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DOWN SYNDROME

CONGRESS




Welcome to the script for “Supporting People With Down Syndrome”. We’re so glad you are planning to use this presentation! Here are some helpful hints that we hope will make this easier to use:

· Be sure to run through this a few times (out loud!) before presenting to an audience. Get familiar with the script, the slides, and how they go together.

· Any copy in red is tied to a Power Point slide. (You won’t read the red copy, only black. The exception could be the title slides, which say “Prepared by…with the support of…” You may or may not want to read these.)

· Whenever you see a number in parentheses like this (9), that’s your signal to click to the next slide. 

· While the red copy and the red numbers go together, they do not necessarily correspond to the “number” of the slide in the Power Point presentation. Don’t let that confuse you!

· The initial Title Slide can be changed to fit your presentation. Feel free to change this slide with your organization’s name, your logo, the date of your presentation, whatever you want!

· If you have any question while you are preparing, please call us at 800-232-6372. Ask to speak to Sue. Or send an email to sue@ndsccenter.org
Good luck! And please, send us your feedback.
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You are here today because you support individuals with Down syndrome or may do so in the future.   

Congratulations!

You have an opportunity to see your life change in a surprising and rewarding way. 

Not so very long ago most people with Down syndrome were excluded from our communities. 

In those awful days, the idea of a person with Down syndrome living in and contributing to the community was considered absurd. 

Thankfully, that has changed.  Today, people with all kinds of disabilities had made it to if not all the way over the threshold of community living. 

That has transformed the lives of people with Down syndrome, as well as having a profound impact on the lives of everybody here.

It was and continues to be a  radical shift in thinking that helped create the careers many of you have chosen. 

(1) Helping people with disabilities live in their communities

The common thread is (1) helping people with disabilities live in their communities with the least restrictions. 

There are many parts to that and I will cover the most important today. I am here today as an advocate for people with Down syndrome. In doing so know that I am not a job coach or social worker. I am not a psychologist nor a doctor or lawyer. 

What I am about to describe is composed of a lot of fact and solid theory drawn from acknowledged experts. But it also includes the hopes and dreams – some as yet to be fulfilled – we have for all people with (2) Down syndrome.
2. Down Syndrome 

I am going to start with a very simple idea – we treat those we care about as individuals, tending consciously to their unique wants, needs and, sometimes, aspirations.  

3. People with Down syndrome are like all of us

The point is people with Down syndrome are (3) just like all of us – each is unique with their own set of wants and needs, strengths and weaknesses.

4. Each is an individual

If you leave today with nothing else, please hold on to that idea – (4) each and every person with Down syndrome is an individual.

5. Each is an individual

More like us than different 

I also want you to know that people with Down syndrome are (5) more like you and me than they are different. And, as with all of us, generalities break down when we look at individuals. 

While holding on to these concepts, I’d now like you to put other ideas and preconceptions you have about Down syndrome out of your mind. 

What we know about Down syndrome is changing and growing at a very rapid pace. As a result, what was taken as fact just a few years ago has been replaced by new and sometimes startling information. 

In truth, there is but a small handful of actual facts:

6. Down Syndrome 

A chromosome variation with three types: 

First, (6) Down syndrome is a chromosome variation and there are three types:  

7. Down Syndrome 

A chromosome variation with three types: 

• Trisomy 21

The cause of 95 percent of Down syndrome (7) is Trisomy 21. It occurs when a pair of 21st chromosomes separate improperly. As this happens prior to or at conception, individuals with Trisomy 21 have an extra copy of chromosome 21 – for a total of 47 versus 46 chromosomes – in all of their cells. 

The other two types are mosaicism and translocation. 

8. Down Syndrome 

A chromosome variation with three types: 

• Trisomy 21

• Mosaicism

(8) Mosaicism occurs when the improper division of chromosome 21 happens after fertilization, so people with mosaicism have 46 chromosomes in some cells and 47 in others. It is the least common form of Down syndrome, accounting for 1 to 2 percent of all cases.

