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Impact of HIPPA on special needs families
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Health Insurance Portability and Accountability Act (HIPAA),
was designed to protect the privacy of medical patients and the
integrity of their medical records. To most people it just means
additional forms and clearances at the doctor’s office about
patients’ rights and privacy.

The full extent is that under the new HIPAA rules, doctors and
other healthcare professionals are not allowed to talk freely
about a patient’s medical condition.

For example, HIPAA law prevented a Delaware mother from
making psychiatric visits with her 18-year old daughter. The
mother could not even discuss with the doctors about whether
or not her daughter was properly medicated, because the
daughter was legally considered an adult. When an individual
turns 18, the law and the courts recognize him or her to be an
adult even if the person cannot fully function as one.

While privacy is a well-intentioned objective, it can have
implications for the medical care of individuals with special
needs. Currently one in five or 54 million people in the United
States report a disability and one in nine children under 18
receive special education services. Therefore, parents should
plan ahead on how they can partake in medical decisions for
their child with special needs after he or she turns 18.

Plan ahead

If you as a parent have any feeling at all that your child or other
dependent with special needs may lack significant

understanding or capability to make or communicate responsible
decisions for him or herself, as related to health care, plan ahead
before you are prevented from participating in critical medical
and care decisions. Even under HIPPA, there are steps parents
can take to ensure legal access to medical and mental health
information about their adult child with special needs.

Parents have three options. They can declare their child to be
mentally incompetent when he or she reaches 18 and assume
legal guardianship, seek partial guardianship for medical
decisions, obtain a power of attorney, or secure a release or
consent form. Because each family is different, they must
choose a solution that best meets their children’s needs.

Real families, real stories

Just because an individual has special needs, it does not mean
that he or she cannot make any decisions on their own. Many
people with special needs are high functioning. They live
independently from their parents, have jobs, and can tend to
their basic needs. However, some individuals may need
assistance in making certain decisions that require
understanding complex information.

For example, a Maryland couple has an adult child with mental
retardation. He is high functioning, lives in his own apartment,
has a job and is capable of taking public transportation.
However, he does not always understand medical terms or
treatment options and needs his parents to explain in simple
detail exactly what procedure will be done and why.
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WHAT GRANDPARENTS CAN DO TO HELP THEIR 
ADULT CHIILD WHO HAS A SPECIAL NEEDS CHILD
 
BY: Theresa M. Varnet, M.S.W., J.D.
  
 When I was asked to write this article, it brought back 
wonderful memories of the help that my mom and dad gave 
me, my husband and my daughter over the first 24 years of 
our daughter’s life. My parents passed away prior to Jen’s 25th 
birthday. The help they provided, especially in the first 10 years 
of Jen’s life, was invaluable. I don’t know how my husband and 
I could have raised Jennifer as well as we did without the help 
and guidance of my parents. 

 Jennifer, who is now 41 years old, was born with Tuberous 
Sclerosis (TS). TS is a genetic condition that results in 
seizures, heart and kidney complications, and in some cases 
developmental delay. Jennifer, unfortunately, had all the adverse 
health conditions associated with TS as well as a moderate to 
severe developmental delay.  When Jen was around 4 years old, 
she was also diagnosed as having Autism.  My husband and 
I, as young parents, were, on occasion, overwhelmed by Jen’s 
health and educational needs. 

 My parents, from the very start, were always there for us. They 
were not wealthy so they were limited in helping us financially 
but they were always there for us in other ways. They were 
always there to lend a sympathetic ear, laugh with us, cry with 
us, offer us relief from the day to day responsibilities of raising 
a child with special needs and advocating for Jen when needed. 
Their time, love and attention that they showered on Jennifer 
were precious gifts. 

 I credit my parents’ help with the fact that my husband and 
I survived this challenge as a couple and with our becoming 
the kind of parents Jen needed in her life.  As a former social 

worker and currently in my position as an attorney, I see 
similar situations among my clients where having supportive 
grandparents has made all the difference in making one’s life 
experiences in raising a special child a positive one.   Having 
the love, acceptance and support of one’s parents, makes it 
easier to raise a child with special needs. 

 I’ve gleaned the following DO’s and DON’Ts list based on my 
own experience and that of my clients. 
 
DO:

• 	 Accept your grandchild for who they are. 

• 	 Be understanding of your grandchild’s behavior. 

•	 Support your child’s parenting decisions.

• 	 Become as knowledgeable as you can about your 
	 grandchild’s condition. 

• 	 If distance permits, spend time with your grandchild.

• 	 Provide respite for your adult child by offering to sit for  
	 your grandchild when possible. 

• 	 Offer to take your grandchild to appointments or offer  
	 to accompany your child and grandchild to doctor’s  
	 visits, school meetings, etc.  

• 	 For long distance grandparents, stay in touch via  
	 telephone calls, letters, send cards of encouragement  
	 and humor and/or send gift cards for housekeeping  
	 help, massage, dinner out or other luxury that your  
	 adult child may not be able to afford. 

