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Hello DDNA Members –

Unbelievably, and gratefully, fall is finally approaching!  This means the conference will be here before we know it, and the Board has already shifted its focus to next year. 

The 2012 conference will be held in Orlando, and the program is shaping up nicely with a full schedule of exceptional speakers, excellent information, and plenty of opportunities for networking throughout.  The conference program will also include the Certification Preparation/Overview of DD Nursing program, which is “back by popular demand.”  During the 2012 conference, we will celebrate DDNA’s 20th anniversary with a very special program, so you will not want to miss it!  

DDNA and the Board have worked to accomplish a number of objectives this year and to reach out to others in the field of Intellectual and Developmental Disabilities (I/DD) and to the health care community at large when presented with the opportunity.

· After assimilating member input received during the conference, DDNA’s Medication Management Position Paper is complete!  The paper will be published in the coming weeks and will be available through LuLu.com.  A link to the document will be placed on the association’s website for members’ convenience.

· The Centers for Medicaid & Medicare Services (CMS) requested that DDNA conduct a training webinar for surveyors across the country.  The program addressed Nursing Assessment in the ICF-MR Program and was well-received by those attending.  The program offered an opportunity to emphasize the importance of nursing involvement in the care and support of persons with I/DD and also provided an opportunity to promote the Association.  The CMS has archived the webinar for future use and a link to that webinar is available on the DDNA website Resource Page under “Nursing Assessment.” 

· DDNA will also have a presence at the American Health Care Association (AHCA) conference this month and will be conducting a training session on Medication Management.  This will provide an opportunity for others in the greater health care community to learn about the challenges of this critical area of support for persons with I/DD and about the resources available to nurses working in this specialized area of nursing through their membership in DDNA. 

· And currently, the Board is evaluating members’ needs in the area of “on-call nursing support.”  DDNA is aware of the challenges many nurses and agencies face when providing on-call support to the person with I/DD.  To determine the scope of the issue and the concerns of the nurses providing this care, DDNA recently conducted a preliminary survey of members regarding on-call support.  The Board is evaluating the survey data and will identify strategies needed to support nurses facing these challenges in the coming weeks.

So, as you can see, it has been a busy year for the association as DDNA strives to meet its mission – to advocate, to educate and to care for the practicing I/DD nurse.  This area of nursing practice is often challenging – seemingly thankless at times.  So, if you have not heard it lately, let me say “Thank you” – for your continued dedication to the specialty of I/DD nursing and to persons with I/DD!

I hope to see all of you in Orlando for our 20th Anniversary Conference!

S. Diane Moore, BSN, RN, CDDN
President – DDNA Board of Directors

Executive Director’s Letter
Mary Alice Willis, RN MSN
Executive Director      
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Dear DDNA Members,

DDNA is a national nursing association.  But just what does that word “association” mean and, more importantly, what does it mean to members of the Developmental Disabilities Nurses Association?  I looked up the word “association” in the dictionary.  Here is what I found:

1. A group of people organized for a joint purpose (This fits DDNA!)

2. A plant community defined by a characteristic group of dominant plant species (There are some plants in the DDNA office, but they rarely exert their dominance . . . as long as we keep them watered!)

3. The linking of molecules through hydrogen bonding or other interaction short of full bond formation (I’m sure that molecules are linking and bonding all over the place here at DDNA . . . which is probably why our printer cartridges run out on a daily basis.)

4. A connection or cooperative link between organizations (DDNA has associations with other organizations, such as the Nursing Organization Alliance and AADMD, as well as with our chapters and networks.)

5. A mental connection between ideas or things (We all associate funding cutbacks for the health care of persons who have developmental disabilities with concerns that health care needs will go unmet.)

6. The fact of occurring with something else; co-occurrence (We know that early onset Alzheimer’s disease can occur in association with Down syndrome, so we need to be vigilant in assessing for the symptoms.)

7. A connection or cooperative links between people (Hmmm . . . this last one seems really important for DDNA . . . what can DDNA do as an association to create connections or cooperative links between our members?  WE CAN CREATE DDNA FORUMS!)

Over the past year, here at DDNA we have been doing much thinking about creating cooperative links and increasing communication with and between our members.  As a start, we decided that it would be a good idea for all IDD nurses who come to the DDNA website to be able to find out where the DDNA chapters and networks are located . . . because maybe these IDD nurses would be interested in joining up with other IDD nurses in their area. Information about current chapters and networks is now located on a map on the DDNA website.  

Now let’s talk about the new DDNA FORUMS.  A forum is basically an internet-based message board on which members can have online discussions on various topics in the form of posted messages, questions, and answers. Posting and reading each other’s messages, questions, and answers is a great way to create “connections and cooperative links” between members, so this is why DDNA has added forums to our website.  If you click on the “Forum” button on the menu bar on the home page, you will be taken to the forum page.  While anyone can view posts, only DDNA members who are logged into the DDNA website with their username and password can respond to posts or create new discussions within the forums.  If you are new to using forums, we suggest that you start by reading the information below about how to use the forums.  (You may want to print them out for handy reference.)

HOW TO USE THE FORUMS:

How Are Forums Organized
Forums are organized by topic. Near the top of the forum page, you will see "Click here to View All Available Forums." You will see a list of suggested forum topics.  The forums in green already have a moderator and are active. The ones in grey are some suggestions for other forums, but they do not yet have a moderator. They are waiting for someone to moderate them. Moderating a forum is easy. If you are interested in moderating a forum in which you have some experience or expertise, please email: contact@ddna.org.  You may select a forum from the grey topics on the list, or you may suggest any other DD-related topic for a new forum.

Creating a New Topic and Discussion in an Active Forum
Each active forum on the Forums page has a title, e.g., PSYCHIATRIC/BEHAVIORAL ISSUES IN I/DD.  For example, if you scroll down the forum page, you will find the PSYCHIATRIC/BEHAVIORAL ISSUES IN I/DD forum.  It contains a topic titled "Clients loving to go to the doctor." Let's say you want to discuss a psychiatric/behavioral issue, but the topic in which YOU are interested is "Side effects of psychotropic meds"? Then you need to add a new topic about psychotropic meds to the psych forum! Do this by clicking on the green bar at the top of the psych forum that says: Ask a New Question/Start a New Discussion! [Please remember:  Only active DDNA members can create topics, discussions and posts.] 

Once you click on the green bar, a new window will appear. The forum title will already be at the top. There is a box for you to type in your discussion's title, e.g., "Side effects of psychotropic meds." In the "Body" box start the new discussion by typing in your questions, comments, opinions, etc. 

When you are done typing in your post, remember to click on "Post Discussion" at the bottom right-hand side of the screen. 

When you return to the DDNA Forums page -- you will see your new discussion in the forum, including your post.   People who come to the DDNA Forums page and are interested in the “Side effects of Psychotropic Meds” can now join in and post their questions, comments, and opinions to your active discussion on psych meds.

Joining and Posting to an Active Discussion
If you want to join a discussion, click on the "View post" button for that discussion. (Note: The "View post" button will be green if you have not yet read the post, and grey if you have already read the post.) After you click on the View post button, scroll to the bottom of the page. Type your post into the text editor box provided.  When you are done typing in your post, click "Post Reply." (See "How to Fancy Up or Change Your Post" below.)

To respond directly to a specific post within a discussion (you can respond to any previous post in the discussion), click on the little green "reply" button at the top right corner of that specific post. This inserts the original post into a yellow box. Scroll down to the bottom of the yellow box.  At the bottom, you will see a see a grey box that says:  “Type response here:”  Go ahead and type your response.  

When you are done typing in your post, remember to click on "Post Reply" to save and post what you have written.

How to “Fancy Up” or Change Your Post
Look at the box below.  Notice that you can underline, bold, italicize, change colors, etc., using the tool bar at the top of the screen.
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How to Delete or Change Your Post
If you want to change what you have written in any post, click on the pencil icon to edit (see graphic below). If you want to delete your post, click on the red X.
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DON'T FORGET TO CLICK ON THE "SAVE POST" button at the bottom of the screen when you are finished. After you have saved your edits, your new post will appear immediately. 

How to Move, Delete, or Rename Your Entire Discussion

At the top right hand corner of the forum, you will see a green box labeled “Discussion Tools.”  (There is even a little wrench to remind you that this is where you can access the tools to move, delete, or rename your discussion.)  If you are the original creator of the discussion, you can:

Move the Discussion:  Brings up a dialog box that prompts you to select another forum to which to move a discussion.  This tool is useful if you realize that the discussion you created is better suited for another forum.  

Delete the Discussion:  Allows you to delete a discussion that you have created.  It first prompts you to verify that you REALLY want to delete the current discussion, along with all posts associated with it.  Please consider carefully before deleting a discussion that you start, because you are deleting not only what you have written, but also all of the responses made by other members, which may be of interest to these other members.  Deleting a discussion will move it to "Trash," which is accessible only to DDNA staff. If you accidentally delete a discussion and it needs to be restored, please contact DDNA.

Rename the Discussion - Allows you to choose a new title for a discussion, if needed.

Forum Rules and Etiquette

DDNA members may access the forums by logging in with their DDNA username and password. By logging on and accessing the forums, you are agreeing to the terms and conditions below.

1. Please treat other DDNA members with the respect that they deserve. Insults, flaming, or personal attacks against DDNA members, staff, or Board will not be tolerated.

2. Please note that anyone who can access websites may view the DDNA forums. They are not private, and your postings are not confidential. Be careful not to use names or any other identifying information about yourself, your co-workers, your clients, or their families. If you provide personal information via this public forum, it is at your own risk.

3. Please do not post anything that is obscene, vulgar, inappropriately sexually oriented, threatening, hateful, or otherwise in violation of any laws. In the event of any unlawful postings, we reserve the right to reveal your identity if required by law. 

4. Please do not spam. Please be careful when you are contributing to the forums that you are not promoting or advertising your services, business, products (i.e., no self-promotion).  If you would like to place an ad on our website or in our newsletter, please contact the DDNA office.

5. DDNA reserves the right to remove, edit, move, or close any forum, topic, or message for any reason.

Information for Forum Moderators

As a forum moderator, you can move, delete, and rename discussions, if necessary. Whenever a new post is added to the forum that you are moderating, you will receive an email notification, so that you may review the new post and respond, if appropriate. If you believe that content in a post is inappropriate, you can remove the entire post by clicking on the red X in the grey box at the left-hand side of the screen. 

At the top of each discussion, there is a button (Discussion Tools) with a drop down menu that contains the tools to manage each entire particular discussion (see "Forum Rules & Etiquette" graphic of Discussion Tools below).  [Please remember that a post is a single entry in the forum (delete with little red X to the left of the post) and a discussion is a whole group of posts in a forum (delete using Delete Discussion in the Discussion Tools).]
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Here is how to use each of the Discussion Tools:

1. Move Discussion - Brings up a dialog box that prompts you to select another forum to which to move a discussion. This tool is useful if you find that a particular discussion is better suited for another forum.

2. Delete Discussion - Prompts you to verify that you REALLY want to delete the current discussion, along with all posts associated with it. Deleting a discussion will move it to "Trash," which is accessible only to DDNA staff. If you accidentally delete a discussion and it needs to be restored, please contact DDNA.

3. Rename Discussion - Prompts you to choose a new title for a discussion, if needed.

4. Lock / Unlock Discussion - This link appears ONLY for forum moderators and up. It is used to lock a discussion when new responses are no longer desired. Topics can be locked for various reasons, and whether or not a discussion should be locked is entirely at the discretion of the forum moderator(s).

5. Sticky / Un-Sticky Discussion - This link appears ONLY for forum moderators and up. It is used to "stick" a discussion at the top of the discussion list for that particular forum. This prevents the discussion from moving down in the list as it gets older, so it stays up at the top in plain view. Discussions that are stickied at the top in a forum usually contain important information for that forum. Likewise, the discussion can be "unstickied" if no longer relevant.

Isn’t it simple?  If you are anything like me when it comes to reading a bunch of directions on how-to-do something, your head is probably spinning!  I’m especially not fond of the “assemble-it-yourself” directions that come with furniture from Target or IKEA!  But I have learned that if you take the few minutes necessary to read the directions, you, too, can actually build shelves.  I just built two sets of shelves for my daughter when she moved to a new apartment --- using nothing but a few screws and a little bent piece of metal that came in a plastic bag AND included complete directions written by someone in some far-off country whose first language was obviously not English!  

Learning how to use the forums is like anything else -- you might have to read the directions a few times if this is your first time posting or responding in a forum. Don’t be afraid to try posting something.  You cannot break the forums.  If you are interested in posting to a forum or responding to a post, and would like a personal lesson on how to post – please feel free to call DDNA during business hours ET. We would be delighted to help you, and I guarantee that we can teach you everything you need to know to become an active forum participant in fewer than 5 minutes.  We’ll even walk you through creating your first post or your first response.  

Some of you may be veteran posters to many forums over the years – if so, please feel free to jump right into DDNA’s forums.  DDNA wants to be an association that creates meaningful connections and cooperative links between our members. We need you to help make that happen!

As an incentive to become an active participant in the forums, DDNA will send the first 50 members who either volunteer to moderate a new forum or who create a new post in one of our existing forums a DDNA membership pin as a token of our appreciation for your participation.  
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Mary Alice Willis, RN MSN
Executive Director      
Meet the Current DDNA Forum Moderators
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Here are the DDNA members who have already volunteered to moderate a DDNA forum.  They are ready, willing, and able to respond to any discussion or questions that you might like to add to their forums.  Whenever you post, the moderator will receive an email that you have posted and will respond to you in the forum as soon as possible.

Each moderator provided some information about themselves.  Meet your current moderators!
Kathy Cervasio, RN, EdD, PhD
Moderator:  Education for I/DD Nurses Forum
My name is Kathleen Cervasio, and I am a professor of nursing at Long Island University. My field of research and practice concerns children with disabilities. I have presented nationally and internationally on various subjects that affect children with disabilities and their families. I have developed courses on this subject and currently have threaded them into an undergraduate and graduate level nursing curriculum. I am passionate about children with disabilities and have an extensive network. I am the mother of twins with various disabilities. 
Molly Voss, MS, APN, CDDN
Moderator:  Autism Spectrum Disorders Forum
My name is Molly Voss, and I am the community outreach APN for the crisis program of a university-based center of excellence for the mental health treatment of individuals with intellectual disabilities. Our population is largely composed of individuals on the autistic spectrum. The care of individuals with developmental disabilities has been my specialty since becoming an APN in 2000, and my previous position as a primary care practitioner for individuals with developmental disabilities allowed me to manage the holistic care of many individuals with autism. I have presented statewide on various subjects that affect individuals with disabilities and their families.
Janean Fossum, RN, BSN, CDDN
Moderator: Abuse and Neglect Forum
I would like to take a moment to introduce myself as the new moderator for this Forum of the DDNA web page member area. As mandated reporters if you have witnessed ANY type of abuse or neglect please make sure you have reported it immediately with the appropriate Protective Service Organization or Law Enforcement.

 In this Forum we welcome any discussion about abuse and neglect with proper attention to the privacy considerations and posting etiquette. I look forward to our discussion. I would like to let you know a little about myself.  I have had the honor of presenting at the conference "Recognizing the Forensic Needs of Survivors with Disabilities" and this year in Hartford "A Diagnosis of Exclusion; Munchausen by Proxy Syndrome." I work in Community Health Nursing serving individuals with mental and physical challenges, as well as clients past institutionalized or victimized who exhibit severe PTSD symptoms. My background in Forensic Nursing is unique with a focus on adults and children with disabilities. Certified in Developmental Disabilities Nursing, I am also trained as a Sexual Assault Nurse Examiner (SANE) in adult, adolescence and pediatric clients. In addition I am trained in interviewing individuals with disabilities who have experienced abuse, many with severe PTSD. I have a special interest in those clients unable to speak for themselves and in the recognition, prevention and education regarding abuse in this population. I also lecture internationally about topics such as abuse and neglect recognition, role of forensic nurses and behavior management for this vulnerable population. In addition I am the Managing Editor to On the Edge – the quarterly newsletter of the International Association of Forensic Nurses (IAFN). On the Edge gives voice to the men and women who unselfishly serve victims of violence day in and day out. 
Karen Green McGowan, RN
Moderator:  Cerebral Palsy Forum
Welcome to the Cerebral Palsy Forum. My name is Karen Green McGowan, and I will be chairing this forum and looking forward to engaging in discussions about this engaging topic. Persons with cerebral palsy as one of their major diagnoses experience a variety of issues that are almost as diverse as the DD field. I have been working with individuals with this diagnosis for all of my 46 years in the field and would love to share information with you.
Kathy Service, RN, PhD, FNP-C, CDDN
Moderator:  Aging with I/DD Forum
Please allow me to introduce myself, to those of you who don’t know me. My name is Kathryn Service and I am honored to be the new moderator for this Forum of the DDNA web page member area. As we all know, people with I/DD are aging like the rest of us. As the numbers of us increase, it becomes increasingly imperative to understand how aging issues affect those people we support and their families. This includes “normal” age-associated conditions, in addition to some unique concerns. We welcome any discussion on this forum about issues on aging such as dementia, secondary conditions, interface with generic aging services and resiliency with the proper attention to the privacy considerations and posting etiquette. I so look forward to our discussion.
I would like to let you know a little about myself.  In addition to now over 34 years of hands-on clinical experience (NP since 1979) in working with people with IDD (across the lifespan), their families and staff, I have had a long time interest and passion in aging issues, particularly dementia. To validate this I received my MS in gerontological nursing in 1996. I have presented on topics related to aging both nationally and internationally and have written articles and book chapters. I am on my city’s Council on Aging and serve on the board of my local ‘area agency on aging.’ In addition to working full-time, I am completing my PhD. My research looks at how older people with ID perceive risk and the relevancy of their social networks. It’s a qualitative study that has been both challenging and beneficial to me both professionally and personally. I currently work for the Commonwealth of Massachusetts in the department of Developmental Services Franklin- Hampshire Area Office as the nurse practitioner consultant, was on DDNA’s founding Board of Directors, and am on the Editorial Board of The International Journal of Nursing in Intellectual and Developmental Disabilities. Initially, to encourage the spirit of collaboration, I wanted to leave you with a quote as an invitation to join me here:  No man is an island, entire of itself; every man is a piece of the continent. --http://www.online-literature.com/donne/">John Donne, English poet and preacher 

I cannot help but be reminded of something my sage, 78-year-old friend with ID, Bruce, often says to me, “We gotta help each and other, kathyservice.” Thank you.

