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Objective: Review care for
adults with Down syndrome
throughout the lifespan
related to our findings from
the GLOBAL Medical Care
Guidelines for Adults with
Down Syndrome.
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21-year-old with

Down syndrome

What issues are unique to adults with
Down syndrome that we should address?




Thyroid

Diabetes

Celiac

21-year-old
Is a Cardiologist needed

Exercise

Screen for Atlanto-Axial Instability



Thyroid? Yes!

Diabetes? Only if BMI greater than 30

Celiac? Only if symptomatic

21-year-old

Is a Cardiologist needed? If history of congenital
heart disease

Exercise? Yes!

Screen for Atlanto-Axial Instability? Only if
symptomatic




30-year-old with

Down syndrome

Mood seems changed from the last visit-

Less interested in friendships, activities




Thyroid

Diabetes

30-year-old Behavior change

Screen for high cholesterol?

Screen for Dementia?



Thyroid? Yes! Every 1-2 years

Diabetes? Yes! Every 1-3 years

Behavior change? Screen for medical
issues, treat any mental health issues

30-year-old

Screen for high cholesterol? Not routinely
at age 30

Screen for Dementia? Not at age 30



40-year-old with

Down syndrome

With some new gastrointestinal issues




Screen for high cholesterol?

Screen for dementia?

40-year-old

How about celiac testing now? Is it too late?




Screen for high cholesterol?

Yes

Screen for dementia?

Yes

40-year-old

How about celiac testing now? Is it too late?

Not too late — do screen



50-year-old with

Down syndrome

What issues are unique to Adults with
Down Syndrome that we should address?

He also has a new vertebral fracture




Diabetes screening now?
Thyroid?

What to do about the

50-year-old
y fracture?

More screening for
dementia?




Diabetes screening now? Thyroid?

Yes no age limit

What to do about the fracture?

50-vea golle Refer to endocrinologist experienced
with osteoporosis

More screening for dementia?

Yes — in definitely



How do |
remember all of

this?




GLOBAL MEDICAL CARE GUIDELINES &= GLOBAL
for Adults with Down Syndrome Checklist J DOWN SYNDROME FOUNDATION®

This checklist is intended to support the health of adults with Down syndrome directly or through their caregivers. We encourage this checklist to be shared with your medical professionals. Statements in blue represent
our recommended, periodic health screenings/assessments that should begin at a specific age. Below each hlue screening/assessment recommendation, there are blank boxes. Caregiuers or individuals with Down
syndrome can check off, date, or initial each blank box when the screening/assessment is completed. For screening/assessment recommendations with a time range (e.g. 1-2 years), the box size represents the longer
possible time frame, such as 2 years versus 1. Statements in gray represent advisory recommendations that individuals with Down syndrome and caregivers should follow throughout adulthood.

D Seresning/Assessment D Advisary I:I Checkbax No Recommendations

21-29 Years 30-39 Years 40-49 Years 50-59 Years 60+ Years

A rewsew of behaviaral, functional, adaptive, and psychasacial factors should be performed as part of an annual history that clanicians obtaan from all adults with Down syndrome, thear families, and caregivers.
{Boxes below represent | year increments)

Behavior Whan concern far a mental health disorder in adults with Dawn syndrome is present medical professionals should: a) Evaluate for medical conditians that may present with peychastric and behavicral symptoms and b) Refer to a clinician
hm;{‘lmﬁﬂ miedical, nmur.h:lhhdlmrd.n and commaon behavioral characteristics of adults with Down syndrome.

When concern for 3 mental health disarder in adults with Down syndrome is present, medsca ionals chould fallow puidelines far nasis inthe nastic and Statestical Manual of Mental Disorders (DSM 5). The Diagnestic
M:rnml Intellectual Dmluhtu (DM Ibﬂhmhmﬂma&mﬁ:ﬁn:chuﬁnth DEM-5.

