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Intellectual Disability
Definition
» Disability characterized by significant limitations

in intellectual functioning and in adaptive
behavior

= Consider limitation within context of community
environments

» Valid assessments
= Limitations coexist with strengths

» Use limitations to develop profile of needed
supports

= Over time, and with appropriate supports,
functioning will generally improve

Slide Source: D.C. Health Resources Partnership, 2006




Intellectual Disability Definition, Cont.

Significantly sub-average intellectual functioning: An 1Q of
approximately 70 or below on an IQ test.

= Mild = approx. 50 - 70

= Moderate = approx. 35-50

= Severe = approx. 20 - 35

= Profound = below 20
Concurrent deficits in adaptive functioning in at least 2
areas:

= Receptive = Motor skills
communication = Community use

= Expressive = Health
communication = Safety

= Self care, = Occupational skills

= Social skills » Functional academic skills

The onset is before the age of 18 years.

Developmental Disability Definition
as specified in federal Public Law 100-146

A Seve,re’ = |s attributable to a mental or
chronic physical impairment or combination
disability of a of mental and physical impairments
person that: that is likely to continue indefinitely.




Developmental Disability Definition, Cont.

= Results in substantial functional limitations in

three or more of the following areas of major life
activity:

» self-care

» receptive and expressive language

» learning

= mobility

» self-direction

» capacity of independent living and

= economic self-sufficiency; and

Developmental Disability Definition, Cont.

» Reflects the person’s need for a combination and
sequence of special, interdisciplinary, or generic
care, treatment, or other services that are of lifelong
extended duration and are individually planned
and coordinated. [42U.5.C.6001(5)]




DISABILITY SPENDING IN THE STATES

State of the States in Developmental Disability

Report developed by the University of Colorado, Anschutz Medical Campus

Spending by federal, state, and local units of government
constitutes a large proportion of the resources available to assist
people with disabilities in the United States.

These public funds pay for health care, income maintenance,
special education, vocational rehabilitation and training, and
long-term care including housing and related residential support
services. Funds are allocated directly to individuals as well as to
schools, health care organizations, and tens of thousands of
nonprofit and proprietary disability services organizations.

The findings of this study illustrate the increasing size and growth
rate of disability spending as well as a strong, continuing shift
away from the use of institutional and nursing facility care toward
more individualized community residential and personal support
services.

The state of the science of Health and Wellness for
adults with intellectual and developmental
disabilities. Intellectual and Developmental
Disabilities, 51(5), 385-398.

Anderson, Lynda Lahti, Humphries, Kathy, McDermott, Suzanne,
Marks, Beth, Sisarak, Jasmina and Larson, Sheryl (2013).

A review of 91 research articles on health and health
promotion for people with intellectual and developmental
disabilities.




Health Disparities’ Impact on
People with IDD

= Decreased life expectancy
= Greater rates of co-occurring conditions

= Sensory impairment, epilepsy
= Psychiatric disorders

= Limited mobility

= Gl disorders

= More likely to develop common health conditions
= High cholesterol
= Hypertension
= Cardiovascular disease

= More likely to experience multiple chronic
conditions

Oral Health

High rates of periodontal disease
and caries

Resulting in decay, missing molars
and restorations

Insufficient preventive dental care
including sealants




Aging

Elevated rates of dementia, particularly people with
Down syndrome

= More than half of the people with DS over the age of 50 will experience
dementia

Women with DS appear to enter menopause earlier than
their peers (dementia and early mortality)

People with cerebral palsy

* Increased pain levels

= Sarcopenia

= Osteoporosis

= Arthritis
Exacerbation of osteoporosis by medications frequently
prescribed (e.g. phenytoin and SSRIs)

Bone loss exacerbated by sedentary lifestyle and poor
nutrition

End of Life Care

Under-utilization of hospice and palliative
care

Late diagnosis of a terminal iliness
Challenges related to informed consent

Lack of knowledge about people with IDD
by palliative care professionals

Lack of models by service agencies to
provide effective end of life care




Obesity-Related Factors

=  Mixed results from the research

= Some show higher prevalence of obesity among people with
IDD than the general population (21% - 33.6%)

= Other studies suggest that in the absence of a known genetic
condition, the prevalence is less than or similar to that of
people living in the same communities and receiving similar
health care (70.7% for people with DS)

= BMIs not accurate for some sub-populations

= People living in the home of a family member or their own
have highest rates of unhealthy weight gain, obesity, CVD
and CVD-related mortality

Obesity-Related Factors, cont.

