e-l /| s

-

us

A Some of the common health issues can be

anticipated.

ASome health issues may be
complications.

AThere are numerous fARisk Fa

A Mobility impairment
A Need for special assistance when eating

Copyright 2011 - SDMRN a1

=t

n
Comparison of the Top 5 Leading Causes of Death
As Reported by Four State ID/DD Agencies
Rank MA DDS CT DDS 0 OH OMRDD LA OCDD
CY2008 FY2008 2008 FY2009
(adults) (all ages) (all ages) (all ages)
Method Underlying Primary Unknown Unknown
1 Heart Disease Heart Disease Heart Disease DISEa::Sa:' the
18.7% 31.0% 18.9% 14.9%
Alzheimer's Disease Aspiration Pneumonia Influenza and
2 14.1% Pneumonia 11.0% Pneumonia
- 15.2% : 14.9%
Aspiration Respiratory Cancer Septicemia
3 Pneumonia Disease 10.0% 10.5%
11.2% 12.3% ity °
Cancer Aspiration Cerebrovascular
4 Pneumonia Diseases (Stroke)
Cancer 10.7%
9.7% 6.1%
8.7% —
Pneumonia
Septicemia Chronic Lower
(non-Aspiration) | Congenital Diseases !
5 8.7% Respiratory Diseases
and Septicemia 6.4%
s gt e e Gt 00 o o g o s i css o g )i, oo |
irecty comparable wih Massachusets
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Wh-a t this tells

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

that é

ASo we know

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

A Information on prevalence of specific health issues

among persons with I/DD is limited, but this data
shows that é
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We s also:see that

Preventive health screenings
and health strategies are
critical for all people i
including persons with I/DD ¥
and should be incorporated
into the health support plan.

Copyright 2011 - SDMRN a2
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Infectious Disease Prevention ccoonit 6 ¢

Preventive Healthcare

A Hepatitisi A, B, C ¢é

Hepatitis A i Decreased prevalence in this country, but still 25,000

A Basic wellness interventions 1 cases reported * each year
. diet, nutrition, exercise

Hepatitis B 1 Marked decrease in this country, attributed to
Hepatitis B vaccine i still 75,000 cases each year.

A Infection Control & Hepatitis C i Not a nice virus!

Immunizations i still critical A Other Drug-Resistant Strains of Infection:

intel‘ventions, A MRSA i has become very prevalent in healthcare settings
A TB A VRE, Streptococcus Pneumonia

A Multiple Drug-Resistant Strains of TB A Emerging infectious diseases T
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Top 10 Cancersi MALES T in US
for the years 20021 2006

. A General Health Screenings i INCIDENCE DEATHS
A Lab work & other Diagnostics A B

Prostate Lung & Bronchus.

A Cancer Screenings

Colon & Rectum

Preventive Healthcare

Prostate
Colon & Rectum

Pancreas
Urinary Bladder
Leukemias
Melanomas of Skin
Non-Hodgkin Lymphoma [Eseresy
INon-Hodgkin Lymphoma Esophhius

Kidney & Renal Pelvis Liver & Hepatic Bile Duct

Oral Cavity & Pharynx Urinary Bladder

Leukemias Kidney & Renal Pelvis

Pancreas [ 13.

Rates per 100,000 Rates per 100,000
Centers for Disease Control & Prevention i US Cancer Statistics | referenced 05/08/2010.
Copyright 2011 -- SDMRN 45 Copyright 2011 -- SDMRN 46

" JEE " B
Top 10 Cancersi FEMALES T in US Top 10 Cancers by Type in US
for the years 200217 2006 for the years 2002 1 2006

INCIDENCE DEATHS MALES FEMALES

K 0 50 100 150 200
o 50 100 150 200 o B G R Prostate
5 oS Breast 119
R o Lung & Bronchus [ 0.2
reast 119 Lung & Bronchus
Lung & Bronchus
Breast =] 23 "

Lung & Bronchus Colon & Rectum Colon & Rectum

Colon & Recwm [T 145

Colon & Rectum i
Pancreas [I] 95 Urinary Bladder Corpus & Uterus Nos [] 23.7]
Corpus & Uterus

