Let’s Talk About Siblings
DDI VANTAGE, Learning Links

Considerations

-Children with disabilities require a large portion of family time, attention, money, and
psychological support

-The non-disabled child’s reaction to a sibling with disabilities can affect the overall
adjustment and development of self esteem in BOTH CHILDREN

-Each sibling and each relationship between siblings is unique, important, and special

-Sibling relationships typically comprise a child’s first social network and are a basis for all
future interactions with people outside the family

-Each child’s temperament plays a role in their response to a sibling. Both positive and
negative feelings exist in all relationships. For most children relationships with a sibling
who has disabilities tends to be more positive then negative.

~-Children who have a sibling with disabilities, overall, have more positive and fewer
negative interactions with other children than do those with only non-disabled siblings.
These things include more empathy and altruism, increased tolerance for differences,
increased sense of maturity and responsibility, and more pride in their sibling’s
accomplishments

Emotional Phases of Sibling

-Siblings are playmates first. Their relationship may expand over the years to include a
number of different roles: teacher, friend, companion, follower, protector, enemy,
competitor, confidant, role model, etc.

-Siblings of a child with a disability experience a similar range of emotions to a child of a
sibling without disabilities. These feelings may include: love, empathy, pride, guilt, anger,
support, etc. Of importance is that these feelings have a great impact on the levels of stress
and coping ability of the sibling with a disability.

-Each child’s reaction varies depending on his/her age and developmental level. These
responses tend to change over time as the siblings adapt. For example:

0 Preschool age children- may mimic the physical or behavioral actions of the
child with disabilities. May regress in behavioral development as an attention
seeking method. Commons emotions include feelings of confusion, fear, anxiety,
and anger. Resentment of parent time spent with child who has disabilities and
perceive it as rejection. Perception that parents love child with a disability more,



wonder what is wrong with them. Extremes such as acting out to get attention or
become the “perfect child”

o Elementary school aged children - Embarrassment or ashamed as they recognize
differences between their sibling and other children’s siblings. May worry about
“catching” or developing a problem themselves. Guilt because they don’t have a
disability and are beginning to fully realize the things their sibling can’t do. May feel
protective and supportive of sibling to the point of triggering conflicts with peers.

o Young adults - Future oriented concerns. Concern about how peers (people they
date, socialize with, and potentially marry) will accept their sibling with disabilities.
Could even extend to concerns about genetic counseling when planning own family
and coping with anxiety about future responsibilities for sibling with a disability.

Feelings of obligation to compensate or “make up for” the limitations of the child with
disabilities

May act as a surrogate parent

The younger the child, the more difficult it may be for her to realistically understand the
situation and interpret events accurately

How to Help the Siblings with their Emotional Coping and Growth

®

Honesty and information! Remember that your children have limited live experience to help
them put such things in perspective.

Explanation for the tensions within the family and the cause of such tension

Provide avenues to safely discuss feelings and emotions. Remember, siblings may have no
knowledge of what life was like without a brother or sister with a disability

Give them an explanation for their sibling’s difficulties so they will not make incorrect
assumptions

Understand that there will be a gap between the nondisabled sibling’s knowledge and
actions. The sibling may be able to rationally explain a brother or sister’s disability to
friends and neighbors, but may still exhibit signs of emotional difficulty at home

Remember that knowledge is empowering and puts fear into perspective. Just knowing the
facts about a disease or disability may remove the sting of embarrassment, uncertainty, and
fear.



Future Planning

While it is true you don’t yet know what your child with disabilities will be able to do or what the
future will hold, it is still important to plan for the future to decrease stress on yourself and your
other children. When developing this plan be sure to consider all necessary things such as mobility,
social and communication skills, education, and the individual’s own ideas about where they want
to live and work.

A file regarding future planning should be kept in a safe place that is known to all family members.
Consider the following ideas when developing this plan:

8.
9.

