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This special edition of the CHS newsletter celebrates the often forgotten family members 
of individuals with disabilities, brothers and sisters.  Although the support needs of parents 
and caretakers may be addressed by the service system, far less attention is paid to the 

support needs of siblings.   

Why are the needs and concerns of siblings so important?  Siblings are part of the family 
unit and as such are directly affected by the addition of a family member with special 
needs.  The wishes of siblings may be overlooked due to the enormous time and energy 
spent by parents caring for the child with disabilities.  Siblings will spend the most amount  
of time involved in the life of the family member with disabilities; and they will be        
essential to the well being of the family member after the parents are gone.  Don Meyer, 
Director of the Sibling Support Project has written extensively about the importance of 
siblings for the well-being of people with special needs.  He summarizes his concerns 
about sibling involvement in his article “I’m Constantly Thinking About Bev and Her Future: 

Siblings Speak About Aging,” where he states:   

In the United States, there are over 4.5 million people who have 
special health, developmental, and mental health concerns.  Most of 
these people have typically developing brothers and sisters.     
Brothers and sisters are too important to ignore, if for only these 

reasons: 

 Brothers and sisters will be in the lives of family members with 

special needs longer than anyone.  Brothers and sisters will be there 
after parents are gone and special education services are a distant 
memory.  If they are provided with support and information, they 
can help their sibs live dignified lives from childhood to their senior 

years. 

 Throughout their lives, brothers and sisters share many of the 
concerns that parents of children with special needs experience, 
including isolation, a need for information, guilt, concerns about 
the future, and care giving demands.  Brothers and sisters also face 
issues that are uniquely theirs including resentment, peer issues, 

embarrassment, and pressure to achieve. 
 

In this issue we will explore the needs and concerns of 
siblings at all ages — young children, pre-teens,      
adolescents and adults.  We have also listed some     
excellent resources and websites for further information.  
Our goal is to help parents, caretakers, teachers, social 
workers and other service providers to not only        
recognize the critical role that siblings have in the    
family unit, but also to incorporate sibling needs,      
concerns and input as an integral component of service 

planning and delivery. 
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Special Edition 

Children with special needs, 
disabilities, or chronic illness 
may often need more help and 
require more attention and 
planning from their parents 
and others in order to achieve 

their maximum independence. 

Brothers and sisters can give 
parents some of the extra help 
and support they need; the 
special relationship of brothers 
and sisters, disabled and non-
disabled, is often lifelong.  This 
special and unique bond 
among siblings can foster and 
encourage the positive growth 

of the entire family. 

(NewsDigest,National Center 
for Children and Youth with 

Disabilities). 

Cooperative for Human Services , Inc. 
‘A Passion for What’s Possible’ 
420 Bedford Street, Suite 100 

Lexington, MA 02420 
www.cooperativeforhs.org 

781-538-4626 
Serving adults with disabilities and their 

families since 1981  
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The family structure changes with the addition of each new child, whether 
or not the newborn has a disability.  When the new family member has 
special needs, however, the difference for siblings can be profound and 
life long.  Usually the parents must focus all of their attention on caring 
for the child with a disability, often leaving little or no time for attention 

to the other siblings.   

For young siblings, it is especially important for parents to re-assure them    
constantly that they are loved.  Constant attention to the family member 
with special needs is very hard for them to understand — they have their 

own needs for attention, information about the sibling’s disability and help understanding 

their parents’ grief as well as their own feelings.   

Other issues arise when siblings become school age.  Although the bond between siblings 
can be very strong and meaningful, it is important to make sure they are not overly       
burdened with watching over their sibling with a disability at school.  Taking care of the 
sibling at school can be stressful and can deprive the brother or sister of free time         
necessary for making friends and socializing with their peers — very important factors in 
their lives.  Other concerns for the school aged child often involve how to talk about their 
sibling with special needs with their friends, competition with siblings for attention, how to 

respond to inappropriate teasing and other difficult social situations. 