9. Down Syndrome 

A chromosome variation with three types: 

• Trisomy 21

• Mosaicism

• Translocation 

Finally, (9) three to four percent of people with Down syndrome have Translocation in which an additional chromosome 21 is attached to another chromosome. This is the only form that can be inherited. 

10. One of the most common causes of mental retardation. 

• One in every 800 children born in the U. S. 
Regardless of the form, (10) Down syndrome is one of the most common causes of mental retardation, affecting as many as one in every 800 children born in the United States. And, a recent study by the Centers for Disease Control suggests the frequency may be as high as 1 in every 733 births.

11. One of the most common causes of mental retardation. 

• 350 thousand (350,000) U. S. families affected
As many as (11) 350 thousand families in the United States are affected by Down syndrome. 

12. No known cause or cure 

Affects people of all races and economic levels.

(12) It has no known cause nor cure and affects people of all races and economic levels.

13. 80-percent of babies with Down syndrome born to women under age 35. 

Finally, (13) 80 percent of babies with Down syndrome are born to women under age 35. 

That last fact may come as a surprise. Many think that it is most common among the children of older mothers. The chance that a baby will have Down syndrome does go up rather dramatically as the age of the mother increases. That suggests then that most babies with Down syndrome are born when their moms are in their thirties or even forties. Pregnancy however, is far more common among younger women – women between 18 and 35. So, while the incidence of Down syndrome is lower, the actual number of babies with Down syndrome born to women in that age group is far higher. 

That is just the beginning of the myths and misconceptions about Down syndrome. Let’s dispel as many as we can.  

14. Myth 1: all people with Down syndrome look alike. 

Myth number one (14) – all people with Down syndrome look alike. 

15.  Fact: People with Down syndrome look mostly like their families.

Not true. (15) While many people with Down syndrome have minor physical characteristics in common – they look mostly like their families.

16. Myth 2: People with Down syndrome are always happy.

Myth 2: (16) People with Down syndrome are always happy.

17. Fact: People with Down syndrome have bad days, just like anybody.

No. (17) While they can be pleasant enough, people with Down syndrome – like all of us – have good and bad days. More importantly, people with Down syndrome experience the same range of emotions, including joy, fear, happiness, disappointment, excitement and wonder, as all people. 

The notion that emotional responses among people with Down syndrome are limited may stem to a degree from the fact that many struggle with language and speech, but simply because the expression is not there does not mean the emotions aren’t felt – they are.

18. Myth 3: people with Down syndrome can be trained, but can’t learn. 

Myth three: (18) people with Down syndrome can be trained, but can’t learn. 

19. Fact: People with Down syndrome can and do learn.

While it is true that Down syndrome causes developmental delays, (19) people with Down syndrome can and do learn. They graduate from high school, continue on to trade schools and college and may be avid life-long learners.

20. Myth 4: people with Down syndrome are only qualified to do menial and tediously repetitive jobs.
Myth four: (20) people with Down syndrome are only qualified to do menial and tediously repetitive jobs.

21. Fact:  People with Down syndrome can do a wide range of value-added work. 

Again, not at all true. (21) Employers often find that people with Down syndrome love to work hard, are intensely loyal and dependable and capable of a wide range of value-added work. 

I do not want to paint an overly rosy picture – many people with Down syndrome struggle with learning – (22) among the many aspects of Down syndrome are varying degrees of cognitive disability.

22. Down syndrome causes varying degrees of cognitive disability. 

Immediately, however, this generalization too comes apart. 

23. The impact Down syndrome has is individual.

The impact Down syndrome (23) has on an individual is, well, individual. In the majority of cases, the result is a mild to moderate level of impairment. For those folks, life will present a fair share of challenges, but most with patience, creativity and understanding can be overcome.

A few will experience very little impairment. But the reverse is true. For some virtually everything will prove demanding. But, again, each is an individual and will be a unique blend of strengths and areas of need, just like all of us. 

