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Introduction

According to the U.S. Census 2000, more than six million children across the country are living in households headed by grandparents or other relatives (see attached Census 2000 SF1 table).
 About 2.4 million grandparents are primarily responsible for meeting the basic needs of these children.
 Factors such as child abuse and neglect; parental substance abuse, incarceration, HIV/AIDS, death, mental health problems; family violence; teenage pregnancy; poverty, and even military deployment are causing growing numbers of grandparents and other relatives to step forward and keep families together. Despite the common stereotype of the single, African American grandmother raising her grandchildren in the inner city, the phenomenon transcends all socioeconomic groups, geographic areas, and ethnicities. 

When parents have been unable to care for their children, grandparents and other relatives have provided a safety net for these children. By keeping them out of the formal foster care system, conservative estimates show that grandparents and other relatives save taxpayers more than $6.5 billion dollars each year.
 In taking on this role, however, caregivers face a range of challenges related to securing basic services and provisions for the children in their care, including difficulty accessing health and mental health care and coverage; obtaining legal services; enrolling children in school and receiving special education services; and, finding appropriate housing. 

Critical Elements and Key Factors

Many children thrive in kinship care. Children living with relatives maintain connections to their family members, traditions, and identity. In many cases, kinship caregiving enables sibling groups to remain intact. The children are able, to a greater extent than foster children not in kinship care, to maintain relationships with their birth parents and other family members. Children in kinship care also have more stable living situations than those in non-kin foster care placement. Children placed with kin by the child welfare system are less likely to experience multiple placements, and are more likely to stay within the same community and school system.
  Not only are children in kinship care usually familiar with their caregivers and therefore less traumatized by moving into kin care, but often also express feeling “loved.” Despite this, the caregivers and children face many challenges. 

Legal Relationship

Of the 6 million children living in grandparent- and other relative-headed households, many, if not most, are raising the children “informally” or without a legal relationship such as adoption, legal custody, or guardianship. Many relative caregivers who raise children “informally” do so for a number of reasons. Although they sense that their caregiving arrangement is permanent, they hope that the parents will be able or willing to raise the children at some point in the future. For caregivers to establish a legal relationship with the children they raise, they must bring a legal proceeding against the parents, one of whom is their relative. These proceedings are usually lengthy, expensive and emotionally difficult for everyone involved. In addition, some cultures do not believe in adoption, but rather have a tradition of caring for extended families.  

Some caregivers might choose to become formal foster parents for the child. In such cases, caregivers must meet the licensing and training requirements for foster parents and the legal custody of the child is with the child welfare agency. 

Although many states offer an array of legal options and supportive policies for grandparents and other relatives raising children, many judges and lawyers do not know about relevant laws in their own states.  Also, these professionals can be unaware of and/or insensitive to the needs of relative-headed families.  

Lack of a formal legal relationship often leads to difficulty accessing supports and services taken for granted by other families. 

Special Needs

A number of the children being raised by kinship caregivers have serious physical and mental health problems that require immediate attention and sometimes long-term treatment.  Some of their problems are related to the behavior or circumstances of the parents who are no longer raising them. The problems may have started at birth, such as low birth weight, drug addiction, Fetal Alcohol Syndrome, HIV/AIDS, and other physical and emotional disabilities.  Other problems include Attention Deficit Hyperactivity Disorder (ADHD), adjustment and attachment disorders, learning disabilities and other mental health disorders.  Experiencing multiple living arrangements is often stressful and compounds any emotional disorders developing in childhood.

The challenges kinship caregivers face in getting help to their children often exacerbate these problems. One in three children living in grandparent-maintained homes in 1996 had no health insurance (as compared with one in seven children in the overall child population).
 Given the absence of their parents, these children are more likely to be without private health insurance, which most frequently attaches to the parents’ employer.  

While caregiving can be very rewarding, the caregivers themselves face a myriad of issues as they struggle to keep their families together. Studies have shown that grandparents are likely to neglect their own health by skipping or postponing medical appointments as they strive to meet the needs of the children in their care.  In a recent survey, caregivers identified exhaustion, poor eating habits, sleep deprivation and failure to exercise as symptoms of the demands and stresses of caregiving
.  Chronic health problems have been reported in studies of Hispanic, Caucasian and African-American grandparents raising grandchildren.
 These challenges can be especially overwhelming when relatives care for children with mental or physical disabilities.  

Information and Access to Services
In many states, relatives who are raising children “informally” face limitations enrolling children in school; securing necessary immunizations to allow for the child’s enrollment; participating in planning for a child’s special education, or making other educational decisions on the child’s behalf.  