1.Develop financial plans for the future care including the possibility of setting up a trust for
the child with disabilities. Make sure your attorney is experienced in writing a will for those
who have an heir with a disability.

Know your state’s laws regarding guardianship and independence. Establish whether the
sibling with a disability requires no, partial, or full guardianship. Be sure your guardianship
plans are recorded in writing.

Siblings without disabilities should know where to access needed educational, vocational,
and medical records

Consider the future health of the sibling with a disability in regard to needed services and
care.

Understand legal and eligibility requirements of programs such as Supplemental Security
Income (SSI), independent living centers, and so forth

Remember that as the family grows and changes the members within it change as do their
needs. Set a future date to re-evaluate your family’s plan.

Encourage your child with disabilities to be as independent as possible.
Take every opportunity to integrate your child into the “non-disabled” world

Make sure your child gets as much “real world” training as possible in school

10. Talk to an attorney about estate planning and set up an executorship

11. Have a plan for your children with specific caregivers outlined who can care for your

children should death occur unexpectedly



Notes from the book Siblings Without Rivalry

by Derenda Timmons Schubert, Ph.D.
Pacific Northwest Children's Services
Waverly Children's Home
3550 SE Woodward Avenue
Portland, OR 97202

I would like to introduce families to a book that might help address issues related to sibling rivalry.
All sibling relationships can have their good times and their rocky times. In the book, Siblings
Without Rivalry, by Adele Faber and Elaine Mazlish, parents are provided with an easy to read,
down-to-earth approach to managing sibling conflict. Plus, there are many entertaining cartoons
illustrating every day parent/sibling experiences. One particular aspect of the book is "What do you
do with sibling rivalry when one of the siblings has a disability." The following are suggestions
provided by the authors:

Focus on children's ABILITIES rather than DISABILITIES; Encourage ABILITIES.

ACKNOWLEDGE ALL of children's FEELINGS about their siblings with special needs.
Sometimes it can be difficult to respond empathetically when one sibling is making negative
remarks about the child with a special need. However, when children know that they can
express the full range of their emotional experience, the emotion is less likely to transform
into behavior (i.e. ignoring a sibling, hitting a sibling) or physical complaints (i.e.
stomachaches, headaches).

Resist the urge to compare children even when those COMPARISONS involve positive
comments. Such comparisons can make a child feel less than unique.

Resist the tendency to place children in ROLES. It is likely that one child in the family will
possess special talent in an area. It is important to encourage, support, and celebrate this
child's accomplishment; while at the same time, sending the message to other children in the
family that such experiences are for everyone not just those who excel in the area. For
example, phrases such as the following need to be kept in check: "He's our athlete," "She
never gives us any problem,” "He's the smart one."

Instead of worrying about spending EQUAL time with children, focus on individual needs
and showing children that they are loved UNIQUELY. For instance, tell a child why you
think he is a terrific person.

Sibling Support Project — www.siblingsupport.org. Classes and workshops, books, and
other resources, for siblings and parents of a child with disabilities.

Google “siblings of children with disabilities” TONS of resources online



What are some other sou-ces of informe :ion and support?

e T.c Nau-nal informatior _.enter for Chit --n and Youth with

sapities (NICHCY; News Digest#11  _nildren with

sapiiies: Understanding Sipling Issue.  delves into issues of

no of cnildren v :h special needs. This lengthy digest
1catur-. several interesting articles, different points of view,
suggestions for parents. and reviews research findings. It's
available in text-only (17 pages) and PDF 12 pages) versions.

e Tne Sibling Support Project is a national program for brothers and
sisters of people with special health and developmental needs.
The Projec’’s main goal is to promote pee’ support and education
prog: ams for brothers and sisters of peopl= with special needs.
Tney create books and newsletters to raise awareness, conduct
workshops. and sponsor listservs. The wenosite has a great list of
books and other resources for children anc adults. You can also
find local events for siblings of special-needs kids. They also run
a listserv just for kids. called SibKids.

