
There is a tired, old saying, “If it looks like 
a duck... it must be a duck.” Many times, 
that’s true. However, when it comes to 
making a diagnosis of Alzheimer’s in peo-
ple with Down syndrome, it is best to stay 
away from assumptions. 

There are too many times that this diagno-
sis is made long before it should be. I re-
cently spoke with Paula Gann, the mother 
of 46 year-old Kyle. 
Paula and Kyle live in 
California, although 
they are in different 
parts of the state. 
Paula’s son and daugh-
ter-in-law help her 
with oversight of 
Kyle’s care.  

Paula explained to me what led to an Alz-
heimer’s diagnosis for Kyle. She told me 
that Kyle lives in her own apartment with 
limited supports and was always outgoing 
and very independent. Following the break
-up of a ten year relationship with her fian-
cé, Kyle began withdrawing, was sad and 
was inconsistent about going to work. She 
began asking the same questions over and 
over. Paula’s son and daughter-in-law no-
ticed these changes when they took Kyle 
on vacation with them in their cabin and 
Kyle said she had never been there before, 
even though she had been many times. 

Paula suspected that Kyle was depressed 

and possibly in need of medication. After 
a months-long wait to get an appoint-
ment with a psychiatrist, Kyle left with-
out a prescription but did leave with a 
new diagnosis. Paula told me when the 
doctor called, “He said that Alzheimer’s in 
Down syndrome moves fast and that I 
should get Kyle conserved right away. He 
also ordered an MRI.”  

Paula followed up with Kyle’s primary 
care physician (PCP) who knew nothing 
about the Down syndrome and Alzhei-
mer’s connection. The psychiatrist, who 
had done a fellowship in geriatric psychi-
atry, spoke with the PCP. Paula was 
overwhelmed and realized she needed to 
know more about Down syndrome and 
Alzheimer’s. “I began research on the in-
ternet,” Paula stated, and quickly filled a 
3-inch binder. We held a family meeting 
to discuss how we would handle every-
thing, from when Kyle should be con-
served, where she would live and what 
would happen.”  

Paula shared, “The internet research led 
me to the NTG and Mary Hogan. Mary 
told me about overshadowing and the 
need to rule out other issues that could be 
causing symptoms that mimic Alzhei-
mer’s. One of the possibilities was sleep 
apnea, which Kyle has. Unfortunately, 
Kyle didn’t wear the mask consistently. 
With support, we have been able to find a  
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their abilities. Although, every per-
son with Down syndrome will have 
an increase of this protein in their 
brain, not every person with Down 
syndrome will develop Alzheimer’s 
disease. Yes, the incidence is high, 
but Alzheimer’s is not an inevitable 
diagnosis for everyone with Down 
syndrome. 

Diagnosis of Alzheimer’s is done 
through a process of elimination, or 
a Differential Diagnosis. It is very 
important to have a baseline to pre-
sent to the Primary Care Provider 
(PCP), and a tool that many families 
have found helpful is the NTG-

Early Detection Screen for Dementia 

(EDSD). The EDSD can be found 

at: www.aadmd.org/ntg/screening 

The PCP will want medical, family 
and social histories, and information 
on difficulties the person is experi-
encing. They will also want to con-
duct a thorough medical exam in-
cluding blood work. The PCP 
might also order a detailed memory 
study, an EEG, and brain imaging.  

It is important to recognize that 
dementia can cause many changes. 
The caregiving staff of one gentle-
man with Down syndrome who is 

Dementia 

Dementia is not a specific condition 
but is an umbrella term used to de-

scribe a group of symptoms causing 
a progressive loss of memory and 
clear thinking, as well as a loss of 
social and daily living skills. There 
are several types of dementia, each 
with their own set of symptoms.  

Vascular Dementia is usually 

caused by a major stroke, or the re-
sult of silent strokes. It often begins 
with poor judgment or trouble plan-
ning, organizing, and making deci-
sions. 

Lewy Body Dementia (LBD) is 

caused by microscopic deposits of a 
protein (Lewy body) that form in 
some people's brains. Some of the 
symptoms a person with LBD might 
exhibit include problems thinking 
clearly, making decisions, paying at-
tention, hallucinations, and dreams 
that are acted out physically—
including, talking and walking.  