Neither I, nor anybody with but two copies of the 21st chromosome, can tell you precisely what it is like to have Down syndrome. 

If I could be an average person with Down syndrome, however, I suspect the experience would be quite like what I know as a person with just 46 chromosomes.  

Virtually all that makes any of you happy or sad, bored or excited would have the same effect on me. Loud noises would startle me, the unknown might scare me. I would laugh at funny movies and cry when sad. I would love my family, cherish my friends, grieve if they died and take joy from my accomplishments. 

Importantly, I would want to be treated fairly and as an individual. Injustice would annoy me and being judged by standards that do not apply to me would irritate. All of that would come from the part of me that I share with all people. 

A part of my experience, however, would come with difficulty. 

I have Down syndrome. 

I think, however, that my passage as a person with Down syndrome would be driven more by my experiences – by how I was raised and educated and by how I am treated as an adult – than by the fact that I have Down syndrome. 

If that is true, then how would I be unlike the rest of you?
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24. What do people with Down syndrome want?

So, what is it that people with Down syndrome want (24)? 

A recent project completed by a woman with Down syndrome gives us a hint. She asked her peers to name their single most important accomplishment. 

One or two had become Eagle Scouts. 

A few had graduated from college. 

But the vast majority named things we take for granted. 

They’d graduated from high school. 

Got and held jobs.

Lived independently. 

Had friends. And pets.

Traveled. 

A survey conducted  in the 1990s revealed that parents of people with Down syndrome value essentially the same kind of accomplishments. 

The ordinary. 

And average. 

Things most people take for granted. 

25. What we all want.

My point is, our community isn’t searching for the extraordinary. What we want (25) – and what you can help us achieve – is what you and all parents want for their children. 

People with Down syndrome want the very same things. 

If you are to help us, there are things you can do, easily. 

26. What we all want.

• Treatment as an individual 

The first is (26) treating each individual with Down syndrome as an individual. 

I return to that idea as it is THE essential in helping people with Down syndrome lead fulfilling, productive adult lives. 

At the outset of your relationship with an individual with Down syndrome developing an understanding of that individuality is essential. 

This may take some time, but doing it is essential. 

Start by talking with family members. 

Moms and dads are the experts and may offer insights no testing or expert evaluation reveals. 

Then, talk with the individuals you support.  Please get to know each personally. 

Finally, by the time you come in contact, professionally, with individuals with Down syndrome, each will have a massive paper trail. Please, to the degree you are allowed, study those records to glean as much information as you can.

A few notes of caution here: first, formal assessments, too often, dramatize deficits and ignore talents and gifts. Second, we do not have perfectly effective tools to assess the knowledge, skills and abilities of people with Down syndrome.  So, be cautious and always – always – assume people with Down syndrome are more capable than assessments suggest. 

That leads to a second general comment. 

It was long thought that people with Down syndrome were incapable of learning – that they could not learn or be trained. 

Most certainly they could not live productive lives on their own. 

How wrong! That kind of thinking sets up a nasty self-fulfilling prophecy: simply, if you start with the assumption that you can’t, you won’t. 

If you assume an individual with Down syndrome can’t do something and don’t try to help him or her do it, it won’t happen (26). 

26. What we all want.

• Treatment as an individual

• Positive attitudes 

No matter what the challenge, the prerequisite to success is having the belief that an individual with Down syndrome can do. 

That sets up a third basic: when you give an individual the benefit of the doubt, you are expressing respect (27).

27. What we all want.

• Treatment as an individual

• Positive attitudes

• Respect 

Let’s keep this basic. Showing respect is simply treating people the way you want to be treated – with kindness, consideration, patience and flexibility.

People with Down syndrome respond to that just as all others. 

So, treatment as an individual, positive attitudes and respect. 

Now let’s turn to how those ideas play out and can help define your role.

All of what I am going to explore for the balance of the time we have together today is shaped in large part by how people with Down syndrome cope with their world, 

They can be and very often are quite good at coping and some of their coping mechanisms are so common that Dr. Dennis McGuire of the Adult Down Syndrome Center in Chicago has given them names (28) – the Groove, the Pace and Self Talk. 