John Belew, PhD, MS, RN, CDDN
Moderator:  Pain Management in Persons with I/DD
I am happy to facilitate discussions for the DDNA pain management forum. While I don’t consider myself an expert in pain management, I will share information that might help with pain management issues of individuals with developmental disabilities. Since 1992 I have worked as a RN with individuals of all ages who have intellectual or developmental disabilities. My work has included residential, school, and day program nursing roles. For the past five years I have helped to coordinate pain-related research with clinical practice at Gillette Children’s Specialty Healthcare in St. Paul, Minnesota. I became a certified developmental disabilities nurse in 2004. My PhD (2010) is from the University of Minnesota School of Nursing. My doctoral dissertation explored the participation in health-related decisions of young adults with mild and borderline intellectual disabilities.

Carla Fedor, RN, CDDN
Seizures and Seizure Management
I would like to briefly introduce myself to you. I have worked for more than 15 years in the intellectual and developmental disabilities (I/DD) field in New Mexico. I work as a member of the Continuum of Care at the University of New Mexico Health Sciences Center. As Coordinator of Clinical Services, I organize, participate, and track follow-up care for several specialty clinics at the University and around the state. I specialize in seizure management issues. I am the only nurse in New Mexico specializing in the Ketogenic Diet for the treatment of intractable epilepsy. I also have expertise in the use of the Vagal Nerve Stimulator (VNS) for management and reduction of seizures. I have had many opportunities to present training workshops on assessment of behavioral and neurologic symptoms for people with I/DD and seizures. For the past 13 years, I have worked closely with the NM Department of Health to develop trainings for nurses and health professionals on topics relevant to daily health care and preventive health care for people with I/DD. I enjoy fostering active discussion and I value the experience(s) people bring from their own work. I have been actively involved in DDNA and was President of the New Mexico Chapter from 2001 to 2009. I am very excited about hosting the seizure management forum for the DDNA. More than 50% of people with I/DD have a seizure disorder, so most of us work with individuals with seizures on a daily basis. These seizures can often be difficult to control, and nurses are asked by direct care staff, families, and other professional about how to obtain effective treatment. In the past several years, the FDA has approved many new anti-seizure medications and treatments. Nurses have so much knowledge to share with others, from their direct clinical experience to their scientific understanding. I would encourage all nurses to ask questions and share their knowledge via this forum. 
Kathleen Brown, RN, BA, CDDN
Forum Moderator:  Psychiatric/Behavioral Issues in I/DD
I am currently the Director of Development for Pharmacy Alternatives, a pharmacy that provides pharmacy services and medications systems exclusively for the I/DD population, with an emphasis on self-administration of medication. I have worked in the DD field for the last 35 years, 17 of which have been with the pharmacy. Earlier in my career, I was the Administrator of a 222-bed facility for persons with mental illness for 10 years, and then was Director of Nursing for three years for a 500-bed facility for persons dually diagnosed with I/DD and mental illness. I helped start the Northern Illinois DD Network (now Chapter) in 1994 and served as its President for 15 years.  I have attended every DDNA Annual Education Conference since 1996.  I helped craft legislation for medication delegation in Illinois and taught the course for seven years, training more than 600 nurses. I am very interested in developing DDNA Chapters, increasing membership for DDNA, and increasing the number of nurses sitting for the certification exam.  I have presented at several national conferences and am the incoming President of the DDNA Board of Directors.
Judy Stych, BS, RN, CDDN
Forum Moderator:  I/DD and Preventive Health
Welcome to the IDD and Preventive Health Forum! As the public health arena becomes more aware of the health care needs/disparities of people with intellectual/developmental disabilities, we, as IDD nurses, have a unique opportunity to educate and contribute to development and implementation of health promotion resources geared for people with IDD. As a volunteer Clinical Director for the Special Olympics Wisconsin Healthy Athletes Health Promotion program, it has been encouraging to see the athletes eager to learn and know how they can “live healthy.” So, let’s do some talking about this often overlooked area of health care for people with intellectual /developmental disabilities, share resources, and get the word out about the importance of prevention health! Here’s a link to an article to start the conversation…http://www.ncpad.org/research/fact_sheet.php?sheet=896
Mary Alice Willis, RN, MSN
Forum Moderator:  Tough Day?  Share a Laugh!  Share Some Inspiration!
Looking for humor in the daily life of a nurse who provides care and services for persons with I/DD requires walking a fine line.  All people do and say funny things . . . but if it is a person with I/DD who does or says something funny . . . is it appropriate to laugh?  Or is it disrespectful?  Everything depends on the context.  So we need to be in a respectful and loving frame of mind when we share on-the-job humor.  Please consider this, though -- a person with I/DD might just love seeing his or her joke or funny story “published” in the forums . . . but always with his or her permission.  
I’ve put up some nursing humor in the “Tough Day” forum, but boy it is hard to find good, clean jokes, especially nursing-related!  When joke writers hear the word “nurse” they tend to veer off into potty humor and stereotypes of nurses.  We know, however, that nurses’ days are often full of wonderful smiles . . . so if you can contribute some appropriate smiles to this forum, it would be much appreciated.  

Post on a DDNA Forum Today!  
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Certification News
Kathleen A. Brown, RN, CDDN

President Elect

Certification Chairperson
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I am hoping everyone is enjoying his or her summer.  It sure feels like I just said that about the holidays.  Time is flying by so fast, no wonder we can’t seem to catch up.  

The Certification Committee has met once this summer and will be meeting again in the near future.  We are taking a look at the reasons why some people have not renewed their certification and trying to find ways to encourage them to “re-up.”  We are also trying to find new ways to encourage members to take the plunge and sit for the certification exam.

The media and all the nursing organizations continue to talk about the importance of education (BSNs, etc.) and the real need for nurses to continue to grow in their specialties via certification.

It is a fact that those with certifications often do see some monetary increases in their paychecks, but not always.  Certification does, however, speak to your dedication to the specialty of your nursing practice.

These economic times are not the easiest any of us have seen, so it can be even more difficult for nurses looking for employer support.  We tend to be a cost center, rather than a revenue producer for those for whom we work.  That being said, I would like to ask you to dig deep and consider becoming certified.  Again, the bigger the numbers, the louder the voice.

Back to school signs are everywhere… let them lead you to taking the test!

We are offering the Certification Prep Course again next year at the 20th Annual Education Conference in Orlando.  This course is scheduled for Thursday, May 3rd. The certification exam also will be administered again at the conference in Orlando.  We will have testing times allotted during the conference for those who wish to take the exam as soon as possible after the cert prep on May 3rd.

If I can help in any way or you have questions, please feel free to send an email to me at contact@ddna.org.  Be in the group who tested at the 20th Anniversary Conference!

Enjoy the rest of the summer!

Kathleen A. Brown, RN, CDDN

President Elect

Certification Chairperson
Chapters and Networks

Judy Stych BS, RN, CDDN
DDNA Vice President – Chapter/Network Liaison

[image: image9]
Is Your DDNA Membership Current??  Check it today!

Did you know that you can verify and/or obtain your Membership # and Expiration Date by simply logging on to the DDNA website - www.ddna.org - and clicking on the green toolbar at the top of the page which says “click here to view your information”? A dropdown will appear with all your personal membership information (accessible only to you).  Links to update your personal information and to renew your membership are also conveniently located on the dropdown.

Recent Chapter/Network FAQs

QUESTION - Must all DDNA Chapter members be national DDNA members?

ANSWER - Yes. The DDNA Bylaws state, “All Chapter members must be National level DDNA members. Regular membership shall be open to registered nurses and licensed practical (vocational) nurses, upon payment of annual dues and upon approval at the Chapter level by DDNA.” (Article III, Section 1, A.)

QUESTION – Is it a requirement that a chapter’s officers must be nurses?

ANSWER – Yes. Article III Section 1 A. and C. of the DDNA Chapter Bylaws states that “Regular membership shall be open to Registered Nurses and Licensed Practical (Vocational) Nurses, upon payment of annual dues and upon approval at the Chapter level by DDNA….Membership entitles a member to hold office, serve as chairperson or member of any committee, participate in association meetings, and to have a single vote in the election of officers and other issues requiring organizational vote.

Further, Article III Section 2 A. and C. states that “associate memberships will be available to individuals with ongoing involvement in developmental disabilities nursing….Associate membership entitles the member to receive all benefits provided to a regular member except that an associate member may not hold office, serve as chairperson of any DDNA committee, or have a vote in the affairs of the Association.”

QUESTION - When do I pay my chapter dues?

ANSWER- When you join or renew your membership with DDNA. Please follow the directions on the Join/Renew link on the DDNA website. If your state has multiple chapters, you will need to designate the chapter to which you want your dues to go. On a quarterly basis, DDNA’s national office sends a check to the chapter for the chapter dues that have been received.

QUESTION - Must all DDNA Network officers/representatives be DDNA members?

ANSWER - Yes. While Networks are considered to be loosely-affiliated with DDNA, it has been the long-standing policy of DDNA that DDNA membership is a hallmark of the leaders of each Network as they represent and support DDNA’s mission. 

Is Your Chapter or Network Webpage up to date?

If you have not looked recently, check out the DDNA Chapter/Network webpage and click on your state. Each chapter or network can update their own information (at least quarterly) and it is VERY EASY to do.  If you are your chapter’s designated “information updater,” be sure to notify DDNA so that we can provide you with administrator access to your page. Call the DDNA office if you would like a lesson on how to administer your page.  It will take fewer than five minutes for DDNA to show you how!

NEW!  Chapter Handbook now available! 

Want to know how to start a DDNA chapter in your city, region, or state? The new DDNA Chapter Handbook is now available on the DDNA website for your reference as you consider forming a chapter.  You can access it on the “Chapter” page.  When you have a group together and are ready to start a chapter, please contact admin@ddna.org  so we can support and assist you.

Please Respond ASAP……Revised Chapter and Network Organizational reports 

If you have not already done so, please send your annual Chapter or Network report to DDNA ASAP.  

We are trying to make a concerted effort to have current information on all of our affiliate organizations, but that is just not possible without your help. These reports were due for calendar year 2010 back on February 1, 2011…but, we’ll give you some added time since there have been revisions on the forms.  Thanks so much for your prompt response!

For your convenience, here are the links:

Chapter

http://ddna.org/downloads/FINAL_8.2011_DDNA%20Chapter%20Org%20Report.doc
Attention Chapters….. please note that page 5 of the Organizational Report now contains the Conflict of Interest document. According to the DDNA bylaws, it is a requirement that this page be updated every year.

Network

http://ddna.org/downloads/FINAL_8.2011Rev_DDNA%20Network%20Org%20Report.doc
IDD Assessment Tools

Hopefully, you have already read the Executive Director’s letter, with information about our exciting new forums.  According to evaluations from our 2011 DDNA conference, many of you are interested in accessing a variety of nursing and other assessment tools useful with people with IDD. What better place than on the DDNA Forum page!  If you have a particular interest in this topic, consider becoming a moderator and host this Forum!

And……an encouraging word…this poem is a favorite of mine…

"When things go wrong as they sometimes will,
When the road you're trudging seems all up hill,
When the funds are low and the debts are high
And you want to smile, but you have to sigh,
When care is pressing you down a bit,
Rest if you must, but don't you quit.
Life is queer with its twists and turns,
As every one of us sometimes learns,
And many a failure turns about
When he might have won had he stuck it out;
Don't give up though the pace seems slow--
You may succeed with another blow,
Success is failure turned inside out--
The silver tint of the clouds of doubt,
And you never can tell how close you are,
It may be near when it seems so far;
So stick to the fight when you're hardest hit--
It's when things seem worst that you must not quit."

~ Unknown 

Hope you are saving some shekels for the May 2012 20th anniversary DDNA conference in Orlando!  We’re lining up some great learning opportunities along with special fun activities, too!!  Would love to meet you there!

Warm regards,

Judy Stych BS, RN, CDDN  

DDNA VP /Chapter-Network Liaison
As of September 2, 2011

	DDNA Chapters
	DDNA Networks
	New Chapters 

(in progress)


	Network Conversion to Chapter (in progress)

	1. Arizona

2. District of Columbia

3. Mid-Florida

4. Central Illinois

5. Northern Illinois

6. Kansas

7. Louisiana

8. Massachusetts

9. Minnesota

10. Western Missouri

11. Southern New Jersey

12. New Mexico

13. Rhode Island

14. East Tennessee

15. Southwest Texas

16. Northern Virginia

17. Wisconsin


	1. Inland Empire of Southern                     California

2. Colorado 

3. Connecticut 

4. Central Indiana 

5. Southern Indiana 

6. Iowa 

7. Kentucky


8. SE Michigan 

9. New Hampshire Network

10. Northern New Jersey 

11. New York State 

12. Pennsylvania Network

13. West Tennessee

14. North Texas 

15. Central Virginia
	1. Georgia 

2. Hawaii 

3. Maryland 

4. Missouri

          Central

          St. Louis

5. Nevada 

          Southern

6. New York 

           Rochester

7. North Carolina

8. Ohio

          Central 

          Dayton 

          Northeast 

9. South Carolina

10. Texas

          Central

          Houston

11. Utah

12. Washington (state)
	1. Central Indiana

2. West Tennessee


Chapter/Network News Now Located on the Chapter/Network Page of the DDNA Website
Mary Alice Willis, DDNA Executive Director
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The Chapter/Network News has been moved from the newsletter to the chapter page of the DDNA website.  Traditionally, this information has been in the newsletter, but the current newsletter is accessible to DDNA members only.  This obviously is not too helpful for nurses who are not DDNA members and who may be looking for local support and educational opportunities.   It is also not helpful for chapters/networks that want to grow, because nurses who are not members in DDNA who are interested in getting together with other local DD nurses cannot find out about local meetings and events if the information is provided in the member-only newsletter.  Nurses who are not yet members of DDNA sometimes call or email DDNA Headquarters looking for information about whether there is a local chapter/network in their area, and we direct them to the best of our ability.   It will be much easier for potential new chapter/network members in your state to contact you directly in the future, because your contact info should be available right on the DDNA website.  If your chapter/network has a website, the link to your website will also be included.

The Chapter and Network page of the website now shows a map of all states.  When you click on each state, you will be given access to information about the chapters/networks in that state.  We encourage each chapter/network contact person to review its information on the website to make sure that it is current and correct.  We have included the most recent information submitted to us from each state (as of February 28, 2011).  If you need help making a change to your chapter contact info, please contact admin@ddna.org.  You will notice that quite a few states have no current chapter.  If you are interested in starting a chapter in your state, we also encourage you to contact DDNA.  We would be delighted to help you every step of the way in forming one.  Please note, also, that if there is already a chapter or network in your state, but it is not geographically convenient for you and other DD nurses in your area, you are welcome to start a second or even third chapter in your state.  We have got some pretty big states!  And gasoline prices are up!
Each chapter’s contact person needs to contact DDNA to be given access to edit their chapter’s information on the website.  This will enable the chapter contact person to add and change the content about your chapter at any time, so that you can always keep your members up-to-date.  As mentioned in the Executive Director’s letter in this newsletter, the forum section of the website will soon be changing significantly, also.  As part of that change, we are offering chapters the opportunity to have individual chapter forums, so that chapter members can “chat” among themselves.  Each chapter will select its own forum moderator.  Your chapter forum will provide an excellent opportunity to keep your chapter discussions lively in between your membership meetings.
DDNA Election Results
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DDNA Election Results for Offices of President-Elect and Treasurer

This year, two Board of Directors positions came up for election.  Diane Moore will be completing her term as President at the end of December 2011, and Kathy Brown will be moving from the office of President-Elect into the office of President. Linda Tupper, who has served on the Board for two terms as Treasurer also will be completing her final term in December 2011. Thus, the offices of President Elect and Treasurer were open for election in 2011.  A call for nominations for the office of President-Elect and Treasurer was issued in the December issue of the DDNA newsletter and again in the March issue of the newsletter, published on a banner announcing the election on the home page of the DDNA website and on the election page of the website, and via two email blasts to all active members eligible to vote. Full instructions on how to submit a nomination, including dates and deadlines for submission, and all necessary forms, were available on the election page of the website beginning on January 1st 2011. 

Nominations were opened on January 1st 2011 and closed on March 31st, 2011.  During that time, DDNA received two nominations:  Karen Green McGowan RN, CDDN for President-Elect and Karen Hill, RN, BSN, CDDN for Treasurer.  The Board of Directors reviewed the qualifications of both candidates in the month of April and determined that both candidates were eligible and qualified to assume the offices for which their nomination had been submitted.  In the absence of any other nominations that would require a membership vote to decide among candidates, the Board of Directors accepted the nominations and moved to approve Karen Green McGowan as the incoming President-Elect and Karen Hill as the incoming Treasurer. The candidates were notified, the roles and responsibilities of each office were discussed in detail with the respective candidate, and each candidate accepted the roles and responsibilities and agreed to serve on the Board.  The new incoming President Elect and Treasurer were presented by the Board of Directors to the membership during the General Membership meeting at the 2011 Annual Education Conference in Hartford, CT.  Each introduced themselves to the members in attendance and made a short presentation.

DDNA is pleased to welcome as its incoming President-Elect Karen Green McGowan and as its incoming Treasurer Karen Hill.

PRESIDENT-ELECT - Karen Green McGowan, RN, CDDN

“I have been involved in providing services to persons with complex physical, mental, and medical disabilities since 1965.  I am currently is an independent consultant, specializing in training, evaluation and technical assistance for the management of human service programs, particularly programs serving persons with severe to profound developmental and physical disabilities.  Nurses in our field are often perceived as either unnecessary or overprotective.  It is important to realize how important it is for this DDNA to exist to help support the health and welfare of persons with I/DD in the complicated care environment in which they currently live.  Nurses have a vital role to play.  I believe I have unique skills and experience to bring to the office of President-Elect of DDNA after 45 years in developmental disabilities as a clinician, educator, and court monitor.”    
TREASURER ELECT - Karen Hill, RN, BSN, CDDN

“I have been an I/DD nurse since 1997 and currently work as Program Nurse at the Portage County Board of DD in Ravenna, Ohio.  One of my visions for serving on the Board is to reach out to find I/DD nurses who are working independently in nontraditional settings.  Many times we are working in environments in which there is little emphasis on the medical needs of our clients and minimal knowledge of the nurse’s scope of practice.  Too many times, as nurses, we are the lowest priority when it comes to budgets, staffing, and equipment.  We need to work to find ways to reach each and every one of these nurses and surround them with the support and benefits that DDNA has to offer.  As I/DD nurses, we need to come together, get involved, and have a voice in making changes necessary to provide optimal care for the individual whom we serve.  We must have a voice in how we practice our nursing, what is safe nursing delegation and in how unlicensed personnel are trained to administer medications to persons with I/DD.  I bring to the DDNA Board an eagerness to get involved, a willingness to learn, and a desire to lead and follow through with the visions of our association.

