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PREFACE 

This monograph provides information, insight, and references for sc1vice providers 

who are serving grandparents raising a young child with special needs. In this monograph the 

terms "custodial grandparent," "grandparent families," or "grandparent household" refers to a 

family where the grandparent or grandparents have assumed the role of 'parent' in the care of 

a young child with special needs. "Custody" is control and responsibility of a young child, 

and can refer to physical or legal custody. "Guardianship" is physical and legal custody. The 

term "at risk child" indicates a child under 3 years of age who would experience a 

developmental delay if early intervention services were not to be provided. A "disability" is 

a special need defined as a developmental delay in cognitive, physical, communication, 

social, emotional, or adaptive development, or a high probability of experiencing 

developmental delay. "Natural environment" refers to the environment that is typical for the 

individual child. 

In this monograph, grandparent families that are participating in early intervention 

programs will be described through interviews conducted by the SKI-HI Institute staff with 

service providers that serve these families. Challenges that custodial grandparent families 

face in caring for a young child with disabilities will be explored. Supports and services for 

grandparent families wiJI be reviewed along with insights into workfog with grandparent 

families in early inte1vention programs. Ideas to assist service providers that are currently 

working to understand and serve the needs of grandparent families will be presented. 
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In a time when drugs, prison, divorce, death, desertion, accident, abuse, teen 

pregnancy, etc., are taking children away from parents, grandparents are stepping forward to 

provide daily, loving care. The image of older grandparents gently rocking on the front 

porch while their visiting grandchildren play is often replaced by grandparents with 

limited time, energy, and means providing for the daily needs of grandchildren. Physical 

decline, disability, and limited income can make caring for a young child challenging and 

often frustrating. When the young child that grandparents are caring for has a special 

need (disability), second-time parenting can become very challenging. Grandparents 

who parent young children with special needs make personal sacrifices as they step 

forward to provide love, support, and care for their grandchildren. 

Grandparents throughout the ages have given support to their children and 

grandchildren. The major difference for many grandparents today is that in the past 

grandparents usually assumed a background role in the actual parenting of grandchildren. 

There is, however, nothing new about a grandparent caring for a young child in crisis. 

Many have taken orphaned grandchildren or helped to support single mothers. There are 

also traditions of intergenerational families in African-American and Hispanic communities 

living together and helping each other. "What is new are the numbers of grandparents, of 

grandchildren, in crises" (de Toledo & Brown, 1995, p. 10). 

Most grandparents were not planning to raise their grandchildren. They had other 

plans for this stage in their lives. Travel, relaxation, hobbies, and time to spend with each 

other and friends are a few of the things grandparents usually want to do. Grandparents, 

however, feel a sense of duty, the bonds of family, and a deep sense of love and devotion to 



their grandchildren who do not always have parents who can care for them. The balance and 

structure o:f the entire family unit is changed when a parent cannot care for a child and the 

grandparent takes over the role of the parent (Houtman, 1999). 

The very best way to help young children with special needs or at risk to grow into 

confident, able learners is to alter experiences that influence their development through 

assisting those who care for them. Through loving and consistent interaction with nurturing 

caregivers, young children learn trust and a sense of well-being during those first days, 

weeks, and months of life. "If those weeks and months are lost ... , it is unlikely later that 

the child's brain will develop the neural pathways that develop motivation to learn or that the 

child will develop self-esteem and the capacity for empathy that characterizes human beings" 

(Harris, 1998, p.3). It is clear that we need to incorporate ways to insure that the needs of 

infants and young children with special needs/disabilities are met. As early intervention 

professionals we need to be sure that we are doing all that we can to ensure optimal growth 

and development of infants and young children with disabilities and their grandparent 

families. 
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GRANDPARENTS RAISING 

YOUNG CHILDREN 

WITH SPECIAL NEEDS

INTRODUCTION 

Over 3.75 million children with disabilities under the age of 18 are being raised in 

households headed by a grandparent or grandparents. Of these children, 2.4 million live in 

three-generation households where a grandparent is the head of the household. The 

remaining 1.35 million children live in homes where a grandparent is the head of the 

household without the presence of a parent or parents (Beverly, 1998). The majority of 

custodial grandparents of young children with disabilities are in their SO's, married or have a 

partner, are the maternal grandmothers of the child, and do not have legal custody (Beverly, 
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1998). The majority of grandparent households include three persons with 46% retired and 

54% working parlor full time with the average annual income of less than $20,000 (Beverly, 

1998). Limited finances and the lack of legal custody make it difficult for many custodial 

grandparents to provide basic needs and obtain health and dental insurance for the child. 

A Grandparent Information Center has been established by the American Association 

of Retired Persons (AARP) to try to provide information and help for grandparents that are 

raising their grandchildren. This center reports that the numbers of young children that are 

being raised by a grandparent or grandparents are growing with the increases in the number 

of infants affected by substance abuse, abandoned newborns, and teenage pregnancies 

(Woodworth, 1996). In a time when babies are having babies, when AIDS and prison are 

taking parents away from their children, grandparents are involved with the daily work of 

being parents for the second time (Woodworth, 1996). Social problems are the major reasons 

grandparents are turning into second-time parents as reported by the grandparents that contact 

the information center. Woodworth (1996) believes that the numbers of custodial 

grandparents will continue to grow. The center reports that "the most recent count of 

grandchildren being raised solely by their grandparents jumped in a single year to nearly 36 

percent over the prior year" (1993-1994), (Woodworth, 1996, p. 21). "Seven out of ten 

grandparents in contact with the AARP told us that they would be their grandchildren's 

permanent caregivers, and nearly 50 percent had already been caring for their grandchildren 

for at least two years" (Woodworth, 1996, p.21). Nearly 30% of the children being raised by 

a grandparent are 4 years old or under age 4 (Woodworth, 1996). With these kinds of 

increasing numbers it is not surprising that there is no "typical" grandparent custodial family. 
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A SAMPLE 

Service providers that are working with grandparent families were interviewed by 

SKI-HI Institute staff. These service providers described the families they work with as 

being very individual in size, structure, and need. The following quotes were collected as a 

sample of families in which a grandparent is the primary caregiver of a young child with 

disabilities. 