28. The Groove

The Pace

Self Talk

Each is a behavioral pattern. 

As I discuss these, please bear in mind two ideas: 

First, while these are common, not all people with Down syndrome present all or any of these. 

Second, none of these behaviors is the exclusive domain of people with Down syndrome – some are common among virtually all children at certain developmental stages and may reassert themselves for a wide variety of reasons. 

29. Sanctuaries

Each provides (29) sanctuary for individuals while sometimes frustrating and mystifying those around them. 

30. Important Communication

Importantly, people with Down syndrome often have trouble expressing themselves in both spoken and written language. As they are confronted with new, difficult and even troubling issues, they often apply these and other behaviors (30) to both cope and communicate. 

31. Listen

When we tune in on those behaviors (31) and seek what stimulates them, we are, quite literally, listening. When we do, we often can find important clues to what may be amiss or troubling. 

I want to underscore a thought here: there is no one answer to what sparks any of these behaviors. While The Pace, Groove and Self Talk are commonly seen among people with Down syndrome, their appearance may not – and often will not – be the same two times running. Just as you might cry for joy, sadness, a stubbed toe or the loss of a loved one, the causes of these behaviors are myriad.   

32. The Groove 

The Groove, (32) in the simplest terms, is habitual behavior. People with Down syndrome often develop what can appear to be rigid and virtually ritualistic behaviors around routine tasks and activities. For example, an individual may put his or her shoes on in precisely the same manner time and time again. 

Grooves -- and they are just that, patterns of behavior that can be all but impossible to change – can be both blessing and curse. They can be a blessing when applied to establish productive or positive behaviors – say setting bedtime, or arriving on time for work. The curse comes when a Groove develops around something negative and becomes a rut – for example, staying up late playing video games or indulging in fattening snacks. 

33. The Pace

The Pace (33) is something we can all understand – when things are moving just a bit too fast for us to cope or are going in a direction we don’t like, we often try to slow things down enough to take a breath and think things through. 

The Pace can be maddening to families and supporters of people with Down syndrome. A whole lot of life moves just a bit too fast for people with Down syndrome. Their reaction is just like yours or mine; they slow things down. 

On the surface, the Pace – which can often be very, very slow – can appear to be stubborn, mule-headed resistance. In fact, it is an eloquent form of communication. 

By slowing down, the individual may be saying the world is moving too fast in a direction they simply do not like or understand. Or, the individual may simply crave attention Often people working with people with Down syndrome want to hurry the Pace. That often results in an even slower pace. 

The key to dealing with the Pace when it becomes troublesome is to determine what is causing the reluctance to move forward with acceptable speed. It may be lack of understanding, distrust, attention or any of a multitude of other issues, but the point is that you may find an important issue will reveal itself if you dig a bit.  

34. Self Talk

Finally, Self Talk. (34) This behavior can seem very strange. It is, as the name suggests, the act of talking to one’s self. Among people with Down syndrome, these chats can be lengthy, highly complex and loud. 

We are conditioned to think of Self Talk as aberrant, but it is a normal, natural behavior we all used long before we learned to think to ourselves. From time to time, most all of us still do. Next time you watch a baseball game, notice how many fans move their lips in prayer when their pitcher is a strike away from a crucial out. 

Whether people with Down syndrome have learned the knack of thinking to themselves or not, many, when under stress or when trying to work through something they don’t like or understand, will engage in Self Talk. Like the Pace, Self Talk is communication and we can learn a great deal by tuning in. 

