












Conflicting emotions are normal when 

growing up with a disabled sibling

By Jessica Holmes, Research Associate








SPIRIT LAKE CONSULTING INTRODUCES NEW FORUM

Ethics in Indian Country

We really are interested in your ideas. To find out some of what our staff and community members have been thinking about concerning Ethical Questions, please check out the new section of our forum:

http://www.spiritlakeconsulting.com/forum/viewforum.php?id=8
In answer to some questions we have received, "No, this will not be another site that allows people to make anonymous claims against tribal council members, candidates for tribal posts, etc." How this differs from those other sites that you may be thinking about:

1.   Unlike every other area of the Spirit Lake Forum, you cannot post in the Ethics section unless you are a registered member. Registration is still free. Although you may pick a username like ABC123, there is no guarantee someone won't figure it out. No, we do not release user information to anyone. However, if you really have not told your username to anyone, then you are much better at keeping a secret than most people we know.

2. This is a MODERATED site. If you post anything that is a personal attack, slanderous or plain untrue, we will take it down immediately and send you a polite request that you not do so again, along with an explanation of why your post was removed. If your post asks a relevant question or makes a valid point but includes obscene or offensive language, or makes a personal attack on an individual, we will edit it again, sending you an explanation of why we did so.

3. The forum focuses on discussing ethical issues, ethical problems, how to understand them, why they occur and what to do about them, for example, one post reads:

POST

“Preparing our new course on ethics in tribal leadership, I reviewed a couple of other on-line courses. At first I was worried that these would be competition and we would have a hard time selling our course. On the contrary, they were as boring as watching paint dry. I did not understand how someone could take an interesting subject and make it boring. The big problem was they all talked about ethics in theory while ethical decisions are really personal. If you wouldn't mind, please post here your examples of ethical decisions, both positive and negative.”

RESPONSE

“My Ethical question and hypothetical example relates those co-workers who have no Work Ethic. For instance, there is a possibility of completing 10 tasks in a day - all of which provide information to clients on eligibility. But instead, they spend most of their day talking to others, both in their own offices or talking to family on the phone. My point is that I do not believe teaching them to prioritize tasks, write them down, plan things in advance, etc., would not work, unless you delve into their personal life style. Because I believe how a person lives reflects upon how they will perform on the job - in most cases.”
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	My brother, Bill, has Down syndrome. I was 10 years old when Bill was born. Back then, we didn’t know a lot about Down syndrome. It was almost like Bill was someone we were supposed to keep a secret. He was called “mentally retarded”, which had a very negative connotation.


	My mother and father knew very little about Down syndrome. I had never even heard about it.  When Bill was a baby, he seemed, at least to me, like any other baby, but when he got older even I noticed that he seemed slower to do things. Other people’s little brothers were talking and walking, but Bill was still crawling. 


	When he finally started to walk around, my mother paid tons of attention to him. She never let him out of her sight. She stopped making dinner most nights and had me make my own. Because she had to spend so much time caring for Bill, she wasn’t able to come to my baseball games the way she used to. My parents tried very hard to spend time with me, usually after Bill went to bed, but even then sometimes my mother seemed much more tired. Things were very different.


	When he was four, my brother had to have heart surgery. My parents spent a lot of time worrying about him. I stayed with my grandparents. Afterward, they paid even more attention to Bill. By this time, I was a teenager so I kind of liked the freedom, but it was frustrating at times.  Looking back, I realize I missed the attention and I sometimes resented the fact that I had to do more things for myself than most of my friends. 























Medical Home Webpage reviewers needed


The Screening Program recently redesigned the newborn screening webpages on � HYPERLINK "http://www.medicalhomeinfo.org" ��http://www.medicalhomeinfo.org� in order to make the site more user-friendly. We are now looking for individuals to review our new pages to ensure our goal has been met. We are looking for pediatricians, parents, and other healthcare professionals to review the new webpages. If you are interested please contact Ginny Chanda, Screening Programs Assistant, at �HYPERLINK "mailto:gchanda@aap.org"��gchanda@aap.org� by July 9th, 2007. In your email please include contact information and indicate whether you are a pediatrician, parent, or other health professional. A small honorarium will be provided for those selected to review.
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My Brother Bill


By  Maria Burns, SLC Staff Writer


The following is a compilation of the experiences of a number of people with a disabled sibling. We wanted to convey the emotions and experiences that a person with a disabled sibling goes through, but also wanted to keep a level of confidentiality, therefore we have combined several people’s stories into one. 
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	When I went to college, I think it was a relief for both my parents and myself. I know they sometimes felt bad that Bill required so much attention. When I was at college, I wasn’t as close to my family as a number of kids I knew. My mother couldn’t bring me to school like lots most other kids’ parents because she didn’t have anyone who could care for Bill when she was away and school was too far a drive for her to take Bill. 