Nos Melanomas of Skin Thyroid I8

ovary [ 85
Thyroid Non-Hodgkin -DSE"ES
Nnmjw Leukemias [] 5.4 Lymphoma NonHodgkin Lymphona. [ 157
Lymphona Non-Hodgkin g g Kidney & Renal Pelvis Melanomas of the Skin [I] 15,
Melanomas of the. Lymphoma
San Corpus & Uterus, NOS 1 42 Oral Cavity & Pharynx ovary [ 123
ovar Brain & Other Nervous
” System 34 Leukemias Kichey & Renal Petis [T] 108
Kidney & Renal Liver & Hepatic Bile
Pelvis &9 Pancreas Pancreas [ 102
pancreas [ 102
Rates per 100,000 Rates per 100,000
Rates per 100,000 Rates per 100.000
Centers for Disease Control & Prevention i _US Cancer Statistics i Centers for Disease Control & Prevention | _US Cancer Statistics © d 05/08/2010,
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Preventive Healthcare Strategies

AMALES
ATesticular exam annually.

ADigital rectal exam & PSA annually after
age 50.

ABPH very common i

AProstate Cancer i
AVery High #dAli ¥ir@nmeme 0
ARisk increases with age

ARisk Factors important to consider 1
ethnicity, family history, etc.

A PSA Velocity i very important indicator

Copyright 2011 - SDMRN 29
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Preventive Healthcare Strategies

A Colorectal Health MALES & FEMALES:

AColorectal cancer i 2nd only to lung
cancer

AEarly detection is critical!

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

Copyright 2011 - SDMRN 51
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We know that /i general

A People with I/DD experience many of same
health issues

A Health interventions should include preventive health
strategies & screenings
A Wellness Guidelines

A I/DD does impact health i Often resulting in:
A More health issues

A Health issues at earlier age

A More severe disability C more complex health issues

A Specific IIDD € specific health issues for the
person
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Preventive Healthcare Strateqgies

AFEMALES
AGynecologic Cancers
APelvic exam annually
APap Smear every 17 3 years *
ABreast Cancer
AClinical Breast exam annually

AMammogram i screening @ 40; annually
after ~ 50 *

Copyright 2011 - SDMRN 50

Common
Health
Issues for
Persons
with I/DD

n
Health Issues in Persons with I/DD
Health Issue Rate in /DD Ci i

Cardiovascular Disease | Leading cause of death in Some syndromes increase risk.

persons with /DD too! 1 Evaluate for underlying CV disease: EKG,
ECHO, Stress Test when indicated

1 Daily cardiac monitoring i B/P, Pulse,
circulation checks, etc.

1 General health interventionsi diet, exercise,
etc

Respiratory Disease Often in top 5 causes of death| Some conditions increased risk i.e. obesity.
i Pneumonia, Reactive 1 Evaluate for underlying pulmonary disease:
Airway & Asthma, COPD, Pulmonary Function Testing; Sleep Study; etc.

Sleep Apnea 1 Respiratory interventions i medications,
nebulizers, O2 saturation monitoring, CPAP,
etc.

1 Early assessment & intervention when problem
arise.

Cancer Generally among top 4 in Insufficient data to determine specific prevalence of
leading cause of death calculate age/gender statistics.
CDC, NIH, NCS, Mas2008
Mortality Report sites Pancreas, Breast Family health history important.
(female), Colon/Rectal/Anal,
Esophageal, Liver Cancer Screenings are criticall
COpYAgT 20TT ~ SDWRN 5%
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Health Issues in Persons with I/DD

Health Issue

Prevalence Rate in IIDD Ci

Neurological Disease

Very common camorbid

Seizuresi general population = 1%; persons with DD =

result in
or withdrawalA wo me n 6 s
under reported and/or treated

(Nehring, et al 2005 4) | conditions 219; persons with I/DaNdCP = 50%
1 Proper Diagnosisi seizure type, etd
1 Appropriate Interventions Medications VNS,
NeurosurgeryKetogenicDiet
1 Seizure Care & Managemehtraining of caregivers.
Other Neurological conditionsi TIA, CVA, Dementia &
Al zhei merds Disease
Psychiatric Conditions | Seen i39% of person with | Accurate diagnosis can be difficult but is important.

i (Reuben & Crocker /DD Statistically
2006) 1 Womenare twice as likely to haveood andanxiety
disorders

1 Men tend to have more difficulty with substance abt
& anti-social behavior
1 Aggression &

ot her

fact
i

referral than

Always rule out an underlying health condition.

fist-mesagement o and

Copyright 2011 -- SDMRN
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psychiat
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Health Issues in Persons with /DD

Health Issue

Prevalence Rate in /DD

Comments

Metabolic Conditions

(Nerhing et al 2005 4)

Diabetes *
Hyperlipidemia *
Thyroid Dysfunction *

with /DD without Down
Syndrome

Metabolic Syndromef q
Includes 1
Hyperglycemia/Hyperinsulinen|
ia, Hypertension,
Hyperlipidemia, & Obesity

-

Assure ap

Prevalenca probably consistent with general
population for most.

