Note to Presenter: 

This presentation has been developed for two reasons;

First, we are told that organizations periodically get the opportunity to address health-care professionals at in-service training sessions and grand rounds. This provides a ready-made presentation on a timely topic. 

And, that is the second purpose – to add more weight to our community’s opposition to the recommendations of the ACOG Practice Bulletin 77 which recommends pre-natal testing to all women in the first trimester of pregnancy regardless of age. 

This is not intended as a replacement for more structured programs, such as Changing Lives from NDSS. 

At the start of this presentation, please offer a brief personal introduction to help set up the prolog of what follows. 

Depending on how you have been brought to the podium, that might include your name, the organization you represent and a few details, including the fact that you are a parent or friend of an individual with Down syndrome.

Now I would like to introduce a few more people who are have a big stake in what I have to say today. 

First, meet Bill (1). 

(1) Photo of young man with Down syndrome

He’s 31 years old, a college graduate elected homecoming king in his junior year. He earned a BA in recreation with a minor in theater.

Bill holds two jobs – as a fitness attendant at a YMCA and as a staff member and instructor at a community college fitness center.

He recently bought a condo and is religious about his mortgage payments. 

Bill enjoys working on the computer, reading, golf, visiting with friends, traveling and scuba diving.

(2) Photo of young woman with Down syndrome 

Susan (2) is 28, lives in her own apartment and works three part-time jobs. While she drives her own car, Susan stays in shape with kickboxing, Pilates, walking and riding her bicycle. She loves to dance, enjoys reading, cooking, and being with friends. Her dream is to be a nurse.

(3) Photo of young man with Down syndrome

Finally this is Steve (3), also 28 years old. Steve and his family spend a part of every day dealing with challenges that affect neither Bill nor Susan. He suffered a moderate hearing loss due to persistent juvenile ear infections, has hypothyroidism and Celiac disease. Each could have tripped him, but thanks to good medical attention, the support of his family, and his own conscientiousness, he has all under control. He graduated from high school with honors earning three varsity letters. He has celebrated his 5th anniversary working for a law firm and is an avid baseball fan, crack bowler, a civil-war history buff and loves travel.

All three pay taxes, are involved as community activists, vote and enjoy the company of large circles of friend and family. 

They are respected, fully engaged members of their communities.
All have Down syndrome. 

(4) 350,000 Americans Have Down Syndrome

They are among some 350,000 Americans (4) with that distinction. But I introduce them not because they are in any other way unusual. 

And that is very much the point of all else I have to say today. In just a bit more than a generation, people with Down syndrome have attained something most experts once considered impossible: They are essentially (5) ordinary people, living ordinary lives.

(5) Ordinary people, living ordinary lives.

Let’s now go to the beginning of the lives of Susan, Bill, Steve and the other 350,000 Americans with Down syndrome – to the moment (6) when their parents received a diagnosis of Down syndrome.

(6) Delivering the News

Like the majority of parents who receive a pre or post-natal a diagnosis of Down syndrome, they were probably shocked, grieved and fearful. Likely they endured a difficult, emotion-fraught passage as they coped with its implications.

Natural enough, you might say – such a diagnosis is rarely thought of as good news. 

We’d agree.

In a moment they lost something most new and expectant parents treasure – they lost a dream (7).

(7) A Lost Dream

It is the most natural of things for new and expectant parents to dream dreams. To envision happy, healthy, darn near perfect children who will enjoy every success in life.

Most come and go within your professional lives with those dreams intact.

For those of us who have received a diagnosis of Down syndrome, however, that dream turns into an ashy cloud which cloaks what was a brightly promising future. 

Thanks to many factors – not the least of which is seeing role models such as Bill, Susan and Steve – that cloud passes. For many, however, the gloom is deepened and the time required to cope is protracted by the manner in which the news is delivered. (8)
(8) Deepening the Gloom

Too often, the basic facts of the diagnosis are embedded in dire predictions of a child who will not walk or speak. Of a child who will not learn to read or write – an awful burden without rewards for the parents and, ultimately, for society. 