As DDNA’s Treasurer, I will work with DDNA management to ensure that the association’s financial policies are followed, report to the Board and general membership on finances, and seek and promote avenues for increasing DDNA’s revenues.”
DDNA News

[image: image12]
Free Tool for Gathering Information and Assessing for the Onset or Presence of Alzheimer’s

Lou Ellen Ruocco, a Charter Member of DDNA, has donated the Ruocco Assessment Tool to DDNA.  For information on how to download this free tool, go to the Forum page of this website, scroll down to the forum on Aging with I/DD, and read Lou Ellen's post.  The Ruocco Assessment Tool, which is posted on the DDNA Resource page, can be used by support personnel and family members to gather specific information about individuals with I/DD that could indicate the onset or presence of Alzheimer's disease.  There is also a physical assessment section to be completed by the nurse and shared with the primary care provider.

A Happy 20/20 Drawing Surprise for a DDNA Member
At the annual education conference, DDNA does a 50/50 drawing.  Attendees buy tickets and a lucky conference attendee wins 50% of the ticket money.  What does DDNA do with the other half of the money?!?  We use it to surprise a lucky and unsuspecting DDNA member with free attendance at the following year’s conference.  The selection of the lucky winner is done by DDNA’s bookkeeper, Mary Maubach, who prints out a list of current members and then randomly points her finger at a name.  The fickle finger of fate this year pointed to Diane Gilliland, RN, who lives in Senatobia, Missouri.  Diane has been a member for many years, but has never been able to attend an annual conference.  She is very excited about attending the 20th Annual Education Conference in Orlando in May.  She will be wearing a pink “First Conference” ribbon on her name badge.  Make sure to give her a warm welcome.  Congratulations, Diane!

Information on the Conference Hotel
Rosen Plaza Hotel, International Drive, Orlando, FL
15 time winner of the Hotel Pinnacle Awards

A contemporary hotel in the heart of Orlando, the Rosen Plaza Hotel sets the stage for DDNA's 20th Annual Education Conference.

Just 15 minutes from the Orlando International Airport and adjacent to the Orange County Convention Center, Rosen Plaza is home to more than 60,000 square feet of sophisticated and flexible meeting and exhibition space. DDNA will be meeting in the modern and elegant Grand Ballroom for our general sessions.  You can visit with sponsors and exhibitors in the 12,500-square-foot Ballroom Foyer. There are an additional 22 meeting rooms, including the Regency Salon junior ballrooms, some of which we will be using for our break-out sessions. The ballrooms and the breakout salons are elegant and efficient thanks to a recent renovation project. 

Rosen Plaza has just done a floor-to-ceiling renovation of all 800 guest rooms, as well as hallways and hospitality suites. Guest rooms received new 32-inch TVs, laptop-sized safes, new furnishings, carpet and crown molding, as well as a complete bathroom remodel designed to invoke the relaxing sensations of an upscale spa. 

Relaxation at Rosen Plaza comes easily, thanks to a swimming pool area with a cascading waterfall and whirlpool, as well as a fitness center with cardio exercise machines and a full range of free weights. You will also have privileges at the Harmen-designed,18-hole championship Shingle Creek Golf Club just five minutes away.   

Rosen Plaza's location puts you just minutes away from all of Orlando's famous attractions. Thanks to its designation as an official partner hotel, the hotel provides complimentary scheduled transportation to Universal Orlando, SeaWorld Adventure Park, and Wet 'n Wild. Walt Disney World Theme Parks are also just 10 minutes away by taxi. And if you yearn for shopping beyond the hotel's gift and sundry shop, you can head across the street to Pointe Orlando, a 17-acre shopping complex that offers multiple dining and entertainment venues, including an IMAX 3D theater. You can also browse through the goods at the Florida Mall, Mall at Millenia, Orlando Premium Outlets, and the newly redesigned Festival Bay - all located nearby. If you like to shop 'til you drop, you will be in heaven!

Making an old favorite new again, the ever popular Jack's Place restaurant, home to the world's largest collection of autographed caricatures, recently updated its menu. Jack's Place, named one of Florida Trend's top restaurants in Orlando and Orlando magazine's Best Restaurant on International Drive, still serves up its famous prime steaks and fresh seafood, but now offers even more options, such as the hefty 16-ounce veal chop and mouthwatering sesame crusted tuna, as well as even more chicken, pasta, and vegetarian dishes, like the savory vegetable ratatouille and herbed cheese in phyllo. After dinner, nightlife awaits at the newly renovated Backstage Nightclub & Sports Bar, which features a huge dance floor, live music on weekends along with DJs spinning Top 40 hits, six 50-inch flatscreen TVs for the ultimate high-definition sports, and an all-new recreation area with pool tables, darts, and video games.  The hotel also offers a coffee shop, a large cafeteria-style restaurant, and a beverage/snack/sandwich/coffee convenience store.  And there is always room service!  

For more information: www.rosenplaza.com 

Discount rates for DDNA attendees!

Room rates for conference attendees are a very reasonable $119/night. Call the Rosen Plaza Hotel reservation hotline at: 1-800-627-8258. Make sure to say that you are registering for the Developmental Disabilities Nurses Association (DDNA) Conference. We encourage you to book your room early to ensure that you are able to can get one of the hotel rooms that are going to be available for DDNA members.

Travel Information

By air

If you are traveling by air, the Rosen Plaza Hotel is conveniently located just 15 minutes from the Orlando International Airport (MCO). The airport website is www.orlandoairports.net/. For information about shuttles from the airport to hotel and back, please visit www.rosenplaza.com/Airport_Shuttles.aspx?v=2 

By car

For GoogleMaps, the hotel address is 9700 International Drive Orlando, Florida 32819.

Electrical Status Epilepticus in Sleep (ESES) and the Possibility of an Undetected Epilepsy
Lori Cutillo
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Reprinted with permission from Complex Child E-Magazine. Article e-published on July 22, 2011
By the time your child with multiple disabilities is nine years old, you have gone to a lot of doctors' appointments, and filled out a lot of medical forms.  Almost always, there is a question posed:  "Is there a history of seizures?"  I had always responded confidently (and thankfully) in the negative.  Unfortunately, this answer would soon change.

Just One Seizure
Like so many children with disabilities, my son Daniel had presented during infancy with developmental delays, hypotonia, poor feeding and growth, and gastro-esophageal reflux.  He also had several minor congenital anomalies that suggested a genetic etiology.  Exhaustive testing, including a fresh muscle biopsy at 18 months, revealed that Daniel had severe deficiencies in respiratory chain complexes I and IV, or mitochondrial disease.    

As a nine-year-old, Daniel had not progressed very far beyond infancy.  He could not walk, talk, or communicate other than through simple gestures.  But seizures had never been part of the picture.  And then one afternoon, out of the blue, Daniel began convulsing with both arms and legs rhythmically contracting.  He had vomited and was making loud groaning noises as though he was struggling to breathe. Paramedics took Daniel to the ER, where doctors observed that he continued to appear lethargic and unresponsive hours after the seizure ended.  Because patients more typically return to baseline within two to three hours, Daniel was admitted overnight for additional observation and testing.   

The next day, Daniel slowly became himself again.  And so I relaxed.  After all, it was just a single seizure.  The neurologist recommended that Daniel start anti-epileptic medication, but was also comfortable with our choice to wait and see if Daniel had a second seizure.   He explained that sometimes children have just one.  In addition, anti-epileptic medications could cause side effects like sleepiness or personality changes.  We were not ready to risk any change in Daniel's sweet temperament. 

Subclinical Seizure Activity in Sleep
Months later, we relocated to another large city and met with a new neurologist.  Experienced with mitochondrial disease, Daniel's new neurologist approached his care proactively.  She said that while she was not especially worried about the single tonic-clonic seizure, she wanted to do an overnight EEG just to be on the safe side.

Because there seemed to be no rush, we scheduled the "rule out" overnight EEG for several months later.  If you've never assisted with gluing tiny electrodes onto an unsuspecting child's head, it can be quite an operation.  But, Daniel was a great sport and settled in nicely. Later the neurologist stopped by and reiterated her expectation that thee EEG would show nothing aberrational. 

Morning came and I got my first indication that something was amiss.  Instead of the neurologist stopping by during rounds, I was invited back to her lab to review the recorded EEG with her.  What I saw on the screen meant nothing to me--just a bunch of squiggly lines.  But the neurologist told me that during 100% of the time that Daniel had been asleep, he had been having subclinical seizure activity.  He had an epileptic encephalopathy characterized by continuous spike waves, or electrical status epilepticus in sleep.   

Moreover, Daniel was experiencing spike waves during 20-30% of his wakefulness.  She wasn't able to tell me when this had started, but felt it could have been going on for months if not years.  Treatment, she said, might achieve nothing.  But potentially, it could promote developmental progress, of which we had seen little in years.    
Electrical Status Epilepticus in Sleep (ESES) 

Daniel was diagnosed with Electrical Status Epilepticus in Sleep (ESES), an unusual EEG pattern in children that is characterized by continuous spikes and waves mainly in the frontal region of the brain during sleep.  This condition is often seen as a part of a syndrome in which there is either sudden or insidious change of behavior over weeks or months in normal or neurologically impaired children.  These changes are due to continuous spikes in the frontal region of the brain during sleep that prevent further neurodevelopment.  Clinical onset peaks around four to seven years of age.  Seizures usually occur prior to the diagnosis, but overwhelming the clinical picture are behavioral problems and regression in cognition.  A wide spectrum of behavioral problems is seen, including ADHD, aggression, emotional lability, and psychosis.  Although the ESES typically disappears around the age of puberty, the cognitive dysfunction often persists.  

ESES seems to be a rare phenomenon.  In a recent review of the medical literature, a researcher indicated that the incidence of ESES is 1% of the pediatric patients with epilepsy.1 

If your child is diagnosed with this condition, learning about it will prove confusing.  One reason for this is that some experts use the terms ESES (Electrical Status Epilepticus in Sleep) and CSWS (Continuous Spike Waves During Sleep) interchangeably.  Many believe there is no difference and the terms are equivalent.2   However, others feel that ESES should be used to refer to the electrographic pattern, and CSWS should be used to refer to the clinical syndrome that consists of epilepsy, regression, and the ESES electrographic pattern.3   To make matters more complicated, the Landau-Kleffner syndrome (LKS) is often discussed in conjunction with ESES and CSWS because it, too, involves the ESES pattern seen on EEG.4 
    
Thus, ESES is a unique paraoxysmal pattern seen on EEG during slow wave sleep in which diffuse spike and wave complexes occupy more than 85% of slow wave sleep that is present (but not exclusively so) in two epileptic encephalopathy syndromes, namely Continuous Spike Waves During Sleep and Landau-Kleffner Syndrome.5 
    
Treatment

It is widely accepted that convulsive status epilepticus leads to brain damage and must be treated immediately as an emergency.  Whether or not non-convulsive status epilepticus, such as ESES, causes brain damage and must be treated aggressively has been debated.  There is abundant evidence that it causes neuronal death in animals.  But it is difficult to prove that it causes continuing brain damage in humans, primarily because the etiologies are so diverse.  Trauma, stroke, brain lesions, sepsis, polymicrogyria, metabolic disorders, and pre-existing seizure disorders comprise only some of the conditions that lead to non-convulsive status epilepticus.  The question arises whether it is the non-convulsive status epilepticus that is damaging the brain, or the underlying cause that is damaging the brain.6   

Furthermore, ESES (non-convulsive status epilepticus in sleep) can be both idiopathic, with no known cause, or symptomatic, occurring secondary to another condition such as a metabolic disorder.  In addition, it occurs in children who have actual clinical (visible) seizures, as well as in children, like my son, who do not regularly have clinical seizures.7   With so many divergent causes, and sometimes no identifiable cause at all, it is difficult to determine the relative importance of treatment, and the type of treatment that is appropriate.      

Nevertheless, the current consensus in the medical community is that ESES should be treated aggressively and as early as possible.  In a recent study of the long-term outcome of children with ESES, researchers found that only one-third had a favorable long-term outcome without permanent deterioration of cognitive level.8   The authors concluded that "[a]bolition of SES and termination of seizures are mandatory for cognitive recovery."  The authors also differentiated the outcome of those with symptomatic ESES from those with idiopathic ESES, finding symptomatic ESES to have a worse outcome. 

Currently, treatment of ESES most often involves administering high doses of benzodiazepines such as clobazam, nitrazepam and diazepam (Valium).   Steroids are also used, sometimes with marked success.   Conventional anti-epileptic medications such as valproate (Depakote), levetiracetem (Keppra), or lamotrigine (Lamictal) are also used, as is the ketogenic diet, IVIG, and even surgery.9   The condition almost always goes away by puberty.  Unfortunately, the longer it persists, the greater and more permanent the cognitive and other deficits.      

Daniel's Progress
    
In Daniel's case, his neurologist opted to use a relatively mild therapy, Keppra, in part because he has an infarct in his brain's respiratory center and more aggressive therapy might be dangerous.  It has been one year since we started Keppra, and a recent overnight EEG showed improvement in his ESES.  Daniel still had spikes and waves 50-80% of sleep, but his sleep was more normalized and REM sleep had emerged.  During this last year, Daniel has finally had some developmental progress.  He began to use sign language and select preferred activities on a communication board.  He became more interactive at home and at school. 

I have found the medical profession to still be in the early stages of understanding of ESES, and the resulting lack of consensus regarding treatment was readily apparent when I joined the Yahoo group called Rare Epilepsy Syndromes.  I recommend this group for anyone wishing to learn more about ESES, CSWS, LKS and related disorders.  The parents on this list are in the trenches struggling to help their children in what appears to be young area of neurology.

ESES is thought to be a rare phenomenon that characterizes the epilepsy syndromes CSWS and LKS.  Some children, like my son, however, demonstrate ESES but no dramatic cognitive regression, behavioral symptoms, or aphasia.  Furthermore, some children demonstrate ESES but have few or no clinical seizures.   ESES therefore might go undetected for long periods, when detection and treatment might advance a child's development.  In my view, an overnight EEG is warranted even where the index of suspicion is low.


Lori Cutillo resides in Boston and is a stay-at-home mom to Daniel (age 12) and Christian (age 14).  With training in law and psychology, but none in medicine, she suggests consulting a pediatric neurologist if epilepsy is at all suspected.
Source: http://articles.complexchild.com/aug2011/00322.html
1John R. Hughes. A review of the relationships between Landau-Kleffner syndrome, electrical status epilepticus during sleep, and continuous spike-waves during sleep. Epilepsy & Behavior 2011;20:249.
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4Hughes, 247. 
5Cigdem Akman.  Nonconvulsive Status Epilepticus and Continuous Spike and Slow Wave of Sleep in Children. Seminars Pediatric Neurology 2010;17:161; Loddenkemper, 154-164.       
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Genetics: Beyond the Peas
Joni Bosch, PhD, ARNP

[image: image14]
Introduction:

In 1865, Gregor Mendel presented a report on his experimental work with red and white pea plants to the Natural History Society of Brunn.  He was the first to conduct experiments about dominant and recessive alleles in genetics, although how the results of his experiments occurred was not understood at that time. One hundred and thirty-five years later, in 2003, the Human Genome Project finished sequencing the human genome.  Knowledge in genetics has exploded. The purpose of this article is to provide an update on terminology commonly used in genetics that may relate to individuals with a genetically based developmental disability.

Human DNA:

Human DNA generally consists of 22 paired autosomes and 1 pair of sex chromosomes. Each pair of chromosomes is joined together at the centromere. The shorter arms are called p and the longer arms are called q. Smith-Magenis is known as del17p11.2.  This syndrome is caused by a deletion of part of chromosome 17 on the short (or p arm) at band 11.2.  Note that this is “one-one point 2” not “eleven point two.” Genes are carried on these chromosomes.  During meiosis, when the sperm and egg split in such a way that they only carry one autosome and one sex chromosome, some random shuffling occurs between matching segments of DNA.  This leads to some of each grandparent’s DNA being on each chromosome.  Once the egg and sperm join, each following division should contain DNA with exact duplicates of the original. 

Mitochondria are organelles found in the cells. They are the cell powerhouses.  They also have their own circular DNA.  They do not divide like the nuclear DNA does, with even and equal splits between each new cell.  The mitochondria merely cluster on different ends of each dividing cell.  If there is a mutation in some mitochondria, they may randomly cluster mostly on one end of the dividing cell, or fairly evenly.  As a result, mitochondrial problems can have much different inheritance patterns than nuclear DNA problems. 

Segments of DNA are lined up in a double helix.  These double helix chromosomes are rolled up into bundles called chromatin. These bundles are wrapped around “spools” called histones.  A chain of histones is a nucleosome. This bundling gives the chromosomes their banded appearance.  


Genes consist of segments of DNA that code for a protein or other functional unit.  The segments are typically broken into chunks.  The chunks that are actually used in the functional product are called exons. The chunks that are edited out by the RNA are called introns.  When a cell wants to use a use a DNA blue print to make something, the chromatin needs to unwind so the double helix can unzip.  Messenger RNA copies the whole gene segment.  This gene segment is carried by transfer RNA to a ribosome, where ribosomal RNA edits out the intron and stitches the exons together to make a final product.  There may be more than one way to code a gene.  Different versions of a gene or variations mutation at a specific gene locus are called alleles. If a gene is methylated, it cannot be unwound and unzipped and is basically turned off. 

The genetic information comes in groups of 3 base pairs.  These groups of 3 are called codons.  Each of these codons codes for a specific protein.  Some proteins can be coded for by more than one codon.  Some patterns code for a “stop codon,” which is basically a stop sign to end production. 

It used to be thought that the parts of the DNA that were not actually used were “junk DNA.” We now know that there are a lot of instructions, including promoters and inhibitors, in the introns and upstream and downstream from the actual gene.  There was also hope when the human genome was sequenced that it would be easier to identify and treat diseases. However, even when the protein or action of a gene is known, it is not always known where and how it works.  Different kinds of cells do different kinds of jobs, so some proteins may only be needed in those cells.  Some genes are used only during certain times of development, so mutations may only impact development.  Many things are affected by many processes.  There may be more than 150 genes involved in height, for example.  Additionally, we are discovering that we all have copy number variants (CNVs) or polymorphisms. These are places on chromosomes where we have extra copies or are missing copies of part of the DNA.  Many of these CNVs have no effect on function.  Some clearly have effects.  Others are yet unknown. 

Additionally, the environment affects our genes.  This is called epigenetics.  Inhaling cigarette smoke may damage genes.  Strong emotions may release hormones which turn genes off or on.  Identical twins become less identical at the level of active genes as time goes on as their interactions with the environment change which genes are active and which are not. 