Parkinson's Disease Dementia—

People diagnosed with this type of 
dementia may get it about 10 years 
after their diagnosis of Parkinson’s 
disease. The symptoms of Parkin-
son’s Disease Dementia are very 
similar to LBD.  

Frontotemporal Dementia (FTD) 

— If your loved one has FTD, he's 

developed cell damage in areas of 
the brain that control planning, 
judgment, emotions, speech, and 
movement. Someone with FTD may 
show personality and behavior 
changes, lack of inhibitions, loss of 
word retrieval, and movement prob-
lems. 

Mixed Dementia — This is a com-

bination of two types of dementia. 
The most common combination is 
Alzheimer's disease and Vascular 
dementia. 

Alzheimer’s Disease — Alzhei-

mer’s disease is the most well known 
of the dementias. More than 60% of 
people who have dementia have Alz-
heimer’s. It is the most common de-
mentia seen in people with Down 
syndrome.  

When people think of Alzheimer’s, 
usually the first thought is loss of 
memory. However, for people with 
Down syndrome, behavior changes 
are typically noticed before memory 
issues are seen. Other losses may 
include language difficulties, inabil-
ity to identify common objects or 
difficulty with routine tasks, as well 
as problems with planning, judge-
ment and decision making.  

Individuals with Down syndrome 
are at a very high risk of developing 
early onset Alzheimer's disease in 
their late 40's, and 50's. It has been 
determined that a protein called 
Beta Amyloid is created on the 21st 
chromosome. Because people with 
Down syndrome have an extra copy 

of that chromosome, they create 
more of the Beta Amyloid protein. 
This protein builds up in their brain 
over time and may lead to irreversi-
ble damage to the nerve centers in 
the brain which cause the memory 
loss and progressive worsening of 
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suspected of having Alzheimer’s 
shared that their approach to how 
they support him when he exhibits 
unusual or difficult behaviors has 
been modified. They now realize 
that the disease is causing the be-
haviors and he is not just being 
stubborn or difficult. Once they 
came to this realization, the stress 
in his home diminished greatly. 

Many family members whose loved 
ones have been diagnosed or are 
suspected of having Alzheimer’s 

often want more information about 
the stages their family member will 
go through and how long it takes 
for the disease to progress. Those 

on Our Radar 

Guidelines for Structuring Community Care and Sup-
ports for People with Intellectual Disabilities Affected 
by Dementia, L.T. Force, M.P. Janicki, N. Jokinen, 
S.M. Keller, P. McCallion, National Task Group 

on Intellectual Disabilities and Dementia Practices, NTGIDDP 
& Center for Excellence in Aging & Community Wellness,   Al-
bany, NY, 2013 

The NTG recognized the difficulty families 
face attempting to access appropriate local 
services for their loved ones with Down 
syndrome or other intellectual    disability 
who have been diagnosed with Alzheimer’s 
disease or other dementia. As a result, they 
created a set of guidelines for community 
care. Although every state and locale are 
different, the NTG developed the strate-
gies based on principles that are consistent 

with the Eight Common Principles for Supporting    People with 
Dementia, noted by the World Health Organization in 2012, and 
drawn from research literature, clinical experiences and demon-
strated best practices. In addition, the booklet      explores sup-
ports provided in the family home, as well as other residential 
settings that may or may not include housemates. Also included 
is valuable information related to medication,  nutrition, financ-
es, abuse, and managing choices.  
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changes. In the late stage the person 
will be fully dependent on others for 
care, will have problems swallowing 
and be incontinent. 

