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

[image: image17.jpg]M Aging with DD
I Pain Management in Persons with DD
I Seizures and Seizure Management

I PsychiatricBehaviorallssues in 1DD
I VDD and Preventive Health

M ToughDay




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
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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
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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

[image: image11]
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
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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
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Genetics: Beyond the Peas
Joni Bosch, PhD, ARNP
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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 
[image: image15]
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
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