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https://adscresources.advocatehealth.com/

Disclaimer

This information is provided for educational purposes
only and is not intended to serve as a substitute for a
medical, psychiatric, mental health, or behavioral

evaluation, diagnosis, or treatment plan by a qualified
professional.
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Objectives

* Provide an overview of health conditions that are more
and less common in adults with Down syndrome.

e Describe guidelines and best practices for addressing
common health conditions in adults with Down
syndrome.

* |dentify resources and strategies that individuals with
Down syndrome and their families and caregivers can
use to promote health and wellness.
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Today, people with Down syndrome are
living longer and healthier than any other
time in the past.
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Life expectancy

Life Expectancy of People with Down Syndrome

* 1907: 9 years )
* 1984: 28 years )
 Today: 60 years .

20

i0
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Source: Centers for Disease Control and Prevention and Global Down Syndrome Foundation
Graphic by Amanda Fahey and Hailey Mensik/Cronkite News
https://cronkitenews.azpbs.orq/2018/05/25/experts-say-adults-with-down-syndrome-more-



https://www.cdc.gov/ncbddd/birthdefects/downsyndrome/data.html
https://www.globaldownsyndrome.org/about-down-syndrome/facts-about-down-syndrome/
https://cronkitenews.azpbs.org/2018/05/25/experts-say-adults-with-down-syndrome-more-independent-but-face-challenges-in-getting-old/

There are more adults with Down
syndrome living now than ever before.
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People with Down syndrome in the US

250.000

e Estimate of # of adults
20 years of age and older E”‘”

150,000
—1950: 13,368 £
* About 27% of total # of g .
people with DS g 50,000
—2010: 117,763 0
FEELIEEE TSSO EIIIETEISS
e About 57% of total # of Yoar
people with DS Wocoyars  Wsosoyoors [ 25-29yeas  W15-10yens [l 5-0y0s

B so-59years [l 30-39years |l 20-24years ] 10-14years [ 04 yoars

Source: de Graaf G, Buckley F, Skotko B. Estimation of the number of people with Down syndrome in the United States. Genet Med. 2017;19(4):439—-447.
https://doi.org/10.1038/gim.2016.127



https://doi.org/10.1038/gim.2016.127

Health and well-being

“Health is a state of
complete physical,
mental, and social
well-being and not
merely the absence of
disease or infirmity.”

Social
(World Health Health

Organization)

# Advocate Health Care We are AdvocateAuroraHealth




Common characteristics

* The Groove
 Self-talk
e Strong memory and the concept of time
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Promoting health and independence
* Provide tools and

resources that draw 5
on strengths. E @'
—Visuals

—Videos
— Peer support
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Visual supports

= Use of Visual Supports

Author: Katie Frank, PhD, OTR/L - Occupational Therapist, Adult Down Syndrome Center

. Visual supports are pictures, words, or other images utilized to help communicate, share or
manage expectations/rules, provide reminders, or tech new skills. Visual supports are another way for
There are different types us to process information. Visual supports are also commonly used with individuals on the autism

1. First/then boards: spectrum; ...
do their homework a

2. Visual schedules: These can be a list of activities for the entire day, only the morning or evening routine, or even the
chores that need to be done. This can be presented as a list of words or as a series of pictures. The use of a calendar
naturally provides a visual schedule. Perhaps you already use this with their extra-curricular activities, but you can also do
this with self-care tasks. Mayhe they don't love to bathe, but you have decided that they need to take a shower every
Tuesday, Thursday, and Saturday. There could be a picture of a bathtub or shower or the word “shower” on their calendar
for those days. As a parent/caregiver, you can instruct the person to check their calendar/schedule and the person can be
responsible for completing the task and you don't have to keep providing verbal prompts to bathe that day.