Understanding the changes that 
occur during different stages of Alz-
heimer’s progression is important, 
but it is equally important to realize 
that the symptoms may overlap be-
tween stages and can fluctuate. The 
Dementia Stages and Symptoms chart 

on page 4, from Intellectual Disabili-

ties and Dementia: A Caregiver’s Re-

source Guide for Rhode Islanders, a 

product of the Seven Hills Rhode 
Island and the NTG, shows changes 
that occur during the progression of 
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mask that fits well, and Kyle now uses her 
CPAP machine routinely. We connected with 
UC Irvine and Kyle is participating in the Down 
Syndrome Biomarker study there. They said she 
has Mild Cognitive Impairment – not Alzhei-
mer’s. That may come, but it isn’t a given. I feel 
like we’ve dodged a bullet and now I have time 
to put things in place for Kyle, if that day 
comes, and for others who already have the di-
agnosis.” She added that she would like to tell 
other parents, “Don’t accept the diagnosis that’s 
given, but keep looking.”  

When I asked how Kyle is doing now, Paula 
said, “It was suggested that Kyle go to a senior 
program; her response was that she ‘was not old 
and didn’t belong with all those old people.’ She 
is now in a new program  and doesn’t see her 
former fiancé every day; that has helped. With 
the change in environment, and the use of the 
CPAP, Kyle has made a turn around. She’s not 
on depression meds; she has lost 50 pounds be-
cause she is exercising. She dresses appropriate-
ly, is good with dates and knows what is hap-
pening around her. She’s happy again.” 

That’s wonderful news! And a great example of 
why we should never accept a quick diagnosis of 
Alzheimer’s. 

are questions that are not easily an-
swered because, just as in the gen-
eral population, every person will 
have a different experience. Some 
families have shared that their loved 
one needed full-time care in just a 
few years, while others say the pro-
gression has been much slower.  

In the early stage of the disease, 
there may be short-term memory 
loss and repetitive questions or 
comments. In the middle stage the 
individual may start having difficul-

ties with activities of daily living 
(like personal hygiene, food prepa-
ration, dressing, etc.), sleep changes, 
as well as behavioral and psychiatric 

This is the fifth in a series of articles on aging in Down syndrome. Future pieces 

will address the palliative and hospice care. Previous issues of this newsletter con-

tained articles on Common Medical Conditions and Healthy Aging, Quality of 

Life, as well as Decline and Assessment. Those newsletters can be found at 

aadmd.org/ntg. 

aadmd.org/ntg
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Dementia Stages and Symptoms 

Early Stage Changes 

Duration varies, but generally, in adults with intellectual disability (5 + years) 
Adults with Down syndrome (1-2 years) 

Memory/Thinking Language Behavior/Mood Self-Care 

• Difficulty with        short- 
term memory 

• Loses things 

• Poor attention 

• Difficulty with          cal-
culations and       organi-
zational skills 

• Trouble finding words 
and names 

• Repeats statements or 
questions 

• May become             
depressed, 

• Withdrawn and        
irritable 

• Loss of interest in     
previous activities of 
interest 

• Needs help with        
household affairs, such as 
cooking 

• Trouble managing 
money and            
conducting personal 
affairs 

• May get lost or confused 
when using public transport 
or walking 

Middle Stage Changes 

Duration varies, but generally, in adults with intellectual disability (5-10 years)                   Adults 
with Downs syndrome (2-3 years) 

Memory/Thinking Language Behavior/Mood Self-Care 

• Difficulty with 
short/long term memory 

• Forgets parts of one’s 
history 

• Has trouble solving sim-
ple problems 

• Easy disoriented 

• Trouble tracking a 
conversation 

• Difficulty forming 
complete sentences 

• More easily upset or 
withdrawn 

• Needs reminders or         
practical help with personal 
care (ADL) 

• Slowed walking and        
reaction time 

• No longer safe to go off own 

• Fatigues easily 

Advanced Stage Changes 

Duration varies, but generally, in adults with intellectual disability (2-3 years) 
Adults with Downs syndrome (1-2 years) 

Memory/Thinking Language Behavior/Mood Self-Care 

• Mixes up recent and past 
events 

• Forgets friends and rela-
tives 

• Cannot follow a           2-
step command 

• No apparent         aware-
ness of past and future 

  