Access to and participation in physical activity

Sedentary life styles

Immobility

Highest rates of obesity risk include people with DS, Prader Willi
syndrome and spina bifida

/)

Polypharmacy (6.5 medications for people in community-based
settings) may lead to increased rates of obesity an diabetes

o—
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Neighborhoods and health

Residential segregation
by race/ethnicity and
socioeconomic position

Inequalities in
resource
distribution

Neighborhood physical environments
Environmental exposures
Food and recreational resources

N

Built environment
Aesthetic quality/natural spaces
Services

Quality of housing

vt

Neighborhood social environmenls

Behavioral
mediators

it

Stress

=) Health

Safety/violence

Social connections/ cohesion
Local institutions

Norms

/"

Material resources

Biological attributes

Personal characteristics

Psychosodial resources

Annals of the New York Academy of Sciences

http://onlinelibrary.wiley.com/doi/10.1111/j.1749-6632.2009.05333.x/full#f1

Volume 1186, Issue 1, pages 125-145, 16 FEB 2010 DOI: 10.1111/j.1749-6632.2009.05333.x

Surgeon General’s Report:
Closing the Gap

Health Promotion and

Community
Environments

Knowledge and

Understanding

Quality of Health Care
Training of Health Care

Providers

Health Care Financing
Sources of Health Care

-CLOSING THE GAF:

A Natlonal Blueprint. to Improve the Health of
rdation

Persons with Mental Retar




DDA Health Initiative

Implementation of the use of health passports that
accurately convey essential health information to
hospitals, specialists and dentists

Preventive health screening policy that has resulted
in the elimination of health disparities for the
screening of certain adult health conditions
Development of products related to safe transitions,
mental health guidelines, exercise and sensory
stimulation

Strong Medicaid program for dental care
reimbursement

Medical Consultation

Direct admission to intensive care
services, or requiring emergency
surgery

Change in status as an in-patient and

requiring transfer to a higher intensity E me rg en Cy

of service, i.e., to the Critical Care
Unit or Intensive Care Unit

("CaUNCUn Depart nents
In-patient hospital stay with a length
over two weeks.

New cancer diagnosis

Decline in function which impacts Prlmary Care
critical organ system, e.g., cardio- -

vascular, etc. PrOV|derS
Decline in function for which no
cause has been determined following
appropriate advanced testing.
Unintentional weight loss f more than

5% of body weight H H
Admission to hospice or being S p e Clal IStS
considered for hospice admission

Conflicting recommendations from
two or more specialists




Medical Consultation, contd.

Frequency of Consultation
February 2014-March 2015

Single contact

25%

42% = Contact with multiple
team members 2-4
times within the
reporting month

Contact with multiple
team members

5 or more times within
the reporting month

30

25

20

15

10

Medical Consultation, contd.

Nature of Consultations

March 2015
13
kil
8
5
3
Communication with Communication with Communication with Communication with Hospital site visit
hospital attending specialist primary care provider health care decision-
maker
[ ] [ ]
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What is health care
transition?

» Health care transition is the process of changing
from a pediatric to an adult model of health care.
The goal of transition is to optimize health and assist
youth in reaching their full potential. To achieve this
goal requires an organized transition process to
support youth in acquiring independent health care
skills, preparing for an adult model of care, and
transferring to new providers without disruption in
care.

° http://gottransition.org/providers/index.cfm °

Six Core Elements of
Healthcare Transition

Establish a policy

Track progress

Administer transition readiness assessments

Plan for adult care

[Transfer ]

fr—

Integrate into an adult practice ]

11



FIN Side-by-Side Version
lransition | Six Core Elements of Health Care Transition 2.0

The Six Core Elements of Health Care Transition 2.0 are intended for use by pediatric, family medicine, med-peds, and internal medicine practices
fo assist youth and young adults as they transition to adult-centered care. They are aligned with the AAP/AAFP/ACP Clinical Report on Transition.'