6 

One grandmother "Fi.as cared for lier grandclii{c[ witli disa6iCities for 

seven years and is tfie fega[ guardian of tlie grandcliiuf. %is grandparent is 

married and lias two teenage sons Civing in the liome. rrfte cfii[c{ is one of a set of 

tripfets 6am to lier cfaugfiter. j'l.[[ of tfie tripfets fiave disa6iCities and tlieir care is 

constant. j'l.t the time of tfieir 6irtfi tfie grandmotfier offered to care for tlie infant 

witfi tfie most needs unti[ tfie fami{y was a6[e to care for the tripfets. 'Ilie cfii[c{ 

tfiat tfie grandparents care for fias visua[ aisa6iCity, fragife fiea[tfi, and is [ow 

functioning. " 

One parent "is Civing in tfie fiome 6ut war� during tfie day feaving tfie care 

of lier infant witfi a disa6iEity to lier motlier. 'Iliere are two addition a[ si6Eings 

witfi tfieir cfiiUren Civing in tfie home. %is is a tfiree generation !Navajo fami{y 

worR,jng together to raise and care for young cfiiUren. rrfte infant was 6am witfi 

a fiearing foss wliicli was very difficu[t for the fami{y to accept. Jfowever once 

tfie fami[y mem6ers accepted tfie cfii{c{' s hearing foss tliey fiave a[[ worfi.!d together 

and are very invofved in tlie care of tfiis cfziuf. " 
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A "mom fias visitation rig fits for lier cfiiuf witfz d"isabifities tfiat lier motlier is 

caring for. 'Ine grand"motfier is tfie foster guardian of tfiis itifant wfio is a ward" of 

tfie state. 'Ine infant's fatfier was convicted" for sfiakf,ng tfie baby and" is in prison. 

'Ine once fieaftfiy infant now Ii.as brain damage and" is bfincl 'Ine grandparents 

liave tfiree ad"d'itiona{ cfiiufren fiving in tfie fiome. "

"One grand"motfier wfio Ii.as been caring for tfie cfiiuf and" Ii.is two oufer 

brotfiers for 18 montfis Ii.as been forced" to tafi.! out a restraining order to fi.!ep tfie 

motlier witfi d"rug and" abuse probfems away from lier sons. 'Inis grand"motlier d'id" 

not pfan on raising tfie boys but stepped" forward" wfien tfie cfiilaren were tafi.!n 

lfrom tfie fiome by tfie state. Sfie is using lier time, resources, energy, and" abifities 

to raise Ii.er grandsons. "

"'Ine grandparents are providing fove and" care for two grandsons witfi 

d"isabifities tfiat were removed" from tfie fiome wfien tfie state d"etemzined" tfiat tlieir 

parents were not capab{e of fi.!eping tfie cfiiufren safe. (jrand"ma lias a d"isabifity 

and" caring for lier grandsons is not an easy task,but sfie tafi.!s good" care of tlie 

boys and" tfiey fee{ {{Y()ed and" cared" for. "

SKI-HI Institute Service Provider Interviews, 1999 

IN SUMMARY 

There are many reasons why grandparents arc raising young children with disabilities. 

The above statistics reflect children with disabilities in crisis that need someone to step in and 

care for them. The sad truth is that accidents, abuse, divorce, and drugs can create a crisis in 

any family. All grandparents are only a tragedy away from the decision of raising a 
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grandchild with disabilities. Many grandparents do not want their grandchild to enter the 

foster care system where the child would likely be separated from family and raised by 

strangers, and so decide to provide a home for the child. Grandparents disrupt their lives, 

their finances, and their health to raise a grandchild with disabilities. Few grandparents plan, 

anticipate, or prepare for raising a grandchild. Many grandparents are reluctant to look for 

help or do not believe that they will qualify for assistance. They are not aware of early 

intervention services or how to ask for assistance. 

8 Grandparents Caring for Young Children with Disabilities: A Labor of Love 



MANY CHALLENGES 

INTRODUCTION 

Custodial grandparents face many challenges as they care for a young grandchild with 

disabilities. Some of these challenges will be explored in this section. Some grandparents 

experience marriage problems as relationships are strained from the burdens of raising a 

young child at this stage in life. Health care for the grandparent and the child is of great 

importance and often becomes a challenge as many grandparents and the grandchild they care 

for are not eligible for individual insurance policies. Many grandparents do not have the 
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energy that they need to care for a young child, especially if caring for the child with 

disabilities requires a lot of lifting. Some grandparents have disabilities which make it 

difficult for them to complete the daily tasks necessary for the care of the child. Drug abuse 

on the part of the child's parents is a common reason why many grandparents become 

second-time parents and is a challenge. Grandparents often experience role confusion and 

depression because of the demands of raising a young child with disabilities. Possible 

financial problems are often associated with custodial grandparenting as grandparents are 

frequently unprepared for the situations they encounter as second-time parents. 

MARRIAGE AND RELATIONSHIP PROBLEMS 

When grandparents take over the parenting of a grandchild with disabilities, their 

own relationships often becomes strained. Service providers need to assure them that their 

feelings of anxiousness, tension, anger, frustration, sadness, guilt, and fear associated with 

their new role of parenting a grandchild are natural, and that this new role and these assorted 

feelings can easily affect their own relationships. In some situations, grandparents have 

experienced the death of their child and the grandchild is a constant reminder of that loss. 

This can be a difficult situation to work through as the young grandchild as well as the 

grandparents are experiencing the loss of a parent and child. The grandchild often does not 

know how to express his or her grief and sorrow. Every person grieves differently and needs 

different kinds of encouragement during this process (de Toledo and Brown, 1995). 

Counseling groups that specifically assist people with the phases of loss and ways of dealing 
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with grief are helpful for both grandparents and grandchildren who are dealing with the death 

of their child or parent. Service providers can assist family members in understanding that 

anniversaries, holidays, and special occasions can be very difficult for many years. Working 

together as a family to support each other through the grief process throughout the years to 

come will ease the pain (Takas, 1995). 

In some situations a parent is not able to parent because of drugs, alcohol, illness, 

violence, or a jail sentence. Many of these situations are very hard for grandparents as they 

may find that their adult child is in and out of their lives and often tries to pit one grandparent 

against another. The rapid shifts in emotion and constant turmoil present in these situations 

tend to cause grandparents to feel unstable. Helping grandparents establish a set routine in 

the home will assist them and the grandchildren in creating feelings of consistency and 

support in the middle of constant change. 

Whatever events have led to grandparents becoming the primary caregiver of a young 

child with disabilities, it is important that they take time to care for their relationships. 

Family, friends, and neighbors may be willing to care for the child for a few hours or an 

evening so grandparents can take time to be together. Respite care can also assist 

grandparents in the care of a young child with disabilities. Attending a support group 

together where grand-parents can express their feelings and receive assistance and support 

from others in the same situation will be helpful. Look at ways to assist grandparents in 

working together in their new roles and responsibilities. 
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HEAL TH PROBLEMS 

Health Problems of Grandparents 

Many grandparents begin their new role as caretaker of a grandchild with special 

needs with heart problems, arthritis, and disabilities that need constant medical attention. All 

grandparents experience the realization that they do not have the energy of a young parent. 