Among the most critical needs of grandparent and other relative caregivers is the need for accurate, easily accessible, timely information and assistance about issues such as legal, financial, support services (such as counseling, respite care, mentoring, tutoring, activities for grandchildren, etc.), health, housing, education and child-rearing. Currently there is no nationwide single point of contact for caregivers to go to access information about resources available in their community.   Information can be very difficult to obtain, and caregivers are often overwhelmed when trying to “navigate the system.”  Relevant laws, types of resources, and accessibility vary significantly across states and localities and caregivers are vastly unaware of existing supports and services that can be helpful to them right now
.  

Financial Issues

A little over 20% of relative-headed households live in poverty.
  Sometimes the grandparent or other relative caregiver is retired and living on a fixed income.  Sometimes they are working, but need help finding and paying for quality child care.  Kinship caregivers almost never anticipated that they would be raising the children in their care, and thus may need financial assistance to meet the needs of the children, at least initially.  On the other hand, not all relative caregivers need financial assistance.  

Although there are several potential funding streams to which grandparents and other relatives can turn for financial assistance in raising children, two of the major programs (TANF and foster care) were not designed with relative caregivers in mind.  For example, when the TANF program was created in 1996, the rhetoric was about getting able-bodied parents to work, not requiring a retired grandmother to go back to work so that she can receive financial assistance to care for a child she is keeping out of the foster care system.  The notion of offering temporary support in such cases is contrary to the Adoption and Safe Families Act (ASFA) goals of building safe, loving, permanent homes for children.  

Similarly, foster care was not designed for kinship care families.  Unlike non-kin foster parents, grandparents and other relatives often have no warning before the children are on their doorstep.  While safety concerns are equally important for children living with kin and non-kin, conducting background checks, home studies, training and other licensing requirements can delay access to financial supports for relatives suddenly caring for a child.  In addition, as with TANF, foster care is intended to be temporary, not permanent.

Subsidized guardianship programs can often be used to bridge the gap between foster care and TANF.  The financial support offered in these programs may create a realistic alternative to TANF, foster care or adoption, one that provides stability and permanency for the child, while also providing flexibility for the caregivers if the child’s parent’s situation improves.  At the present time, however, most of the subsidized guardianship programs are available only for children who have been in foster care.  They do not help grandparents and other relatives who have intervened before abuse and neglect occurred.  Furthermore, currently there is no steady source of federal funding for subsidized guardianship programs leaving many existing programs vulnerable to cuts. 
Housing
The lack of affordable housing is an issue for many Americans, but grandparents and other relatives face certain unique barriers related to their particular circumstances, varied ages, and the usually unexpected experiences which led to their family arrangement. Many of these caregivers live on fixed incomes and often in small apartments and houses that are not suitable for children or may be in “senior only” developments.  The dearth of reasonably priced, large, three or more bedroom units is an increasing problem as the public housing system increasingly relies on the Section 8 voucher program for the provision of housing to low-income people.
  
While there are some statutory and policy obstacles facing grandparent-headed families, many of the real barriers are caused by lack of training and education. Many housing providers fail to understand the needs of these families, and staff, often unwittingly, misinterpret HUD policy related to familial status and age restrictions. For example, they may unlawfully require relative caregivers to have legal custody or guardianship of the children in their care in order to qualify for assisted housing or require a child living in senior housing to leave when the housing does not meet the requirement for senior-only designation.  As a result, otherwise eligible families are often turned away or illegally forced to move by public housing authorities.

Current Political and Social Factors

While federal, state and local policies have been enacted to support the families, much still needs to be done. State and local governments are increasingly depending on extended families to care for children without providing additional supports. The federal government has skirted the issue and has generally failed to recognize kinship care families as permanent families, leaving them in limbo and without support. 

Until 2000, the aging network, consisting of service providers for older adults, provided few supports for older relatives raising children.  This began to shift with the inclusion of grandparents and other relatives raising children in the National Family Caregiver Support Program which was signed into law in 2000 as a part of the Older Americans Act. Under the NFCSP, 10 percent of this funding can be used by states to provide supportive services to grandparents and other relatives who are 60 and older. Services may include: information and assistance in accessing services, individual or family counseling, support groups or caregiver training, respite care, or supplemental services on a limited basis. These funds are administered by the aging network and have led to the increased awareness and services for the families. 

Another federal law that brought attention to grandparents and other relatives raising children is LEGACY. In 2003, provisions of the LEGACY intergenerational housing bill were signed into law as part of the American Dream Downpayment Act.  These provisions call for HUD to create national demonstration projects that provide opportunities within HUD’s Section 202 program to develop housing specifically for grandparents and other relatives raising children; provide training to frontline HUD workers about the specific needs of kinship families; and, conduct a national study of the housing needs of kinship families. HUD has not yet implemented this program and is requiring a specific earmarked appropriation.