Sample clinical tools and measurement resources are available for quality improvement purposes at www.GotTransition.org m

Transitioning Youth to
Adult Health Care Providers
(Pediatric, Family Medicine, and Med-Peds Providers)

1. Transition Policy

= Develop a transiion policyistatement with input rom youth and famiies that
describes the practice's approach to Transition, inchyding
information

» Educateallstaff about the practice’s approach o transiion, the policyistate
ment, the Six Care Elements, and distinct roles of the youth, family, and pe-
datric and adut health care team in the transition process, taking into
account cultural preferences.

= Post policy and share/discuss with youth and families, beginning at age 12
014, and regularly review as part of ongoing care.

2, Transition Tracking and Monitoring

» Establish criteria and process for identifying transitioning youth and enter
their data into a registry.

= Utiize indivickal flow sheet or registry to track youth's transition progress
with the Six Core Elements.

= Incorporate the Six Care Elements into cinical care process, using EHR if
possie.

3. Transition Readiness
« Condhuct regular transtion readiness assessments, beginning at age 14, to
identfy and discuss with youth and parent/caregiver their needs and goals

Transitioning to an Adult Approach to
Health Care Without Changing Providers
{Family Medicine and Med-Pads Providers)

1. Transition Policy

+ Develop a transition policy/statement with input fom youth/young aduks and
famiies that describas the practice's approach o transitoning to an adult
‘approach to care at 18, including privacy and consent information

+ Educate all staff about the practice’s approach to fransition, the palicy/state:
ment, the Six Core Elements, and distinct roles of the youth, family, and
health care team in the taking itural pref-

Integrating Young Adults
into Adult Health Care
(internal Medicine, Family Medicine, and Med-Peds Providers)

1. Young Adult Transition and Care Policy
= Develop a transition policy/statement with input from young aduls that de-
s approach to accepling and partnering with new young
adults, including privacy and consent informatian.

: about the poiicy/state-
ment, the Six Core Elements and distinct roles of the young adult, family,
nd pediatric and adht eam in the ransition process, taking info

ind share/disouss with youth and families, beginning at age 12
10 14, and regularly review as part of ongoing care

2. Transition Tracking and Monitoring

 Establish criteria and process for identifying transitioning youthvyoung adults
and enter their data into a registry.

» Uiiize individusal flow sheet or registry to track youthvyoung adults transition
progress with the Six Core Elements.

« Incorporate the Six Core Elements into cinical care process, using EHR if
possibls

3. Transition Readiness
+ Conduct reguiar transition readiness assessments, begining at age 14, to
identify and discuss with youth and parenticaregiver their needs and goals

account cultural preferences.
= Post policy and sharefdiscuss with young aduts at first visit and regularly
review as part of angoing care.

2. Young Adult Tracking and Monitoring

 Establish criteria and process for identifying transitioning young aduits until
e 26 and enter their data into  registry.

= Usize individual flow sheet or registry to track young adults' completion of
the Six Core Elements.

* Incorporate the Six Core Elements into ciinical care prooess, using EHR if
possbe.

3. Transition Readiness/Orientation to Adult Practice
= Kentity and list adult providers within your practice interested in caring for
young adults.

in self-care. in self-care. = Establich a process to welcome and orient new young adults nto practice
» Jointy develop goals and pricritized actions with youth and parent/caregivr, | + Jor cifzed actions vith ! including a description of avalable services:
and dacument regulary n a plan of care ‘and document regularlyin a plan of care. = Provide youth-friendly online or witien information about the practice and
offe a *get-acquainted appaintment, if feasible
' American Academy of Pediatrics, American Academy of Family Physicians, American College of Physicians, Transitions Cinical Report Authoring Group. Continued

Supporting the health care transition from adolescence 10 adulthood in the madical home. Pediamcs. 2011; 128:182.