Support groups for siblings are also an important resource to    
explore.  Organizations that provide support services to families 
with special needs may also provide support groups for siblings.  
One of the models developed across the U.S. is SIBSHOPS, a  
workshop structure developed by Don Myers, Director of the     
Sibling Support Project.  These workshops are lively programs   

developed just for young brothers and sisters.  

(To find a Sibshop near you: www.siblingsupport.org/sibshops/find-a-sibshop) 

Advice From Siblings to Parents 

New Beginnings — Childhood Needs 

HOW DO SIBLINGS FEEL? 

“It’s the same as in 
any brother or sister 
relationship, only the 

feelings are exaggerated.” 
 

Sibling 

“Supporting siblings is              

critically important for people 

with disabilities and their      

families.  I can’t think of        

anything more vital to the 

quality of life over time than     

strengthening relationships 

with siblings.“ 
 

Kevin J. Leahy 

Executive Director 

Cooperative for Human Services, Inc. 

Siblings offer important suggestions, reflections and advice developed from their own,  
first hand experience for parents, other family members, care providers and provider  
organizations.  Below they list some of their suggested strategies for interacting with the  
nondisabled sibling: (Source:  National Information Center for Children and Youth with Disabilities.)  

• Be open and honest. 

• Limit the care giving responsibilities of siblings. 

• Use respite care and other supportive services. 

• Accept the disability. 

• Schedule special time with the nondisabled sibling. 

• Let siblings settle their own differences. 

• Welcome other children and friends into the home. 

• Praise all siblings. 

• Recognize that siblings are the most important, most powerful teachers of their children. 

• Listen to siblings. 

• Involve all siblings in family events and decisions. 

• Require the disabled child to do as much for himself or herself as possible. 

• Recognize each child’s unique qualities and family contribution. 

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

• Use professionals when indicated to help siblings. 

• Teach siblings to interact. 

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

• Join sibling-related organizations. 
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There is no definitive roadmap to 
guide siblings along the journey 
called adulthood.  The journey       
typically includes establishing long 
term intimate adult relationships and 
lifestyles, building support  networks, 
deciding whether or not to have chil-
dren, establishing career and work 

related goals and planning for the future.  In families with 
a member with special needs, the care and future planning 
for the sibling is often a critical factor for adult siblings as 
they make these life long decisions. 

Transitions — Adolescents & Young Adults 

Passages — The Adult Years 

Sibling involvement has been expanding among families 

of people with disabilities for several reasons.   

First, people with disabilities today have significantly 
longer life spans due to medical advances and overall 
improved health, often outliving parents who serve as 

primary caregivers.  

Second, since deinstitutionalization in the 1970s, people 
with disabilities are living at home longer, creating 

stronger sibling relationships. 

Third, state and federal funding options are decreasing, 
and sibling involvement is a natural outgrowth of         

cost-saving measures.  
“The Massachusetts Sibling Support Network: Supporting Siblings of People 
with Disabilities,” by Emily Rubin, Director of Sibling Support at the Eunice 
Kennedy Shriver  Center, The Shriver Center SPOTLIGHT, Volume 5/Issue 1/
Summer 2012 

Sib’s Journey 

Sibs’ Journey is a project founded by 
three young college women on a 
mission to broaden the narrative of 
the sibling experience.  Childhood 
friends, Ellie, Claire and Renee    
embarked on a seven week journey 
to share stories, experiences and resources to help siblings 
navigate their complex relationships with their brothers and 
sisters.  Everyone can join in the Sibs’ Journey and continue 
to spread the word.  Visit the project’s website at 

www.sibsjourney.org.  

Website Resources for Adult Siblings 

www.disabilityinfo.org/ 

www.siblingstories.blogspot.com 

www.bu.edu/autismconnections/family-research 

www.siblingleadership.org 

www.masiblingsupport.org 

www.sibsjourney.org 

As siblings transition into adolescence and young adulthood, their needs change                
dramatically.  They are seeking their own identity with increased influence from their peers.  
This transitional stage is often marked by significantly reduced participation in family          
activities.  Older siblings may feel guilty about spending less time with their family member 
with a disability.  Conflicted feelings and emotional issues are best handled by providing a 
forum for teens and young adults to talk freely about their feelings.  Sibling support groups 
for teens/young adults are an ideal resource for siblings, as well as, individual counseling 

and/or therapy.   