3. Stories: Stories can be used to teach new skills, ease anxiety about activities like going to give blood or even help change
a negative behavior. They can also be used to support positive behavior. How many of you have turned to you tube or
looked at Pinterest to learn how to do something new or ease anxiety about an upcoming event? These stories can be
pictures only, a combination of pictures and words, words only, or even videos.
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Health conditions
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Health issues that are MORE

common

* Hypothyroidism and * Vision problems
hyperthyroidism including cataracts and

e Celiac disease keratoconus

* Sleep apnea * Leukemia

* Hearing impairment * Cancer of the testicle

° ° ° 1 ’ 1
e Auto-immune conditions * Alzheimer’s disease
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Health issues that are MORE common

(cont.)
* Cervical subluxation * Fungal infections
* Vitamin B12 deficiency e Osteoarthritis
e Gastroesophageal reflux * Obesity

disease (GERD) e Respiratory infections
* Constipation * Secondary disabilities
* Boils
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Health issues that are LESS
common

* Hypertension (high blood pressure)
e Coronary artery disease

e Cancer (solid tumors)
—E.g. breast, colon
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GLOBAL Medical Care Guidelines

 Evidence-based

recommendations F-

intended to offer

@ GLOBAL

.....

guidance to healthcare

providers who see
adults with DS

ooooo

............
Inaiabiiny

* Newest set published in
October 2020

https://www.globaldownsyndrome.org/global-adult-guidelines/
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https://www.globaldownsyndrome.org/global-adult-guidelines/

Topics in the GLOBAL Guidelines

Behavioral
Health

Dementia Diabetes Obesity

Cardiovascular

: Osteoporosis Celiac Disease
Disease

Atlantoaxial
Instability
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Overweight, Obesity, and
Diabetes
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Overweight and obesity

* More common
— Estimates vary

— Review of literature combined results from several studies:
* 38% of study participants were obese, 34% were overweight

e Associated with other physical, mental, and social health issues
* Guidelines

— Monitor for weight change and obesity annually
— Follow a healthy diet, regular exercise, and calorie management

Capone et al. 2018 Tsou et al. 2020
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Diabetes

e Type Il diabetes is more common (?)
— Estimates vary

* Guidelines
— For adults without symptoms:
* Screen for type 2 diabetes every 3 years beginning at age 30.

— For adults with comorbid obesity:

* Screen for type 2 diabetes every 2-3 years beginning at age 21.
— How? Hemoglobin Alc (HbA1lc) or fasting plasma glucose

Capone et al. 2018 Tsou et al. 2020
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Strategies and Resources
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Healthy eating

e Hydration
» Balanced meals (all the food groups)

* Portion size
* Limit processed foods and pop/soda

W

ChooseMyPlate.gov
Ny /

* Small changes add up
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Healthy eating resources

Healthy Pace for Eating Video

Author: Adult Down Syndrome Center - Video

Eating too fast can cause us to get a stomachache, cough, or even chok
enjoy our food and be healthier. This video talks about a healthy pace fq
corresponding visual handout can be found at this link .

Tips for Exting Healthy Mesls

LA ———

Tips for Eating Healthy Meals

Author: Adult Down Syndrome Center
This handout provides 6 ways to make healthier choices for meals. E4
our best at home, school, work, and in the community.

e 3 ot D 8 P30

What to Drink Instead of Pop/Soda

o b @
':___"‘. - Author: Adult Down Syndrome Center
fﬁ 4 . i i This visual suggests alternatives to pop/soda.

b ———-

https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Healthy%20Eating
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https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Healthy%20Eating

Exercise/physical activity  wsroseace
‘ P _% RE £ £
o wm 9%

u&ll

0 housework/chor

 Find what works for the
individual

* Fun and social

* Incorporate it throughout the
day

G O O u t d O O rS Walk your dog. Take the stairs. Lift weights.

Link to resource
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https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Be_Active_handout.pdf?1510

Exercise/physical activity resources

Fit 5 Fitness Cards and Videos

Author: Special Olympics - Resource

The website linked below contains downloadable cards and videos that feature Special Olympics
athletes and provide visual demonstrations of endurance, strength, and flexinility exercises. There are
exercises for 5 different levels of difficulty so you can select the appropriate exercises for your i

Erin's Tips for Living a Healthy Lifestyle Video

Author: Adult Down Syndrome Center - Video
In the video below, Erin shares tips for living 2 healthy [ifestyle. As Erin says, "Living & healthy lifestyle

can be really hard," but her tips can help make it easier!

Exercises You Can Do at Home

Author: Adult Down Syndrome Center
This visual shows pictures of and descrines exercises you can do 3t home without exercise eguipment.

https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical%20Activity
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https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical%20Activity

Mental Health
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Mental health disorders

* Behavioral and mental health disorders are common in
people with Down syndrome.
— Depression, anxiety, OCD

 Studies have shown that 25-40% of people with Down
syndrome experience a behavioral or mental health
disorder during their life.