© Got Transition™/Center for Health Care Transition Improvement, 01/2014 m Got Transition™ is a program of The National Aliance to Advance Adolescent Health supported by U3SMC25729 HRSAMCHB m www, GotTransition. org

First Office Visit

» John is a 33 year old man who presents for a
new patient appointment. He is
accompanied by an unrelated adult. He is
smiling and nicely dressed, but instead of
answering your questions, he repeats the
last word or two of your question. The person
accompanying him says that John lives in
group home and he was only told to get
him to your appointment on time (which he
did!). How should you proceed?

12



Supported Decision-Making
Think About It

How do you make decisions?

What do you do if you’re not familiar with
the issue?

= Taxes? |
= Medical Care? o
= Auto Repairs? %'}

Sy,
What Do You Do?

L4 http://supporteddecisionmaking.org/

Supported Decision-
Making

= Emphasis on legal capacity as a “right”

= Provides for Meaningful Involvement by the
Person needing support in Decision-Making

= Discusses the needs for self advocacy support
and new strategies for safeguards

» |dentifies Guardianship as the Most Restrictive
Intervention

° http://supporteddecisionmaking.org/

13



Three Core Elements of Supported
Decision-Making Methods

= They recognize the person’s right to make
decisions on an equal basis with others;

» They recognize that people can create a
decision-making process that does NOT result in
the removal of their decision-making rights; and

» They recognize that people will often need
assistance in decision-making through various
means

(Dinerstein, 2012)

Common Supports

= Help people to understand relevant information,
issues, and available choices

= Focus attention in making decisions
= Assist people to weigh options

= Base decisions on preferences and expressed
desires

= Facilitate interpretation and communicate
decisions

http://supporteddecisionmaking.org/

14



One Size Does NOT Fit All

There are many ways to support people to make
decisions

Guardianship AND SDM are both “tools” to be
used to assist people

Goal =right tool, in the right amount, at the right
time for each person

s

http://supporteddecisionmaking.org/

It’s A Paradigm,
Not A Process

There is no one method to implement Supported
Decision-Making.

Strategies can include, as needed and appropriate:
» Informal support

» Interpretation based on knowledge of person

= Written agreements, like Powers of Attorney,
identifying the support needed

= Micro-Boards, Circles of Support and Natural
Support Networks

° http://supporteddecisionmaking.org/

15



Personal

Strengths
Ability to
Technology communicate ) .
«  Videos + Knowswhototrust - Relationship
Smart Phone Based
Compute_r . «  Family
Comml_mlcatl . POA
on Device « SDM
Direct . « Joint Bank
Deposit & Decision- A
Auto Bill Pay Making
Supports
Communi R
b Eligibility
Based o
. Peer Specific
support * Guardian
» Clergy * Representative
«  Advisors Payee
(Medical, » Special Needs
Financial) Trust

Erin Leveton, State Office of Disability Administration, Department on Disability Services

Tools at Your Disposal

= Transition of Care Guide

= Checklist of Psychiatric and Behavioral Problems in
People with Intellectual Disabilities

» Health Passport

»= Preventive Health Screening: US Preventive Services
Task Force Recommendations

» End of Life Planning

16



Transition of Care Guide _ A Checklist for
A Guide for Community Support Providers to COOI’dInatOI’S & Su pervisor

Facilitate Safe Transitions from the Hospital or
Long Term Care Facility to Home

Psychiatric and Behavioral Problems in
Individuals with Intellectual Disability

Tn( wing questions are provided to asist community support providers, service coordinators,
and health care decision makers in obtaining the information needed to promote safc health care his checklist is bascd on Treatment of Psychiatric and Bebavioral Problems in Individuals with
transitions from the hospital or long term care facility 1 the home secting for individuals with Mental Retardation: An Update of the Expert Consensus Guidelines (2004) by M. C. Aman, M. L.

developmental disabilitics. Crismon, A. Frances, B. H. King, and J. Rojahn, which summarized the recommendations of a pancl of

This document is not meant 1o replace the B y or medication iliation form. national experts. The checklist was developed for Service Coordinators, Program Managers, QMRP's,

and others who coordinate and supervise care for individuals with intellecrual disability. It was adapted