It is not uncommon for teens and young adults to experience a wide range of emotions about 
how they feel about having a sibling with special needs.  The Vanderbilt Kennedy Center for Excellence in                    

Developmental Disabilities, Nashville, Tn. has identified 5 common areas: 

• Increased understanding and empathy — many siblings of children with disabilities develop a maturity about the needs of    

others and appreciation of their own health. 

• Pressure to overachieve in order to “compensate” for a sibling. 

• Worry about the well‐being of their brother or sister with a disability and/or worry about what the future holds for both them 

and their brother or sister. 

• Anger or embarrassment about a sibling’s appearance or behavior in public. 

• Jealousy of time and attention a sibling receives because of a disability. 

It is also important that parents help the family member with a disability to understand why their older siblings are    
leaving home to go to college, get married, seek employment, live on their own etc.  Family members all need to develop 

new and  creative ways to maintain their relationships and stay in touch. 



Sibling Resources  
Cooperative for Human Services, Inc. 

420 Bedford Street, Suite 100 

Lexington, MA  02420 
Sibling Support Project www.siblingsupport.org/ The Sibling Support Project provides web-based resources and education for siblings 

of all ages. You can find information about Sibshops and a great collection of books and other resources that you can order. The Sib-
ling Support Project has several online groups and listservs to help siblings connect and stay in touch with one another. SibNet and 
SibTeen are Yahoo and Facebook groups for adult and teen siblings. SibKids is a Yahoo group for kids—and parents who would like 
to learn from kids. SibParent is a group for parents who want to share about siblings of children with special healthcare needs. You will 

find more information about these groups under “Connect with Other Sibs” on the Sibling Support website.  
 

Massachusetts Sibling Support Network The MSSN is the only organization in Massachusetts focused on supporting siblings of people with disabili-

ties across the siblings’ life span. The network is made up of adult siblings, parents of young siblings, service  

providers, educators, mental health and medical professionals. The MSSN provides information and education on sibling issues,  

referrals to sibling services across the state, and social connections for siblings of all ages. Visit the Sibling Resources page to get list of sibling work-

shops and support groups at www.masiblingsupport.org 
 

Growing Up with Someone with a Disability, Revised Edition, 2002, Mary McHugh, 2002, Paul H. Brookes Publishing Co.  
 

Brothers and Sisters: A Special Part of Exceptional Families, Third Edition, 2006, Peggy A. Gallagher, Ph.D., Thomas H. Powell, Ed.D.,& Cheryl A. 

Rhodes, M.S., L.M.F.T., Paul H. Brookes Publishing Co.  
 

Sibshops, Workshops for Siblings of Children with Special Needs, Revised Edition, 2008 Don Meyer M.Ed., Patricia F. Vadasy Ph.D.    

Thicker Than Water: Essays by Adult Siblings of People with Disabilities , Edited by Don Meyer and written by 39 adult siblings, 2009—A collec-

tion of essays in which adult siblings share the highs and lows of growing up with a brother or sister with disabilities, as well as the ways their siblings 

have shaped their adult lives.  
 

“Caring for Siblings of Seriously Ill Children,” Guidelines to support parents and caregivers in caring for the siblings of  

seriously ill children. View this article at: http://kidshealth.org/parent/positive/talk/sibling_care.html# 
 

“Siblings of Children with Chronic Illnesses,” This article helps parents understand how siblings might feel and what they can do to help. View this 

article at: http://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Siblings-of-Children-with-Chronic-Ilnesses.aspx 

http://products.brookespublishing.com/cw_contributorinfo.aspx?ContribID=2076&Name=Don+Meyer+M.Ed.
http://products.brookespublishing.com/cw_contributorinfo.aspx?ContribID=2111&Name=Patricia+F.+Vadasy+Ph.D.