	Sometimes, I felt like my parents spoiled and sheltered Bill too much. My mother seemed to feel really guilty that Bill had a disability – like it was her fault. I also think that it was easier to give Bill his way than to have to discipline him and explain things to him. That is true of all children, but because Bill had a disability I think my parents didn’t feel as comfortable treating him the same way they had treated me as a child. 


	After college, I moved to the opposite coast and only came home to visit on holidays. From what I understand, Bill developed at a regular rate as other people with Down syndrome. He was in special education through high school. 


	I know that some people with Down syndrome go on to have jobs or even go onto higher education, but Bill did not. He stayed at home with my mother after he left school. I imagine that it must have been very boring for him. Bill has had few friends and my mother was very protective so he rarely left the house. 


	One thing I noticed when I came home was that Bill was putting on a lot of weight. He is maybe 5-foot-8 and probably weighs close to 275 pounds. I think my mother let him eat whatever he wanted either because it was easier or she felt guilty. My father died a few years ago and my mother is growing older. It is harder for my mother to make Bill meals and she has started to get him fast food more often. This has not helped his weight condition and as a result he has had trouble with mobility and now has diabetes and other health issues.


	As my mother ages, I wonder what will happen to Bill after she’s gone. I know that it will be up to me to take responsibility for him. I have three children of my own, including one in college and one still living at home. I am not sure if I have the resources or the time to devote to taking care of Bill. I don’t want to put Bill in a group home, but I know he can’t take care of himself. I have my own family and know how much time it takes to care for a person with a disability. I don’t want to neglect my own family because I have to care for Bill. I know it would be hard on my teenage daughter to have Bill living in our house. Both my wife and I work and neither of us would be able to quit our jobs to care for Bill. 


	This is a very difficult situation, which I know is not unique to me. I love my brother and there are so many great things about Bill, but I do not have the same amount of attention to give him that my mother has—and I don’t necessarily feel that is a bad thing. That’s what makes this an even tougher situation. 





















































Spirit Lake Consulting, Inc. is now in Wikipedia! 


�HYPERLINK "http://en.wikipedia.org/wiki/Spirit_Lake_Tribe"��http://en.wikipedia.org/wiki/Spirit_Lake_Tribe�


For those of you not familiar with Wikipedia, it “is a �HYPERLINK "http://en.wikipedia.org/wiki/Multilingualism"��multilingual�, �HYPERLINK "http://en.wikipedia.org/wiki/World_Wide_Web"��web�-based, �HYPERLINK "http://en.wikipedia.org/wiki/Free_content"��free content� �HYPERLINK "http://en.wikipedia.org/wiki/Encyclopedia"��encyclopedia� project. Wikipedia is written collaboratively by �HYPERLINK "http://en.wikipedia.org/wiki/Volunteer"��volunteers�; the vast majority of its articles can be edited by anyone with access to the Internet. … Wikipedia has approximately 7.5 million articles in 253 languages, 1.84 million of which are in the English edition.”


 –From Wikipedia
























































My Brother Bill [cont.]





EDITORS NOTE: 


Last newsletter, we ran the first story in a three-part series by SLC Consultant, Willie Davis, that takes a first hand look at coming to terms with his disability and overcoming the obstacles he’s faced as a result of it.  In Part II, Willie looks at what it was like returning to life outside of the rehabilitation center and entering into the workforce. We have decided to hold off on the next part so that it can be the centerpiece for out next issue, which will take a look at going back to school or going to get job training after being diagnosed with a disability.








	Growing up with a sibling can be difficult – sharing toys, sharing a room.  These are basic issues that anyone with a sibling has had to deal with at one time or another. 


For children with a disabled sibling, however, there are much more complex issues. Having a sibling with a disability can mean feeling neglected, overlooked, hurt and guilty, even when parents make an effort to ensure all their children feel loved and important.