Health Conditions Discharge Instructions from the expert consensus guidclines, with permission of the publisher, by the DC Health Resources

o De Partnership at Georgetown University—University Center for Excellence in Developmental Disabilitics.
A Raason for hospalization A Spacialtrastments (Le. ressing change,
8. Past hosith condons raspiratory traatments)
€ New diagnoses 1. Identified who will perform the treatments When to Use This Checklist
oz o 2 Ensured the person has been informed of This checklist is intendad to help you coordinate and
harg h rvise the care of individuals with i
watch forafte discharge? 3 Undaad otaoctosl disabil ehioticahoviorl Key Principles in Diagnosis
A Spacific signs of health problems 4. Initiated the process to obtain trestmant problems. consult the o
8. Maskth problems requiring immediate Spotesieiment isability Administration’s guidoli "
medial wuaticn & Physical sctvitybevel O s the level of ID bacomes mors severe. tis
O 3. Doyou have tha names and contact information 1. Undarstand v disabiliey 10) naly
for the physiciaryhealth care prowider to oty i supervision level neaded and psychiatric/bahavioral diagnosis have:* diagnases other than autistic disorder but it
problems occur? 2. Understand the proper use of any assistive O significantly subaverage inellectual functioning 0 of is still axtremely important
o« shower 70- 18 yoars.™* O The two diagnastic manuals to be familiar with are.
o octurred durog hospnsiastiont o) I o i the DSWHV-TR (crrent Dkognostic Syl Maruol ofthe
01 5. Does the individus! have any open skin sress?If loast two h-cara,
thehome sodial kil set-direction, haalth, and safety). NADD and the American Psychiaric Association
A Inquired about the extent of the problem and. b. Obtained 3 prior o o focused
ordered treatments € Understand the type and purpose of O3 Nota that Even
8. Determined how long the open areas have equipment owned byfordered for fimebilsives-inind i i koY b made with confidence, the clinkian should alio
besn prasent the indrvidual st oordes assass for behavioral symptoms that may be
€ Requested 10 564 tha affected areas d. Planned for all necessary staff to be. peychiatic appropriate targets of treatment
D. Obtained measurements of wounds trained on th propae usé of the
£, Obtained the results of wound cultures.if squipment
deainage s present & Know wha will eder the equipment
Motes: £ Know the prmary vendor name
and nomber
“Based ou crtera from the DSM-IV-TR and the American Association on Intelleiual and Developmental Disorder,
- 9. Know who wil deliver the equipment - vy of these uidelines are s applicabie s individuals it coptive limsations acqwived i dldbood (as
- 2 - Fa o ofthee i oo pplicable 1o indivicusts with copitive b qwived in acdatbood
transfer protocols ’
1 1
[ ] [ ]
HEALTH PASSPORT
CONSUMER INFORMATION
Fist Name: TostFama:
AdEes Tity, Sate, Zip
[ Foma Phoze “Agency Phone:
[ ik Dt T B e o Thoee [ Heghs T Weighe
ol Seciy = [ [B= I
Medicaudw: I
T DNR/DNI? (If; YaO NeO
CONTACT INFORMATION
[Tt T dias Fome Phoos
T AdEe G Wik Poemt.
pERLanT— Ve of Fie Toee Vosen
e of = AdEen * §o==rg
A OO
Agemcy T Thcoe
e e
Teyvam ke
[Py Dt ]
ezt sl
Ve PR T
CECTN il
= ]mm

Developenental Dissbilty Ademicisation, Disict of Cobmbia
Georpasmn
° Favised November 2012 °