Perhaps you are thinking messages like this must be the exception. (9)

(9) Rule or Exception?

I am here today because it is, in fact, more the rule. (10) 

(10) The Rule

That is not speculation – no guess.

It is a hard, unfortunate fact, demonstrated by primary research conducted at one of America’s premiere medical schools and published in leading professional journals. 

(11) Harvard Medical School Studies Conducted by Dr. Brian Skotko

I refer to (11) studies conducted at Harvard Medical School by Dr. Brian Skotko and published in Pediatrics and the American Journal of Obstetrics and Gynecology in 2005. (12)

(12) Harvard Medical School Studies Conducted by Dr. Brian Skotko

· Pediatrics 

· American Journal of Obstetrics and Gynecology
I urge you and your associates to read both. 

You will learn that (13) those who deliver the news are often not technically grounded in the screenings and tests upon which they are reporting. 

(13) Those delivering the News:

• Often Not Technically Grounded

That diagnoses (14) are often not delivered by the attending physician. 

(14) Those Delivering the News:

• Often Not Technically Grounded

• Often Not the Attending Physician.

And, that, no matter who conveys the news, (15) they often go beyond medical facts to insert personal and often negative opinions. 

(15) Those delivering the News:

• Often Not Technically Grounded

• Often Not the Attending Physician.

• Often Insert Personal, Negative Opinions

For those who receive a pre-natal diagnosis, that contributes to an astoundingly high percentage of terminations (16) – estimated at 80 percent or higher.

(16) Termination Rate 80-Percent or Higher

And, for those who choose to continue their pregnancies or have received a post-natal diagnosis, it results in a bias relative to their children that can take years to erase.   

Given the comment regarding terminations, you may think you are in for an argument from a pro-lifer.

Where I or any of us stand on that contentious issue is completely off the point. Going there would lead us away from facts and into the messy world of opinion. 

Let’s stick to hard facts, such as Dr. Skotko provides. (17) 

(17) Facts  

His work is significant for two reasons: 

(18) First the findings are based on a very large research sample – more than 1200 individuals – whose experience spans decades. Thus, the accuracy of the studies is beyond question.

(18) • Accuracy Beyond Question  

Second, (19) because the findings and conclusions ring altogether too true among those of us who have experienced the same passage. 

(19) • Accuracy Beyond Question

• Facts Confirm Individual Experiences

Skotko’s work proves we are not alone – that the often miserable experiences we endured were not isolated cases. Instead, they were consistent with an unseemly norm. 

(20) We Can Do Better

We believe we can (20) do better by working together to transform the way a diagnosis of Down syndrome is delivered. 

What follows is my community’s perspective on how medical professionals can help parents – new and expectant – make decisions based on positive attitudes and solid facts.

Before I get into how you might help create a new and more positive reality, please know my community is not asking for miracles. (21) 

(21) No Miracles

As much as we love our children with Down syndrome and as much as we have seen truly wonderful progress both for and by them across a broad spectrum, a diagnosis of Down syndrome is not the best news you get to deliver. 

We cannot change that and do not expect medical professionals to try to paste an artificial, overly rosy face on it. 

Working together, however, we can make that passage easier and accelerate progress toward a new and positive dream for parents of children with Down syndrome. 

Let’s return to Dr. Skotko’s findings. 

His research reveals a number of problems, however, four are particularly troubling: 

(22) • Not Technically Grounded

First, (22) too often medical professionals are not technically grounded in the screenings and tests upon which they are reporting.

(23) • Not Technically Grounded

• Not the Attending Physician 

Second, (23) too often, the individual delivering the message is not the attending physician. 

(24) • Not Technically Grounded

• Not the Attending Physician

• Personal Opinions
Third, (24) too often medical professionals go beyond medical facts to insert personal opinions. 

(25) • Not Technically Grounded

• Not the Attending Physician

• Personal Opinions

• Negative Context 
Fourth, (25) the information is, too often, delivered in a negative context. 

Let’s go to the issues that can be fixed easily. 

First is the technical competence of those delivering the results to parents. That bears mostly on non-invasive prenatal screening tests.