Dykens 2007 Mantry et al. 2008 Alexander 2015 Palumbo & McDougle 2018
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Mental health disorders

e Guidelines

— When concern for a mental health disorder in adults with Down
syndrome is present:

* Refer to a clinician knowledgeable about the medical, mental health
disorders, and common behavioral characteristics of adults with Down
syndrome.

— Follow guidelines in the:
 Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and/or
* Diagnostic Manual — Intellectual Disability (DM-ID-2)
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Mental health disorders

e Guidelines

— Clinicians should perform a review of behavioral, functional,
adaptive, and psychosocial factors on an annual basis.

—When concern for a mental health disorder in adults with
Down syndrome is present:

* Medical professionals should evaluate for medical conditions that may
present with psychiatric and behavioral symptoms.
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Strategies and Resources
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Promoting mental health

* Connection between physical, mental, and social health

Mental pFeEEEENG Physical

Health Health
Social /
Health
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Importance of sleep

Do: Don’t:

e Set up a healthy sleep space. e Consume caffeine or sugar

* Have a bedtime routine. before bed.

 Wake up at the same time * Watch TV or use phones or
each morning and go to bed tablets in bed.
at the same time each night. e Linger in bed in the morning.
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Ways to get good sleep

I should wake up at the same time each day. y

%

I should go to bed at the same time every night. I should have a bedtlmiroutlne.
|- e TP & 2D
brush teeth wash face go to bathroom
I should create a good sleep space.
Relaxation S / 9 ‘, ‘-\"
take deep
ey tablet phone write in journal pra breaths stretch
L| ] k to resource Remembering this will help me sleep better and be healthy! w
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https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Get_Good_Sleep.pdf?647

Promoting mental health

* Be aware of “empathy radar” or “social sensitivity.”
* Provide “in the moment” support when possible.
 Work with a mental health provider.

— Consider therapies (e.g. music, art).
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Mental health resources

TOpiC Grief - Ways to Help Support Someone with Down Syndrome Who is

Grieving

Agmg (14) Author: Shana Sexton, LCSW - Social Worker, Adult Down Syndrome Center

; 1 ; i Ways to Help Support Someone with Down Syndrome Who is Grieving: Acknowledge and normalize the

Athelmer s Disease and person's feelings. It's important for someone to know that their feelings, whatever they are, are normal

Dementia (20} and they are not alone. It can help just to say “you are sad&rdquo

Anesthesiology (1)

Autism Spectrum Disorder Down Syndrome and Mental Health

(M Author: Down Syndrome Australia - Resource
The resource found at the link below is an 11-page summary for individuals with Down syndrome and

their families on promoting and maintaining good mental health. Dr. Chicoine and Dr. McGuire's book
Mental Wellness in Adults with Down Syndrome was used in the development o

Laboratory Findings (4)
Mental Health (29)
Neurology (5)

DeCTITTe 1T SKITS {0)

Promoting Mental Health Presentation (9/6/2017)

Author: Adult Down Syndrome Center Staff - Adult Down Syndrome Center

Below Is a recording of a presentation given by praviders at the Adult Down Syndrome Center on the
Endocrinol ogy (4) topic of promoting mental health. Two videos are included below - one contains the presentations and
the other contains the question and answer session that followed.

Exercise and Physical Activity

https://adscresources.advocatehealth.com/search/families-and-caregivers/?category=Mental%20Health
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https://adscresources.advocatehealth.com/search/families-and-caregivers/?category=Mental%20Health

Mental health resources

b k. .

= * = Strategies to Control My Anger Managing Emotions

ORORE Author: Adult Down Syndrome Center Author: Adult Down Syndrome Center

w) (@) (7 This handout gives examples of things you can do when you get angry. This visual shares information about managing emotions
& |

Tips for Dealing with Stress Video

Author: Adult Down Syndrome Center - Video

We all experience stress in our lives. What causes stress and how stress Is managed varies from
person-to-person. In the video below, Cindy and Nora describe stress and share tps on how 1o
manage it. A corresponding visual handout can be found at this link .

https://adscresources.advocatehealth.com/search/people-with-down-syndrome/?category=Mental%20Health
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https://adscresources.advocatehealth.com/search/people-with-down-syndrome/?category=Mental%20Health

Alzheimer’s Disease and
Dementia
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Alzheimer’s disease and dementia

* More common in people with Down syndrome
— Uncommon before age 40.
— Incidence estimated to be 55% in those between ages 50-59.