Access to appropriate medical care for grandparents that are raising grandchildren is critical 

for the grandparent. Medical care for grandparents who are suddenly living a more active, 

stressful, and complicated life is very important. Some grandparents put their own medical 

needs on hold and place the medical needs and care of the grandchild first. Often grand­

parents need counseling as the dramatic change in their world has led them to feel isolated 

from friends and other family members. Some grandparents find their new role 

overwhelming and become depressed. Custodial grandparents need medical help and support 

as they often face troubled children, uncooperative parents, and many persons who do not 

understand their new role or support their new needs. 

New research findings show a clear link between the health of the primary caregiver 

and the health and development of young children. The health and well-being of the primary 

caregiver is a critical factor in their ability to relate emotionally to the young child and 

respond to the child's needs (Zuckerman, 1998). This is crucial in custodial grandparent 

families where the risk of poor health is great. In their efforts to promote the development of 

young children with disabilities, service providers need to take into consideration the health 

of all family members, especially the primary caregiver of the child. 
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Indications of poor health were found in the interviews of service providers serving 

custodial grandparent families. 

"(jrancfma lias lieart pro6fems ancf is una6{e to {ift or engage in otlier 

activities tliat require pliysica( strengtli cf uring times wfien slie is ex:periencing pain 

or cfiJficu{ty 6reatliing. Jfer lieart pro6(ems affect tfze care sfie is a6{e to give tfie 

young cfii(c[ witli cfisa6iuties, II 

"qrancf ma fias miU retarcfation ancf fincfs it cfiffi,cu(t to uncf erstancf many 

concepts tfiat service provicfers are trying to present to lier. Slie finc£s it c£ifficuft 

to {earn sign (anguage to communicate witli lier two grancfsons wli.o are liearing 

impaired'. 11 

"qrancfma has severe artfiritis makjng it painful for lier to communicate in 

sign (anguage witfi lier grancfson wfio is cfeaj Jf er artli.ritis also mafys it cfiJficuft 

lfor lier to move arouncf ancf fyep track, of lier three young grancfsons. 11 

SKI-HI Institute Service Providers Interviews, 1999 

Health Problems of Grandchildren 

Because of the health problems and special needs of children with disabilities, it may 

be difficult for grandparents to provide health care for a grandchild with disabilities. It may 

be difficult to work with the child's team of health providers to insure that the child will 

receive appropriate care. It may be difficult to obtain appropriate health insurance for the 

grandchild. Most grandparents are not able to put grandchildren on their insurance policies. 
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A few employers have allowed grandchildren to be included when a grandparent has 

guardianship, but most grandparents must adopt their grandchildren to get private health 

insurance for them (de Toledo & Brown, 1995). The cost financially and emotionally of 

obtaining legal custody of grandchildren is prohibitive for some grandparents. 

Some service providers interviewed related problems in obtaining health care for 

grandchildren. 

One service provider indicated that it was difficult to assist the 

custodial grandparent in seeking and applying for services. "q-randma 

was not aware of services that are avai{a6{e to fami{ies witfi young cfi.iUren witfi. 

a aisa6iCi.ty. Once sfi.e was aware of tfi.e services and proceaure for appfication, sfi.e 

was great to fo{{ow tfi.rougli." 

Another service provider indicated that transportation was a 

problem. "%e fami{y fives in a rura{ area and <jrandma aoes not ari.ve. It is a 

cfi.a{(enge to arrange to tak! Ii.er to appointments to app{y for assistance. " 

SKI-HI Institute Service Provider Interviews, 1999 

Grandparents may find it very difficult to access medical care, especially preventative 

and routine health care for the child, if they are not eligible for Medicaid. They may know 

about the importance of getting immunizations and care for a sick child, but without legal 

custody, grandparents may not be able to give the consent required for medical care. Without 

consent, most physicians and hospitals are unwilling to give routine and emergency medical 

care. 
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REDUCED ENERGY AND DISABILITIES 

Because of reduced energy or disabilities, some grandparents may not be able to 

provide the type of care that a young child with disabilities needs. By the age of two, many 

toddlers are physically active, which is difficult for many grandparents. Recent research 

suggests that early care and nurturing have an important long-lasting impact on how young 

children develop, their ability to learn, and their capacity to regulate their own emotions 

(Shore, 1997). When caregivers are not able to provide stimulating, positive, early 

experiences, children are more likely to experience developmental delays in the areas of 

cognitive, motor, and social development. This recent information concerning early growth 

and development is critical to service providers as they assist grandparents in finding ways to 

provide the early experiences that young children with disabilities need. 

Service providers contacted by the SKI-HI Institute suggested that some grandparents 

find it very difficult to provide the type of environment that they would like to provide for 

their young grandchild with disabilities. 

"(]ranama fias severe artfiritis. Sometimes tfie pain mafi!s it very aijficu.{t for 

lier to wa{k,ana move arouna. 'Wlien <;ranama is in pain slie is not a6{e to fi!ep 

up witli fier granason wfio is aeaf ana liis two brothers. II 

"qrancfmotlier has fi.eart pro6fems. 11i.e aifjicu.fries tfiat she has witli her 

lieart ao inf{uence tlie care of tlie cfi.iU. %is granamother k,nows tn.at sfie wi{{ not 

a[ways 6e a6fe to care for tfiis cfii[c{, 6ut is wi[[ing to pro'viae care as fang as sfie is 

a6fe to ao so, II 

SKI-HI Institute Service Providers Interviews, 1999 
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DRUG ABUSE 

Many grandparents who aJe caring for grandchildren with disabilities are doing so 

because of drug abuse by the parents (Beverly, 1998). "Respiratory and neurological 

problems, visual and hearing deficits, birth defects, cerebral palsy, and mental retardation are 

not uncommon in drug-exposed children" (de Toledo & Brown, 1995, p. 95). 

These grandchildren may have varying degrees of learning problems and emotional 

disorders due to the addictions of their parents. Not every child will have medical problems. 

They may have difficulty with motor development or the development of language. The 

effect of prenatal drng exposure is unpredictable. 

One grandmother relates, "J'{[ never rea{(y get 01Jer tfie sadness tfiat my 

daugfiter is addicted to drugs. After awfii{e, tfiougfi,, I fiad to [et go. '}(ow I focus 

on my granddaugfiter. Caring for fier is RR.§ nursing a fittfe 6ird tfiat fe[[ out of 

tfie nest and got its wing 6rof<.§. One of tfiese days, I just k,now sfie 's gonna f[y. 

rnzat's what f<.§eps me going" 

Takas, 1995, p.74 

Negative experiences such as drug abuse can interfere with development of 

subcortical and limbic areas of the infant's brain, resulting in anxiety, depression, and/or the 

inability to form healthy attachments to others (Shore, 1997). The stabilizing influence of 

grandparents who are willing lo care for their grandchildren can help to compensate for these 

problems as they provide a caring and safe environment. 