Here we ask you to do some homework. The text is available to all of you, it’s (26) Practice Bulletin 77 from the American College of Obstetricians and Gynecologists. 

(26) Not Technically Grounded

ACOG Practice Bulletin 77 

That bulletin provides a table detailing the error factors associated with the most common non-invasive pre-natal screening tests. 

Please note, not one has an error factor lower than five percent. One is accurate only 69 percent of the time.

(27) Not Technically Grounded

ACOG Practice Bulletin 77

Accuracy 

So, our first request: when delivering the results of this type of screening, please be clear that these procedures tell us that, at best, patients may have a 95 percent chance of having a child with Down syndrome. 

(28) Risk v. Chance 

Please notice, (28) I used the term “chance.” Not risk. That doesn’t change the specific meaning, but it is an example of how an easy change in language can change attitudes. 

Chances can be positive – you have a chance to get into medical school, to win the lottery, there’s a chance the weather will be nice enough for a picnic. 

Risks, on the other hand, are negative – things we avoid – the risk of slipping and falling on a wet floor, or of being burned by a hot stove. 

You get the drift. 

Please think about that while I go back to the accuracy of pre-natal screening test. 

Perhaps you are thinking a 95 percent accuracy rate is pretty darned good. We would agree – insofar as an initial screening is concerned. The problem is, many patients are told such screenings are definitive – diagnostic. 

Unfortunately, that can – and does – trigger a decision-making process that can – and does – lead to termination

That is tragic in more ways than I can count. Sad when a perfectly healthy fetus is aborted. But sad too when Down syndrome is confirmed, post termination. 

28A Adoption 

It is sad because, even when parents cannot provide all that the child may need, there is another alternative – (28A) Adoption. Not a few families are now on waiting lists to adopt babies with Down syndrome across the country. That is no small testament to value our community places on the lives of people with Down syndrome. We will be more than happy to connect parents and professionals to the adoption resources. 

Finally, it is particularly tragic because Practice Bulletin 77 is so very clear about the accuracy of the screenings. 

It says:

 “Although the currently available approaches have relatively high detection rates . . . women should understand that screening provides an individual risk assessment but is not diagnostic.”

(29) Pre-natal Screenings but a First Step 

In brief such tests are but the (29) first step toward a definitive diagnosis. 

When such screenings indicate that the fetus may have Down syndrome, ACOG recommends following up with genetic counseling and definitive diagnostics.

(30) Following Up with Genetic Counseling

Second, we urge you to adopt a basic rule – regardless of the screenings or tests applied: the results of those tests should be delivered by the attending physician (31). 

(31) Results Delivered by Attending Physician

This is pretty much a horror show. Prior to having specific cases confirmed by Dr. Skotko’s research, our community was aware of one case after another where the results were delivered by virtually anybody but a doctor. 

In one particularly egregious case, the results were initially disclosed to an expectant mom by a billing clerk who phoned to ask if her insurance would cover the tests as the results confirmed Down syndrome. 

In a case reported from California, a nurse told an expectant mom that prenatal screening indicated she had a 1 in 8 chance of delivering a child with Down syndrome. The nurse urged immediate termination. The parents followed up with more exhaustive testing and, ultimately, were delivered of a healthy child. Later, the nurse corrected herself, apologetically – the odds revealed by the screening were 1 in 8,000! 

The results of both screenings and diagnostics can set in motion a life or death decision-making processes. Given the excruciating importance of those decisions, wouldn’t you agree that the least your patients should expect is that their physician – not a billing clerk, not a nurse – but their MD, be the expert who delivers the results? 

We urge all of you to make it an unswerving standard in your practices.  

Now let’s venture into what may seem the gray – or grayer – areas. 

First, (32) no matter whether you are delivering the results of non-invasive screenings or diagnostics, you will be handling explosive material.

 (32) Balanced Information  

If the results indicate a high probability of Down syndrome, there is a very good chance the news will be met with a highly emotional response – fear, shock, sadness, extreme worry. 

On the one hand, you have an obligation to provide as much comfort and reassurance as possible. On the other, your patient has not come to you for personal opinions and attitudes. 