That does not mean eavesdropping, prying or violating privacy. It can be as simple as being attuned to changes in the frequency, tone and context of the Self-Talk. If any of those change – for example, should the tone turn from what seems innocent chatter to the negative and self-disparaging, something may be amiss and care givers may need to start looking for causes.
You must deal with the behaviors before you can succeed as you provide support. Be watchful. Ask basic questions: Do I need to change this behavior or does it help the individual? Does the behavior happen all the time or at a certain time of the day?  You cannot change behavior if you don’t know what is driving it. Is the person bored, overwhelmed? And do act as quickly as possible – as mentioned earlier when I talked about the Groove, behaviors can become entrenched habits – quickly.

As I continue, please keep the Groove, Pace and Self Talk in mind as each can have a major impact on how successful you may be in providing effective support to adults with Down syndrome. 

Now, let’s talk about your role as an educator – as somebody who helps the people you support learn how to cope with their world and become successful, productive adults. 

35. People with Down syndrome can be trained, but cannot learn

I have touched on this a few times, (35) but allow me to reiterate: the idea that people with Down syndrome can be trained but cannot learn is a myth – it is pure bunk. 

I’d like all of you to join with me in finally and forever putting the contrary notion to rest. 

36. Down syndrome is not an impenetrable barrier to learning.

While Down syndrome is associated with significant learning disability (36) it is not an impenetrable barrier to learning. Great strides have been made toward developing practices that meet the learning needs of individuals with Down syndrome.

That’s an important concept for teachers, but none of us left our formal education knowing all we needed to succeed in our adult lives. That idea defines your role as, in part, that of teacher. 

So how do people with Down syndrome learn? 

37. Effective Teaching Approaches

• Hands-on Activities

First, (37) any method that involves hands-on activities works best. While helping individuals with Down syndrome learn a new skill or task, you may begin with a verbal explanation, but don’t leave it there. Get them involved; get them to do it. And, do that in context, within natural routines and in realistic community settings as much as possible.
38. Effective Teaching Approaches

• Hands-on Activities

• Structured, sequenced learning activities.

Second, (38) people with Down syndrome often benefit from highly structured, sequenced learning activities. They do better when information is introduced in smaller bits and when given time to process that prior to moving on. 

This is not as simple as it sounds.  The most basic task involves a surprising number of individual steps. 

Consider, for example, boiling an egg. 

When you break that task down into individual steps from getting out a pan to turning off the stove when the egg is done, there are at least 15 individual steps. And most have to be performed in specific sequence. 

You will find that people with Down syndrome do better when you can break things down in that step-by-step manner. 

And, here’s another caution:

Don’t assume that, just because individuals are 23 or 37 or whatever, they know how things are done. 

Perhaps it seems natural that a 30 year old would know how to operate a vacuum cleaner, mop the floor or boil an egg. 

But, too often, people with Down syndrome haven’t been taught what you’d consider the most elementary housekeeping skills. At the outset, ascertain how and what each individual has been taught and then make appropriate adjustments.

39. Effective Teaching Concepts

• Hands-on Activities

• Structured, Sequenced Activities.

• Visual Learning 

 (39) People with Down syndrome are often good visual learners. They can learn an activity or task more readily if you show them rather than describe what needs to happen. Equally, be creative in using visual cues to help your clients learn and follow through on tasks. For example, a job coach supporting a young man with Down syndrome in a retail store equipped a shopping cart with a large clock which featured pictures of the merchandise from the various aisles he was to clean and straighten in place of numbers. As the clock hands swept around the dial, they told the young man where he was supposed to be every minute. He got the idea immediately and is flawless in his job performance. 

You can do likewise. Instead of merchandise and a clock, perhaps you would use a weekly calendar with each day featuring pictures of tasks to be performed or regular events and outings. Simple, direct and easy to do.

Above all, as care givers hold on to that can-do attitude. No matter whether you are teaching cooking, cleaning, proper personal hygiene or the kind of street smarts they need to be safe in your community, start by believing that the individual can and will learn. 

Then be patient while they do.      

Now let me turn to a topic that lies at the very core of what you do: (40) health and safety. 

40. Health and Safety

Let’s take that in its two parts. 

41. Health care and Down syndrome 

First health (41). 