Service providers interviewed described custodial grandparents who are caring for 

grandchildren with disabilities because of parents' drug abuse and neglect. 
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"<]randrna is caring for a young cfiiuf wfzo is aeaf ana fzis two oufer 5rotfiers 

wfio fiave 5een removea from tfze fiome 5y tfie state aue to su6stance a6use 6y 

parents." 

"<Two young grandsons witfi aisa6ifities fiave 6een pracea 6y tfie state in 

(}ranama's care aue to negfect 6y parents." 

SKI-HI Institute Service Provider Interviews, 1999 

Sylvie de Toledo (1995) in her experience has found that grandparents who are 

raising the children of deceased or absent parents seem to have less problems than those who 

are caring for children of parents who abuse drugs. Many parents who have drug and alcohol 

addictions are causing continual disruption in the lives of grandparents and the grandchildren 

they are raising. If grandparents do not have legal custody of grand-children, it is very 

difficult for them not to give in to parents' demands as they try to protect grandchildren. The 

cycle of manipulation or pattern of enabling is difficult to break, especially if parents are 

using their children to get money, shelter, and transportation from grandparents ( de Toledo & 

Brown, 1995). 

Grandparents may be reluctant to seek public assistance for grandcl1ildren when 

parental drug abuse is present. If the parents are involved in illegal drug activities, 

grandparents may feel a sense of guilt or feel that they are turning against parents if they seek 

public assistance. Grandparents may also hope that parents will eventually be able to 

overcome drug addiction and take the child back. Drug addiction takes over a person's 

priorities and causes behavior to become unpredictable. Addiction becomes very difficult for 
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individuals to overcome as obtaining drugs becomes the most important thing in their lives. 

For grandparents that are trying to raise grandchildren due to drug addiction of parents, life 

becomes very difficult. 

ROLE CONFUSION 

The majority of custodial grandparents are functioning in a role for which they have 

no cultural role m?dels to follow (Beverly, 1998). In addition, the lack of support for the new 

and unexpected role they have may lead to limited confidence and much confusion as to 

exactly what their role is. When grandparents are placed in the parent role, they are in a 

delicate position between parents and children. This can become a difficult balance - the 

grandparents know that if personal loyalties shift too far to one side or the other, the balance 

of the new family structure will be lost (Houtman, 1999). Grandparents are not prepared to 

be placed in this tough and awkward position. In light of this, it is amazing that grandparents 

do step in and provide the care so needed by the grandchildren. 

Several service providers indicated that the grandparents they worked with were 

indeed unexpectedly put in a tough position, but amazingly stepped in and provided the care 

needed by the grandchild. 
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"<Rg,ising /i,er two granasons witli liearing fuss was not tfiis grana-mot/i,er's 

pfan. 'When t/i,e state aetenninea that tlie parents aid' not fiave tfie menta[ 

capacity to raise the 6oys, granama opened' lier heart and' fiome to tlie 6oys. 

qranama tries very liara 6ut has Cimitea menta[ capacity in unaerstanaing tfie 

ear[y intervention program tliat is in pface for t/i,e 6oys." 
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"qranclma lias lieaftfi. pro6(ems ancl cluf not pfan on caring for fier 

granclclaugfiter wfio is 6fi.ncl ancl fias 6rain clamage. 'Witli tfi.e fatlier of tlie cfii(cl 

in prison ancl tfie motlier onfy aMe to ·visit tlie cfii(c[ unaer supervision, tfi.is 

granclma steppecl in to /m;e ancl care for lier granclaaugliter. " 

"'Wlien lier claugliter gave 6irtfi to tripfets witli clisa6iuties, granclma offerea 

to care for tfie infant witfi visua( ancl aclclitiona[ clisa6iuties. %is granclmotlier 

saicl tfiat slie wou(c[ care for fier granclson unti( tfie f amify was a6(e to care for 

liim. 11ie clii(cl is now seven years oU ancl granclma, witli fi.mitecl liea(tli, is sti{{ 

provicling claify care for tliis cliiW. " 

Another loving grandmother has two teenage sons who need her 

guidance. "%ere are five peopfe living in tlie liome inducling tlie young cfii(c[ 

witfi clisa6ifi.ties. I k,now tfiat tliis is very clemancling on tlie granclmotfier witfi 

lieaftfi pro6(ems. " 

"%is granclmotfier was not p(anning on liaving to step in ancl care for fier 

granclcfaugfiter witli cfisa6ilities, Gut slie is so kjncl. Slie aCso lias tfiree cfiiUren of 

lier own wfio are living in tlie fiome wfio sfie feds responsi6(e for. " 

SKI-HI Institute Service Provider Interviews 1999 

Custodial grandparent families are often isolated as they do not fit into a traditional 

peer group. They may feel alienated from friends and social groups that they have associated 

with in the past. Raising a child with disabilities will change one's life at any age, "but, 

raising a grandchild will turn it upside down" (de Toledo & Brown, 1995, p. 23). A 

grandparent wrote the following, "Wben you parent for the second time, it is a lonely feeling. 

You feel like you're the only one in the world in this situation. You don't fit in with young 
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parents at school functions, but you don't feel right taking small children to seniors' events" 

(de Toledo & Brown, 1995, p. 28). Lucille Peppers described her feelings as a grandparent 

raising her two grandchildren "From school officials to life-long friends, my status was one 

for which society had never prepared itself' (Briefing, 1992, p.11). 

Feeling isolated and alone often leads to depression. It is important that grandparents 

with depression reach out for help as research has shown that depression of the primary 

caregiver can affect the development of the child (Shore, 1997). Caregivers suffering from 

untreated depression often fail to respond sensitively to the young child's requests for 

attention and are not likely to provide the child with the kind of cognitive stimulation that 

encourages healthy development. 

Service providers that were interviewed expressed concern for grandparents 

indicating that they were often discouraged and depressed. 
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"(]randma was not pfumzi11.{J on raising lier tfiree you11.{J grandsons. It Ii.as 

6een a fong time since sfze fias 6een responsi6fe for tlie care of you11.{J clii{dren. <Tfie 

youngest cliiU is deaf and tliat fias 6een a new and dijficuft ezyerience for 

(]randma. )I 

"(]randma and qrandpa liad not had an infant in tfieir liome for many years. 