Understanding this can make it easier to understand what is going on with different genetic disorders, as well as why people with the same disease can present in different ways.  A few other concepts may be helpful.

Fitness is the likelihood that a person with a genetic disorder will reproduce.  A disorder can be lethal and still have high reproductive fitness, such as Huntington syndrome.  Likewise a person may be completely functional and have decreased reproductive fitness, such as a person with Turner syndrome. 

Expressivity is a reflection of how severe a disease might be.  Two individuals with the same mutation for neurofibromatosis (NF1) may have greatly different expressivity.  One may have just a few café au lait spots, axillary freckling and Lisch nodules, while the other may have numerous neurofibromas and plexiform neurofibromas that become malignant.

Penetration refers to whether the individual has any signs or symptoms of the disease.  NF1 had 100% penetrance.  The parent carrying the gene may have minimal café au lait spots and freckling, but they will be there. A child with split hand syndrome may have a mother with normal hands and a grandmother with split hand. 

Forms of Inheritance:

There are different forms of inheritance.  Recessive, dominant, and x-linked are probably the best known.  Pseudoautosomal inheritance, mosaicism, imprinting and repeat expansions are also forms of inheritance. As mentioned above, mitochondrial inheritance follows its own separate pattern. 

In recessive inheritance, the individual must inherit two copies of an allele for it to be expressed.  In Mendel’s case, two alleles for white flowers had to be inherited for a pea plant to have white flowers.  Each child of a couple with an autosomal recessive disorder will have 1 chance in 4 to be free of the disease, 2 chances in 4 to be carriers, and 1 chance in 4 to inherit it.  Often there is no family history of a recessive trait unless the parents are related. 

In autosomal dominant inheritance, the individual needs only 1 copy to express the trait.  In this case, either this is a new mutation, or a parent must be a carrier.  Each child of the affected person has a 50-50 chance of inheriting the trait.  In this case, there will probably be other family members with the disease, unless it is a new mutation or has decreased penetrance. 

A female has two X chromosomes, one from her mother and one from her father. A male has one X chromosome inherited from the mother, and one Y inherited from the father.  Females turn off one of the X chromosomes in each cell. This is random and is called lyonization. If there is a mutation on an X chromosome, a female generally has a good X to fall back on in around half of her cells. If one X is obviously damaged, the cells may differentially lyonize that one X, and the female may be fairly typically developing. However, with less obvious mutations, it is possible for a female to randomly turn off more good X chromosomes than bad ones, and show signs of the mutation.  Males, on the other hand, have no good X chromosomes to rely on and therefore are much more likely to present with an X-linked disease.  Fabry disease may be an X-linked dominant disease, as it is becoming increasingly obvious that females can show signs of kidney and cardiovascular disease. Hunter syndrome appears to be X-linked recessive as females do not seem to have it.  A woman with an X-linked mutation has a 50% chance of having a carrier daughter and a 50% chance of having an affected son.  Affected men do not pass the disease to sons, but have a 100% chance of having a carrier daughter.

Generally, there is no crossover during meiosis between the X and the Y chromosome as they are not mirror images.  There is a pseudoautosomal region, however, where some crossover may occur. 

Mosaicism refers to the fact that a genetic mutation may occur in some cell lines but not others.  Sometimes mosaicism occurs only in the germ line, the cells that are used for reproduction.  In this case, the parents may not appear to have a mutation on genetic testing, but continue to have children with a genetic disorder.

Problems with imprinting are associated with Prader Willi and Angelman syndromes.  Generally we use the allele for a gene from either parent, or from both parents.  Imprinting is a phenomenon in which only the gene from one specific parent is used.  If the imprinted allele is damaged or missing, the person will develop as if they do not have any information from that gene, even though the gene from the other parent is present.  The genes for Prader Willi and Angelman are right beside each other on chromosome 15.  If that section is missing from the father’s chromosome, the individual will have Prader Willi.  If that same section is missing from the mother’s chromosome, the individual will have Angelman.  Occasionally the person will have two perfectly good copies of chromosome 15. However, because of an error during reproduction, both of them are from one parent, instead of one from each parent.  This is called uniparental disomy.  The individual is still missing one allele from the other parent, and can still have Prader Willi or Angelman syndrome. 


Problems with repeat expansions explain Fragile X syndrome and Huntington’s syndrome.  There are sections of DNA with a number of repetitive nucleotides. In Fragile X, these are multiple copies of CGG.  Typically, people have fewer than 40 of these CGG repeats.  However, just as you may lose your place if copying a number of CGGs, this can happen when the DNA replicates as well. If a person ends up with more than 200 repeats, it methylates, or turns off the gene.  Basically, this means it cannot unwind and unzip.  In this case, individuals lack the FMRP gene, which is associated with Fragile X. A father with a permutation can pass the permutation on to his daughter.  However, when she conceives, the mutation may expand into the full mutation range in her son.  It can also expand in her daughters, who may therefore have children with a bigger mutation, and a worse outcome, than the males in the preceding generation.  Interestingly, people with the permutation (40-200 repeats) can have an entirely different syndrome, FRAXTAS (Fragile X tremor ataxia syndrome).  This appears to be related to the toxic effects of excess gene products. 

Mitochondria, again, have a different pattern of inheritance.  Most mitochondrial disorders follow the above patterns of inheritance because most of the genes for keeping the mitochondria running are actually found on the nuclear chromosomes.   However, mitochondria do have their own chromosomes as well.  A person can therefore have a number of normal and abnormal mitochondria in any given cells. A sperm does not have mitochondria, so all the mitochondria in a person are inherited from the mother.  During cell division, the mitochondria randomly cluster into one of the two daughter cells. As a result, one can have daughter cells with completely normal (homoplasmy) to some degree of abnormal cells (heteroplasmy). Because this variability keeps occurring with each cell division, the impact of a mitochondrial disorder can be quite variable, depending on which cell lines and how many cells are affected.  

Genetic Testing:
Genetic testing is getting better all the time.  As a result, it is becoming easier to identify genetic causes of disease. It is becoming rather more confusing as well. If a person with a problem is identified as having a mutation that has not been reported, is that mutation actually the cause of the problem, or just a normal variation or copy number variant?  Also keeping things interesting is that sometimes two or more mutations in different areas have to present to actually express a disorder. 

A karyotype is a microscopic examination of the number of chromosomes and their gross appearance. Is there an extra chromosome, as in trisomy 21?  Is there a bit that looks like it is hanging off the X chromosome, as in Fragile X?  

Array comparative genome hybridization (array CGH) or chromosomal microarray (CMA), which a subset of aCGH, is a new and improving technology. It allows the laboratory to scan an individual’s entire genome looking for duplications or deletions.  There are currently a few problems with this kind of testing.  First, although it examines the entire genome, it does so in rather large chunks.  A smaller duplication or deletion can be missed.  It is also becoming more apparent that there are large numbers of CNVs (copy number variants—individual variations) that do not seem to have any effect.  There are also increasing numbers of variations of uncertain significance.  When this is found, parents may be tested. If a parent has the same variation and does not have the genetic problem, it may simply be a new CNV.  This is particularly true if the CNV does not include a gene.  Likewise, if neither parent has the CNV and the CNV includes a gene that seems relevant to the person’s problem, that increases the chance that the variation is actually a disease causing mutation. Finally, not all genetic disease is related to deletions or duplications. Point mutations can have a big impact as well.

Gene sequencing looks for point mutations, i.e., a place where a nucleotide is missing, added or the wrong one.  Remember that codons come in groups of three.  Changing a single point on the genome can have huge effects.  Putting in the wrong codon can cause a premature stop codon to stop the product from being built. The product may be so badly shortened that it is completely useless. It might be almost completed and do its job somewhat, but break down too quickly.  Having the wrong nucleotide can change the protein added at that spot. That different protein may cause the gene product to take on an entirely different shape. This oddly shaped product may still work fairly well, somewhat, or not at all, depending on how badly deformed it is.  Currently it is very expensive to sequence an entire genome. In fact, it can be quite expensive to sequence large genes, such as those causing Marfan syndrome. It often helps to know what the family mutation is so the sequencing can be focused on that spot.

FISH or fluorescent in situ hybridization is also used, particularly if there is a good clinical suspicion as to the diagnosis. Labs can develop fluorescent “labels” to bind to specific areas on a chromosome.  For example, in Smith-Magenis, a small section of chromosome 17 is missing. If the labeled chromosomes are examined, only one chromosome 17 will have an area of fluorescence, indicating that there is a section missing on one chromosome. 

Methylation, as you recall, is turning off the gene. Methylation studies can identify which genes are turned off and which are turned on.  This can help identify imprinting errors.  

You may have heard of companies such as 23 And Me that do SNP (snip) arrays.  A SNP is a single nucleotide polymorphism.  That means there is a place in the genome where there can be different nucleotides in the general population, i.e., common variations at one spot.  These SNPs can be used to label clusters of DNA that typically shuffle together.  If you have ever seen a tour group led by a guide with a flag, the tour guide could be considered a SNP. Different tour guides have different colored flags for their different tour groups to follow.  Some SNPs are more commonly seen with certain conditions.  For instance, there are SNPs that are associated with the apoE allele that causes early onset Alzheimer’s disease. 

Some tests do need to be run on skin or muscle instead of blood.  Some disorders can be detected through urine screening. 

There are other types of genetic testing available, but these are the most common.
Developmental Disabilities Nurses: Consultants in Mental Health Settings
Joni Jones, RN, BC, CDDN 
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There has been recent discussion about health reform and its potential impact in the community setting. With the implementation of a new or changed concept, there comes a period of transition. Discussions that include exchanges of ideas to ease the transitional process may become very relevant if the outcome is projected as a positive one. The intent of this article is to foster an idea; promoting a new concept during this period of revision as it relates to the merging of two very important services. This includes services to the population affected by developmental disabilities and those who seek or require services in the mental health setting.

By profession I am a registered nurse. Additionally, I am certified in psychiatric and mental health nursing, as well as developmental disabilities nursing, and am a parent to children affected by both mental health and developmental disability issues. With that combined experience, I found an enhanced ability to relate to others who are in fact impacted by similar challenges. The result is the engagement in functional solutions to help others reach their individual optimal potential in life.

Experience becomes our best teacher if we are aware of the presented opportunity. This article provides two real life situations that occurred in a mental health setting.  The purpose is to provide information that captures a vision of the benefit that can be obtained by the use of nurses who have expertise in both mental health and the care of persons with I/DD. The details of these examples have been slightly modified for the purpose of confidentiality.

It is a gloomy day. The rain is pounding on the roof top accompanied by loud cracks of thunder, bolts of lightening, and inside lights flickering. Word has been received that an 18-year-old woman has found herself in a crisis situation with thoughts of taking her own life. Shortly, she found herself in a mental health setting, very much confused with an overwhelming feeling of helplessness and hopelessness.

When I first set eyes on Mary, I did not encounter the stereotypical presentation one might expect from a depressed individual with suicidal ideation. I met a very well- groomed individual with sophisticated language enhanced with an air of such mannerism and politeness. We engaged in conversation that revealed that her life had turned so upside down that she could not “take” not knowing what was “wrong” with her any longer. She sought relief because the tortured thoughts in her mind progressed to those focused on ending her life altogether. This was truly a tragic situation.

In the process of gathering information, I was able to inquire and obtain information about Mary’s history that was not listed on the standardized computer-generated questionnaire.  My added experience in this particular specialty made this encounter a positive one. As we talked further, Mary felt the weight lift off her shoulders. She felt like a changed woman simply from someone understanding what she was going through.

Conversation revealed that she had many signs of Asperger Syndrome. She learned to read at a very young age and used sophisticated language. She did not “hang out” with people her own age, and to this day described herself as having a social phobia. She always had focusing challenges, but was exceptionally bright in her areas of interests. She possessed literal translation and felt it was difficult to maintain eye contact when conversing. She became confused about emotions, especially when two different emotions co-existed. She laughed about her peculiar traits as they related to obsessions and compulsions. It was terrific to see this modification in her mood as we continued to talk.

I inquired if she had ever heard the term Asperger Syndrome. She became very excited and said yes. In fact an acquaintance of hers several years ago, who actually had the syndrome, also believed that Mary possessed similar characteristics. Mary said that her dad was going to look into this, but she has gone to psychiatrists who have prescribed antipsychotic medications that were making her feel worse instead of better. She stated she was tired of all the medication changes. When asked if she ever was evaluated by a neurologist, her response was “no.”  As a child she was never examined by a developmental pediatrician.

We connected. It was very simple and uncomplicated. I reinforced that I was not a physician and had no authority to diagnose, but I could provide information that she could discuss with the psychiatrist the consideration of such a diagnosis. We discussed reading materials, support groups and organizations in which she might be interested. 

In that moment, I watched a beautiful young lady exclaim excitedly her interest and reverse those feelings of helplessness and hopelessness as the weight lifted so effortlessly off her shoulders. We were both happy we met. 

Then there was David. He was a teenager diagnosed with a developmental disability with coexisting cognitive impairment. He suffered with feelings of depression, triggered from the rejection of a desired first sexual relationship. He heard voices that reminded him of the event replaying in his head over and over throughout the day. Those voices emerged into command hallucinations. As one can imagine, life became torturous for David. 

David’s mother was very supportive and quite educated in his disorder. Her love for her son was evident. She was quick to educate staff and discussed her own feelings of helplessness.  She had come to us once before and was not pleased with the outcome, so she dreaded his return. She felt as if there was no choice though, for her son’s life had spiraled out of control.

Staff complained that this mother was overbearing. Personally, I saw it quite differently. I saw a past part of myself in her, so relating came quite easily. I picked up the phone with a plan to anticipate her needs. Not only was she quite surprised, but her defensiveness became thin as the security rose in her voice. The conversion of helplessness and hopelessness to new hopefulness came swiftly and naturally. The air seemed simply magical. 

David was quite popular on the unit. His developmental challenges were evident in his looks and presentation. Although he had an auditory processing delay, he answered questions and expressed himself quite appropriately. 

Quite often I find that individuals are saddled for life with the results of IQ testing that was performed many years ago. Unfortunately, IQ test results sometimes attach to individuals like metal does to a magnet. In this case, David’s ability to express himself seemed inconsistent with his reported IQ score.

As in any mental health setting, there are rules and regulations based on existing policies. However, modification within interpretation can be sometimes necessary to individualize effective plans of care. Being certified and educated in the specialty of working with individuals with I/DD gave me the credentials needed for persuasion related to such modification.

Orders were received that allowed David to have his security bedding and to listen to his music in an isolative room under camera surveillance. To my surprise, some staff showed an inflexible lack of support of this therapeutic accommodation, viewing it as an unwarranted special privilege.  Other patients on the unit, however, were either indifferent or supportive.

This was such a simple and reasonable accommodation for his disability. There were no explosive outbursts as described in his past history and he felt safe. With the mood stabilization, calm environment, and sense of security, therapeutic intervention soon followed.

A conference with both David and his mother became life-altering. We discussed the use of classical music with headphones to manage the voices. We agreed that the lyrics in songs could trigger reminders of the failed relationship. David was very excited. He shared that he really enjoyed classical music. 

We discussed referral to supported employment for David. We also discussed job coaching and opportunities for him to meet others in the community to aid in the development of healthy relationships and to help resolve his isolation, perseverative thoughts, and depression that followed. We discussed IQ testing, cognitive behavioral therapy, self-talk, and affirmations.  David was excited and so was his mother. She could not believe the difference in her experience this time around. With permission, we all hugged.

David now had a sense of purpose and direction. If a nurse not experienced in both mental health and developmental disabilities had crossed paths with this family, I am concerned that such direction would not have been provided and the negative circle for this family would have continued. It is very important for professionals to listen and be alert to all presented disclosures that can provide the clues necessary to develop an effective plan of care. 

Just going through the motions should not be in any repertoire when it comes to the preservation of life itself. Because of my experience and certification in developmental disabilities, David’s visit to our facility became life-altering. I believe it is time for legislators and organizations to become more aware of the many specialized skills that developmental disabilities nurses possess.

Yes, this is the time for health reform. Many people are now finding themselves with mental health challenges, and many of these people may also have an existing developmental disability. The health management specialty of the developmental disabilities nurse can help preserve life and should be viewed as a valuable asset to the healthcare system.
This article was originally published in the Fall 2011 Issue of Mental Health News and is reprinted with permission with edits by DDNA.
Finger Stick Survey
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DDNA received a request from a nurse who had concerns about direct support personnel doing finger sticks for glucose.  We sent out an email blast asking members to respond to these concerns, and do thank those nurses who did take the time to respond.  We indicated in the email blast that we would print the responses that we received in the newsletter.  We have listed the name of the nurse and state in which the responding nurse works.  Here there are the responses:  

“Direct Care staff in Arizona state licensed group homes may do finger sticks for consumers. Direct care staff members also dispense medications (non-injectable only - an injection may be given by a licensed medical professional only.) With proper training, an EpiPen injection may be given to a consumer by a direct care staff member. Agencies have specific policies on such EpiPen injections.

It is rare that a licensed nursing professional would be found working in such an environment.  The State of Arizona-Division of Developmental Disabilities has rules that govern the training of direct care staff members. These rules cover training in medication administration and instruction for individualized care routines. Basic medication administration is standardized by the state. Individualized care routines must be specific to the individual and cover specific information regarding finger sticks as necessary.

In psychiatric hospital settings, a Behavioral Health Tech may do a finger stick on a patient. There are nurses present on the units, however this procedure is delegated to the tech on duty.

As a program monitor and investigator for the state, I monitor state licensed group homes twice annually to insure compliance with rules. As an investigator for incident reports, there are many medication errors reported. These errors are approx. 75% documentation errors (no effect on the consumer,) 10% disposal of medications and about 15% missed, late or wrong medication given. This accounts for the southern region of Arizona.

I know it is more information than you asked for, but I wanted to provide a clear scope of the practice of direct care professionals.”

- B.C., Arizona

“In New York State, the State Board for Nursing has ruled that fingersticks are not a nursing procedure and that thay can be performed by UAPs.”

- Anonymous

“Finger sticks.  They do it without a problem.  The new machines are fail proof.  We need to stay current with technology, and move on to other issues”.

- B.S., Oregon

“Both the Unlicensed and Licensed Medication Aides are trained to do finger sticks and run a glucose test.  Yes, in Virginia this is taught in their Unlicensed Medication Aide Training”.

- L.C., Virginia

“In both RI and Mass, fingersticks are allowed with person-specific training.  It is advisable to have a reference chart with orders on what to do once the direct support professional has obtained a reading (i.e., below 70 administer 2 glucose tablets and retest in 15 minutes, above 300 check ketones....to that effect), so there is no assessment involved.