— Incidence estimated to be greater than 75% in those 60 years of
age and older.

e Why?

— One of the genes associated with Alzheimer’s disease is on the
215t chromosome.

. . .
AmVIOId precursor prOtem (APP) Coppus etal. 2006 McCarron et al. 2017  Zis & Strydom 2018
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Alzheimer’s disease and dementia

 Guidelines

— For adults with Down syndrome younger than age 40, be cautious
when diagnosing age-related, Alzheimer’s type dementia.

— Assess baseline function each year beginning at age 40.
* NTG-EDSD: National Task Group — Early Detection Screen for Dementia
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Strategies and Resources
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Preventing Alzheimer’s disease (?)

e Exercise
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Treat associated symptoms

* Depression * Medication choices are
influenced by a patient’s
particular symptoms and the
* Agitation particular effects and side
effects of the medication.

* Anxiety

Sleep challenges * Observation and report of

—E.g. day/night reversals symptoms are key to assisting
with medication selection.
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Medications for Alzheimer’s disease

* Cholinesterase inhibitors (e.g. donepezil / Aricept)

* NMDA receptor antagonist (memantine /
Namenda)

Livingstone et al. 2015
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Supporting an individual with AD

e Quality of life
—Doing what can still be done
— “Bingo Pace”

e Communication

—Simple instructions, do not argue, avoid asking them if they
remember, get down on their level

* Home safety and adaptive equipment
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Home safet
Living with

dementia

* Contrasting colors
* Adequate lighting
* Handrails and ramps

, Oy

JA X

LINK TO RESOURCE

i

* No unnecessary
furniture, mirrors, or

th row rugS T - Tips for Going Up and Down Stairs Safely

Author: Katie Frank, PhD, OTR/L - Occupational Therapist,

Going up and down stairs can be challenging for some people with
n depth perception, unsteady gait, and other issues may contribur
The suggestions below may help with going up and down stairs sa

LINK TO RESOURCE
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https://www.dsscotland.org.uk/wp-content/uploads/2019/05/DSS_LIVING-WITH-DEMENTIA_AW_WEB.pdf
https://adscresources.advocatehealth.com/tips-for-going-up-and-down-stairs-safely/

Adaptive equipment

* Weighted utensils : , X Y

Adapted plates

Contrasting colors

Shower chair and/or
handheld shower head

e Raised toilet seat or rails
for the toilet
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Alzheimer’s disease resources

Alzheimer's Disease & Down Syndrome: A Practical Guidebook for
Caregivers

Author: National Down Syndrome Society - Resource

The guidebook linked below was published by the National Down Syndrome Society "to help empower
families and caregivers with knowledge about the connection between Down syndrome and
Alzheimer's disease, suggestions about how to carefully and thoughtfully evaluate changes that may be

L WER
Living with

dementia Living with Dementia
Author: Down's Syndrome Scotland

This booklet for families and caregivers of individuals with Down syndrome discusses dementia. It is
provided by Down's Syndrome Scotland (www.dsscotland.org.uk/resources/publications/).

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia
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https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia

Alzheimer’s disease resources

Alzheimer's Disease Video Journal Segment 1

Author: Adult Down Syndrome Center - Video Journal

The video below is the first segment of our Alzheimer's Disease Video Journal, which consists of
interviews with Colleen Buffington, a worman with Down syndrome who was diagnosed with Alzheimer's
disease in December 2016, and Bo Thompson, Colleen's sister and caregiver. Collee

seinares In Pecple with Bewn Syndrome and

e - Seizures in People with Down Syndrome and Alzheimer's Disease

Author: Brian Chicoine, MD - Medical Director, Adult Down Syndrome Center

We were sent a question about seizures in a person with Down syndrome who developed Alzheimer's
disease. The individual continues to experience seizures despite being treated with levetiracetam
(Keppra). We have provided some information below. Please note that this information is for educ

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia
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https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia

Healthy Aging
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Healthy lifestyle

Mental PEEEEEEY Physical Ny Social

Health Health Health
* Healthy eating e Stress management
* Exercise * Social connections
* Hydration * Social skills
e Sleep
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Review the ADSC Resource Library

Advocate Medical Group

Adult Down Sy nter

COVID-19 Resources

VID-19 section of our Resource Library for articles, resource lists, anc videos refated to the COVID-19 pandemic

@ For People with oo For Families o For Health Care
£ Down Syndrome W = Caregivers W&: Professionals

a (> ] * & =

Events, Classes Video Related Projects News
& Programs Gallery Organizations See Our Latest View News
See the Schedule View All See Listing of Links Projects Articles

adscresources.advocatehealth.com
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https://adscresources.advocatehealth.com/

Find an adult healthcare provider

* Review lists of clinics compiled by national organizations

— National Down Syndrome Congress, Global Down Syndrome Foundation,
or National Down Syndrome Society

— **If a clinic only serves children, ask the clinic if they have adult providers they
typically refer to.