<Tfiey were not prepared for tlie many fong hours required to care for tlieir infant 

granddaugliterwitli disa6ifities. )I 

"(J{aising you11.{J chiUren witli disa6ifities is a fot different now tlian it was 

wfien qrandma was raisi11.{J her cliiUren. It is lian[ for lier to �ep up witfi 

tn1erytlii11.{J tliat needs to 6e ta�n care of and fzave any time to do some of tne 

tfiings tliat slie {i�s to do. qrandma often gets very discouraged. )I 

SKI-HI Institute Service Providers Interviews, 1999 
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There are other challenges custodial grandparents of young grandchildren with 

disabilities may face as they try to care for the child. They may not be aware of the best ways 

to care for the child's physical needs and stimulate growth and development. Grandparents 

may be overwhelmed with new information and technology provided to them through early 

intervention services concerning equipment and techniques. Some service providers have 

found that they need lo proceed at a slower pace with custodial grandparent families as they 

try to assimilate the new knowledge necessary for the care of a young child with disabilities. 

"(]ranama lias a liara time [earning sign [anguage. I liave liaa to proceea at a 

sfower pace ana gear aown tlie (essons so tfiat granama can unaerstana ana fi,§ep 

up. Slie lias to o6serve me first 6efore slie wi[[ try to proauce signs. " 

SKI-HI Institute Service Provider Interviews, 1999 

For some grandparents their role as primary caregiver for grandchildren is confused 

with the fact that they are sti II raising their own teenagers. Service providers indicated that 

this situation is very difficult for some grandparents. 

"qranama ana qranapa nave a nineteen-year-oft[ in tlieir nome, tne youngest 

of tlieir cliiWren. <Tnis teenager nas aisa6iuties ana requires mucfi time ana energy. 

rrliey a-ia not p[an on raising any aaa-itiona[ cliiWren. qranama ana qranapa are 

now very 6usy trying to raise tlieir teenager ana proviae aai[y care for tlieir two 

young granasons witli aisa6iuties, <Jliis is very aifficu[t for tfiem, II 

SK1-HI Institute Service Provider Interviews, 1999 

If there are children living in the home, their lives will also change when a child with 

disabilities moves in. They may find that their routine and living space are disrupted and may 

feel lost or displaced. Competition may appear as children try to get back some of the time 
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and attention that they previously enjoyed from grandparents. When grandparents try to raise 

a grandchild with disabilities as one of their own children, they will often note some sibling 

rivalry ( de Toledo & Brown, 1995). Children may approve or disapprove of the decision to 

bring the grandchild with disabilities into the home. Some may choose to become actively 

involved in the daily care of the young child with disabilities and even offer to tend the child 

for the grandparents. Others may distance themselves and challenge the decision to raise the 

grandchild with disabilities. They may also challenge grandparents' methods of caring for 

the child with disabilities and their parenting techniques. Grandparents will have to 

reevaluate the routines and responsibilities of the home as everyone adjusts to life with a 

grandchild with disabilities. 

POSSIBLE FINANCIAL PROBLEMS 

There are many other situations in which the grandparents stmggle to provide care for 

their grandchild. Financial difficulties are often present as most grandparents are retired and 

living on a fixed income, or on disability (Beverly, 1998). Some grandparents face costly 

court battles to gain the custody of grandchildren. Frank Choma expressed his feelings about 

gaining custody of his grandchild and the related financial issue in a briefing to the 

Subcommittee on Human Services. 
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"Money is not the real issue here. Our grandchildren's emotional and 

physical well being is our chief concern. We want our grandchildren to 

possess a childhood free from anger, fi·ustration, hate, and to allow them to 

grow into healthy, well-adjusted human beings-they deserve their chance 

and we wanted to give it to them. We wanted also to be instrumental in the 
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healing process for them. During the 3 years we had the children in our home 

we received from Social Services Foster Care a total of about $70 a month for 

each child, but no medical coverage. The financial burden has been 

astronomical ... in order to fight and gain our grandchildren, which has cost 

us close to $100,000" (Briefing, 1992, p. 8). 

Some grandparents find themselves trying to care for older parents and grandchildren 

at the same time which can cause financial burdens. Lucille Peppers who was in this 

situation reported the following to the Subcommittee on Human Services. "I am a member of 

the sandwich generation, tending to my 82 year old mother ... and I gained legal custody to 

two grandchildren. Because the children are frightened and insecure, I haven't gone out to 

work. Initially we lived on my husband's small pension and my unemployment. We are 

living day by day. In essence, we are relieving the public of the responsibility for these 

children, but we receive no assistance" (Briefing, 1992, p. 8). 

Many risk factors for young children are associated with families that are forced to 

live with low income. The quality and consistency of day-to-day care, the safety of the 

physical environment, and the stress level of the caregiver are all affected by low income. 

Shore (1997) has found in her research that many young children showed gradual declines in 

mental, motor, and social-emotional development as a result of poverty or low income. 

Service providers interviewed indicated that for some custodial grandparents, providing for 

the basic needs of the grandchildren they are caring for is a very real problem. 

"qrarufma finas it very aifficu{t to proviae c[otfiing aruf otfier necessities of 

{ife for tfie tftree grarufsons tfiat sfie cares for. qranama receives food stamps 

wfticli fie[ps fier feea tfte tfiree aaufts and fi:ve cfti[aren tftat are in fter liome. 
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There are many special challenges in working with custodial grandparent families but 

there is also great satisfaction in joining with grandparents who are creating an environment 

of love and hope for young children with disabilities. De Toledo and Brown (1995) offer 

some ideas on how to cope with the special challenges grandparents may face. Service 

providers can share these ideas with the grandparents they serve. 
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to Cop 

1. PRIORITIZE - Determine what is most important and take care
of that first.

2. TAKE ONE THING AT A TIME - Plan for small segments of
time.

3. TAKE CARE OF YOURSELF - Schedule your life so that it
works for you.

4. MAKE YOUR LIFE EASY - You don't have to have perfect
meals or a perfect home.

5. SET LIMITS WITH YOUR GRANDCHILDREN - Settin� qf.;?)} rules and limits will make private time possible.
� -�s:}/i r;-:1

6 ASK FOR HELP- If you have supportive (L�CJ..{({�!if;
1
i ' . 

��gi·1 ·'
,_..,

l" :i :.1friends and family members, use them. i:�.:; : 'i ',:,

7. GET INTO A SUPPORT GROUP - Other grandparents will give you help
and support and understanding.

8. CONSIDER YOUR RELIGION - Many grandparents receive help and
support from church members.

9. CONSIDER YOUR FEELINGS - Accept the fact that your adult
child's decisions and actions are not your fault.

10. FOCUS ON THE POSITIVE - Focus on the rewards
especially the hugs and kisses of your grandchildren.
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Although there are many challenges in providing services for custodial grandparent 

families, the rewards are great. Service providers were eager to share successes that they 

have experienced with grandparent families. They expressed how willing many grandparents 

are to provide a strong secure environment for young grandchildren with disabilities, respond 

to the child's day-to-day needs for food, shelter, clothing, and meet the special needs of the 

child. Service providers that were contacted responded with the following successful 

experiences with custodial grandparent families. 