If needed, I have standardized detailed training on performing finger sticks that I can share--it would just need to be modified for the person's needs”

- S.F., Rhode Island

“In Colorado, the state does allow an unlicensed staff member to perform glucometer finger sticks – but only under RN Delegation.  This will also require Q 3 month reassessment of the need to continue, as well as competency of the task”

- J.L., Colorado

“Yes, they can and once they are certified they DO NOT work under the supervision of a registered nurse.”

- D.C., Ohio

“We train our AMAP staff to do finger sticks and report to RN’s any low or high readings.”

- M.D., New York
“In North Carolina, fingersticks are not taught as part of the Medication Aide curriculum; however, the majority of the participants I have taught were already Nurse Aides and could perform fingersticks because that is part of the Nurse Aide Curriculum.  So the answer to the original question is, that someone who is only a medication aide is not taught as part of that curriculum to perform a fingerstick. I am a Medication Aide instructor at our local community college.  In NC this is a 24-hour course, with time for practice.  There is a written and practical final exam which, upon passing, qualifies the student to take the state exam at a testing site.

     In North Carolina, we also have a classification of medication givers who are medication technicians.  They work in assisted living and may perform fingersticks after instruction by an RN.  They do not take classroom instruction.  Unfortunately, I do not know the intimate details of how they function, what is contained in their instruction book, or how much supervision they require.  I do know that there has been some action taken, unsuccessfully, to attempt to eliminate this classification of medication givers.”
- N.D., North Carolina

“In RI yes, direct staff, once trained, do fingersticks and glucometer readings.”
- D.H., Rhode Island

“Yes, in New York we teach all our staff to do the glucometer readings/finger sticks for anyone in their care, even before they are certified to pass medication. They are taught and then demonstrate the skill.”

- L.B., New York

“In Florida, Direct Support Professionals can do finger sticks if they have been trained - had a class on diabetes, been validated on finger stick procedure by an RN, and have a certificate for the class. This passed just about a year ago.”

- C.V., Florida
“In California, at certain levels of care (ICF), fingersticks can be done by assistants who have been trained/ deemed qualified to do so, by the RN as well as insulin.

At lower levels of care ( Community Care Licensing differs from the higher levels of care overseen by separate agencies, etc..) most fingersticks (and all insulin injections) are performed by the actual client with some "hands over hands" support if needed,  to steer clear of the “no invasive procedures except by RN or MD rule.”  Yes, lower levels of care receive higher "safeguards" to some extent.”

- C.S., California
“The Ohio Dept. of Dev. Disabilities training Certification 1 course for prescribed medications and health related activities teaches direct care staff t to perform blood glucose checks.”

- D.F., Ohio

Press Releases
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Emotional Abuse in Childhood May Disrupt Sleep Decades Later

Emotional abuse in childhood can lead to sleep disruption in old age, a new study finds.

In analyzing nearly 900 adults ageD 60 and older, researchers found that seniors who were emotionally abused by their parents decades earlier were at greater risk for poor sleep quality years later.

"A negative early attachment continues to exert an influence on our well-being decades later through an accumulation of stressful interpersonal experiences across our lives," study author Cecilia Y. M. Poon, said in a news release from the Gerontological Society of America. "The impact of abuse stays in the system. Emotional trauma may limit a person's ability to fend for themselves emotionally and successfully navigate the social world."

The study included 877 adults who answered questions about their childhood in a 1995 midlife development survey. A decade later, these participants were re-questioned about their relationships, emotional distress and quality of sleep, including how often within the past month they had trouble falling or remaining asleep or felt tired regardless of how much sleep they got. 

Researchers found those who endured early emotional abuse (not physical abuse or emotional neglect) by their parents reported a higher number of problems sleeping in old age.

Emotional abuse included insults, swearing, silent treatment, intimidation, or threats of violence or physical abuse.

The study, published in the Journals of Gerontology Series B: Psychological and Social Sciences, pointed out that emotional abuse during childhood also took a toll on adult relationships.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113076.html
Brain Scan Spots Differences in Tots With ADHD Symptoms

Preschool children with symptoms of attention-deficit/hyperactivity disorder (ADHD) have a smaller-than-normal structure in the brain that plays an important role in cognitive and motor control, new research shows.

The finding may help efforts to develop ways to treat the common behavioral disorder in the early stages, according to the researchers at the Kennedy Krieger Institute in Baltimore.

In the study, high-resolution MRI was used to examine the brains of 13 preschoolers with ADHD symptoms (including inattentiveness and impulsivity) and 13 without ADHD symptoms. The scans showed that children with ADHD symptoms had a significantly smaller caudate nucleus, a small structure in the subcortical region of the brain.

In addition, the smaller the child's caudate nucleus, the greater the level of ADHD symptoms reported by parents, the investigators found.

"Clinically, this abnormal brain development sets the stage for the symptoms of ADHD that contribute to cognitive challenges and problems in school," lead author Mark Mahone, director of neuropsychology at Kennedy Krieger, said in an institute news release.

"Earlier identification and treatment of children presenting with attention problems in the preschool years may minimize the impact of ADHD in the long-term," he added.

The study was published in the June 9 online edition of the journal Clinical Neuropsychologist.

ADHD is the most common child behavioral diagnosis in the United States, affecting about 2 million children.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113067.html
Stress-Defeating Effects of Exercise Traced to Emotional Brain Circuit 
Evidence in both humans and animals points to emotional benefits from exercise, both physical and mental. Now, in recent experiments with mice, scientists have traced the stress-buffering effect of activity to a brain circuit known to be involved in emotional regulation as well as mood disorders and medication effects. The finding is a clue to understanding the neurological roots of resilience, key to developing new means of prevention and treatment for stress-related illness.

Background

In ongoing research, NIMH scientists have used a mouse model that mirrors particularly well the impact of social stress on mood in humans. Male mice are intensely aggressive when housed together; if these mice are placed in conditions that result in defeat by another mouse, they will behave in a way that mimics depression, much like a human might. Previous research demonstrated that mice housed in an environment with plenty of opportunities for exercise and exploration are relatively unfazed by bullying; they are resilient compared to mice housed in more spartan surroundings. The benefits from activity and stimulation depend on the growth of new neurons in the brain in mice (Novel Model of Depression from Social Defeat Shows Restorative Power of Exercise). A next step was to pinpoint where in the brain changes were taking place in response to exercise that resulted in stress resilience.

This Study

Before any mice were exposed to social defeat, all the mice in the study were housed for three weeks in either impoverished housing, with nothing but wood chip bedding; standard housing with a cardboard tube and place for a nest; or "enriched housing," with running wheels and tubes of various shapes and sizes to explore. After three weeks, half of the mice in each type of housing were then placed for two more weeks in close quarters with another mouse, but prevented from fighting by a barrier to prevent injury.

Mice that had been housed in the impoverished or standard housing, and that had been subject to social defeat, reacted to standard behavioral tests in a way that suggests depression; they were measurably passive and cautious, for example, avoiding light-filled spaces and preferring the safety of darkness. Bullied mice that had been housed in enriched environments behaved just like mice that had not experienced social defeat. As in earlier studies, the enriched environment seemed to protect them from the effects of social stress.

The NIMH investigators carrying out this study, Michael Lehmann and Miles Herkenham, then looked within the brain to see what exercise was changing to protect against stress. They focused on a functional circuit of brain centers known to be involved in emotional processing. In mice that had been housed in an enriched environment, levels of a protein that signals the activity level of neurons were increased in cells in the infralimbic cortex (ILC), a part of this circuit. Parts of the brain closely wired to and "downstream" from the ILC, that is, receiving activating signals from it, showed similar elevated activity. If the ILC was inactivated at the beginning of the experiment, environmental enrichment failed to have a positive effect. But if it was inactivated after the first three weeks of housing, environmental enrichment worked; the parts of the brain that receive signals from the ILC remained activated and the mice were stress resilient. The ILC was, in effect, a gateway for the positive activity in these "downstream" parts of the brain. Once these centers were activated by the ILC, it didn't matter if the ILC was still online.

Enrichment had the opposite effect on a part of the brain that is an important trigger for the body's stress response system. So enrichment seemed to enhance positive behavior, while at the same time, dampened activity in an area linked with an increased stress response.

Significance

A central target of research is understanding how stress contributes to mood disorders and why some animals and people seem resilient to the same stresses that can make others ill. Much recent research is aimed at investigating mental processes and disorders in terms of neural circuits. Abnormalities in how the brain deals with fear memories, for example, are thought to play a role in both anxiety disorders and depression. In rats that have been conditioned to fear a particular sound, stimulation of the ILC can dampen the fear reaction. In the study reported here, experience in the environment had the effect of inoculating the mice against a stressor, through changes in this same circuit in the brain.

The areas of the brain examined in this study are analogous to brain regions with altered function in people with disorders like depression and post traumatic stress disorder. Knowledge of the physiological basis of emotional resilience is crucial to developing strategies to help prevent mood disorders; it can also offer targets for the development of new medications for which there remains a pressing need.

Reference
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Source: www.nimh.nih.gov/science-news/2011/stress-defeating-effects-of-exercise-traced-to-emotional-brain-circuit.shtml

FDA approves Potiga to treat seizures in adults 
On June 10, Potiga (ezogabine) tablets were approved by the U.S. Food and Drug Administration for use as an add-on medication to treat seizures associated with epilepsy in adults.

Potiga was approved for the treatment of partial seizures, the most common type of seizure seen in people with epilepsy. Epilepsy is a brain disorder in which there is abnormal or excessive activity of nerve cells in the brain. Partial seizures affect only a limited or localized area of the brain, but can spread to other parts of the brain. Seizures cause a wide range of symptoms, including repetitive limb movements (spasms), unusual behavior, and generalized convulsions with loss of consciousness. 

“About one third of people with epilepsy do not achieve satisfactory seizure control from treatments they are currently using,” said Russell Katz, M.D., director of the Division of Neurology Products in the FDA’s Center for Drug Evaluation and Research. “It is important to have a variety of treatment options available for patients with epilepsy.”

Potiga is the first neuronal potassium channel opener developed for the treatment of epilepsy. Although the mechanism of action is not firmly established, the drug may act as an anticonvulsant by reducing excitability through the stabilization of neuronal potassium channels in an “open” position. 

The most common adverse reactions reported by patients taking Potiga in clinical trials included: dizziness, fatigue, confusion, spinning sensation (vertigo), tremor, problems with coordination, double vision, problems paying attention, memory impairment, lack of strength, and double-vision. 

Potiga can cause urinary retention, or difficulty in emptying the bladder fully. When urinary retention occurs, it is generally within the first six months of treatment, although it can also occur later. Because of the risk of urinary retention, urologic symptoms, such as the inability to start to urinate, weak urine stream, or pain with urination, should be carefully monitored. Urinary retention is a unique side effect among the medications used to treat seizures.  

Potiga may cause neuro-psychiatric symptoms, including confusion, hallucinations, and psychotic symptoms. When Potiga is discontinued, these symptoms usually resolve within seven days. 

Like other antiepileptic drugs, Potiga may cause suicidal thoughts or actions in a very small number of people. Patients should contact their health care professional right away if they have thoughts about suicide or dying, new or worsened anxiety or depression, or other unusual changes in behavior or mood. 

Potiga was approved with a Medication Guide that informs patients of the most important information about the medication. The guide will be distributed each time a patient fills their prescription. 

Potiga was developed by Valeant Pharmaceuticals North America of Durham, N.C., and will be distributed by GlaxoSmithKline of Research Triangle Park, N.C. 

Source: www.fda.gov/NewsEvents/Newsroom/PressAnnouncements/ucm258834.htm
Poor Brain 'Sync' a Possible Sign of Autism

Researchers searching for an early indicator of autism say they've discovered a promising possibility: an impairment in the ability of the brain's right and left hemispheres to communicate with each other.

In the study, researchers did brain imaging scans (fMRIs) on 29 sleeping toddlers with autism, 30 typically developing kids and 13 children with significant language delays, but not autism. All were between 1 and 4 years old. 

The scans showed that the language areas of the left and right hemispheres of the autistic toddlers' brains were less "in sync" than the hemispheres of the typical kids and the children with other language delays.

The weaker the synchronization, the more severe the autistic child's communication difficulties.

"No one really knows why synchronization is important, but it's clearly a robust phenomenon apparent in the brains of animals and humans of all ages," said lead study author Ilan Dinstein, a neurobiologist at the Weizmann Institute of Science in Rehovot, Israel, and a member of the Autism Center of Excellence at the University of California, San Diego. 

"The main theory is that it is important for the proper communication between different brain areas," Dinstein added. "Such communication is thought to be essential for normal brain function and for normal behavior."

The study is published in the June 23 issue of the journal Neuron.

Neural synchronization refers to the coordinated timing of neural activity across distinct brain areas, Dinstein explained. In a normal brain, neurons in separate areas belonging to a system with a particular function, such as vision or language, always stay in sync, even during sleep.

"The brain is always active, even when you're sleeping. So you can assess synchronization both during wake and sleep," Dinstein said.

Think of it like a series of lightbulbs on the same circuit, explained Dr. Gary Goldstein, president and chief executive officer of the Kennedy Krieger Institute in Baltimore, who was not involved in the research.

In the brains of normally developing children and kids with language difficulties, the lightbulbs on the circuits oscillate, that is, all get brighter or dimmer in the right and left hemispheres at the same time. In the kids with autism, the hemispheres are out of sync. The circuits on the left side get brighter as those on the right side get dimmer.

Specifically, researchers found communication differences in the left and right inferior frontal gyrus, which is involved with speech, and the superior temporal gyrus, which is involved in receptive language, or understanding what people say, Goldstein said.

Researchers said the findings could help in the search for methods to screen for autism even before obvious symptoms emerge.

"The idea is that our measure would be one of several measures developed over the next few years, which together would give good accuracy in identifying autism in extremely young toddlers," Dinstein said. "Having biological measures for diagnosing autism would revolutionize the field."

Goldstein said it was unlikely fMRIs would be used to diagnosis autism. Most hospitals don't have the equipment. It's expensive, time consuming, and interpreting the images requires extensive training, he said.

Even so, the study is intriguing in that it fits with genetic research that's identified more than 20 autism risk genes. "Those genes, by and large, code for proteins that make the synapses work, or the connections between neurons," Goldstein said. "These researchers are looking at the next step up, which are the circuits, or the connections between the brain regions."

It would be interesting to study whether learning and behavioral therapy can change those patterns, he added.

Geraldine Dawson, chief science officer of Autism Speaks, said the study adds to the evidence that autism may be, at least in part, a "developmental disconnection syndrome." Prior research has also found connectivity problems between different brain regions in autism.

"This helps explain why people with autism have trouble with complex behaviors, such as social interaction and language, which require coordinated activity across several brain regions," Dawson said. "This study suggests that faulty neural connectivity is an early characteristic of autism and helps explain some of the symptoms that emerge in the first couple of years of life. Even early gestures and social games require coordinated activity among several brain regions."

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113508.html
More Autism Diagnoses in High-Tech Areas, Study Finds

Autism experts have long noted that they meet a lot of engineers and computer programmers who have autistic children compared to, say, salespeople. A new study suggests there may be merit to those observations.

Researchers from Cambridge University in England found that nearly three times as many children were diagnosed with an autism spectrum disorder in a region of the Netherlands known as a center of high-tech industry than in two other regions with fewer high-tech jobs.

The possible explanation: Autism is highly heritable -- meaning, it runs in families -- and has a strong genetic component related to a trait called "systemizing," which is a skill for analyzing how systems work and creating them. Workers in high-tech industries -- engineering and computing, for example -- tend to excel at systemizing.

"The theory is that people with autism may have a relative strength in systemizing, or the drive to analyze how systems work, how systems behave, how you can control them and build new ones," said study co-author Rosa Hoekstra, a visiting scientist with the Autism Research Center at Cambridge and an assistant professor of psychology at the Open University in Milton Keynes, England. "In the engineer or physicist or mathematician, these traits are advantageous, but it might cause difficulties in the children and show up as a clinical diagnosis of autism."

Some parents of autistic children have personality traits that are similar to those of autistic people, though not to the degree that they would be considered autistic, she added.

"They can function in society, but they have some personality or cognitive characteristics that are consistent with autism, such as a real preference for routines, or some social difficulties," Hoekstra said.

The study, published June 17 online in the Journal of Autism and Developmental Disorders, has implications for the distribution of services to autistic children, the authors said.

For the study, researchers asked schools in three regions of the Netherlands -- Eindhoven, Haarlem and Utrecht -- for statistics on children with an autism spectrum disorder. Children with autism often struggle with communication and social interactions, exhibit repetitive behaviors and have strong but narrow interests.

All three regions are similar in population size and socioeconomics, but Eindhoven is the Netherland's information technology hub. It's home to Eindhoven University of Technology, the High Tech Campus Eindhoven, and several technology companies, including Philips, ASML, IBM and ATOS Origin.

About 30 percent of jobs in Eindhoven are in technology or ICT compared to 16 percent in Haarlem and 17 percent in Utrecht.

The schools provided diagnostic information on more than 62,500 children. About 2.3 percent (or 229 for every 10,000) children in Eindhoven had autism, almost three times as many as in Haarlem (84 per 10,000) and four times as many as in Utrecht (57 per 10,000).

The rate in the United States is estimated to be about 1 percent.

Dr. Gary Goldstein, president and CEO of the Kennedy Krieger Institute in Baltimore, said the findings mirror his experiences with parents of autistic children. "I haven't met that many high-end people in sales with children with autism, but I met all these very successful people in the backroom processing the data," he said.

And while a doubling or a tripling of the risk is "enormous" in statistical terms, parents should also rest assured that it still means the vast majority of children -- 98 percent -- born to engineers or high-tech types will not have autism.

Researchers acknowledged their study had limitations, including the possibility that parents in the high-tech region were more attuned to the signs of autism and that the kids were more likely to be diagnosed, and that they relied on numbers from the schools but were unable to examine the kids themselves.

They are planning a follow-up study to test for other factors that might explain their finding.

Prior research has found that the mothers of children with autism are more likely to work in highly technical occupations, that autism is more common among the siblings of mathematics students, and that autism is more common among children who have fathers or grandfathers who worked as engineers, according to background information in the study.

"This suggests some link between a talent for systemizing and autism," Hoekstra said.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113612.html
Many Pediatricians Aren't Testing Tots for Developmental Delays

Although there's been some improvement in the number of pediatricians checking toddlers for developmental delays, more than half still don't routinely do so, a new study finds.