The fact that people with Down syndrome are more like all of us than not is as true for their health-care needs as for any other aspect of their lives. 

Today, most people with Down syndrome under age 30 or 35 have been raised among their families and have been provided effective heath care since birth. Ideally, their health-related issues will have been diagnosed and treated. 

42. Adults with Down syndrome are healthy

(42) Thus, increasingly, adults with Down syndrome are essentially healthy.

It is not always so.

Congenital and childhood maladies (43) may create problems that persist into adulthood. For example, 45 percent of babies born with Down syndrome have serious, often life-threatening, heart problems. 

While a wonderful surgical procedure is now applied to correct this problem, caregivers need to be aware of each individual’s history so they may be watchful if heart related problems appear in later life. 

43. Medical issues may persist  

Then too, it is an unfortunate fact that not every child receives proper health care. As a result, some reach adulthood suffering from untreated problems. And, many of those may stimulate behaviors that may threaten their ability to live and work in their community. 

44. Clear and complete health assessment. 

Thus, providing good health care for adults with Down syndrome begins (44) with having a clear and complete understanding of their health history and current state of health. 

45. Health Care and Communication.

Professionals are coming to understand that providing effective health care to individuals with Down syndrome can be complicated by two factors (45).

46. Health Care and Communication.

• People with Down syndrome may not understand something is wrong

First, an individual with Down syndrome experiencing early or mild symptoms – say aches and pain (46) may not understand something is wrong.  

47. Health Care and Communication.

• People with Down syndrome may not understand something is wrong

• They may not be able to tell you

Second, with Down syndrome often come s limited expressive language, so even when an individual feels ill, (47) they may not be able to tell you. 

There is no magic solution here. Instead, these factors call on you to be particularly watchful. 

48. Behavior is communication

As I have discussed, behavior (48) is a form of communication. The individual may be trying to tell you something he or she cannot articulate or, perhaps, does not understand. 

There are a couple of keys here. The first is simply knowing the individual – being aware of what is a normal pattern of moods and temperament. 

49. Tune into changes in behavior

The second is tuning in on changes (49) in that pattern. Has an individual who is usually up beat and talkative suddenly become quiet and unresponsive? Have you seen a shift from cooperation and cheerful compliance to stubborn resistance, petulance or overt anger? Or have you noticed a more positive outlook and greater degree of cooperation? 

The essential is the change. 

50. Down syndrome and aging 

(50) Here is a huge generality: people with Down syndrome tend to age more rapidly than their chronological peers. 

51. Accelerated aging

An individual with Down syndrome at age 40 (51) may look, act and be vulnerable to physical ailments we associate with somebody 20 years older. If, for example, 60 year olds show signs of joint disorders, you might see the same in a 40 year old with Down syndrome. 

Accelerated signs of aging too often have been diagnosed as something else – dementia. 

It’s another myth. It was thought until recently that virtually all people with Down syndrome would succumb to Alzheimer’s disease. 

Not true. 

A very high percentage of people with Down syndrome do have the plaques and tangles associated with and thought to cause the disease. Additionally, Alzheimer’s, like Down syndrome, is associated with the 21st chromosome.  

(52) Alzheimer’s disease frequency is no higher with Down syndrome than among the general population.

(52) Research has now demonstrated beyond question, however, that the frequency of Alzheimer’s disease is no higher among people with Down syndrome than among the general population. 

I repeat: the frequency of Alzheimer’s disease is no higher among people with Down syndrome than among the general population.

53. Onset may come 20 years earlier 
Research does show, however, that the onset (53) of the disease among people with Down syndrome comes some 20 years earlier than among the general population. 

So, if Alzheimer’s typically comes on at, say, age 65, it can appear among people with Down syndrome as early as age 45.  

What does that mean?

54. Don’t jump to conclusions

First, (54) don’t jump to conclusions.  

When people with Down syndrome exhibit behavior and physical problems one might associate with Alzheimer’s, don’t assume it is so. 