Some conditions or treatments increase irisk
Hyertension i 41% of persons | obesity, medications can be related t0"2& 31
generation antipsychotics

Interventions:

propriate & effective treatment!

Diet, exercise

Remove of
Monitoring
Bl ood

ffending agent when applicable
i Blood Sugar: FBS, HgbALC;
Pressure; Lipi

ds

Obesity & Overweight

Prevalence rate 65% of

Some conditions increase risk.

Physical Deconditioning

persons with /DD
Fairly consistent with general | too!

Obesityrelated health issues seem to be increasil

population. I PP6s must include mea
* (Nehring et al 2005) a big
concern! Physical activity must be encouraged!
Copyright 2011 -- SDMRN 57
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Common I/DD Syndromes:
A Down Syndrome 1 per 1,000
A Neural Tube Defects 1 per 1,000
A Autism Spectrum Disorders 371 4per1,000 *
A FEetal Alcohol Syndrome 1i 2per1,000
A Fragile X Syndrome 1 per 1,250
A Williams Syndrome 1 per 7,500
A Prader Willi Syndrome 1 per 10,000
A Rett Syndrome 1 per 20,000
A Corneliade Lange Syndrome 1 per 30,000
A Cri-du-Chat Syndrome 1 per 50,000
A Hurler Syndrome 1 per 100,000

Source: (Ruben & Crocker 2006

Copyright 2011 - SDMRN

Health Issues in Persons with I/DD

Health Issue Rate in /DD | Ct

Gastrointestinal
Conditions in 8071 95% of persons with|

1/DD during lifetime

(Nehring etali 2001 6)
(Ruben & Crocker 2006)

Dysphagia& GERD i seen| DysphagidGERD:

Causes: Orahotor dysfunctionhiatal herniaA
GERD

i DysphagigSwallowing TRisks: choking, aspiratio
Dysfunction, GERD, | Constipation up to 75% | esophageal cancer

ConstipationMegacolon | of persons with /DD Constipation:

Obstruction experience problems 1 Contributing factors: poor fluid intake, low fiber

intake, immobility, lack of conscious urge; possibly|
intrinsic problem with bowel motiity.

)

9 Prevalence appears to be similar between childrer
adults with /DD.
Risks: rectal dilationmegacolon bowel obstruction!

Management:

1 Differential Diagnosis is critical!
0 UGI, VideofluoroscopyEGD, Colonscopy

1 Intervention Strategies:
o0 Medicationsi both as treatment & as contributors to the problem(s).
o Other Interventions Diet texture, feeding techniques, food restriction bef

bed, HOBE , dietary fiber, fluid, regular activity/exercise, etc.
f  On-going bowel management very important.
1 Bowel obstruction is an emergency situation!

Copyright 2011 - SDMRN

56

Health Issues in Persons with /DD

Aging
f Cardiovascular Diseases
1 Carcinomas

1 Mobility Impairment

{ Osteopeni#steoporosis
1 Nutritional Concerns

1 Sensory Impairment

1

1

Dementia & Functional
Decline

Nehring et al 2005- 6; Rubin & Crocker 2006;
Nochaiski2004.

Anxiety & Mood Disorders

Estimatesindicate ~ 526,000
persons with I/DD over the
age of 60living in the United
States at this time

A andA

By 2030 this is expected to
double!

In general, the averadide
expectancyfor person with
/DD is approaching that of th:

Aging-Related Health Issues-

o Aging-related health issue:
will become more
frequent.

o Must develop effective
screening and intervention
strategies for the aging
1/DD population.

general population

Copyright 2011
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in /DD Syndromes:

Syndrome Prevalence

Commonly Associated Health Issues

Down Syndrome 1 per 1,000

™ m m mm

m

Congenital Heart DiseageASD, VSD, etc;
Hypothyroidism; Dry Skin; Hypotonicity
Smal | A& éeMdien impaction;
Hearing loss;

Dementiai at high risk for Dementia Al z hei mer
type;

Cervical Spine instability AtlantoAxial
Subluxation.