In 2002, just 23 percent of pediatricians reported always or almost always using one or more standardized developmental screening tools for infants and toddlers up to 35 months of age. By 2009, that number had risen to just under 48 percent, reported the study.

Early detection of developmental issues such as autism or impaired hearing is key to initiating early and effective treatment, experts said.

"There's more and more evidence that starting early intervention can make a big difference in developmental outcomes than if we wait," explained study co-author Dr. Nina Sand-Loud, an assistant professor of pediatrics and a developmental-behavioral pediatrician at Dartmouth-Hitchcock Medical Center and Dartmouth Medical School in Hanover, N.H. 

The new study, published in the July issue of Pediatrics, "is a follow-up to a study done in 2002 looking at the number of pediatric providers doing standardized screening on their patients," she said. "At that time, the number was pretty low. But, since that time, a lot of specific recommendations have been made about screening, so we looked to see if there was a change in practice."

Prior research has found that more than 40 percent of parents have at least one or more concerns about their young child's physical, behavioral or social development, according to the study. 

The current study included a national, random sample of pediatricians. Almost 900 pediatricians responded in 2002, while 927 responded in 2009. 

The researchers asked about a number of standardized screening tests for children under 3 years of age, such as the Denver Developmental Screening Test, Ages & Stages Questionnaires, or whether or not the pediatrician had developed their own checklist to use during well-child visits. 

While more than twice as many pediatricians reported in 2009 that they were doing at least one developmental screening than in 2002, more than half still weren't participating in standardized developmental tests. 

Time was probably the biggest reason that doctors gave for not doing formal developmental screenings, said Sand-Loud.

Also, some doctors may feel that they can spot any developmental problems by simply watching the child during the visit and talking to the parents, she said. "But that still misses a big portion of kids with developmental delays," Sand-Loud said. 

Dr. Andrew Adesman, chief of developmental and behavioral pediatrics at Steven and Alexandra Cohen Children's Medical Center in New Hyde Park, N.Y., agreed. "Even though parental concerns will often help pediatricians identify most children with developmental problems, the goal of developmental screening is also to identify children with less severe, but nonetheless significant developmental delays that may not be recognized by parents or pediatricians without formal screening."

He said that he thinks more pediatricians will soon be using formal developmental screenings. Electronic medical records and recent changes in insurance company reimbursements will likely help more pediatricians add these tests to their practices, he added. 

Sand-Loud said current recommendations call for developmental screening at nine, 18 and either 24 or 30 months during well-child visits.

But if parents have any concerns, they should let their pediatrician know, she said.

Parents may notice emerging issues with their children, but may "let others reassure them that it's nothing, or they may rationalize it themselves. But it's worthwhile to be proactive. Your family doctor or pediatrician is a good resource, and families should feel comfortable bringing up developmental concerns," she said, adding, "It's better to go and make sure everything's OK." 

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113686.html
E-Prescribing Doesn't Slash Errors, Study Finds

Outpatient electronic prescribing systems make the same common mistakes that occur in manual systems, a new study finds.

Researchers examined 3,850 computer-generated prescriptions received by a commercial pharmacy chain in three different U.S. states over a four-week period in 2008. Of those prescriptions, 452 (nearly 12 percent) contained a total of 466 errors, of which about one-third were deemed to be potentially harmful.

Of the 163 errors considered potentially harmful, 58 percent were considered "significant" (including diarrhea, rash, headache), and 42 percent were deemed "serious" (such as, low blood sugar, reduced heart rate and fainting). None of the errors was classified as life-threatening, the study authors noted.

The most common types of drugs involved in errors were nervous system drugs (27 percent), cardiovascular drugs (13.5 percent) and anti-inflammatories/antibiotics (12.3 percent), the investigators found.

The rate of prescribing errors varied considerably among the 13 electronic prescribing systems analyzed, ranging from 5 percent to 37 percent, according to the study published in the June 29 online edition of the Journal of the American Medical Informatics Association.

"Providers appear to be rapidly adopting electronic health records and computerized prescribing, and one of the major anticipated benefits is expected to be through medication-error reduction," wrote Dr. Karen Nanji, of the department of anesthesia, critical care and pain medicine at Massachusetts General Hospital, and colleagues.

But the use of "a computerized prescribing system without comprehensive functionality and processes in place to ensure meaningful use of the system does not decrease medication errors," the authors concluded.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113785.html
Genes May Control How Long You Look at Happy Faces

Variations of a certain gene affect the amount of time people spend looking at happy faces, a finding that may help improve understanding of social behavior and autism, according to researchers.

Looking at people's faces helps us read their emotions, but some people are reluctant to gaze at others' faces. This is especially true of people with autism.

The researchers analyzed DNA from 28 adult volunteers and tested how long they looked at video clips of eyes and mouths of faces with different emotions. They found that people with two types of variations in the cannabinoid receptor (CNR1) gene spent more time gazing at happy faces, but not at faces showing disgust.

The study is published online June 28 in the journal Molecular Autism.

"This is the first study to have shown that how much we gaze at faces is influenced by our genetic make-up. If replicated it has profound implications for our understanding of the drive to socialize, and in turn, the atypical use of gaze in autism," study co-leader Bhismadev Chakrabarti, of the University of Reading in England, said in a journal news release.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_113778.html
Balance Tips toward Environment as Heritability Ebbs in Autism? 

The largest and most rigorous twin study of its kind to date has found that shared environment influences susceptibility to autism more than previously thought.

The study, supported by the National Institutes of Health, found that shared environmental factors — experiences and exposures common to both twin individuals — accounted for 55 percent of strict autism and 58 percent of more broadly defined autism spectrum disorders (ASD). Genetic heritability accounted for 37 percent of autism and 38 percent of ASD. Random environmental factors not shared among twins play a much smaller role.

Earlier twin studies had estimated the genetic heritability of autism to be as high as 90 percent, due to much lower estimates of concordance — both members of a twin pair having the disorder — in fraternal twins. The new study found such concordance to be four to five times higher.

"High fraternal twin concordance relative to identical twin concordance underscores the importance of both the environment and moderate genetic heritability in predisposing for autism," explained Joachim Hallmayer, M.D., of Stanford University, Palo Alto, Calif. a grantee of the NIH's National Institute of Mental Health. "Both types of twin pairs are more often concordant than what would be expected from the frequency of autism in the general population. However, the high concordance among individuals who share only half their genes relative to those who share all of their genes implies a bigger role for shared environmental factors."

Hallmayer, senior co-investigator Neil Risch, Ph.D., of the University of California, San Francisco, and colleagues report on findings of the California Autism Twins Study (CATS) in the July 2011 issue of the Archives of General Psychiatry.

"These new findings are in line with other recent observations supporting both environmental and genetic contributions to ASD, with the environmental factors likely prenatal and the genetic factors highly complex and sometimes not inherited," said NIMH director Thomas R. Insel, M.D.

Studies are underway to determine if autism may be traceable, in part, to environmental exposures early during pregnancy.

The new study is the first to analyze a large sample of twins drawn from the general population; previous twin studies have been based on more limited samples, such as patients in treatment. It is also the first to employ the latest standard in diagnosing autism, which requires structured clinical assessments based on interviews with the parents as well as direct observation of the child.

Drawing upon state records, the researchers initially identified 1,156 twin pairs, with at least one member affected by an ASD, born to California mothers between 1987 and 2004. The children were all at least 4 years old, an age when autism can be reliably diagnosed. Ultimately, this group was winnowed to 192 twin pairs — 54 identical and 138 fraternal — for genetic analysis. Since autism disproportionately affects males, males outnumbered females by four to five times, with 80 of the pairs including both sexes.

Concordance for ASD was 77 percent among identical male pairs, and 31 percent among fraternal male pairs. In females, concordance for ASD was more closely spaced — 50% for identical and 36% for fraternal pairs. By contrast, previous studies had found concordance rates for fraternal twins that were much lower, ranging only in the single digits.

"Spectrum disorders traditionally thought to have less genetic loading turn out to stem from a similar mix of environmental and genetic heritability as narrowly defined autism," noted Thomas Lehner, Ph.D., chief of the NIMH Genomics Research Branch.

Yet, there can also be genetic influences that are not inherited from parents. New evidence emerged last month that rare, spontaneous mutations occur at abnormally high rates in autism.

"Such non-inherited genetic changes were proposed as a major mechanism of autism susceptibility, based on the very low concordance among fraternal twins found in earlier studies and evidence of increased risk associated with older parental age," explained Risch. "In light of the high fraternal twin concordance observed in our study, such new mutations may play a more limited role, since they would primarily occur in only one member of a fraternal pair, which would not lead to concordance."

Also participating in the research were investigators at: Autism Genetic Resource Exchange; California Department of Public Health; Kaiser Permanente; University of California, Davis. The research was also funded by Autism Speaks.

Source: www.nimh.nih.gov/science-news/2011/balance-tips-toward-environment-as-heritability-ebbs-in-autism.shtml
Risk factors for autism remain elusive: study

Studies have hinted at various factors around the time of birth that may raise a child's risk of autism -- but there is still too little evidence to point to specific culprits, a new research review concludes.

Looking at 40 previous studies, researchers found that a range factors around the time of birth have been linked to the risk of autism later in life.

Those include low birth weight, certain delivery complications like problems with the umbilical cord, fetal distress during labor and signs of "poor condition" in the newborn -- such as problems with breathing or heart rate.

But the studies often came to conflicting conclusions as to whether any single one of those factors was related to autism. On top of that, the researchers say, birth and newborn complications generally do not occur in isolation, but in combination.

And in fact, in a complex disorder like autism, it would be very unlikely that a single birth factor would stand out as the key culprit, explained Hannah Gardener, a researcher at the University of Miami School of Medicine who led the study.

In an interview, she stressed that parents of children affected by any one factor identified in this study -- low birth weight or umbilical-cord problems, for example -- should not be alarmed.

"There is no single strong cause of autism," said Gardener, who was at the Harvard School of Public Health at the time of the study.

"It's important that parents not worry about any particular one of these risk factors."

Moreover, autism is generally believed to involve a complex interaction between genes and environmental factors.

The current findings, Gardener said, underscore the importance of continuing to study which environmental factors -- whether before, during or after birth -- may act in concert with genetics to cause autism.

She and her colleagues report their findings in the journal Pediatrics.

It's estimated that about one in every 110 U.S. children has an "autism spectrum disorder."

The term refers to a group of developmental brain disorders that hinder a person's ability to communicate and interact socially -- ranging from the severe cases of "classic" autism to relatively mild forms like Asperger's syndrome.

Experts have long believed that genes play a key role in autism risk. That's based largely on twin studies showing that when one identical twin develops autism, the other has a high likelihood of being affected as well.

Most studies have found less similarity between fraternal twins. Unlike identical twins, who share all their genes, fraternal twins share only about half.

But a twin-based U.S. study published last week found that genes appeared to explain a much smaller portion of the risk than previous studies have suggested.

The researchers estimated that environmental factors common to twins accounted for about 55 percent of the risk.

But they could not weed out what those factors might be.

That study, Gardener said, highlights the need for further research into the role of environment in autism.

A problem in the studies that have focused on factors around the time of birth is that they have generally included relatively small groups of children, Gardener said. So for their study, her team combined the results of 40 studies -- in what's called a meta-analysis.

They found that a number of "perinatal" (around the time of birth) and newborn factors were linked to autism -- that is, infants affected by those factors were relatively more likely to go on to develop autism than unaffected infants.

Along with low birth weight, fetal distress, and umbilical cord-problems (the cord being wrapped around the baby's neck, for instance), other factors included multiple birth, birth injuries to the baby, maternal hemorrhaging during childbirth, anemia or jaundice in the newborn. Another was low Apgar score -- a measure of a newborn's general health that includes heart rate, breathing and muscle tone.

But, the researchers write, there was "insufficient evidence to implicate any one perinatal or neonatal factor in autism etiology."

There was, though, some evidence that exposure to a "broad class" of those factors may contribute to autism risk -- possibly reflecting "general compromises" to a newborn's health.

But even where associations exist, it's not clear why they do.

Take low birth weight as an example. Gardener said it is unlikely that low birth weight, per se, is a risk factor for autism. Instead, low birth weight is a "marker" of problems in fetal development -- it could indicate anything from genetic influences to dysfunction in the womb to poor nutrition.

It's not clear which, if any, of those things might in turn fuel autism development. A big obstacle, Gardener pointed out, is that researchers still do not know what biological mechanisms ultimately lead to autism.

That said, the current study did find that a number of birth factors showed no relationship to autism.

Those included use of anesthesia, forceps or vacuum during childbirth, high birth weight and newborn head circumference.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_114173.html
Low 'Empathy' Response in Brain Might Point to Autism Gene

People with autism and their siblings share a similar pattern of reduced activity in an area of the brain associated with empathy, researchers say.

The identification of this so-called 'biomarker' for a familial risk for autism could help scientists determine the causes behind the disorder, the new study suggests. 

"The findings provide a springboard to investigate what specific genes are associated with this biomarker. The brain's response to facial emotion could be a fundamental building block in causing autism and its associated difficulties," the study's lead author, Dr. Michael Spencer, from the University of Cambridge Autism Research Centre, said in a university news release.

In conducting the study, published in the July 12 edition of the journal Translational Psychiatry, researchers examined 40 families who had both a teenager with autism and a sibling without the disorder, as well as 40 teenagers with no family history of autism. 

The brains of the 120 participants were scanned using functional MRI while they viewed photographs of faces displaying certain emotions or no emotion at all. By comparing brain activity while the participants were looking at different emotions, the researchers could pinpoint the areas of the brain that responded to each one.

The investigators found that brothers and sisters of those with autism had a reduction in brain activity similar to their autistic sibling (though not as profound) when viewing others' emotions. Although they were not diagnosed with autism or Asperger's syndrome, the activity in various areas of the siblings' brains (including those associated with empathy, understanding others' emotions and processing information from faces) was lower than those with no family history of the disorder. 

Moreover, the scans of those with autism revealed that the same areas of the brain as their siblings were also underactive, although more so than their healthy relatives. The researchers concluded that these brain activity differences could be associated with the same genes that give the siblings their genetic risk for autism. 

The findings could help explain why the chances of siblings of those with autism might develop the disorder are at least 20 times higher than the general population, the study authors said.

"This is the first time that a brain response to different human facial emotions has been shown to have similarities in people with autism and their unaffected brothers and sisters. Innovative research like this improves our fundamental understanding of how autism is passed through generations affecting some and not others," Chris Kennard, chairman of the Medical Research Council funding board for the research, said in the news release.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_114243.html
Human Brains Wired to Empathize, Study Finds

A person's brain works hard to empathize or understand what it's like to walk in other people's shoes, no matter how different they may be, a new study indicates.

Researchers from the University of Southern California found people automatically attempt to empathize -- even with those who are physically very different. To do that, however, people must use two separate regions of their brain.

In a paper, published online by Cerebral Cortex, USC researchers found that empathy between two people who can relate to each other more directly relies primarily on the intuitive, sensory-motor parts of the brain. A person who empathizes with someone who is very different or with whom they cannot directly relate, however, depends more on the rationalizing part of the brain.

In conducting the study, USC researchers showed videos of hands, feet and a mouth doing "tasks" to a woman who was born without arms or legs, as well as 13 typically developed women. The participants were also shown videos of injections being given on certain parts of the body.

As they watched the videos, the women's brains were scanned. Researchers compared those scans to pinpoint sources of empathy.

The researchers found that when the woman without limbs watched videos of tasks being performed using body parts that she did not have, the sensory-motor areas of her brain were still strongly engaged. The researchers noted, however, even without limbs, the woman was able to perform some of these tasks herself by improvising with the body parts she did have.

If the action was impossible for her however, another set of brain regions involved in deductive reasoning were also activated, the study pointed out.

The intuitive and rationalizing parts of the brain work together to create the sensation of empathy, said Lisa Aziz-Zadeh, assistant professor of USC's Division of Occupational Science and Occupational Therapy in a university news release. "People do it automatically," she said.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_114689.html
Brain Connectivity Disrupted in Patients with Post-Concussive Syndrome

A new study has found that patients with mild traumatic brain injury (MTBI) exhibit abnormal functional connectivity in the thalamus, a centrally located relay station for transmitting information throughout the brain. The results of the study appear online in the journal Radiology.

Using resting-state functional MRI, we found increased functional connectivity of thalamocortical networks in patients following MTBI, due to the subtle injury of the thalamus," said study co-author Yulin Ge, M.D., associate professor in the Department of Radiology at NYU Langone Medical Center. "These findings hold promise for better elucidating the underlying cause of a variety of post-traumatic symptoms that are difficult to spot and characterize using conventional imaging methods."
According to the Centers for Disease Control and Prevention, each year in the U.S. 1.5 million people sustain traumatic brain injuries, resulting from sudden trauma to the brain. MTBI, or concussion, accounts for at least 75 percent of all traumatic brain injuries. Following a concussion, some patients experience a brief loss of consciousness. Other symptoms include headache, dizziness, memory loss, attention deficit, depression and anxiety. Some of these conditions may persist for months or even years. Typically in patients with MTBI, there are no structural abnormalities visible on the brain, so researchers have begun using specialized imaging exams to detect abnormalities in how the brain functions.

Comparing levels of activity among different groups of brain cells helps identify which brain networks are communicating with one another. Some brain networks, known as resting state networks (RSNs) and baseline brain activities can be detected when the brain is at rest. These networks include the parts of the brain associated with working memory.

"The RSNs have great potential for studying thalamic dysfunction in several clinical disorders including traumatic brain injury," Dr. Ge said. 

Resting-state functional MRI (RS-fMRI) has rapidly emerged as a novel informative tool for investigating brain connectivity between regions that are functionally linked. RS-fMRI provides insight into functional activity and communication between brain regions, which play key roles in cognitive performance. 

"The disruption of such functional properties is better characterized by RS-fMRI than by conventional diagnostic tools," Dr. Ge said.

Dr. Ge and colleagues used RS-fMRI to study the brain activity of 24 patients with MTBI and 17 healthy control patients. A normal pattern of thalamic RSNs with relatively symmetric and restrictive connectivity was demonstrated in the healthy control group. In the patients with MTBI, this pattern was disrupted, with significantly increased thalamic RSNs and decreased symmetry. These findings correlated with clinical symptoms and diminished neurocognitive functions in the patients with MTBI.

"The thalamic functional networks have multiple functions, including sensory information process and relay, consciousness, cognition, and sleep and wakefulness regulation," Dr. Ge said. "The disruption of thalamic RSNs may result in a burning or aching sensation, accompanied by mood swings and sleep disorders, and can contribute to certain psychotic, affective, obsessive-compulsive, anxiety and impulse control disorders. These symptoms are commonly seen in MTBI patients with post-concussive syndrome."