Data from the Adult Down Syndrome Center shows that, among their patients, eight out of ten prior diagnoses of Alzheimer’s disease are wrong – the symptoms were due to other, often quite simple physical ailments or environmental factors.

All of that said, Alzheimer’s disease is common enough to warrant some attention. Caregivers should consider taking a baseline assessment of skills at age 35 or 40 so medical professionals can assess any decline in ability potentially related to the disorder. Finally, you should know that when Alzheimer’s is confirmed, people with Down syndrome often process through the disease more rapidly than is common among the general population.
While accelerated aging may be a factor with people with Down syndrome, their health-care needs are not extraordinary (55). 

55. Common health-care Issues

56. Common health-care Issues

• Hypothyroidism

They may have a tendency toward (56) hypothyroidism. 

57. Common health-care Issues

• Hypothyroidism

• Celiac disease

There is some evidence (57) to suggest that they may have a higher frequency of Celiac disease – an intolerance to gluten, a compound in wheat, rye and oats and used as an ingredient in many processed foods. 

58. Common health-care Issues

• Hypothyroidism

• Celiac disease

• Sleep apnea

There may also be a (58) higher frequency of sleep apnea. 

58. Common health-care Issues

• Hypothyroidism

• Celiac disease

• Sleep apnea

• Weight management 

Finally, it is no news that America is in the midst of an obesity epidemic and, unfortunately, here is a case of people with Down syndrome clearly being more like us than different. In the category of weight management, they may be too much like all of us (58). 

Obesity is all too common among people with Down syndrome with some 45 percent of adults being overweight. A tendency toward excessive weight gain is a symptom of the syndrome, but despite considerable research, the exact physical cause is not yet fully understood. 

There are, however, significant findings. 

Studies have shown that people with Down syndrome often have a lower resting metabolic rate than the general population and require anywhere from 10 to 20 percent fewer calories than the average individual. Thus, if an individual with Down syndrome eats what you and I would consider an average, healthy meal, they may add weight. 

(59) Obesity

• Poor nutrition

• Bad food choices and eating habits

• Sedentary lifestyles.

While findings point to a genetic driver, the tendency toward unhealthy weight gain can be amplified by the same factors that result in obesity (59) among the general population – poor nutrition, bad food choices and eating habits coupled with sedentary lifestyles. 

As caregivers, you can help adults with Down syndrome avoid those pitfalls. You can do it first by becoming informed about nutrition and then applying that to meal planning. 

Second, you can consult with attending physicians and nutritionists to define healthy diets and stick to the plans. 

Third, do all you can to bring physical activity into the routine. Take walks, get the people you support to the gym or scout out organized physical activities such as those conducted by Special Olympics. 

Finally, excessive weight gain may be a symptom of other health-related issues. For example, excessive weight gain is often a symptom of Celiac disease or hypothyroidism. So, stay tuned in. If an individual is over weight or shows sudden weight gain, get in touch with a physician to search for a cause. 

60. Health-care resources 

Locating medical professionals who have experience with Down syndrome can be difficult, but resources are available that can help both you and physicians through the learning curve (60). 
For example, Doctors Chicoine and McGuire of the Adult Down Syndrome Center have recently published the book, Mental Wellness in Adults with Down Syndrome which provides wonderful insights into the psycho-social aspects of providing effective health care to adults with Down syndrome.  It is a must-read for all engaged with supporting people with Down syndrome. 

Additionally, the Down Syndrome Medical Interest Group has published a set of health-care guidelines for all people with Down syndrome. Those guidelines, frankly, are skewed somewhat toward pediatric care, but they include general guidelines for adults.

If you share in obtaining health-care services for an individual with Down syndrome, please provide a copy of the Guidelines to the attending physician. They provide a check list of tests which should be performed and a general schedule of when they should be applied. 

The Guidelines are not predictive – just because they urge routine checking, for example, of thyroid function, you should not interpret that to mean your client with Down syndrome has or will develop a thyroid condition. Rather, it acknowledges the fact that adults with Down syndrome have thyroid related conditions more frequently than the general population. 