At the state level, Medical and Educational Consent Laws have been enacted making it possible for relative caregivers who do not have a legal relationship to the children in their care to access medical treatment and educational services on behalf of the children.  These laws allow a relative caregiver without legal custody or guardianship of a child to submit an affidavit to enroll the child in school and to consent to medical treatment on his or her behalf. (Medical consent is currently available in 24 states, educational consent in 9 states.) 

Several states have also created Subsidized Guardianship programs which provide a permanent alternative to adoption for eligible children who are leaving the state child welfare system or who are at risk of being placed in foster care. Guardianship of the child is with the caregiver who receives a subsidy in order to be able to provide for the needs of the children. (Available in 35 states and the District of Columbia)  

Kinship Navigator Programs have been pioneered in New Jersey and Ohio. These create a “one stop shopping” center to help caregivers learn about and connect to existing services and benefits in their state. 
Some states have begun to address caregiver needs through other innovative supportive public policies. These include several types of state laws that govern the legal relationship between the child and the caregivers and provide resources and information for caregiver families. With a combination of state and federal dollars, some regions have even leveraged funding for respite care programs, resource guides, and public education campaigns.
Current Players

There is a strong group of kinship care advocates at both the state and national levels. In addition to Generations United, key national organizations include, but are not limited to: American Academy of Pediatrics, AARP, American Bar Association, Brookdale Foundation Group, Casey Family Programs, Child Welfare League of America, Children’s Defense Fund, National Committee of Grandparents for Children’s Rights.  

In 1997 national advocates came together for the First National Expert Symposium on Grandparents and Other Relatives Raising Children to make recommendations for ongoing work to support caregiver families. An action agenda resulted from that event which also launched an advisory group of kinship care experts that meets quarterly to discuss ways to move the agenda forward, share information, and learn from one another. After accomplishing many of the objectives in the first expert symposium, Generations United, in collaboration with other national leaders, held a second national expert symposium in July 2004 which resulted in the release of Grandparents and Other Relatives Raising Children: The Second Intergenerational Action Agenda. Available for free download at www.gu.org, this action agenda acts as a guide for current advocates in the field. 

In addition to the national leaders, there are local support groups, advocacy organizations, and state and local coalitions or networks across the United States.  For information about local groups in your state, visit www.gu.org/projg&ostates.asp  and click on your state. 

How KIDS COUNT Data Projects Can Play A Role 

Grandparents Raising Grandchildren face a range of challenges meeting the daily basic needs of children in their care.  Doing public education and advocacy for supportive policies is often important to them but forced to the end of their list of priorities due to their caregiver role.  As a result, the role of leaders like KIDS COUNT projects is critical to the progress of policies that support these families.

Kids Count projects can be play an effective role in influencing public policies that support relative caregivers by:

· Including data about grandparents and other relatives as caregivers in your state KIDS COUNT data book.  Visit the Census Bureau website http://factfinder.census.gov  to learn about the numbers of grandparents and other relatives raising children in your state and district;
· Considering writing a special white paper or policy brief on the subject.  A special paper could highlight state and local data on grandparents and other relatives as caregivers, the key issues and consequences, as well as gaps in services and policies.  Read the fact sheet for your state at www.gu.org/projg&ostates.asp to get more information to aid in your research;

· Connecting with statewide or local coalitions that may operate in your locality (visit www.gu.org/projg&ostates.asp and click on your state to learn if there is a group near you)

· Learning about pending state legislation to support kinship care (Updates available in Generations United quarterly newsletter—email www.gu.org to sign up for our mailing list, or from your local network or coalition leader where available)

· Joining the Generations United legislative alert list to get information and action updates on federal legislation to support grandparents and other relatives including information on the National Family Caregiver Support Program, the Kinship Caregiver Support Act and the LEGACY intergenerational housing act.  

· Learning about any local visibility raising events in your state such as “GrandRallies” town hall forums, conferences, or briefings, and finding out how to become involved. (Contact your local coalition leader or Generations United for information about events near you)

· Participate in the National GrandRally on Capitol Hill on September 14th in Washington DC. Visit www.childrensdefense.org for more information.