Preventive Health Screening: US Preventive Services Task Force

. . Annual Preventive Health Screening Report—Male
Annual Preventive Health Screening Report—Female 9 Rep:
Name:| ] oo
Name: | oo ]
P—— Tast Condition Screening Indicators. Test and Frequency I -
* 6575 yoars of age Uhtrasound (one time test ompltion Date
Breast Cancer Age 5074 yeors gy Wvery ! . i - Aneurysm « Smoked more than 100 uniless findings are present] I Refused
two years) : Mm&“‘;m Date CIgarettes in your kfetime 1 Not Indicated Based Upon
Unsasound if mammogaaphy ||
every i
twoyears) Colon Cancer | 5075 yoars + Colonoscopy (every 10years) |1 Test Completed
BRCA1and2 | Women of anyagewhohave | Onatime genticcounseling. |1~ Compietion Date- ote: Those with iharied | & S yourg |- COTOIVOR DK _____
Genes Family Mombers with Braast, | Refused o . s — Yoors | Retusea
Tubal.or Per '] : Whh FORT quary 3 aarrior 1 Not Indicated Based Upon
?:i:r‘\ ubal.or Pritoncal I NotIndicated Based Upon + FORT x 3 (annually)
Corvical Cancer | 2165 yoars Pap smaat every 3 years I Completion Date. routinaly
| Refused + 86 and over: Donot screen
1 Not Indicated Based Upon Dementla . NTG-EDSD
and older) hetp//aadmd org/saes/ defautt/ Date
. tany 39 €
Cervical Cancer | 30.65 years May want to consider I Completion Date. = = Anevaal scraon for 40 y0ar and
combination Papsmoarand || Refused vk -
WPV tost every S yoars ot Incdicats + Attime of obsarvad cogaitive
L W":‘“"" changes for all athers
Carvical Cancer G o Consuh _ o " Glasgow Depression Sreen |1 Intarview and OBsanvation
Colon Cancer ~ Colongscopy (every 10 years) || Test Performed_ = nnually) Completed
o 1 Completion Date Dot
- Sigmoidoscopy (every SYears || pefused 1" Observation Only Completed
weth FORT every 3 yoars) or vation Only Cor
« FOBT x 3 (annually) 19 Mok indicatad Rased Ugon o S
Diabetes « Hypertension of Laking Eicod ghicoss (annually for T~ Complation Date.
ants hypertensives high risk.every theee years for |1 Refusod
* Taking SSR1 o 5K} I Not Indicated Based Ugon
Dementla + Down syndrome (40 years NTG-£DSD Dementia Screen 1 Screen Completed
tend stanyage | e rosotmanr Hepatitis B * HIV positive HBsAg level Froquencytobe |1 Completion Date
2 . g Retusea
-.:::?:mm for 40 yeat and « Man whohave sex with men | physician. I NotIndiated Based Upon
. * Living with or having sex with
Actima cfciaruid cogaities someons with HBY infection
anges & - Compromied imimune
Depression Glasgow Depression Screen |1 Interview and Observation Syitens
annualty| Compkited .
Oute
- Hepatitis CVirus | - Born batween 1945.and 1965 | Titer (one time scroan) I Completion Date.
11 Obsenvation Only Comploted + History of Inption drug use I Aefused
e | + Blood transfusion prior to 1993 1" NotIndicated Based Upon
Diabetes - Hype taking yior |1 G
| Refused
+ Takdng $558 fow s 18 Notlodc High Blood Chack blood pressuie annually | BP Rosding
Fressure Dote of Resding
[J [

DOWN SYNDROME HEALTH CARE GUIDELINES

Down Syndrome Quarterly, Vol. 4, No. 3, Sept.1999, pp 1-16.

= TSH and T4-Thyroid Function Test (annual).
» Auditory testing (every 2 years).

= Cervical spine x-rays (as needed for sports); check for
atlanto-axial dislocation.

= Opthalmologic exam, looking especially for keratoconus
& cataracts (every 2 years).

» Clinical evaluation of the heart to rule out mitral/aortic
valve problems. Echocardiogram-ECHO (as
indicated). Reinforce the need for subacute bacterial
endocarditis prophylaxis (SBE) in susceptible adults with
cardiac disease.

» Clinical evaluation for sleep apnea.

= Dementia screen beginning at age 40

18



Frequency

Adherence to Preventive Health Services Study

RESULTS

Of the 511 participants in the original sample, 10 were dropped from the study (e.g.,
transferred, discharged, deceased). The Health Form 1 was collected for 444 of 501
Evans class members, yielding a response rate of 88.6%.

The majority of Evans class members were male (63.5% vs 36.5%) and fell into the 50-
59 years and 60-69 years age groupings.