Addressing health-care needs of adults with Down syndrome is critical if they are to live healthy, productive lives. Knowledgeable physicians and concerned, attentive staff support are necessary. While it may take some extra effort, appropriate health care can make an amazing difference in the quality of life for adults with Down syndrome. 

Now let’s turn to safety (61). 

61. Risk vs. Respect 

First, another principle our community finds terribly important -- the idea of least restrictive environment. 

62. Vulnerability 

I have to risk making a generality: Down syndrome can make people vulnerable (62) at home, in social and working situations and in the community at large.

That has inspired well-intended others to shelter and over protect them. Our community has worked to counter that well-intended but errant thinking. 

What we want for all people with Down syndrome is what everybody else wants – equality, respect, freedom. 

Much as we know our family members with Down syndrome could be safe in the old non-inclusive enclaves, the price is too high. 

Participating freely and fully in our communities carries implicit risk. Any one of us can get mugged or burn a finger while baking. We accept those risks and take care.

That principle ought to apply to adults with Down syndrome, but we are also realistic.

Some adults with Down syndrome are more vulnerable than others and the majority are likely more vulnerable than the average adult.

63. Balance 

Thus, assuring the safety of people with Down syndrome is a matter of finding balance (63) between helping them participate in their communities while shoring up their vulnerabilities. 

64. Balance is based on individuals 

Finding that balance starts with your (64) individual assessment and asking whether the individual in your care is prone to making unsafe decisions or lacks training needed to be safe in the home or out in the community. 

65. Teach safety 

If the latter, please be an optimist – (65) you can and should focus on safety training and adults with Down syndrome can learn those lessons just as they have proved they can learn to read, do math and understand history. And, you can apply the principles of teaching people with Down syndrome in doing so. 

I also urge you not to assume that lessons will hold forever. By all means, have formal safety standards in place, teach them to each individual, making sure they understand every step of what to do in case of fire, severe weather or any other emergency.  But also review all of it periodically.

66. Rules

Finally, a big part of being safe is knowing the (66) rules and following them.

Too often, there is a tendency to cut people with disabilities slack in this regard. Indeed, parents of people with disabilities sometimes maintain a dual standard in their homes. Likewise, educators are known to try to manage classrooms with one standard for their regular education students and another, laxer standard for their students with disabilities. 

All of that, in the end is a disservice to people with Down syndrome. 

67. No Dual Standard

There is absolutely no evidence (67) that it is either necessary or even effective. Worse, it sets people with Down syndrome up for failure in the wider world. 

Parents, educators and, ultimately, those who provide community support have as a primary responsibility preparing their children, students and clients to cope with the real world. 

That world doesn’t cut slack. It expects that all will know and follow rules – and laws. 

68. Behavior is learned; not hard wired

Remember, people with Down syndrome are more like you than not. (68) They are no more born rude, habitually tardy and messy than any of you were. Instead, to the degree they exist among people with Down syndrome, those and many more are acquired behaviors. Through patience and suitable learning they can and should be corrected. 

69. Adults with Down syndrome can thrive within structure and routine

Adults with Down syndrome tend to thrive within structure and routine (69). I know that is another generalization and it may not hold in every case, but as a general rule, you will find that if you establish fair and equitable rules and enforce them with proper and consistent care, your clients with Down syndrome will not only accept them, they will do well.

70. Adult treatment

A final note: the people you serve with Down syndrome are adults. We hope you (70) treat them as such. While they may come to you with a wide range of capabilities, acquired knowledge and skills and, importantly, emotional maturity, they are adults. As you work to establish rules, treat them as such.  With respect and dignity. Take the time to explain your expectations and why you hold them. Offer choices and help the individuals you support understand the trade offs and consequences that come with poor decision making. Above all apply techniques that are age appropriate. Don’t send a 32-year-old to her room or put him in time out. As one young man with Down syndrome has asked, “How would you like it?”

70. (Logo – NDSC) 