(33) We ask that you and your colleagues focus primarily on what is known – on the medical facts. 

(33) Focus on Facts 

Be very, very clear about the reliability of the screenings or tests applied. If those were non-invasive screening tests, follow the advice contained in the ACOG Practice Bulletin 77 – make clear there are significant error factors and refer your patient to a genetic counselor. 

Naturally your patient will want to know more about Down syndrome and we ask that you come prepared with current, accurate information (34).

(34) Current, Accurate Information 

I want to underscore the word current. Current does not mean your college text or a dusty tome found in the local library. Current means books and literature published within the past few years and most certainly not prior to 2000. The reason is quite simple – anything earlier, regardless of the authority, is badly out of date.

Here’s but one example. 

Until very recently, virtually all health-care professionals experienced with adults with Down syndrome accepted as fact that almost all people with Down syndrome would, eventually, present with Alzheimers disease. That was based on clinical evidence that, by age 40, the brains of virtually all individuals with Down syndrome contain the plaques and tangles associated with and thought to cause the disease. 

Then came new and exhaustive epidemiological studies which show that the frequency of Alzheimers is no higher among adults with Down syndrome than among the population as a whole. The onset of the disease, however, can be as much as 20 years earlier than in the general population.

As you can imagine, the news was met by a terrific sigh of relief within our community. And, it has also stimulated a significant shift in research regarding the specific cause of the disease.

If you do a literature search, you will find one “expert” paper after another, some dated as recently as 2006, containing the old wisdom, confirming only that, sometimes, even good news travels slowly.

There are dozens of similar examples where the leading edge of research in health care, education, the behavioral sciences and so on have literally raced past what was accepted as hard fact regarding Down syndrome. 

So, if what you think you know about Down syndrome was picked up even a few short years ago, it is time for you to refresh – simply, you may be out of date. 

(35A) Go Slow

Some physicians feel there is an urgency to decision making when positive test results have been delivered – that they must push patients for a decision and get things over quickly. 

We disagree. (35A) 

Our families complain, with frequency, that medical professionals pushed them far too hard – mostly to terminate their pregnancies, quickly. 

All of us who have been there know there is way too much to learn and when people race to a decision, far too many facts go begging. 

Please, urge the opposite – urge your patients to take their time. Give them all of the current information you can and then urge them to dig deeply for more. Above all, recommend that your patients to get in contact with parents of children with Down syndrome – people who have been where they are, understand the emotions that are in play and can share both information and insights. 

Beyond the medical facts, we urge you to start with what may seem obvious – the expectant mother or couple have a child on the way (35). 

(35) The Promise of a Child

That you know. 

We submit that, even if diagnostics have confirmed that the child has Down syndrome, you don’t know much more. 

There is a significant chance the child may be born with serious cardiological and gastro-intestinal problems. 30 to 50% percent of all babies with Down syndrome present with cardiac issues. 

Happily, most are correctable through surgery. 

Parents may also want to understand the specific nature of Down syndrome. As you attempt to answer that kind of question, you will quickly find yourself on thin ice. 

The reason is the impact of Down syndrome is individual (36).
(36) Individual Impact 

It is a basic fact that the syndrome is the single most common genetic cause of cognitive impairment and developmental delays. It affects approximately 1 in every 800 to 1000 babies born in the United States and recent research by the Centers for Disease Control has suggest the frequency may be as high as 1 in every 733 live births.

(37 A Syndrome – a Complex of Common Symptoms 

It is a syndrome (37) – a complex of symptoms commonly seen in people with Trisomy 21.  Not all people with Down syndrome present with all symptoms and the poles are extreme. 

Some individuals are profoundly affected while, increasingly, people with Down syndrome are graduating from college. 

(38) People with Down Syndrome Are Capable

As a general rule, (38) people with Down syndrome are far more capable than common wisdom might suggest and, as I have illustrated, great strides in health care and education are enhancing their abilities at a rapid rate.

The net is, there is very little you or any other health-care professional can say for certain about the future of the fetus or child diagnosed as having Down syndrome. Indeed, you simply cannot predict the future of baby.

