[image: image1.png]O
NSCIA

The National Spinal Cord Injury Association

a program of United Spinal Association





Parenting a Child with Spinal Cord Injury

Living with and parenting a child with SCI can be a challenging and demanding experience.   As you are beginning to understand and face your child’s injury, you are most likely feeling overwhelmed, frightened and weighted down with many mixed and/or unclear emotions.  You will experience the elements of loss and grief as you begin to live life after your child’s SCI.  As you embark on this journey, you will realize that the dreams that you have had for your child will be achieved differently than you originally expected, but that they can still be achieved!
While your child’s injury has a tremendous emotional impact on you, it will be equally unsettling for other children in the family.  Explain the injury in terms or language that will be understandable for the age(s) of your other child(ren).  Try to answer their questions to the best of your ability.  Remember that your other children are resilient, observant, concerned and aware of the changes that are occurring within and affecting your family.  If they observe you crying or sense your anxiety and stress, acknowledge this and reassure them that this is a difficult time for all of you.  It will be helpful to include your other children in conversations whenever possible and appropriate.  

If the other child(ren)/siblings are old enough to help with daily chores, allow them to do so.  This will help them be a part of this experience; it can help strengthen the bond between all of your children.  Some activities that could be given to other children include making their beds, picking up after themselves, reading to the brother or sister with SCI, getting supplies and/or keeping liquids available for their sibling, walking and feeding the family pet, emptying trash cans, setting and/or clearing the table, etc.

As the parent, you may be the primary caregiver or you may have the assistance of a home health aide or personal care attendant.  If you have an attendant who cares for your child, you will need to oversee the care.  If you share the care, you will want to arrive at a coordinated and satisfactory division of responsibilities.  Most importantly, your own health and well-being needs consistent and regular attention.  Set aside time for yourself, for you and your spouse and for you and your other siblings, if there are other children in the family.  Caregiver burnout is common, so prepare your family to try to minimize or avoid this serious problem.

You and Your Child

Early in this journey you will begin to identify goals for your injured child; these will be influenced by the age at which your child sustains SCI.  Most important will be to foster a sense of independence, self-confidence and self-esteem in your child.  Your child will begin to look to you for cues and guidance.  S/he will feel more self-assured if you can have a positive attitude for her/him to follow.  

If your child is young, the long range goal will eventually focus on helping your child transition from parent-directed care to child-directed care.  You will be preparing to let this young child become a healthy, happy and self- sufficient young adult. As your child progresses through the growth and development of the teen years, you may want to consider whether an outsider, if you are currently the caregiver, is the more appropriate person to be involved with his/her care.  This may also be a time when the gender of the caregiver becomes an important consideration. Assigning different caregivers offers the older child with SCI the opportunity to learn the skills involved in and the responsibility of directing his/her own care which will assist in his/her eventual transition to adulthood.
Other important considerations for the teenage child with a SCI will be issues and concerns that are both age and physical size related.  As your child grows, there will most likely be age-appropriate changes needed in both home and equipment.  For example, as your child is getting bigger, you may no longer be able to lift him/her; you may need a lifting device. Encourage your child to become increasingly independent in activities of daily living.  Encouraging and developing independence may need your creative emphasis and should be handled just as you would for any other child in your family. 

School considerations will be most vital.  Your goal should be to have your child resume his education as soon as able.  S/he may need assistance with note taking and eating, arrangements with the school nurse for bladder management and medications and working with school officials to plan for transportation and accessibility needs.  This will require an Individual Education Plan (IEP) and/or a 504 plan.  An important resource to develop goals and plan education needs is the National Dissemination Center for Children with Disabilities (NICHY).  

Another essential part of this journey is financial concerns and security for your child.  In addition to health insurance needs, your child’s lifetime financial well-being is an important and necessary consideration.  It will be different to plan for your child living with a disability in relation to your other children.  Considerations include developing a life care plan and establishing a Special Needs Trust for your child.  A Special Needs Trust (or Supplemental Needs Trust) is specifically designed to work for the benefit of a person with a disability. A Special Needs Trust provides a set of instructions for managing money set aside to help a disabled person. A Special Needs Trust would be created for additional needed care of the person living with a disability, not the basic support of that person.  Such a trust will help provide for quality-of-life items that you would want for your child’s future.  Seek the guidance of both a financial planner and an estate lawyer who are familiar with disability law and the creation of Special Needs Trusts.  (see our Financial Assistance/Special Needs Knowledge Book for specific resources.)

Finally, this is the time to enlist the support of not only those who love and support you, your child and family, but the organizations of parents, fellow SCI survivors, role models, professionals and caregivers.   We hope that you will seek help from the resources that accompany this Pediatric Factsheet.  So many have traveled this journey before you and are here to support you at this difficult time.  Reach out to them!!  Learn from them!!  Become your child’s advocate!!  Teach your child to become his/her own best health care advocate, as s/he travels this new pathway to the future!!
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This Factsheet is offered by NSCIA as an information service and a resource guide to help parents/legal guardians and families seek appropriate and quality care for their child who has sustained a spinal cord injury.  Any information that you may have to further update this Factsheet would be greatly appreciated.  

The NSCIA Resource Center, Spinal Cord Central provides information and referral on any subject related to spinal cord injury. Contact Spinal Cord Central at help@spinalcentralcord.org or 1-800-962-9629.
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