o Q&A about siblings of people with mental retardation from the
£3RC. Also available in Snanish.

o Ziblings of Children with -ecial Health and Developmental
Newds: Programs, Servi: -3 and Considerations

e Sib-ngs for Significant C' :nge is a national network that works to
bi:id mutual support for - 1lings of handicapped persons. They
tran: siblings to be advoc tes for themselves and their families,

AN et )

and provide networking - suppor: and socializing. auarterly
m=asung: newslene: pn ©- nework. speakers bureau. audio-
vieuz Mmatena and ioce cnaoters Write: Sit ngs for Significan:
Crangs 250 Titn Ave.. Room 627. New Yort.. NY 1011E. Call 1-
2405252681 o 1-800-847-8231.

« "SI.S e Siohng Neec anc involvement Srofiie” is & tool you can
use vith vour chilg 1o proviae you with feedback and stan needed
discussior.. You zan orde: a copy of SNIP for $2.00. which
Incluges postade and handing. from the Nisonper Center
Pupircauons Office. The Ohio State University. 357E McCampbell
Hali 1544 Dodd Drive. Coumbus, OH 43210-1257, USA. Call
614-247-7900 for information

What are some recommended books on parenting siblings of
kids with special nezds?

» |t Isn't Fair' Edited by Stanley D. Klein and Maxwell J. Schleifer
F/'esenfs a wide range of perspectives on the relationship of
siblings to children with disabilities, written by parents, young
adult siblings. younger siblings, and professionals. The issues of
fairness, expeciations, rewards, punishments, caretaking
rasponsibilites, and negative feelings are all thoroughly
discussed.

e Living with a Brother or Sister with Special Needs: A Book for
Siblings. by Donald Meyer and Patricia Vadasy.

Nsy be useful for both parents and children to read.

o Brothers and Sisters: A Special Part of Exceptional Families, by
Thomas Powei and Peggy Gallagher.

e Proiiie of the Otner Child: A Sibling Guide for Parents, by Frances
W.cCafirey and Thomas Fish.

his pamphist may be availzble for $§2.00 from the Nisonger
Cenier ar Oihio Siats Universiiy.

» Sidblings Withoui Rivalry, by Adele Faber and Elaine Mazlish.

4 real classic—z quick and easy read with poweriul techniques
vou can siari us: 7 right sway.

e How 1o Cope with Menial Jliness in Your Family: A Self Care
Guide for Siblings. Ciispring and Parents, by Diane Marsh, Rex
Dickens and £. Fuller Torrey.

¢ VWhen Madness Comes Home: Help and Hope for the Children,
Siblings_and_Partners of the Mentally lll, by Victoria Secunda.
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How to Help Children Cope

1. Talking o them when they act out can help them deal with their feelings.
Listen to them.

2. Talking about your own feelings helps, too. By modeling good
communication skills, you can teach your children to recognize and express
their own feelings.

3. Remember that all siblings "hate" each other sometimes. Must give kids
room to be normal kids.

4. Look at the situation from their point of view. (Remember how normal you
wanted to be at that age.)

5. Balance the special things the child with the disability gets with special
things for the siblings.

6. Giving each of the children special time alone with mom and dad helps
defuse the jealousy.

7. Giving the other children specific tasks to do to help their sibling can also
defuse resentment over his extra attention. (But not too many tasks.)

8. Parents should not have a double standard for the children in the family.
(Egs. All should be disciplined the same.)

9. Be open and honest. Help the children understand the disability. Share
information.

10. Welcome other children and friends into the home.

11. Require the child with the disability to do as much for himself as
possible.



12. Recognize each child's unique qualities and family contribution.

13. Recognize special stress times for siblings and plan to minimize negative
effects.

14. Provide opportunities for a normal family life and normal family
activities.

15. Join sibling-related organizations.