• Unable to have    
meaningful            
conversations 

• Disconnected         
sentences 

• Cannot speak or uses 
only a few words 

• May express unmet 
needs by yelling and 
calling 

• Difficult to engage 

• Severe decline in ability 
to show emotion 

• Needs constant reminders or 
practical help with personal 
care 

• Loss of control of bowel and 
bladder 

• Trouble with balance and   
coordination 

• Needs total assistance with 
personal care 

• Unable to walk and shows little 
movement 

• Poor appetite and has         
swallowing problems 

• Sleeps much of the time 

Alzheimer’s. To access the complete document, visit the NTG or the Seven Hills Rhode Island web sites: 
http://aadmd.org/sites/default/files/8.5.17%20SHRI%20Resource%20Guide.pdf 

http://www.sevenhills.org/uploads/SHRI-IDD-ADRD-Resource-Guide.pdf 
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NDSS Adult Summit: Planning A Road Trip  

In April, the National Down Syndrome Society (NDSS) 
hosted the First Annual NDSS Down Syndrome Adult 
Summit in Arlington, Virginia. The response from 
attendees was overwhelmingly positive, reflecting 
the sentiment that this long over-due event was  
important to self-advocates, their families, care-
givers and professionals who support them. 

The planning team is now selecting the route that 
will get us to the Detroit Marriott by April 4-6, 2019! 
They are eager to create a Summit that is even more 
exciting than the first adult summit in Arlington, Vir-
ginia.  

The NTG and the National Alliance for Caregiving are 
again partnering with NDSS to develop a full and      
diverse program that will be of interest to all 
attendees.  

Request for Speaker Proposals 
Building on the success of the inaugural Adult Summit, NDSS and the 
Adult Summit Planning Committee are seeking proposals for sessions 
geared towards self-advocates, their families, caregivers and profes-
sionals. Do you have best practices or expertise you'd like to share?  

NDSS is now accepting proposals to present at the 2nd Annual NDSS 
Down Syndrome Adult Summit in Detroit, MI, scheduled for April 4-6, 
2019. 

Submission Categories 
You will be asked to choose from the following topic areas when sub-
mitting your proposal: 

Registration now open! 
Registration is NOW OPEN for Adult Summit 
attendees! NDSS has set an early-bird price 

you won’t want to miss.  For information 
on group pricing, please contact NDSS’ 
Community Outreach & Engagement 
Manager, Colleen Hatcher at 
chatcher@ndss.org or 202.751.6013. We 
look forward to 
having you join 
us in the Motor 
City! 

 

 

To register for the 2019 Adult Summit 

click here: 
https://www.classy.org/event/2019-ndss-adult-

summit/e181498 

To submit a proposal for a breakout ses-
sion click here: https://www.ndss.org/
ndss-adult-summit/2019-adult-summit-
speaker-submission-portal/ 

If you have general questions about the 
Adult Summit contact 
Colleen Hatcher at: 
chatcher@ndss.org  

• ABLE 

• Adult Sibling Resources/
Supports 

• Aging & Alzheimer’s Disease 

• Behavior  

• Employment 

• Financial Planning 

• Guardianships 

• Health & Fitness/Nutrition 

• Medical Issues 

• Post-Secondary Education 

• Residential Options 

• Self-Determination 

• Sexuality 

• Technology 

• Volunteering 

mailto:chatcher@ndss.org?subject=NDSS%20Adult%20Summit%20Group%20Pricing%20Information
https://www.ndss.org/ndss-adult-summit/2019-adult-summit-speaker-submission-portal/
https://www.classy.org/event/2019-ndss-adult-summit/e181498
https://www.classy.org/event/2019-ndss-adult-summit/e181498
https://www.classy.org/event/2019-ndss-adult-summit/e181498
https://www.ndss.org/ndss-adult-summit/2019-adult-summit-speaker-submission-portal/
https://www.ndss.org/ndss-adult-summit/2019-adult-summit-speaker-submission-portal/
https://www.ndss.org/ndss-adult-summit/2019-adult-summit-speaker-submission-portal/
mailto:Chatcher@ndss.org?subject=2019%20NDSS%20Adult%20Summit


The NTG is a coali-
tion charged with 
ensuring that the 

interests of adults 
with intellectual and 
developmental disa-
bilities who are af-

fected by Alzheimer’s 
disease and 
relat-

ed dementias – as well as their families and friends 
– are taken into account as part of the National Plan to Ad-

dress Alzheimer’s Disease. 