	When growing up in a family where one child has a disability, priorities, attention and the amount of personal time each child receives tend to shift.  A child with a disability usually needs more attention than other children, which can cause non-disabled siblings to feel neglected.  


This is difficult. Every child deserves personal attention, but it can be hard for parents to spread out their time evenly if they need to spend more time with the child with a disability. This does not mean that a parent loves one more than the other, but this fact can be difficult for a young child to grasp. 


“My mom spends more time with my brother. My mom punishes me for things my brother gets away with.”


A sister may realize that her brother has a disability, but it still bothers her that the parent’s attention seems so focused on their son.  When the parents focus on the disabled child, it affects the entire family. Sometimes, siblings are required to take on more responsibility, such as helping to care for the disabled child instead of being allowed to go out to play. Other times, it’s more basic tasks like doing their own dishes or laundry because their parents do not have time to do it for them.  


Usually, children feel the need to protect their siblings, especially their younger brothers and sisters.  This situation is amplified when one of the siblings is disabled.  Kids can be cruel and unfortunately, disabled children are particularly vulnerable to bullying.  This can make their sibling feel hurt and upset; after all, no one wants to see a family member being teased or treated poorly by others.  The child is forced to endure the pain of watching their sibling being mistreated by their peers and might even fight back against the bullies.


	The pressures of living with a sibling with a disability do not stop at the playground.  Children, whether disabled or not, crave alone time with their parents. But if there is a disabled sibling, it may be harder to get that individual time.  A child who is disabled requires more attention, oftentimes they may need to be dressed by their parents, educated at home, or fed a special diet.  


Sometimes, parents tend to give disabled children more attention than they may need, out of concern that they may not be doing enough for the child.  As natural as it may be, other children in the family can still feel guilty for feeling ignored.  They may believe that since they are not disabled, they do not have the “right” to be upset with their parents or sibling. 


























Conflicting Emotions [continued]	


Often children will not come forward with their feelings because they don’t want to bother their parents. Holding in these negative emotions can become a problem, as children will use other outlets to express them. They may start fighting at school or even let out their resentment on the disabled sibling. 


These negative feelings can leave people conflicted. They do love and care for their disabled siblings. They understand that their disabled sibling needs more time and attention. They respect the struggles that their sibling goes through in dealing with a disability daily.  But, it is normal, especially for children, to want some attention for themselves as well.


	All of these feelings – the need to protect a brother or sister, jealously, guilt, neglect – can be a lot for a child to handle.  Children need an outlet to express these issues, such as therapy, support groups or an open relationship with their parents where they feel comfortable expressing themselves.





Adjusting to a sibling’s disability as an adult


One of the points we make over and over in our Family Life and Disability workshop series is that adjustment to a family member with a disability is not a one-time event, like learning to drive. New challenges, opportunities and adjustments arise throughout life.


Siblings of disabled persons may have been forced to grow up faster and ignore feelings of anger, guilt, worry - which inevitably will arise at one point or another.  Even if the parents tried to make the road easier, one probably still feels pain from having to see a sibling suffer, or having to share their parents’ attention. They may hold in these feelings and let them out when they grow older, even directing their emotions at more ‘acceptable’ target than a sibling with a disability, losing their temper with a friend or spouse who they feel is paying more attention to someone else.


If the person with a disability has died, due to the disability, there may be feelings of guilt that arise from feeling upset or neglected on the part of the other sibling.  If the parents have died, the adult without the disability may need to take on the role as caregiver. Having to take responsibility for a disabled sibling can cause stress and sometimes even resentment. Although one may have learned a lot from having a sibling with a disability, as an adult one would like to concentrate on his or her own life. Having a sibling with a disability, especially if you are required to be the caregiver, can take attention away from that. It is not selfish to want to concentrate on one’s own life and children.


	So what can be done about it? One option is to seek out other adults who have or had siblings with disabilities.  Support groups always help, since there is no better person to give advice than someone who has walked down that same road.  


It is also a tough situation for parents. Parents should not feel guilty for being concerned about the disabled child; nothing could be more completely ‘normal’. It is important to remember that it is also normal for their other children have emotional needs, no matter how young or old those children might be.