All you really know is (39) that a baby has arrived or is on the way. 

(39) A Baby First 

That baby will likely gurgle, suck its thumbs, raise its head, roll over and cry when hungry or soils a diaper. 

Sooner or later, the baby will crawl, walk and, yes, run. 

We will bet that new life will charm his or her parents and annoy siblings 

She will learn the alphabet song, numbers and the rainbow of colors. 

He may become an avid learner, a diligent student. 

Who may annoy his siblings. 

While often making the honor roll. 

She may deliver a commencement address at graduation 

He might date, fall in love, and marry. 

They may drive cars, will likely hold jobs and work hard.

Vote.

Pay taxes. 

Might, may. 

All you or anybody else knows at the time you are delivering the results of tests for Down syndrome is that the world’s population has or soon will increase by one. 

And that one is – or will be – a baby. 

We’re pretty darn sure of that and submit that no medical professional can know much more. 

We ask you to leave it right there. (40) Please don’t stretch beyond your medical training and experience to become a seer.

(40) Facts, Not Opinion 

And, please, please don’t inject predictions about all of the problems the child and his or her parents may encounter into the discussion. 

At best you will be speculating. At worst, you may deepen the pall of gloom that, unavoidably, will have descended on your patient. 

In the case of a pre-natal diagnosis, that may well shade your patients’ thinking and lead to what our community thinks an unfortunate consequence – termination.  

In those cases where parents choose to continue, negative speculation will simply protract the difficult passage they must traverse as they cope with the new reality.

As my friends Bill, Susan and Steve demonstrate, that reality may well be far brighter than many may think. 

We ask you to acquaint yourself with that reality. I think I can promise a revelation.

(41) Understand the Reality

Get in touch with our families. If you do, you will meet children, adolescents and adults with Down syndrome who – far from being a burden on their families or their communities – are self-reliant, well mannered, curious and often accomplished individuals.

You may also tune in on a sense of celebration. That is often the case when people with Down syndrome, their families and friends gather. 

In part that is because so many of us have proved all of the dire predictions we heard when our kids were born were just plain wrong. We have discovered, instead, that our family members with Down syndrome consistently make quite profound and wonderful contributions to all who come to know them. 

They are uniquely sensitive and intuitive people who often awaken us to values that too often go missing in our communities. Like trust. Unconditional love. Concern for others. Honesty. Diversity and so very much more.

Dr. Dennis McGuire, director of psychosocial services at the Adult Down Syndrome Center in Chicago reports that, of the 3,000 patients with Down syndrome the clinic has seen, none are drug addicts or gamblers, only two were alcoholics and but a few smoked. McGuire reports that, on the main, their patients are honest to a fault, hard working, caring people. 

Hardly what we would term burdens on society. 

There are people who know a good deal more than most about what may come for new or expectant parents of a child with Down syndrome. They are parents of children and adults with Down syndrome (42). 

(42) Parental Support

I am one. 

We are members of a warm and highly supportive community. Our primary mission is enhancing the lives of people with Down syndrome and their families. 

That often begins with sharing our experiences with new and expectant parents. 

We are not miracle workers any more than we expect health-care professionals to be, but it is often amazing how a chat with a parent who has been where your patients will go can help (43). 

(43) We Have Been Where They Are

For many, many new and expectant parents, such an encounter is the beginning of the end of their worst fears.  

It is very simple, really. They have an opportunity to meet people who have shared the experience they are enduring. In doing so, they meet parents who are whole and happy. Mostly, however, they meet parents of children with Down syndrome who have rediscovered what they may think they have lost – the dream. 

Those new parents are amazed at the pride we hold for our kids and by the truly wonderful gift we feel we have been given. 

What we have learned – perhaps what we should have always known – is that all children are gifts. 

Have they given us trouble, heartache, tears?

Sure. 

But what child does not? 

Beyond all that is the simple fact that each child – regardless of ability – is a package of potential. And, where gifted children can grow into failure; children with Down syndrome can change the world.

It is such a lovely dream (44). 

(44) A New Dream