20,0

150+

@
°
1

Adherence to Preventive Health Services Study

I GCERI IS Nl - Cholesterol screening
oIslg{e]fag[=To Mag[e}\ il - Prostate screening (men)
frequently: = Mammography (women)

Three screenings |- chlamydia and STDs
performed least |-HIV

frequently: = Skin cancer

19



Adherence to Preventive Health Services Study

RESULTS
Breast & Cervical Cancer Screening Rates Compared to the General Population

Mammography (Women) 95.6% 73.7% <.001 81.1% <.001

Pap Smear (Women) 89.2% 84.5% 0.078 93.0% 0.056

Colorectal Cancer Screening Rates Compared to the General Population

Colorectal Cancer
Screening

95.40% 52.1% <.001 70.5% <.001

= Includes only those who received colonoscopy

“p-values derived from one-sample nonparametric binomial tests
*Healthy People 2020 screening goals based on most recent guidelines

NOTE: All baseline percentages are from the National Health Interview Survey (NHIS); Centers for Disease Control and Prevention, National Center for Health Statistics (CDC/NCHS); For the year 2008. Baseline estimate for
adults aged 50-75 years

Adherence to Preventive Health Services Study

Proportion of Individuals Aged 50 Years and Older That Received Colorectal Cancer
Screening

100 95.4
EY
80
70
60
50
40
30
20
10

Fecal Occult Blood Testing Sigmoidoscopy Colonoscopy
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Adherence to Preventive Health Services Study

Proportion of Individuals Receiving Appropriate Preventive Health
Screenings and 95% Cls

Height and Weight
Breast Exam (women)
Testicular Exam (men)

Mammography (women)
Pap Smear (women)
Prostate Cancer (men)
Skin Cancer Screen
Hypertension
Cholesterol

Diabetes Type Il

Liver Function
Osteoporosis
Chlamydia and STDs
HIV

Hep B and C

TB

Hearing Assessment
Vision Assessment
Glaucoma

Depression

Dementia

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Health Screening Study
Recommendations

= Continue the requirement that providers use the Health Form 1 to
guide decision-making for participation in age and gender-
based recommendations for preventive health screening.

= Annually convene a group of health care experts to review
current recommendations of the U.S. Preventive Services Task
Force and other health policy groups to determine if changes
need to be made to the Health Form 1.

= Provide education to health practitioners about how to assess for
sexual activity either during the annual medical exam or the
annual nursing assessment.

= Provide education on how to conduct depression screening for
people with intellectual disabilities.

= Provide education on dementia screening requirements and the
appropriate screening tool to use.

21



Depression Screening

GLASGOW DEPRESSION SCALE
(SELF-REPORT)

. B Akt

Nems: Dae 5 Havey bk ta pay atienth Ry TV7

R Credentils (of Evaluten) Have you beenable o concenrate on hing (e 1V shoez?) D IEI LEJ

10. | Have you found it hard to make decisions’

f"‘”m““"”’ o showkd be sk o h’mf\nﬁuu!thl.a&nkhuh\mvhm'ﬂb‘ 0 \ 2
First, the pasticipant is asked to choose befiveen 8 ‘yes' and ‘0’ answer, [ftheir answer s ‘0o, o Adin choooe Mmoo Mg ] 0 o
“no” :mmdumudedn(a) 11. | Bave you found ic hard te sit sell?

16 eir answer i ‘yes', they should be asked if that s “sometimes” or ‘alwayy’, and th ou i you e stng doen? 9 1 2

o Supplementary questions (italics) may be usedif the primary question i not undenstond completely. || Fome o bom g arvand n s My you von't by 10 o 0 5]

« Ifaresponse is unclear, nkfwwuﬁcmplnvh\whmnmmuulk\wmhennbmlhumu 2 Bﬂ“"""'"“'i““""“""”‘(‘“'"“
anl you feel able 1 score their response 19y you showd e mre or 0 \ 3

M:Mm;ul,ﬁrsr:@wmhwmau: scored] o [u} o

Introduction: [[T5. | Have you found it Rard o get a good Right's sleep?

g A o 5 Hmesousound t hod o o czoep vl
week 2g0 that can serve s & reference point. ] 1 2
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An early detection-screening
instrument (NTG-EDSD) &
manual

= Various language versions
available

= Access at www.aadmd.org/ntg
= Practice guidelines
= Community supports guidelines