We produce materials related to dementia, including prac-
tice guidelines, screening tools, education and training cur-
ricula and workshops, agency and family-based information, 

and other technical materials – as well provide technical 
assistance. 

The NTG is affiliated with the American Academy of De-
velopmental Medicine and Dentistry and the Rehabilitation 
Research and Training Center on Developmental Disabili-

ties and Health at the University of Illinois at Chicago and 
other partners, such as various university centers and the 
Gerontology Division of the AAIDD.  Read more about us. 

The NTG is a member of LEAD - 'Leaders Engaged on Alzhei-

mer's Disease' - a Washington-based coalition working to focus 

attention on Alzheimer’s disease and related disorders. 
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For general information about the NTG :  

Seth Keller, Co-Chair: sethkeller@aol.com   

Matt Janicki, Co-Chair: mjanicki@uic.edu  

For information about Family Advocacy:  

Mary Hogan, C0-Chair, Family Advocacy:  

maryhogan@comcast.net 

For information about Family Caregiver Online Support Groups:  

Jadene Ransdell, Online Support Groups Facilitator:  

jadeneransdellalz@gmail.com 

For information about NTG Training:  

Kathie Bishop, Co-Chair, Education and Training Workgroup:  

bisbur1@earthlink.net 

Check THIS out:                                                                 

Picture Memories: Understanding Dementia 

When Sherri Henderson, the mother of a young man with Down Syndrome who was 
diagnosed with early onset Alzheimer's couldn't find materials to help her son under-
stand the disease, she wrote her own. That became Picture Memories: Understanding De-

mentia. Sherri talks with Voices Of America's American Café about her son, her book, 

and her outlook for the future. The link to the interview is here: 
https://www.voanews.com/a/4465600.html  Her book can be found at: 
https://www.amazon.com/Picture-Memories-Understanding-Sherri-Henderson-
ebook/dp/B07BYGN8L4 

In May 2016, the NTG began host-
ing a monthly online support group 
meeting for family caregivers. We 

have long recognized the valuable 
role family members play in support-
ing one another and are all constantly 

learning as we share our family stories. Support group par-

ticipants and those who join us via email have expressed 
their gratitude for the opportunity to connect with 
others who are having comparable experiences. 

Over the past 1.5 years NTG members from a 
variety of disciplines have joined us for selected 

meetings and have shared their knowledge and expertise. 
Family caregivers have also noted the benefit of hearing 

from NTG members who specialize in Medicine, Occupa-
tional Therapy, Gerontology and Psychology.  

If you would like more information about the online support group 

contact, Jadene Ransdell at the email address listed in the resource 

section below.  

NTG 

FAMILY  

SUPPORT  

NATIONAL  TASK  

GROUP  ON         

INTELLECTUAL   

D I SAB IL IT IES   

AND  DEMENTIA    

PRACTICES  
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We’re on the web! 

AADMD.org/NTG 

They may                   

forget  you,                       

but  they  will             

never  forget            
your  love .  

https://aspe.hhs.gov/national-alzheimers-project-act#Council
https://aspe.hhs.gov/national-alzheimers-project-act#Council
http://aadmd.org/NTG/history
http://www.leadcoalition.org/
mailto:sethkeller@aol.com?subject=NTG%20Caregiver%20News%20Inquiry
mailto:mjanicki@uic.edu
mailto:maryhogan@comcast.net?subject=NTG%20Family%20Advocacy%20Workgroup
mailto:jadeneransdellalz@gmail.com?subject=Family%20Caregiver%20Online%20Support%20Group%20Expansion
mailto:bisbur1@earthlink.net?subject=NTG%20Training%20Information
https://www.voanews.com/a/4465600.html
https://www.amazon.com/Picture-Memories-Understanding-Sherri-Henderson-ebook/dp/B07BYGN8L4
https://www.amazon.com/Picture-Memories-Understanding-Sherri-Henderson-ebook/dp/B07BYGN8L4
http://aadmd.org/NTG