Neural Tube Defects 1 per 1,000
£ Spina Bifida
E Myelomeningocele|

€ Hydrocephalus

mm

m o m

mm

mm

Neurological concerns:
- Headaches migraine (8.5%) & nomigraine
(15.4%)

- Seizures up to 29% of those with
myelomeningocel& hydrocephalus

Urology concerns incontinence, urinary retention
Afr equ e mtrend) Famags/disease
Bowels concerngy constipation, incontinence
Orthopedic managemeittclub foot (up to 75%),
subluxatiovdislocation of hip (35 50%), scoliosis
(231 90% depending on location of spinal lesion),|
pathologic fractures (1030%).

Skin Integrity/Management

Latex Allergy i up to 40%

‘Source: Reuben & Crocker | 2006 Copyright 2011

- SDMRN 60

10



Common Health Issues in I/DD Syndromes:

Prevalence

Commonly Associated Health Issues

Autism Spectrum
Disorders

31 4 per 1,000 *

ESocial isolation & disinterest
E 0OcCD,

ESeizures 207 35%
ESleep Disorders 561 83%
EGl disturbances

disruption, tics, dyskinesias, agitation, behavior
disturbancei start low & go slow.

Fragile X Syndrome

1 per 1,250

EAutistic features commoh poor eye contact, rocking,
spinning, hand flapping, hand biting, difficulty with
change, etc.

ETactile Defensiveness affects 601 90% of males with
Fragile Xi some females also affected;

EOften misdiagnosed as Autism;

EHyperactivity, impulsivity, poor attention;

EEpilepsy- ~13i 50%;

EMitral Valve Polapse(~ 50%), cardiac murmurs,
hypertension;

E ia joint

EFrequenbtitis media;

EGERD, feeding problems.

Source; Reuben & Crocker i 2006

" A
Common Health Issues in I/DD Syndromes:
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Syndrome

Prevalence

Commonly Associated Health Issues

Angelman Syndrome

1 per 10,000 to
1 per 20,000

ESpeech impairmerit litte to no functional speech;
B or balance i ia or gait
disturbance;

EBehaviori short attention, easily excited, hyperactive,|

frequent smiling/laughing, apparent happy demeanor;
ENeuroi microcephaly, seizures ~ 80% of cases; slee]
disturbance or insomnia;

Ewide mouth, widespaced teeth, excessive drooling.

Rett Syndrome

1 per 20,000

Bmmobility i Skin breakdown:
Erandmouthing, bruxism
ESeizures

EPoor circulationd cold hands/feet
EHyperventilation/breatolding
EScoliosis

EGERD, Constipation

Copyright 2011 ~
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Mental Health Concerns

ANur seds
Intervention

Assessing the Individual with Mental

Health Concerns i initial, acute changes, &
longitudinal evaluation

Interfacing with the IDT

SDMRN 63

Rol e in

Interfacing with the Psychiatrist
Monitoring Psychiatric Treatment
Behavior Management Plans
Behavioral & Physical Intervention

Copyright 2011 -
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Common Health Issues in I/DD Syndromes:

Syndrome

Prevalence

Commonly Associated Health Issues

Wiliams Syndrome

1 per 7,500

mmm

m m

m

m

Infancyi Feeding
inttability;

CVi valve disease, arterial stenosis, hypertension;
Gli GERD, constipation, diverticulosis.

GUY renal aplasia or hypoplasia, bladder diverticuli
nephrocalcinosis.

Metabolici hypothyroidism, diabetes,
hypercalcemia/hypercalcicuria

Audio i Hyperacusis during childhood, senserural
hearing loss as adult

Dentalii High incidence of dental caries; periodontal
disease, enamel hypoplasia, poor oral hygiene
secondary to visuospatial defiits.

difficultie

anxiety, ion, OCH,

impulse control disorders,

s,

Prader Willi
Syndrome

1 per 10,000

m mmm

mm

Hypotonia
Feeding difficulties in infancy

Hyperphagianith rapid weight gain with central
obesity

Obesityrelated health issuésdiabetes, HTN,
Hyperiipidemia sleep apnea, skin infections
Increased tolerance to pain

Osteoporosis, scoliosi&yphosis

Common Health Issues

Tght 2011 —
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in I/DD Syndromes:

Syndrome

Prevalence

Commonly Associated Health Issues

Cornelia de Lange
Syndrome

1 per 30,000

M m M M m

Eye disturbances ptosis, nystagmus
Ear problems, hearing loss

Gl, GERD, hernias

Seizures

Pain/neuropath

Sleep problems COLD FEET

Cri-du-Chat
Syndrome

1 per 50,000

™ m m m m m m

m

Sleep problems (50%)

Urinary dribbling (due to weak muscles)
Constipation (70%)

Delayed, limited speech

ADHD

SIB (92%), aggressiorstereotypies

Congenital heart disease, renal anomalies & scoligsis

may occur
Increased URI & dental problems

Copyright 2011 -
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Mental Health Concerns

A High prevalence of psychiatric co-morbidity in persons
with I/DD 7 ~ 39%

Can

SDMRN 64

Nursing Assessment i critical for gathering relevant
really

Ahel p

Remember that mental health issues A non-compliance with
examinations, misinformation during interview, etc.

behavioral manifestations

A
information i
A
A
A Statistically:

Determine underlying mental health issue(s) & identify

Accurate diagnosis can be difficult but is important.

Women are twice as likely to have mood and anxiety disorders
Men tend to have more difficulty with substance abuse & anti-

social behavior A A
Aggression
psychiatric referral than depressive symptoms or withdrawal A

womenos

& other

psychiatric issues
Copyright 2009 --
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Basic Behavioral Principles

A All behavior is purposeful. Understand the purpose and you will be better prepared
to intervene and help modify it.

Behavioral & Mental Health Issues tuc ont

A A|Ways rule out an under|ying health A Behavior will always increase if it:
condition! Gets attention
N . . ) . Is successful
A Assure that treatment is appropriate for diagnoses i A If you donot knoiv owhecraenoytout edrle the direc
and A A You can only impact that which you measure i and taking data can be an intervention
. . R itself.
Monitor for efﬁcany side-effects & adverse effects A Attention is very powerful i both positive & negative: Whatever you want to see
A Assure on-going monitoring & psychiatric follow-up more of, thatds what you should pay atte:
R R = . . R . A Motivating someone to modify behavior requires that the benefit of the behaving
A Determine & utilize effective intervention strategles differently outweighs the benefit of per:
Less intrusive A more intrusive A Intervention Strategies: Extinction, Interruption/Redirection, Social praise, Positive
. . " . . Reinforcement, Cost-Response, Aversive
Appropriate Interventionsi medi cati on, co-unse . . : . ; . - :
s ~ . . N A Positive Reinforcers: Tangible, edible, social praise, time & attention
management o and fAcoping skillso R N ~ N N
A Getcreative!l! iGr andmadés cupboardo
A Something is a fireinforcero only if it motivates the person to modify the behavior.
A Be consistent! The most powerful reinforcement pattern is a random reinforcement
pattern.
Copyright 2011 -~ SDMRN 67 Copyright 2011 SDMRN 68
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When determining health support Basic Nursing Systems
needs i also consider

>

Intake Nursing & Health Assessment Process
Program Standards for Nursing Services Health Care Plan i Health Support Plan

Some require specific nursing tasks 1 quarterly Ac:\t%geglg] Elssls;eEResponse
assessments, nursing care plans, training of DCS, etc. i o i
RN Involvement with significant issues

> >

In general, most programs expect that the person receive

A Health Care Coordination
nursing services in accordance with needs & that health A Periodic Nursing Review
care needs be met in a timely manner A Nursing Oversight
Basic N . S A Medication Management

asic Nursing Systems A Support Staff Training & Preparation
A Preventive Health Strategies
A Wellness Guidelines
Copyright 2011 -- SDMRN 69 Copyright 2011 -- SDMRN 70
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Wellness Guidelines