"I was a6fe to S1lf]gest a special cnair tfiat is equipped witfi runners for tfie 

cfii[d. I ftatf noticed tftis cfiair in tfie fiome of anotfier cfiiul witfi a simifur 

tfisa6ifity. 'This grantimotfier was a6fe to o6tain tfie cfiair througfi tfie scftoo[ 

district. tTfie cfiair rea[[y fie[ps as it gives tfie cfiiul anotfier pfuce to sit wfiere fie 

can focus on materillls p{aced in front of fiim. CBefore o6taining tfie cnair, we fiaa 

to move tfie cfii[d to tfie floor wfien fie 6ecame tired of sitting in liis wfieefcfiair. 

:Now lie is a6[e to sit in tfie cfiair anti focus on tfie activities tfiat we are wor�ng 

on. Jfe is also a6fe to mak§ 6etter use of fiis arms in tfiis cfiair. I am p[eased witfi 

tfiis cnair anti so is grantima ,,

''.}ls a service proviaer I nave 6een a6fe to acquire tfie trust and fove of tfie 

young cfiiuf witfi tfisa6ifities and tfie fami[y mem6ers. tTfie cfiiul was distant at 

first 6ut sfie now smifes wfien I come into tfie room ana gives me lier ju[[ 

attention. Lots of time ana effort on my part is fina[[y paying off It fias also 

6een very rewarding to fee[ tfie frientisnip of tne grantimotfier as sfie te[[s me of ner 

pro6fems antijoys in caring for tfiis cfiiul." 

"I feft tnat we fiaa reacned a miCestone wnen tfie granamotfier agreed to 

participate in ear[y intervention services. (]randma naa no idea wnat ear[y 

intervention was and was not wi[[ing to atfmit tfiat lier gratufson fiaa a aisa6ifity. 
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I have afso 6een a6fe to 6ui(d a good refationship with this grandmother. I k,ept 

going 6ack,even wfzen it seemed fi� a fust cause.'' 

"Tfze grandmother that I wit has fina((y opened up to me and asfi.§ for 

suggestions a6out different pro6fems that she fzas with tfze cfriuf with disa6ilities. 

Sfze now carries through with the activities and suagestions tnat are made and fzas 

6ecome an active mem6er of the ear(y intervention team. " 

"qrandma fzas fina([y rea{ized how important ear{y interoention is for fzer 

grandson. Slie has visited tfze prescfioo{ tnat the chi
l
a can attend in tlie fa{[ and 

fzas as�d for information a6out apartments tliat are avaifa6(e in that area. She 

wouU fili.§ to 6e cwse to the presclioo{ so that tlie chila coula attend." 

SKI-HI Institute Service Provider lnterviews,1999 

INSIGHTS AND IDEAS 

More frequently, grandparents are seeking out early intervention services and are very 

involved in trying to make life better for their grandchild with disabilities. It is important for 

service providers to praise and encourage these grandparents. 
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One grandmother "worfi.§ nard witli tfze motner to carry out activities tfiat 

wi{{ fze{p the ear(y intervention team work, towards goafs tfzey liave set. <Progress 

is s(ow with tliis chila and it wouuf 6e easy for mom and grandma to 6ecome 

aiscouragecf, 6ut tliey f?gep on trying. " 

Another grandmother "has researched foods tliat are toCerated 6y cnilaren 

witli tlie feeding pro6{ems tfiat her grandson nas. Sfze has 6een wi[fing to share 

this information witli otlier parents in simi[ar situations.,, 
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A service provider describes a grandmother as very involved. «Tfie 

grarufmotfier sougfit out earfy intervention services wfien tlie cfiiuf wfio was 

iaentifiea witfi vision aisa6-ifi.ties at 6irtfi came to five witfz lier. Tfiis 

granamotfier work§ witfz tfze team tnat provufes <PT, (Yl, ana vision services for 

tfie cfiiuf." 

SKI-HJ Service Provider Interviews 1999 

Some grandparents do not seek out early intervention services and hesitate to become 

involved. It is easy to understand how some grandparents may not trust a state funded service 

as they have had previous frustrations in trying to secure assistance for their grandchild. 

Service providers may need to proceed slowly and with caution in building trust and 

confidence with these grandparent families. Gathering information may be especially 

difficult with custodial grandparents that do not have legal custody or are trying to secure 

legal custody. As a service provider, you will need some information in order to serve the 

grandparent family. Be aware that you may not be able to gather all the information that you 

need in one visit. lt may take several visits over time to completely acquire all of the facts 

needed. The following list of questions (adapted from Beverly, 1998) can be used by service 

providers to obtain some of the information service providers may want to have in working 

with custodial grandparents. 
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QlJESJf ONS YOU HAY WANT 10 ASK 

1. Do you have legal custody of the child? If you do not have
legal custody, do you have written permission from the parent
to participate with the child in an early intervention program?

2. Do you have access to the child's records?

3. Can you sign legal documents (permission to evaluate,
eligibility, IFSP, etc.) pertaining to the child? If you are not able
to sign legal documents, will the parent be available to do so?

4. Are you limited in your ability to provide
insurance and obtain needed services or
equipment? If you are limited in these areas,
is the parent or an agency willing to help?

5. Will you be able to fully participate in the development and
implementation of a service plan? If you are not able to fully
participate at this time, is there a way of making this possible
through adaptive equipment, financial aid, etc.?

6. Do you receive help and support from family
members, friends, and/or neighbors?

7. Do you have any idea concerning the length of
time that you might expect to care for your
grandchild?

8. Are you a member of a support group?
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It is important for grandparents to receive support from support groups. If custodial 

grandparent families are not involved in a support group, the service provider may want to 

suggest that they seek out a group or assist them in finding a group in their area. 

Grandparents that are linked with other grandparents who are raising grandchildren with 

disabilities can receive moral support, guidance and advice as they share problems and 

accomplishments. De Toledo (1995) suggests that finding a group of grandparents is the best 

antidote to the feelings of loneliness and depression. Within a grandparent group, friendships 

can be found with those who understand because they are experiencing many of the same 

feelings and challenges. Practical information can also be shared - such as names of helpful 

attorneys and social workers. Experiences and knowledge about the best ways to receive 

assistance in obtaining custody or TANF and Medicaid for the grandchildren can be obtained. 

If there are no support groups of grandparents caring for children with disabilities in 

your area you might decide to start a support group. If it is not possible to start a support 

group, you might want to check to see if there is a general support group for grand-parents 

raising grandchildren. Grnndparents of grandchildren with disabilities would be welcome in 

any of the support groups that have been established to assist grandparents raising 

grandchildren. 