Because the causes of post-concussive syndrome are poorly understood, there is currently no treatment. But, according to Dr. Ge, the results of this study have implications for a new therapeutic strategy, based on sound understanding of the underlying mechanisms of thalamocortical disruption and post-concussive syndrome.

Source: www.radiologyinfo.org/en/news/target.cfm?ID=461
NIH researchers trace early journey of modulating cells in brain

Key cells in the brain region known as the hippocampus are formed in the base of the brain late in fetal life and undertake a long journey before reaching their final destination in the center of the brain shortly after birth, according to researchers at the National Institutes of Health.

The hippocampus is involved with attention, navigation and converting short-term memories to long-term memories. Interneurons, the brain cell population the researchers studied, regulate communication between networks of brain cells. Previous research suggests that brain cell networks in the hippocampus may be disrupted in developmental disorders, including autism, as well as in epilepsy, Alzheimer’s disease and schizophrenia. 

“The hippocampus seems to be at the crossroads of many disorders affecting the brain,” said Chris McBain, Ph.D., chief of the Laboratory of Cellular and Synaptic Neurophysiology at the NIH’s Eunice Kennedy Shriver National Institute of Child Health and Human Development (NICHD). “With these findings, we can begin to understand how proper communication is established in the brain and to investigate why sometimes it breaks down in this critical area.”

Dr. McBain conducted the research with NICHD colleagues Ludovic Tricoire, Ph.D., the article’s first author; Kenneth A. Pelkey, Ph.D.; Brian E. Erkkila, Ph.D.; Brian W. Jeffries; and Xiaoqing Yuan. 

Their findings appear in The Journal of Neuroscience. 

In their experiments, the researchers worked with two kinds of genetically altered mice. The researchers examined the brains of fetal mice and pups at various stages of development, from about two weeks after conception until the baby mice were 1 month old. Cells generated in the brains of the mice at each stage emitted light from a fluorescent protein they contained. 

Comparing the number and location of fluorescent cells at the various stages, the researchers were able to create a composite image of the early development and migration of interneurons. The researchers also examined individual interneurons in the animals’ brains and catalogued nearly two dozen different types.

The researchers demonstrated that the brain produces large quantities of interneurons just before the mouse is born. Typically, brain cells reside in areas of the brain very close to where they are generated, Dr. McBain explained. But interneurons, the researchers discovered, take two to three days to travel across the brain to the hippocampus.

Along the route, most of the new brain cells die. Cell counts began to drop after the mice were born, the researchers found. When the mice were five days old, about half of the cells had disappeared. By the time the mice were one month old, the researchers estimated that 80 percent of the new interneurons had died.

The remaining cells were integrated into the hippocampus and demonstrated typical activity, the researchers showed. In the normally functioning brain, Dr. McBain explained, interneurons are incorporated in circuits connecting structures in different areas. In the circuit, they brake or sometimes stop signals at decisive moments. Working in concert with other cells in the circuit, they coordinate waves of activity across the brain.

“This work shows how the early development of the hippocampus is distinct from the rest of the brain,” said Dr. McBain. “It may also help us decide where to look when signals passing through somehow miss their mark.”

Source: www.nih.gov/news/health/jul2011/nichd-27.htm
Special Needs Kids Bullied More, Fare Poorly at School

Many 'special needs' kids who struggle with medical, emotional or behavioral issues often face tough social and academic troubles in school, a new study suggests.

Tracking the progress of more than 1,450 students in fourth through sixth grades from 34 rural schools, U.S. researchers found that one-third coped with special health care needs such as asthma, chronic pain, attention deficit-hyperactivity disorder (ADHD), learning disabilities, or emotional or behavioral problems.

These children, from three large school districts in Maryland and West Virginia, were also more likely to be bullied or feel socially isolated in their school, and to be more disruptive in class, according to the cross-sectional study, published in the July 25 issue of Pediatrics.

"Health affects school performance," noted study co-author Dr. Christopher B. Forrest, a professor of pediatrics at Children's Hospital of Philadelphia. "Special health care needs have manifold effects on school outcomes that increase the likelihood that these kids are not going to successfully transition to adulthood."

For the study, Forrest and his colleagues obtained survey data from students and their parents, who completed a screening questionnaire measuring long-term health problems that require health services or cause functional problems. Children were classified as having a special health care need if they had a condition lasting at least 12 months and needed interventions such as prescription medication, therapy, counseling or other medical, mental health or educational services.

Additionally, school records were measured for attendance, grades and standardized achievement test scores.

Forrest said the finding that one of every three students had a special need was high -- greater than a 2003 national survey indicating 20 percent of children aged 6 to 17 had such conditions. But he added that some of the problems stemming from chronic conditions do tend to peak in the ages he and his team studied. Boys were twice as likely to have a special health care need as girls, the study found.

But the overall findings from the study were disheartening, Forrest said. Kids with special health care needs "have significant differences in their engagement in school and their school relationships, as well as academic achievement," he said. "It sets up a trajectory for these kids that's highly distressing."

The high proportion of low-income families living in the three districts studied could have contributed to the study results, Forrest noted, because higher-income schools may have more programs in place to help kids adjust to special needs before fourth grade.

"It's not a national study," he said. "Some communities may have better resources than others."

James Wendorf, executive director of the National Center for Learning Disabilities in New York City, praised the study, saying it "looked at the whole child."

"It certainly clarifies that learning disabilities, once again, are shown to have a demonstrable effect on children's achievement in school," Wendorf said. "We know that students with learning disabilities . . . have very distinct social and emotional challenges that can lead them into difficult situations. We also know many of these things intensify as children grow older."

And because the study used a cross-sectional design, Forrest said he was unable to rule out reverse causation -- that children with poor school outcomes may also be more likely to be labeled as having a special health care need.

Because the problems linked to these special needs can't be qualified as only health- or education-related, Forrest also questioned how communities can bring both systems together when each is funded by a separate stream of finances.

"I also believe it's the kind of challenge we're starting to understand in the 21st century," he said. "We have to look at the child as a whole person . . . and recognize that individuals need health systems and education systems to work together."

Source: www.nlm.nih.gov/medlineplus/news/fullstory_114738.html
Children's HIV Drugs May Cause High Cholesterol

Children with HIV who receive antiretroviral treatments have persistently high cholesterol and other blood fat (lipid) levels, and would benefit from guidelines aimed at reducing their long-term heart risks, researchers say.

The findings are published in JAIDS: Journal of Acquired Immune Deficiency Syndromes.

"Formal guidelines are the first crucial step in minimizing cardiovascular disease complications and maximizing quality of life in this vulnerable population," the authors of an editorial said in a journal news release. The most effective strategy probably consists of a "lipid-friendly" drug regimen -- meaning medications that don't affect blood fats -- along with lifestyle changes, such as diet and exercise, they said. 

The editorial accompanies two studies in the Aug. 15 issue that examined blood fats in children treated for HIV.

In one study, led by Denise L. Jacobson of Harvard School of Public Health, the researchers followed 240 HIV-infected children with high cholesterol for two years. During this time, the children had persistently high lipid levels. Cholesterol levels dropped to normal in only about one-third of the children.

Cholesterol levels were more likely to decline when changes were made to their antiretroviral treatment, the researchers found. In most cases, medication changes were related to the HIV, not lipid levels. Only 15 of the children were given drugs specifically to manage their cholesterol.

In a separate study, researchers at the Imperial College School of Medicine, London, compared the effect of different HIV drugs on 449 HIV-infected children's lipid levels. They found all of the drugs caused a surge in cholesterol. The class of HIV drugs known as protease inhibitors, in particular, triggered the biggest increase.

Within five years, 10 percent of children developed low-density lipoprotein ("bad") cholesterol levels above the 95th percentile. But based on those numbers, only three patients needed to take cholesterol medication. 

Because HIV-infected children are likely to live well into adulthood, the researchers said treatment strategies need to be developed that will protect them against heart disease later in life.

"Clinical trials are required to develop and test intervention strategies to protect against cardiovascular disease in children born with HIV, growing into adult life," Dr. Margaret P. Rhoads of Imperial College and co-authors wrote in the news release.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_115083.html
Birth defects tied to child brain tumors

Children born with birth defects or to mothers with a history of multiple stillbirths may have a higher-than-normal risk of brain cancer, a new study suggests.

The risks are still small, researchers say, as children only rarely develop brain cancer. Each year, about 4,000 U.S. children and teenagers are diagnosed with a tumor of the central nervous system (brain or spinal cord), according to the American Cancer Society.

A small portion are caused by specific, inherited genetic syndromes, but otherwise little is known about why children develop brain and spinal cancers.

The new findings, published in the journal Pediatrics, highlight the potential importance of genetic factors, the researchers say.

Using a California database on cancer cases in the state, the researchers found 3,733 cases of brain or spinal tumors diagnosed among children younger than 15 between 1988 and 2006.

Overall, 1.2 percent of those children had been born with a birth defect -- versus 0.6 percent of 15,000 cancer-free California children studied for comparison.

And children with a birth defect had increased risks of certain tumors.

They were nearly four times as likely as children without birth defects to develop a primitive neuroectodermal tumor -- tumors that start in immature cells of the brain, and account for about one-fifth of childhood brain tumors.

Similarly, their risk of germ cell tumors, a rare form of brain tumor in children, was elevated more than six-fold.

Children with birth defects were not, however, at higher risk for the most common type of brain cancer in the study group -- gliomas, which accounted for 57 percent of cases.

The study also found heightened tumor risks among children whose mothers had had at least two late pregnancy losses in the past -- meaning the fetus died after the 20th week of pregnancy, commonly known as a stillbirth.

These children were about three times as likely as other kids to develop some type of brain or spinal tumor.

Since both birth defects and pregnancy losses often involve some type of genetic abnormality, it's possible that that explains the higher cancer risks, according to the researchers.

"Genetics may play a larger role in central nervous system cancer than previously believed," said lead researcher Dr. Sonia Partap, of Stanford University and Lucile Packard Children's Hospital in Palo Alto, California.

Miscarriages were not linked to cancer risks in a woman's other children. So it's possible that the genetic abnormalities that cause early pregnancy loss are not connected to cancer, while gene defects that are "compatible with life to some degree" do contribute to cancer risk, Partap told Reuters Health in an email.

As for birth defects, past studies have connected them to higher risks of childhood cancers in general.

But researchers are still trying to figure out whether it's only certain birth defects that come with a higher risk. Some preliminary evidence, Partap said, suggests that defects of the heart and brain may be particularly linked to childhood cancer.

But Partap also stressed that even with a relatively increased risk of brain or spinal cancer, the absolute risk to any one child is small.

"Parents should know that there is still a very low risk of central nervous system cancer," Partap said.

At the same time, she added, pediatricians should be aware that there is a slightly higher chance of the tumors in certain children.

Symptoms of brain tumors may be vague and vary from child to child. But some possible signs include morning headaches; mental changes like memory and concentration problems; unusual sleepiness; changes in vision, hearing or speech; and balance or coordination problems.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_115249.html
ADHD, Autism May Sometimes Share Gene Mutations

Some of the genetic variants implicated in ADHD (attention-deficit/hyperactivity disorder) overlap with genes and nerve communication pathways that play a role in autism, a new study finds.

The research may help to explain why people with ADHD, autism and other neuropsychiatric disorders sometimes have symptoms in common, such as impulsivity and restlessness, researchers said.

Instead of finding one or more "ADHD" or "autism" genes, research is beginning to uncover neural pathways that influence the way a brain develops and works, said senior study author Dr. Russell Schachar, a senior scientist and child psychiatrist at the Hospital for Sick Children in Toronto. 

"What we are beginning to understand is that genes don't code for disorders as they appear in the diagnostic manual. Genes code for proteins that are needed for brain structure and brain function," Schachar said. "Many of the genes we discovered involved in both ADHD and [autism spectrum disorders] affect the development of the nervous system."

The study appears in the Aug. 10 issue of Science Translational Medicine.

ADHD is marked by difficulty paying attention, hyperactivity and impulsiveness. While it's known that ADHD has a strong genetic component, researchers have had limited success identifying specific genes or neural pathways that can explain it, the study authors said.

In the study, researchers analyzed the DNA of 248 children with ADHD, along with many of their parents. They found that about 9.4 percent of kids with ADHD (or about one in 10) had identifiable abnormalities known as copy number variations, which are changes in the DNA that cause an abnormal number of copies of one or more genes.

This means that on certain chromosomes, bits of DNA were deleted or duplicated. The copy number variations were on genes expressed, or active, in the brain.

Of those children with detectable copy number variations, about 7.7 percent were inherited from the parents, while about 1.7 percent were "de novo," or new, variants, meaning the parents didn't have the abnormalities.

To look for overlap between ADHD and autism spectrum disorders (ASD), researchers also looked for copy number variants on 349 people with autism.

About 25 percent of the kids with ADHD had copy number variants that also showed up in the autism sample, although for about three-fourths, the copy number variants were "unique to ADHD," Schachar said.

Analyzed the other way around, researchers also found that a small percentage of ASD kids had copy number variants that showed up in the ADHD kids.

Overall, in four autism patients and two ADHD patients, the researchers discovered a cluster of rare copy number variations on chromosome 9 and around several genes necessary for the nervous system and brain development in mammals.

The same region on chromosome 9 is also thought to include copy number variations associated with bipolar disorder, intellectual disability and schizophrenia.

Dr. Andrew Adesman, chief of developmental and behavioral pediatrics at the Steven and Alexandra Cohen Children's Medical Center of New York, said parents shouldn't read the study to mean that kids with autism and ADHD necessarily have anything in common genetically.

"The study is reporting, using very sophisticated molecular genetic techniques, that a small percentage of children with ADHD have an identifiable, rare copy number variant, or a deletion or duplication of part of a gene," Adesman said.

Yet the study was only able to identify a copy number variation in one in 10 kids, which means for the other 90 percent, nothing abnormal showed up on the genetic test.

And then from that group, it was only a minority that shared a variant with the ASD kids and vice versa. "The vast majority of kids with both ASD or ADHD have none of these copy number variations in common," he said.

Even so, the study adds to the understanding of some of the genetic underpinnings of each disorder, he said.

Physicians who treat kids with ADHD and autism say the findings that there can be shared genetic risk underlying both conditions isn't surprising.

"It is very common for a child with autism, or ASD, to present with restlessness, inattention and impulsiveness, so much so that they merit a secondary diagnosis of ADHD, and they sometimes are treated with ADHD [medications] such as stimulants," Schachar said. "And some kids who come to clinics with ADHD have a lot of problems with social interactions, social understanding, and occasionally some of them are thought to be 'spectrumy.'"

But much remains unknown, including what else happens, either genetically or environmentally, that leads one child to develop ADHD and another to develop ASD.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_115234.html
Risk of Autism in Siblings Higher Than Thought

Younger siblings of a child with an autism spectrum disorder have a nearly one in five chance of being diagnosed with autism, much higher than previous estimates, a new study finds.

The researchers found that 18.7 percent of children who had a sibling with autism also went on to receive an autism diagnosis by their third birthday, and the risk was significantly higher for boys and those with more than one autistic sibling.

"Those of us working in the field knew the rate was a lot higher than the previously published rate, but I don't think we expected it to be this high, " said lead study author Sally Ozonoff, a professor and vice chair for research in the department of psychiatry and behavioral sciences at the University of California Davis Medical Center's MIND Institute.

Previous research has estimated that about 3 percent to 10 percent of younger siblings of kids with an autism spectrum disorder (ASD) will also be diagnosed with the condition.

The study, said to be the largest study of its kind to date, is published online Aug. 15 and in the September print issue of Pediatrics.

About 1 in 110, or less than 1 percent, of the general population of children born today has an autism spectrum disorder, which is characterized by problems with social interaction, verbal and nonverbal communication and restricted interests and behaviors. The overwhelming majority are boys, and genetics are known to play a strong role in autism's development.

For the study, a team from the Baby Siblings Research Consortium, an international network studying the earliest signs of ASD in infants with an affected sibling, tracked 664 younger siblings of autistic kids from an average of 8 months old until age 3. The children were examined and assessed several times during the study period.

They found that 132 children -- including 103 boys and 29 girls -- met the criteria for an ASD diagnosis at age 3. About 41 percent were diagnosed with autism, while 59.1 percent were diagnosed with "pervasive developmental disorder not otherwise specified," a milder form of autism.

In terms of gender, about 26 percent of male siblings of autistic kids had autism versus nearly 10 percent of female siblings, the researchers said.

Roughly 32 percent of children with multiple older autistic siblings also received an autism diagnosis, compared to 13.5 percent of those with only one affected older sibling.

Many parents ask about their odds of having another autistic child, Ozonoff said. Though this research gives them more information, the statistics won't necessarily help families determine their individual risk.

The risk estimates are averages across all 664 kids. In order to tell parents what their personal risk is, researchers would need to know their specific genetic or environmental risk factors, something that remains a mystery for the vast majority of autism cases.

The findings don't "tell any family that their particular risk is 18.7 percent. That's an average," Ozonoff said. "Some families will probably have almost zero risk, and some will have much higher risk We are not yet at the point where you can go to a genetic counselor, have blood drawn and look for certain genes that increase risk for an individual family."

Nor can researchers tell how severe the condition might be if younger siblings are affected, she added.

"We are also not good at predicting severity. One can be very mildly affected or severely affected. One child could have tiny little tinges of autism and could be a very high functioning, charming child that does really well, and another could be a child who has severe limitations," Ozonoff said.

The estimates should, however, remind pediatricians to watch younger siblings carefully, said Alycia Halladay, director of research for environmental science at Autism Speaks, which provided partial funding for the new study.

"This can be used for parents with a child on the spectrum to alert their pediatricians if they have a concern, and for pediatricians to monitor the sibling cohort that is at risk closely," Halladay said.

The sooner a diagnosis is made, the sooner kids can receive interventions to help with language and social skills, she added.

Source: www.nlm.nih.gov/medlineplus/news/fullstory_115379.html
Few Health Problems Are Caused by Vaccines, IOM Report Finds

An analysis of more than 1,000 research articles concluded that few health problems are caused by or clearly associated with vaccines.  A committee of experts convened by the Institute of Medicine to review the scientific literature on possible adverse effects of vaccines found convincing evidence of 14 health outcomes -- including seizures, inflammation of the brain, and fainting -- that can be caused by certain vaccines, although these outcomes occur rarely.  It also found indicative though less clear data on associations between specific vaccines and four other effects, such as allergic reactions and temporary joint pain.  In addition, the evidence shows there are no links between immunization and some serious conditions that have raised concerns, including Type 1 diabetes and autism.  The data were inadequate to reach conclusions about other suggested adverse effects. 