Dscase | TostarProveare | Gender [ e T Wellness Guidelines
Breast Cancer | Clinical Breast Exam|  Female | 20 & over Quarterly by Nurse; Disease TestorProcedure | Gender | Age Frequency
Annually by physician Colorf Rectal | Fecal Occult Blood tdst Male & | 50 & over Annually
Mammography Female | 40 & over Annually Cancer & Digital Rectal Female
Exam (DRE)
- - - - - Flexibl Male & |50& Every 5
Reproductive | Pelvic Examination  Female | 18 & ovarearlier| Annual pelvic exam with pap tst. exible ale over very S years
& DRE-OR- Female
Cancer Pap Test ifsexualy [After 3 or more
Cervical, Ovarian, active examinations, pap test may
Uterine be performed loss frequenty. Colonoscopy & DRE|  Male & | 50 & over Every 10 years
Minimally every 3 years. -OR- Female
Vaginal Vaginal Scraping Female | SIP HysterectomlyEvery 5 years Double Constrast vale & | 502 over Every 5 10 years
Endometrial Endometrial Tissue Female | Atmenopauseiffd physici ands [di Barium Enema Female|
Biopsy high risk DRE
Prostate Cancer | Digital Rectal Exam Male |50 & over Annually beginning at age 50, gnd General Cancer | Cancerelated Medical Male & | Over 20 Every 3 years or as indicated
Prostate Specific for younger men who are pt Risk Examinatidn Female Over 40 Annually or as indicated.
Antigen (PSA) risk. thyroid, lymph
Testicular Cancer | Testicular Exam Male | 18 & older Annually by physician nodes, skin, oraj
icia cavity, etc.
More frequently if history.
Copyright 2011 -- SDMRN 71
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Wellness Guidelines

Disease Test or Procedure Gender | Age Frequency
Heart Disease EKG Male & | 40 Initial o6basellin:
Female| 50 & over Annually
Exercise Stress Test| Male & | High Risk History or 2 or more risk factofls *
Female| or strong family history of
premature heart disease.
Lipid Profile Male & | Over 35 Every 3 years
Female| Over 50 Annually
Diabetes Blood Sugarfasting Male & | Over 20 Periodically~ every 3 years
Female| Over 50 Annually
HgbAl1C Male & | As indicated Quarterly with history of diabetes or
Female| hyperglycemia. [
Thyroid Disease | Thyroid Panel Male & | 20 & over Screening in early adulthood then
Female| Periodically thereafterevery 3
years
Copyright 2011 - SDMRN 73 Copyright 2011 - SDMRN 7
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Barriers-to Quality:Healthcare Barri y A
for-Persons with /DD arriers r cont 6d

Il nadequate training

>

A Limited cognitive & communication skills
of the person served

>

Lack of I/DD exposure/training in nursing
A Disparity in Health Services and healthcare curricula A A less prepared

- S healthcare professionals
AMedicaid insurance
Aln general T less valued population

A Lack of data collection & analysis of quality
health & life indicators for persons with I/DD
A Funding limitsA Ai ncreased u:
& less nursing oversight
Copyright 2011 -- SDMRN 75 Copyright 2011 - SDMRN 76
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Barriers i coont 6d

A Community placement without  adequate health
supports
A This places consumers at risk!
A Community movementi=shc tihe  Atrendo.
A Some aspects are clearly positive.
AWhat will we see fAlooking backo

Es:epa poen .1

A The stigma of nursing involvement in support

plans C limited nursing involvement. The Medl(,‘a/ MOde/
e
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Avoiding Advers
Outcomes

A World Without Nursing

APuts people at risk!

APotential outcomes:
AHealth issues
ADirect Support Staff
AUtilization of healthcare services
Alncrease in adverse outcomes

Copyright 2011 -~ SDMRN 79 Copyright 2011 SDMRN 80

_ _
The Real World Nursing & Programming

A A very challenging population in general. It teally doasin’t have dodbe this wdy! have

" Issues faced by program staff are unique in many ways.
A Support programs focus on normalization.
A Must develop reasonable strategies
AAl'l ow for fADignity of Risko

A Programs are not structiuthieachn fin
create a challenge when trying to meet healthcare needs.

A It really takes a team _to support people with I/DD!

T

Copyright 2011 - SDMRN 81
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Avoiding Adverse Qutcomes The goal é

A Work to assure access to quality health care

A Assure proper education, utilization & oversight of To assure quality health supports for all persons
DSPés . . ; .

A Develop functional, effective transition plans with I/DD T and it takes a TEAM to accomplish that!

A Provide regular Nursing oversight

>

Implement Nursing systems

Evaluate adverse health outcomes through

ARi sk ManagemeAt o proces
A Look for trends & systemic issues

A Develop or Modify systems to address issues

A Monitor outcomes to assure improvements

A Modify systems again if needed!
A Use a TEAM approach to health supports!
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