• 	 Offer financial assistance when able to do so.  
	 Grandparents can pay for any amount of medical or  
	 education services when paid directly to the provider  
	 for services without incurring gift tax consequences. 



	 their child’s behavior creates. It is demoralizing to be  
	 judged by those closest to them. 

• 	 Don’t place blame for your grandchild’s condition on  
	 your child. If your child abused drugs or alcohol while  
	 pregnant, intervention may be needed if there is another  
	 pregnancy. In most cases blaming your adult child often  
	 escalates feelings of guilt.

• 	 Don’t place blame for your grandchild’s condition on his  
	 or her teacher or other helping professionals. Blaming  
	 the messenger for informing parents of their child’s  
	 special needs is counter productive.

• 	 Don’t purchase U.S. Savings Bonds or fund a Uniform  
	 Transfers to Minor’s Account in your grandchild’s name.  
	 These assets may jeopardize your grandchild’s eligibility  
	 for needs based government benefits for which s/he  
	 may qualify as a result of his or her disability. Even if  
	 your grandchild doesn’t qualify for needs based benefits,  
	 if his or her disability is a behavior or conduct disorder  
	 disability, s/he will have access to these funds when s/ 
	 he turns 18 or 21. If your grandchild lacks maturity or is  
	 behaviorally challenged, these assets could be at risk.

 
Submitted by Theresa M. Varnet. Theresa has been an advocate 
for persons with disabilities for over 40 years. She is a certified 
teacher, licensed social worker, attorney and the parent of a 
daughter challenged with disabilities. A frequent speaker at national 
conferences, she is also a member of The Arc, NAELA, ASNP, the 
Worcester County, Massachusetts and American Bar Association. She 
divides her time between Chicago office of Spain, Spain & Varnet, P.C. 
and Fletcher, Tilton & Whipple, P.C. in Worcester, MA 

The opinions expressed above are those of the author and do not 
necessarily represent those of Metropolitan Life Insurance Company 
or its affiliates.   

MetDESK®, MetLife’s Division of Estate Planning for Special Kids, 
works with national non profits and individuals to help support the 
mutual goal of helping individuals with special needs.  MetDESK® is 
dedicated to helping families plan for the future of children and/or 
dependents with special needs.  Helping you answer those questions, 
directing you to the right resources, and just being there as a resource 
and advocate for you, is an important part of what we do.  If you’d 
like to find out more, or you’d like to be referred to a local MetDESK® 
Specialist, please call 1-877-MetDESK, or 1-877-638-3375, or visit our 
website at www.metlife.com/DESK.
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• 	 Get financial advice from a financial planner who is  
	 familiar with special needs financial planning – such as  
	 a MetDESK Specialist and plan early for your  
	 grandchild’s future. 

• 	 Change your wills or living trust documents so that  
	 any share of your inheritance that may be distributed  
	 to your grandchild with special needs will be distributed  
	 to a properly written SPECIAL NEEDS TRUST.  
	 (NOTE: A special needs trust is a type of trust that  
	 allows a beneficiary who is disabled to receive and  
	 benefit from an inheritance or life insurance policy  
	 without jeopardizing his or her eligibility for  
	 government benefits. Your MetDESK Specialist will be  
	 familiar with special needs attorneys who practice in  
	 your area. It is important that an attorney you consult  
	 with regarding a special needs trust be a member of  
	 National Academy of Elder Law Attorneys (NAELA) or  
	 a member of Academy of Special Needs Planners  
	 (ASNP). The typical attorney does not usually have the  
	 expertise to draft a properly written special needs trust.) 

• 	 Consider a “2nd to Die/Survivorship” life insurance  
	 policy to fund a special needs trust to maximize  
	 resources in a special needs trust. This type of policy is  
	 little known but is ideal for funding a special needs  
	 trust. A MetDESK Specialist can provide you with  
	 information regarding this cost efficient policy option  
	 for funding special needs trusts. 

• 	 Support Federal Legislation to establish tax exempt  
	 accounts for individuals with a disability. On Feb.  
	 26, 2009 legislation was introduced called Achieving a  
	 Better Life Experience Act of 2009 (ABLE Act of 2009).  
	 This legislation will allow individual tax payers a tax  
	 deduction of up to $2,000 per year for contributions to  
	 an ABLE account. The ABLE account will be  
	 disregarded in determining eligibility for Medicaid  
	 benefits and other means tested programs such as SSI,  
	 Section 8 and food stamps. The funds in these trusts  
	 can be used for education, housing, transportation,  
	 employment support, medical care and certain life  
	 necessities that are related to the individual’s disability. 

 
 DON’T:

• 	 Don’t deny your grandchild’s condition – denying it  
	 exists doesn’t make it less real.

• 	 Don’t judge your child’s parenting skills. Parents who  
	 have children with hyperactive or behavior disorders  
	 need your support to help them cope with the stresses  
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