Best Available sources on Grandparents & Other Relatives as Caregivers
GENERATIONS UNITED--  www.gu.org 

Fact Sheets from Generations United on grandparents raising grandchildren and the following issues: housing; support in the workplace; access to education; support groups; subsidized guardianship; respite care; the National Family Caregiver Support Program and more.  http://www.gu.org/projg&ofaqs.asp 

State Fact Sheets are available for every state and the District of Columbia, these concise fact sheets share information about resources, laws, and programs to serve kinship caregivers in each state. Available at http://www.gu.org/projg&ostates.asp 

Generations United, Grandparents and Other Relatives Raising Children: The Second Intergenerational Action Agenda, (Washington DC, Author, 2005)

Generations United, Grandparents and Other Relatives Raising Children: Annotated Bibliography, (Washington DC: Author 2002)

U.S. BUREAU OF THE CENSUS-  www.census.gov
factfinder.census.gov . This online resource will allow you to find data about the numbers of grandparents and other relatives raising children by state, city, or Congressional District. 
Terry Lugaila and Julia Overturf, Children and the Households They live in : 2000​- Census 2000 Special Reports, (Washington DC: United States Census Bureau, 2004)
Tavia Simmons and Jane Lawler Dye,  Grandparents Living With Grandchildren: 2000. (Washington, DC: United States Census Bureau, 2003)

Jason Fields, Children’s Living Arrangements and Characteristics: March 2002, (Washington DC: United States Census Bureau, 2002) 

Lynne M. Casper and Kenneth R. Bryson, Co-resident Grandparents and Their Grandchildren: Grandparent-maintained Families. Population Division Working Series #26 (Washington, DC: United States Census Bureau, 1998)

URBAN INSTITUTE -- www.urban.org 

Julie Murray, Jennifer Ehrle Macomber, and  Rob Geen, Estimating Financial Support for Kinship Caregivers,(Washington DC: The Urban Institute, 2004)

Rob Geen, Kinship Care: Making the Most of a Valuable Resource, (Washington DC: The Urban Institute, 2003)

Cynthia Andrew Scarcell, Jennifer Ehrle, and Rob Geen, Identifying and Addressing the Needs of Children in Grandparents Care, (Washington DC: The Urban Institute, 2003)

The Urban Institute, Children in Kinship Care. (Washington DC: Author, 2003)

Jennifer Ehrle, Rob Geen, Rebecca L. Clark. Children Cared for by Relatives: Who are They and How are They Fairing? (Washington DC: The Urban Institute, 2001)

Jacob Leos-Urbel, Roseana Bess, and Rob Geen, State Policies for Assessing and Supporting Kinship Foster Parents, (Washington DC: The Urban Institute, 2000)

Report to the Congress on Kinship Foster Care, (Washington DC: U.S. Department of Health and Human Services, 2000) – aspe.hhs.gov/hsp/kinr2c00/   Portions of this document were authored by the Urban Institute.
AARP –www.aarp.org/life/grandparents  

AARP, Lean on Me: Support and Minority Outreach for Grandparents Raising Grandchildren, (Washington DC: Author, 2003)

CHILDREN’S DEFENSE FUND –  www.gu.org 

Financial 

Mary Bissell and Jennifer Miller, Using Subsidized Guardianship to Improve Outcome for Children: Key Questions to Consider, (Washington, DC: Children’s Defense Fund, 2004). 

MaryLee Allen, Mary Bissell, and Jennifer Miller, Expanding Permanency Options for Children: A Guide to Subsidized Guardianship Programs, (Washington, DC: Children’s Defense Fund and Cornerstone Consulting, 2003). 

Health and Mental Health

Children’s Defense Fund, The Grandparent’s and Other Relative Caregiver’s Guide to Raising Children with Disabilities, (Washington, DC: Author, 2002),

Children’s Defense Fund, The Grandparent’s and Other Relative Caregiver’s Guide to Child Care and Early Childhood Education Programs, (Washington, DC: Author, 2002),

Children’s Defense Fund, The Grandparent’s and Other Relative Caregiver’s Guide to Food and Nutrition Programs for Children, (Washington, DC: Author, 2002),

Children’s Defense Fund, The Grandparent’s and Other Relative Caregiver’s Guide to Health Insurance for Children, (Washington, DC: Author, 2002), 

Mary K. Bissell and MaryLee Allen, Healthy Ties: Ensuring Health Coverage for Children Raised by Grandparents and Other Relatives, (Washington, DC: Children’s Defense Fund, 2001).

OTHER HELPFUL WEBSITES:
Administration on Aging - www.aoa.gov 

Brookdale Foundation Group – www.brookdalefoundation.org 

Casey Family Programs- www.casey.org, 

Child Welfare League of America - www.cwla.org,

National Center on Grandparents and Other Relatives Raising Children - chhs.gsu.edu/nationalcenter  
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