The review will help the U.S. Department of Health and Human Services (HHS) administer the Vaccine Injury Compensation Program (VICP).  VICP is committed to using science-based evidence to inform its decisions about vaccine-related adverse effects, and HHS turned to IOM to provide a comprehensive review of study results on eight vaccines covered by the program.   The report's findings will be useful to all stakeholders involved in vaccine compensation decisions, including VICP staff, people filing claims, special masters that rule on vaccine cases, and others.   

Convincing evidence shows that the measles-mumps-rubella (MMR) vaccine can lead to fever-triggered seizures in some individuals, although these effects are almost always without long-term consequences, the report says.  The MMR vaccine also can produce a rare form of brain inflammation in some people with severe immune system deficiencies.  In a minority of patients, the varicella vaccine against chickenpox can induce brain swelling, pneumonia, hepatitis, meningitis, shingles, and chickenpox in immunocompromised patients as well as some who apparently have competent immune function, the committee found.  The majority of these problems have occurred in individuals with immunodeficiencies, which increase individuals' susceptibility to the live viruses used in MMR and varicella.  Six vaccines -- MMR, varicella, influenza, hepatitis B, meningococcal, and the tetanus-containing vaccines -- can trigger anaphylaxis, an allergic reaction that appears shortly after injection.  And, in general, the injection of vaccines can trigger fainting and inflammation of the shoulder, the committee noted.  

The evidence suggests that certain vaccines can lead to four other adverse effects, although the data on these links are not as convincing, the report says.  The MMR vaccine appears to trigger short-term joint pain in some women and children.  Some people can experience anaphylaxis after receiving the HPV vaccine.  And certain influenza vaccines used abroad have resulted in a mild, temporary oculo-respiratory syndrome characterized by conjunctivitis, facial swelling, and mild respiratory symptoms. 

The committee's review also concluded that certain vaccines are not linked to four specific conditions.  The MMR vaccine and diphtheria-tetanus-acellular pertussis (DTaP) do not cause Type 1 diabetes, and the MMR vaccine does not cause autism, according to the results of several studies.  The evidence shows that the flu shot does not cause Bell's palsy or exacerbate asthma.  Suggestions that vaccines can lead to these serious health problems have contributed to parental concerns about immunization for their children.  

Establishing a cause-and-effect relationship between an agent and a health outcome requires solid evidence.  The committee's conclusions are based on the strengths and weaknesses of several types of evidence, including biological, clinical, and epidemiological research.  In many cases of suggested vaccine-related adverse outcomes, there is too little evidence, or the available evidence offers conflicting results or is otherwise inadequate to draw conclusions.

"With the start of the new school year, it's time to ensure that children are up to date on their immunizations, making this report's findings about the safety of these eight vaccines particularly timely," said committee chair Ellen Wright Clayton, professor of pediatrics and law, and director, Center for Biomedical Ethics and Society, Vanderbilt University, Nashville, Tenn.  "The findings should be reassuring to parents that few health problems are clearly connected to immunizations, and these effects occur relatively rarely.  And repeated study has made clear that some health problems are not caused by vaccines."

In accordance with its charge, the committee focused solely on findings about potential risks of immunizations.  It did not examine information that would have allowed it to draw conclusions about the ratio of benefits to risks.  However, the committee members noted that deaths and disability due to infectious diseases have been dramatically reduced over the last century since the majority of vaccines were developed and brought into widespread use. 

The study was sponsored by the U.S. Department of Health and Human Services.  Established in 1970 under the charter of the National Academy of Sciences, the Institute of Medicine provides independent, objective, evidence-based advice to policymakers, health professionals, the private sector, and the public.  The National Academy of Sciences, National Academy of Engineering, Institute of Medicine, and National Research Council make up the National Academies.  For more information, visit http://national-academies.org or http://iom.edu.  A committee roster follows.
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Learning Difficulties Bereavement
http://www.heron.nhs.uk/specialist_directory/bereavement/ld_bereavement.htm
Safety Alerts
Safety Alerts for Human Medical Products>Risperidone (Risperdal) and Ropinirole (Requip): Medication Errors – Name Confusion
www.fda.gov/Safety/MedWatch/SafetyInformation/SafetyAlertsforHumanMedicalProducts/ucm258905.htm
Childhood myocerebrohepatopathy spectrum
http://ghr.nlm.nih.gov/condition/childhood-myocerebrohepatopathy-spectrum
Alpers-Huttenlocher syndrome
http://ghr.nlm.nih.gov/condition/alpers-huttenlocher-syndrome
Sepiapterin reductase deficiency
http://ghr.nlm.nih.gov/condition/sepiapterin-reductase-deficiency
National Down Syndrome Society - The Heart and Down Syndrome
www.ndss.org/index.php?option=com_content&task=view&id=181&limitstart=1
National Down Syndrome Society - Associated Conditions
The National Down Syndrome Association’s website has a page that provides information about fifteen health care conditions that can affect people with Down Syndrome.

www.ndss.org/index.php?option=com_content&view=category&id=60:associated-conditions
Choosing HIgh-Quality Child Care for a Child with Special Needs
ChildCareAware ® is a program of the National Association of Child Care Resource & Referral Agencies (NACCRRA), partly funded by the Child Care Bureau (CCB), Office of Family Assistance (OFA), Administration for Children and Families (ACF), U.S. Department of Health and Human Services.  ChildCareAware is committed to helping parents find the best information on locating high-quality child care and child care resources in their community.  This brochure addresses the issues related to choosing high-quality child care for a child with special needs.
http://ccapub.childcareaware.org/docs/pubs/102e.pdf
National Gateway to Self-Determination
This is the Gateway to Self-Determination Web Portal, a clearinghouse on resources, training, and information on Self-Determination. This site provides a single access for self-advocates, professionals, policy-makers and the general public on the current best practices and evidence-based activities in enhancing self-determination in the lives of people with developmental and intellectual disabilities, as well as any individual.  The site is part of an Overview of National Training Initiative on Self-Determination, which is funded by the Administration on Developmental Disabilities (ADD). Leadership of the National Training Initiative is comprised of representatives from five University Centers for Excellence in Developmental Disabilities (UCEDD), also funded by ADD.

http://aucd.org/ngsd/template/index.cfm
Pathways to Independence Natural Supports Project
The goal of the Pathways to Independence Natural Supports project is to discover, support, and disseminate creative and promising approaches for supporting youth with disabilities to participate more fully and naturally in school, work, and community activities. In 2007–2008 they offered mini‐grant packages comprised of funding, ongoing technical assistance, and practical resources, to increase the capacity of schools and communities to support youth with disabilities in accessing school and community opportunities that lead to the same relationships, work- and volunteer-related experiences, and community opportunities as their peers. Funded by the Wisconsin Medicaid Infrastructure Grant through the Department of Health and Family Services Office of Independence and Employment and implemented through the Waisman Center, this project is designed to draw out the very best ideas and approaches for enhancing the full participation of youth with disabilities.

www.waisman.wisc.edu/naturalsupports/index.php
Autism Now
The Autism NOW Center is a initiative of THE ARC funded by the Administration on Developmental Disabilities that provides a national source for resources and information on community-based solutions for individuals with autism, other developmental disabilities, and their families.
http://autismnow.org/
CDC Data & Statistics | Feature: Developmental Disabilities Increasing in US
Data from the CDC Study “Trends in the Prevalence of Developmental Disabilities in U.S. Children 1997-2008 study showed that developmental disabilities (DDs) are common: about 1 in 6 children in the U.S. had a DD in 2006–2008. These data also showed that prevalence of parent-reported DDs has increased 17.1% from 1997 to 2008. This study underscores the increasing need for health, education and social services, and more specialized health services for people with DDs.

www.cdc.gov/Features/dsDev_Disabilities/index.html
Spirituality in Persons with I/DD
Between 2002 and 2004, two professors from the University of Aberdeen conducted research with people with learning disabilities about their spirituality.  They asked them about what gives meaning in their lives.  This booklet is based on what they were told in interviews and focus groups and is directed at caregivers.
www.learningdisabilities.org.uk/content/assets/pdf/publications/no_box_to_tick.pdf
Prevention and Treatment of Skin Breakdown and Pressure Ulcers
Individuals with I/DD who have significant mobility problems may have difficulty with pressure sores.  Here are some excellent resources related to prevention and treatment of skin breakdown problems. 

StopPain.org
www.stoppain.org/pressureulcers/common/pdf/BIMC_patient.pdf 

International Pressure Ulcer Guidelines
www.pressureulcerguidelines.org/
JAMA Patient Page: Pressure Ulcers
http://jama.ama-assn.org/cgi/content/full/296/8/1020
MedlinePlus: Pressure Ulcer
www.nlm.nih.gov/medlineplus/ency/article/007071.htm
National Pressure Ulcer Panel
www.npuap.org/
New York Times Health Guide: Pressure Ulcer
http://health.nytimes.com/health/guides/injury/pressure-ulcer/overview.html
Pressure Ulcer Prevention and Treatment Following Spinal Cord Injury
www.guideline.gov/summary/summary.aspx?doc_id=2589
The Wound, Ostomy and Continence Nurses Society (wound care specialists)
www.wocn.org
Your Skin – Kid’s Health Website
http://kidshealth.org/kid/htbw/skin.html
Online Health Booklets for Persons with I/DD
http://connectability.ca/2011/03/29/health-booklets/
The My Health Booklets are a series of health education booklets produced by Surrey Place Centre and funded by the Ontario Government, Ministry of Community and Social Services. The purpose for the series is to offer guidance to people with developmental disabilities in a clear and simple manner. The series consists of eight booklets now available online, with subjects ranging from general health issues to more specific health topics. The following are available online:

1. Checking Up ~ What I need to know about going to the doctor’s office
2. Following Through ~ What I need to know about taking medicine
3. Examine Yourself ~ What I need to know about breast health
4. The M Word ~ What I need to know about Menopause
5. The Big Red Dot ~ What I need to know about having my period
6. Checking All of Me ~ What I need to know about pelvic exams
7. Checking All of Me ~ What I need to know about men’s health
8. Count on Your Colon ~ What I need to know about colonoscopy
The National Fragile X Foundation

The National Fragile X Foundation provides support, awareness, education, research, and advocacy about fragile X syndrome.

www.fragilex.org/html/home.shtml
The High Cost of Capping Federal Medicaid Funding
A fact sheet from the AARP Public Policy Institute discusses how the use of block grants (or other capped funding arrangements) to limit federal Medicaid spending may help balance the federal budget and provide states with more flexibility, but the price is high: Millions of Americans could lose access to basic health services, including long-term services and supports.  This includes people with developmental disabilities.
http://assets.aarp.org/rgcenter/ppi/health-care/fs219-medicaid.pdf
Air Travel for People with DD
Do you have clients who want or need to travel by air?  The US Department of Transportation Aviation Consumer Protection and Enforcement Division has a website that provides information specifically for air travelers with disabilities.  It includes travel planning, at the airport, getting on and off the plane, on the plane, and compliance procedures.  

 http://airconsumer.ost.dot.gov/publications/horizons.htm
Canadian Information about Air Travel for Persons with Disabilities
The Canadian Transportation Agency also has information about air travel for individuals with DD, entitled “Take Charge of Your Travel:  A Guide for Persons with Disabilities.”

www.otc-cta.gc.ca/doc.php?sid=1021&lang=eng
Transition from Pediatric to Adult Services from Children's Medical Services
This booklet published by Children’s Medical Services entitled “When You’re 18 You are in Charge of Your Health” is a health care transition guide for young adults with special needs.  It includes new rights and responsibilities, being an adult with special health care needs, staying healthy, being in charge of your own health, talking with doctors and other health care professionals, getting answers (and ask and keep on asking).

http://hctransitions.ichp.ufl.edu/pdfs/cms_wy18_lowres_09.pdf
Therapies for Children with Autism Spectrum Disorders
The US Department of Health and Human Resources Agency for Healthcare Research and Quality released a Consumer Guide on Therapies for Children with Autism Spectrum Disorders:  A Review of the Research for Parents and Caregivers on June 30, 2011. It can be found at: http://effectivehealthcare.ahrq.gov/index.cfm/search-for-guides-reviews-and-reports/?pageaction=displayproduct&amp;productID=709 
The information in this guide comes from the report Comparative Effectiveness of Therapies for Children With Autism Spectrum Disorders. It was produced by the Vanderbilt Evidence-based Practice Center with funds from the Agency for Healthcare Research and Quality (AHRQ). For a copy of the report, or for more information about AHRQ and the Effective Health Care Program, go to www.effectivehealthcare.ahrq.gov/autism1.cfm.

This summary guide was prepared by the John M. Eisenberg Center for Clinical Decisions and Communications Science at Baylor College of Medicine, Houston, TX. It was reviewed by parents and caregivers of children with ASD.

http://effectivehealthcare.ahrq.gov/index.cfm/search-for-guides-reviews-and-reports/?pageaction=displayproduct&productID=709
DDS SafetyNet
The California Department of Developmental Services provides the DDS SafetyNet website, which contains health and safety resources for individuals with developmental disabilities and their families.  Much of the health and safety information is applicable for individuals who reside in all states.
http://www.ddssafety.net/
Booklet on Disability Etiquette
This online booklet from the American Spinal Association provides tips on the proper etiquette for how to interact with people with disabilities who:

- use wheelchairs
- are blind
- have low vision
- are deaf or hard of hearing
- have speech disabilities
- are of short stature
- have cerebral palsy
- have Tourette Syndrome
- look different
- have hidden disabilities
- have multiple chemical sensitivity and respiratory disabilities
- have HIV and AIDS
- have psychiatric disabilities
- have developmental disabilities, including learning disabilities and traumatic (or acquired) brain injury
- use service animals

The booklet also contains content on emergency evacuation procedures and conflict management.

http://www.unitedspinal.org/pdf/DisabilityEtiquette.pdf
Informing Families Their Child's Disability
The Informing Families Project of the National Federation of Voluntary Bodies in Ireland has developed best practice guidelines for informing families of their child’s disability and supporting families receiving this news. 

http://www.informingfamilies.ie/information-for-professionals/evidence-based-good-practice.106.html
X-linked creatine deficiency
http://ghr.nlm.nih.gov/condition/x-linked-creatine-deficiency
Arginine:glycine amidinotransferase deficiency
http://ghr.nlm.nih.gov/condition/arginineglycine-amidinotransferase-deficiency
Supporting Adults with Intellectual Disability Through Bereavement and the Grief Process
This is a .pdf of a PowerPoint presentation for caregivers about the grieving process.  Its authors are:  Nancy Macri, M.Ed . Psychotherapist; Janet Dunn E.C.E., B.A Behaviour Therapist; Elizabeth McPhee, B.A. Behaviour Communication Therapist

The goals of the presentation are to:
• Enable caregivers in recognizing their own journey through grief and loss. In so doing, they may become better equipped to help others, both personally and professionally.
• Educate caregivers of adults with intellectual disabilities about the nature of the grief and bereavement process.

The presentation is organized into the following sections:
1. Word Distinctions
2. Four Tasks of Mourning (by William Worden)
   • Acknowledge the reality of the death.
   • Experience the pain.
   • Adjust to an environment without the deceased
   • Reinvest emotional energy into something new.
3. Variables Affecting the Grief Process and Dynamics
4. The Grief Process

The presentation concludes with the quote:“Grief is the purest evidence that we have loved and loved well.”-anonymous

http://www.community-networks.ca/uploads/Mar%2025%202010%20-%20Supporting%20Adults%20with%20Intellectual%20Disability%20Through%20Bereavement%20and%20the%20Grief%20Process.pdf
Healthy snack suggestions
When your clients ask for snacks . . . here are some great suggestions for healthy options.
http://www.nlm.nih.gov/medlineplus/ency/patientinstructions/000338.htm
Recognizing and First Aid for Seizures in Older Adults
http://www.epilepsyfoundation.org/livingwithepilepsy/seniors/medicalaspects/recognizing-seizures-and-first-aid.cfm
Updated Resource from NIH: Asperger syndrome
http://ghr.nlm.nih.gov/condition/asperger-syndrome
Infection Prevention in Outpatient Setting
After last year’s DDNA Education Conference in Hartford, we asked conference attendees in what topics that are most interested for future education programs.  Infection control was in the top five of those requested.  We are hoping to have a session on infection control at next year’s conference, but in the meantime here is a link to the CDC’s “Guide to Infection Prevention for Outpatient Settings:  Minimum Expectations for Safe Care.” 

http://www.cdc.gov/HAI/pdfs/guidelines/standatds-of-ambulatory-care-7-2011.pdf
CMS Quality Health Care Finder for Medicare-Eligible Individual
The quality of health care professionals, services, facilities and plans can greatly impact a patient’s health.  Medicare beneficiaries have choices when it comes to the quality of their providers.  That’s why the Centers for Medicare & Medicaid Services just launched the Quality Care Finder designed to help beneficiaries and their caregivers find better health care options.

 Patients and their caregivers can get started by going to www.Medicare.gov/QualityCareFinder to find health care providers, facilities, health and drug plans, and equipment suppliers, and make “apples-to-apples” comparisons of their quality. 

 Available resources for beneficiaries include:
·         Hospital Compare: Compare Medicare-certified hospitals locally and throughout the country based on the quality of their care.

·         Nursing Home Compare: Find Medicare-certified nursing homes and the special services each nursing home offers, like dementia care, ventilators or rehabilitation. Then compare their star ratings and the quality of care they give.

·         Home Health Compare: Find Medicare-certified home health agencies based on services like skilled nursing care, physical therapy, speech therapy and home health aides. Then, compare each home health agency based on the quality of their care.

·         Medicare Plan Finder: Get detailed, personalized information about the cost and benefits of   available Medicare health and drug plans, and compare the quality of the services they provide. 

·         Dialysis Facility Compare: Find Medicare-certified dialysis facilities and their services. Then, compare each facility based on quality of care.

·         Physician Compare: Find doctors based on medical specialty, clinical training, foreign languages spoken, and more. Check to see if a doctor accepts the Medicare-approved amount as full payment.

 Comparing Is Easy
Go to www.Medicare.gov/QualityCareFinder or call 1-800-MEDICARE  (1-800-633-4227) to find and compare health care providers.  

TTY users should call 1-877-486-2048.
Preventing Pressure Sores | | Facing Disability
This information is from the website www.facingdisability.com.   Although this site deals mainly with spinal cord injury, it provides excellent nursing information about the prevention of pressure sores in people with limited mobility, which of course also applies to some individuals with I/DD.
http://www.facingdisability.com/expert-topics/preventing-pressure-sores
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