The AARP Grandparent Information Center was established in September 1993 to 

provide grandparents raising a grandchild with a place to call or write when seekjng 

assistance. Service providers or grandparents may contact the center at (202) 434-2296 

weekdays from 9:00 a.m. to 5:00 p.m. EST or write to AARP Grandparent Information 

Center, 601 E. Street NW, Wasrungton, DC 20049. The website is http://www.aarp.org. 
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The center is a referral clearinghouse where grandparents and service providers can obtain 

information, publications, and referrals to national and local resources. This includes 

grandparent support groups and other organizations involved in grandparent issues. 

The AARP has also developed publications on the legal, social, health, and financial 

issues that affect grandparent families. The center supports public awareness about tbe 

problems grandparents face as primary caregivers and provides assistance to community 

grandparent groups. I£ there is no support group for grandparents raising a grandchild in the 

community in which you live, contact the AARP for information about the group that is 

located nearest you. Local school officials, community, or church groups may be willing to 

work with service providers to start a support group in your community. The AARP will 

provide information for starting a grandparent support group. 

Another agency, the Foundation for Grandparenting, offers information, networking, 

and research regarding all aspects of !,rrandparent-grandchild-parent relations. They have a 

newsletter Vital Connections. For information call (505) 466-1336 or their website is: 

http://www.grandparenting.org. Written information can be obtained by sending two 1st class 

stamps to: 

A service provider will have various aspects to consider in providing services to a 

grandparent family. The following ideas for early intervention providers who are working 
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with custodial grandparent families have been selected from several different sources. They 

are presented here to help service providers recognize some of the important factors to be 

considered as they work with grandparent families. 

r----�--�--------------------------,

IDEAS FOR PROVIDING EARLY INTERVENTION 

SERVICE FOR CUSTODIAL GRANDPARENT FAMILIES 

1. Flexibility in all aspects of service is appreciated.

2. Help family members access appropriate support groups (such as grand­

parent, parent, poverty, or child neglect) that will assist them in coping with

daily stress.

3. Suggest mental health, legal, financial, or employment
counseling when appropriate.

4. Parenting classes that address issues related to raising a

child with disabilitie.s will be helpful (diet and nutrition,

health, behavior management, child development, etc.).

5. Explore transportation and child care needs that will facilitate involvement in
support groups, counseling, workshops or classes.

6. Workshops that address and provide information on how grandparents can

access systems of support will be beneficial.

7. Introduce grandparents to respite care, lending libraries, and any additional

community services that will be helpful.

8. Be specific in asking about family needs and ways that the grandparent would

like needs met.

9. Identify family strengths and involve family members in every step of the

intervention team process.

10. Work as a team. Make sure that everyone on the team understands the

intervention plan, what their responsibilities are, and the timelines they are

expected to meet.
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THE IMPORTANCE OF FLEXIBILITY 

Flexibility in working with grandparents in all areas of early intervention is important. 

Flexibility seems to be especially important when scheduling meeting times. Beverly (1998) 

suggests that service providers need to keep in mind the needs of each family member and be 

flexible when scheduling meeting times. It is also important to try to reduce the number of 

service providers that family members must adjust to. Remember that for most grandparents, 

early intervention is a new concept. They need some time to learn about early intervention 

and all that it encompasses. It may be difficult for grandparents to understand various aspects 

of the early intervention program as indicated by the following experience. 

One grandmother did not want the Orientation and Mobility 

Specialists to show her grandson ways to move around safely. "%is 

granamotfier refusea to consult wit/i. tfie speciafists sayi.ng tfiat Fi.er granason was 

a6(e to get arouna we[[ on Fi.is own. 'Wlien tlie cfiiU was in tfze center for a vision 

assessment, tfie Orientation ana :M.o6ifity Speciafzsts approacliea tli.e granamotlier 

sfiowing lier some tft.ings tliat sft.e couU do to ft.e{p him m01Je arouna tft.e 

environment safe{y. %e granamotlier was eJ(citea a6out tlie ideas ana 

suggestions sfiown to ft.er. %is cft.i{a is very active ana wi[[ neea orientation ana 

mo6ifity sl<f.{{s as fie enters presch.oo[ (J)emonstrating ana actua({y sfiowing tlie 

granamotfier ways in wft.icfi sfze couU fze{p, maae tfze aifference. " 

SKI-H1 Institute Service Providers Interviews, 1999 

Flexibility and creativity in the suggestions of activities that can become part of the 

objectives and goals are important. Grandparents may not understand the importance of the 

natural environment in which the child grows and learhs. Service providers can assist the 
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grandparent in establishing a consistent daily routine that encourages growth and develop­

ment and establishes consistency in lhe child's life. Activities that will become part of the 

family's daily routine and that can be easily accomplished without extra effort, time, or 

finances will help family members reach objectives and goals. Beverly (1998) indicates that 

grandparents who learn how to use meal times, baths, and other daily routines to encourage 

the child's development will develop confidence in their parenting abilities. One service 

provider suggested that simple common activities are what grandparents seem to like best. 

This is indicated by the following quotation. 

"(}rantftnotli.er u�s practica[, simpfe activities th.at sfie can cfo with. lier 

grandson to encourage tli.e cfii[i:['s cfeve{opment. Sfr.e u�s to liave tea parties ancf 

p{ay a game ca{{ec[ cli.ase tfie cat witfi lier granason. One of lier favorite activities 

is maRjng cooRjes invo{ving a{[ tfiree of lier grancfcfii{d'ren. "

SK-HI Institute Service Provider Interviews, 1999 

As service providers gain the confidence and trust of grandparents, they will gradually 

be able to assist them in many areas of the child's growth and development. Many grand­

parents have forgotten the child rearing skills they used years ago and will ask for assistance. 

The following quotation is from a service provider who was pleased when a grandmother 

asked for help in solving a problem. 

''She to{a me tfiat she neecfecf some fie[p witfr. toifet training a two-year-ola. 

Toi{et training a young 6oy witfi a ·visua{ aisa6iuty is aijficuft. <Tfie grancf-motfr.er 

ex:pfainea th.at it fiaa 6een a long time since sfie li.acf toi{et trainea a cfii{d' ana th.at 

sfie fiaa never toi{et trainecf a young 6oy witfi a 'CJisua{ aisa6iuty. "

SKI-HI Institute Service Provider Interviews, 1999 
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As the service provider begins to work with the grandparent family, the service 

provider may find areas that are hard for the grandparents. It may be difficult for a 

grandparent to communicate with a young child with disabilities especially if the child's 

disability is such that the child has problems communicating with others. Helping grand­

parents read the child's cues and communication attempts will give the grandparent 

confidence and improve the communication process. It may be trying for a grandparent to 

learn sign language or braille, but with praise and encouragement from the service provider, 

it can be a very rewarding experience. 