As always, it helps to get all the information you can find. Here are a few resources we recommend:�


Association for Children with a Disability � HYPERLINK "http://www.acd.org.au/siblings/index.htm" ��http://www.acd.org.au/siblings/index.htm� 


The Sibling Support Group, which offers workshops, an on-line support group, the Sibling Slam Book and a bunch more cool stuff


	� HYPERLINK "http://www.siblingsupport.org/" ��http://www.siblingsupport.org/�	





























































































































































































































































































































Next workshops scheduled: 


Family Life & Disability Series- Early Childhood


To be held Monday, July 23 and Wednesday July 25 at Lake Region State College and Thursday & Friday, July 26-27 at Turtle Mountain Community College. To sign-up, please contact Breeanne Hinojoso at Spirit Lake (701) 351-2765 or � HYPERLINK "mailto:breeanne@spiritlakeconsulting.com" ��breeanne@spiritlakeconsulting.com� or for Turtle Mountain call Willie Davis at (701) 477-0322 or email � HYPERLINK "mailto:sharkwheels@yahoo.com" ��sharkwheels@yahoo.com�


This training is FREE, thanks to a grant received from the National Institute on Disability and Rehabilitation Research.














Have You Checked Out Our Website?


Updated constantly, � HYPERLINK "http://www.spiritlakeconsulting.com" ��www.spiritlakeconsulting.com� is always changing – for the better.








We’re on the Web!


See us at:


� HYPERLINK "http://www.spiritlakeconsulting.com" ��www.


spiritlakeconsulting.com�





314 Circle Dr 


P.O. Box 663


Fort Totten, ND 58335





Phone:


701-351-2175





Fax:


800-905-2571





E-Mail:


info@spiritlake


consulting.com





Spirit Lake Consulting, Inc.

















On our site, you can find more information on this newsletter’s topic, having a sibling with a disability, as well as variety of other subjects. It can also help give you a good idea of what we do as a company. 


Final Report on Caring for Our People Training - Phase II -- We know it is not polite to brag, but this project has been a great success. We have developed four workshop modules, a virtual library, and have demonstrated a significant improvement in the knowledge of staff members who attended this program for training on people with disabilities and chronic illness. (Note: This is a large file to download - about 1.5 MB). You can download this from our home page under Latest News this week. You an also find this report and several other grants and reports you may find useful at:


� HYPERLINK "http://www.spiritlakeconsulting.com/intranet/documents.html" ��http://www.spiritlakeconsulting.com/intranet/documents.html�


Everything here is free for the public to use. It is part of our efforts at making life better in Indian country.


	We are also in the process of creating our website for the Early Childhood workshop.  Pages are added daily. Lately, we have uploaded four pages on preventing child abuse, one on behavior problems and three on children’s friendships. The workshop will be complete in a few weeks, but we upload draft pages as we create them to allow interested people to see how websites are built, piece by piece. We are also always interested in your suggestions. See our work in progress here:


� HYPERLINK "http://www.spiritlakeconsulting.com/DA/early/index.html" ��http://www.spiritlakeconsulting.com/DA/early/index.html�	


	You can also check out our latest finished product, Special Education Rights workshop, at 


� HYPERLINK "http://www.spiritlakeconsulting.com/IEP/index.html" ��http://www.spiritlakeconsulting.com/IEP/index.html�.  This workshop is funded through a grant from the National Institute on Disability and Rehabilitation Research. If you are interested in having a three-hour workshop in your community, please contact Dr. Erich Longie at (701) 351-2175 or � HYPERLINK "mailto:ericstev@spiritlakeconsulting.com" ��ericstev@spiritlakeconsulting.com� 


	Why are we telling you this? So that you keep coming back and checking our site out. 


	If you are interested in what those upcoming changes are all about, there are a few more details about what is in progress on Dr. DeMars’ SLC blog: 


� HYPERLINK "http://www.spiritlakeconsulting.com/intranet/demars_blog.html" ��http://www.spiritlakeconsulting.com/intranet/demars_blog.html�	


	To take a look at what we have to date on our website, you can also check out our document inventory at: �HYPERLINK "http://www.spiritlakeconsulting.com/SLC/sharedfiles/"��http://www.spiritlakeconsulting.com/SLC/sharedfiles/�


And while you’re on the site, check out the SLC forum (� HYPERLINK "http://www.spiritlakeconsulting.com/forum" ��http://www.spiritlakeconsulting.com/forum�) – maybe you’ll even want to post something, browse our Virtual Library, and read past issues of our newsletters, there’s plenty of information on there to keep you reading for hours.
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