= Health practitioner assessment
guidelines

= Health advocacy guidelines

= Community dementia care
setting guidelines

®  NTG Education & Training Curriculum on Dementia and ID. Copyright 2014. All rights reserved.
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NTG’s ‘Thinker Document Recommendations

Early screening, health
and wellness across the
lifespan, and quality
lifespan diagnostic
services

Caregiver supports and
services

Need for dementia
capable services,
supports, and
advocacy

Formal (paid) and
informal caregivers
(family) also at risk with
the intersection of the
aging needs occurring

Community and health
care provider
education

Increased research Health care advocacy

o NTG Education & Training Curriculum on Dementia and ID. Copyright 2014. Allrights reserved. @©

End of Life Planning

THINKING
AHEAD

My Way,
My Choice,
My Life at the End

B L
Connie MArtinez, Z00S

Quality of Life Considerations

These questions will help you think in whichy person for
whotn you are making not tokeep
them alive. These days. many treatments can keep people alive even if there is no chance
’ o ir condition. Thinking person for
whom you are making medi isions. in their
o ituat i P
condition.
Ci 1te5 i strength and

direction of what you think s in the best interest for the person for whom you are
making medical decisions.

Iy ight keep the person alive.

might keep

1.

2. y

3. Unsure of what to do.
4. iy ight keep the person alive.
5. Definitely do NOT want treatments that might keep the person alive.

Definitely Definitely
Want - Do Not Want
Treatment Treatment

What if the person for whom you are making decisions...

. Nolonger can recognize or interact with

family or friends. 12 3 4 s
b. Nolonger can think or talk clearly. 1 2 3 4 5
. Nolongercanrespondtocommandsorrequests. 1 2 3 4 5
4 Nolongercanwalkbutgetsaroundinawheelchain1 2 3 4 5
«. Nolonger can get outside and must spend all

da athome. 12 3 4 s
£ Requi is Igesia for th

af severe pain. 12 3 4 s
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University Center for Excellence in
e Developmental Disabilities

Georgetown University Genter for Child and Human Development

s

DZ::'T:"Z“ DDA Quality Assurance and Improvement
o Initiative
LCCUSTSN  Developmental Disabilities Administration Health
2L Initiative (DDA HI)

End of Lite Pranning The Georgetown University Center for Child and Human
Development, University Center for Excellence in

Fesdback
< Developmental Disabilties (GU-UCEDD) conducts a quality

Healm & Weiiness assurance and improvement iniiative 1o assist the Distrct What's |
Stndargs. of Columbia's Developmental Disabilities Administration VY

{DDA) ¢
Nursing Roundiablos ° + The QDDP Training

1. Meet its regulatory and legal requirements pursuant to

Evans vs. Gray = The DC Coalition of Disability

Service Providers is pleased to

Producs & Resources
2 Evaluate the efectiveness of pobies and procedures DXL
site

RN Modules. related 10 the delivery of health care and related

Oral Heam

services, and
+ Annual Preventive Health

. 3 Establish frameworks for the delivery of culturally and Sersaning Report - Female
Links et
inguistic ally competent services fo dverse

UCEDD constituancies.

« Annual Preventive Health
Screaning Report - Male

The intitiv 4 on heaith and related health issues et toase heatee
that impact access to quality services and supports and

PSPPI itimtely qualty of fe for peoglo with intelec sl + Complex Moral Issuss: End-of-
Service Providers dean Lifo Dacisions for Aduts with
The goal of this initiative is to improve tha heaith outcomes Significant Intellectual

for adults with intellectual es by addressing policies Disabilities.

practices. and resources crce development that

100 Toobit affect change in the system of community-based services - Dental Video: Quaiity is About
and supports. Caring

Dementa-Capable
Environment

NP Educaton in 0D
Aatar Surise) This project is funded by
The Depanment on Disability Services
Developmental Dis abdities Administration
Project Number 24 - Contract # DCIM-2011-0012

| People with developmental disabilities
continue to experience health
| dispavities.

Two Surgeons General reports have
documented these disparities and
have made recommendations to
address their decline.

It is imperative that health disparities
be addressed, and as this panel
demonstrates, it requires a
coordinated and complex set of
strategies that engage the greater
community, legislatures and state
agencies.
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