* Contact a Down syndrome organization in your area

— Their staff and/or member families may be able to point you to
healthcare providers with experience in caring for individuals with Down
syndrome and/or recommend providers with whom they have had good
experiences.
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https://www.ndsccenter.org/programs-resources/health-care/down-syndrome-clinics/
https://www.globaldownsyndrome.org/research-medical-care/medical-care-providers/
https://www.ndss.org/resources/healthcare-providers/

Share the Global Medical Care
Guidelines

GLOBAL MEDICAL CARE GUIDELINES @ GLOBAL
for Adults with Down Syndrome Checklist DO STHORONE FOUNDATION

o T s o B

T R

.....

A R o i i o v g e

" For Aduhs with Down Syndrome Workgroup = -
Calise Dises ey
‘ECRI L [L_IHLIIIIIIIIIIII[[L/~ l]I_I_'!M!mllllllIIJII]I|

© 2020 Global Down Syndrome Foundation

https://www.globaldownsyndrome.org/global-adult-guidelines/
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https://www.globaldownsyndrome.org/global-adult-guidelines/

Questions to ask

ENDOCRINE
Has a medical person ever said that the patient has a thyroid problem? Yes No

% Advocate Medical Group

If yes, has the medical person said the thyroid is underactive (working too little)
or overactive (working too much)?

NEW PATIENT HEALTH QUESTIONNAIRE Underactive Overactive
ADULT DOWN SYNDROME CENTER || ADVOCATE LUTHERAN GENERAL HOSPITAL

er been diagnosed with diabetes mellitus
>

. Ye N
Date of Appointment SAFETY ISSUES: es °
Are there safety issues that have affected or impacted his or her daily routine (i.e. sex, physical abuse, etc.)? bn drinking more liquids recently? Yes No
ALL QUESTIONS REFER TO THE PERSON WITH DOWN SYNDROME If so, please describe:
nating more? Yes No
Name Date of Birth
Person Filling Qut the Form: er had seizures (spasms, convulsions)? Yes No
have any other neurological issues
Do you have any specific ing new or ing health/b ioral issues about thel REVIEW OF SYSTEMS: Hisease, multiple sclerosis, stroke, etc)? Yes _ No__
Down syndrome? (Please write in the space below. Use another sheet of paper if necessary). BEHAVIOR, FEELINGS AND MEMORY lain:
Has the patient had trouble remembering things or been forgetful? Yes No
Can the patient learn to do new things? Yes No
SAFETY ISSUES: Stopped being able to do things he or she used to be able to do? Yes No cem more tired? Yes No
Are there safety issues that have affected or impacted his or her daily routine (i.e. sex, physical| o R N ) . )
N Had any change in his or her usual behavior or outlook on life? Yes No en diagnosed with a sleep disorder? Yes______ No_____
If so, please describe:
lain:
Had any change in his or her interest in life or activities? Yes No
Seemed sad or withdrawn? Yes No

E— — he patient go to bed?

Are there concerns about how the patient is acting or feeling? Yes No e patient get up?
If yes, please describe:

REVIEW OF SYSTEMS:

https://www.advocatehealth.com/assets/documents/subsites/luth/downsyndrome/new_patient/new-patient-health-questionnaire.pdf

# Advocate Health Care We are AdvocateAuroraHealth



https://www.advocatehealth.com/assets/documents/subsites/luth/downsyndrome/new_patient/new-patient-health-questionnaire.pdf

Questions?

Resource Library
adscresources.advocatehealth.com

Facebook

www.facebook.com/adultdownsyndromecenter

E-mail Newsletter
http://eepurl.com/c7uVi1v
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https://adscresources.advocatehealth.com/
http://www.facebook.com/adultdownsyndromecenter
http://eepurl.com/c7uV1v
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