Medical professonals should assess adults with Diown dmlmd interview their primary caregivers about cha from baseline function
= Tk Group — B e

annually beganning at age 40. Dechne in the soc the Mational ty Detectsan Screen for Dementia
. C:utiunisnudl\ldmrhﬁuig dated, Mlzheimer's Type D i in adults with (MTG-EDSD) should be used to ideneify earky- Igl-l"l’tld theimer's-type dementia and/or 3 potentially reversible medical condition.
Dementia m:rldmrmlln than age 40. ooes below represent [ year increments)

HEEEEEEEEEEEEEEEEEEEEREEEEREN
For asymptomatic adults with Down syndrame, screening for type 2 disbetes using HhAlc or fasting plasma ghicase shauld be perfarmed every 3 years beginnang at age 301
/ / {Boues bekow represent 3 yeor increments)
/ | | | | | | | | | | |

Far arry adule with Down syndrome and comorbid obesity, screening for type 2 diabetes using Hbvilc ar fasting hjphﬁmlglumstﬁnﬂd be performed every 2-3 years begnning at age 21.
[Ec‘:u below represent 3 year mcremen

Furldisurﬂl %awnwﬂummﬂnuahlw;rynflﬂ;aiundlmic‘:;l‘r:lmd.dlmm,thlEm | nmofstamnthl;w d‘m||:l|-bn
e - Foeserive Sareoes Tk Forc. (Boses belo eprsent Syt mercmentg T 1

7 [ | | | |

For adults with Down syndrome, risk factars for stroke should be managed as specified by the American Heart Association/American Stroke Assocation's Guidelines for the Primary Prevention of Stroke.
In adults with Diown syndrome with a history of congenital heart disease, given the elevated risk of cardioembalic stroke, a periodic cardiac evaluation and a cor ding monitoring plan should be reviewed by a cardiologist.
Healthy diet, regular exercize, and calorie r g shauld be followed by all adults with Down syndrome a5 part of a comprehensive approach to weight management, appetite contral, and enhancement of quality of life .

Menitoring for wesght change and obesity should be perfarmed annually by calculating Bady Maxs Index in adults with Dawn syndrome. The U.5. Preventive Services Task Force Behavioral Wesght Loss Interventions to Prevent
Obesity-Related Maorbidity and Mortality in Adults should be followed. (Baves below represent | year increments)

HEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEn
. In adults with Down syndrome, routine cervical spine x-rays should nat be used to screen far risk of spinal cord inqury in ssymptomatic indreduals.
Al.tlﬂl'lt:.T-Klﬁl Annual screening for adults with Dawn syndrome should be based on a review of signs and symptoms of cervical myelopathy using targeted history and physical exam. (Bewes below represent | pear increments)
netabiity HEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEE

Furpnmryp("ﬂnnnnfushnp-nruhcfncmmm.ddhuﬁh Down syndrome, there i insufficient evidence to recemmend far or against applying established astecporesis screeni Emilhnls
inchuding fracture risk estimation; thus, gocd clinical practice would support a shared decision-making approach to this issue IDI:FH.IPPDH.I shared decision-making approach Durdlz\u

Dst{aporosm All adults with Dewn syndrome whe sustain a fragiity fracture should be evaluated for secondary causes of asteoporosis, inchuding screening for hyperthyroidism, celiac disease, vitamin D deficiency, Ilypltpurlﬁrmidim and
medications associated with adverse effects on “§|

Screening adults with Down syndrome for hypothyroedism sheuld be perfarmed every 1-2 years using a serum thyroed-stimalating hormone (TSH] test baginning at age 21. (Boxes below represent 2 year incraments)

el [ [ [ [ [ [ [ [ T [ [ [ T [ [ [ [ T [ T T [ [ T

Adults with Down syndrome should receive an annual assessment for gastraintestinal and non- gastrontestinal signs and symptoms of celiac disease using targeted histary, physical examanation and clinscal pudgement of good practace.
{Baxes below represent | year mcrements)

Celiac Disease
Lt rrrrrrrrrrrrrrrrrrrrrrrrrrr e i i e i PP P

This checklist is not intended to be diognastic. Presentotion of medical and mentol health conditions far peaple mth Diawn syndrome may be agypical Sumll:lrslgﬁsnnn':mntum: may be o :uﬁﬂqucn:cofmm’hp‘c reasons, including :ﬁﬁcn‘.‘nt disense processes. Thus, the patient evaluotion should

include considerotions nf:ln’n'. tional cowses fu.' ony detected sign or sympeom. The n’rp'el'upmcn-rufn{wmﬂ'.‘brch:mgu.nsl;ns or symptoms should prompt o comprehensive evaluation with your clindcion. \
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Diabetes

Obesity




What’s Next for the GLOBAL Guideline?

Family-Friendly Version NOW AVAILABLE! % 9';,9,3”&,!;

Translations:
* Spanish & Japanese (August ‘22)

New topics to be covered in the next version:
* Sleep apnea

* Cancer screening

GLOBAL DOWN SYNDROME FOUNDATION
* Ophthalmology and more... MEDICAL CARE GUIDELINES

for ADULTS WITH DOWN SYNDROME
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