SUGGESTIONS FROM THE FIELD 

Service providers for custodial grandparent families supply support, information, and 

guidance as the family learns about the disability and begins to develop systems of caring for 

the child. Service providers in the field have suggestions to offer other service providers who 

are beginning to work with custodial grandparent families. 

62 Grandparents Caring for Young Children with Disabilities: A Labor of Love 



"Remember that 
grandparents will 
be less physically 
active and adjust 
the program to fit 
their needs." 

"Grandparents have had 
a lot of experience and 
possess a lot of knowledge 
about children and families. 
Utilize their knowledge and 
experience in helping them 
to create an individualized 
program for the family." 

"A grandparent may not know about social 
agencies or understand how to access 
services. Many of these services were not 
available when they were raising their 
children." 

"Grandparents appreciate 
simple activities that they 
can do with things found 
in the home. Often they 
are not familiar with the 
new toys or 
equipment." 

"Often the grandparents 
are working through the 
grief process and need 
support. They will work 
through this process from a 
different angle than 
parents. They may be 
angry at the son or 
daughter that has placed 
them in this situation. Help 
them work through this 
process." 

"Grandparents love and 
are very dedicated to the 
child with disabilities. Often 
they do not know what is 
best for the child, 

but when they discover 
what is best they are 
dedicated in carrying out 
the program." 

"Involve grandparents in discussion and demonstrations 
during home visits. Grandparents may want to share personal 
experiences and abilities. Show them how they can 
incorporate their skills into daily 
routines (bathing, diapering, etc.) that 
will encourage growth and 
development." 
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"Show grandparents 
how materials in the 
home or made in the 
home can be used to 
promote the child's 
development." 

"Take into consideration the grand­
parents' level of understanding. Often 
information needs to be given in small 
chunks." 

"For grandparents who 
have overwhelming 
circumstances, keep goals 
realistic. Break goals down 
into small steps so that 
grandparents feel that they 
are making progress." 

"Decide with 
grandparents upon a 
central place in the 
home to post 
handouts and 
reminders that will 
be clearly visible." 

"Leave visuals and handouts with 
grandparents so they can refer to the 
information on a daily basis." 

"Keeping a notebook 
for grandparents helps 
to hold activity sheets 
and handouts for 
reference." 

"Be aware of the 
grandparents' style of 
learning and provide 
information that will fit 
that style." 

"When giving 
grandparents new 
information, use real 
life examples and 
clear, easy terms to 
increase 
understanding." 

SKI-J-0 Service Provider Interviews 1999 

Grandparents Caring for Young Children with Disabilities: A Labor of Love 



IN SUMMARY 

It is critical lhal service providers understand the complexity of each of the individual 

grandparent families they serve. The structure, interactions, functions, and life cycle stages 

are different within these families, and these factors will have an effect upon information 

gathering, decision making, and implementation of services. Service providers must 

recognize the need to be flexible. They must be knowledgeable of community resources. 

They must be good communicators and sensitive in assisting family members to receive 

information and services that will best meet their needs. 
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IN CONCLUSION: 

MAKING A DIFFERENCE 
i: .1· 

INTRODUCTION 

Service providers need to learn all they can about the individual custodial grandparent 

families they are working with and spend time with family members to expand their under­

standing of each family member. This will help service providers to incorporate family 

members' values, ideas, and strengths into the team process. 
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EXTRA TIME 

Extra time in all aspects of services is very important in working with custodial 

grandparents. Taking the time needed to become acquainted with family members and gather 

the information necessary is worth the extra time and effort required. Remember that many 

grandparents are not aware of early intervention services and will need time to learn about 

programs that will help them care for their grandchild with disabilities. Some grandparents 

will need an explanation of the purpose of home visits, service providers, and how all of this 

will fit into their lives. Beverly (1998) cautions service providers to remember that custodial 

grandparents may need extra time to accomplish goals and objectives. Grandparents have 

many responsibilities. Getting up to comfort a child at three in the morning is definitely more 

draining at 55 than at 25 ! 

REDEFINING THE FAMILY 

For centuries the family included grandparents, uncles, aunts, cousins, and even great­

grandparents. This definition of the family was broad and included many members that 

shared in the responsibility of raising young children. We now consider the family to include 

only mother, father, and children. This narrow definition creates problems for families with a 

grandchild in crisis. We need to return to a broader, more all-encompassing definition of 

family. 

Grandparents in families bring to the family a special pride and wonder as they watch 
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their grandchildren with disabilities grow and develop. They also have a unique love for each 

grandchild. One grandma remembers the magic of the hugs and kisses that made it all 

worthwhile. Another grandmother relates her experience raising her granddaughter, 

"Sometimes I feel angry. We have so many worries, and money is so tight. We see other 

people our age who can relax and enjoy themselves, and it doesn't seem fair. But then I look 

at Olivia, and I'm thankful that we're able to do this. When we're gone, at least we'll have 

made a difference in Olivia's life" (Takas, 1995, p.5). 

Eric, age 5, tells about his dream. "My dream is if Mommy and Daddy and Grandma 

and Grandpa and my brother and me could all live together in the same house" (Takas, 1995, 

p.73). We may not be able to completely redefine the family or make Eric's dream come

true, but we can expand our own thoughts and understandings to include grandparents as 

caretakers of young children with disabilities. We can also work to help others realize the 

potential that families can have when they encompass grandparents as active members. 

Trying to make life better for families that include grandparents is difficult but possible in our 

world today. Think of the effort as progress in rebuilding families that can really make a 

difference! 

IN SUMMARY 

Custodial grandparent families are special people. They are dedicated, caring people 

who are willing to place their lives on hold while they become parents for a second time. 

They are making a difference in a young child's life by offering love, support, and daily care. 
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Grandparents who take a grandchild with disabilities into their heart and home do so out of a 

deep love for the child. 

''II�� koo u a� kwi, 

o/t � ihat � fwm a� deep, 
willw,,tk!sold. 'Wdktk� 
�aml,�,tltU�,Whe# 
�, Jou not� a� o/t �, kd 

�a�o/t�luwwn,on4,ia 
� wlwk:we buweieJ,UuJ, W<Uf, ,,

ell�, 1999, p,35 

r. 

�� 

Working with custodial grandparents will be a unique and challenging experience, 

and service providers will need patience, a listening ear, and knowledge about grandparent 

families and services that are available to them. You can make a difference in the lives of 

grandparent families! Be prepared as a service provider to learn much and receive much joy 

and satisfaction from your experiences with grandparent families. 
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